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Hemophilia in words: an educational crossword puzzle to raise
awareness and learn

Hemofilia en palabras: crucigrama educativo para sensibilizar y
aprender
Erennys Carema Sarabia Aguila '* Dunia de la Caridad Castillo Gonzalez !

Pablo Enrique Quintero Alvarez !

! Institute of Hematology and Immunology. Havana, Cuba.

Dear readers:

Every April 17th, at the initiative of the World Federation of
Hemophilia, World Hemophilia Day is commemorated in honor of
the birthday of its founder, Frank Schnabel. (1) This date aims to
raise awareness about this disease—a genetic and hereditary
disorder caused by a deficiency or absence of clotting factors VIII
and IX—to educate the community, and to promote the exchange
of scientific knowledge aimed at improving the quality of life of
patients. (1. 2)

In this context, and recognizing the need for educational
approaches that go beyond the mere transmission of information
to incorporate the voices of those affected, the Hemophilia Section
of the Cuban Society of Hematology and the Institute of
Hematology and Immunology of Cuba launched the "“Raise
Awareness about Hemophilia” contest. (Figure 1)

This initiative is based on the growing scientific consensus on the
importance of community-based participatory research, which
validates experiential knowledge as an essential input for
designing more effective and culturally relevant health
interventions.

According to the authors, the activity consisted of creating an
acrostic using the word HEMOPHILIA arranged vertically, in which
each horizontal term had to reflect some aspect related to the
disease, from clinical management to the experiences and
emotional needs of patients and their families.

In contrast to the traditional unidirectional approach—from the
professional to the patient—qualitative methodologies like this one
allow us to capture the psychosocial complexity of chronic
diseases, generating valuable data for medical anthropology and
health psychology.
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To this end, a participatory activity was developed that combined an
in-person meeting with the online submission of acrostics based on
the word "HEMOPHILIA". The objective was to identify, through
thematic content analysis, the core constructs that define the
hemophilia experience from an emic (internal) perspective, and
subsequently develop an educational crossword puzzle based on
these findings.

Thirty-seven people participated. The analysis revealed two main
dimensions. On the one hand, clinical and management concepts:
"factor VIII," "emicizumab," "hematology," "zero bleeding," and
"inhibitors," which demonstrated a remarkable level of technical
knowledge among the participants, reflecting the effectiveness of
therapeutic education programs. On the other hand, psychosocial and
experiential dimensions emerged strongly:  "family"—which
underscores its supportive role and the hereditary nature of the
disease—"love," "pain," "hematoma," and "hemarthrosis." This
dichotomy not only validates the biopsychosocial model applied to
hemophilia but also identifies the semantic markers that the
community uses to narrate its relationship with the disease, crucial
information for improving clinical communication and psychosocial
support.

The scientific relevance of this initiative lies in its methodology, which
operates as a low-cost, highly accessible narrative capture device,
enabling the triangulation of perceptions among patients, families,
and professionals. The final product, a crossword puzzle integrating
these terms, transcends its recreational function to become an
educational tool validated by the community, promoting meaningful
and contextualized learning that can improve treatment adherence
and health literacy.

We recommend the systematic implementation and evaluation of this
type of participatory methodology in the design of educational
materials. Its potential to generate qualitative evidence applicable to
improving clinical practice, health education, and person-centered
health policies makes it a line of research with a tangible impact on
the quality of life of patients with chronic diseases.
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La Sociedad Cubana de Memotilia y el Instituto de
Hematologia e iInmunologia te invitan & participar
en ol Conturso Concientiza sobre ta Hemafilia.
H emofilia Para participar, solo deberas
£ elaborar un acr01tico Que parta

de la palabra Hemofilia, en ol
M que £33 paiabras que utilices
COncurso  doberin estar relacionadas con
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pacientes y familiares,
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PO te mostramos un ajemplo.

Con las palabeas dadas por 103 participantes, sera
slaborado un crucigrama, que ayude 3 aprander a
otras personas.

Los trabajos deberdn ser erviados via Whatiipp a los
ugwientes numeros, antes de las | 1.5% pm del juaves 18
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Los ganadores serdn dados @ ConOCer y recibindn su
premio e prow yiernes 19 de abeil.

Figure 1. Call for entries for the "Raise awareness about hemophilia" contest".
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Figure 2. Participants in the commemorative activity for World Hemophilia Day.
Alejandro de Humboldt Museum, Havana, Cuba; April 14, 2024.
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