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Participant ID: _________________

Questionnaire EB in Pregnancy
Participant ID: _________________

Epidermolysis Bullosa in Pregnancy

Questionnaire survey as part of the study ‘Outcomes during pregnancy in women with Epidermolysis bullosa‘.

Dear Participant, 

Thank you for taking the time to complete this questionnaire. Please answer all the questions as accurately and thoroughly as possible. After completing the questionnaire, please return it using the enclosed prepaid envelope to the EB-Haus. 
If you require additional information or are uncertain about how to answer the questions, please do not hesitate to contact as:
Phone: 0043 (0)5 7255 82400
Email: info@eb-haus.org


	A. General parameters before pregnancy

	A1

	[bookmark: Kontrollkästchen1][bookmark: Kontrollkästchen2][bookmark: Kontrollkästchen3][bookmark: Kontrollkästchen4]EB main type: |_|EBS   |_|JEB   |_|DEB   |_|KS


	A2

	[bookmark: Text2]EB subtyp:      


	A3

	[bookmark: Text3]Weight:      


	A4

	[bookmark: Text4]Height:      


	A5

	[bookmark: Text5]BMI:      


	A6

	[bookmark: Kontrollkästchen5][bookmark: Kontrollkästchen6][bookmark: Kontrollkästchen7]Preexisting vulvovaginal involvement: |_|None   |_|Blisters  |_|Scars


	A7

	[bookmark: Kontrollkästchen8][bookmark: Kontrollkästchen9]Preexisting vaginal stenosis |_|Yes  |_|No


	A8

	[bookmark: Kontrollkästchen10][bookmark: Kontrollkästchen11][bookmark: Kontrollkästchen12]Contraception history: |_|None   |_|Hormonal   |_|Mechanical


	A9

	[bookmark: Text6]Comorbidities:      


	A10

	[bookmark: Text7]Co-medication – indikation:      


	A11

	[bookmark: Kontrollkästchen13][bookmark: Kontrollkästchen14][bookmark: Kontrollkästchen15][bookmark: Kontrollkästchen16]Alcohol: |_|Never   |_|Occasionally   |_|Regularly  |_|Daily


	A12
           
	[bookmark: Kontrollkästchen17][bookmark: Kontrollkästchen18]Nicotine: |_|Yes   |_|No
[bookmark: Text8]If yes – cigarettes per week:      





	B. General information about the course of pregnancy

	B1

	Number of previous pregnancies:      


	B2

	[bookmark: Text9]Number of previous live births:      


	B3

	[bookmark: Kontrollkästchen19][bookmark: Kontrollkästchen20]Type of conception: |_|Natural  |_|Assisted


	B4

	[bookmark: Kontrollkästchen21][bookmark: Kontrollkästchen22]Genetic counseling before pregnancy: |_|Yes   |_|No


	B5

	Age at delivery:      


	B6

	Month of birth:      


	B7

	[bookmark: Kontrollkästchen23]Weight gain: |_|None   |_|Up to 5kg   |_|Up to 10kg   |_|Over 10kg


	B8
	Changes in dietary habits:      



	C. Complications during pregnancy

	C1

	[bookmark: Kontrollkästchen24][bookmark: Kontrollkästchen25][bookmark: Kontrollkästchen26]Vaginal bleeding: |_|Yes   |_|No   |_|Unknown


	C2

	Gestational diabetes: |_|Yes   |_|No   |_|Unknown


	C3

	Pre-eclampsia/Eclampsia: |_|Yes   |_|No   |_|Unknown


	C4

	Nausea: |_|Yes   |_|No   |_|Unknown


	C5

	Hyperemesis: |_|Yes   |_|No   |_|Unknown


	C6

	Oligo- oder Polyhydramnios: |_|Yes   |_|No   |_|Unknown 

	C7

	Placenta praevia: |_|Yes   |_|No   |_|Unknown


	C8

	Hypertension: |_|Yes   |_|No   |_|Unknown


	C9
	Proteinuria: |_|Yes   |_|No   |_|Unknown


	C10
	[bookmark: Text11]Other:      









	D. EB-specific symptom severity (before, during, after pregnancy)
Scale:
0 = no complaints
1 = mild/rare complaints
2 = moderate/occasional complaints
3 = severe/frequent complaints

	Symptom
	before
	during
	after

	D1 
	Itching (whole body)
	[bookmark: Text12]     
	[bookmark: Text13]     
	[bookmark: Text14]     


	D2 
	Itching (abdominal area)
	[bookmark: Text15]     
	[bookmark: Text29]     
	[bookmark: Text43]     


	D3 
	Pain (whole body)
	[bookmark: Text16]     
	[bookmark: Text30]     
	[bookmark: Text44]     


	D4 
	Skin infections (whole body)
	[bookmark: Text17]     
	[bookmark: Text31]     
	[bookmark: Text45]     


	D5
	Skin infections  (abdominal/genital)
	[bookmark: Text18]     
	[bookmark: Text32]     
	[bookmark: Text46]     


	D6 
	Blistering (whole body)
	[bookmark: Text19]     
	[bookmark: Text33]     
	[bookmark: Text47]     


	D7
	Blistering (abdominal/genital)
	[bookmark: Text20]     
	[bookmark: Text34]     
	[bookmark: Text48]     


	D8 
	Wound heeling speed (abdominal/genital)
	[bookmark: Text21]     
	[bookmark: Text35]     
	[bookmark: Text49]     



	D9 
	Infectious diseases 
	[bookmark: Text22]     
	[bookmark: Text36]     
	[bookmark: Text50]     


	D10 
	Fatigue
	[bookmark: Text23]     
	[bookmark: Text37]     
	[bookmark: Text51]     


	D11 
	Heartburn
	[bookmark: Text24]     
	[bookmark: Text38]     
	[bookmark: Text52]     


	D12 
	Mental health issures
	[bookmark: Text25]     
	[bookmark: Text39]     
	[bookmark: Text53]     


	D13 

	Oesophageal stenosis
	[bookmark: Text26]     
	[bookmark: Text40]     
	[bookmark: Text54]     

	D14 
	Protein deficiency
	[bookmark: Text27]     
	[bookmark: Text41]     
	[bookmark: Text55]     


	D15 
	Gastrointestinal problems (diarrhoea, obstipation)
	[bookmark: Text28]     
	[bookmark: Text42]     
	[bookmark: Text56]     


	D16 
	Abdominal wounds
	|_|Yes   |_|No
	|_|Yes   |_|No
	|_|Yes   |_|No 

	D17 
	Vulvovaginal complaints
	|_|Yes   |_|No
	|_|Yes   |_|No
	|_|Yes   |_|No 

	D18 
	Anemia

	|_|Yes   |_|No
	|_|Yes   |_|No
	|_|Yes   |_|No 

	D19 
	Dental problems
	[bookmark: Text57]     
	[bookmark: Text58]     
	[bookmark: Text59]     


	Symptom
	before
	during
	after

	D20 
	Vulvovaginal complaints
	[bookmark: Text60]     
	[bookmark: Text61]     
	[bookmark: Text62]     


	D21 

	Urogenital complaints
	[bookmark: Text63]     
	[bookmark: Text64]     
	[bookmark: Text65]     

	D22 
	Mucosal lesions
	[bookmark: Text66]     
	[bookmark: Text67]     
	[bookmark: Text68]     





	E. Further changes in EB-specific symptoms before pregnancy compared to after pregnancy, during pregnancy compared to after pregnancy, and during pregnancy compared to before pregnancy


	Symptom
	before vs. after
	during vs. after
	during vs. before

	E1 Wund size
	|_|Slight increase
|_|Moderate increase
|_|Marked increase

|_|No change

|_|Slight decrease
|_|Moderate decrease
|_|Marked decrease


	|_|Slight increase
|_|Moderate increase
|_|Marked increase

|_|No change

|_|Slight decrease
|_|Moderate decrease
|_|Marked decrease

	|_|Slight increase
|_|Moderate increase
|_|Marked increase

|_|No change

|_|Slight decrease
|_|Moderate decrease
|_|Marked decrease


	E2 Number of wounds
	|_|Slight increase
|_|Moderate increase
|_|Marked increase

|_|No change

|_|Slight decrease
|_|Moderate decrease
|_|Marked decrease

	|_|Slight increase
|_|Moderate increase
|_|Marked increase

|_|No change

|_|Slight decrease
|_|Moderate decrease
|_|Marked decrease

	|_|Slight increase
|_|Moderate increase
|_|Marked increase

|_|No change

|_|Slight decrease
|_|Moderate decrease
|_|Marked decrease




	F. General information about the newborn

	F1 

	Birth weight:      


	F2
	[bookmark: Text69]Length:      


	F3

	[bookmark: Kontrollkästchen46]EB: |_|None   |_|EBS   |_|JEB   |_|DEB   |_|KS


	F4
	Breastfeeding possible: |_|Yes   |_|No   




	G. Mode of delivery and perinatal complications

	G1

	Severe bleeding: |_|Yes   |_|No   |_|Unknown


	G2 
	Placental complications: |_|Yes   |_|No   |_|Unknown


	G3 
	Pelvic end or breech position: |_|Yes   |_|No   |_|Unknown


	G4 
	Episiotomy: |_|Yes   |_|No   |_|Unknown


	G5 
	Severe perineal tears (III-IV): |_|Yes   |_|No   |_|Unknown


	G6 
	Uterine inertia: |_|Yes   |_|No   |_|Unknown


	G7 
	Umbilical cord wrapping: |_|Yes   |_|No   |_|Unknown


	G8 
	Intravenous (i.v.) access |_|Yes   |_|No   |_|Unknown


	G9 
	Catheter: |_|Yes   |_|No   |_|Unknown


	G10 
	Mode of delivery: 
[bookmark: Kontrollkästchen37][bookmark: Kontrollkästchen38][bookmark: Kontrollkästchen39]|_|Spontaneous vaginal delivery   |_|Induced labor   |_|Forceps delivery
[bookmark: Kontrollkästchen40][bookmark: Kontrollkästchen41]|_|Planned cesarean section   |_|Emergency cesarean section

	G11 
	Anesthesia
[bookmark: Kontrollkästchen42][bookmark: Kontrollkästchen43][bookmark: Kontrollkästchen44][bookmark: Kontrollkästchen45]|_|None   |_|Epidural   |_|Spinal   |_|General








Thank you very much!
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