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•	 There is a significantly high cost burden among SCD patients, 
mainly driven by diagnostic tests, medication costs and travel 
expenses.

•	 Patients express their need for involvement in treatment choice, 
while SCD impacts their everyday activities and work.

•	 A better healthcare system, working opportunities and financial 
support is required for SCD patients.

•	 SCD patients believe that there is a need for getting more 
information on new treatments, while also improvement on pain 
crisis care and training of HCPs is also needed.

•	 This study provided a national patient’s perspective on SCD 
healthcare that may help shape future SCD service delivery, 
design, and funding in Greece
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BACKGROUND AND OBJECTIVE
•	 Sickle cell disease (SCD) is an inherited blood disorder that causes episodic pain, persistent organ damage, and a reduction of life expectancy. (1)
•	 Vaso-occlusive crises (VOC) and pain are hallmark symptoms of SCD. These painful episodes have been reported as intense stabbing or throbbing, resulting in frequent ED (Emergency Department) and hospital visits. (2)
•	 Understanding patient experiences, quality of life, and treatment needs is essential to efficient healthcare delivery. A better patient experience leads to higher treatment adherence, preventive services use, and healthcare utilization. (1, 3)
•	 Therefore, understanding and measuring SCD patients’ care experiences is essential in order to inform healthcare improvement. (4)
•	 The objective of the current study is to develop and implement a patient-reported experience measure (PREM) for patients with SCD, to gather insights on patient’s experiences related to healthcare services they receive, and to assess SCD impact on the patient’s daily and social life.

•	 The study was conducted in two phases:
	– The first phase included a qualitative assessment using a focus group discussion with adult 

patients and representatives of patient association groups (PAGs) across Greece via IQVIA digital 
platform. Patients/PAGs members provided information about living with SCD, their personal 
journey, the burden of disease, difficulties in everyday life, information they seek for SCD, the role of 
family and PAGs. Apart from the group discussion, the SCD participants validated the questionnaire 
that would be used in the second phase. They were asked to evaluate each question when regards 
to its relevance with SCD and its clarity. They were also asked if there was any other issue/topic that 
the questionnaire did not cover that should be added. Patients’ comments and suggestions were 
incorporated into the final version of the quantitative questionnaire.

	– The second phase was a quantitative study, wherein the SCD patients participated in an online 
survey. The survey was implemented with the usage of a Picker methodology based structured 
questionnaire, tested by participants of phase 1. Patients participated into the quantitative part 
were recruited by physicians working in centers throughout Greece. (Figure 1)
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RESULTS
SCD Patients in qualitative phase:
•	 Six SCD patients who were PAG members participated and shared their experiences via group 

discussion.
	– Patients described pain episodes or crisis as the worse part of the disease, that burdens them, 

both psychologically and practically.
	– Patients also referred to the limitations and barriers that disease has placed upon them in the 

physical realm of their lives.
	– Patients separated or distinguish their experience of living with SCD as ‘before and after 

hydroxyurea and referred to hydroxyurea as a milestone on treating SCD.
	– In rural locations, health care professionals (HCP’s) were less aware on SCD crisis management 

while patient in crisis were not adequately managed due to lack of hospital facilities in the 
emergency rooms.

	– Patient’s family, HCPs and the patient’s associations were mentioned as the three main pillars of 
support for SCD patients.

	– Financial burden from the disease was a key issue among SCD patients, driven mainly from 

expenses for supportive medications, medical tests and out of pocket expenses.
•	 A web-based survey included 40 SCD patients, the majority of them were female (57%) and (40%) of 

them were under 40.

Patient journey through the Health Care System:
•	 A total of  (93%) SCD patients visited hematologists on a regular basis, and (43%) had consultation 

by their physician  more frequently than 3 months.
•	 Patients were very satisfied with their physicians (93%) in terms of discussion upon issues related 

to treatment/medication, whereas evaluated the nurses lower in SCD knowledge (65%). 
•	 Nearly (53%) of the patients preferred to discuss with HCPs and be informed on new advancements.
•	 Visits to emergency room (ER) were declared by (68%) of the patients, and (73%) of these found the 

ER staff to be friendly: however, the ratings for SCD knowledge were lower (43%).

Sources of information for SCD:
•	 All patients claimed to be informed on SCD, with (58%) expressed a need to receive more information.
•	 (80%) of total patients searched for new developments, (63%) for new treatments, and (48%) 

exchanged views with other patients, especially the younger ones (63%).

Living with SCD:
•	 Patients felt adequately informed on how to take their medication (80%) but desired more 

involvement in treatment alternatives (78%).
•	 Nearly (65%) of the patients found enough support dealing with SCD, while (35%) would like to have 

more help.
•	 Only (13%) of SCD patients felt their disease was adequately treated by the healthcare system.
•	 A total of (43%) of  patients stated negative impact in finding a job due to their disease whereas 

(45%) indicated that pain crises caused difficulties in their work.
•	 Regarding disease burden, (42%) of patients reported that they had out of pocket expenses for 

treating their disease, with diagnostic tests being the top mentioned type of care they had to pay 
followed by medication costs and doctor visits. Moreover, (58%) of additional disease burden costs 
were travel costs. (Figure 2)

Figure 2. Out of Pocket cost for SCD
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Quality of Life (QoL)-attitudes and behaviours:
•	 More than half of the patients (55%) were happy with their health status, and (45%) with their SCD 

management.

•	 Patients stated that SCD impacted mostly their social life (hobbies, social activities, contacts) and 
less everyday life. (Figure 3)

•	 Nearly (50%) of the patients felt uncomfortable, sad (48%) and felt different from others (43%) at 
least once per month.

•	 Patients expressed the need for a better healthcare system followed by jobs with less physical 
requirements and better financial assistance. (Figure 4)

Figure 3. Constraints to social & everyday life due to SCD

I had to limit my hobbies 
or leisure activities

DA Never Rarely Sometimes Frequently Vey frequently

I had to participate in fewer 
social activities than I would like

I had to limit my social activities

I felt that I had to limit my 
contact with my friends

I had difficulity handling 
the family needs

I felt that I had restrictions 
on doing my job (including 

work from home)
I had to limit the things I used 

to do to have fun at home
(like reading, listening to 

music, etc.)

I had to interrupt / stop / leave 
my work behind due to illness

60% 25% 13%

30% 13%58%

55% 30% 15%

25% 20%53%

50% 28% 18%

40% 8%48%

40% 40% 15%

33% 30%35%

At least 
once a 
month

Less than 
once per 

month
Never

H
ig

he
r i

m
pa

ct
Lo

w
er

 im
pa

ct

25% 15%

25% 13%

13% 25%

13% 30%

15% 30%

20% 25%

18% 26%

4% 40%

15% 40%

30% 33%

20%

20%

18%

8%

8%

13%

15%

5%

20% 18%

30% 15%

20% 23%

18% 18%

8% 18%

13% 18%

3%

0%

0%

3%

5%

5%

5%

3%

DA: Do not answer 
Source: IQVIA Ηealth Economics • April 2021
IQVIA • Novartis • Prem Tool SCD • May 2021

Figure 4. SCD patient’s needs that state should offer
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