
By age 40, almost all people with Down syndrome, the most common cause of intellectual disability 
(ID), have neuropathological changes consistent with Alzheimer's disease; by age 60, about half 
have dementia. Detecting dementia in persons with ID can be challenging because baseline 
cognitive impairment can be severe and because persons with ID may have difficulty reporting 
symptoms. 

The National Task Group Early Detection Screen for Dementia (NTG-EDSD) was developed to aid 
deteotion of cognitive impairment in adults with ID. We implemented an educational curriculum using 
the NTG-EDSD to inaease the ability of professional caregivers to identify and support persons with 
ID and dementia. 

METHODS 

From November 2018 to April 2019, we held five in-person training sessions for professional 
caregivers of persons with intelle ctual disabimy, partnering with various managed care organizations 
and social services agencies aaoss lhe State of Wisconsin. We assessed knowledge and attitudes 
at baseline, immediately after training, and one week, one month and six months after training. 

RESULTS 

154 direct care workers, case managers, healthcare providers. and other social services staff 
participated in the training (demographics in Table 1). Though 98 participants indicated that lheir 
organizations already used NTG-EOSD, only 20.1 % indicaled they were "ver( or •quite confident" 
using the tool. Other screening tools they reported using to detect cognitive impairment included 
animal naming (11.0%) and lhe Mini-Cog (11.0%). 

Satisfaction with lhe NTG-EOSD training was very high (Figure 1), and 94.0% of participants agreed 
or strongly agreed that they could use the NTG-EOSD tool with their clients. Participants reported a 
marked increase in confidence in their ability to track various health circumstances and detect 
functional decline in their clients (pre-training vs immediately after the training) (Table 2). At one
month follow-up (compared with prior to training), participants found the NTG-EDSD questionnaire lo 
be feasible to use on a wide variety of measures (Table 3). Participants' gains in confidence were 
generally not sustained at 6-month follow-up. Some feasibility gains were sustained al 6 months, but 
few measures reached statistical significance due to only a small portion of the sample completing 
both baseline and 6-month follow-ups. 

Following the training, one managed care organization, serving 62 of 72 counties in Wisconsin, made 
the NTG-EDSD a standard part of its assessment of adults with Down syndrome starting at age 40. 

A wide variety of social services and healthcare 

professionals can be effectively trained to detect 

dementia in persons with intellectual disability (ID) 
using a standardized screening tool, the NTG-EDSD. 
Participants were highly satisfied with the training, 
experienced an increase in confidence in their care 

of person with ID, and found the NTG-EDSD feasible 
to use. This educational intervention can lead to 
changes in practice at a systems level. Some gains 
were not sustained over time, suggesting that 
repeated interventions may be necessary. 

We plan on disseminating our training materials 
through the Wisconsin Alzheimer's Institute website. 
Other next steps could include (1) assessing the 
impact of this training on healthcare outcomes in 

persons with ID, and (2) ensuring that the tool is 

applicable to persons from a wide range of ethnic, 
racial and socioeconomic backgrounds. 
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Table 1. Demographics of participants 

Characteristic NI%)/ ltiSO 

Profes,sional role 

- case mana,ger C>t care cac,rdinatC>t 
- direct care wod(e, 
- heallheilre provider 
- health educator 
- other 
Years in role 
Years in fielcl of ag ing C>t clementia 
Years in fielcl of ID 

Gender 

- female 

92(59.7%) 
11 (7.1%) 
20(13.0)%) 
10(6.5%) 
21 (13.7%) 
7 .8±8.2 
11.7 ±8.0 
11.3 ±8.6 

144 (93.5%) 

Figure 1 . Satisfaction with training 

67.1% 
62.3% 

56.6% 

36.4% 
30.9% 

Ethnicity �era11, I wa.s s.atisf�d 
wlh the tr .aining 

Thi.straining met my I woUd recommend this 
expec·tations. training to others. 

- ot Hisi:,a.nidl.atino 
- H�ar\icJlatir.o 

147 (95.5%) 
7,(4.5%) ■strongly disagree ■disagree ■ neither ■agree ■ strongty.agree 

Race 

- American lndian/Al'askan :aljve 
- Asian/Asian-American 
. BlacK/African-Ame,ica.n 
- Hawaiian atiVe/Pacific 1�1anc1e, 
-White 
- 2 or more races 

Eclucational level 

- 6-12 years 
- 9ChnicaU4-yr college 
- grad�a1e school 

1,(0.6%) 
3,(1.9%) 
7,(4.5%) 
1,(0.6%) 
138 (89.6%) 
2,( 1.3%) 

8,(5.25%) 
9S(63.6%J 
45(29.2%) 

Table 2, Confidence in ability to track health 
circumstances & functional decline 

(O=not al all, 3=ve,y confident) pre post p-value 

lntelrectual disabiliry 2 .. 10 2 .. 33 0.003 

Ola.nges in mental health 2.24 2.39 0.032 

Significant life e,ents 2.30 2.54 <0.001 

Oiagnoois of mil\:! oognitive 2.03 2 .. 32 <0.001 impai;men! C>t clemenlia 

Oeciines inADL.s 2 .. 39 2 .. 56 0.002 

Ola.nges in memory 2.11 2.48 <0.001 

Changes in bel'lavior & affect 2.20 2.48 <0.001 

fable 3. Feasibility of using 
NTG-EOSO questionnaire 

(Oestmnglydlsagrne, 1-mo p-
4-estrongly a,gree pre post value 

Questions allow for an 
acwrete represantation ol 2.69 3.15 0.08 
the person 

I have stlflident exl)Brience 
wl person with ID lo 2.77 3..23 0.027 
oomprete questionnaire 

Questions are 2.38 2.92 0.012 oompreMnSible 

Instructions for using the tool 2.46 3.08 0.005 are compr<!hensible' 

Tool is complicated 1.77 1.15 0.04 

The pu,pose of the 2.38 3.23 o.oiquestinnnaire is dt3ar' 

Using lhe questionnaire for 
periOdic reassessments 2.69 3.38 <0.001 
would be meaningful 

• 8l!liO sta�9ficaly signilit.anl Ch':tf\98 at &month rolaiw-up 
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