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	KEY ITEM
	POOR
	INSUFFICIENT
	REASONABLE
	GOOD
	EXCELLENT

	Setting
	not mentioned

	On the ward/              no privacy
	mentioned

	private room; no interruption by colleagues, personnel etc.; no beepers, mobile phones. 
	All issues are as in the category GOOD, and to perform EXCELLENT the fellow shows  empathy and…

Reassurance; 
Reassures a normal life expectancy and that fertility is possible.

Questions: 
provides time for parents’ questions and concerns 

Checks understanding: 
checks whether the mother and father understand the main messages, such as the diagnosis and therapeutic consequences, adjustment of medication dosages, and stress medication

Written information:  
provides a written summary of the discussion

Arranges meeting with parent/patient: 
offers to arrange  in clinic a meeting between this family and another family who are caring successfully for a child with CAH

Reading material: 
provides any reading materials published by support groups, or contact information for local and/or online support groups

	Time
	not mentioned 

	Limited time                (< 15-20 min)
	mentioned

	Approx. 30-45 min
	

	Reassurance
	Not mentioned 

	Not mentioned 

	Mentioned without details
	Mentioned with details

	

	One spokesman on behalf of DSD team: 

	no prior feedback with DSD team

	DSD team not mentioned 

	mentioned

	One spokesman DSD team or jointly with medical team psychologist (if available) 
	

	Explanation of diagnosis:

	Incorrect info or info literally copied from medical  textbooks
	Relevant items not or incompletely mentioned

	Most items mentioned but  limited explanation
	a. adrenal disorder termed congenital adrenal hyperplasia, abbreviated as “CAH” with prenatally increased levels of “male-type” hormones, androgens
b. uterus and ovaries present
	

	Treatment

	Incorrect information
	Life-long medication not or incompletely mentioned

Stress medication not mentioned 

	Life-long  and stress medication mentioned but with limited explanation
	a. corticosteroid treatment (life-long) will stop virilisation. 
b. salt loss requires fludrocortisone treatment (life-long) 
c. instruction for administration of stress medication 
	

	Follow up: 

	not mentioned

	Relevant items not or incompletely mentioned 
	Some but not all items mentioned but limited explanation
	Regular follow up for adjustment of dosage of medication and reminder of instructions for administration of stress medication is essential; discuss importance of adherence to prescribed treatment and consequences of non-adherence.
	

	Long term implications: 

	not mentioned

	Relevant items not or incompletely mentioned
	Some but not all items mentioned but limited explanation
	The clitoris is expected to become less noticeable as your daughter grows; we will make a joint appointment with the whole team including the surgeon (or urologist or gynaecologist) to check on this in about 3-4 months to discuss whether or not genital surgery is an option. 

	

	Genetic counselling : 

	Incorrect information
	Genetic aspects not mentioned at all.
	Genetics mentioned but not explained 
	Explanation of the genetics of CAH and risk for future pregnancies, also options for pre-implantation genetic diagnosis. 

Note – in some institutions this will be done by genetics consultant or counsellor rather than endocrinologist. Need to raise the issues that must be discussed, and list options for who will undertake this discussion.
	

	Other
	blunt approach,  lacking empathy
	blunt approach,  lacking empathy
	
	shows explanatory pictures or drawings 

	


Table 1. Table provided to the assessors to score the answers on the open question from Case 1 regarding CAH. For each qualification from insufficient to excellent a description is provided for the identified key elements.


	KEY ITEM
	POOR
	INSUFFICIENT
	REASONABLE
	GOOD
	EXCELLENT

	Setting
	not mentioned

	- no privacy
- parents not invited by  arrangement with Ranya
- the parents are addressed rather than Ranya
- Ranya is addressed as ‘she’ rather than ‘you’
	mentioned

	make an appointment with  Ranya and both parents1;  Private  room; no interruption by colleagues, personnel etc.; no beepers or  mobile phones.
	All issues are as in the category GOOD, and to perform EXCELLENT the fellow shows  empathy and…

Reassurance: 
you are healthy

Time for questions:  Provides ample time for discussion and response to questions and concerns of patient and parents. 

Checks understanding:  checks whether Ranya, her mother and her father understand the main messages

Implications
• to offer check of BMD
• sexuality issues are recognised and to be discussed later plan follow up with psychologist
• Because your condition involves matters of a personal nature, you only need discuss it with your close friends and family.
Written information:  provides a written summary of the discussion
Reading material:  provides any reading materials published by  support groups, or contact information for local or online support groups
Offering follow up with psychologist to discuss private issues such as sexual relationships; infertility; options to have a partner, a family.

	Time
	not mentioned 

	Limited time                (< 15-20 min)
	mentioned

	45-60 minutes; ensure that patient/family is aware  of the time allotment.  If  necessary, follow up in following days/week

	

	Reassurance
	Not mentioned 

	Not mentioned 

	Mentioned without details
	Mentioned with details

	

	One spokesman on behalf of DSD team: 

	no prior feedback with DSD team

	DSD team not mentioned 

	mentioned

	Possibly jointly with medical team psychologist or social worker if one is available with experience with DSD.
	

	Explanation:

	- Incorrect info; 
- Info literally copied of medical  textbooks;                - Suggesting gender change.
	- Relevant items not/ incompletely mentioned 
- explanation from viewpoint  chromosomal  error 
- thus Ranya  being a girl by default
	Most items mentioned but  limited explanation
	Contains the following key elements: 
1. Typical development of ovaries/gonads and atypical  development in gonadal dysgenesis
2. Genes and chromosomes 
3. Hormones and hormone replacement
4. Female reproductive anatomy
5. Fertility/infertility
6. Potential tumour risk
	

	Therapeutic issues: 
	Incorrect information
	Relevant items not or incompletely mentioned
	Some but not all items mentioned but no or limited explanation
	Hormone replacement during the teenage years, (oestrogen, and later progesterone) will help Ranya to go through the physical changes of puberty in a similar pattern to other girls. (These hormones can be provided in many ways (pills, patches, sprays, creams, etc.) and have to be continued throughout adulthood to provide Ranya with the hormonal environment of a typical woman.
	

	Long term implications: 

	not mentioned

	- Relevant items not / incompletely mentioned
- Questioning female gender identity
	Some but not all items mentioned but no or limited explanation
	Sexual relationships are discussed; infertility; options to have a partner, a family.
	

	Follow up: 

	not mentioned

	Relevant items not / incompletely mentioned 
	Further steps not  mentioned  and/or not explained  
	Outpatient clinic appointment for initiation of oestrogen treatment; subsequent appointment with  whole team including surgeon/urologist/ or gynaecologist

	

	Other
	blunt approach,  lacking empathy
	blunt approach,  lacking empathy
	Empathy
	empathy 
	


Table 2. Table provided to the assessors to score the answers on the open question from Case 2 regarding Gonadal dysgenesis. For each qualification from insufficient to excellent a description is provided for the identified key elements.

