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Abstract

Introduction: By age 60, 60% of adults with Down syndrome (DS) have dementia.
Detecting dementia in persons with intellectual disability (ID) can be challenging
because their underlying cognitive impairment can confound presentation of demen-
tia symptoms and because adults with ID may have difficulty reporting symptoms. The
National Task Group Early Detection Screen for Dementia (NTG-EDSD) was developed
to aid detection of report of cognitive impairment in adults with ID. We implemented
an educational curriculum using the NTG-EDSD and evaluated the impact of the inter-
vention on professional caregivers’ self-assessed capacity to identify persons with ID
and dementia.

Methods: We held five in-person training sessions for professional caregivers of per-
sons with ID, partnering with various managed care organizations and social services
agencies. We assessed knowledge and attitudes at baseline; immediately after training;
and 1 week, 1 month, and 6 months after training.

Results: A total of 154 direct care workers, case managers, health-care providers, and
other social services staff attended the trainings. Satisfaction with the NTG-EDSD
training was high; 94% of attendees agreed or strongly agreed that they could use the
NTG-EDSD with their clients. After training, attendees reported a marked increase in
confidence in their ability to track various health circumstances and detect functional
decline in their clients, although some gains were not sustained over time. As a result
of the training, one managed care organization made the NTG-EDSD a standard part of
its assessment of adults with DS starting at age 40.

Discussion: Social services and health-care professionals can learn to document signs
of cognitive decline in adults with ID using the NTG-EDSD. Attendees were highly sat-
isfied with the training, experienced an increase in confidence in their care of persons
with ID, and found the NTG- EDSD feasible to use. Because not all gains were sustained

over time, booster trainings may be necessary.
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1 | BACKGROUND

There are >7 million individuals with intellectual disability (ID) in the
United States.

Down syndrome (DS) is the most common cause of ID, affecting an
estimated 250,000 to 400,000 individuals in the United States.»? The
life expectancy of persons with ID, including DS, has increased over the
past few decades, from 25 years in 1983 to 60 years in 2021.2 With an
increase in life expectancy, there is also an increased risk for developing
age-related conditions such as dementia.

Among adults with ID, those with DS are at highest risk for dementia
due to Alzheimer’s disease (AD).2 By age 60, at least half of people with
DS have dementia, most commonly due to AD.** The lifetime risk of AD
in people with DS is >90%3“ and is a leading cause of death for persons
with DS over age 35 years.® In persons with DS, the first biomarkers of
AD tend to emerge ~30 years of age, and changes in cognition emerge
~40 years of age.® By age 50, mild cognitive impairment (MCI) due to
AD and AD dementia are present in 50% to 70% of individuals with
DS.3 Though the prevalence of dementia in older adults with ID not due
to DS is less well studied, the incidence may be as much as five times
higher than in older adults without ID.1?

Identifying dementia in persons with ID is challenging because of
pre-existing cognitive impairment, communication difficulties, and lack
of baseline data.? Personality and behavior changes can be early signs
of dementia in people with DS.”-? The earlier the change in cog-
nition, behavior, and functioning is recognized in persons with ID,
the greater the opportunity for families and professionals to allocate
necessary resources; access available treatment; and plan for future
programming, services, and supports.°

Standardized screening instruments for cognitive impairment used
with the general population are not suitable for use in persons with
profound to moderate ID because the instruments do not consider
pre-existing cognitive impairment. Persons with ID could perform at
or below criteria indicating cognitive impairment prior to the onset of
neurodegenerative changes.!! Instead, cognitive decline for persons
with ID can be identified by first establishing a baseline for behavior,
cognition, and functioning and then gathering accurate information at
multiple time points. This information is used to measure and evaluate
changes in the context of the person’s lifelong abilities and premorbid
level of functioning.*11

The National Task Group (NTG) on Intellectual Disabilities and
Dementia Practices developed the National Task Group Early Detec-
tion Screen for Dementia (NTG-EDSD), an informant-based ques-
tionnaire to aid in the screening and early detection of cognitive
impairment in adults with ID.19 It captures early and subtle changes
in function and also considers pre-existing cognitive impairment.1°

The NTG-EDSD is not an assessment or diagnostic instrument, but

a screening tool that provides information to facilitate conversa-
tions between caregivers and health-care providers. The tool was
adapted from the Dementia Screening Questionnaire for Individuals
with Intellectual Disability (DSQIID), a validated dementia assessment
instrument with very good sensitivity (92%) and specificity (97%) in
persons with |D.10:12

A systematic review analyzed 42 studies evaluating 18 informant-
based dementia assessment instruments and provided evidence-based
recommendations for instruments most suitable in clinical practice and
research.2! NTG-EDSD was reported to have superior quality of evi-
dence for content validity.2! It had high evidence of sufficient relevance
and comprehensiveness, and moderate evidence of sufficient compre-
hensibility. However, internal consistency has not been evaluated for
the NTG-EDSD.?!

The NTG-EDSD is a resource for lay-persons and professionals
to record cognitive, behavioral, and functional changes known to be
associated with dementia.l? It gathers information on relevant demo-
graphics, ratings of health, mental health, and life stressors, surveys of
multiple areas related to functioning, and reviews chronic medical con-
ditions. It also includes items that may identify early signs of dementia.
The NTG recommends that the NTG-EDSD be used annually or as indi-
cated for adults with DS beginning at age 40, and with other at-risk
persons with ID when cognitive changes are identified.’° The NTG-
EDSD is designed to be completed by a person who is familiar with the
individual and who does not have formal training in dementia assess-
ment and diagnosis.'° The tool is available online (http://www.the-ntg.
org/ntg-edsd) for no cost and in multiple languages.

The objective of our project was to evaluate the impact of an NTG-
EDSD-based training program on the self-assessed capacity of ID
specialists and health-care professionals on the use of the NTG-EDSD
to identify and support persons with ID and dementia, their families,
and caregivers. We developed an educational program to train direct
care workers, case managers, health-care providers and other social
services staff to use the tool. The specific goals of this intervention
were to increase the knowledge base of attendees with respect to
cognitive impairment in ID, to increase attendees’ confidence in their
ability to detect and document the report of cognitive and functional

decline in persons with ID, and to promote the use of the NTG-EDSD.

2 | METHODS

2.1 | Literature search

We reviewed the literature in PubMed, CINAHL Plus, and Google
Scholar for research studies on NTG-EDSD using search terms: (“Intel-
lectual disability” OR “Down Syndrome”) AND (“Alzheimer’s” OR
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RESEARCH IN CONTEXT

1. Systematic Review: Literature review identified many
studies reporting increased prevalence of Alzheimer’s
disease biomarkers and dementia symptomatology in
persons with Down syndrome (DS). Literature on demen-
tia screeningis limited, though there is sound rationale for
use of the National Task Group Early Detection Screen for
Dementia (NTG-EDSD).

2. Interpretation: We developed an educational interven-
tion for using the NTG-EDSD. Trained health and human
service professionals found it feasible to use the NTG-
EDSD as a screening instrument. Attendees’ knowledge
and confidence in identifying cognitive and functional
decline improved, though some gains were not sustained,
suggesting the need for boosters. Training materials are
available, allowing for implementation in other settings
(https://wai.wisc.edu/dementia-capable-wisconsin/).

3. Future Directions: Next steps could include assessing
impact of training on health-care use and outcomes in
adults with ID, and ensuring the tool is applicable to
persons from a wide range of ethnic, racial, and socioeco-

nomic backgrounds.

“dementia”) AND (“National Task Group Early Detection Screen for
Dementia” OR “EDSD” OR “NTG-Early Detection Screen for Demen-
tia"). This search identified four relevant studies, each of which
assessed a different aspect of the NTG-EDSD. One study assessed the
feasibility of the NTG-EDSD in the German language.'! Another study
assessed the usefulness, as well as sensitivity and specificity, of the
NTG-EDSD in evaluating dementia status, including MCI, in adults with
DS.11 A pilot study assessed the barriers to implementing screening
for dementia using NTG-EDSD and follow-up dementia assessments.2°
A systematic review was conducted on informant-based assessment

instruments for dementia in people with 1D.21

2.2 | Intervention

A steering committee, consisting of eight experts in the field of ID
from state and local community-based organizations and health-care
organizations, guided the design of this intervention. The steering com-
mittee determined that many professionals working with persons with
ID are aware of the greater risk for developing dementia compared
to the general population; however, professionals have limited knowl-
edge of how to discern potential indicators of cognitive decline, how to
document these changes being observed in persons with ID, and how
to advocate for follow-up evaluation. More specifically, the steering
committee felt that professionals working with persons with ID would

benefit from having more knowledge about the NTG-EDSD.

Clinical Interventions

Development of the NTG-EDSD education session was guided by
Adult Learning Theory, which emphasizes the importance of providing
background information, conveying significance, tailoring to learn-
ers’ professional experiences, and providing opportunities to practice
using what is learned.’® The education session was 3.5 hours. Ninety
minutes were devoted to providing background information on the
pathological processes of dementia in persons with ID, behavioral and
psychological symptoms of dementia in persons with ID, and differ-
ences in screening and assessment for dementia in persons with 1D
compared to the general population. Sixty minutes of the education
session included a testimonial on use of the NTG-EDSD by a profes-
sional who regularly uses it in practice, step-by-step instructions on
use of the tool, and guidance for operationalizing the NTG-EDSD in
their professional roles. Attendees were encouraged to ask questions
and engage in dialogue with the presenters and fellow attendees. In
the remaining 60 minutes, attendees were provided with the opportu-
nity to apply the NTG-EDSD to a case study and to receive immediate
feedback.

From November 2018 to April 2019, we held five in-person NTG-
EDSD education sessions throughout Wisconsin with 154 professional

caregivers.

2.3 | Participants

Professionals who deliver assessment, care, and case management
services to persons with ID were recruited by mailing and e-mailing
brochures to programs identified by the steering committee through-
out Wisconsin where care and/or coordination is provided to persons
with ID. Targeted organizations included: adult family homes, man-
aged care organizations, community-based organizations focused on
persons with ID (e.g., vocational programs), community-based organi-
zations focused on older adults (e.g., adult day programs), and other
county and state organizations. Attendees voluntarily attended one of
the training sessions; there were no exclusion criteria. Incentive was

provided in the form of continuing education units.

2.4 | Outcome measures
Knowledge, self-efficacy, and attitudes were assessed at baseline (pre-
training); immediately after (post-) training; and 1 week, 1 month, and
6 months post-training. Given the lack of literature that exists on the
evaluation of the NTG-EDSD, pre-training and post-training surveys
assessed knowledge and attitudes using one existing feasibility scale
found to have high internal consistency in a previous study of the
NTG-EDSD, as well as questions on confidence of tracking health and
function developed for the current project based on the content of
the NTG-EDSD. Both instruments were developed in partnership with
members of the NTG.1%14 We do not have psychometric properties to
report for the newly developed questions.

Baseline data included: demographics, professional role, organi-

zational characteristics, experience with NTG-EDSD, and confidence
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in documentation procedures. To measure self-efficacy, attendees
answered 17 questions on how confident they were in tracking health
circumstances (nine items) and functional decline (eight items) in per-
sons with ID with their current organizational procedures using a
4-point Likert-scale (O = not at all, 1 = a little bit, 2 = quite, 3 = very
confident). Feasibility of the NTG-EDSD among tool users was assessed
with 21 questions across four domains: applicability (six items), accept-
ability (six), practicality (four), and relevance (five). Agreement with
each statement was provided using the 5-point Likert-scale (0 =
strongly disagree, 1 = disagree, 2 = neutral, 3 = agree, 4 = strongly
agree) used by the developers.1©

A post-training survey was administered at the end of the education
session. Attendees answered the same 17 questions on their confi-
dence to track health circumstances and functional decline, now using
the NTG-EDSD. This survey also contained questions on satisfaction
with training and on understanding of dementia and behavioral and
psychological symptoms of dementia in adults with ID.

At 1 week post-training, staff conducted a structured phone inter-
view that included only open-ended questions about the use of the
NTG-EDSD tool. Individuals who had not yet used the tool were asked
to anticipate the advantages and feasibility or any barriers of routinely
using the tool.

One- and six-month post-training surveys were electronically sent
to attendees. Attendees answered questions on confidence in tracking
health and function with the NTG-EDSD. Attendees who had used the
tool were asked questions regarding feasibility of and barriers to using
the tool. Those who had not used the tool at 1 month were also asked
about barriers preventing use of the tool.

2.5 | Analysis

This report summarizes results from data collected at baseline and
post-training time points (immediately after training, and 1 week, 1
month, and 6 months after training) for up to 154 training atten-
dees who provided baseline data. Mean scores were calculated and
compared across multiple time points for attendees providing survey
responses at more than one time point to gauge changes in knowledge
and self-efficacy. Due to the small number of respondents at 6 months
post-training (n = 27 users of the tool, 9 of whom who had used the tool
prior to training), we do not present those outcomes.

Overall confidence in tracking health outcomes was determined by
taking the sum of ratings when all questions were answered. Responses
to pre- and post-training individual questions on confidence in the
organization’s current documentation procedures for persons with ID
and confidence in ability to track health outcomes with the NTG-EDSD
tool were also summarized and evaluated separately for attendees
based on their or their organization’s prior use of the tool.

A repeated measures analysis of variance was used to assess
whether mean ratings for each question differed across time points.
Paired t-tests and Wilcoxon signed rank tests were used to determine
significance of differences in responses between two time points for

individuals with measures at both time points. Statistical significance

was determined with a of 0.05. Bonferroni correction was also con-
sidered in evaluating significance, given the larger number of tests
performed comparing individual items between time points, using o
of 0.05/number of tests in the comparison (17 or 21 individual items)
resulting in P-value range of P < .001 to P < .003. Analyses were
performed using SPSS version 25 and SAS version 9.4.

Responses to open-ended questions from the 1-week interviews
and 1- and 6-month surveys were summarized using a qualitative
inductive thematic analysis approach by two or more staff members
assigned to the question (authors T.A., T.L.,N.S., M.S.,S.R.).23

2.6 | Ethics
All procedures were reviewed and determined to be exempt by the

institutional review board at the University of Wisconsin-Madison.

3 | RESULTS

3.1 | Demographics of attendees and organizations
represented

Trainings were attended and baseline evaluations provided by 154
professionals. Attendees were predominantly female, White, and not
Hispanic or Latino. Training attendees had several years’ experience
working in the field of aging, dementia, or ID. Approximately 60% were
case managers, case coordinators, or discharge planners (see Table 1).
Attendees were queried on their organizations’ practices for iden-
tifying dementia (Table 2). Nearly two-thirds of attendees worked for
managed care organizations. Approximately 64% of attendees (N = 98)
reported that their organizations use the NTG-EDSD, but only 23%
of attendees reported using the tool prior to training and only 20%
responded being “quite” or “very” confident in using the tool. Besides
the NTG-EDSD, attendees reported their organizations used a variety
of tools to screen for dementia in their ID populations, most com-
monly the Animal Naming Test>¢ (reported by 11% of attendees) and
the Mini-Cog!”:18 (also 11%). Only one-third to one-half of attendees
worked for organizations that had standard procedures in place, prior
to training, for cognitive screening or referrals in response to suspected
cognitive impairment in their ID clients. Very few (18%) had systems
in place to track whether adults with ID and dementia or caregivers

followed through on referrals.

3.2 | Training satisfaction

Post-training assessments were completed by 98% of attendees imme-
diately after training (n = 151). Overall, attendees were highly satisfied
with the training (Figure 1). Most attendees strongly agreed or agreed
that the training improved their knowledge of dementia and of behav-
ioral and psychological symptoms of dementia in persons with ID, and
most felt that they could use the NTG-EDSD tool with clients.
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TABLE 1 Demographics of attendees of training
Demographic characteristics N (%) or
of attendees (N = 154) mean (SD)
Sex

Male 9 (5.8%)

Female 144 (93.5%)

Sex missing 1(0.6%)
Ethnicity

Not Hispanic or Latino 147 (95.5%)

Hispanic or Latino 7 (4.5%)
Race®

American Indian or Alaskan Native 1(0.6%)

Asian/Asian American 3(1.9%)

Black/African American 7 (4.5%)

Hawaiian Native or Pacific Islander 1(0.6%)

White 138 (89.6%)

Other 2(1.3%)

Two or more races 2(1.3%)
Professional role

Information and referral providers, options 3(2.0%)

counsellors

Case managers, care coordinators, discharge 92(59.7%)

planners

Direct care workers (certified nursing 11(7.1%)

assistants, personal care attendants,
companions)

Health-care providers (physicians, nurse 20 (13.0%)

practitioners, nurses)

Health educators, interventionists (providing 10 (6.5%)

training to PWD or caregivers)

Other 18 (11.7%)
Years in professional role 7.8(8.2)
Years in field of aging/dementia 11.7(8.0)
Years in field of ID 11.3(8.6)
Prior experience using the NTG-EDSD tool 36(23.4%)
Baseline sum in confidence ratings for tracking 37.7(10.4)

health outcomes® range 0-51

2Note that total percentage does not equal 100% because attendees could
choose more than one category.

PN = 140/154 (91%) with complete responses.

Abbreviations: ID, intellectual disability; NTG-EDSD, National Task Group-
Early Detection and Screen for Dementia; PWD, persons with dementia; SD,
standard deviation.

3.3 | Confidence using the NTG-EDSD tool

We calculated overall confidence in using the NTG-EDSD by taking the
sum of confidence ratings when all questions were answered. At base-
line, attendees reported varied ratings of confidence in tracking health
outcomes in persons with ID (mean [standard deviation (SD)] of sum
of individual confidence items, 37.7 [10.4], range 0-51). This overall

Translational Research 50f10
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TABLE 2 Characteristics of organizations, as reported by
attendees
Organizational characteristics
for attendees (N = 154) N attendees (%)
Organization category?®
Adult family home 18 (11.7%)
Managed care organization 100 (64.9%)
Community-based organization focused on 18 (11.7%)
older adults
Community-based organization focused on 33(21.4%)
people with ID
Other (e.g., county/state organization, 14 (9.1%)
supported living)
Organizational practices®
Use NTG-EDSD 98 (63.6%)
Conduct a formal screen to detect cognitive 57 (37.0%)
changes in clients with ID
Conduct an assessment of caregivers of people 76 (49.4%)
with cognitive impairment or dementia to
determine their service needs
Have a standard procedure for providing 63 (40.9%)
referrals to people with dementia
Have a standard procedure for providing 50 (32.5%)
referrals to caregivers
Have a list of dementia-capable providers and 68 (44.2%)
organizations to which people with dementia
and their caregivers are referred
Track referrals to determine whether the PWD 27 (17.5%)

or their caregivers contact the organization
they are referred to

2Note that total percentage does not equal 100% because some attendees
chose more than one category.

Abbreviations: ID, intellectual disability; NTG-EDSD, National Task Group-
Early Detection and Screen for Dementia; PWD, person with dementia.

confidence at baseline was not significantly higher for those who had
used the tool before training (n = 33) compared to those who had not
(n = 107; 38.9 [8.5] versus 37.4 [11.0] without experience, P = .46).
Gain in confidence from pre- to post-training was significant for atten-
dees overall (mean [SD] of difference in sum from pre- to post-training,
3.8[9.4], P <.001). Statistically significant (with Bonferroni correction)
increases in individual confidence were noted in 11/17 items (Table 3).

The largest improvements appeared in confidence of document-
ing changes in functional decline, such as sleep-wake change pat-
terns, behavior and affect changes, and language and communication.
These areas showed strong improvements for attendees regardless of
whether they had prior experience using the tool or worked for an
organization already using the tool (data not shown). Confidence gains
in tracking history of MCI were also noted, more prominently among
those who did not work for an organization using the tool (n = 50,
+0.50, P <.001) compared to those whose organization did use the tool
(n=95,+0.18,P =.052).

Surveys at 1 month after training were completed by 60% of base-

line attendees and included confidence data for 52 attendees, 27 of
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Satisfied with the training

Training met expectations

Recommend this training to others

Training improved understanding of how dementia can look different in
people with ID

| can describe how BPSD manifest in persons with ID

| can describe pharmacological options to help address BPSD in persons
with ID

| can develop an approach to managing BPSD that includes primarily

behavioral & environmental interventions & psychotropic medications as
secondary

Based on what | learned, | can use the NTG-EDSD tool with ID clients

I can work within an interdisciplinary team to complete the NTG-EDSD with
ID clients

8

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 1
Neither Agree / Disagree = Agree = Strongly Agree

%

Strongly Disagree Disagree

FIGURE 1 Satisfaction of attendees with training. BPSD, behavioral and psychological symptoms of dementia; ID, intellectual disability;
NTG-EDSD, National Task Group-Early Detection and Screen for Dementia

whom had used the tool since training; 59% of those (16/27) had newly
used the tool since training. Attendees completing the 1-month sur-
vey were fairly similar in characteristics to attendees at baseline; 61%
worked for a managed care organization, 69% worked for an organiza-
tion using the NTG-EDSD, and 29% had used the tool prior to training.
Overall confidence at baseline was also similar in this subgroup who
completed the 1-month survey, although their gainin confidence imme-
diately after training was somewhat lower (6.3% vs. 9.8% gain in mean
confidence score). Confidence ratings at 1 month after training were
also significantly lower, before Bonferroni correction, in 13/17 ques-
tions compared to post-training ratings, in 3/17 questions compared
to pre-training ratings, and otherwise statistically very similar to pre-
training ratings (data not shown). Questions on detecting changes
in mental health, current medications, language and communication,
sleep-wake patterns, behavior and affect, and patients’ self-reported
problems showed declines approaching significance, even with correc-
tion. In other words, confidence ratings at 1 month appeared to decline
from post-training increases seen and to return to baseline levels in this
subgroup of attendees.

3.4 | Feasibility of the NTG-EDSD tool

The NTG-EDSD tool was used one or more times in the 6 months after
training cumulatively by 41 of the training attendees, as reported at
one or more of the post-training periods; 11 attendees used the tool

by 1 week, 31 users by 1 month, and 41 users by 6 months. Atten-

dees reporting use of the tool at 1 month were more likely to work
for an organization already using the tool (85%). Among the 41 atten-
dees using the tool at any time after training, 68% (28) reported new
use of the tool. Those who were new users reported more professional
experience at baseline and were less likely to work for a managed care
organization (50%); 64% worked for an organization already using the
tool.

Training had a positive impact on reported feasibility of using the
tool. Attendees who newly used the tool after training had higher feasi-
bility ratings on 17/21 questions compared to responses among those
who had used the tool and rated feasibility prior to training (data not
shown).

Data on change in feasibility ratings for those who had used and
rated the tool before training, available for 13 respondents at 1 month
(Table 4) and nine respondents at 6 months, also showed improvements
after training and practice (6-month data not shown due to the low
number of respondents). Taken as a whole, results suggest that training
supported improvement in attendees’ perceptions and promoted use
of the tool with ID clients.

3.5 | Experiences using NTG-EDSD Tool

3.5.1 | One week after training

One week after training, 44% of individuals participated in the phone

interview to report on experiences using the tool. Those completing
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TABLE 3 Confidence in tracking health outcomes in clients

Confidence (0 = not at all, 1 = a little bit, 2 = quite, 3 = very confident)
Tracking health circumstances in ID clients
1. Intellectual disability**, *** (N = 147)

2. Diagnosed intellectual conditions (e.g., autism, Down syndrome)**
(N = 149)

3. Changes in physical health (N = 148)
4. Changes in mental health* (N = 147)

5. Current health conditions (e.g., vision impairment, deafness, chronic
health conditions) (N = 147)

6. Current living arrangements (N = 147)

7. Significant life events (e.g., death of someone close, change in living
arrangements)™*, *** (N = 149)

8. Diagnostic history of mild cognitive impairment (MCI) or dementia**,
**(N=145)

9. Current medications (N = 141)
Tracking functional decline in ID clients

10. Activities of Daily Living (e.g., washing, dressing, eating, using the
bathroom)** *** (N = 150)

11. Language & communication (e.g., conversation, reading, writing)**,
(N =150)

12. Sleep-wake change patterns (e.g., sleeping more or less, waking /
wandering at night)** *** (N = 150)

13. Ambulation (e.g., unsteady walk, falls, loses balance)**, *** (N = 149)

14. Memory (e.g., recognition of familiar persons, finding their way in
familiar settings)**, *** (N = 149)

15. Behavior & affect (e.g., withdrawal from social activities, repetitive
behavior)**, *** (N = 149)

16. Patients’ self-reported problems (e.g., changes in abilities to do
things, thinking, and interests)** ***(N = 145)

17. Significant changes observed by others (e.g., gait, personality,
attentiveness, weight)**, *** (N = 146)

Translational Research 70f10
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Pre-training Post-training
mean (SD) mean (SD) Diff mean (SD) P-value
2.10(0.87) 2.33(0.67) 0.22(0.91) .003
2.10(0.95) 2.32(0.67) 0.22(0.96) .006
2.39(0.70) 2.47(0.62) 0.08(0.75) 193
2.24(0.73) 2.39(0.65) 0.15(0.84) .033
2.35(0.78) 2.42(0.66) 0.07 (0.82) 314
2.56(0.70) 2.59(0.62) 0.03(0.73) 577
2.30(0.79) 2.54(0.62) 0.25(0.77) <.001
2.03(0.76) 2.32(0.68) 0.29(0.87) <.001
2.46(0.73) 2.41(0.68) -0.05(0.81) 428
2.39(0.71) 2.56(0.57) 0.17 (0.68) .002
2.16(0.81) 2.49(0.59) 0.33(0.77) <.001
1.82(0.91) 2.38(0.70) 0.56(0.91) <.001
2.39(0.74) 2.56(0.57) 0.17 (0.69) .003
2.11(0.79) 2.48(0.59) 0.37(0.82) <.001
2.20(0.81) 2.48(0.59) 0.27(0.75) <.001
2.07 (0.83) 2.42(0.63) 0.35(0.85) <.001
2.21(0.75) 2.52(0.61) 0.31(0.78) <.001

Note: Pre-training results are confidence in ability to track outcomes using organization’s current procedures. Post-training results were collected
immediately after training and represent confidence in ability to track outcomes using the NTG-EDSD tool.

Statistically significant at *P <.05; **P <.01; ***P < .003.

Abbreviations: ID, intellectual disability; NTG-EDSD, National Task Group-Early Detection and Screen for Dementia; SD, standard deviation.

1-week assessments had on average 1 year more experience in their
professional role and were more likely to work at an adult family
home, but were otherwise similar to attendees at baseline. Attendees
reported that barriers to use of the NTG-EDSD included the lack of
new enrollments or current clients appropriate for the use of the tool,
delays with organizational permission to use the tool, and lack of time
to use the tool. Attendees also noted it was challenging to use with
those persons who live alone, or with minimal supports, likely because
the tool can be difficult to use to full effect without the information
provided by others familiar with the individual with ID. Use of the tool
without prior formal training was noted as having been overwhelm-
ing; some attendees referred to needing additional training to support
training others in their organization.

Attendees noted that the tool is easy to use, helpful for track-
ing small changes both cognitively and physically, and helpful for

sharing information with health-care providers. The tool facilitated

conversations with parents/guardians and professional staff.

3.5.2 | One month and 6 months after training

For half of the respondents, the barrier that prevented use of the tool
in the 1 month after training was lack of opportunity, because some
respondents had low caseloads. Conversely, others noted a lack of time
to use the comprehensive tool given their high caseloads. Some atten-
dees indicated having been trained only to supervise and train staff
who would use the tool. Other barriers included delays with ongo-
ing implementation planning by organizations, including addressing
differences between recommendations noted during training and an

agency’s current criteria for tool use. A need for additional training was
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TABLE 4 Feasibility of using the NTG-EDSD tool among prior users (n = 13)

Feasibility questions about the NTG-EDSD tool (0 = strongly disagree, 1 = disagree,

2 = neutral, 3 = agree, 4 = strongly agree)
Applicability
1. The questions allow an accurate representation of the person

2. The response format allows an accurate representation of the person

3.1 have sufficient experience with persons with ID to complete questionnaire

4. | have sufficient information about the person with ID to complete questionnaire

5.1 have sufficient medical knowledge to complete questionnaire
6. The effort needed to complete questionnaire is adequate
Acceptability

7. Questions violate privacy

8. Questions are comprehensible

9. Instruction for using the tool is comprehensible

10. Instruction for using the tool is sufficient

11. Questions are unambiguous

12. Layout is suitable

Practicality

13. Tool is complicated

14. Amount of time needed for completion is adequate

15. Amount of time needed for reading instruction is adequate
16. Using the questionnaire for periodic reassessments would be realizable
Relevance

17. Aspects are missing

18. There are unnecessary aspects

19. The purpose of the questionnaire is clear

20. The significance of the questions in relation to the purpose is clear

21. Using the questionnaire for periodic reassessments would be meaningful

WALASZEKET AL.
1 month
Pre-training post-training
mean (SD) mean (SD) P-value
2.69(0.75) 3.15(0.55) .008
2.38(0.87) 3.08 (0.64) .002
2.77(0.83) 3.23(0.83) .027
2.85(0.69) 3.08 (0.95) .337
2.31(0.95) 2.62(0.87) .303
2.54(0.88) 3.00(0.82) .082
1.08(0.86) 0.92 (0.64) .613
2.38(1.04) 2.92(0.64) .012
2.46(0.88) 3.08(0.49) .005
2.38(0.96) 3.00(0.58) 014
2.00 (0.95) 2.00(1.22) 776
2.77 (0.83) 2.77 (0.60) 1.00
1.77(1.01) 1.15(0.99) .040
2.31(1.03) 2.77 (0.60) 111
2.38(0.77) 2.69(0.63) .104
2.62(0.77) 3.00(0.58) .054
1.92(0.95) 1.46(0.66) .082
1.31(0.75) 1.46(0.77) 613
2.38(0.77) 3.23(0.44) .001
2.46(1.05) 2.85(0.90) 175
2.69(0.63) 3.38(0.51) <.001

Abbreviations: ID, intellectual disability; NTG-EDSD, National Task Group-Early Detection and Screen for Dementia; SD, standard deviation.

also noted as a barrier and challenge to using the tool. At 6 months,
most individuals noted the tool had been incorporated into their bian-
nual or annual review process, or more often when changes in their

clients are noted.

4 | DISCUSSION

We found that attendees of an educational program on how to use the
NTG-EDSD to detect dementia in persons with ID reported high lev-
els of satisfaction and experienced an increase in confidence in their
ability to track cognitive and functional decline in their clients with
ID. There was a decline in attendees’ confidence at 1 month after the
training, with return to baseline in some, suggesting that there could
be a need for online supports or booster training. Attendees having a
delayed opportunity to apply what was learned after training may have
led to lack of confidence in use of the tool. The complexity of using the
tool in the real world, especially if needed information is lacking, may

have also led to a decline in confidence. In general, attendees’ assess-
ment of the feasibility of using the NTG-EDSD improved from pre- to
post-training. One managed care organization whose staff attended
the training made the NTG-EDSD a standard part of its assessment of
adults with DS starting at age 40—that is, training may have an effect at
asystems level.

Given the high prevalence of dementia in persons with DS and other
causes of ID, there is an urgent need for ways to effectively detect cog-
nitive decline in this population. Wide adoption of the NTG-EDSD could
help address this need. The NTG-EDSD has the advantage of having
been developed by a large panel of experts following an approach with
a sound rationale, namely combining baseline assessment of cognition
and functioning with periodic reassessment. Those who intend to use
the NTG-EDSD may benefit from a formal educational intervention,
such as the one we describe here.

We are aware of a few reports on using the NTG-EDSD; how-
ever, a study has not been done to assess knowledge and self-
efficacy of professionals in identifying and documenting cognitive and
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functional decline in persons with ID when using the NTG-EDSD. One
study assessed the feasibility of 221 paid caregivers’ use of a German-
language version of the NTD-EDSD in persons with 1D.1# Participants
completed the NTG-EDSD for one person with ID whom they had
known for at least 6 months. Eighty-three percent of respondents
found the NTG-EDSD to be “useful” or “very useful” for detecting cog-
nitive impairment in persons with ID. Their ratings of feasibility of using
the tool were high, especially among participants with prior experience
caring for persons with dementia.

Another study assessed the accuracy of NTG-EDSD in a group of
185 adults with DS.22 Informants were interviewed with the NTG-
EDSD, and results were compared to an independent dementia status
rating based on consensus review of detailed assessments of cognition,
functional abilities, and health status, including physician examination.
The NTG-EDSD was found to be a useful tool for evaluating dementia
status; however, estimates of sensitivity and specificity indicated that
NTG-EDSD findings need to be supplemented by additional sources to
achieve an acceptable level of screening accuracy.

A pilot study assessed barriers to screening and follow-up assess-
ment for dementia among older adults with 1D without DS.2° Sixty-
three participants’ caregivers completed the NTG-EDSD with the
requirement that the participant be known to the caregiver for at least
6 months. A focus group of care coordinators found turnover of direct
care staff and inability to contact families made it difficult to identify
an informant who knew the participant well enough to reliably and
accurately answer the NTG-EDSD questions. Coordinators reported
that conducting the dementia screening or further evaluation was not
always possible if there were more urgent needs to address. One of the
most challenging issues reported by care coordinators was that there
were few available providers skilled in or comfortable with assessing
the presence of dementia for people with ID in their communities.

Limitations of our study include: (1) the lack of a control group
prevented us from testing hypotheses about the effectiveness of
the educational intervention; (2) all outcome measures were self-
report; that is, we did not collect outcomes necessary to demonstrate
increased skills in the detection of cognitive decline; (3) we did not col-
lect data regarding the cost of the educational intervention, including
the time attendees spent in training and therefore not providing direct
care; (4) attendees were mostly White, non-Hispanic, and female,
thereby limiting generalizability of the intervention to professionals
from other backgrounds; (5) fewer attendees provided responses at 6
months, which may have biased the results, including a possible avoid-
ance of response among those not finding the tool feasible. However,
we note that individuals responding to each of the post-training assess-
ments were fairly similar to the overall group of training attendees.
Some trainees also reported not being a direct user of the tool or that
adoption of the tool was in process by their organization, preventing
report on use.

In conclusion, we have demonstrated the feasibility of an educa-
tional intervention to train health and social services workers in the
use of the NTG-EDSD to help detect cognitive decline in persons with
ID. Next steps could include measuring health-care outcomes in per-

sons with ID; ensuring that the tool is applicable to persons from a wide

Clinical Interventions

range of ethnic, racial, and socioeconomic backgrounds; and design-
ing interventions for family caregivers in the detection of dementia in
persons with ID.
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SUPPORTING INFORMATION

Additional supporting information can be found online in the Support-

ing Information section at the end of this article.
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