
EXPLORING PATIENTS’ 
PERCEPTION IN HEMOPHILIA A: 
KNOWLEDGE AND BURDEN OF
DISEASE, A CROSS-SECTIONAL

STUDY IN COLOMBIA

L. Torres1, O. Peñuela1, M.R. Forero1, J. 
Satizabal2, X. Salazar2, D. Benavides2, R. 

Gamarra2, M. Rivera3, D. Vizcaya3, J.S. Franco1

¹Medical Affairs, Bayer S.A. Colombia
²IPSOS Napoleon Franco S.A., Bogotá, Colombia

3Integrated Evidence Generation, Bayer Hispania, Spain

Conflict of interests: J. Satizabal, X. Salazar, D. Benavides and R. Gamarra are employees of IPSOS Napoleon Franco S.A., 
and the outcomes research consultancy was commissioned by Bayer to conduct the qualitative analysis of this study.                 
L. Torres, O. Peñuela, M.R. Forero, M. Rivera, D. Vizcaya and J.S. Franco are employees of Bayer.                                            
All authors have no further conflicts to disclose.



Introduction
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Collecting and Interpreting patient-reported outcomes questionnaire (PROs) in

Hemophilia A supports understanding patient’s perspectives and optimizing their

healthcare.

Hemophilia A patients’ perception and experience of their medical journey might have an impact

on treatment adherence, quality of life (QoL) and clinical outcomes.

In Colombia, this information is not available. 

A cross-sectional study conducted in the context of a Hemophilia Educational Bootcamp

was held on Nov 29th to Dec 1st, 2019 in Medellin, Colombia.

Objective – To describe the knowledge, perception and burden of disease from the patient’s perspective.

The bootcamp was organized by the hemophilia patient organization “Liga Antioqueña de

Hemofilia” responsible for contacting and inviting patients with Hemophilia A,

independently of their treatment.

Focus group & semi-structured interviews were performed focused on health beliefs about 

hemophilia A, challenges with treatment, characteristics of an ideal treatment and interactions with 

healthcare system.

Methods



A total of 25 moderate or severe hemophilia A patients (age

range 10-59 years) were interviewed and participated in the

focus group.

Most patients had adequate knowledge of hemophilia,

recognized early signs of bleeding (hemarthrosis) and the

route of care. However, they felt overprotected by their

caregivers and want to able to make their own decisions.

Patients reported limitations for some activities and

difficulty in relation to employment given the time

required to take care of their disease.

An overall generational effect of treatment was identified

with novel FVIII treatments, offering improved

tolerability and QoL.

Their ideal treatment should decrease bleeding events and

infusion frequency, improving QoL by reducing their

dependency to perform other activities.

The main access barrier reported was the long period of

time waiting for medicine approval and dispatch, and

difficulty in receiving medical multidisciplinary

accompaniment.
Table 1 Summary of the main insights obtained from semi-structured interviews

Results
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• Although prophylaxis has marked a generational change with overall 

benefit in terms of QoL,  hemophilia patients have relevant unmet needs. 

• Less frequent treatment dosing, more independence in daily life 

activities and a holistic and convenient medical accompaniment 

were the top priorities identified in this study for patients with 

Hemophilia A.
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