Appendix A: Survey Questions

Sex: M/F/Decline/Other
Age Group:  0-18, 18-34, 35-50, 51-69, 70+
1. Where do you go to receive information on Sickle Cell Disease? (free text and multi choice)
-Friends/Family Support
-Google (which websites?)
- Podcasts
-Television (the news)
-Social Media Platforms (YouTube, twitter, Instagram, Facebook etc.)
- Other (free text)
2. What are your needs as a SCD patient; is there any topic that you’d like to receive more information on? (free text)

3.  Are you currently connected to a SCD support group? Y/N

a. If yes, which one? (free text)


4. Put in order from 1-5 (1 being the most helpful; 5 the least helpful) Which of these would you find most helpful? 
____ Mental Health/Counseling
____ Transitional Programs (from pediatric to adult care)
____ Support Groups/Advocacy & Empowerment 
____ Improved Healthcare
____ Compassion & Attitude Adjustment
____ Other (free text)

5. What type of healthcare coverage do you have? (free text)

6. Where do you go to receive sickle cell healthcare? Where do you go to receive general healthcare? How far is it from where you live? (free text)

7. Do you have a primary care physician whom you see for non-SCD related health issues? Y/N

8. Do you have a hematologist or other SCD expert who you see for SCD related health issues?  Y/N

9. What do you do when you have a SCD related issue (VOC/Pain Crises)? (single choice)
-Drive to the ER
-Get someone else to drive you to the ER
- Call your healthcare provider (which one)
- Stay home and deal with the pain
- Other (please describe)


Comments (anything else you’d like to share) (free text):

