

Participant Survey - English (US) - SCD v2.0 M0


Start of Block: ICF approved USA

Q1 An online survey is being conducted by QC Medica, an independent research agency acting on behalf of a pharmaceutical company.
 
 The survey:  	Aims to better understand the real-world impacts of living with sickle cell disease 	Will take approximately 45 minutes to complete 	Individuals who are eligible to participate will recieve $100 via PayPal in compensation for participation  If you are still interested in registering your interest in our online survey, we first ask that you respond to some questions to assess your eligibility to take part in our study. These questions should take less than 5 minutes to complete.



Q2 Please fill out the information below. All of the information you provide will be pseudonymised and be kept confidential. 



Q3 Please confirm you have read the Participant Information Sheet and Privacy Information Supplement:
I confirm and agree to participate  (1) 



Q4 Please provide your Name and Email Address so that we can contact you and provide compensation for your time should you be eligible to participate.



Q5 Your Name
________________________________________________________________
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Q6 Email Address
________________________________________________________________



Q7 Telephone number (or cell)
________________________________________________________________



Q8 When you are ready, please press ‘next’ to proceed to the questions on the next page.

End of Block: ICF approved USA

Start of Block: Initial questions

Q9 Who are you completing this form on behalf of?
Myself  (1) 
The person I care for  (2) 



Q10 Which country do you currently reside in?
France  (1) 
Germany  (2) 
Italy  (3) 
United Kingdom  (4) 
United States  (5) 
Other  (6) 

End of Block: Initial questions

Start of Block: Self-report screener

Q11 How is your condition defined?
Hemoglobin SS (HbSS), Sickle Cell Anemia, or Sickle Cell Disease  (1) 
Hemoglobin C (HbSC) or Chronic Hemolytic Anemia  (2) 
Sickle cell trait  (3) 
I am not sure  (4) 
Other:  (5) __________________________________________________

Skip To: End of Survey If How is your condition defined? != Hemoglobin SS (HbSS), Sickle Cell Anemia, or Sickle Cell Disease
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Q12 What is your age?
________________________________________________________________

Skip To: End of Survey If Condition: What is your age? Is Less Than 18. Skip To: End of Survey.


Q13 Have you ever received a bone marrow transplant (BMT), gene therapy, and/or gene editing?
Yes  (1) 
No  (2) 
I do not know  (3) 

Skip To: End of Survey If Have you ever received a bone marrow transplant (BMT), gene therapy, and/or gene editing? != No


Q14 Currently, are you enrolled in a clinical trial?
Yes  (1) 
No  (2) 
I do not know  (3) 

Skip To: End of Survey If Currently, are you enrolled in a clinical trial? != No
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Q15 In the past 12 months (April 2021-2022), how many severe vaso-occlusive crises (also known as pain crises) did you have that were severe enough that you went to a medical facility and required pain medicine and/or red blood cell transfusions?
________________________________________________________________

Skip To: End of Survey If Condition: In the past 12 months (Apri... Is Less Than 2. Skip To: End of Survey.
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Q16 In the previous 12 months (April 2020-2021), how many severe vaso-occlusive crises (also known as pain crises) did you have that were severe enough that you went to a medical facility and required pain medicine and/or red blood cell transfusions?
________________________________________________________________

Skip To: End of Survey If Condition: In the previous 12 months (... Is Less Than 2. Skip To: End of Survey.
End of Block: Self-report screener

Start of Block: Demographics - self-report

Q17 
You have met our eligibility criteria.
 
 This survey will take approximately 45 minutes to complete. Following completion of the survey you are eligible to recieve $100 via PayPal in compensation for your participation in our study. Please take your time to carefully answer questions. 


Thank you again for your interest and participation!


	Page Break
	





Q18 What gender do you identify as?
Male  (1) 
Female  (2) 
Non-binary  (3) 
Other, please describe:  (4) __________________________________________________



Q19 What age were you diagnosed Hemoglobin SS (HbSS), Sickle Cell Anemia, or Sickle Cell Disease?
I was diagnosed at the age of  (1) __________________________________________________



Q20 Please confirm the state that you currently live:
Alabama  (1) 
Alaska  (2) 
Arizona  (3) 
Arkansas  (4) 
California  (5) 
Colorado  (6) 
Connecticut  (7) 
Delaware  (8) 
Florida  (9) 
Georgia  (10) 
Hawaii  (11) 
Idaho  (12) 
Illinois  (13) 
Indiana  (14) 
Iowa  (15) 
Kansas  (16) 
Kentucky  (17) 
Louisiana  (18) 
Maine  (19) 
Maryland  (20) 
Massachusetts  (21) 
Michigan  (22) 
Minnesota  (23) 
Mississippi  (24) 
Missouri  (25) 
Montana  (26) 
Nebraska  (27) 
Nevada  (28) 
New Hampshire  (29) 
New Jersey  (30) 
New Mexico  (31) 
New York  (32) 
North Carolina  (33) 
North Dakota  (34) 
Ohio  (35) 
Oklahoma  (36) 
Oregon  (37) 
Pennsylvania  (38) 
Rhode Island  (39) 
South Carolina  (40) 
South Dakota  (41) 
Tennessee  (42) 
Texas  (43) 
Utah  (44) 
Vermont  (45) 
Virginia  (46) 
Washington  (47) 
Washington D.C.  (48) 
West Virginia  (49) 
Wisconsin  (50) 
Wyoming  (51) 



Q21 What is your location?
Rural area  (1) 
Small city or town (Less than 25,000 people and not a suburb of a large city)  (2) 
City or town (not a suburb of a large city)  (3) 
Suburb near a large city  (4) 
Large city  (5) 
Other, please describe:  (6) __________________________________________________



Q22 On average, how many minutes does it take you to reach the office of your primary healthcare provider?
15 minutes or less  (1) 
16 to 30 minutes  (2) 
31 to 45 minutes  (3) 
46 to 60 minutes  (4) 
Greater than 60 minutes (1 hour)  (5) 
Other, please describe:  (6) __________________________________________________



Q23 How would you describe yourself? Please select one or more of the following options
Asian or Pacific Islander  (1) 
Black or African American  (2) 
Native American or Alaskan Native  (3) 
White or Caucasian  (4) 
Other, please describe  (5) __________________________________________________
Prefer not to say  (6) 



Q24 Are you of Hispanic/Latino/Spanish origin? Please select one of the following option
Yes  (1) 
No  (2) 
I do not know  (3) 
Prefer not to say  (4) 



Q25 What is your current marital status?
Single  (1) 
In a committed relationship  (2) 
Married/Domestic partner  (3) 
Separated/Divorced  (4) 
Widowed  (5) 
Prefer not to say  (6) 
Other, please describe  (7) __________________________________________________



Q26 Are you currently a student?
Yes, a student part-time  (1) 
Yes, a student full-time  (2) 
No  (3) 



Q27 What is the highest degree or school level you have completed?
No schooling completed  (1) 
Less than high school diploma or GED  (2) 
High school diploma or GED  (3) 
Some college credit, but no degree  (4) 
Trade or Technical school  (5) 
Associates degree (for example: AA, AS)  (6) 
Bachelor’s degree (for example: BA, BS)  (7) 
Master’s degree (for example: MA, MS, MEng, MEd, MSW, MPH, MBA)  (8) 
Professional degree beyond bachelor’s degree (for example: MD, DDS, DVM, LLB, JD)  (9) 
Doctorate degree (for example: PhD, EdD)  (10) 
Other formal qualifications, please describe:  (11) __________________________________________________
Prefer not to say  (12) 



Q28 How would you describe your employment status? Please select all that apply.
Full-time employed (32 hours or more per week)  (1) 
Part-time employed (less than 32 hours per week)  (2) 
Unemployed  (3) 
Unpaid volunteer  (4) 
On leave due to illness, but still employed  (5) 
Full-time homemaker / caregiver  (6) 
Retired  (7) 
Receiving/awaiting approval for disability payments or unable to work due to illness  (8) 
Other, please describe:  (9) __________________________________________________
Prefer not to say  (10) 



Q29 Which of these describes your annual household income before taxes from all sources over the last 12 months?
Less than $9,999 per year  (1) 
$10,000 to $24,999 per year  (2) 
$25,000 to $49,999 per year  (3) 
$50,000 to $74,999 per year  (4) 
$75,000 to $99,999 per year  (5) 
$100,000 to $199,999 per year  (6) 
$200,000 per year and greater  (7) 
Prefer not to say  (8) 



Q30 Do you receive any government benefits to help pay for food, housing, healthcare, or other basic living expenses? For example: SNAP/food stamps, TANF/welfare, Medicaid, SSI disability, housing assistance, etc
Yes  (1) 
No  (2) 
Prefer not to say  (3) 



Q31 What is your primary source of health insurance?
Health Insurance through employer, school, or parents (examples: United Health, Kaiser Foundation, Anthem, CIGNA, Blue Cross Blue Shield)  (1) 
Health insurance purchased directly from an insurance company (by you or another family member)  (2) 
Medicaid, Children’s Health Insurance Program (CHIP), Medicaid & Medicare (“dual eligible”), or any government-assistance plan for those with low incomes or a disability  (3) 
Medicare, for people 65 and older, or people with certain disabilities  (4) 
Veterans Administration (VA)  (5) 
TRICARE or other military health care  (6) 
I do not currently have insurance  (7) 
I don’t know  (8) 
Other (please specify):  (9) __________________________________________________



Q32 What treatments have you used in the last month to manage sickle cell disease? Select all that apply.
Hydroxyurea  (1) 
Top-up / regular blood transfusions  (2) 
Exchange transfusions (manual or exchange machine)  (3) 
L-glutamine (EndariTM)  (4) 
Crizanlizumab (Adakveo®)  (5) 
Voxelotor (Oxbryta®)  (6) 
Over-the-counter pain medicine  (7) 
Prescription pain medication (such as codeine, morphine, or dilaudid)  (8) 
Hydration infusions (IV infusion for hydration)  (9) 
No treatment  (10) 
Other (please specify):  (11) __________________________________________________


Display This Question:
If What treatments have you used in the last month to manage sickle cell disease? Select all that ap... = Top-up / regular blood transfusions
Or What treatments have you used in the last month to manage sickle cell disease? Select all that ap... = Exchange transfusions (manual or exchange machine)

Q33 In the past three months, please estimate how many times you have been to a healthcare center for a blood transfusion? Select all that apply.
Top-up/regular blood transfusion procedures, please enter:  (1) __________________________________________________
Exchange transfusion (manual or exchange machine) procedures, please enter:  (2) __________________________________________________
I do not know  (3) 



Q34 Over the past two weeks, were there days when you missed your treatment(s)?
Yes  (1) 
No  (2) 
Not applicable, I do not have current treatment(s)  (3) 



Q35 In the past two weeks, how many times did you fail to take your prescribed dose?
Never  (1) 
1-2 times  (2) 
3-5 times  (3) 
6-10 times  (4) 
More than 10 times  (5) 
Not applicable; I do not have current treatment(s)  (6) 



Q36 When you feel that your sickle cell disease is under control, do you sometimes miss your treatment(s)?
Yes  (1) 
No  (2) 
Not applicable; I do not have current treatment(s)  (3) 



Q37  How often do you have difficulty remembering to take all your medications?
Never/Rarely  (1) 
Once in a while  (2) 
Sometimes  (3) 
Usually  (4) 
All the time  (5) 



Q38 How satisfied are you with treatment?
Very satisfied  (1) 
Satisfied  (2) 
Neither satisfied nor unsatisfied  (3) 
Unsatisfied  (4) 
Very unsatisfied  (5) 
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Q39 In the past 12 months, approximately how many vaso-occlusive crises (also called pain crisis) have you treated at home?
________________________________________________________________
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Q40 In the past month, which health effects have had the greatest impact on your life because of your sickle cell disease? Select up to three
Acute pain crisis  (1) 
Acute chest syndrome  (2) 
Anxiety  (3) 
Breathing problems (e.g. asthma, emphysema)  (4) 
Bone and skin (e.g. leg ulcers, avascular necrosis)  (5) 
Cardiac complications (heart failure)  (6) 
Chronic daily pain, such as joint or hip pain  (7) 
Diabetes  (8) 
Depression  (9) 
Fatigue  (10) 
Gallstones  (11) 
Hepatic complications (liver complications)  (12) 
High blood pressure (hypertension)  (13) 
Insomnia  (14) 
Neurological complications (e.g. stroke/ post stroke health state, chronic pain, cognitive impairment)  (15) 
Osteoarthritis  (16) 
Priapism (prolonged erection of the penis)  (17) 
Pulmonary complications (e.g. acute chest syndrome, pulmonary hypertension)  (18) 
Sepsis  (19) 
Sickle cell nephropathy/chronic kidney disease  (20) 
Sickle retinopathy  (21) 
None of the above  (22) 
Other effects not listed (please specify):  (23) __________________________________________________



Q41 On average, how much do you spend every month out-of-pocket to manage your sickle cell disease? Tool tip: Out-of-pocket costs include co-pays, co-insurance and other non-covered services. Please provide your best estimate if you are unsure of the exact amount you spent. Select all that apply.
Medical appointments related to sickle cell disease: $  (1) __________________________________________________
Medications (both prescription and over the counter): $  (2) __________________________________________________
Vitamins or nutritional supplements: $  (3) __________________________________________________
Paid caregivers or support services (such as for personal care at home or other support e.g. housework and errands, etc.): $  (4) __________________________________________________
Transportation, parking, and other accommodations for medical appointments and hospitalizations (such as meals and childcare): $  (5) __________________________________________________
Physical therapy and rehabilitation: $  (6) __________________________________________________
Holistic care (such as massage, acupuncture, yoga, meditation, TENS machine etc.): $  (7) __________________________________________________
Mental health services: $  (8) __________________________________________________
Other: $  (9) __________________________________________________



Q42 In the past month, approximately how much time (in hours) have you spent:



Q43 a. Preparing for medical appointments? Tool tip: Think about time spent on the telephone, writing emails etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q44 b. Travelling to medical appointments? Tool tip: Include time spent travelling to and from medical appointments (home/work/school etc.).
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q45 c. At medical appointments? Tool tip: Include time spent at medical appointments.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q46 d. Organizing treatment? Tool tip: Include time spent writing emails, making phone calls, collecting medicines etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q47 e. Preparing and administering treatment?
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q48 f. Arranging childcare due to healthcare needs? Tool tip: Include time spent writing emails, making phone calls, speaking with people etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q49 g. Arranging time-off from work, college, or school so you could receive treatment? Tool tip: Include time spent writing emails, making phone calls, speaking with people etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q50 h. Organizing payments from health insurance? Tool tip: Include time spent writing emails, making telephone calls, completing paperwork etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q51 In the past month, how much time has a caregiver/family member spent helping to care for you? Tool tip: These include taking to your hospital appointments/ treatment, time spent with you during treatment, helping you manage your treatment, caring for your while you felt unwell, etc.
None  (6) 
0-1 hour  (9) 
1-3 hour(s)  (10) 
3-5 hours  (11) 
6-8 hours  (12) 
8-12 hours  (13) 
12-18 hours  (14) 
18-24 hours  (15) 
24-36 hours  (16) 
36-48 hours  (17) 
2-3 days (48 to 72 hours)  (18) 
3-5 days (72 to 120 hours)  (19) 
5-7 days (120 to 168 hours)  (20) 
7-9 days (168 to 216 hours)  (21) 
9-12 days (216 to 288 hours)  (22) 
12-16 days (288 to 384 hours)  (23) 
More than 16 days (more than 384 hours)  (24) 
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Q52 In the past 12 months, how much money have you spent out-of-pocket on medical supplies ($). Tool tip: These could include wheelchairs, canes, bandages, wound care, oxygen equipment, etc.):
________________________________________________________________



Q53 In the past 12 months, approximately how many ER visits and hospitalizations did you have?
In total, I had ____ ER visits:  (1) __________________________________________________
____ hospitalisations (with overnight stay)  (2) __________________________________________________
In total, I stayed in hospital for ____ days:  (3) __________________________________________________



Q54 Have you ever been treated unfairly (for example: kept waiting longer or treated differently) while receiving health care? (e.g., due to racial/ethnic background, gender, religion, health insurance status, etc.)?
Yes  (1) 
No  (2) 
Prefer not to say  (3) 



Q55 Why do you believe you were treated unfairly while seeking care for SCD?
Because of my race/ethnic background  (1) 
Because of my health insurance status  (2) 
Because of my religion  (3) 
Because I was requesting more pain medicine  (4) 
Other:  (5) __________________________________________________



Q56 In the past 12 months, have you been treated unfairly (for example: kept waiting or treated differently) by a health professional (for example: doctor, nurse, medical staff) because of your race or ethnic background?
Yes I experienced this ______  times  (1) __________________________________________________
Yes, although I do not know how many times  (2) 
No  (3) 
Prefer not to say  (4) 



Q57 Have you been “talked down to” or spoken to in a belittling manner by a health professional because of your race or ethnic background?
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q58 How often do you think the healthcare system treats people unfairly based on their race or ethnic background?
Not at all  (1) 
A little bit  (2) 
Somewhat  (3) 
Quite a bit  (4) 
Very much  (5) 
Don’t know  (6) 
Prefer not to say  (7) 



Q59 Have you ever felt that you would have received better medical care if you had belonged to a different race or ethnic group?
Yes  (1) 
No  (2) 
Don’t know  (3) 
Prefer not to say  (4) 



Q60 In the past 12 months, based on your experience, have you ever felt that a doctor or health care provider:



Q61 a. Didn't believe you were telling the truth:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q62 b.	Refused to order a test or treatment you thought you needed:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q63 c.	Refused to prescribe pain medication you thought you needed:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q64 d.	Suggested you were personally to blame for a health problem you were experiencing:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q65 e.	Assumed something about you without asking:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q66 f.	Talked down to you, in a belittling manner, or did not treat you with respect:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q67 What do you believe can be done to enable you to feel more respected and treated with equity in the health care system?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________



Q68 From whom do you receive usual treatment?
Pediatric care team  (1) 
Adult care team  (2) 
Other:  (3) __________________________________________________
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Q69 
Thank you for completing the first section of our survey.
 
 In this next section you will be asked to answer questions about your health-related quality of life. These questions may be repetitive in parts as these questions are standardized, which means the same questions are asked to everyone. It is important that you complete each question, even if you answered the question in an earlier section. We kindly ask you to carefully read the instructions for each questionnaire. Please answer these questions as best as you can

End of Block: Demographics - self-report

Start of Block: EQ-5D-5L English

Q70   Health Questionnaire
 
 
 English version for the USA  

 
 
 
 © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. 
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Q71 
 Under each heading, please tick ONE box that best describes your health TODAY.
 Your mobility TODAY
I have no problems in walking  (1) 
I have slight problems in walking  (2) 
I have moderate problems in walking  (3) 
I have severe problems in walking  (4) 
I am unable to walk  (5) 



Q72 
© EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. 
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Q73 
 
Your self-care TODAY
I have no problems washing or dressing myself  (1) 
I have slight problems washing or dressing myself  (2) 
I have moderate problems washing or dressing myself  (3) 
I have severe problems washing or dressing myself  (4) 
I am unable to wash or dress myself  (5) 



Q74 
© EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. 
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Q75 
 
Your usual activities TODAY (e.g. work, study, housework, family or leisure activities)
I have no problems doing my usual activities  (1) 
I have slight problems doing my usual activities  (2) 
I have moderate problems doing my usual activities  (3) 
I have severe problems doing my usual activities  (4) 
I am unable to do my usual activities  (5) 



Q76 
© EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. 
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Q77 
 
Your pain / discomfort TODAY
I have no pain or discomfort  (1) 
I have slight pain or discomfort  (2) 
I have moderate pain or discomfort  (3) 
I have severe pain or discomfort  (4) 
I have extreme pain or discomfort  (5) 



Q78 
© EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. 
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Q79 
 
Your anxiety / depression TODAY
I am not anxious or depressed  (1) 
I am slightly anxious or depressed  (2) 
I am moderately anxious or depressed  (3) 
I am severely anxious or depressed  (4) 
I am extremely anxious or depressed  (5) 



Q80 
© EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. 

End of Block: EQ-5D-5L English

Start of Block: EQ-VAS 2.0
	[image: ]
	[image: ]



Q81 
${e://Field/padTopHide}"> 
 
  We would like to know how good or bad is your health TODAY. You will see a scale numbered from 0 to 100. 100 means the best health you can imagine.
0 means the worst health  you can imagine. Please indicate on the scale how your health is TODAY.  
 
 YOUR HEALTH TODAY
      
 
The best health
you can imagine 
 
The worst health
you can imagine    .noUi-tooltip { display: none; } .noUi-active .noUi-tooltip { display: block; } .noUi-handle { display:none;background-color:#007ac0; } .score {     font-size:larger;     font-weight: bold; } .slideLabel {      line-height:1.2em;      font-weight:bold; } ul.bullets {       margin: 0px;      padding-left: 20px; } ul.bullets>li {      font-size:smaller;      padding:0px 0px 5px; } 
 _______ EQ-VAS (1)

End of Block: EQ-VAS 2.0

Start of Block: SCD-Specific Section: Version 1. Adult self-completion - FACT-BMT [18+](English)

Q82 Please mark to indicate your response considering the past 7 days.



Q83 PHYSICAL WELL-BEING
	
	Not at all - 0 (1)
	A little bit - 1 (2)
	Somewhat - 2 (6)
	Quite a bit - 3 (7)
	Very much - 4 (8)

	I feel a lack of energy (1) 
	
	
	
	
	

	I feel nausea (2) 
	
	
	
	
	

	I feel pain (3) 
	
	
	
	
	

	Because of my physical condition, I have trouble meeting the needs of my family (9) 
	
	
	
	
	

	I experience side-effects (4) 
	
	
	
	
	

	I feel ill (5) 
	
	
	
	
	

	I am forced to spend time in bed (6) 
	
	
	
	
	






Q84 SOCIAL/FAMILY WELL-BEING
	
	Not at all - 0 (1)
	A little bit - 1 (2)
	Somewhat - 2 (6)
	Quite a bit - 3 (7)
	Very much - 4 (8)

	⊗I feel close to my friends (1) 
	
	
	
	
	

	⊗I get emotional support from my family (2) 
	
	
	
	
	

	⊗I get support from my friends (3) 
	
	
	
	
	

	⊗My family has accepted my illness (4) 
	
	
	
	
	

	⊗I am satisfied with family communication about my illness (5) 
	
	
	
	
	

	⊗I feel close to my partner (or the person who is my main support) (6) 
	
	
	
	
	






Q85 Regardless of your current level of sexual activity, please answer the following question. If you prefer not to answer it, please mark this box and go to the next section
I prefer not to answer  (1) 

Skip To: Q87 If Regardless of your current level of sexual activity, please answer the following question. If you... = I prefer not to answer


Q86  
	
	Not at all - 0 (1)
	A little bit - 1 (2)
	Somewhat - 2 (3)
	Quite a bit - 3 (4)
	Very much - 4 (5)

	⊗I am satisfied with my sex life (1) 
	
	
	
	
	






Q87 Please mark to indicate your response considering the past 7 days.

 EMOTIONAL WELL-BEING
	
	Not at all - 0 (1)
	A little bit - 1 (2)
	Somewhat - 2 (3)
	Quite a bit - 3 (4)
	Very much - 4 (5)

	I feel sad	 (1) 
	
	
	
	
	

	I am satisfied with how I am coping with my illness	 (2) 
	
	
	
	
	

	I am losing hope in the fight against my illness	 (3) 
	
	
	
	
	

	I feel nervous	 (4) 
	
	
	
	
	

	I worry about dying	 (5) 
	
	
	
	
	

	I worry that my condition will get worse (6) 
	
	
	
	
	






Q88 FUNCTIONAL WELL-BEING
	
	Not at all - 0 (1)
	A little bit - 1 (2)
	Somewhat - 2 (3)
	Quite a bit - 3 (4)
	Very much - 4 (5)

	I am able to work (include work at home)	 (1) 
	
	
	
	
	

	My work (include work at home) is fulfilling	 (2) 
	
	
	
	
	

	I am able to enjoy life	 (3) 
	
	
	
	
	

	I have accepted my illness	 (4) 
	
	
	
	
	

	I am sleeping well	 (5) 
	
	
	
	
	

	I am enjoying the things I usually do for fun	 (6) 
	
	
	
	
	

	I am content with the quality of my life right now (7) 
	
	
	
	
	






Q89 Please mark below to indicate your response considering the past 7 days.

 ADDITIONAL CONCERNS
	
	Not at all - 0 (1)
	A little bit - 1 (2)
	Somewhat - 2 (3)
	Quite a bit - 3 (4)
	Very much - 4 (5)

	I am concerned about keeping my job (include work at home) (1) 
	
	
	
	
	

	I feel distant from other people (2) 
	
	
	
	
	

	I worry that the transplant will not work (3) 
	
	
	
	
	

	The side effects of treatment are worse than I had imagined (4) 
	
	
	
	
	

	I have a good appetite (5) 
	
	
	
	
	

	I like the appearance of my body (6) 
	
	
	
	
	

	I am able to get around by myself (7) 
	
	
	
	
	

	I get tired easily (8) 
	
	
	
	
	

	I am interested in sex (9) 
	
	
	
	
	

	I have concerns about my ability to have children (10) 
	
	
	
	
	

	I have confidence in my nurse(s) (11) 
	
	
	
	
	

	I regret having the bone marrow transplant (12) 
	
	
	
	
	

	I can remember things (13) 
	
	
	
	
	

	I am able to concentrate (14) 
	
	
	
	
	

	I have frequent colds/infections (15) 
	
	
	
	
	

	My eyesight is blurry (16) 
	
	
	
	
	

	I am bothered by a change in the way food tastes (17) 
	
	
	
	
	

	I have tremors (18) 
	
	
	
	
	

	I have been short of breath (19) 
	
	
	
	
	

	I am bothered by skin problems (20) 
	
	
	
	
	

	I have trouble with my bowels (21) 
	
	
	
	
	

	My illness is a personal hardship for my close family members (22) 
	
	
	
	
	

	The cost of my treatment is a burden on me or my family (23) 
	
	
	
	
	




End of Block: SCD-Specific Section: Version 1. Adult self-completion - FACT-BMT [18+](English)

Start of Block: SCD-Specific Section: Version 1. Adult self-completion - ASQ-Me [18+] (English)

Q90 
Answer all the questions by checking your answer.
   In the past 7 days, how often did you feel completely hopeless because of your health?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q91 In the past 7 days, how lonely did you feel because of your health problems?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q92 In the past 7 days, how depressed were you about your health problems?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q93 In the past 7 days, how much did you worry about getting sick?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q94 In the past 7 days, how often were you very worried about needing to go to hospital?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q95 In the past 7 days, how often did you have pain so bad that you could not do anything for a whole day?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q96 In the past 7 days, how often did you have pain so bad that you could not get out of bed?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q97 In the past 7 days, how often did you have very severe pain?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q98 In the past 7 days, how often did you have pain so bad that you had to stop what you were doing?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q99 In the past 7 days, how often did you have pain so bad that it was hard to finish what you were doing?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 
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Q100 Have you ever had open sores on your legs or feet (leg ulcers)?
Yes  (1) 
No  (2) 



Q101 Has a doctor or nurse ever told you that you have lung damage?
Yes  (1) 
No  (2) 



Q102 Has a doctor or nurse ever told you that you have kidney damage?
Yes  (1) 
No  (2) 



Q103 Has a doctor or nurse ever told you that you have eye damage called retinopathy?
Yes  (1) 
No  (2) 



Q104 Has a doctor or nurse ever told you that you have damage to your hip or shoulder due to sickle cell disease?
Yes  (1) 
No  (2) 



Q105 Has a doctor or nurse ever told you that you have had a stroke?
Yes  (1) 
No  (2) 



Q106 Has your spleen either been removed or seriously damaged due to sickle cell disease?
Yes  (1) 
No  (2) 



Q107 Do you get regular blood transfusions for your sickle cell disease?
Yes  (1) 
No  (2) 



Q108 Do you take pain medicine every day for your sickle cell disease?
Yes  (1) 
No  (2) 
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Q109 In the past 12 months, how many sickle cell pain attacks (crises) did you have?
I did not have a pain attack (crisis) in the past 12 months  (1) 
1  (2) 
2  (3) 
3  (4) 
4 or more  (5) 



Q110 When was your last pain attack (crisis)?
I've never had a pain attack (crisis)  (1) 
More than 5 years ago  (2) 
1-5 years ago  (3) 
7-11 months ago  (4) 
1-3 weeks ago  (5) 
Less than a week ago  (6) 
I have one right now  (7) 



Q111 Using any number from 0 to 10, where 0 is no pain and 10 is the worst pain imaginable, how severe was your pain during your last pain attack (crisis)?
0 No pain  (1) 
1  (2) 
2  (3) 
3  (4) 
4  (5) 
5  (6) 
6  (7) 
7  (8) 
8  (9) 
9  (10) 
10 Worst pain imaginable  (11) 
I've never had a pain attack (crisis)  (12) 



Q112 How much did your last pain attack (crisis) interfere with your life?
I've never had a pain attack (crisis)  (1) 
Not at all, I did everything I usually do  (2) 
I had to cut down on some things I usually do  (3) 
I could not do most things I usually do  (4) 
I could not take care of myself and needed some help from family or friends  (5) 
I could not take care of myself and needed constant care from family, friends, doctors, or nurses  (6) 



Q113 About how long did your most pain attack (crisis) last?
I've never had a pain attack (crisis)  (1) 
Less than 1 hour  (2) 
1-12 hours  (3) 
13-23 hours  (4) 
1-3 days  (5) 
4-6 days  (6) 
1-2 weeks  (7) 
More than 2 weeks  (8) 
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Q114 In the past 7 days, how often did you stay up most of the night because you could not fall asleep?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q115 In the past 7 days, how often was it very easy for you to fall asleep?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q116 In the past 7 days, how often did you have a lot of trouble falling asleep?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q117 In the past 7 days, how often did you stay up all night because you could not fall asleep?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q118 In the past 7 days, how often did you stay up half of the night because you could not fall asleep?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 
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Q119 In the past 30 days, how much did you rely on others to take care of you because of your health?
Not at all  (1) 
A little bit  (2) 
Somewhat  (3) 
Quite a bit  (4) 
Very much  (5) 



Q120 In the past 30 days, how often did your health slow you down?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q121 In the past 30 days, how often did your health make it hard for you to do things?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q122 In the past 30 days, how often did your health keep you from going out?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q123 In the past 30 days, how often did your health make it hard for you to do things with your friends?
Not at all  (1) 
A little bit  (2) 
Somewhat  (3) 
Quite a bit  (4) 
Very much  (5) 
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Q124 In the past 7 days, how often were your joints stiff when you woke up?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q125 In the past 7 days, how often were your joints stiff during the day?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q126 In the past 7 days, how often were your joints so stiff that you could not move?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q127 In the past 7 days, how often did you wake up so stiff that you could not move?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 



Q128 In the past 7 days, how often did it take you a very long time to get out of bed because of stiffness?
Never  (1) 
Rarely  (2) 
Sometimes  (3) 
Often  (4) 
Always  (5) 

End of Block: SCD-Specific Section: Version 1. Adult self-completion - ASQ-Me [18+] (English)

Start of Block: SCD-Specific Section: Version 1. Adult self-completion - 11-point NRS (English) 

Q129 
0-1 Numeric Rating Scale 
 Indications: Adults and children (>9 years old) in all patient care settings who are able to use numbers to rate the intensity of their pain  
   
Conceptualise the Numeric Rating Scale in the following manner:  	0 = No pain 	1-3 = Mild Pain (nagging, annoying, interfering little with activities of daily living (ADLs)) 	4-6 = Moderate Pain (interferes significantly with ADLs) 	7-10 = Severe Pain (disabling; unable to perform ADLs)   


What number would you give your pain right now? 
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Pain right now: ()
	[image: ]






Q130 What number on a 0 to 10 scale would you give your pain when it is the worst that it gets?
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Worst pain rating: ()
	[image: ]






Q131 What number on a 0 to 10 scale would you give your pain when it is the best that it gets?
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Best pain rating: ()
	[image: ]






Q132 At what number is the pain at an acceptable level for you?
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Acceptable level: ()
	[image: ]




End of Block: SCD-Specific Section: Version 1. Adult self-completion - 11-point NRS (English) 

Start of Block: SCD-Specific Section: Version 1. Adult self-completion - WPAI GH (English)

Q133 The following questions ask about the effect of your health problems on your ability to work and perform regular activities. By health problems we mean any physical or emotional problem or symptom. Please fill in the blanks or select a number, as indicated.



Q134 Are you currently employed (working for pay)?
Yes  (1) 
No  (2) 

Skip To: Q139 If Are you currently employed (working for pay)? = No


Q135 The next questions are about the past seven days, not including today.
 
 During the past seven days, how many hours did you miss from work because of your health problems? Include hours you missed on sick days, times you went in late, left early, etc., because of your health problems. Do not include time you missed to participate in this study.
Hours:  (1) __________________________________________________



Q136 During the past seven days, how many hours did you miss from work because of any other reason, such as vacation, holidays, time off to participate in this study?
Hours:  (1) __________________________________________________



Q137 During the past seven days, how many hours did you actually work? 
Hours:  (1) __________________________________________________

Skip To: Q139 If Condition: Hours: Is Equal to 0. Skip To: During the past seven days,.


Q138 During the past seven days, how much did your health problems affect your productivity while you were working?
 Think about days you were limited in the amount or kind of work you could do, days you accomplished less than you would like, or days you could not do your work as carefully as usual. If health problems affected your work only a little, choose a low number. Choose a high number if health problems affected your work a great deal. 
 
 Consider only how much health problems affected productivity while you were working.
 0 = Health problems had no effect on my work
 10 = Health problems completely prevented me from working
  
0  (1) 
1  (3) 
2  (4) 
3  (5) 
4  (6) 
5  (7) 
6  (8) 
7  (9) 
8  (10) 
9  (11) 
10  (12) 



Q139 During the past seven days, how much did your health problems affect your ability to do your regular daily activities, other than work at a job?
 By regular activities, we mean the usual activities you do, such as work around the house, shopping, childcare, exercising, studying, etc. Think about times you were limited in the amount or kind of activities you could do and times you accomplished less than you would like. If health problems affected your activities only a little, choose a low number. Choose a high number if health problems affected your activities a great deal.
 
 Consider only how much health problems affected your ability to do your regular daily activities, other than work at a job.
 0 = Health problems had no effect on my daily activities
 10 = Health problems completely prevented me from doing my daily activities
  
0  (1) 
1  (2) 
2  (3) 
3  (4) 
4  (5) 
5  (6) 
6  (7) 
7  (8) 
8  (9) 
9  (10) 
10  (11) 

End of Block: SCD-Specific Section: Version 1. Adult self-completion - WPAI GH (English)

Start of Block: Proxy screener

Q140 How is the condition of the person you care for defined?
Hemoglobin SS (HbSS), Sickle Cell Anemia, or Sickle Cell Disease  (1) 
Hemoglobin C (HbSC) or Chronic Hemolytic Anemia  (2) 
Sickle cell trait  (3) 
I am not sure  (4) 
Other:  (5) __________________________________________________

Skip To: End of Survey If How is the condition of the person you care for defined? != Hemoglobin SS (HbSS), Sickle Cell Anemia, or Sickle Cell Disease

	[image: ]



Q141 What is the age of the person you care for?
________________________________________________________________

Skip To: End of Survey If Condition: What is the age of the pers... Is Less Than 12 . Skip To: End of Survey.
Skip To: End of Survey If Condition: What is the age of the pers... Is Greater Than 17. Skip To: End of Survey.


Q142 Has the person you care for ever received a bone marrow transplant (BMT), gene therapy, and/or gene editing?
Yes  (1) 
No  (2) 
I do not know  (3) 

Skip To: End of Survey If Has the person you care for ever received a bone marrow transplant (BMT), gene therapy, and/or ge... != No


Q143 Currently, is the person you care for enrolled in a clinical trial?
Yes  (1) 
No  (2) 
I do not know  (3) 

Skip To: End of Survey If Currently, is the person you care for enrolled in a clinical trial? != No

	[image: ]



Q144 In the past 12 months (April 2021-2022), how many severe vaso-occlusive crises (also known as pain crises) did the person you care for have that were severe enough that they went to a medical facility and required pain medicine and/or red blood cell transfusions?
________________________________________________________________

Skip To: End of Survey If Condition: In the past 12 months (Apri... Is Less Than 2. Skip To: End of Survey.

	[image: ]



Q145 In the previous 12 months (April 2020-2021), how many severe vaso-occlusive crises (also known as pain crises) did the person you care for have that were severe enough that they went to a medical facility and required pain medicine and/or red blood cell transfusions?
________________________________________________________________

Skip To: End of Survey If Condition: In the previous 12 months (... Is Less Than 2. Skip To: End of Survey.
End of Block: Proxy screener

Start of Block: Demographics - proxy

Q146 
You have met our eligibility criteria!
 
 This survey will take approximately 45 minutes to complete. Following completion of the survey you are eligible to recieve $100 via PayPal in compensation for your participation in our study. Please take your time to carefully answer questions.
 
 Thank you again for your interest and participation!


	Page Break
	





Q147 What gender does the person you care for identify as?
Male  (1) 
Female  (2) 
Non-binary  (3) 
Other, please describe:  (4) __________________________________________________



Q148 What age was the person you care for diagnosed Hemoglobin SS (HbSS), Sickle Cell Anemia, or Sickle Cell Disease?
I was diagnosed at the age of  (1) __________________________________________________



Q149 Please confirm the state that the person you care for currently lives:
Alabama  (1) 
Alaska  (2) 
Arizona  (3) 
Arkansas  (4) 
California  (5) 
Colorado  (6) 
Connecticut  (7) 
Delaware  (8) 
Florida  (9) 
Georgia  (10) 
Hawaii  (11) 
Idaho  (12) 
IllinoisIndiana  (13) 
Iowa  (14) 
Kansas  (15) 
Kentucky  (16) 
Louisiana  (17) 
Maine  (18) 
Maryland  (19) 
Massachusetts  (20) 
Michigan  (21) 
Minnesota  (22) 
Mississippi  (23) 
Missouri  (24) 
Montana  (25) 
Nebraska  (26) 
Nevada  (27) 
New Hampshire  (28) 
New Jersey  (29) 
New Mexico  (30) 
New York  (31) 
North Carolina  (32) 
North Dakota  (33) 
Ohio  (34) 
Oklahoma  (35) 
Oregon  (36) 
Pennsylvania  (37) 
Rhode Island  (38) 
South Carolina  (39) 
South Dakota  (40) 
Tennessee  (41) 
Texas  (42) 
Utah  (43) 
Vermont  (44) 
Virginia  (45) 
Washington  (46) 
Washington D.C.  (50) 
West Virginia  (47) 
Wisconsin  (48) 
Wyoming  (49) 



Q150 What is your location?
Rural area  (1) 
Small city or town (Less than 25,000 people and not a suburb of a large city)  (2) 
City or town (not a suburb of a large city)  (3) 
Suburb near a large city  (4) 
Large city  (5) 
Other, please describe:  (6) __________________________________________________



Q151 On average, how many minutes does it take the person you care for to reach the office of their primary healthcare provider?
15 minutes or less  (1) 
16 to 30 minutes  (2) 
31 to 45 minutes  (3) 
46 to 60 minutes  (4) 
Greater than 60 minutes (1 hour)  (5) 
Other, please describe:  (6) __________________________________________________



Q152 How would you describe the person you care for? Please select one or more of the following options
Asian or Pacific Islander  (1) 
Black or African American  (2) 
Native American or Alaskan Native  (3) 
White or Caucasian  (4) 
Other, please describe:  (5) __________________________________________________
Prefer not to say  (6) 



Q153 Is the person you care for of Hispanic/Latino/Spanish origin? Please select one of the following option
Yes  (1) 
No  (2) 
I do not know  (3) 
Prefer not to say  (4) 
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Q154 Is the person you care for currently a student?
Yes, a student part-time  (1) 
Yes, a student full-time  (2) 
No  (3) 



Q155 What is your primary source of health insurance for the person you care for?
Health Insurance through employer, school, or parents (examples: United Health, Kaiser Foundation, Anthem, CIGNA, Blue Cross Blue Shield)  (1) 
Health insurance purchased directly from an insurance company (by you or another family member)  (2) 
Medicaid, Children’s Health Insurance Program (CHIP), Medicaid & Medicare (“dual eligible”), or any government-assistance plan for those with low incomes or a disability  (3) 
Medicare, for people 65 and older, or people with certain disabilities  (4) 
Veterans Administration (VA)  (5) 
TRICARE or other military health care  (6) 
I do not currently have insurance  (7) 
I don’t know  (8) 
Other (please specify):  (9) __________________________________________________
Prefer not to say  (10) 



Q156 What treatments has the person you care for used in the last month to manage sickle cell disease? Select all that apply.
Hydroxyurea  (1) 
Top-up / regular blood transfusions  (2) 
Exchange transfusions (manual or exchange machine)  (3) 
L-glutamine (EndariTM)  (4) 
Crizanlizumab (Adakveo®)  (5) 
Voxelotor (Oxbryta®)  (6) 
Over-the-counter pain medicine  (7) 
Prescription pain medication (such as codeine, morphine, or dilaudid)  (8) 
Hydration infusions (IV infusion for hydration)  (9) 
No treatment  (10) 
Other (please specify):  (11) __________________________________________________


Display This Question:
If What treatments has the person you care for used in the last month to manage sickle cell disease?... = Top-up / regular blood transfusions
Or What treatments has the person you care for used in the last month to manage sickle cell disease?... = Exchange transfusions (manual or exchange machine)

Q157 In the past three months, please estimate how many times the person you care for has been to a healthcare center for a blood transfusion? Select all that apply.
Top-up/regular blood transfusion procedures, please enter:  (1) __________________________________________________
Exchange transfusion (manual or exchange machine) procedures, please enter:  (2) __________________________________________________
I do not know  (3) 



Q158 Over the past two weeks, were there days when the person you care for missed their treatment(s)?
Yes  (1) 
No  (2) 
Not applicable, I do not have current treatment(s)  (3) 



Q159 In the past two weeks, how many times did the person you care for fail to take their prescribed dose?
Never  (1) 
1 -2 times  (2) 
3 -5 times  (3) 
6 – 10 times  (4) 
More than 10 times  (5) 
Not applicable; I do not have current treatment(s)  (6) 



Q160 When you feel that your SCD is under control, does the person you care for sometimes miss their treatment(s)?
Yes  (1) 
No  (2) 
Not applicable; I do not have current treatment(s)  (3) 



Q161 How often does the person you care for have difficulty remembering to take all their medications?
Never/Rarely  (1) 
Once in a while  (2) 
Sometimes  (3) 
Usually  (4) 
All the time  (5) 



Q162 How satisfied is the person you care for with their treatment?
Very satisfied  (1) 
Satisfied  (2) 
Neither satisfied nor unsatisfied  (3) 
Unsatisfied  (4) 
Very unsatisfied  (5) 
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Q163 In the past 12 months, approximately how many vaso-occlusive crises (also called pain crisis) has the person you care for treated at home?
________________________________________________________________
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Q164 In the past month, which health effects have had the greatest impact on the life of the person you care for because of their sickle cell disease? Select up to three.
Acute pain crisis  (1) 
Acute chest syndrome  (2) 
Anxiety  (3) 
Breathing problems (e.g. asthma, emphysema)  (4) 
Bone and skin (e.g. leg ulcers, avascular necrosis)  (5) 
Cardiac complications (heart failure)  (6) 
Chronic daily pain, such as joint or hip pain  (7) 
Diabetes  (8) 
Depression  (9) 
Fatigue  (10) 
Gallstones  (11) 
Hepatic complications (liver complications)  (12) 
High blood pressure (hypertension)  (13) 
Insomnia  (14) 
Neurological complications (e.g. stroke/ post stroke health state, chronic pain, cognitive impairment)  (15) 
Osteoarthritis  (16) 
Priapism (prolonged erection of the penis)  (17) 
Pulmonary complications (e.g. acute chest syndrome, pulmonary hypertension)  (18) 
Sepsis  (19) 
Sickle cell nephropathy/chronic kidney disease  (20) 
Sickle retinopathy  (21) 
None of the above  (22) 
Other effects not listed (please specify):  (23) __________________________________________________



Q165 On average, how much do you spend every month out-of-pocket to manage the person you care for's SCD? Tool tip: Out-of-pocket costs include co-pays, co-insurance and other non-covered services. Please provide your best estimate if you are unsure of the exact amount you spent. Select all that apply.
Medical appointments related to SCD: $  (1) __________________________________________________
Medications (both prescription and over the counter): $  (2) __________________________________________________
Vitamins or nutritional supplements: $  (3) __________________________________________________
Paid caregivers or support services (such as for personal care at home or other support e.g. housework and errands, etc.): $  (4) __________________________________________________
Transportation, parking, and other accommodations for medical appointments and hospitalizations (such as meals and childcare): $  (5) __________________________________________________
Physical therapy and rehabilitation: $  (6) __________________________________________________
Holistic care (such as massage, acupuncture, yoga, meditation, TENS machine etc.): $  (7) __________________________________________________
Mental health services: $  (8) __________________________________________________
Other: $  (9) __________________________________________________



Q166 In the past month, how much time (in hours) have you spent:



Q167 a. Preparing for medical appointments?  Tool tip: Think about time spent on the telephone, writing emails etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q168 b. Travelling to medical appointments? Tool tip: Include time spent travelling to and from medical appointments (home/work/school etc.).
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q169 c. At medical appointments? Tool tip: Include time spent at medical appointments.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q170 d. Organizing treatment? Tool tip: Include time spent writing emails, making phone calls, collecting medicines etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q171 e. Preparing and administering treatment?
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q172 f. Arranging childcare due to healthcare needs? Tool tip: Include time spent writing emails, making phone calls, speaking with people etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q173 g. Arranging time-off from work, college, or school so you could receive treatment? Tool tip: Include time spent writing emails, making phone calls, speaking with people etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q174 h. Organizing payments from health insurance? Tool tip: Include time spent writing emails, making telephone calls, completing paperwork etc.
None  (1) 
0-1 hour  (4) 
1-3 hour(s)  (5) 
3-5 hours  (6) 
6-8 hours  (7) 
8-12 hours  (8) 
12-18 hours  (9) 
18-24 hours  (10) 
24-36 hours  (11) 
36-48 hours  (12) 
2-3 days (48 to 72 hours)  (13) 
3-5 days (72 to 120 hours)  (14) 
5-7 days (120 to 168 hours)  (15) 
7-9 days (168 to 216 hours)  (16) 
9-12 days (216 to 288 hours)  (17) 
12-16 days (288 to 384 hours)  (18) 
More than 16 days (more than 384 hours)  (19) 



Q175 In the past month, how much time has a caregiver/family member spent helping care for the person you care for? Tool tip: These include taking to your hospital appointments/ treatment, time spent with you during treatment, helping you manage your treatment, caring for your while you felt unwell, etc.
None  (6) 
0-1 hour  (9) 
1-3 hour(s)  (10) 
3-5 hours  (11) 
6-8 hours  (12) 
8-12 hours  (13) 
12-18 hours  (14) 
18-24 hours  (15) 
24-36 hours  (16) 
36-48 hours  (17) 
2-3 days (48 to 72 hours)  (18) 
3-5 days (72 to 120 hours)  (19) 
5-7 days (120 to 168 hours)  (20) 
7-9 days (168 to 216 hours)  (21) 
9-12 days (216 to 288 hours)  (22) 
12-16 days (288 to 384 hours)  (23) 
More than 16 days (more than 384 hours)  (24) 
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Q176 In the past 12 months, how much money have you spent out-of-pocket on medical supplies for the person you care for ($). Tool tip: These could include wheelchairs, canes, bandages, wound care, oxygen equipment, etc.):
________________________________________________________________



Q177 In the past 12 months, approximately how many ER visits and hospitalizations did the person you care for have?
In total, they had ____ ER visits:  (1) __________________________________________________
____ hospitalisations (with overnight stay)  (2) __________________________________________________
In total, they stayed in hospital for ____ days:  (3) __________________________________________________



Q178 Has the person you care for ever been treated unfairly (for example: kept waiting longer or treated differently) while receiving health care? (e.g., due to racial/ethnic background, gender, religion, health insurance status, etc.)?
Yes  (1) 
No  (2) 
Prefer not to say  (3) 



Q179 Why do you believe the person you care for was treated unfairly while seeking care for SCD?
Because of my race/ethnic background  (1) 
Because of my health insurance status  (2) 
Because of my religion  (3) 
Because I was requesting more pain medicine  (4) 
Other:  (5) __________________________________________________



Q180 In the past 12 months, has the person you cared for been treated unfairly (for example: kept waiting or treated differently) by a health professional (for example: doctor, nurse, medical staff) because of their race or ethnic background?
Yes, the person I care for experienced this ______  times  (1) __________________________________________________
Yes, although I do not know how many times  (2) 
No  (3) 
Prefer not to say  (4) 



Q181 Have you been “talked down to” or spoken to in a belittling manner by a health professional because of your race or ethnic background?
Yes  (1) 
No  (2) 
Prefer not to say  (3) 



Q182 How often do you think the healthcare system treats people unfairly based on their race or ethnic background?
Not at all  (1) 
A little bit  (2) 
Somewhat  (3) 
Quite a bit  (4) 
Very much  (5) 
Don’t know  (6) 
Prefer not to say  (7) 



Q183 Have you ever felt that the person you care for would have received better medical care if they had belonged to a different race or ethnic group?
Yes  (1) 
No  (2) 
Don’t know  (3) 
Prefer not to say  (4) 
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Q184 In the past 12 months, based on the experiences of the person you care for, have you ever felt that a doctor or health care provider:



Q185 a. Didn't believe they were telling the truth:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q186 b.	Refused to order a test or treatment that they thought they needed:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q187 c.	Refused to prescribe pain medication that they thought they needed:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q188 d.	Suggested that they were personally to blame for a health problem that they were experiencing:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q189 e.	Assumed something about them without asking:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q190 f.	Talked down to them, in a belittling manner, or did not treat them with respect:
Yes  (1) 
No  (2) 
Don't know  (3) 
Prefer not to say  (4) 



Q191 What do you believe can be done to enable you to feel more respected and treated with equity in the health care system?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________



Q192 From whom does the person you care for receive usual treatment?
Pediatric care team  (1) 
Adult care team  (2) 
Other:  (3) __________________________________________________



Q193 Thank you for completing the first section of our survey. In this next section you will be asked to answer questions about your health-related quality of life.  These questions may be repetitive in parts as these questions are standardized, which means the same questions are asked to everyone.  It is important that you complete each question, even if you answered the question in an earlier section. We kindly ask you to carefully read the instructions for each questionnaire. Please answer these questions as best as you can

End of Block: Demographics - proxy

Start of Block: SCD-Specific Section: Version 2. Caregiver-completion - EQ-5D-Y (English)

Q194      Health Questionnaire
 
 English version for the USA  

 
 
 
 © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v2.1
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Q195 
 Under each heading, please tick the ONE box that you think best describes the child's health TODAY.
You should not answer on behalf of the child, but rather rate the child’s health as you see it.
 

 Mobility (walking about)
No problems walking about  (1) 
Some problems walking about  (2) 
A lot of problems walking about  (3) 



Q196 © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v2.1
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Q197 
 
 TAKING CARE OF HIM/HERSELF
No problems taking a bath or shower by him/herself or getting dressed by him/herself  (1) 
Some problems taking a bath or shower by him/herself or getting dressed by him/herself  (2) 
A lot of problems taking a bath or shower by him/herself or getting dressed by him/herself  (3) 



Q198 © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v2.1
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Q199 
 
DOING USUAL ACTIVITIES (for example: going to school, hobbies, sports, playing, doing things with family or friends)
No problems doing his/her usual activities  (1) 
Some problems doing his/her usual activities  (2) 
A lot of problems doing his/her usual activities  (3) 



Q200 © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v2.1
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Q201 
 
HAVING PAIN OR DISCOMFORT
No pain or discomfort  (1) 
Some pain or discomfort  (2) 
A lot of pain or discomfort  (3) 



Q202 © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v2.1
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Q203 
 
FEELING WORRIED, SAD OR UNHAPPY
Not worried, sad or unhappy  (1) 
A bit worried, sad or unhappy  (2) 
Very worried, sad or unhappy  (3) 



Q204 © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v2.1

End of Block: SCD-Specific Section: Version 2. Caregiver-completion - EQ-5D-Y (English)

Start of Block: EQ-VAS-Y
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Q205 
${e://Field/padTopHide}"> 
 
  We would like to know how good or bad you think the child's health is TODAY. You will see a scale numbered from 0 to 100. 100 means the best health you can imagine.
0 means the worst health  you can imagine. Please indicate on the scale how you think is the child's health is TODAY.  
 
 YOUR HEALTH TODAY
      
 
The best health
you can imagine 
 
The worst health
you can imagine    .noUi-tooltip { display: none; } .noUi-active .noUi-tooltip { display: block; } .noUi-handle { display:none;background-color:#007ac0; } .score {     font-size:larger;     font-weight: bold; } .slideLabel {      line-height:1.2em;      font-weight:bold; } ul.bullets {       margin: 0px;      padding-left: 20px; } ul.bullets>li {      font-size:smaller;      padding:0px 0px 5px; } 
 _______ EQ-VAS (1)

End of Block: EQ-VAS-Y

Start of Block: SCD-Specific Section: Version 2. Caregiver-completion - Peds QL [13-18](English)

Q206 The following questions involve a list of things that might be a problem for your teen. Please tell us how much of a problem each one has been for your teen during the past ONE month by inserting an 'X'


0 if it is never a problem
 1 if it is almost never a problem
 2 if it is sometimes a problem
 3 if it is often a problem
 4 if it is almost always a problem.  

 There are no right or wrong answers.
 If you do not understand a question, please ask for help.



Q207 Physical Functioning (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost Always - 4 (5)

	1. Walking more than one block (1) 
	
	
	
	
	

	2. Running (2) 
	
	
	
	
	

	3. Participating in sports activity or exercise (3) 
	
	
	
	
	

	4. Lifting something heavy (4) 
	
	
	
	
	

	5. Taking a bath or shower by him or herself (5) 
	
	
	
	
	

	6. Doing chores around the house (6) 
	
	
	
	
	

	7. Having hurts or aches (7) 
	
	
	
	
	

	8. Low energy level (8) 
	
	
	
	
	






Q208 Emotional Functioning (problems with...)
	
	Never - 0  (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost Always - 4 (5)

	1. Feeling afraid or scared (1) 
	
	
	
	
	

	2. Feeling sad or blue (2) 
	
	
	
	
	

	3. Feeling angry (3) 
	
	
	
	
	

	4. Trouble sleeping (4) 
	
	
	
	
	

	5. Worrying about what will happen to him or her (5) 
	
	
	
	
	






Q209 Social Functioning (problems with...)
	
	Never - 0  (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost Always - 4 (5)

	1. Getting along with other teens (1) 
	
	
	
	
	

	2. Other teens not wanting to be his or her friend (2) 
	
	
	
	
	

	3. Getting teased by other teens (3) 
	
	
	
	
	

	4. Not able to do thing that other teens his or her age can do (4) 
	
	
	
	
	

	5. Keeping up with other teens (5) 
	
	
	
	
	






Q210 School Functioning (problems with...)
	
	Never - 0  (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost Always - 4 (5)

	1. Paying attention in class (1) 
	
	
	
	
	

	2. Forgetting things (2) 
	
	
	
	
	

	3. Keeping up with schoolwork (3) 
	
	
	
	
	

	4. Missing school because of not feeling well (4) 
	
	
	
	
	

	5. Missing school to go to the doctor or hospital (5) 
	
	
	
	
	




End of Block: SCD-Specific Section: Version 2. Caregiver-completion - Peds QL [13-18](English)

Start of Block: SCD-Specific Section: Version 2. Caregiver-completion - PedsQL[13-18] SCD (ENG)

Q211 The following questions are a list of things that might be a problem for your teen. Please tell us how much of a problem each one has been for your teen during the past 7 days by selecting:
   
0 if it is never a problem
 1 if it is almost never a problem
 2 if it is sometimes a problem
 3 if it is often a problem
 4 if it is almost always a problem  

 There are no right or wrong answers.
 If you do not understand a question, please ask for help.  
 



Q212 In the past 7 days, how much a problem has your teen had with...
 
 PAIN AND HURT (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost always - 4 (5)

	1. Hurting a lot (1) 
	
	
	
	
	

	2. Hurting all over his/her body (2) 
	
	
	
	
	

	3. Hurting in his/her arms (3) 
	
	
	
	
	

	4. Hurting in his/her legs (4) 
	
	
	
	
	

	5. Hurting in his/her stomach (5) 
	
	
	
	
	

	6. Hurting in his/her chest (6) 
	
	
	
	
	

	7. Hurting in his her/back (7) 
	
	
	
	
	

	8. Having pain everyday (8) 
	
	
	
	
	

	9. Having so much pain that he/she has to take medicine (9) 
	
	
	
	
	






Q213 PAIN IMPACT (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost always - 4 (5)

	1. It is hard for him/her to do things because he/she might get pain (1) 
	
	
	
	
	

	2. Missing school when he/she has pain (2) 
	
	
	
	
	

	3. It is hard for him/her to run when he/she has pain (3) 
	
	
	
	
	

	4. It is hard for him/her to have fun when having pain (4) 
	
	
	
	
	

	5. Having trouble moving around when he/she has pain (5) 
	
	
	
	
	

	6. It is hard for him/her to stay standing when he/she has pain (6) 
	
	
	
	
	

	7. It is hard for him/her to take care of himself/herself when he/she has pain (7) 
	
	
	
	
	

	8. It is hard for him/her to do what others can do because he/she might get pain (8) 
	
	
	
	
	

	9. Waking up at night when he/she has pain (9) 
	
	
	
	
	

	10. Getting tired when he/she has pain (10) 
	
	
	
	
	






Q214 PAIN MANAGEMENT AND CONTROL (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost always - 4 (5)

	1. It is hard for him/her to manage his/her pain (1) 
	
	
	
	
	

	2. It is hard for him/her to control his/her pain (2) 
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Q215 WORRY (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost always - 4 (5)

	1. Worrying that he/she will have pain (1) 
	
	
	
	
	

	2. Worrying that other people will not know what to do if he/she has pain (2) 
	
	
	
	
	

	3. Worrying when he/she is away from home (3) 
	
	
	
	
	

	4. Worrying he/she might have to go to the emergency room (4) 
	
	
	
	
	

	5. Worrying he/she might have to stay overnight in hospital (5) 
	
	
	
	
	

	6. Worrying he/she might have a stroke (6) 
	
	
	
	
	

	7. Worrying he/she might have a chest crisis (7) 
	
	
	
	
	






Q216 EMOTIONS (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost always - 4 (5)

	1. Feeling mad about having sickle cell disease (1) 
	
	
	
	
	

	2. Feeling mad when he/she has pain (2) 
	
	
	
	
	






Q217 TREATMENT (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost always - 4 (5)

	1. It is hard for him/her to remember to take his/her medicine (1) 
	
	
	
	
	

	2. Not liking how he/she feels after taking medicine (2) 
	
	
	
	
	

	3. Not liking the way his/her medicine tastes (3) 
	
	
	
	
	

	4. Medicine making him/her sleepy (4) 
	
	
	
	
	

	5. Worrying about whether his/her medicine is working (5) 
	
	
	
	
	

	6. Worrying about whether his/her treatments are working (6) 
	
	
	
	
	

	7. Medicine not making him/her feel better (7) 
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Q218 COMMUNICATION (problems with...)
	
	Never - 0 (1)
	Almost Never - 1 (2)
	Sometimes - 2 (3)
	Often - 3 (4)
	Almost always - 4 (5)

	1. It is hard for him/her to tell others when he/she is in pain (1) 
	
	
	
	
	

	2. It is hard for him/her to tell the doctors and nurses how he/she feels (2) 
	
	
	
	
	

	3. It is hard for him/her to ask the doctors and nurses questions (3) 
	
	
	
	
	

	4. It is hard for him/her when other people do not understand about his/her sickle cell disease (4) 
	
	
	
	
	

	5. It is hard for him/her when others do not understand how much pain he/she feels (5) 
	
	
	
	
	

	6. It is hard for him/her to tell others that he/she has sickle cell disease (6) 
	
	
	
	
	




End of Block: SCD-Specific Section: Version 2. Caregiver-completion - PedsQL[13-18] SCD (ENG)

Start of Block: SCD-Specific Section: Version 2. Caregiver-completion - 11-point NRS (English)

Q219 
0-1 Numeric Rating Scale 
 Indications: Adults and children (>9 years old) in all patient care settings who are able to use numbers to rate the intensity of their pain  
   
Conceptualise the Numeric Rating Scale in the following manner:  	0 = No pain 	1-3 = Mild Pain (nagging, annoying, interfering little with Activities of Daily Living [ADLs]) 	4-6 = Moderate Pain (interferes significantly with ADLs) 	7-10 = Severe Pain (disabling; unable to perform ADLs)   


What number would you give their pain right now? 
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Pain right now: ()
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Q220 What number on a 0 to 10 scale would you give their pain when it is the worst that it gets?
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Worst pain rating: ()
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Q221 What number on a 0 to 10 scale would you give their pain when it is the best that it gets?
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Best pain rating: ()
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Q222 At what number is the pain at an acceptable level for them?
	
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



	Acceptable level: ()
	[image: ]




End of Block: SCD-Specific Section: Version 2. Caregiver-completion - 11-point NRS (English)

Start of Block: Final question

Q223 Is there anything else you would like us to know about living with SCD?
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________
________________________________________________________________

End of Block: Final question
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