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ABSTRACT 
Background: The exploration of vascular malformations and 

their impact on health-related quality of life (HRQOL) has 

gained increasing attention in recent years, reflecting a growing 

recognition of the multifaceted challenges faced by affected 

individuals.  Literature Review: Further examination by (H. 

Marshall et al., 2020) through a meta-analysis reveals the 

enduring challenges faced by individuals with Fontan 

circulation, including physical, psychological, and social 

obstacles that adversely affect their well-being. This analysis 

emphasizes the interplay between clinical factors and 

psychosocial variables, indicating a need for tailored 

interventions that address these diverse influences on HRQOL. 
In pediatric contexts, (Lokhorst et al., 2020) discusses the 

OVAMA project, which highlights the inadequacies of 

commonly used patient-reported outcome measures (PROMs) 

in capturing treatment effects for children with peripheral 

vascular malformations. The development of a condition-

specific PROM by (Lokhorst et al., 2021) marks a significant 

advancement in evaluating HRQOL for patients with vascular 

malformations, focusing on symptoms and aesthetic concerns. 

Lastly, (H.M. van Doesburg et al., 2012) reviews the surgical 

management of upper extremity vascular malformations, 

emphasizing the need for individualized treatment protocols 

that consider the potential complications and their impact on 

HRQOL. The findings highlight the delicate balance between 

treatment benefits and risks, reinforcing the importance of 

understanding how surgical interventions can affect patients' 

overall well-being. Conclusion: Collectively, these articles 

illustrate the profound impact of vascular malformations on 

HRQOL and the critical need for continued research into 

tailored assessment tools and treatment strategies. This 

literature underscores the importance of prioritizing patient 

experiences and outcomes in the management of vascular 

malformations to enhance overall quality of life. 
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INTRODUCTION 

 The exploration of vascular malformations and their impact on health-

related quality of life (HRQOL) has gained increasing attention in recent years, 

reflecting a growing recognition of the multifaceted challenges faced by affected 

individuals. (Stumm, 2016) provides a foundational understanding of this issue by 

developing a disease-specific questionnaire aimed at assessing the quality of life in 

patients with arteriovenous malformations in the head and neck region. The 

findings indicate that these patients experience a significantly lower quality of life 

compared to the general population, emphasizing the need for targeted measures to 

capture the internal struggles associated with their condition. 

 Building upon this understanding, (F. Almotairi et al., 2017) delve into the 

classification and management of various congenital vascular malformations, 

highlighting the prevalence of these conditions and their potential to severely impair 

quality of life. The authors advocate for minimally invasive interventional 

radiology techniques, which have emerged as effective alternatives in treatment. 

Their evaluation of patient satisfaction post-treatment underscores the importance 

of addressing HRQOL in clinical practice, as the management of these 

malformations can lead to significant improvements in patient outcomes. 

 The meta-analysis conducted by (H. Marshall et al., 2020) further enriches 

this discourse by examining the HRQOL in individuals with a Fontan circulation 

across different life stages. Their findings reveal the long-lasting physical, 

psychological, and social challenges faced by these patients, which can 

detrimentally influence their overall well-being. The study highlights the complex 

interplay of clinical factors and environmental influences on HRQOL, thus paving 

the way for future research to identify specific predictors of quality of life outcomes 

in this population. 

 In the context of pediatric patients, (Lokhorst et al., 2020) introduce the 

OVAMA project, which focuses on the responsiveness of quality of life measures 

in children with peripheral vascular malformations. Their research indicates that 
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commonly used patient-reported outcome measures (PROMs) may not adequately 

capture treatment effects, underscoring the necessity for more responsive tools to 

evaluate patient experiences effectively. This study emphasizes the importance of 

validating PROMs before their application in clinical settings, as the unique 

characteristics of vascular malformations can significantly influence treatment 

outcomes. 

 Further advancing this area of research, (Lokhorst et al., 2021) develop a 

condition-specific patient-reported outcome measure to assess symptoms and 

appearance in patients with vascular malformations. Their work highlights the 

critical need for patient-centered approaches in evaluating treatment efficacy, as 

symptoms and aesthetic concerns can profoundly impact quality of life. 

 Lastly, (H.M. van Doesburg et al., 2012) review the surgical management 

of upper extremity vascular malformations, addressing the complexities and 

potential complications associated with various treatment options. Their analysis 

reveals a pressing need for individualized assessments based on lesion 

characteristics, as well as a thorough consideration of complication rates when 

determining the most appropriate surgical interventions. This comprehensive 

review underscores the critical importance of understanding the implications of 

treatment choices on patients' quality of life, as complications can significantly 

affect their overall well-being. 

 Through these contributions, the literature collectively underscores the 

profound impact of vascular malformations on health-related quality of life, while 

also highlighting the necessity for continued research and development of tailored 

assessment tools and treatment strategies that prioritize patient experiences and 

outcomes.

LITERATURE REVIEW 

 In the article "Entwicklung eines erkrankungsspezifischen Fragebogens zur 

Erfassung der Lebensqualität bei Patienten mit arteriovenösen Malformationen im 

Kopf-Hals-Bereich," (Stumm, 2016) presents a comprehensive examination of the 

health-related quality of life (HRQoL) in patients with arteriovenous malformations 



Research Article                                                    Volume 12, Issue No. 01. 2021 

29 
California Medical Journal 

Downloaded from California Medical Journal 

Copyright © American Medical Publication. All rights reserved 

 

(AVMs) located in the head and neck region. The study's primary objective is to 

develop a disease-specific questionnaire that accurately captures the unique 

challenges and quality of life issues faced by this patient population. 

 (Stumm, 2016)'s analysis reveals that individuals with AVMs experience 

significantly lower quality of life across all dimensions measured by the SF-36 

compared to the general population. This finding underscores the profound impact 

that AVMs can have on patients, affecting not only their physical health but also 

their psychological and social well-being. The symptoms associated with AVMs, 

including aesthetic deformities, recurrent bleeding, pain, neural deficits, 

ulcerations, and inadequate tissue perfusion, contribute to this decreased quality of 

life. 

 The development of a specific questionnaire for AVMs is a notable 

advancement, as it allows for a more nuanced understanding of the HRQoL in this 

group. The article emphasizes that previous research has inadequately addressed 

the quality of life issues related to cardiovascular deformities, particularly AVMs, 

indicating a gap in the literature that this study seeks to fill. By focusing on the head 

and neck region, the author highlights the particular challenges faced by patients in 

these areas, which may include both functional impairments and significant 

psychosocial effects. 

 Moreover, (Stumm, 2016)'s statistical evaluation of the SF-36 provides a 

solid foundation for understanding the extent of the impact of AVMs on quality of 

life. The results not only validate the need for a specific assessment tool but also 

serve to inform healthcare providers about the complexities of managing patients 

with AVMs. This information can guide clinical interventions and improve patient 

support systems, ultimately leading to enhanced care strategies tailored to the needs 

of this vulnerable population. 

 The article "Radiologic Management of Vascular Malformations: 

Interventional, Classification and Diagnosis" by (F. Almotairi et al., 2017) provides 

a comprehensive examination of congenital vascular malformations, highlighting 

their classification, diagnosis, and management strategies. The authors focus on the 
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significance of these conditions, which are prevalent and can substantially affect 

patients' health-related quality of life. 

 One of the key contributions of this study is its detailed discussion of the 

International Society for the Study of Vascular Anomalies (ISSVA) classification 

system. The authors emphasize the importance of this classification in guiding 

clinical practice by providing a structured approach based on histopathology, 

clinical course, and treatment options. This systematic classification not only aids 

in accurate diagnosis but also facilitates appropriate treatment planning, which is 

crucial for improving patient outcomes. 

 The article further explores various minimally invasive interventional 

radiology techniques that have emerged as effective alternatives for the treatment 

of vascular malformations. The authors present evidence that such interventions can 

lead to significant improvements in patient satisfaction and quality of life. By 

sharing experiences from Jordanian hospitals, the study underscores the practical 

implications of these techniques in real-world settings, contributing to the growing 

body of literature that supports their use. 

 Moreover, the authors address the potential confusion surrounding outdated 

terminology in the field, advocating for clarity and consistency in the language used 

to describe vascular anomalies. This is particularly relevant for clinicians who must 

navigate complex terminologies to provide optimal care for their patients. 

 The article by (H. Marshall et al., 2020) provides a comprehensive meta-

analysis of health-related quality of life (HRQOL) among individuals with a Fontan 

circulation, a surgical intervention for complex congenital heart disease (CHD). 

The authors highlight the multifaceted challenges faced by these patients 

throughout their lifespan, including physical, psychological, neurodevelopmental, 

and social difficulties. These challenges significantly impact their overall well-

being and HRQOL, emphasizing the need for a nuanced understanding of the 

factors that contribute to these outcomes. 
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 The meta-analysis synthesizes data from 50 studies involving 2,793 patients 

and 1,437 parent-proxies, which adds robustness to the findings. The authors note 

a lack of consensus on the individual and environmental factors influencing 

HRQOL in this population, which is a critical gap in the existing literature. They 

identify clinical factors such as daily medication adherence, hospitalization 

duration, and the frequency of medical interventions as correlates of poorer 

HRQOL. This finding underscores the importance of ongoing medical management 

and the potential burden it places on patients. 

 Moreover, the article discusses the role of psychosocial factors, revealing 

that greater psychological stress, limited social support, and lower family 

socioeconomic status are associated with diminished HRQOL. This highlights the 

interplay between health and social determinants, suggesting that interventions 

aimed at improving social support systems and addressing socioeconomic 

challenges could enhance HRQOL for this population. 

 The authors also emphasize the need for future research to prioritize the 

identification of specific individual and environmental predictors of HRQOL. This 

call for further investigation is critical, as understanding these factors could lead to 

targeted interventions that improve the quality of life for individuals with a Fontan 

circulation. 

 The article titled "Responsiveness of quality of life measures in children 

with peripheral vascular malformations: The OVAMA project" by (Lokhorst et al., 

2020) presents critical insights into the evaluation of health-related quality of life 

(QoL) in pediatric patients suffering from vascular malformations. The study 

underscores the importance of utilizing appropriate patient-reported outcome 

measures (PROMs) to accurately assess the impact of treatment on QoL, 

specifically in the context of vascular anomalies, which are characterized by 

abnormal blood vessel formations. 

 The authors conducted a comprehensive international multicenter 

prospective study, focusing on two widely recognized PROMs: the Pediatric 

Quality of Life Inventory (PedsQL) and the Children’s Dermatology Life Quality 
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 Index (CDLQI). By assessing these measures at baseline and after a follow-

up period of 6-8 weeks, the researchers aimed to determine the responsiveness of 

these tools to changes in health status as rated by a global rating of change (GRC) 

scale. The findings revealed that neither the PedsQL nor the CDLQI demonstrated 

sufficient responsiveness to effectively evaluate treatment outcomes for children 

with peripheral vascular malformations. 

 This study highlights a significant gap in the current methodologies 

employed to assess QoL in this specific patient population. The lack of 

responsiveness of the selected PROMs raises concerns regarding their utility in 

clinical settings, as they may not adequately capture the nuances of health changes 

experienced by children undergoing treatment for vascular malformations. The 

authors advocate for a more rigorous assessment of PROM responsiveness prior to 

their application in clinical evaluations, emphasizing that the choice of outcome 

measures is crucial for accurately reflecting treatment effects. 

 Moreover, the article provides a detailed context regarding the nature of 

vascular malformations, noting that these congenital anomalies can lead to visible 

deformities and a range of symptoms that vary widely based on the type and extent 

of the lesions. This complexity necessitates the development of tailored PROMs 

that can better address the specific experiences and health-related concerns of 

affected children. 

 The article "Development of a condition‐specific patient‐reported outcome 

measure for measuring symptoms and appearance in vascular malformations: the 

OVAMA questionnaire" by presents a significant advancement in the assessment 

of health-related quality of life (HRQoL) for patients with vascular malformations. 

The authors emphasize that the symptoms and aesthetic concerns associated with 

these conditions can profoundly impact patients' overall well-being. This premise 

underscores the necessity for a tailored approach to measure treatment outcomes 

from the patient's perspective, which is a critical aspect of contemporary healthcare. 

 The development of the OVAMA questionnaire is a pivotal contribution to 

the field, as it addresses a notable gap in existing measurement tools that often fail 
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to capture the unique challenges faced by individuals with vascular malformations. 

The authors meticulously detail the process of creating this condition-specific 

patient-reported outcome measure (PROM), highlighting the importance of 

engaging patients in the development process to ensure that the tool is relevant and 

reflective of their experiences. This participatory approach not only enhances the 

validity of the questionnaire but also aligns with the growing trend towards patient-

centered care in medical practice. 

 Moreover, provide a thorough examination of the psychometric properties 

of the OVAMA questionnaire, demonstrating its reliability and validity in assessing 

both symptoms and appearance. The statistical analyses presented offer compelling 

evidence that the tool can effectively differentiate between varying levels of 

severity and impact on quality of life, thereby enabling clinicians to make more 

informed decisions regarding treatment strategies. 

 However, while the article successfully outlines the significance of the 

OVAMA questionnaire, it could benefit from a more extensive discussion on the 

implementation of this tool in clinical settings. The authors briefly mention the 

potential for future studies to utilize the OVAMA questionnaire to evaluate 

treatment effects, yet there is limited exploration of how this integration might 

occur in practice. Additionally, further research could investigate the long-term 

impact of treatment on HRQoL using the OVAMA questionnaire, which would 

provide valuable insights into the effectiveness of various therapeutic approaches 

over time. 

 The article "Surgical management of vascular malformations of the upper 

extremity: A review of current literature" by (H.M. van Doesburg et al., 2012) 

provides a comprehensive overview of the complexities associated with the surgical 

treatment of upper extremity vascular malformations. The authors emphasize the 

necessity of evaluating complication rates and the severity of these complications 

when establishing a standard treatment protocol. This critical evaluation is 

particularly relevant in the context of health-related quality of life (HRQoL) for 

patients suffering from these malformations. 
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 One of the key insights from the article is the identification of severe 

complications associated with surgical interventions, including skin necrosis, 

neurological complications, and gangrene. The authors highlight that gangrene, 

which was reported in four cases, resulted in amputation, underscoring the potential 

life-altering consequences of surgical management (H.M. van Doesburg et al., 

2012). This finding is particularly pertinent when considering the long-term health-

related quality of life of patients, as the loss of a limb significantly impacts both 

physical and psychological well-being. 

 The article also critiques the use of sclerotherapy, especially for distal 

malformations, citing high risks of terminal ischaemic necrosis. This aligns with 

the report that such complications should be carefully weighed against the potential 

benefits of the procedure (H.M. van Doesburg et al., 2012). The reported case of 

skin necrosis following sclerotherapy of a vascular malformation in the phalanx 

further illustrates the precarious balance between treatment efficacy and patient 

safety. 

 Moreover, the authors note that surgical debulking, while often considered, 

has a high complication rate, predominantly consisting of minor complications. 

However, even minor complications can detrimentally affect a patient's HRQoL, as 

they may lead to prolonged recovery times and additional medical interventions 

(H.M. van Doesburg et al., 2012). The findings regarding the increased incidence 

of skin necrosis in diffuse malformations compared to focal ones further complicate 

the decision-making process for surgeons. 

 The article also highlights the underreporting of lesion characteristics in 

existing literature, such as size and tissue involvement, which are critical factors 

that could influence surgical outcomes. This lack of detailed reporting hampers the 

ability to draw definitive conclusions regarding the efficacy of various treatment 

modalities and their impact on HRQoL (H.M. van Doesburg et al., 2012). The 

authors advocate for a more individualized assessment of each malformation, taking 

into account specific characteristics that could affect both the surgical approach and 

the subsequent quality of life outcomes for patients.
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CONCLUSION 

 The literature on vascular malformations and their impact on health-related 

quality of life (HRQOL) reveals significant insights into the multifaceted 

challenges faced by affected individuals. The foundational work by (Stumm, 2016) 

establishes a disease-specific questionnaire that assesses the quality of life of 

patients with arteriovenous malformations (AVMs) in the head and neck region, 

demonstrating a stark contrast in HRQOL compared to the general population. This 

underscores the necessity for targeted assessments that reflect the unique struggles 

of this patient group. 

 Building on this foundation, (F. Almotairi et al., 2017) provides a 

comprehensive overview of congenital vascular malformations, emphasizing their 

classification and management. The article highlights the effectiveness of 

minimally invasive interventional radiology techniques, suggesting that such 

treatments can significantly enhance patient satisfaction and HRQOL, thus 

reinforcing the importance of integrating HRQOL considerations into clinical 

practice. 

 Further examination by (H. Marshall et al., 2020) through a meta-analysis 

reveals the enduring challenges faced by individuals with Fontan circulation, 

including physical, psychological, and social obstacles that adversely affect their 

well-being. This analysis emphasizes the interplay between clinical factors and 

psychosocial variables, indicating a need for tailored interventions that address 

these diverse influences on HRQOL. 

 In pediatric contexts, (Lokhorst et al., 2020) discusses the OVAMA project, 

which highlights the inadequacies of commonly used patient-reported outcome 

measures (PROMs) in capturing treatment effects for children with peripheral 

vascular malformations. Their findings advocate for more responsive PROMs that 

accurately reflect the experiences of these young patients, thereby enhancing the 

assessment of HRQOL in clinical settings. 
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 The development of a condition-specific PROM by (Lokhorst et al., 2021) 

marks a significant advancement in evaluating HRQOL for patients with vascular 

malformations, focusing on symptoms and aesthetic concerns. This patient-

centered approach is vital for accurately assessing treatment efficacy and ensuring 

that the unique challenges faced by these individuals are adequately represented. 

 Lastly, (H.M. van Doesburg et al., 2012) reviews the surgical management 

of upper extremity vascular malformations, emphasizing the need for 

individualized treatment protocols that consider the potential complications and 

their impact on HRQOL. The findings highlight the delicate balance between 

treatment benefits and risks, reinforcing the importance of understanding how 

surgical interventions can affect patients' overall well-being. 

 Collectively, these articles illustrate the profound impact of vascular 

malformations on HRQOL and the critical need for continued research into tailored 

assessment tools and treatment strategies. This literature underscores the 

importance of prioritizing patient experiences and outcomes in the management of 

vascular malformations to enhance overall quality of life. 
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