Counseling pediatric patients about fertility and sexual function


	1. In your everyday practice, how often do you see a child/adolescent who may be at risk for infertility or sexual dysfunction? [If response is “never” then survey should stop] 



· Never
· Rarely 
· Sometimes
· Often 
· Always
SECTION 1: Vignettes                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                  Many pediatric providers feel inadequately trained to discuss issues related to fertility and sexual function with their patients and families.  Please use the following vignettes to reflect on your general comfort level as it pertains to counseling pediatric patients and their families about fertility and sexual function.  
	2. You are seeing an adolescent boy with small testes. Laboratory evaluation shows FSH 40 IU/L, LH 20 IU/L, testosterone 200 ng/dL.   Karyotype is 47,XXY, confirming the diagnosis of Klinefelter syndrome.  He and his family have never heard of this condition and ask you about the implications. Please indicate below how comfortable or uncomfortable you feel counseling patients and their families in the following situations. 


	
	Very uncomfortable
	Uncomfortable
	Neutral
	Comfortable
	Very comfortable 

	a.  Discussing fertility in boys under 13 years of age 
	□
	□
	□
	□
	□

	b.  Discussing fertility in boys 13-17 years of age
	□
	□
	□
	□
	□

	c.  Discussing fertility in boys 18 years and older
	□
	□
	□
	□
	□

	d.  Discussing sexual function in boys under 13 years of age
	□
	□
	□
	□
	□

	e.  Discussing sexual function in boys 13-17 years of age
	□
	□
	□
	□
	□

	f.  Discussing sexual function in boys 18 years and older
	□
	□
	□
	□
	□

	g.  Counseling parents about discussing fertility & sexual function with their sons
	□
	□
	□
	□
	□


	3. You are seeing an adolescent girl with primary amenorrhea.  She is found to have an XY karyotype, testes, and no uterus on ultrasound, consistent with a diagnosis of androgen insensitivity syndrome.  She and her family have never heard of this condition and ask you about the implications. Please indicate below how comfortable or uncomfortable you feel counseling patients and their families in the following situations.  

	
	Very uncomfortable
	Uncomfortable
	Neutral
	Comfortable
	Very Comfortable

	a.  Discussing fertility in girls under 13 years of age

	□
	□
	□
	□
	□

	b.  Discussing fertility in girls 13-17 years of age

	□
	□
	□
	□
	□

	c.  Discussing fertility in girls 18 years and older

	□
	□
	□
	□
	□

	d.  Discussing 

     sexual function   

     in girls under 13    

     years of age


	□
	□
	□
	□
	□

	e.  Discussing 

     sexual function   

     in girls 13-17   

     years of age


	□
	□
	□
	□
	□

	f.  Discussing 

     sexual function   

     in girls 18  

     years and older

	□
	□
	□
	□
	□

	g.  Counseling parents about discussing fertility and sexual function with their daughters
	□
	□
	□
	□
	□


	SECTION 2: General questions
4. How much do you agree or disagree with the following statements? 


	
	Strongly disagree
	Disagree
	Neutral
	Agree
	Strongly agree

	a.  I have received adequate training about how to discuss fertility with my patients and families
	□
	□
	□
	□
	□

	b.  I would like more guidance about how to discuss fertility with my patients and families 
	□
	□
	□
	□
	□

	c.  I have received adequate training about how to discuss sexual function with my patients and families
	□
	□
	□
	□
	□

	d.  I would like more guidance about how to discuss sexual function with my patients and families
	□
	□
	□
	□
	□

	e.  The primary responsibility of counseling pediatric patients and families about fertility and sexual function should be that of the pediatric endocrinologist 
	□
	□
	□
	□
	□

	f.  The primary responsibility of counseling pediatric patients and families about fertility and sexual function should be that of the primary care provider 
	□
	□
	□
	□
	□

	g.  The primary responsibility of counseling pediatric patients and families about fertility and sexual function should be that of a different pediatric specialist (e.g. a pediatric urologist) 


	□
	□
	□
	□
	□


	5. Please describe your approach to counseling about fertility and sexual function in the following cohorts. 

  

	
	Discuss primarily with the parents
	Discuss primarily with the patient
	Discuss with the parents and patients separately
	Discuss with the parents and patients together
	Refer patient to another subspecialty for this discussion

	a.  Patients under 13 years of age
	□
	□
	□
	□
	□

	b.  Patients 13-17 years of age 
	□
	□
	□
	□
	□

	c.  Patients 18 years and older 
	□
	□
	□
	□
	□


SECTION 3: Demographics
6.  What is your age?

· <35 years
· 35-45 years
· 46-55 years
· 56-65 years

· >65 years
7.  What is your gender?

· Male

· Female

8.  Are you Hispanic, Latino or of Spanish origin?

· Yes

· No

9.  With which of the following categories do you identify?  Check all that apply.

· Black/African-American

· White/Caucasian

· Native American

· Asian/Pacific Islander

· Other (please specify): ____________________
10.  In what state do you practice medicine? (e.g., MA, KS) 
· ____________________ [drop down menu]
11.  How many years (since the end of your subspecialty training) have you practiced Pediatric Endocrinology? 

· <1 year

· 1-3 years
· 4-6 years

· 7-10 years

· 11-15 years

· 16-20 years

· >20 years
12.  Which of the following best describes your practice setting?

· Urban

· Suburban

· Rural
13.  Which of the following best describes your medical practice location?

· Academic medical center

· Community hospital

· Large group practice (6 or more physicians)

· Small group practice (5 or fewer physicians)

· Solo practice 

Other (please describe): ______________________
14.  What percentage of your time is spent seeing patients (compared to research/administrative work)? 

[Subject will use slider bar on electronic survey to indicate approximate percentage]
15. How many hours per week do you spend seeing patients (not including follow-up, documentation, and administrative work)? 

· <5 hours

· 5-10 hours
· 11-15 hours

· 16-20 hours

· >20 hours 

16.  Do you routinely provide clinical care to patients over 23 years of age?

· No
· Yes
17.  Is there a specific fertility program for adolescents/young adults at your clinic/institution?

· No

· Yes  ( If yes, please describe: ___________________________________
· Don’t know
THANK YOU SO MUCH FOR YOUR TIME AND HELP!
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