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Illustrative examples of text fragments used to explain condition or treatment in case 1(congenital adrenal hyperplasia)
	Poor
	The child has a disease named Congenital Adrenal Hyperplasia, which is mostly caused by CYP21A1 enzyme deficiency marked with elevation of 17 OH progesterone and compensated by testosterone enhancement that may cause the genital organ of the girl look like a boy.


	Insufficient
	Information will be provided repeatedly in small portions, but according to my opinion the most important point is to inform  the parents about the sex (in this case female) of the child. They will be informed that it is crucial that the girl will need lifelong therapy in order to prevent health crises, but there is a very good chance that the baby will be able to develop completely normal. 


	Reasonable
	The results have shown us that baby has a disorder of the adrenal gland called  congenital adrenal hyperplasia where one of the key enzyme of the machinery is missing causing the adrenal to function in overdrive and to compensate for the missing enzyme by producing androgenic or masculinising hormones. These hormones cause the female baby to have such external genitalia
The prevalence of the disease is 1 in 16000 and it can affect both the sexes equally though it is more easily picked up in females
The ultrasound has shown us that the baby has a uterus and ovaries. 


	Good
	The adrenal glands produce hormones that help to regulate the blood pressure, salt levels, blood sugar, and sex hormones.  Your baby is missing an enzyme that is needed for normal production of the hormones that regulate salt and blood sugar, and subsequently more sex hormones, including testosterone, are being produced.  This is a treatable condition, and we expect your child to live a full life if following up and taking medication appropriately.


	Excellent
	Treatment 
When we treat with the missing product that is cortisol or steroid the overdrive will stop and the male hormones will go down. A sheet explaining the symptoms of cortisol deficiency as well as excess will be given in easy language and graphic format. Stress cover and medical bracelet will be given







Illustrative examples of textfragments explaining  the condition in case 2 (46,XY complete gonadal dysgenesis)
	Poor
	She does not have the internal genital parts such as a normal uterus, or ovaries that produce the female hormones based on the information that we have from the ultrasound.  This means that if she wishes to remain a girl she would need assistance in order to get through puberty and fully develop into a woman with oestrogen. She should be able to have menstrual periods with hormone replacement but most likely she will not be able to have children of her own (she is missing the genetic cells-“eggs” that you would normally find in ovaries). She might be able to carry a child but we are not sure of that yet. 

The passage above was regarded poor by suggesting gender change and by providing incorrect information 

	Insufficient
	The normal development of the gonads will be discussed, and it will be explained how Ranya has XY karyotype but (probably) an uterus and female external genitalia. It will be explained that gonads containing y material are at risk of developing malignancy and that gonadectomy is indicated.

The passage above was regarded insufficient as it is not understandable for a seventeen year old girl. 

	Reasonable
	General information about the development of sexes, the multitude of factors which determine sex and fragility of the sex determining factors.  We will talk about the differences of sex and gender, about the differences between internal and external sex. We will tell her, that one of these sex determining factors is altered in her case and that there is a discrepancy between these two aspects in her case.

Marked as reasonable explanation but rather brief and not detailed.  

	Good
	Your body was made differently. (trying to get her background about ovaries) Each girl has 2 ovaries inside her tummy at the size of a grape, the ovary is important in making eggs so women can make babies, also it gives female hormones “oestrogen” which make changes for girls during puberty, so it make breasts and make uterus grow to bleed every month. Your body was made differently; so you don’t have ovaries and they were replaced by non-functioning tissues.

	Excellent
	Contents: Simple and understandable explanation of genital development in general as a complex coaction of different genes and hormones coming from the same background in both males and females. Due to a yet unknown reason (several possible gene defects) Ranya’s gonads haven’t developed the usual way and therefore don’t produce hormones, which can also be seen from the laboratory data. In utero, if there aren’t any “male” hormones (androgens), the baby develops an uterus and vagina and female external genitalia. Later in life, some androgens are also produced in the adrenal gland, so that Ranya has developed pubic hair. However, hormones from the gonads are missing which means that she won’t be able to go through puberty by herself. Furthermore the gonads have not developed as usual which would be necessary for fertility. Explanation that with a 46,XY-karyotype, the gonads would usually be testes, should be given..




