Supplemental Material: Online Resource 2

Online Resource 2: Participant responses to targeted survey questions. In addition to the demographic questions, the survey included targeted questions regarding the participant’s medical history and overall experience with their adult providers during the transition process. Fourteen respondents agreed to be contacted for telephone interviews, of which ten provided contact information and six respondents scheduled interviews. 
	Survey Questions
	Number (%)

	As you became an adult (18+ years) did your healthcare team change? (i.e. new or additional physicians)
	

	Yes
	11 (78.57)

	No
	3 (21.43)

	
	

	I felt supported by my healthcare team when transitioning to adult care.
	

	Strongly Disagree
	2 (14.29)

	Somewhat Disagree
	5 (35.71)

	Neither agree nor disagree
	0 (0.00)

	Somewhat Agree
	6 (42.86)

	Strongly Agree
	1 (7.14)

	
	

	Did you add any healthcare providers to your team as you transitioned to adulthood (e.g. a mental health provider)?
	

	Yes
	4 (28.57)

	No
	10 (71.43)

	Specify:
	Metabolic, chiropractic, massage, mental health, cardiologist, mental health provider

	
	

	My healthcare team addresses all of my healthcare needs.
	

	Strongly Disagree
	1 (7.14)

	Somewhat Disagree
	4 (28.57)

	Neither agree nor disagree
	2 (14.29)

	Somewhat Agree
	6 (42.86)

	Strongly Agree
	1 (7.14)

	
	

	My healthcare team understands my SMA diagnosis.
	

	Strongly Disagree
	0 (0.00)

	Somewhat Disagree
	1 (7.14)

	Neither agree nor disagree
	4 (28.57)

	Somewhat Agree
	7 (50.00)

	Strongly Agree
	2 (14.29)

	
	

	Would you like to be contacted for a phone interview?
	

	Yes
	14 (100.00)

	No
	0 (0.00)




