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What was SWAY?
The Sickle cell World Assessment surveY 
(SWAY)2 was an international survey of 
people with sickle cell disease that aimed 
to find out how the disease affects a 
person’s everyday life

Who took part?
2145 people with sickle cell disease took 
the survey between April and October 2019. 
The results give us a snapshot of these 
people’s experiences at the time when
they completed the survey

How old were they?

Canada
120 people

USA
384 people

Panama
9 people

Brazil
260 people

Saudi Arabia
32 people

Nigeria
264 people

Ghana
255 people

Italy
55 people

France
76 people

UK
299 people

Netherlands
33 people

Germany
94 people Lebanon

39 people
Bahrain
50 people

India
123 people

Oman
52 people

•  Impact on daily life

•  Symptoms and complications 
 
•  Impact on school

•  Impact on work

•  Treatment and management

What topics did the survey cover?

447 people aged
6 to 12 years

Survey completed by 
a parent or guardian

380 people aged 
13 to 18 years

Survey completed by 
themselves or 

a parent or guardian

1317 people aged 
over 19 years

Survey completed by 
themselves or 

a parent or guardian

Where were they from?

In SWAY, regions were defined as:
       North America          South America          Europe          Middle East          Africa          Asia

SCD, sickle cell disease.

SCD, sickle cell disease.

OFFICE

You can find more information about SWAY at the end of this resource

Children in the United States With 
Sickle Cell Disease Experience Greater 
Educational Burden Than Those Living 
in Low- to Middle-Income and Other 
High-Income Countries

SCHOOL

Impact on 
school

This resource is associated with Poster Presentation 3106 
at the 63rd ASH Annual Meeting & Exposition; Atlanta, GA, 
and virtual, December 11-14, 20211

More children in the US strongly agreed 
that sickle cell disease had a negative 
effect on their education than children in 
low- to middle-income countries or other 
high-income countries

Adults also felt that sickle cell disease 
had a negative effect on their childhood 
education

Sickle cell disease, although rare in many countries, has a 
huge impact on people around the world. Most of the people 
with sickle cell disease globally are from countries in Africa

In this analysis, the people who took part 
in SWAY were divided into three groups 
based on the income of their country 
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Why were the people who completed SWAY 
divided into these three groups?
• Sickle cell disease affects many aspects of people’s lives, but we 
 wanted to examine the impact of sickle cell disease on education 
• To compare the impact of sickle cell disease on education in the US  
    with that reported by people in other high-income countries and
    low- to middle-income countries

What is the difference between children and adults?
• Children are under the age of 18 years
• Adults are 18 years of age or older

What is a low- to middle-income country and what is 
a high-income country?
• The World Bank classifies countries as low, middle, and high
  income based on their overall national income per person in 1 year
 – The World Bank is an international organization that offers   
  help to low- to middle-income countries
• The World Bank classifies any country with an overall national 
 income per person in 1 year of $12,536 or more as high income.   
 Any country with an overall national income per person in 1 year 
    less than $12,536 is classified as low- to middle income

In SWAY, adults with sickle cell disease from low- to 
middle-income countries were generally younger than 
those in the US and other high-income countries

The average age of adults in each group was:

LOW- TO MIDDLE-
INCOME COUNTRIES

LOW- TO MIDDLE-
INCOME COUNTRIES

GROUP

1

HIGH-INCOME 
COUNTRIES

GROUP

2

UNITED
STATES

GROUP

3
29 years
449 adults

35 years
307 adults

33 years
620 adults

The average age of children in each group was:

GROUP

1

HIGH-INCOME 
COUNTRIES

GROUP

2

UNITED
STATES

GROUP

3
11 years

492 childrena

11 years
77 children

12 years
200 children

A higher percentage of children in the US reported that sickle 
cell disease had a negative impact on their education than 
children in other countries

A higher percentage of adults in the US reported that sickle 
cell disease had a negative impact on their education as a child 
than adults in other countries

The percentage of children in each group who reported strong 
agreement to the statements about education is shown below

a One child in the low- to middle-income group did not provide an age.
b Participants had the option to answer “Not applicable” or an answer was not provided. This accounted for ≤ 1% of respondents overall.
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SCD has caused 
me to repeat a 
year or retake a 
class at school

SCD has had a 
bad effect on my 
performance in 
school tests

SCD has affected my 
school performance 
in a bad way

SCD has lowered 
my interest 
in school

SCD has reduced 
my attendance 
at school

SCD has limited or 
stopped me from 
progressing further 
in my education

SCD has had a 
bad effect on my 
performance on 
homework
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The percentage of adults in each group who reported strong 
agreement to the statements about education is shown below
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I had to repeat a 
year or retake a 
class at school as 
a result of my SCD

SCD impacted 
my achievement 
at school

SCD decreased 
my motivation 
at school

I often missed 
school as a 
result of my SCD

I received special 
services at school 
as a result of 
my SCD
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How was ‘strongly agreed’ measured?
People were asked how much sickle cell disease affected their education. 
A score of 1 meant that they did not agree, and a score of 7 meant that they 
strongly agreed

Scores of 5, 6 or 7 showed ‘strong agreement’1 2 75 643

How was the impact of sickle cell disease on 
education examined?
Adults and children were given a set of statements about their education 
and asked to score their agreement with the statementsb

HIGH-INCOME 
COUNTRIES

Social factors may prevent some children in 
the US from receiving the benefits of living 
in a resource-rich nation. This may explain 
why more people in the US strongly agreed 
that sickle cell disease had a negative 
effect on their education compared with 
people in other countries

Children with sickle cell disease may need 
special attention in school to make sure 
that they get a good education

Other reasons for the varying results by 
country may be:
• Educational systems can vary in 

different countries, which would affect 
how someone might answer

• Children in a high-income country might 
receive a more individual education 
experience that is hard to implement in 
a low- to middle-income country with 
limited resources

Summary

Conclusions


