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Abstract

India has the highest number of diagnosed hemophilia patients globally, yet many cases remain
undiagnosed due to inadequate medical infrastructure and economic challenges. Compounding
this issue is a lack of awareness among the general population and healthcare professionals, leading
to suboptimal care and a diminished quality of life for those with hemophilia. Despite receiving
recognition in the RPWD act, it remains fairly unknown. This study investigates the psychological
and emotional health of hemophilia patients in India through a mixed-methods approach, utilizing
the WHO Quality of Life (WHO-QOL100) questionnaire and semi-structured interviews on 30
patients to provide a comprehensive understanding of their lived experiences as despite several
studies being done prior on this topic but none which shed light on the diverse Indian context.
Quantitative findings reveal that participants report poor physical health (mean score: 33.54, SD:
4.18) and moderate psychological well-being (mean score: 49.58, SD: 9.42), with significant
struggles in independence (mean score: 39.16, SD: 6.13) and social relationships (mean score:
18.75, SD: 7.15). Financial difficulties are further highlighted in the Environment domain (mean
score: 42.08, SD: 16.16). Qualitative insights enrich these findings, with pain emerging as a
dominant theme, alongside high frequencies of anxiety, stigma and the critical need for effective
communication between patients and healthcare providers. the overall quality of life is profoundly
affected by their condition. Through these results and overall, this study sheds light on the
emotional and mental health challenges faced by hemophilia patients in Delhi, India, and advocates
for a comprehensive, integrative approach to their care, combining medical, psychological, and
social support to enhance their quality of life.
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Introduction

Hemophilia is a genetic bleeding disorder characterized by improper blood clotting,
leading to both spontaneous and post-injury bleeding. It mainly presents as Haemophilia A and B,
caused by low levels of clotting factors VIII and IX, respectively, though rarer types exist, such as
Factor VII deficiency. The severity of hemophilia is determined by the factor levels in the blood;
patients with less than 1% of the clotting factor are at higher risk for severe health consequences.
This disorder can result in joint bleeding, chronic joint disease, head and brain bleeding, seizures,
paralysis, and, if uncontrolled, even death.

Hemophilia stems from genetic mutations on the X chromosome, affecting mostly males
(who have only one X chromosome). Females, who have two X chromosomes, are typically
carriers and less often exhibit symptoms. As an "invisible disorder," hemophilia does not
outwardly show symptoms unless there is active bleeding, making it difficult for patients to convey
their pain and limitations to others. This invisibility contributes to significant emotional and mental
health challenges, such as feelings of helplessness, isolation, and abandonment.

The chronic nature of hemophilia requires lifelong medical care, impacting not only the
patients but also their families. Many patients feel like a burden to caregivers, face social and
academic setbacks due to frequent absences, and struggle with the perception of being
misunderstood or dismissed by healthcare professionals. For those with chronic conditions, the
psychological impact often becomes a more significant challenge than the physical symptoms, as
they cope with ongoing health anxiety, social isolation, and the difficulty of managing an invisible

illness that few around them fully understand.

Relevance of the Study and Literature:

India has the highest population of diagnosed hemophilia patients, but there has been very
little to study about the various issues that surround such invisible disorders. It is not just about
studying one specific disorder but rather opening a gateway to explore how these patients go

through so much trouble due to a lack of understanding among people. The individuals suffering
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from such disorders suffer from a multitude of other factors like psychological distress, social
stigma, and other glaring issues that impact daily functioning and the quality of life they lead.
The literature on hemophilia highlights a profound impact on quality of life for both
individuals with the condition and their families, encompassing physical, psychological, and social
domains. Studies on children and adults with hemophilia, such as those by Zourikian et al. (2016)
and Gringeri et al. (2015), show increased emotional distress, anxiety, and lower quality of life
compared to healthy peers, with calls for mental health support in routine care. Caregivers, as
noted by Thornburg et al. (2019), face significant stress and mental health strain, and women with
bleeding disorders also experience overlooked anxiety and depression (Soucie et al., 2014).
Research into coping strategies (e.g., Coté et al., 2015) indicates that social support and reframing
are vital, while stress, identified as a major challenge (Kadir et al., 2018), often exacerbates health
risks and decreases treatment adherence. Additionally, Indian studies (Singh et al., 2013; Das et
al., 2020) reveal lower quality of life scores for hemophilia patients, with impairments in physical,
psychological, and environmental health domains. Overall, the literature suggests that targeted
psychosocial interventions and increased access to support systems are essential for improving

quality of life among individuals with hemophilia and their families.
Methodology

Research Design:

A mixed research design was employed in this study. This study aims to find out about the
quality of life of individuals suffering from Hemophilia. For this, initially Quality of Life
questionnaire (QOL-100) (WHO, 1995) was used to understand how people fared on the various
domains of quality of life (quantitative method). Next, a semi-structured interview was conducted
to understand the challenges faced by individuals on a deeper level as well as gain insight.
(qualitative method).

Participants:
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To understand the challenges, the hemophiliacs face as well as get a understanding of the
quality of life of patients with hemophilia, 30 people were taken from hemophilia care facilities,
namely AIIMS, Delhi and LNJP Hospital, Delhi between the ages of 18-30 years. The sample

consists of only males as at least in India, majority of the patients diagnosed are males.
Tools Used

The present study used the Quality-of-Life Questionnaire (QOL-100; WHO,1995)
developed by the World Health Organization to measure the participants on 4 major domains, and
its 24 subdomains, the main goal being understanding the quality-of-life hemophilia patients lead.
It consists of 100 items assessing domains such as psychological health, activities of daily living,
pain and discomfort, self-esteem, social support, etc., and was created to gain a holistic
understanding of the quality of life of individuals. On a 5-point Likert scale, participants assess
their agreement with the statements (1 being strongly disagree, and 5 being strongly agreeing). A
total score was calculated from the 100 items and may vary from 0 to 100.

Results

The study assessed the quality of life of individuals with hemophilia using the WHOQOL-
100 questionnaire and semi-structured interviews. Results, depicted in Figure 1, show mean scores
across six primary domains: Physical Health, Psychological Health, Level of Independence, Social
Relationships, Environment, and Spirituality. Quantitative analysis through mean scores and
standard deviations revealed varied experiences across these domains, reflecting both strengths
and challenges.
Key Findings by Domain

Physical Health: The mean score was 33.54 (SD = 4.18), with notable subdomain scores
reflecting moderate energy and fatigue (M = 5.1, out of 10), high pain and discomfort (M = 8.03),
and moderate sleep/rest (M = 4.23). These findings suggest that pain is a primary challenge,

impacting daily functioning and overall well-being, consistent with studies indicating pain, fatigue,
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and sleep disturbances as major issues in hemophilia populations (Kannan et al., 2017; Khair et
al., 2018).

Psychological Health.: Scoring the highest among the domains, the mean score was 49.58
(SD =9.42). Subdomain scores included moderate body image concerns (M = 4.76) and negative
feelings (M = 5.93), suggesting participants experienced some anxiety, fear, and sadness related
to hemophilia. Positive feelings (M = 5.43) and self-esteem (M = 5.73) scores were moderate,
indicating resilience despite challenges. Spirituality scored 5.76, highlighting its potential role in
coping.

Level of Independence: The mean score was 39.17 (SD = 6.13). Participants reported
challenges with Activities of Daily Living (M = 5.7), dependence on medical aids (M = 7.73), and
mobility (M = 5), aligning with literature on joint pain and mobility limitations. Work Capacity,
with a mean of 4.43, reflects employment and activity restrictions, consistent with findings on
decreased work productivity in hemophilia (Amalokwu et al., 2017).

Social Relationships: The lowest scoring domain, with a mean score of 18.75 (SD = 7.15),
emphasized difficulties in maintaining personal relationships (M = 5.83) and moderate social
support (M =4.6), suggesting isolation and limited engagement in social activities. Sexual Activity
scored 4.56, mirroring research on limitations due to pain and concerns about bleeding during
sexual activity.

Environmental: Participants reported low satisfaction with financial resources (M = 3.73)
and participation opportunities (M = 3.93), impacting overall satisfaction with life. However, they
reported moderate satisfaction with health and social care (M = 5.83) and a high satisfaction level
for their physical environment (M = 6.83). Transport satisfaction (M = 4.6) was moderate, pointing
to accessibility challenges that may limit independence and social interaction.

Spirituality: Participants scored moderately on meaning and purpose in life (M = 5.06) and
personal beliefs (M = 5.13), indicating a generally positive outlook. Religious satisfaction (M =
5.3) suggested that spirituality may offer a source of strength and resilience in coping with chronic

illness.
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Qualitative Insights

Semi-structured interviews of 10 participants provided in-depth qualitative data analyzed
through content analysis. Responses were organized into five categories: Emotional Well-being,
Social Support, Quality of Life, Coping Strategies, and Healthcare Experiences (Table 3).
Emotional well-being was influenced by health challenges, highlighting feelings of isolation and
anxiety. Social Support responses echoed the quantitative findings, indicating moderate support
networks but limited assistance for day-to-day activities.

Quality of life, as reported in interviews, reflected the quantitative scores, with themes of
physical pain, limited mobility, and reliance on medical aids. Coping strategies included spiritual
beliefs and self-care techniques, while healthcare experiences pointed to the need for improved
accessibility and consistency in treatment.

The combined quantitative and qualitative findings reveal a complex picture of life with
hemophilia, marked by significant physical, psychological, and social challenges. The Physical
and Psychological Health domains show moderate satisfaction levels, indicating resilience and
adaptation. However, Social Relationships and Environmental domains scored lower, emphasizing
the impact of financial strain, limited social support, and mobility challenges. Spirituality plays a
vital role, offering emotional support for some individuals. This study underscores the importance
of holistic support systems, integrating medical, social, and emotional support to enhance the

quality of life for people with hemophilia.
Discussion

The study integrates quantitative scores from the WHOQOL-100 and qualitative themes
from interviews, providing a comprehensive view of the multifaceted challenges faced by
individuals with hemophilia in Delhi, India. Low mean scores in domains such as Physical Health
(33.54) and Social Relationships (18.75) underscore the profound physical limitations and social

isolation that significantly impact quality of life. These scores reflect common issues such as
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dependency on medical aids and difficulty maintaining social connections, often compounded by
the persistent pain and fatigue that characterize the condition.

Moderate scores in the Psychological Health (49.58) and Environment (42.08) domains
suggest that, while individuals with hemophilia demonstrate resilience, mental health challenges
and financial burdens remain prominent. The Environment score, especially low in the subdomain
of financial resources, highlights the economic strain often experienced due to the high cost of
medical treatments and limited employment opportunities.

Qualitative insights enhance the understanding of these challenges, with 100% of
participants reporting pain as a significant and continuous issue, and high frequencies of anxiety
(70%) and stigma (80%) further contextualizing the emotional and social toll. Positive coping
mechanisms such as resilience (60%) and communication with healthcare providers (80%) were
notable, yet these strategies often proved inadequate against the chronic challenges of hemophilia.
The discussion, therefore, highlights the urgent need for enhanced healthcare access, increased
social support, and comprehensive interventions to address both the physical and psychosocial

dimensions of living with hemophilia in this population.
Conclusion

This study highlights the significant emotional and mental health burden experienced by
individuals with hemophilia in Delhi, India. Despite social support, anxiety and fear of bleeding
episodes negatively impacted their quality of life.

To address these challenges, healthcare providers should integrate psychological
assessments into routine care, while patient support groups can offer valuable peer support.
Policymakers must prioritize affordable and comprehensive healthcare access for this vulnerable
population.

Future research should employ larger sample sizes and longitudinal designs to delve deeper

into the long-term mental health implications of hemophilia. A holistic approach, encompassing
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psychological, social, and medical support, is crucial for improving the overall well-being of

individuals with hemophilia.
References

Abad, A., Khair, K., & Gupta, S. (2016). Quality of life assessment in patients with
hemophilia in developing countries: Challenges and opportunities. Research and Reports in
Tropical Medicine, 7, 17-24.

Abma, T. A., Brodsky, A., Eyskens, C., Garrido, C., Lobet, S., Husson, O., ... &
Bovenschen, N. (2019). Differences in quality of life between hemophilia patients from
emerging and established countries. Haemophilia, 25(5), 788-794. doi: 10.1111/hae.13817

Aggarwal, R., & Gupta, A. (2018). Quality of life in hemophilia patients in North India.

International Journal of Medicine and Public Health, 8(2), 70-73.

Aronis, S., Platokouki, H., Tsiveriotis, K., Athanasiou-Metaxa, M., & Doudounakis, S.
(2003). Psychosocial aspects of children with haemophilia in Greece. Haemophilia, 9(4), 498-
505.

Bolon-Larger, C., & Trossaért, M. (2018). Management of haemophilia and other
bleeding disorders in developing countries: the need for a tailored approach.

Haemophilia, 24(1), el-e6.

Caviglia, H., Curi, A., Grosso, S. H., & Lopez, L. (2015). Quality of life in Argentinean
patients with hemophilia. Hematology, 20(1), 43-48. doi: 10.1179/1607845414Y.0000000221

Center for Disease Control and Prevention. (2022, March 2). Hemophilia: Data and
Statistics. https://www.cdc.gov/ncbddd/hemophilia/facts.html.

Chalmers, E. A. (2006). Quality of life in haemophilia. Haemophilia, 12(Suppl. 3), 1-5

Chowdary, P., Lethagen, S., Friedrich, U., Brand, B., Hay, C., Abdul Karim, F., ... &
Kessler, C. (2015). Safety and pharmacokinetics of anti-TFPI antibody (concizumab), a novel
potential treatment for hemophilia: results from a first-in-human study. Blood, 125(23), 3578-
3586.

Received: 07.12.2024 Accepted: 13.12.2024 Published: 14.12.2024

This work is licensed and distributed under the terms of the Creative Commons Attribution 4.0 International License
@ (https://creativecommons.org/licenses/by/4.0), which permits unrestricted use, distribution, and reproduction in any
~ Medium, provided the original work is properly cited.

72



Journal of Advance Research in Science and Social Science (JARSSC) ISSN: 2582-2004

Publisher: Indian Mental Health & Research Centre Volume 07, Issue 02
DOI: 10.46523/jarssc.07.02.06 rmetorTrscigast
Multidisciplinary, Open Access OPEN 8 ACCESS »,1 Cr‘OSSI‘ef
Impact Factor: 3.612 _

Galanopoulos, G., & Karakantza, M. (2017). Characteristics of diagnosis and treatment
for hemophilia. Journal of Hematology and Thrombosis, 3(2), 1-6. doi: 10.24966/HT-
748X/100013

Finkelstein, E. A., Zuckerman, 1. H., & Hemophilia Utilization Group Study (HUGS)
Investigators. (2008). The economic burden of hemophilia in the United States: evidence and
implications for clinical practice. American Journal of Hematology, 83(8), 616-620.

Franchini, M., & Mannucci, P. M. (2012). Hemophilia A in the third millennium. Blood
Reviews, 26(1), 1-7.

Goldstein, M. N., Hareendran, A., & Singer, M. (2019). The impact of hemophilia on
quality of life: a systematic review. Quality of Life Research, 28(4), 799-806. doi:
10.1007/s11136-018-2084-4

Gu, X., Cheng, H., & Zhang, Y. (2021). Quality of life in Chinese patients with
hemophilia. Journal of Psychosomatic Research, 141, 110303. doi:
10.1016/j.jpsychores.2020.110303

Jayanthi, S., Ghosh, K., Shetty, S., Mohanty, D., & Pawar, A. (2017). Quality of life in
patients with hemophilia in India: A cross-sectional study. Journal of Applied Hematology, 8(3),
92-96

Kavakli, K., & Yilmaz, D. (2017). Psychosocial aspects of hemophilia: A systematic
review of methodologies and findings. Hematology/oncology and stem cell therapy, 10(3), 137-
145.

Key, N. S., DiMichele, D. M., & Hoots, W. K. (2007). Advances in the diagnosis and
treatment of bleeding disorders. Journal of Thrombosis and Haemostasis, 5(s2), 204-215.

Kulkarni, R., Lusher, J., & Mathias, M. (2008). The psychosocial aspects of haemophilia:
A systematic review of methodologies and findings. Haemophilia, 14(5), 1018-1027.

Kumar, R., Singh, S., Agrawal, S., & Kumari, P. (2017). Quality of life assessment in
haemophilia patients using WHOQOL-BREF questionnaire. Indian Journal of Hematology and
Blood Transfusion, 33(1), 63-67.

Received: 07.12.2024 Accepted: 13.12.2024 Published: 14.12.2024

This work is licensed and distributed under the terms of the Creative Commons Attribution 4.0 International License
@ (https://creativecommons.org/licenses/by/4.0), which permits unrestricted use, distribution, and reproduction in any
- Medium, provided the original work is properly cited.

73



Journal of Advance Research in Science and Social Science (JARSSC) ISSN: 2582-2004

Publisher: Indian Mental Health & Research Centre Volume 07, Issue 02
DOI: 10.46523/jarssc.07.02.06 rmetorTrscigast
Multidisciplinary, Open Access OPEN 8 ACCESS »,1 Cr‘OSSI‘ef
Impact Factor: 3.612 _

Mahlangu, J. N., Young, G., & Hermans, C. (2018). Challenges and opportunities for
gene therapy in hemophilia. Blood, 132(18), 1917-1923.

Miki-Petdja-Leinonen, A., Karjalainen, A., Lassila, R., & Roine, R. P. (2020). Quality of
life and healthcare utilization among Finnish patients with severe hemophilia A. Journal of
Medical Economics, 23(12), 1415-1420. doi: 10.1080/13696998.2020.1843103

Miesbach, W., O'Mahony, B., Key, N. S., Makris, M., Chowdary, P., & Nedbal, J.
(2019). Practical guidance for the management of rare bleeding disorders in Europe. Orphanet
Journal of Rare Diseases, 14(1), 1-12.

Muthukumar, T., Premkumar, K., & Natesan, S. (2015). Quality of life in haemophilia: A
single centre study from south India. Indian Journal of Hematology and Blood Transfusion,
31(2), 224-229.

Nair, A. P., Melwani, V., Shanbhag, S., & Mehta, P. (2017). Quality of life in patients
with hemophilia: A cross-sectional study. International Journal of Basic and Applied Medical
Sciences, 7(1), 74-77.

National Hemophilia Foundation. Hemophilia A. Accessed April 28, 2023.
https://www.hemophilia.org/bleeding-disorders-a-z/types/hemophilia-a

Nayak, S., & Bhat, M. (2014). Quality of life and its determinants in persons with
haemophilia. European Scientific Journal, 10(30), 71-78.

Patil, S. S., Naik, S. S., Kandpal, S. D., Jain, R. K., & Rawat, A. (2016). A study of
quality of life in patients with hemophilia in India using SF-36. Indian Journal of Hematology
and Blood Transfusion, 32(4), 436-441.

Peyvandi F, Garagiola I, Young G. The past and future of haemophilia: diagnosis,
treatments, and its complications. Lancet. 2016;388(10040):187-197. doi:10.1016/S0140-
6736(15)01123-X

Peyvandi, F., Garagiola, 1., & Young, G. (2016). The past and future of haemophilia:
diagnosis, treatments, and its complications. The Lancet, 388(10040), 187-197.

Received: 07.12.2024 Accepted: 13.12.2024 Published: 14.12.2024

This work is licensed and distributed under the terms of the Creative Commons Attribution 4.0 International License
@ (https://creativecommons.org/licenses/by/4.0), which permits unrestricted use, distribution, and reproduction in any
- Medium, provided the original work is properly cited.

74



Journal of Advance Research in Science and Social Science (JARSSC) ISSN: 2582-2004

Publisher: Indian Mental Health & Research Centre Volume 07, Issue 02
DOI: 10.46523/jarssc.07.02.06 rmetorTrscigast
Multidisciplinary, Open Access OPEN 8 ACCESS >*1 Cr‘OSSI‘ef
Impact Factor: 3.612 _—

Ribeiro, L. C., Torres, K. C., & Amaral, M. T. (2014). Coping strategies, stress and
quality of life in mothers of children and adolescents with hemophilia. Jornal Brasileiro de
Psiquiatria, 63(1), 38-45. doi: 10.1590/0047-2085000000027

Shetty, S., Gupta, M., Ghosh, K., Pawar, A., & Jayanthi, S. (2019). Impact of hemophilia
on the quality of life of patients and their caregivers in India: Results from a large-scale survey.
Journal of Patient-Reported Outcomes, 3(1), 1-8.

Soucie, J. M., Evatt, B., Jackson, D., Forsyth, A., Johnson, M., & Hess, E. V. (2000).
"Occurrence of hemophilia in the United States." American Journal of Hematology, 64(4), 170-
174.

Srivastava, A., Brewer, A. K., Mauser-Bunschoten, E. P., Key, N. S., Kitchen, S., Llinds,
A., ... & Yoshitake, S. (2013). Guidelines for the management of hemophilia.

Haemophilia, 19(1), el-e47.

Srivastava, A., Brewer, A. K., Mauser-Bunschoten, E. P., Key, N. S., Kitchen, S., Llinas,
A., ... & Yoshitake, S. (2013). Guidelines for the management of hemophilia.

Haemophilia, 19(1), el-e47.

White, G. C., & Rosendaal, F. R. (2011). Aledotide in hemophilia A: a review. Journal of
Thrombosis and Haemostasis, 9(4), 700-710.

Witkop, M., Lambing, A., Divine, G., Kachalsky, E., Rushlow, D., Dinnen, J., & Recht,

M. (2017). A national study of pain in the bleeding disorders community: A description
of haemophilia pain. Haemophilia, 23(2), 253-259. doi: 10.1111/hae.13168

World Federation of Hemophilia. About Bleeding Disorders - Hemophilia. Accessed
April 28, 2023. https://www.wth.org/en/page.aspx?pid=646.

World Health Organization. (1995). The World Health Organization Quality of Life
assessment (WHOQOL): position paper from the World Health Organization. Social Science &
Medicine, 41(10), 1403-1409.

Received: 07.12.2024 Accepted: 13.12.2024 Published: 14.12.2024

This work is licensed and distributed under the terms of the Creative Commons Attribution 4.0 International License
@ (https://creativecommons.org/licenses/by/4.0), which permits unrestricted use, distribution, and reproduction in any
~ Medium, provided the original work is properly cited.

75



Journal of Advance Research in Science and Social Science (JARSSC) ISSN: 2582-2004

Publisher: Indian Mental Health & Research Centre Volume 07, Issue 02
DOI: 10.46523/jarssc.07.02.06 CromrermorTrens 1016523
Multidisciplinary, Open Access OPEN a ACCESS », Cr‘OSSI‘ef
Impact Factor: 3.612

Zourikian, N., Lacroix, S., Saint-Louis, J., Belletrutti, M. J., Carcao, M., Demers, C., ... &
Abad, A. (2016). Comprehensive evaluation of health-related quality of life in children with
hemophilia: a cross-sectional study. Journal of Pediatric Hematology/Oncology, 38(5), 353-360.

Appendix A
Table 1 Sociodemographic details of participants
Variables n
Age
18-24 20
25-30 10
Education
High School degree 12
Undergraduate 15
Drop outs 3
Type of hemophilia
A 24
B 6
Severity of hemophilia
Mild 8
Moderate 18
Severe 4
Socio-economic status
Low 11
Medium 16
High 3

Note: n= number of participants
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Table 2 Mean and Standard Deviation of participant responses on seven domains

Domain Mean Standard Deviation

Physical Health Domain 33.54 4.18

Psychological Health 49.58 9.42
Domain

Level of Independence 39.17 6.13
domain

Social Relationships Domain 18.75 7.15

Environment Domain 42.08 16.16

Spirituality/Religion/Personal 21.88 8.80

Beliefs Domain

Overall Quality of Life 31.25 6.57

Domain

Table 3 Results of content analysis of interviews conducted on 10 participants

Emotional well-being  depression "I feel depressed because I
stress can't do the things [ used to
pain enjoy"
anxiousness “I cannot go out and play

freely like everyone else”
“Most of my days are spent
in pain”

“I often feel anxious if my
bleeds will limit me during
crucial times and derail my
life”
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Ot

emotional support "My family is very
practical support supportive and helps me
Social support family manage my condition,"
friends "I don't have anyone to talk
healthcare providers to about my hemophilia”
stigmatization “People do not understand

denial of opportunities

much about hemophilia”
“Even normal doctors and
nurses do not understand the
impact of hemophilia fully”
“People think I am
different”

“I have been denied
opportunities assuming |
cannot perform”

daily activities "I have to miss school often
work because of bleeds,"
Quality of life school "I can't play sports because

leisure activities of my condition"

sports “I can’t do strenuous work”
“I am judged due to my
absence most of the times”
“I am looked upon by my
peers and mostly people are
not empathetic”

positivity "I try to stay positive and

resilience focus on the things I can do"

Coping strategies

overwhelming conditions

experiences

"I talk to my doctor when |
feel overwhelmed"

“I try to research and
connect with other
hemophiliacs and their
experiences”

Healthcare

healthcare providers
access to care

"It's difficult to find a doctor
who understands
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experiences

quality of care
communication with
providers
understanding of
needs assistance
handling of
episodes

hemophilia,"

"My doctor is very helpful and
answers all my questions"

“It becomes difficult to
explain my condition to
different doctors, especially if
I were to travel”

Table 4 Frequency distribution of content analysis

Codes Frequency Percentage
Pain 10/10 100%
Anxiety 7/10 70%
Support 9/10 90%
Positivity 7/10 70%
Resilience 6/10 60%
Communication 8/10 80%
Care 9/10 90%
Stigma 8/10 80%
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Figure 1: showing mean scores of the domains
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