
• The aim of the international Sickle Cell World Assessment Survey (SWAY) was to 

provide insights into patients’ views on the impact of SCD on their daily lives and the 

treatment they receive1

• Patient surveys were either self-completed or completed by proxy 

(mandatory for patients aged 6–11 years, available for older patients if required)1

• SWAY included 2145 SCD patients from 16 countries across six geographical regions1

• 365 HCPs were included in the survey2
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HCPs in SWAY included hematologists 

(41%), hematologist-oncologists (28%)

and general practitioners (14%)2

Genotypes were self-reported* by patients in 

SWAY, including HbSS (n=1042 [49%]), HbSC

(n=446 [21%]), HbSβ+ (n=60 [3%]), HbSβ0 

(n=54 [3%]) and other/unknown (n=543 [25%])1

48% of patients 

were male1

52% of patients 

were female1

Click for quotes

Click for individual country information

SWAY was a multi-country, cross-sectional survey developed 
by international SCD experts, patient advocacy groups and Novartis

*Not verified against clinical records in which genotypes had been determined

HCP, healthcare professional; SCD, sickle cell disease; SD, standard deviation

1. Osunkwo I et al. Am J Hematol 2021;96:404–17;

2. Trimnell C et al. Poster EP1539 presented at EHA 2020

SWAY patient region of residence1

The average age (SD) of patients was 24.7 (13.1) years1
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John James, OBE

Chief Executive

Sickle Cell Society

SWAY Steering Committee member

Understanding what is common 

to people who live with sickle cell 

across the globe and how we 

might work together to address 

those issues is very important 

Raffaella Colombatti, MD, PhD

Pediatric Hematologist

Clinic of Pediatric Hematology 

University of Padova

SWAY Steering Committee member

We know some things about sickle cell 

disease, we’ve discovered a lot in the 

past 30 years on pathophysiology and 

clinical manifestations, but we felt we 

only see the tip of the iceberg and 

a lot more needs to be understood



Most commonly experienced symptoms 

and complications

In SWAY, fatigue/tiredness was the most commonly 

reported symptom in the past month and fever was 

the most commonly reported complication ever 

experienced (VOCs were assessed separately)*

Patients reported that background pain was 

present on average 2.8 days per week (SD=2.2)

Symptoms experienced in past month

Complications ever experienced

65%

Fatigue/tiredness Bone aches Headaches

51% 47%

64% 56% 54%

Fever Joint issues Infection

Impact of SCD on daily life (percentage of 

patients reporting high impact,† N=2145)

Patients reported that SCD 
had a high impact on their 

work (N=1376)†

Patients reported a high 
impact of SCD on school 

(N=769)†¶

• 53% believe SCD limited 

them to certain careers

• 44% said SCD prevented 

them from attending work

• 42% believe SCD 

prevented them from 

progressing further in 

their career

• 46% said SCD reduced their 

attendance at school

• 37% said SCD affected their 

school performance in a 

bad way

• 35% said SCD had a bad 

effect on their performance in 

school tests and homework

38%

41%

32%†

32%

62%

26%

Household daily activities§

Family/social life 

Sexual desire/activity‡

Relationships with spouse/partner‡

Avoidance of intense activity

Avoidance of mild activity

Click for quote

Patients experienced a number of symptoms and complications, 
with SCD also having a high impact on the patient’s daily life

*Symptoms and complications included in the survey were selected by the steering committee; †Percentage of 

patients reporting high impact (score 5–7) on a 7-point Likert scale; ‡N=1376 (patients ≥18 years); §Food 

preparation, housework, gardening, oral hygiene and taking care of children; ¶Patients aged <18 years

VOC, vaso-occlusive crisis

Osunkwo I et al. Am J Hematol 2021;96:404–17

Click for more information on symptoms

Click for more information on complications
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Most commonly experienced symptoms in the past month and 

proportion of patients reporting each symptom as ‘high severity’

41% 25%

Symptoms patients would most like to be resolved* (N=2145)

Fatigue/tiredness

38%

Bone aches Headaches

Proportion of patients reporting having experienced 

symptoms in the past month (N=2145)

Proportion of patients rating the severity of symptoms as 

5–7 on a 7-point Likert scale, where 7 = ‘worst imaginable’

*Proportion of patients selecting each symptom as one of the three symptoms they most want to be made better or resolved

Osunkwo I et al. Am J Hematol 2021;96:404–17

Breathing issues

23% 22%

Joint issues
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Miguel Abboud, MD
Chairman, Department of Pediatrics 

American University of Beirut
Beirut, Lebanon

SWAY Steering Committee member

Sickle cell disease imposes a heavy 

burden on the quality of life of 

patients, from severe pain to the 

number of hours missed from school 

or work, the ability to be employable 

and long-term health impacts



Patient and HCP perceptions of the emotional impact of SCD*1,2

Patient perception (N=2145)
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91%Overall, SCD impacts emotional wellbeing

Feel frustrated by having to put up with the symptoms of SCD

Worry that their SCD will get worse

Feel stressed as a result of SCD

Feel depressed as a result of SCD

Feel helpless as a result of SCD

Feel anxious/nervous as a result of SCD

Worry about dying as a result of SCD

HCP perception (N=365)

SCD has a substantial impact on emotional wellbeing

*Individual statements were rated by patients on a 7-point Likert scale with the percentage 

reporting high impact (score 5–7) for each statement. HCPs were asked to rate the same 

statements from the viewpoint of their patients

1. Osunkwo I et al. Am J Hematol 2021;96:404–17;

2. Trimnell C et al. Poster EP1539 presented at EHA 2020

A greater proportion of HCPs reported high emotional impact compared with patients

• Patients may perceive a reduced level of emotional and physical wellbeing as normal, considering SCD is present from birth 
• There may be a lack of discussion between patients and HCPs  
• There is potential bias caused by HCPs being more likely to see patients on days when they are unwell

of patients (N=2145) received 

professional emotional support 

(eg psychiatrist, psychologist, counseling)1

of patients (N=2145) reported a desire 

to receive professional emotional 

support or additional support1
36% 62%



Home management of VOCs
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Patients in SWAY reported a mean (SD) of 5.3 (6.8) VOCs per year

*VOC data not available for three patients; †Community includes assistance from a pharmacist, 

general practitioner or specialist, but does not include ER treatment or overnight hospitalization 

ER, emergency room; IQR, interquartile range

Osunkwo I et al. Am J Hematol 2021;96:404–17

• VOCs in SWAY were defined as severe pain crises and were self-reported

• Patients reported a median (IQR) of 3.0 (2.0, 6.0) VOCs per year
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*VOC data not available for three patients; †Community includes assistance from a pharmacist, 

general practitioner or specialist, but does not include ER treatment or overnight hospitalization 

ER, emergency room; IQR, interquartile range
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Lebanon (12.0 [10.0, 15.0]) 

USA (6.0 [3.0, 10.0])

Bahrain (5.0 [3.0, 40.0])

• The SWAY survey showed that there was geographic variability 

in the incidence of VOCs

• The countries that reported the highest number of VOCs/patient 

(median [IQR]) were:

Osunkwo I et al. Poster EP1515 presented at EHA 2020



*VOC data not available for three patients; †Community includes assistance from a pharmacist, 

general practitioner or specialist, but does not include ER treatment or overnight hospitalization 

ER, emergency room; IQR, interquartile range
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proportion of VOCs managed at home
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Canada (44%) 
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Thinking medical assistance was 
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Poor experience at the ER or hospital

Home management of VOCs by country

Osunkwo I et al. Poster EP1515 presented at EHA 2020



*VOC data not available for three patients; †Community includes assistance from a pharmacist, 

general practitioner or specialist, but does not include ER treatment or overnight hospitalization 

ER, emergency room; IQR, interquartile range
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*VOC data not available for three patients; †Community includes assistance from a pharmacist, 

general practitioner or specialist, but does not include ER treatment or overnight hospitalization 

ER, emergency room; IQR, interquartile range
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Ify Osunkwo, MD, MPH
Principal Investigator, Patient-Centred 
Outcomes Research Institute (PCORI); 

Medical Director, Sickle Cell 
Enterprise, Levine Cancer Institute, 

Carolina Healthcare System;
SWAY Steering Committee chair

There’s a lot more VOCs 

happening than we’ve been able to 

capture from the typical way we 

look at VOCs…we’ve found that 

patients don’t always go to the 

hospital and handle a lot of the 

pain on their own 



*VOC data not available for three patients; †Community includes assistance from a pharmacist, 

general practitioner or specialist, but does not include ER treatment or overnight hospitalization 

ER, emergency room; IQR, interquartile range

Osunkwo I et al. Am J Hematol 2021;96:404–17

Home management of VOCs
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Patients in SWAY reported a mean (SD) of 5.3 (6.8) VOCs per year

• VOCs in SWAY were defined as severe pain crises and were self-reported

• Patients reported a median (IQR) of 3.0 (2.0, 6.0) VOCs per year

Number of VOCs during the 12 months before survey 

completion (N=2142*)
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Most common reasons for home management (N=885)

Click for home 

management by age
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19%

Common strategies employed 

by patients (N=885) for the 

management of VOCs at home
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Where were VOCs managed? (N=2142*)

ER 33%

24%
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For one reason or another, 

either due to a lack of treatment 

options or a lack of quality 

interaction with providers in 

general, [patients] are choosing 

to stay at home and suffer



Common treatment goals for

patients with SCD (N=2145)* and HCPs (N=365)*1,2

*Patients and HCPs were asked to select their ‘top three’ treatment goals; †≥5 days of 

background pain in a week; ‡Score of 1–3 on a 7-point Likert scale

OTC, over-the-counter 

1. Osunkwo I et al. Am J Hematol 2021;96:404–17; 2. Trimnell C et al. Poster EP1539 presented 

at EHA 2020; 3. Minniti C et al. Poster EP1524 presented at EHA 2020

Higher use of opioids in North America, the Middle East and Europe than in South America, Africa and Asia 

corresponded to a greater degree of chronic pain but not reduced reported health status

Self-reported opioid use, chronic pain and poor health in SWAY3

North America

(n=513)

South America

(n=260)

Europe

(n=557)

Middle East

(n=173)

Africa

(N=519)

Asia

(n=123)

Type of opioid use

Ever used opioids 76% 37% 70% 62% 26% 8%

Currently using opioids 58% 20% 45% 38% 11% 2%

Patients reporting chronic pain† 34% 28% 34% 18% 2% 7%

Patients reporting poor health‡ 19% 22% 15% 10% 16% 13%

The most common ongoing treatment was folic acid 
and the top treatment goal was improving quality of life

Improving quality 

of life 

55% of patients

64% of HCPs

Prevent 

worsening of SCD 

43% of patients

32% of HCPs

Reducing number 

of VOCs

30% of patients

43% of HCPs

Common ongoing treatments reported by SCD patients 

(N=2123)1

59%

37% 34% 34% 34% 33% 31%
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*Percentage of patients/HCPs reporting high impact (score 5–7) on a 7-point Likert scale

1. Osunkwo I et al. Am J Hematol 2021;96:404–17;

2. Trimnell C et al. Poster EP1539 presented at EHA 2020

Patients’ dissatisfaction with treatments*1

Although patients were satisfied with the management of their SCD,
the majority of patients and HCPs have treatment concerns 

• 60% of patients were managed by an SCD specialist1

• 74% of patients believed that their main doctor was genuinely concerned about helping 

them and 70% were confident in proper assessment/treatment by their doctor*1

• Only 49% of HCPs reported high satisfaction with treatment options*2

• HCPs reported that the main reason for treatment dissatisfaction was limited treatment 

options (90% of respondents)2

• 66% of patients reported high satisfaction with their treatment*1

• 72% of patients agreed with the statement “I wish there was an alternative treatment to my 

current pain medication”*1

of opioid-receiving patients substantially worry62% about how they are perceived (N=919)

of patients substantially worry51% about the short-term effects of their treatment (N=2123)

of patients substantially worry60% about the long-term effects of their treatment (N=2123)



SWAY demonstrates the substantial global impact of SCD on 

patients’ daily lives

SCD has a considerable impact on patients’ daily lives and 

emotional wellbeing 

SWAY provides evidence of geographic variability in the incidence 

and management of VOCs, with nearly a quarter of patients 

managing VOCs at home

Patients and HCPs have treatment concerns, indicating a need for 

additional and alternative treatments
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