AE-QoL

Cuestionario sobre la calidad de vida para pacientes que sufren de episodios
recurrentes de hinchazon

Nombre del paciente:

Fecha en que se completo el cuestionario (dd mmm aaaa):

Instrucciones: En el siguiente cuestionario encontrara varias preguntas. Por favor lea cada

pregunta detenidamente y seleccione de las cinco respuestas la que mejor se aplique a

usted.No piense las preguntas mucho; asegurese de contestar todas las preguntas, y de dar

una sola contestacion a cada pregunta, es decir, de marcar solamente una casilla por

pregunta.

Especifique con qué frecuencia en
las Gltimas 4 semanas se vio
limitado en las areas de su vida
cotidiana enumeradas a
continuacion a causa de episodios
recurrentes de hinchazén
(angioedema) (independientemente
de si en realidad se presentaron
episodios de hinchazén en ese
lapso de tiempo o no).

1. Trabajo

2. Actividad fisica

3. Tiempo libre

4. Relaciones sociales

5. Comer o beber

Con las siguientes preguntas

quisiéramos tratar en mayor detalle

las dificultades y los problemas que

pudieran estar relacionados con sus

episodios de hinchazén

(angioedema) (durante las altimas

4 semanas).

6. ¢ Tiene dificultades para
dormirse?

7. ¢Se despierta durante la

noche?

8. ¢ Se siente cansado durante
el dia por no dormir bien de
noche?

9. ¢ Tiene dificultades para
concentrarse?

10. ¢Se siente triste/deprimido?
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11. Al seleccionar alimentos o
bebidas, ¢tiene que limitar O O O O
su eleccion?

12. ¢Son una carga para usted

los episodios de hinchazén? 0 0 O u
13. ¢ Teme que pudiera
presentarse un episodio de O O O O

hinchazdén repentinamente?

14. ; Teme que pudiera aumentar
la frecuencia de los O O O O
episodios de hinchaz6n?

15. ¢ Le averglienza salir en
publico a causa de los O O O O
episodios de hinchaz6n?

16. ¢ Lo hacen sentirse
avergonzado o cohibido los O O O O
episodios de hinchaz6n?

17. ¢ Teme que el tratamiento
contra los episodios de
hinchazén pudiera tener O O O O
consecuencias negativas a
largo plazo para usted?
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Instructions for evaluation of the AE-QoL

The structure of AE-QoL

The AE-QoL consists of four domains and a total score:

Domain Item (Question)

1. Impairment of work

2. Impairment of physical activity

Functioning
3. Impairment of spare time activities

4. Impairment of social relations

6. Difficulties of falling asleep

7. Waking up during the night

Fatigue/Mood 8. Feeling tired during the day

9. Difficulties in concentrating

10. Feeling downhearted

12. Feeling burdened at having swellings

13. Fear of new suddenly appearing swellings

14. Fear of increased frequency of swellings

Fears/Shame
15. Ashamed to visit public places
16. Embarrassed by the apppearence of swellings
17. Fear of long term negative drug effects
5. General limitations in foods and eating
Nutrition
11. Limitations in the selection of food and beverages
Total Score ltems 1 to 17

How to calculate AE-Qol domain scores and the AE-Qol total score

AE-QoL is meant to be evaluated by determining its four individual domain scores (application
as a profile instrument) but it may also be used to determine a total score (application as an
index instrument):

Each item answered by the patient scores between 0 and 4 points depending on the answer
option chosen by the patient. The 15t answer option gets 0 points, the 2" option 1 point, the 3"
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option 2 points, etc. (Never=0, Rarely=1, Occasionally=2, Often=3, Very often=4)

The AE-QoL domain scores as well as the AE-QoL total score are calculated by using the
following formula:

Sum of all completed items
x 100 = AE-QoL Score

Max. possible sum of all completed items

Computation of Total Score:

Example 1:  All items were completed (Max. possible sum: 68 points)
Sum of all 17 completed items: 41 points

—————— x 100 = 60 > AE-QoL Total Score = 60 out of possible 100 points

Example 2: 2 items were not completed (Max. possible sum: 60 points).
Sum of all 15 completed items: 41 points

—————— x 100 = 68 > AE-QoL Total Score = 68 out of possible 100 points

Computation of Domain Scores (Example: Fears/Shame):

Example: Sum of all 6 completed items: 14 points
Max possible sum: 24 points

------ x 100 = 58 - Fears/Shame Score = 58 out of possible 100 points

Remarks

Since only answered items are included in the computation (and the calculated domain and
total scores are not raw scores but linear transformations to a 0 to 100 scale), the calculated
scores are not or only little influenced by missing items.

An AE-QoL domain score should not be calculated if more than one item is left unasnwered in
that domain. The AE-QoL total score should not be calculated if more than 25% of items
(>4 items) are left unanswered.

The minimal and highest possible domain and total scores are 0 and 100, respectively.
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