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1. THE PROCESS: DEVELOPMENT OF LUCY APP BASELINE
QUESTIONNAIRE MODULE

The development process and timeline were the following:

2021.03 - 2021.05 SU (Semmelweis University, namely Dr. Attila Bokor) took part in the
development of WP3's baseline questionnaire. During this discussion, we made the decisions on
which part of the Baseline Questionnaire should be included in the shorter version shown in the

Lucy App.

2021.05 - 2021.08 Yourcode Lab created the questionnaire module in Lucy, which is a system

in which we can easily define and show new questionnaires to the users.

2021.07 - 2021.10 SU designed the core of the questionnaire and initiated the acquisition

processes for the required licenses (EHP-30).
2021.09 SU acquired access for the validated CSI questionnaire to be used.

2021.09 - 2021.11 SU (Dr. Gabriella Marki) and TIEF (Adrienn Salamon) discussed the required

actions to keep the motivation up from participants to fill the questionnaire regularly.

2021.10.22 Big Data meeting with SU and Sebastiaan Meijer and Jayanth Raghothama. This
discussion helped us realize that to bring the greatest value to the project, we need to realign
some of the questions in the questionnaire. The realigned questions will be much easier to analyze

in a multinational setting.

2021.12 SU and Yourcode Lab finalized the questionnaires in Hungarian and English and
implemented them in Lucy. The remaining translations can be made from the English core

version.
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(ENGLISH VERSION)

1. DEMOGRAPHIC QUESTIONS (ONLY AT THE BEGINNING OF THE STUDY)

What is your age?

Where do you live?

O
O
O
O

Please name the capita / city / town / village where you live:

Capital
City
Town
Village

What is the highest degree or level of education you have completed?"

oooooo

Less than eight elementary school classes
Eight elementary school classes
Vocational training

Graduation

College / university degree

Doctoral degree, PhD

What is your marital status?

0
O
(
0
([

Single

Living in a relationship

Married, living in a cohabiting relationship
Divorced

Widowed

My diagnosed disease(s) (multiple choice):

ogooooooo

I have no diagnosed diseases.
Endometriosis

Insulin resistance

Pelvic inflammatory disease
Myoma, fibroids

Ovarian cyst

Polycystic ovary syndrome (PCOS)
Other
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Are you currently affected by infertility, difficulty conceiving?

0 No
0 Yes
0 I cannot tell.

2. QUESTIONNAIRES
2.1. PAIN RELATED TO THE MENSTRUAL CYCLE

Please mark on the scale below how strong you have experienced YOUR PAIN in your current or
recent cycle

1 on the bleeding days (dysmenorrhea)

[ during nonbleeding day (chronic pelvic pain)

L] during or after sexual intercourses (dyspareunia)
[l during defecation (dysphasia)

[ during urination (dysuria)

0 — It wasn't painful at all (no pain)

10 — I experienced very severe pain (severe intolerable pain)

2.2. QUALITY OF LIFE QUESTIONNAIRES

2.2.1 EQ-5D-5L

ENGLISH VERSION: https://eurogol.org/eqg-5d-instruments/sample-demo/

TRANSLATION (PDF): https://euroqol.org/wp-content/uploads/2020/09/Sample_UK-English-EQ-
5D-5L-Paper-Self-Complete-v1.2-1D-24700.pdf

(INTRO TEXT:)
Under each heading, please tick the ONE box that best describes your health TODAY.

MOBILITY

I have no problems in walking about

I have slight problems in walking about

I have moderate problems in walking about
I have severe problems in walking about

I am unable to walk about.

ogoooo
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SELF-CARE

1 Thave no problems washing or dressing myself

L] Thave slight problems washing or dressing myself

[J I have moderate problems washing or dressing myself
L] I have severe problems washing or dressing myself

[J Tam unable to wash or dress myself

USUAL ACTIVITIES (e.g. work, study, housework, family or leisure activities)

I have no problems doing my usual activities

I have slight problems doing my usual activities

I have moderate problems doing my usual activities
I have severe problems doing my usual activities

I am unable to do my usual activities

ooood

PAIN / DISCOMFORT

I have no pain or discomfort

I have slight pain or discomfort

I have moderate pain or discomfort
I have severe pain or discomfort

I have extreme pain or discomfort

ogoooo

ANXIETY / DEPRESSION

I am not anxious or depressed

I am slightly anxious or depressed

I am moderately anxious or depressed
I am severely anxious or depressed

I am extremely anxious or depressed

ogoooo

Supplementing the ED-5D-5L with a VAS 0-100 values

We would like to know how good or bad your health is TODAY.
This scale is numbered from 0 to 100.

100 means the best health you can imagine.

0 means the worst health you can imagine.

Please mark on the scale to indicate how your health is TODAY.
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2.2.2. ENDOMETRIOSIS HEALTH PROFILE QUESTIONNAIRE (EHP-5)

TRANSLATION: https://innovation.ox.ac.uk/wp-content/uploads/2014/09/Final EHP-
5_English UK SAMPLE-1.pdf

During the last 4 weeks, how often, because of your endometriosis, have you...

1. Found it difficult to walk because of the pain?
2. Felt as though your symptoms are ruling your life?
3. Had mood swings?
4. Felt others do not understand what you are going through?
5. Felt your appearance has been affected?
Answers:
L] never 0
L] rarely 25
L] sometimes 50
L] often 75
L] always 100

2.3. CENTRAL SENSITISATION INVENTORY (CSI-9)

Please tick the best response to the right of each statement.

e A i e

I feel tired and unrefreshed when I wake from sleeping.
My muscles feel stiff and achy.

I feel pain all over my body.

I have headaches.

I do not sleep well.

I have difficulty concentrating.

Stress makes my physical symptoms get worse.

I have muscle tension in my neck and shoulders.

I have difficulty remembering things.

Answers:

oooog

never
rarely
sometimes
often
always

AW — O
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Have you been diagnosed by a doctor with any of the following disorders?

Please check the box to the right for each diagnosis and write the year of the diagnosis.

NO | YES | Year Diagnosed

Restless Leg Syndrome

Chronic Fatigue Syndrome

Fibromyalgia

Temporomandibular Joint Disorder (TMJ)
Migraine or tension headaches

Irritable Bowel Syndrome

Multiple Chemical Sensitivities

Neck Injury (including whiplash)

Anxiety or Panic Attacks

0 | Depression

=[O |0 || N[ |W(N|[—

2.4. FREE TEXT (SELF-IDENTITY)

1. Please describe your lifestyle (even your diet, exercise, sleep) with a few individual words
or phrases.

2. Please describe your health with a few individual words or phrases.

3. Please describe yourself with a few individual words or phrases.

2.5. RISK FACTORS
Are you sensitive to the sun?

0 No
0 Yes
0 I cannot tell.

Number of your birthmarks:

~10
~25
~50
~100
~100+

Ooood

10
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2.6. DIET
Mark foods and nutrients you have completely removed from your nutrition in the last month:

Sugar

Gluten

Coffee

Soy

Dairy products
Red meat

ogooooo

Mark foods and nutrients you have limited in your diet in the past month:

Sugar

Gluten

Coffee

Soy

Dairy Products
Red Meat

ogooooo

3. THANK YOU - INTERFACE
Thank you for participating in our investigation.

The test will continue next month, the application will notify you!

11
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3. THE CONTENT: LUCY APP BASELINE QUESTIONNAIRE

(HUNGARIAN VERSION)

1. ELSO KITOLTES

Az elso kitoltés soran lekérdeziink altalanos demografiai valtozokat, amelyekkel késobb a publikacidoban
jellemezziikk a mintankat. Ezt kiegészitjiik betegségmutatoval, ez segiti majd a késobbi mintak kozotti

Osszevetést, ez lesz a csoportositd valtozonk.
Eletkorod: év
Lakhelyed:

] f6varos
L1 nagyvaros
1 kisvaros
1 kozség, falu

Kérjiik, nevezd meg a telepiilést, ahol életvitelszertien élsz:

Legmagasabb iskolai végzettséged:

kevesebb, mint 8 altaldnos
nyolc altalanos
szakmunkasképzo

érettségi
féiskolai/egyetemi diploma
doktori fokozat, PhD

ooooon

Csaladi allapotod:

O egyedilallo

[J parkapcsolatban é16

[l hazassagban / élettarsi kapcsolatban é16
O elvalt

1 Ozvegy

Diagnosztizalt betegsége(i)m:

nincs diagnosztizalt betegségem
endometridzis

inzulinrezisztencia

kismedencei gyulladas

midéma

petefészek ciszta

policisztas ovarium szindroma (PCOS)
egyéb

oooogooo

12
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Jelenleg érintett vagy-e medddségben, teherbeesési nehézségben?

Ll nem
O igen
[J nem tudom megitélni

2. KERDOIVEK
2.1 MENSTRUACIOS CIKLUSHOZ KAPCSOLODO FAJDALOM
Kérjiik, hogy jelold be az alabbi skalan, hogy a jelenlegi ciklusodban milyen erdsségilinek ¢lted meg a:

[J menstruacios fajdalmat

[0 menstruaciotol fiiggetlen kismedencei fajdalmat
[] szexualis élet soran megélt fajdalmat

[ székletiirités kozben tapasztalt fajdalmat

O] vizeletiirités kozben megélt fajdalmat

0 — egyaltalan nem volt fajdalmas

10 — nagyon erds fajdalommal jart

2.2 ELETMINOSEG KERDOIVEK
2.2.1 EQ-5D-5L — amit mindenki kitolt

SZOVEG [validalt, nem irhaté at tartalmaban]: Az egyes cimsorok alatt kérjiik, jelold be azt a valaszt, amely
a legjobban jellemzi az MAI egészségi allapotodat.

MOZGEKONYSAG

Nincs problémam a jarassal

Enyhe problémam van a jarassal
Kozepes foku problémam van a jarassal
Stlyos problémam van a jarassal
Képtelen vagyok jarni

Ooooon

ONELLATAS

Nincs problémam a tisztalkodassal vagy az 61tozkodéssel

Enyhe problémam van a tisztalkodassal vagy 6ltozkddéssel

Kozepes foku problémam van a tisztalkodassal vagy az 61t6zkodéssel
Stlyos problémam van a tisztalkodassal vagy az 61t6zkddéssel
Képtelen vagyon 6nalldan tisztalkodni vagy 6ltézkodni

ogooogdg

13
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SZOKASOS TEVEKENYSEGEK (pl. munka, tanulas, hazimunka, csaladi vagy szabadidés tevékenység)

Nincs problémam a szokasos tevékenységeim elvégzésével

Enyhe problémam van szokasos tevékenységeim elvégzésével
Kozepes foku problémam van szokasos tevékenységeim elvégzésével
Stlyos problémam van szokasos tevékenységeim elvégzésével
Képtelen vagyok elvégezni szokasos tevékenységeimet

oo

FAJDALOM / ROSSZ KOZERZET

Nincs fajdalmam vagy rossz kdzérzetem

Enyhe fajdalmam van kissé rossz kozérzetem

Kozepes foku fajdalmam vagy kozepesen rossz kozérzetem van
Stlyos fajdalmam vagy nagyon rossz kdzérzetem van
Rendkiviil erés fajdalmam vagy rendkiviil rossz kdzérzetem van

oooon

SZORONGAS / DEPRESSZIO

Nem szorongok vagy nem vagyok depresszios

Enyhén szorongok vagy enyhén depresszids vagyok

Kozepes mértékben szorongok vagy kdzepesen depresszids vagyok
Nagyon szorongok vagy sulyosan depresszios vagyok

Rendkiviil szorongok vagy rendkiviil depresszios vagyok

oooon

ED-5D-5L kiegészitése egy VAS 0-100 értékekkel

Szeretnénk megtudni, hogy MA milyen jo vagy rossz az egészségi allapotod.

Kérjiik, jelold be skalan azt a pontot, amely megmutatja, hogy milyen a MAI napon egészségi allapotod.
0 — Az elképzelhetd legrosszabb egészségi allapot

100 — Az elképzelhetd legjobb egészségi allapot

14
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2.2.2 EHP-5 — AMIT CSAK AZ ENDOMETRIOZISSAL ELO NOK TOLTENEK KI
Endometriézis Egészségiigyi Allapotfelméré Kérdéiv

SZOVEG [validalt, nem irhat6 at tartalmaban]: Az elmult 4 hét sordn milyen gyakran torténtek meg veled az
alabbiak az endometri6ozisod miatt?

1. A fajdalom miatt nehezedre esett jarni.

2. Ugy érezted, hogy a tiineteid meghatarozzik az életedet.
3. Hangulatingadozasaid voltak.

4. Ugy érezted, masok nem értik meg, min mész keresztiil.

5. Ugy érezted, hogy a betegséged kihat a megjelenésedre.

Valaszlehetdségek:
0 soha 0
O ritkan 25
O néha 50
] gyakran 75
[0 mindig 100

2.3. CENTRALIS SZENZITIZACIOS INDEX
SZOVEG: Jeléld be, milyen gyakran jelentkeznek Nalad az alabbi tiinetek! Csak egy valaszt jelolj meg!

10. Faradtan és kialvatlanul ébredek az alvasbol.
11. Az izmaim merevek, fajdalmasak.

12. Az egész testem faj.

13. Fajni szokott a fejem.

14. Rosszul alszom.

15. Nehezen tudok koncentralni.

16. Stressz hatasara a testi tiineteim felerdsodnek.
17. A nyak- és vallizmaim fesziilnek.

18. Nehezen emlékszem dolgokra.

Valaszlehetdségek:
[J soha 0
O ritkan 1
[J néha 2
[ gyakran 3
[J mindig 4

15
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CSI elsé felvételekor lekérdezziik a B részt is, a késébbiekben ez — akarcsak a demogrifiai rész — nem

kell.

SZOVEG: Diagnosztizalta-e Nalad orvos a kovetkezé rendellenességek valamelyikét? Jeldld be a megfeleld
valaszt a diagndzisok mellett és pozitiv valasz esetén add meg a diagnozis évét!

NEM

IGEN

DIAGNOZIS
EVE

Nyugtalan 1ab szindréma

Kronikus faradtsag szindroma

Fibromyalgia

Allkapocsiziileti diszfunkcié és fajdalom

Migrén vagy tenzids tipusu fejfajas

Irritabilis bél szindroma

Erzékenység tobbféle vegyi anyagra

[cARNEo MLV, R E-NS JUS R | ORI

Nyaksériilés, beleértve az ostorcsapas sériilést
(whiplash)

Szorongas vagy panikbetegség

10 | Depresszio

2.4. SZABAD SZOVEG

Kérjiik, hogy jellemezd

néhany 6nallo széval vagy kifejezéssel.

1. az életmddodat (taplalkozasodat, testmozgasodat, alvasodat is akar)

2. azegészségedet
3. onmagadat

2.5. RIZIKOFAKTOROK
Napérzékeny vagy?

L nem
O igen
L nem tudom megitélni

Anyajegyeim szama:

~10
~25
~50
~100
~100+

oooon

16
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2.6. DIETA
Jelold meg, mely élelmiszereket, tapanyagokat keriilted teljes mértékben az elmult egy honap soran:

cukor, cukrozott termékek
glutén

kavé

szbja

tejtermékek

vOrods has

Ooooogo

Jelold meg, mely élelmiszerek, tapanyagok fogyasztasat korlatoztad az elmult egy honap soran:

cukor, cukrozott termékek
glutén

kavé

szbja

tejtermékek

vOros his

oooogo

17
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4. THE LUCY APP BASELINE OUESTIONNAIRE: VISUALS
850 & ™M & \ 4

X FEMalLe Questionnaire

1. What is your age?

Answer

I

o o N
o
[

18
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850 & ™M &
X FEMale Questionnaire
@

2. Where do you live?
® cCapital

O City

() Town

() Village

R

19
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850 & M & QN
X FEMale Questionnaire

3. Please name the capital/city/town/village you
live in

Answer Y

Budapes’rl

g Y
(<
> Budapest Budapest's Y
1 2 3 4 5 6 7 .8 9 0
qwer r tyuioop

a s df g h j k |

& z x C¢c V. b nm &

v s I

20
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851 & M & VN
X FEMale Questionnaire

4. What is the highest degree or level of
education you have completed?

() Less than eight elementary school classes
Eight elementary school classes
Vocational training

Graduation

College / university degree

O ® O O O

Doctoral degree, PhD

21
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851 & M & VN
X FEMale Questionnaire

5. What is your marital status?

Single

Living in a relationship

Married, living in a cohabiting relationship

Divorced

Widowed

O O ® O O

22
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851 & ™M &
X FEMale Questionnaire
[ )

6. My diagnosed disease(s):

| have no diagnosed diseases

D Endometriosis

Insulin resistance

Pelvic inflammatory disease
Myoma, fibroids

Ovarian cyst

Polycystic ovary syndrome (PCOS)
Other

Restless Leg Syndrome

Chronic Fatigue Syndrome

T GEEED

YO0 O 0O 0O 0O00O0o

23
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851 & M & QN
X FEMale Questionnaire

7. If you had any disease marked in the previous
question, please state the date of your diagnosis

Answer

N

<«

< Z coF 3 o Y

4 5 6 7] . 8 9 0

gwertyuionp

a s df g h j k |

& z x C¢c V. b nm &

v s I

24
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851 & M & vN
X FEMale Questionnaire

8. Are you currently affected by infertility,
difficulty conceiving?

® No
() Yes

() | can not tell

25
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851 & M & vN
X FEMale Questionnaire

9. Are you sensitive to the sun?

® No
() Yes

() | cannot tell

26
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851 & M & vN
X FEMale Questionnaire

10. Number of your birthmarks:

O -~10
O -~25
O ~50
® ~100
O 100+

27
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851 & M & QN
X FEMale Questionnaire

11. Please describe your lifestyle (even your
diet, exercise, sleep) with a few individual

words
1. answer
a
2. answer
b
Q anNnc\war
E : >
> c can cool $

4 5 6 7] . 8 9 0

gwertyuionp

a s df g h j k |

& z x C¢c V. b nm &

28
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851 & M & QN
X FEMale Questionnaire

12. Please describe your health with a few
individual words

1. answer
C
2. answer
d
3. answer

1

)
> e r w \!J

4 5 6 7] . 8 9 0

gwertyuionp

a s df g h j k |

& z x C¢c V. b nm &

v s I

29
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851 & M & QN
X FEMale Questionnaire

13. Please describe yourself with a few
individual words

1. answer
f
2. answer
9
3. answer

1

D
> h how hey 2

4 5 6 7] . 8 9 0

gwertyuionp

a s df g h j k |

& z x C¢c V. b nm &

v s I

30
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852 & M & 'N
X FEMale Questionnaire

14. Please mark on the scale below how strong
you have experienced YOUR PAIN in your current

or recent cycle on the bleeding days

(dysmenorrhea)
Pain level
L
0 5 10
No pain Severe intolerable pain

<«
e -
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852 & M & 'N
X FEMale Questionnaire

15. Please mark on the scale below how strong
you have experienced YOUR PAIN in your current
or recent cycle during nonbleeding day

(chronic pelvic pain)

Pain level

1

o L
0 5 10
No pain Severe intolerable pain

<«
e -

32
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852 & M & 'N
X FEMale Questionnaire

16. Please mark on the scale below how strong
you have experienced YOUR PAIN in your current
or recent cycle during or after sexual
intercourses (dyspareunia)

Pain level

10

0 5 10

No pain Severe intolerable pain

<« '

33
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852 & M & 'N
X FEMale Questionnaire

17. Please mark on the scale below how strong
you have experienced YOUR PAIN in your current

or recent cycle during defecation (dyschezia)

Pain level

O

o ©
0] 2 10
No pain Severe intolerable pain

<« '
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18. Please mark on the scale below how strong
you have experienced YOUR PAIN in your current

or recent cycle during urination (dysuria)

Pain level

S

& @
0] 2 10
No pain Severe intolerable pain

<«
e -
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19. Please tick ONE box that best describes your
MOBILITY TODAY

() I have no problems in walking about
® | have slight problems in walking about
| have moderate problems in walking about

O
() I have severe problems in walking about
O

| am unable to walk about
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20. Please tick ONE box that best describes your
SELF-CARE TODAY

() 1 have no problems washing or dressing

myself

() 1 have slight problems washing or dressing
myself

() I have moderate problems washing or

dressing myself

() | have severe problems washing or dressing
myself

® | am unable to wash or dress myself

<« '
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21. Please tick ONE box that best describes your
USUAL ACTIVITIES TODAY (e.g. work, study,

housework, family or leisure activities)

() | have no problems doing my usual activities

() 1 have slight problems doing my usual

activities

® | have moderate problems doing my usual

activities

(O | have severe problems doing my usual

activities

(O 1 am unable to do my usual activities

<«
e -
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22. Please tick ONE box that best describes your
PAIN/DISCOMFORT TODAY

() 1 have no pain or discomfort
() 1 have slight pain or discomfort
| have moderate pain or discomfort

®
() | have severe pain or discomfort
O

| have extreme pain or discomfort
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23. Please tick ONE box that best describes your
ANXIETY/DEPRESSION TODAY

() 1 am not anxious or depressed
(O | am slightly anxious or depressed
| am moderately anxious or depressed

® | am severely anxious or depressed

| am extremely anxious or depressed
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24. Please mark on the scale to indicate how
your health is TODAY.

Your health today

/7

@
0 50 100
The worst health The best health

<« '
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25. Do you have a diagnosed case of

endometriosis?

) No
() Yes
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26. During the last 4 weeks, how often, because
of your endometriosis have you found it difficult
to walk because of the pain?

O Never
Rarely
Sometimes

Often

O O O O

Always
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27. During the last 4 weeks, how often, because
of your endometriosis have you felt as though

your symptoms are ruling your life?

O Never
Rarely
Sometimes

Often

O O O O

Always
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28. During the last 4 weeks, how often, because
of your endometriosis have you had mood

swings?

() Never

() Rarely

() Sometimes

() Often

O Always
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29. During the last 4 weeks, how often, because
of your endometriosis have you felt others do
not understand what you are going through?

O Never
() Rarely
O Sometimes

() Often

O Always
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30. During the last 4 weeks, how often, because

of your endometriosis have you felt your
appearance has been affected?

O Never
() Rarely
O Sometimes

() Often

O Always
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31. | feel tired and unrefreshed when | wake from

sleeping.

() Never

() Rarely

() Sometimes

() Often

(O Always
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32. My muscles feel stiff and achy.

() Never
Rarely
Sometimes

Often

O O O O

Always
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33. | feel pain all over my body.

() Never
Rarely
Sometimes

Often

O O O O

Always
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34. | have headaches.

O Never

() Rarely
O Sometimes

() Often

(O Always
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35. | do not sleep well.

() Never
Rarely
Sometimes

Often

O O O O

Always
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36. | have difficulty concentrating.

() Never
Rarely
Sometimes

Often

O O O O

Always
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37. Stress makes my physical symptoms get

worse.

O Never
Rarely
Sometimes

Often

O O O O

Always
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38. | have muscle tension in my neck and

shoulders.

O Never
Rarely
Sometimes

Often

O O O O

Always
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39. | have difficulty remembering things.

() Never
Rarely
Sometimes

Often

O O O O

Always
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40. Mark which foods and nutrients you have

completely removed from your nutrition in the
last month

D Sugar
Gluten
Coffee
Soy

Dairy products

O 0 0O 0 O0

Red meat
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