Table 2. Diagnosis of Duchenne muscular dystrophy screening

	Author, year
	Study country
	Families

Invited-

accepted
	N (♀)
	T
	Age at the time of the interview
	Pre- or post-test genetic counseling
	Degree of satisfaction (DS)
	DS related factor
	Guide-protocol questionnaire described
	Diagnosis given jointly to both parents
	Evaluation form
	Randomization

	Parsons E, Bradley D, Clarke A, 1996
	Wales
	Don’t quote-  41
	41 (?)
	Asymptomatic by screening until symptomatic without detailing age range
	Protocol group: first weeks of life. Non-protocol group: does not cite
	25 (61%)
	S 22 (88%) with protocol

S 3 (19%) non-protocol
	Neonatal screening protocol
	Yes
	Don’t quote
	NS graduation on a scale of 1-5
	Don’t quote

	Järvinen O et all, 1999
	Helsinki
	Don’t quote - 23
	20 mothers and 23 sisters
	Sisters | asymptomatic cousins
	21.7
	5 (22%)
	S 76% childhood screening test
	Uncertain results generated dissatisfaction
	Yes
	Don’t quote
	Questionnaire with 100 open and multiple choice questions.
	Don’t quote

	Järvinen O et all, 2000
	Helsinki
	Don’t quote - 23
	20 mothers and 23 sisters
	Sisters | asymptomatic cousins
	21.7 
	5 (22%)
	Don’t quote
	Don’t quote
	Yes
	Don’t quote
	Questionnaire with 100 open and multiple choice questions.
	Don’t quote

	Fraser HG, Redmond RZ, Scotcher DF, 2018
	Manchester
	28-12
	12
	Sisters | asymptomatic cousins
	18-34 (23.6)
	4 (33%)
	S 4 (33%)
	Genetic counseling
	Yes
	Don’t quote
	Recorded telephone interview
	Don’t quote

	Goldman A, Metcalfe A, MacLeod R, 2018
	Manchester
	15-6
	6  mothers and 9 sisters
	Asymptomatic sisters
	5-18
	0
	Don’t quote
	Genetic counseling
	Yes
	Don’t quote
	Recorded face-to-face or telephone interview
	Don’t quote


N: number of interviewed family members; T: time (years elapsed between the first symptoms and the diagnosis), DS: degree of satisfaction (time of diagnosis), NS: not satisfied
