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ABSTRACT

Hemophilia, a genetic bleeding disorder characterized by a deficiency in clotting factors, affects millions of people
worldwide, with the quality of life (QoL) for affected individuals remaining suboptimal, particularly in low- and
middle-income countries (LMICs). This article discusses the unmet needs in hemophilia care and management in
LMICs, highlighting challenges and potential strategies for improvement. Key areas of focus include limited
access to comprehensive care, prophylactic treatment challenges, personalized treatment barriers, pain
management gaps, mental health support, caregiver support, education and awareness, employment and financial
support, and integration of telehealth and digital health technologies. By employing a multifaceted approach
involving governments, healthcare systems, international organizations, and patient advocacy groups, it is possible
to significantly improve the QoL for individuals with hemophilia in these regions.
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INTRODUCTION

Hemophilia, a genetic bleeding disorder characterized by
a deficiency in clotting factors, affects millions of people
worldwide, with an estimated 400,000 individuals
suffering from severe forms of the disease (World
Federation of Hemophilia, 2020). Despite advancements
in treatment, the quality of life (QoL) for individuals
with hemophilia remains suboptimal, particularly in low-
and middle-income countries (LMICs). This article aims
to discuss the unmet needs in hemophilia care and
management in LMICs, highlighting challenges and
potential strategies for improvement.

MATERIALS AND METHODS

Literature Review: A comprehensive literature review
was conducted to gather information on the challenges
faced by individuals with hemophilia in low- and
middle-income countries (LMICs) and potential
strategies for improving their quality of life. Electronic
databases such as PubMed, Scopus, and Web of Science
were searched using relevant keywords, including

"hemophilia,” "quality of life," "low- and middle-income
countries,"  "comprehensive  care,”  "prophylactic
treatment,” "personalized treatment,” "pain

management,” "mental health support,” "“caregiver
support,” "education and awareness," "employment and
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financial support,” and "telehealth and digital health
technologies." The search was limited to articles
published in English between 2000 and 2021. The
inclusion criteria for selecting articles were relevance to
the topic, methodological rigor, and contribution to the
existing knowledge in the field.

Synthesis of Information: The information gathered from
the literature review was synthesized and organized
according to the identified themes, which include limited
access to comprehensive care, prophylactic treatment
challenges, personalized treatment barriers, pain
management gaps, mental health support, caregiver
support, education and awareness, employment and
financial support, and integration of telehealth and digital
health technologies. Each theme was discussed in detail,
highlighting the challenges faced by individuals with
hemophilia in LMICs and the potential strategies for
addressing these challenges.

RESULTS

The results of this study provide an overview of the
unmet needs and challenges faced by individuals with
hemophilia in low- and middle-income countries
(LMICs) as well as potential strategies for improving

1SO 9001:2015 Certified Journal | 22


http://www.ejbps.com/

Perolla.

their quality of life. The findings are organized according
to the identified themes:

Limited access to comprehensive care

In many LMICs, access to comprehensive care services,
including diagnosis, treatment, and rehabilitation, is
severely limited (Srivastava et al., 2013). Insufficient
healthcare infrastructure, lack of trained healthcare
professionals, and inadequate funding often contribute to
these disparities. Strategies to address this issue include
strengthening healthcare systems, increasing investment
in hemophilia care, and fostering international
partnerships to improve access to essential resources
(Riva, 2019). Additionally, community-based initiatives
and telemedicine approaches can help bridge the gap in
access to care for rural and underserved populations
(Nascimento et al., 2014).

Prophylactic treatment challenges

Prophylactic treatment with clotting factor concentrates
is considered the gold standard for managing severe
hemophilia. However, in LMICs, the availability of these
treatments is often limited, and patients may rely on on-
demand treatment or blood transfusions (Ndoumba-
Mintya A, 2023). Expanding access to affordable
prophylactic treatments is crucial for improving QoL in
these regions. Initiatives like the World Federation of
Hemophilia's Humanitarian Aid Program have provided
support in this area, but more work is needed to ensure
sustainable access to treatments (World Federation of
Hemophilia, 2020). Local manufacturing and public-
private partnerships can also help increase the
availability and affordability of clotting factor
concentrates (Forsyth et al., 2013).

Personalized treatment barriers

Hemophilia is a complex disorder, and personalized
treatment strategies can significantly improve patient
outcomes. However, access to genetic testing and
individualized care remains a challenge in LMICs
(Saxena, 2013). To address this need, governments and
international organizations should prioritize investments
in diagnostic capabilities and targeted therapies, with
particular emphasis on increasing genetic testing
capacity and implementing novel therapies like gene
therapy and novel non-factor replacement therapies
(Pipe, 2021).

Pain management gaps

Chronic pain, primarily due to joint damage, is a
common issue for individuals with hemophilia. In
LMICs, pain management options may be limited,
impacting daily activities and overall QoL (Saxena,
2013). Developing effective and affordable pain
management strategies, including pharmacological and
non-pharmacological interventions, should be a priority
for these regions. Multidisciplinary approaches to pain
management, involving physical therapy, occupational
therapy, and psychological interventions, can be
particularly beneficial (Stromer W et al., 2021).
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Mental health support

The psychological burden of living with hemophilia,
including anxiety, depression, and social isolation, is
often overlooked in LMICs. Providing access to mental
health services, support groups, and educational
resources can help improve emotional well-being and
QoL for affected individuals (Blanchette et al., 2017).
Cultural and community-based approaches to mental
health support can also help address the unique needs
and challenges faced by people with hemophilia in
LMICs (Shrivastava et al., 2013).

Support for caregivers

Caregivers play a critical role in the lives of people with
hemophilia but often face significant emotional,
financial, and physical burdens (Curtis et al., 2020).
Providing support and resources for caregivers is
essential for improving QoL for both the individual with
hemophilia and their caregiver. Strategies to support
caregivers in LMICs include offering educational
programs, respite care services, financial assistance, and
access to support groups and counseling services.

Education and Awareness

Greater public understanding of hemophilia is needed to
reduce stigma, improve access to care, and facilitate
better social integration for people with hemophilia in
LMICs. Educational campaigns targeting healthcare
providers, schools, and the general public can help raise
awareness and promote accurate understanding of the
disorder (Saxena, 2013). Collaboration with local patient
organizations and community leaders can also help
ensure that educational efforts are culturally relevant and
effective.

Employment and Financial support

Living with hemophilia can be costly, and many
individuals face challenges in maintaining employment
due to their health. Ensuring access to appropriate
employment and financial support is crucial for
improving QoL in LMICs. Governments and non-
governmental organizations can work together to develop
policies and programs that support individuals with
hemophilia in finding suitable employment, provide
workplace accommodations, and offer financial
assistance for medical expenses.

Integration health
technologies

The use of telehealth and digital health technologies can
help improve access to care, patient monitoring, and self-
management for people with hemophilia in LMICs (lorio
et al., 2018). Implementing telemedicine services, mobile
health applications, and electronic health record systems
can help streamline care delivery and empower patients
to better manage their condition. Additionally, these
technologies can support ongoing education and

of Telehealth and Digital

communication between patients, caregivers, and
healthcare providers.
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CONCLUSION

Addressing the unmet needs in hemophilia QoL in
LMICs is a complex challenge, requiring a multifaceted
approach involving governments, healthcare systems,
international organizations, and patient advocacy groups.
By focusing on improving access to comprehensive care,
expanding prophylactic treatment options, promoting
personalized care, enhancing pain management, fostering
mental health support, supporting caregivers, raising
education and awareness, providing employment and
financial support, and integrating telehealth and digital
health technologies, it is possible to significantly
improve the QoL for individuals with hemophilia in
these regions.
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