Ectodermal Dysplasia Questionnaire
	Patient Name
	

	Date of Birth
	

	Referring Physician
	

	Working diagnosis/classification
	

	Are clinical photographs available?
	

	Histopathology results
	


Please draw a family tree here:
	Clinical Details

	System
	Anomaly
	Y/N
	Details

	Hair

Skin

Teeth

Sweating

Nails

Clefting

Facies
	Scalp
	
	

	
	Eyebrows
	
	

	
	Eyelashes
	
	

	
	Documented pili torti
	
	

	
	Body hair
	
	

	
	Other



	
	Appearance at birth
	
	

	
	Scalp dermatitis 

+/- repeated infections
	
	

	
	Erosions
	
	

	
	Mottled pigmentation, groin/axilla
	
	

	
	Aplasia cutis
	
	

	
	Plamoplantar keratoderma
	
	

	
	Other



	
	Conical
	
	

	
	Other



	
	Normal
	
	

	
	Partial/complete reduction
	
	

	
	Episodes of hyperthermia
	
	

	
	Other



	
	Dysplastic
	
	

	
	Other



	
	Lip
	
	

	
	Palate
	
	

	
	Other



	
	Mid-facial hypoplasia/depressed naso-labial bridge
	
	

	
	Microstomia
	
	

	
	Low set ears
	
	

	
	Other


	Eye

Ear

Limbs

Breast

Genitourinary
	Ankyloblepharon (partial or complete)
	
	

	
	Lacrimal duct atresia
	
	

	
	Lacrimal duct, atrophic puncta
	
	

	
	Corneal scarring
	
	

	
	Reduced tears
	
	

	
	Blepharitis
	
	

	
	Photophobia
	
	

	
	Other

	
	

	
	Aplastic external auditory meatus
	
	

	
	Low set
	
	

	
	Prottruding
	
	

	
	Posteriorly rotated
	
	

	
	Hearing Loss – conductive/sensorineural
	
	

	
	Other

	
	

	
	Syndactyly. If so which digits?
	
	

	
	Ectrodactyly
	
	

	
	Clinodactyly
	
	

	
	Limb pterygia
	
	

	
	Other limb anomalies

	
	

	
	Mammary hypoplasia
	
	

	
	Nipple hypoplasia/absent/supernumerary
	
	

	
	Other

	
	

	
	Hypoplastic kidney
	
	

	
	Hypospadias
	
	

	
	Meatal stenosis
	
	

	
	Hydronephrosis
	
	

	
	Ureterocoele
	
	

	
	Hypoplasia of scrotum/labia
	
	

	
	Cryprorchidism
	
	


EEC SCORE1
Ectrodactyly
None


0

Unknown

1

1 limb

2

2 limbs

3

3 limbs

4

4 limbs

5

Ectodermal Dysplasia
[Four symptoms are scored: onycodysplasia, trichodyasplasia, dental defects, skin/sweating defects]

None


0
Unknown

1
1/4 symptoms
2
2/4 symptoms
3

3/4 symptoms
4

4/4 symptoms
5

Clefting

None


0

Unknown

1

CL or CP

2

CL + CP

3
Bilateral CL+CP   4
Other Symptoms

Lacrimal defects               1

Conductive hearing loss   1

Urogenital abnormalities  1

Mental retardation             1

Total:   /18
1 From Roelfsema and Cobben 1996

