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1.0- What is Neuro-QoL? 
Neuro-QoL is a set of 



 

Table 1: Adult Domain Framework 
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Table 2: Pediatric Domain Framework 
 

 
 
Items were selected for inclusion in each domain through a multi-step, iterative process. Specifically, candidate 
items were reviewed to ensure relevance, translatability, clarity and comprehensive content coverage. The 
resulting sets of items (“item pools”) 



 



 

 
Adult Domain 

 
Definition 



 

Table 4: Pediatric Domain Definitions 
 

Pediatric Domain Definitions 

 
Anxiety 

Unpleasant thoughts and/or feelings related to fear (e.g., fearfulness, 
feelings of panic), helplessness, worry and hyperarousal (e.g., tension, 
nervousness, restlessness). 

 
 
 



 

2.2- Instrument Formats 
Most Neuro-QoL instruments are calibrated item banks that can be administered



 

2.3- 
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field testing for item







 

item scores by 5, then dividing by 4. Then, subtract 5 from the total prorated sum, multiply by 100 and divide by 
20. Thus, when 4 of 5 items were answered, the 0-100 score is computed algebraically as:  
 

[(Raw sum score X 5 / 4) – 5] X 100/20 
 

We do not recommend prorating in cases where fewer than 4 of 5 (or 6) questions (or fewer than 50% of the total 
number of questions for scales longer than 6 items) have been answered. 
 

Table 6: Direction of Neuro-QoL Scores 
 

 Domains 
High scores indicate worse 
(undesirable) self-reported 
health 

Anxiety, Depression, Anger, Fatigue, Emotional and Behavioral Dyscontrol, 
Sleep Disturbance, Stigma, Pain 

High scores indicate better 
(desirable) self-reported 
health 

Upper Extremity Function – Fine 



 

Table 7b: Adult Depression 
 



 

Table 7d: Adult Upper Extremity Function – Fine Motor, ADL 
 

Upper Extremity Function – Fine 





 

Table 7h: Adult Positive Affect and Well-Being 
 

Positive Affect and Well-Being 9-item Short Form 
(Adult) 

Raw Score T-Score SE Raw Score T-Score SE 
9 26.3 3.9 27 46.3 1.5 

10 30.2 2.3 28 47.2 1.5 
11 32.0 1.8 29 48.1 1.5 
12 33.3 1.6 30 49.0 1.4 
13 34.3 1.5 31 49.9 1.4 

% &<f1.4 3  





 

Table 7l



 

Table 7n





 

Table 7r: Pediatric Cognitive Function 
 

Cognitive Function  8-item Short



 

Table 7t: Pediatric Pain 
 



 

Table 7u: Pediatric Anger 
 

Anger Short Form 
(Pediatric) 

Raw Score T-Score SE 





 

Table 9: Adult Neuro-QoL Item Bank Calibration Sample T-Score Means and Standard Deviations, and 
Distributions by Percentile 

 
Item Bank # Items N Mean SD P5 P10 P25 P50 P75 P90 P95 
Anxiety 21 513 48.93 9.48 30.98 36.01 42.22 48.93 56.11 60.94 63.16 
Depression 24 513 47.68 9.09 32.88 32.88 41.58 47.47 54.66 60.00 62.06 
Fatigue





 

 
6.2- Item Statistics 
Item-level statistics were calculated for all Neuro-QoL items, including the frequency of endorsement for each 
response category as well as the mean score and standard deviation, alpha reliability, adjusted alpha reliability, 
item total correlation, and adjusted item total correlations. 
 
Using MULTILOG and other software as needed, the following information was calculated within an Item 

Response Theory framework when sample size was greater than 500: 1) item fit indices, S-X2 and S-G2 

statistics developed by Orlando & Thissen; 2) exhibition of differential item function on conditions of gender, age, 
education and diagnosis; 3) item information



Appendix – User Manual Version 1.0 

7.0- Appendix- User Manual Version 1.0  

30 
 



Appendix – User Manual Version 1.0 

 
 
 
 
 
 
 

NINDS User Manual 
 

Quality of Life in Neurological Disorders 

(Neuro-QOL) Measures 
 
 

Version 1.0 

September 2010 
 

 
 

Please cite as follows: National Institute of Neurological Disorders and Stroke (NINDS). UserBT ls:

http://www.neuroqol.org/


Appendix – User Manual Version 1.0 

  1.0- What is Neuro-QOL? 
Neuro-QOL is a set of self-report measures that assesses 



Appendix – User Manual Version 1.0 

Table 1: Adult Domain Framework 
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Table 2: Pediatric Domain Framework 
 

 
 
Items were selected for inclusion in each domain through a multi-step, iterative process whereby candidate 
items were reviewed to ensure relevance, translatability, clarity and comprehensive content coverage. The 
resultant sets of items (item pools) underwent 



Appendix – User Manual Version 1.0 

2.0- Available Neuro-QOL Instruments 
 
2.1- Domain Definitions
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Adult Domain 
 

Definition 

Satisfaction with Social Roles 
and Activities 

Satisfaction with
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Pediatric Domain Definitions 

Applied Cognition - General 
Concerns 

Perceived 
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2.2- Instrument Formats 
Most Neuro-QOL instruments are calibrated item banks that can be administered as a computerized adaptive 
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4.5- Item Content 
Sometimes 
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Table 6: Direction of 
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Table 7b: Adult Depression 
 

Depression 8-item Short Form 
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Table 7c: Adult Fatigue 
 

Fatigue 8-item Short Form  
 (Adult)  

Raw Score T-Score SE Raw Score T-Score SE 
8 29.5 4.4 25 52.3 1.7 
9 34.1 2.7 26 53.3 1.7 

10 36.5 2.2 27 54.4 1.7 
11 38.2 2.0 28 55.4 1.7 
12 39.5 1.9 29 56.5 1.8 
13 40.7 1.8 3n pEsa :s hUarr rGo/U/lo ldUdg ghhds -q z q aUl a/aUs ghh ggUrg lUg rG 9 so/Uag ghh lU/ gluUdg* n56x yaa n.x g n5x – q’ ll s:dU// ghhUg gh ahUhs rG 6 n pEsa :s l s: Dq ylUlld
q: aaUlo l l aaUlo sddUoo uroUds qm pq yaaa q9
* n40xqs n2.x ad n2x – q’  n5x – q’ ll s:dU// ghhUg gh ahUhs rG 6 n pEsa
:s l s: Dq aaUlo l l aUag ghh lU/ gluUdg* n56x yaa n.x g  qj -q z q aloUo/ ggaUoo  ghhds -q z q aUl a/pEsa :s l s:
Dq lUllhr q: aaUlo l l aaUlo sddUoo uroUds qm pqqs a q9
* n1.x ad n9x – q’
l q: -q z q aloUo/ ggaUoo  ghhds -q z q aUl a/pEsa :s l s: Dq aaUlo l l aUag ghh lU/ gluUdg* n56x yaa n.x g

" #



Appendix – User Manual Version 1.0 
 
Table 7d: Adult Upper Extremity Function – Fine Motor, ADL 
 

Upper Extremity Function – Fine 
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Table 7f: Adult Applied Cognition – Executive Function 
 

Applied
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Table 7i: Adult Positive Affect and Well-Being 
 

Positive Affect and Well-Being 9-item Short Form 
(Adult) 

Raw Score T-Score SE Raw Score T-Score SE 
9 
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Table 7j: Adult Sleep Disturbance 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

For version 1.0 instruments only. Version 2.0 instrument users should refer to the v2.0 scoring tables. 
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Table 7k: Adult Ability to 
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Table 7l: Adult Satisfaction w/Social Roles and Activities 
 

Satisfaction w/Social Roles and Activities 8-item Short Form 
 (Adult) 

Raw Score T-Score SE Raw Score T-Score SE 
8 
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Table 7o: Pediatric Depression 
 

Depression 8-item Short Form 
 (Pediatric)  

Raw Score T-Score SE Raw 
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Table 7r: Pediatric Applied Cognition-General Concerns 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
For version 1.0 instruments only. Version 2.0 instrument users should refer to the v2.0 scoring tables. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Applied Cognition-General Concerns 8-item Short Form  
(Pediatric) 

Raw Score T-Score SE Raw Score T-Score SE 
8 24.4 4.3 25 45.3 2.7 
9 27.9 3.5 26 46.2 2.7 

10 29.9 3.3 27 47.1 2.7 
11 31.5 3.1 28 48.0 2.7 
12 32.9 3.0 29 48.9 2.8 
13 34.1 2.9 30 49.9 2.8 
14 35.3 2.8 31 50.9 2.8 
15 36.3 2.8 32 52.0 2.9 
16 37.3 2.7 33 53.1 2.9 
17 38.3 2.7 34 54.3 3.0 
18 39.2 2.7 35 55.6 3.0 
19 40.1 2.7 36 57.0 3.2 

392
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Table 7s: Pediatric Fatigue 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

For version 1.0 instruments only. Version 2.0 instrument users should refer to the v2.0 scoring tables. 
  

Fatigue 8-item 
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Table 7u: Pediatric Anger 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

For version 1.0 instruments only. Version 2.0 instrument users should refer to the v2.0 scoring tables. 
  

Anger Short Form 
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6.0- Instrument Statistics 
Descriptive statistics were calculated for the Neuro-QOL measures. The following section provides summary 
information for each instrument including the overall calibration sample size, alpha reliability, error and reliability 
at various scale (T) scores, and raw and scale (T) scores for different percentiles.  All item banks were calibrated 
using the Graded Response Model.  For
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Table 10: Pediatrics Neuro-QOL Item Bank Standard Error and Reliability by T-scores 

 
Item Bank N  T-Scores 

10 20 30 40 50 60 70 80 90 
Applied Cognition – 
General Concerns 

171 SE 8.9 5.4 2.5 2.0 2.1 2.5 5.2 8.9 9.9 
Reliability 0.20 0.71 0.94 0.96 0.96 0.94 0.73 0.22 0.03 

Anxiety 513 SE 10.0 9.7 8.1 3.8 1.4 1.3 1.3 2.6 7.1 
Reliability 0.01 0.06 0.35 0.86 0.98 0.98 0.98 0.93 0.50 

Depression 513 SE 9.8 8.9 6.3 3.0 1.3 1.4 1.3 3.0 7.9 
Reliability 0.04 0.21 0.61 0.91 0.98 0.98 0.98 0.91 0.38 

Fatigue 171 SE 9.8 8.5 5.5 3.4 2.5 2.3 2.4 3.1 6.0 
Reliability 0.05 0.28 0.70 0.88 0.94 0.95 0.94 0.90 0.64 



Appendix – User Manual Version 1.0 
6.2- Item Statistics 
Item-level statisti
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