The Sickle Cell Health
Awareness, Perspectives
and Experiences (SHAPE)
Multinational Survey
What was the SHAPE survey?
The SHAPE (Sickle Cell Health Awareness, Perspectives and Experiences) survey was a multinational,
patient, caregiver and healthcare professional (HCP) survey. It was developed by Global Blood
Therapeutics (GBT) in partnership with sickle cell disease (SCD) experts and advocates.

The aim of the survey was to better
understand the experiences and
unmet needs of people living with
SCD, as well as of those caring for
and treating people living with the
condition. The survey explored the
broader and longer-term implications
and outcomes of SCD including e.g.

The misunderstood reality of life with SCD and
the impact on quality of life

The need to start a new conversation around
SCD to help overcome health inequities

Improving the clinical experience for the
SCD community

How was the SHAPE survey conducted?
It was commissioned by GBT and surveys of patients, caregivers, and HCPs were conducted
in 10 countries, with ﬁeldwork conducted between September 2021 - February 2022.
A diﬀerent sized sample of respondents was included from each country.
Survey participants were required to answer a range of closed-ended questions about their circumstances and experiences
during a 12-minute online survey (except in the GCC region where face-to-face is considered more appropriate).
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The SHAPE survey was developed in partnership with global SCD experts, including patient
association representatives (both patients and caregivers) and HCPs from around the world.

HCP Steering Committee

Patient Association Steering
Committee:

- Alan Anderson, MD
Department of Pediatric Hematology-Oncology, PRISMA
Health-Upstate Comprehensive SCD Program, Greenville, SC, USA

- Zakareya Al Kadhem
Bahrain Society for Sickle Cell Anaemia Patient Care, Bahrain

- Fernando Ferreira Costa, MD, PhD

- Dianaba Ba

Haematology and Haemotherapy Centre, School of Medicine,
University of Campinas - UNICAMP, Campinas, São Paulo, Brazil

Fédération des Malades Dreépanocytaires et Thalassémiques
SOS GLOBI, France

- Baba Inusa, MD

- Elvie Ingoli

Department of Paediatric Haematology, Guy’s and St Thomas’
Hospital, London, UK

German Sickle Cell Disease and Thalassaemia Association,
Germany

- Wasil Jastaniah, MBBS

- John James

King Faisal Specialist Hospital & Research Center, Jeddah,
Kingdom of Saudi Arabia

Sickle Cell Society UK

- Biba Tinga

- Joachim B. Kunz, MD

Sickle Cell Disease Association of Canada

Department of Pediatric Oncology, Hematology and Immunology,
Hopp Children’s Cancer Center (KiTZ) Heidelberg, University of
Heidelberg, Heidelberg, Germany

- Mariane de Montalembert, MD, PhD
Department of Pediatrics, Necker-Enfants Malades Hospital,
Paris, France

- Isaac Odame, MB, ChB
Department of Hematology/Oncology, The Hospital for Sick
Children, Toronto, Canada

How many people participated in
the SHAPE survey?
In total there were 1,345 people involved in the
SHAPE survey. This included:

Who completed the survey?
Patients

855 people living with SCD aged 18+

207 carers

64 people living with SCD aged 12–17

219 HCPs

(Average age of 32)
72% female

15%

28% male

Carers

(Average age of 39)
72% female
27% male

1,345

16%

1% prefer not to say

total

HCPs
48% haematologists

64%

5%

37% haem-oncologists
11% paediatrician haematologists
4% other specialties

How will the SHAPE survey results help to improve the lives of those with SCD?
The SHAPE survey will help us to better understand the perspectives and challenges faced by those living with this debilitating,
life-long condition and those that care for them. In partnership with SCD experts, GBT seeks to ensure it is working on solutions
that align to the needs of the SCD community.

Please visit www.gbt.com/shape to learn more about the SHAPE survey
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On behalf of GBT, Ipsos gathered insights from 1,345 people aﬀected by SCD, who chose to take part in an online survey. Respondents included: Patients diagnosed with SCD by a healthcare professional (HCP), with a total sample of n=919 - from the following
countries: USA (n=295), Canada (n=32), France (n=122), Germany (n=18), UK (n=151), Brazil (n=151), Saudi Arabia (n=70), UAE (n=46), Bahrain (n=19) and Oman (n=15). Patients aged 12-17 years old (consent from a guardian sought for children under 18 years of age) USA
(n=14), France (n=9), UK (n=20), Brazil (n=21). Caregivers looking after someone who had been diagnosed with SCD by a HCP with a total sample of n=207 from the following countries: USA (n=30), Canada (n=10), France (n=29), Germany (n=8), UK (n=30), Brazil (n=50),
Saudi Arabia (n=25), UAE (n=17), Bahrain (n=8). HCPs with at least 10 SCD patients under their care, with a total sample of n=219 from the following countries: USA (n=50), Canada (n=15), France (n=30), Germany (n=33), UK (n=30), Brazil (n=31), Saudi Arabia (n=15) & UAE
(n=15). HCPs were screened on specialty type: Hematologists (n=105), Hem-Oncologists (n=82), Pediatricians/ Pediatric hematologists (n=28), General Practitioners/Internal Medicine (n=4). Respondents were recruited via online panels, patient advocacy groups,
social media platforms and through HCP referrals and leaﬂets placed in clinics. The patients, caregivers and HCPs that were sampled were not a representative sample and are indicative in nature. No weighting has been applied. All the responses provided by
respondents were selected from a prompted list of options shown to them. None of the questions asked were open ended or required unprompted answers.

