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<Appendix >

<<TN>>Results of the focus group interviews and the written enquiry<</TN>>
	Results of the focus group interviews

(n = 7)
	Results of the written enquiry

(percentages agree per phase of diagnostic process (n = 37)

	Central label
	Label or dimension
	Content of the label
	Proposition based on the content of the label
	Phase 1
	Phase 2
	Phase 3
	Phase 4

	Content of information
	Disease profile
	Symptoms
Gravity of the disease
	I think it is important to receive information about the symptoms of my child’s mitochondrial disease.
	94
	86
	94
	92

	
	
	Prognosis
	I think it is important to receive information about the prognosis of my child’s mitochondrial disease.
	61
	81
	91
	100

	
	
	Life expectancy
	I think it is important to receive information about my child’s life expectancy.
	67
	69
	81
	92

	
	
	Consequences/
results
	I think it is important to receive an explanation about the consequences of my child’s mitochondrial disease for daily life.
	64
	72
	81
	96

	
	
	
	I think it is important to receive information about the consequences for my child as well as for my family.
	76
	74
	88
	97

	
	
	Risk of early death
	I think it is important to receive information about risk for early death.
	54
	63
	71
	83

	
	Possibilities and impossibilities in treatment 
	State of the art in medical science
	I think it is important to receive information about the state of the art in medical science about mitochondrial diseases.
	60
	74
	81
	97

	
	
	Attention for alternative medicine
	I think it is important to receive information about alternative medicine.
	58
	64
	81
	84

	
	
	Explanation in reference to regional differences
	I think it is important to receive an explanation about regional differences in treatment.
	54
	59
	38
	65

	
	Heredity
	Support
Reference
	I think it is important to receive an explanation about hereditary aspects of the mitochondrial disease.
	61
	75
	83
	97

	
	Information where they can go for questions and problems
	Focal point
accessibility
	I think it is important to have a focal point where I can go with my questions.
	91
	92
	94
	97

	
	
	
	I think it is important to receive information about where I can go with my questions.
	94
	89
	92
	100

	
	
	
	I think it is important to receive information about services at home.
	69
	67
	78
	97

	
	
	Facilities for emotional, social and spiritual support
	I think it is important to receive information about pedagogical support. 
	60
	57
	66
	86

	
	
	
	I think it is important to receive information about  practical support. 
	80
	71
	77
	97

	
	
	
	I think it is important to receive information about practical help.
	77
	75
	86
	97

	
	
	
	I think it is important to receive information about spiritual support.
	24
	24
	24
	32

	
	
	
	I think it is important to receive information about emotional support. 
	67
	61
	67
	81

	
	
	Facilities and opportunity to meet companions in misfortune
	I think it is important to receive information about how to contact other parents of children with a mitochondrial disease.
	57
	46
	52
	86

	
	
	Facilities and accessibility of association of patients

List of relevant addresses
	I think it is important to receive information about the presence of a patients’ association.
	57
	51
	66
	92

	
	
	
	I think it is important to receive information about the accessibility of the patients’ association.
	57
	49
	60
	83

	
	Suggestions for parents to handle their situation
	Abilities to support their child
Support in their role as parent of a sick child
balancing between disease management of their child and the family situation/situation at home
How to handle other people’s advice

Phases of coping
	I think it is important to receive suggestions on how to support my child during the  progress of the disease.
	84
	84
	89
	95

	
	
	
	I think it is important to receive support from a professional, working in the hospital, during and after important talks.
	84
	56
	57
	76

	
	
	
	I think it is important to receive support in decision-making.
	58
	67
	67
	72

	
	
	Inform family, children, friends
	I think it is important to receive suggestions and a helping hand how to inform my family and friends.
	61
	50
	50
	69

	Source of information
	Written
	Short and clearly written leaflets
	I think it is important to receive written information.
	78
	83
	86
	89

	
	
	
	I think it is important that there are leaflets in the hospital.
	89
	92
	92
	89

	
	Digital
	Internet.
Communication with professionals by e-mail
	I think it is important to receive information about effective searching on the Internet.
	73
	72
	78
	86

	
	
	
	I think it is important to present my questions for professionals by e-mail.
	51
	54
	57
	66

	The attitude of the information provider 
	Measured into doses
	Facilities to make an appointment with professionals for questions and problems
	I think it is important  that there are facilities where I can go with my questions on any moment I want to.
	89
	94
	97
	97

	
	Skills and attitude
	Respect and regard
Eye contact
Interest
Commitment
Honesty
Humanity and ‘click’
Correct
Clear
	I think it is important that the person who is giving me information, is honest and interested.  

	94
	97
	100
	100

	
	
	
	I think it is important that the doctor also tells me when he or she also does not really knows what ‘s going on or what to do.
	94
	97
	97
	100

	Aspects of the context in which the information is given
	Coping phase
	Tiredness
Reduced alertness
Less logical thinking
	I think it is important to receive information about how to fit the disease into daily life and acceptance of the disease.
	64
	64
	67
	89

	
	Support
	Facilities to talk about experiences
Contact with companions in misfortune
	I think it is important to exchange experiences with other parents.
	57
	49
	51
	83

	
	
	Support  during and after talks with professionals
	I think it is important that someone is present during important talks.
	59
	59
	56
	63

	
	
	Pedagogical support
	I think it is important to receive support with childrearing.
	50
	50
	49
	72


