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Abstract  
Background: People with disabilities face inequalities in many areas of life, including their 

frequent experience of barriers to accessing healthcare services. The Zika epidemic revealed 

gaps in the Brazilian healthcare system for children with disabilities, however, evidence is 

lacking on adults with disabilities accessing the healthcare system. Additionally, people with 

disabilities may face exclusion in research. Participatory Visual Methodologies, especially with 

the use of videos, can empower individuals, facilitate communication, promote inclusivity, 

and actively participate in research concerning them, but have rarely been used with people 

with disabilities. This thesis broadens the understanding of healthcare access for people with 

disabilities in Brazil by also examining relevant contexts in Latin America and the Caribbean 

and exploring the experiences of caregivers of children affected by Zika in Colombia. These 

regional insights enrich the overall analysis and contribute to a more comprehensive 

understanding of the barriers and facilitators to healthcare access in Brazil. 

Study Aim: The study aim was to understand healthcare access in Brazil from both a broad 

and zoomed in perspective, involving people with disabilities, as well as exploring more 

accessible ways to engage people with disabilities in research.   

Methods: The aim will be achieved through these objectives: To systematically review the 

literature to understand barriers and facilitators to primary healthcare access among adults 

with disabilities in Latin America and the Caribbean; Investigate barriers and facilitators to 

primary healthcare access among adults with disabilities in Brazil, using in-depth interviews; 

Explore the feasibility of using participatory visual methodologies in disability research; 

Explore the use of Participatory Video as a method in health research involving people with 

disabilities.   

Key findings: The systematic review highlighted healthcare access barriers such as urban 

infrastructure, attitudinal barriers, and inaccessible health information for people with 

different impairments. The in-depth interviews and Participatory Video supported the 

findings from the systematic review. The Participatory Video led to a better involvement of 

people with different disabilities in the study, providing different means of expression, it 

enriched the findings, led to social change and empowerment through data collection and 

dissemination. Using participatory visual methods supported data collection to involve people 
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in different ways, both in the process as well as the impact during dissemination, and it was 

both feasible and acceptable. 

Conclusion: People with disabilities in Brazil have a good understanding of their healthcare 

needs, however, there are barriers that get in the way of those needs being met, and the use 

of visual methods supports an in-depth understanding of these challenges.  
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Format of Thesis  

This thesis consists of four research papers and three linking chapters.  

Chapter One: An introduction to disability, healthcare access and Participatory Visual 

Methodologies. This chapter describes the realms of health and disability, examining the 

conceptualization of disability. It explores the intricate connection between disability and 

access to healthcare. Furthermore, a comprehensive overview is provided regarding disability 

and healthcare access for adults in Brazil. The chapter also introduces participatory visual 

methodologies and the creation of Participatory Videos involving individuals with disabilities. 

Chapter Two, Methodology: Within this chapter, the emphasis lies in delineating the 

objectives and aims of this doctoral study. The Levesque framework, employed to 

conceptualize healthcare access across various sections of this PhD, is introduced. 

Furthermore, the Participatory Ladder is explained, and a thorough explanation is provided 

for the qualitative data collection and analysis methods. The chapter concludes with my 

reflectivity statement. 

Chapter Three, Paper One: Access to primary healthcare services for adults with disabilities 

in Latin America and The Caribbean; a review and meta-synthesis of qualitative studies. This 

chapter presents a systematic review of peer-reviewed qualitative literature on healthcare 

access among adults with disabilities in Latin America and The Caribbean. It presents the 

findings of the main barriers people with disabilities face in accessing primary healthcare 

services.  

Chapter Four, Paper Two: Access to primary healthcare services: the perspective of adults 

with disabilities in Brazil. This article presents the results of a qualitative study that elucidates 

the obstacles and enablers in accessing primary healthcare services for adults with disabilities 

in three regions of Brazil: Pernambuco (Arcoverde), São Paulo (Santos and São Paulo) and 

Distrito Federal (Brasília).  

Chapter Five, Paper Three: Participatory visual methods with caregivers of children with 

congenital Zika syndrome in Colombia. This paper explores the acceptability and feasibility 

of gathering information on the experiences and perspectives of carers of children with 
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congenital Zika syndrome using two different participatory visual methods: Digital Storytelling 

and Participatory Video. The paper describes the experience of caregivers of children with 

disabilities in Colombia who took part in both processes. 

 

Chapter Six, Paper Four: Enhancing Disability Research Through Participatory Video: 

Reflections on a Brazilian Study. This chapter documents the process of using Participatory 

Video with adults with disabilities in Arcoverde, Pernambuco, Brazil, to understand barriers 

and facilitators to access healthcare services.  

 

Chapter Seven: Discussion and conclusion. In this chapter, the study's findings are examined 

and discussed, while also reflecting on the application of participatory visual methodologies 

with people who have disabilities. 

The appendices encompass supplementary materials that support the published papers. 
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Chapter One: An Introduction to disability, healthcare access and 
participatory visual methodologies 
 
1.1 Disability and Healthcare 
 
Within this section, I delve into the realms of health and disability, examining the 

interconnection between the two, and exploring the conceptualization of disability. 

 
1.1.1 Health and human rights 

Established in 1948, the World Health Organization (WHO) declared healthcare to be an 

inherent human right and defined health as “a state of complete physical, mental and social 

well-being” [1]. The United Nations (UN) strengthened this commitment through a broad 

range of actions, including when they established their Sustainable Development Goals in 

2015. Goal 3 of the Sustainable Development Goals (SDGs) focuses on ensuring healthy lives 

and promoting well-being for all at all ages. The goal is to ensure access to quality healthcare 

services, promote mental health, and prevent and treat diseases. It encompasses a wide 

range of targets, including reducing maternal and child mortality, ending the epidemics of 

AIDS, tuberculosis, malaria, and other communicable diseases, as well as ensuring universal 

access to sexual and reproductive healthcare services. Goal 3 aims to create a world where 

everyone can lead a healthy and fulfilling life, irrespective of their age or background. It 

recognizes the interconnectedness of health and well-being with other development goals 

and emphasizes the importance of a holistic approach to healthcare [2]. Through collective 

action from member countries, we can ensure that every individual has access to quality 

healthcare—their basic human right. The goal of this PhD is to increase knowledge on 

healthcare access in Brazil to improve access to healthcare services for all, as outlined in 

target 8. Target 8 of Goal 3 of the Sustainable Development Goals (SDGs) is specific to 

achieving Universal Health Coverage (UHC). The target is as follows: 

"Achieve universal health coverage, including financial risk protection, access 

to quality essential healthcare services, and access to safe, effective, quality, 

and affordable essential medicines and vaccines for all." 
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This target underscores the commitment to ensuring that everyone, regardless of their 

economic status or health status, has access to essential healthcare services without facing 

financial hardship. UHC involves providing a full range of health services, including 

prevention, treatment, rehabilitation, and palliative care, and ensuring that these services are 

of high quality and affordable and available to all. 

Achievement of UHC necessitates the creation of a healthcare system that leaves no one 

behind, addressing the health needs of all individuals and communities without causing 

financial difficulty. Achieving UHC is crucial for promoting well-being, reducing poverty, and 

contributing to overall sustainable development. UHC encompasses preventive care, curative 

services, and palliative solutions. Regrettably, a staggering 400 million people worldwide are 

deprived of healthcare services [3]. Countless individuals from vulnerable or marginalized 

groups face even grimmer prospects due to their age, gender, socioeconomic status, 

ethnicity, sexual orientation and disability [3]. Consequently, these populations have an 

increased risk of exclusion when accessing essential care. 

Ensuring accessible healthcare services for individuals with disabilities is crucial for achieving 

UHC for all, upholding their rights [4]. This commitment also contributes to reducing 

morbidity, mortality and poverty [5]. However, currently efforts to achieve UHC are leaving 

people with disabilities behind. For instance, a recent extensive study in Afghanistan revealed 

that investments in UHC yielded minimal or no improvement in services for people with 

disabilities [6]. Research findings from Chile and Greece indicate that health system reforms 

geared towards UHC may have unintentionally shifted the focus from human rights indicators 

to economic ones, leaving individuals with disabilities at a disadvantage in healthcare access 

[7]. This evidence emphasizes the importance of directing specific attention to people with 

disabilities.  

 

One of the main obstacles to making UHC strategies more inclusive of people with disabilities 

is the scarcity of evidence on the necessary and effective measures. Current tools for 

monitoring UHC tend to be relatively general, emphasizing coverage over access, making 

them unsuitable for identifying the additional needs of individuals with disabilities [8]. There 

is a need for further research to pinpoint the gaps and viable solutions in achieving UHC for 
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people with disabilities. Complicating matters, diverse barriers and challenges exist in 

different settings and for different types of impairments, highlighting the need for locally 

tailored solutions available to all who need them. Adhering to the key slogan of the Disability 

Movement, "Nothing about us, without us," it is imperative to involve people with disabilities 

in the design of these strategies to ensure their feasibility and acceptability [4]. This is a gap 

this study aims to fulfil, collecting more data on disability and healthcare access through 

different methods of engaging people with disabilities and their carers.  

 
1.1.2 Disability 

Globally, at least 1.3 billion people are living with a disability, 16% of the world’s population, 

the majority of whom reside in low and middle-income countries (LMIC) [9].  The prevalence 

of disability increases with age, and is commonly linked to poverty, with consequences 

including exclusion from education, employment and general participation [3]. 

Over time, models used to understand disability have been re-examined. In response to the 

medical model, which paints those with disabilities as defined by individual health needs 

needing resolution, disabled people’s movement and social scientists proposed the social 

model. This perspective advocates that disability is actually caused by society's failure to 

provide support and accommodate for their needs [10]. Essentially, it is not a person’s 

impairment itself disabling them - but our inability to make accommodations in its stead [3]. 

The International Classification of Functioning, Disability and Health (ICF) - otherwise known 

as the "bio-psycho-social model"  [3] – is the framework I will be utilizing, because it is the 

WHO’s way of resolving the conflict between the medical and social models. Consistent with 

this perspective, the UN Convention on the Rights of Persons with Disabilities (UNCRPD) 

(2006) states that persons with disabilities includes those who have long-term physical, 

mental, intellectual or sensory impairments which in interaction with various barriers may 

hinder their full and effective participation in society on an equal basis with others [11]. This 

concept recognizes that disability and functioning are a result of an intricate interplay 

between health conditions, individual elements and environmental factors alike [3]. The 

WHO’s ICF model consists of three main components: 
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• Body Functions and Structures: This component addresses the physiological functions 

of the body and the anatomical structures. It covers functions such as mobility, 

communication, and mental functions, as well as structures like organs and limbs. 

• Activities and Participation: This component focuses on the individual's ability to 

engage in activities and participate in various life situations. It includes domains such 

as self-care, mobility, communication, and interpersonal interactions. 

• Environmental Factors: These factors comprise the surroundings where individuals 

reside and navigate their daily existence, encompassing the physical, social, and 

attitudinal dimensions. This incorporates aspects like building accessibility, social 

support, and societal perspectives. 

Each of these three components is influenced by environments. The ICF model offers a shared 

vocabulary for articulating matters related to health and health-related conditions, making it 

useful for health professionals, policymakers, and researchers. Overall, the ICF promotes a 

more holistic and inclusive approach to understanding health. 

 

 

Figure 1: International Classification of Functioning, Disability and Health (ICF) [3] 

 
1.1.3 Disability and access to health 
 
Although individuals with disabilities are confronted with the same general healthcare 

requirements as their non-disabled peers, they also have specific medical needs that often go 
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unaddressed. Consequently, people with disabilities are at an increased risk of ill-health and 

underlying health conditions [9, 12, 13]; they tend to report poorer overall health than people 

without a disability [7, 14], and are more likely to suffer from chronic issues like obesity, 

hypertension, and mental illnesses [15-20].  Unfortunately, people with disabilities have an 

elevated risk of being unemployed [21].  In turn, this then leads to poor physical and mental 

health outcomes [22, 23] and issues such as inadequate diets, unhealthy living conditions, 

and limited access to basic resources [24, 25]. Accessing primary healthcare is essential for 

ensuring early intervention care, managing chronic conditions, and providing health 

promotion opportunities. It may be the only port of call to a professional when people do not 

have access to secondary of tertiary care. Furthermore, it is an important gateway to 

specialized services that many people with disabilities will require (such as ophthalmology, 

assistive technology and physiotherapy) [26].  

 

Compounding these challenges, individuals with disabilities face higher healthcare 

expenditures, being 50% more likely to encounter catastrophic health expenses. Moreover, 

the quality of care provided to them is consistently reported as poorer [27-29]. There may be 

barriers in healthcare delivery. Consequently, this marginalized group is falling behind in 

critical components of Universal Health Coverage (UHC), emphasizing the urgent need for 

targeted interventions to address these multifaceted health disparities. 

 

Exclusion from healthcare is a violation of rights, as set out by the UNCRPD and the laws of 

most countries. According to the UNCRPD, there must not only be physical and structural 

changes made for those with disabilities but also equal access to experience and knowledge 

as their non-disabled counterparts [11]. The Convention further specifies every individual's 

right to free or low-cost health services without discrimination (Articles 25 & 26) [11]. 

Ensuring equitable access to healthcare for people with disabilities is crucial not only to 

uphold fundamental rights but also to pave the way for the realization of UHC. 

 

1.1.4 Disability and healthcare access barriers 

 

People with disabilities have greater difficulties accessing healthcare, despite their greater 

average needs. Research shows there are widespread barriers to healthcare access shared by 
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many: inadequate affordability, physical inaccessibility of facilities and equipment, 

insufficient communication methods for those who need it most; as well as undertrained 

professionals and unfavourable attitudes towards disability [12]. People with disabilities often 

experience a lack of financial resources, which can impede their access to vital services. This 

disparity is reflected in the fact that upwards of 51-53% of disabled individuals are unable to 

receive necessary healthcare due to cost concerns compared to only 32-33% who do not have 

disabilities [3]. Moreover, transportation expenses add an additional challenge for those 

seeking medical care, as lack of accessible transportation means people with disabilities need 

to reply on private transportation services [30]. Besides the affordability of transportation, 

accessibility to healthcare services may also be restricted due to availability and mileage. 

Physical inaccessibility presents a huge hindrance as well; often healthcare centres lack 

wheelchair ramps, have tight entrances, do not provide suitable restrooms nor contain 

adapted apparatus. All these issues contribute to reduced access [3, 31, 32].  

 

In addition to these barriers, there are also communication issues that can impede access to 

health promotion and prevention information, such as inadequate signage in hospitals, 

limited easy-read material featuring symbols or images, no sign language interpreter available 

or unavailability of braille resources [33]. Consequently, those with sensory, cognitive or 

psychosocial impairments find it hard to understand and take advantage of preventative 

healthcare measures which could have reduced chronicity, comorbidities and late diagnosis 

[3, 31, 32]. A scarcity of information about potential healthcare options and alternatives can 

obstruct patients from receiving more tailored advice during their appointments [3]. 

Healthcare providers' lack of skills and understanding, combined with pervasive negative 

attitudinal issues, create barriers that prevent people from accessing health care. Stigma 

leads many individuals living with disabilities to anticipate that they will be refused service or 

treated unfairly when attempting to access healthcare services [3, 34-36]. Research also 

indicates that people with disabilities attend fewer routine health examinations than their 

non-disabled counterparts [37] and are less likely to receive preventive care overall [18, 38-

41]. Individuals living with disabilities are significantly more likely to face mistreatment, 

disallowance of care and inadequate healthcare professionals that lack the necessary skills 

for their condition [33]. In fact, data from four countries in Southern Africa reveal that less 

than half of persons with disabilities were provided medical rehabilitation services when 
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needed whereas fewer still - a third or less - received essential assistive devices such as 

wheelchairs, prostheses and hearing aids [3]. The World Health Survey has revealed that 

adults with disabilities are far less likely to receive the medical attention they need, when 

compared to those without impairments [3].  

 

Unveiling the complexity of barriers in access to healthcare involves two critical aspects: how 

data is collected and by whom. For evaluating success of healthcare, quantitative impact 

evaluations are relevant; for understanding how people are excluded, qualitative approaches 

are most suitable. And yet, we can also look for more inventive approaches to explore these 

concepts even further. Participatory visual methodologies are potentially advantageous as 

they allow individuals to comprehend complex topics and perspectives more effectively than 

simple descriptions [41]. This approach not only highlights the importance of understanding 

but also eliminates potential restrictions when trying to communicate ideas.  

 

1.2 Brazil: An overview on disability and health 

To understand healthcare access for people with disabilities in Brazil, it is essential to consider 

the broader policy context within Latin America and the Caribbean. Countries in this region 

have diverse healthcare systems with varying degrees of accessibility and inclusivity for 

people with disabilities. Many of these countries face challenges such as insufficient 

healthcare infrastructure, limited funding, and significant disparities in healthcare access 

between urban and rural areas [42]. Additionally, the cultural and socio-economic differences 

across the region impact the implementation and effectiveness of disability-related 

policies [3]. Research in Latin America has shown that people with disabilities often face 

barriers to healthcare, including financial difficulties, inadequate infrastructure, and a lack of 

specialised services [43]. In countries such as Colombia, studies have found that people with 

disabilities encounter obstacles in accessing necessary treatments, reflecting broader 

systemic issues within healthcare delivery. Similarly, in the Caribbean, fragmented healthcare 

systems have been linked to difficulties in providing consistent and comprehensive services 

for people with disabilities [44]. Understanding these regional challenges provides valuable 

context for examining the specific situation in Brazil and highlights the need for comparative 

research across the region to develop more effective strategies for improving healthcare 



Veronika Reichenberger  PhD Thesis 19 

access for people with disabilities. Brazil is a Latin American country characterised by its vast 

population, numbering approximately 217 million individuals [45]. Brazil is middle income - 

In the global context, Brazil holds the 87th position among 189 countries according to the 

Human Development Index (HDI). When focusing specifically on the HDI rankings of 33 Latin 

America and the Caribbean states, Brazil stands as the 16th in the hierarchy [46]. 

In the 53rd meeting of Pan American Health Organization (PAHO) member states in 2014, the 

Latin American member countries agreed to strengthen their healthcare systems to achieve 

UHC [7]. The strategy suggested by PAHO to reach UHC was to achieve four aspects: 

accessible, integral and quality healthcare services; effective governance of the health 

system; sufficient and stable investment in healthcare, with the public spending in health of 

at least 6% of the GDP; and act upon social and environmental determinants of health [47]. 

Brazil has seen a move towards UHC, resulting from its pioneering stance in Latin America in 

making access to healthcare a constitutional right [48]. Brazil has been progressing on its 

efforts towards UHC even before the agreement between PAHO members, due to Brazil’s 

national health system, Sistema Único de Saúde (SUS), which was developed in 1988, after 

the fall of an authoritarian military dictatorship [49]. SUS has contributed to an improvement 

in human rights and the reduction of social inequalities, as well as positively impacting the 

health of Brazilians [50]. One of the pillars of SUS is ‘equity’, which is a social justice principle 

[51], based on the idea that all individuals of a society should have the same opportunities to 

develop their full health potential [51]. However, the current economic crisis in Brazil has led 

to a cut in funding in many areas, including healthcare, preventing the government from 

reaching its UHC goal [52].  

There are an estimate of 16 million people with disabilities in Brazil [53]. The Brazilian Law of 

Inclusion states that it is a fundamental right for people with disabilities to have access to high 

quality healthcare through an interdisciplinary team, adequate infrastructure, appropriate 

communication resources and necessary assistive devices [54].  

The Brazilian Law of Inclusion [54] underscores the importance of addressing barriers through 

accessibility, universal design, and assistive technology. It centres on principles of non-

discrimination, ensuring equal opportunities, reporting violations, and fostering collective 

responsibility. The law also highlights the obligation of public authorities to uphold the dignity 
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of people with disabilities, addressing matters such as clinical interventions and consent 

withdrawal. Additionally, it emphasizes the fundamental right to rehabilitation, incorporating 

elements like multidisciplinary assessment and coordinated efforts by health and social 

services. The law ensures comprehensive healthcare through the Unified Health System, 

encompassing aspects such as participation, ethical standards, and professional training. It 

further mandates preventive measures, inclusive private health insurance, care away from 

home, and the provision of a companion during hospitalization. Prohibitions against 

discrimination, variable charging, and violence underscore the law's dedication to inclusivity 

and the protection of individuals with disabilities. 

There are other important policies in place in Brazil to support the right to inclusion, such as 

the National Health Policy for Persons with Disabilities (PNSPCD). On their paper on the 

National Policy for people with disabilities in Brazil, Lyra et al discuss the challenges and 

context of implementing the National Health Policy for Persons with Disabilities (PNSPCD) in 

Brazil from 2002 to 2018  [55]. They conclude that there has been a complex trajectory of 

public policies for people with disabilities in Brazil, particularly in the context of healthcare. 

They note that the development of these policies has faced challenges and successes over the 

last 50 years, involving various factors such as the disability movement, technical staff, 

philanthropic institutions, international organizations, and different governments. The 

neoliberal offensive on social policies is identified as a major obstacle to the consolidation of 

the National Health Policy for Persons with Disabilities (PNPCD). The authors also 

acknowledge advances during the Lula and Dilma governments, including Brazil becoming a 

signatory to the Convention on the Rights of Persons with Disabilities. However, they point 

out contradictions and a lack of comprehensive healthcare network implementation [56]. 

More broadly, studies show that these laws and policies are not yet implemented on the 

ground in Brazil. A study conducted in São Paulo shows that people with disabilities face 

difficulties in accessing healthcare services in different levels, due to lack of adequate 

infrastructure and stigma from healthcare professionals [51]. Another study conducted 

recently in Brazil on the economic impact of Congenital Zika Syndrome, shows a gap in access 

to healthcare among people with disabilities in Brazil, as well as a need to further understand 

the barriers [57]. A scoping review conducted in Brazil shows that users of the service face 



Veronika Reichenberger  PhD Thesis 21 

several obstacles to access health services, including breakdowns in communication between 

professionals and patients/caregivers, financial constraints, attitudinal/behavioural 

challenges, limited service availability, and organizational and transportation barriers. On the 

other hand, service providers identified key barriers such as inadequate training for 

professionals, deficiencies in the health system, physical obstacles, insufficient 

resources/technology, and language barriers [58]. A similar trend among people with 

disabilities is seen globally, due to barriers such as stigma and lack of appropriate 

infrastructure which reduce the capacity to access health services [26, 56, 59-61].  

 

1.3 Participatory research with people with disabilities 

 

There is a clear need for more evidence on the barriers and challenges people with disabilities 

experience in accessing health, so that services can be improved and the right to healthcare 

realised. However, people with disabilities have all too often been excluded from research 

[62]. The Disability Rights Movement clarifies that it is the right of people living with a 

disability to be included within such studies, as ‘experts by experience’ in their field. This 

human rights-based approach strongly asserts that everyone has the ability to partake fully 

and completely - regardless of any form of impairment [63]. Therefore, people with 

disabilities must not only be accepted but also valued for their essential contributions made 

around the globe across every sector [62, 63]. Studies have increasingly emphasized the 

importance of including people with disabilities in their own research through the help of 

participatory methodologies [62].  The generation of scientific evidence on disability relies on 

research, which, in accordance with Article 3, Clause 3 of the UNCRPD, must guarantee the 

"full and effective participation and inclusion of disabled people." This is consistent with the 

Disability Rights Movement principle of "Nothing about us, without us," which underscores 

the necessity of meaningful inclusion of disabled individuals in activities that concern them 

[63]. The significance of participatory approaches in achieving ethical, equitable, and high-

quality research practices is well-established [64]. These methods entail shifting power from 

the researcher to the individuals participating in the research.  

 



Veronika Reichenberger  PhD Thesis 22 

Several noteworthy examples of good practices in disability research exist. Co-production has 

been employed in the development of mental health services and research, aiming to bridge 

the "relevance gap" in academic research and ensure that findings align with policies and 

practices [65]. Certain research techniques facilitate participation, such as photovoice, which 

enables disabled individuals to express themselves effectively and highlight the key impacts 

on their lives [62, 66]. Arguably, qualitative methods lend themselves most obviously to 

participation, as there can be participation as an interviewee, interviewer or research 

designer. Qualitative research often focuses on in-depth interviews, and most recently visual 

methods have been used to promote more active collaboration [67].  

 

1.3.1 Participatory Visual Methods 

Participatory visual methodology involves research participants creating visual material as an 

integral part of the research process. The use of visual methods in research can be traced 

back to anthropology, where anthropologists have frequently employed visual media to 

convey intangible aspects of culture in their research [68]. Visuals have the capacity to bring 

out emotions and information that are hard to capture during verbal interviews [69]. Images 

have the power, as written by Susan Sontag, to ‘haunt’ audiences, or as Olins describes to 

‘touch’ us [70]. Videos capture informal ways of knowing, through hearing and seeing [41] 

and audio-visual literacy is universal [71]. Participatory visual methodologies therefore not 

only contribute to the collection of empirical evidence, but also create a medium that can go 

beyond a report and publications; it can be disseminated through screenings and exhibitions, 

reaching various audiences, including communities, policy makers and healthcare 

professionals [70].  

Another advantage is that PV methods provides a mode of inquiry, representation and 

production that involves the participants actively [70]. This holds particular significance within 

marginalized communities, enabling them to apply their own discoveries according to local 

needs [72]. Visuals can also provide entryways to otherwise inaccessible locations and 

broadens the range of settings in which information can be gathered [41], including capturing 

non-verbal interactions. Another key aspect of participatory visual research is that it 

generates participant-generated data, empowering the individuals involved [70]. This fosters 
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a collaborative relationship between the researcher and participant, where they operate as 

colleagues, bringing distinct skills into a process of mutual learning [73]. Participatory visual 

methodologies have the potential to reshape the topics under discussion, facilitating learning 

for both participants and researchers [73-76]. 

 

Participatory visual methodologies align with the principles of Paulo Freire - a Brazilian 

educator and philosopher - [77] emphasizing a broader perspective and comprehension of 

health and its social determinants. This approach advocates for the promotion of dialogue. 

There should be a recognition of informal knowledge and meaningful social involvement [71]. 

Additionally, professionals may have a limited understanding of how lay people experience 

and understand the health system and its practices. Therefore, capturing data from the 

perspective of participants is crucial to generating change [73].  As outlined in the WHO 

Toolkit on social participation, advocating for social participation holds significance in 

achieving a fair balance of power [78]. For example, Caroline Wang proposes photo novellas 

as a means to empower participants who possess an in-depth understanding of their 

communities. This approach allows them to identify and address their own issues, aiming at 

individual change and enhancing the overall quality of life within the community. She also 

argues that the use of participatory visual methodologies enables community members to 

communicate directly to policymakers and has been used to inform policy [79]. This leads to 

what Freire calls ‘concientização’ (conscientisation), which enables participants to become 

aware of their own capabilities in improving their circumstances [77]. Just as Freire developed 

word lists for literacy classes from the life experiences of his students, to avoid any vocabulary 

which was not part of their life experience, a photo novella does the same but with photos 

and descriptions of the photos, where participants portray their own life and community [79].  

 

A literature review of participatory visual methods shows that the most common methods 

used in research are photovoice, participatory video, drawing, mapping and digital 

storytelling [70]. All these methods combine a visual aspect as well as an interview or focus 

group discussion, to capture both the audio-visual or visual and expression of meaning of the 

participants involved [41]. The most common method is photovoice (initially named photo 

novella) which was pioneered by Caroline Wang when implementing the process with women 

in rural China [79]. According to Wang, photo novellas (photovoice) have three main goals, 
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which can be expanded to represent underlying goals of all participatory visual 

methodologies: To empower the participants to record and reflect on their lives; to enhance 

the collective knowledge on a specific topic; and to inform the broader society and 

policymakers of a specific issue [80]. 

As still images, photos have less of a capacity to capture the complexity of settings than videos 

do. That is why authors have described video as being an effective tool for capturing 

interactions among various individuals, including patients, physicians, and other medical and 

non-medical staff. It also serves to document the interaction between people, technology, 

and their environment [81]. This is one of the reasons why video was selected as the medium 

for the participatory visual component of this PhD research. Additionally, I chose video over 

photos to ensure inclusivity for participants with visual impairments and potentially for 

people who use sign language. By incorporating audio, video content becomes accessible to 

a broader audience, including those who may rely more heavily on auditory cues. If subtitled, 

can be available to hard of hearing or deafened people. This decision aligns with the principles 

of universal design, aiming to make information available to everyone regardless of their 

abilities [82]. Furthermore, the audio component of videos adds depth and richness to the 

content, providing additional context, emotional cues, and enhancing the overall viewing 

experience. In research, capturing both visual and auditory elements allows for a more 

comprehensive understanding of the subject matter and facilitates nuanced analysis [83]. 

Thus, the choice of video not only promotes inclusivity but also enriches the research by 

leveraging the multisensory nature of the medium. 

The heterogeneity of people with disabilities and caregivers, and the complex nature of access 

suggests the need for a method that can adapt to individual needs and particularities in 

accessing healthcare people may experience, in a Latin American context. Therefore, as one 

of the objectives of this study (objective three) I set out to explore the use of two different 

participatory visual methods that use video – Participatory Video or Digital Storytelling for my 

study. 

1.3.2 Disability and Participatory Visual Methods 
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Using photography as a research method has become more common among social scientists 

involving people with disabilities in studies [84-87]. However, video is still a method which is 

not widely used, and few studies have been identified that use video as a research method 

with people with disabilities. A systematic review conducted on access to HIV services among 

individuals with disabilities in Africa [88] identified eight papers addressing the theme, and 

none of them employed participatory methods, nor visual methods. The predominant 

methods observed were in-depth interviews and focus group discussions, with participant 

observation following closely. A study conducted in a separate systematic review by Goli 

Hashemi focused on qualitative papers addressing primary healthcare access for individuals 

with disabilities in low and middle-income countries [29]. Hashemi et al. found only one 

instance, out of 41 papers, that utilized photovoice specifically with children with disabilities 

in Indonesia [89]. However, this paper does not provide a comprehensive reflection on the 

simultaneous use of both methods—in-depth interview and photovoice.  

 

A few examples were identified of studies describing the development of participatory videos 

with people with disabilities. Sitter [90] and Bezzina [91] are two examples of these. The 

authors delve into the realm of participatory video analysis in disability research, shedding 

light on both its benefits and challenges. Sitter emphasizes the understudied nature of 

participatory video analysis, underscoring hurdles related to participant involvement, 

especially during the editing stage. Balancing choices, time constraints, and unintentional 

dominance of voices pose significant challenges. The paper advocates for a deeper 

understanding of how participatory analysis integrates into the overall research 

methodology, urging further exploration and discourse to address these challenges. On the 

other hand, Bezzina focuses on the potential for skill development and personal growth 

through participatory methods. While noting the positive experiences reported by 

participants, Bezzina acknowledges critiques surrounding participatory video, including 

concerns about power dynamics, homogeneous assumptions, and potential exclusion of 

certain disabilities. Reflexivity is highlighted, with Bezzina recognizing the limitations of being 

a non-disabled researcher from the West and emphasizing the importance of ethical 

considerations in navigating potential inhibitors in the research process. 
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Together, these perspectives paint a comprehensive picture of the multi-faceted nature of 

participatory video analysis in disability research. They underscore the potential power of 

participatory video in empowering community members to become co-filmmakers, fostering 

collaboration, creativity, and inclusivity. Simultaneously, they call attention to the intricate 

challenges involved, urging a nuanced understanding and ongoing dialogue to refine this 

methodological approach for a more inclusive and effective disability research framework.  

There is a need for an increased application of participatory visual methods in engaging 

people with disabilities, fostering a comprehensive understanding of how to effectively 

address obstacles while leveraging positive aspects. 

1.4 Conclusion 

My research underscores the imperative for a more nuanced understanding of barriers to 

healthcare access for individuals with disabilities, particularly in low- and middle-income 

countries. Recognizing this need, my PhD journey was meticulously structured to 

comprehensively address the gaps in qualitative information on these barriers. The 

systematic review initially delved into available qualitative data on health access barriers, 

evaluating existing approaches to data collection. Subsequently, employing in-depth 

interviews provided insights into the core barriers experienced by people with disabilities. 

The exploration then advanced into different methodologies, with the testing of participatory 

visual methods as an approach to unravel healthcare challenges. This approach was 

complemented by further using Participatory Video to get insights into healthcare challenges 

from a different perspective, as well as to better explore the use of this tool. Ultimately, this 

research not only contributes to a deeper understanding of healthcare barriers but also sheds 

light on effective qualitative data collection methods in this crucial domain. 
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Chapter Two: Methodology 
 

This study involved a systematic review, in-depth interviews, exploration of participatory 

visual methods, and a participatory video process to support the understanding of healthcare 

access.  

 
 2.1 Study aim and objectives 

The study aim was to understand healthcare access in Brazil from both a broad and zoomed 

in perspective, involving people with disabilities, as well as exploring more accessible ways to 

engage people with disabilities in research. The aim will achieve this through these objectives: 

1. Systematically review the literature to understand barriers and facilitators to primary 

healthcare access among adults with disabilities in Latin America and the Caribbean 

(Chapter 3, Paper One)  

2. Investigate barriers and facilitators to primary healthcare access among adults with 

disabilities in Brazil, using in-depth interviews (Chapter 4, Paper Two)  

3. Explore the feasibility of using participatory visual methodologies in disability research 

(Chapter 5, Paper Three) 

4. Explore the use of Participatory Video as a method in health research involving people 

with disabilities (Chapter 6, Paper Four)  

 

2.2 Conceptual framework 

 

2.2.1 Access to healthcare 

The concept of healthcare access is intricate. Levesque et al. [92] propose a conceptualisation 

of healthcare access that delves into "broad dimensions and determinants, integrating 

demand and supply-side factors, and facilitating the operationalisation of access to 

healthcare throughout the entire process of seeking and benefiting from services" [92]. 

Barriers may manifest at various stages in the healthcare-seeking journey. Five dimensions of 
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accessibility have been outlined: Approachability, acceptability, availability and 

accommodation, affordability, and appropriateness. Correspondingly, five abilities for 

individuals to interact with services have been identified: Ability to perceive, ability to seek, 

ability to reach, ability to pay, and ability to engage. This framework will guide my PhD 

research. I chose this framework because it provides a structure for how to consider the 

different barriers people with disabilities face - both from demand and supply side across the 

journey. 

 

Figure 2: Levesque’s conceptualization of healthcare access [92] 

 

As a highly diverse demographic, individuals with disabilities confront a range of barriers 

shaped by factors like impairment type, age, gender, and setting. However, research spanning 

various countries and encompassing individuals with different impairments has identified 

common hurdles in healthcare access for people with disabilities. These include challenges 

related to affordability, physical accessibility, insufficient communication methods, 

professional skill gaps, and negative attitudes.  
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2.2.2 Participatory research 

Efforts in research, policies, and interventions seeking to be inclusive of individuals with 

disabilities should actively engage them to guarantee that the outcomes genuinely meet their 

needs, as outlined in the previous chapter. 

In this thesis, the imperative for comprehensive participation is explicitly emphasized, as 

highlighted in Article 3, Clause 3 of the UNCRPD, which stipulates that research on disability 

should guarantee the 'full and effective participation and inclusion of disabled people' [11]. 

The essence of complete participation is intrinsic to human rights principles. The aim is to 

actively engage individuals with disabilities as partners in the research process, ensuring their 

voices are not only heard but also actively contribute to shaping the study. 

Different conceptualisations of participation have been proposed [93]. One such framework 

is the "ladder of participation," which was first developed for citizen participation [94], and 

can be a useful framework to understand people’s participation in research, including studies 

that encompass individuals with disabilities [95]. At the lowest rung of this ladder lies non-

participation or manipulation, where individuals are compelled to take part merely to access 

a service. Moving up, nominal participation, often referred to as "tokenism," involves simply 

informing or consulting people with disabilities, this may involve including them in meetings 

once the research plan is already formulated. Progressing further, partnership or active 

participation emerges, with disabled individuals actively engaged in designing research, 

collecting data, and voicing their perspectives. Finally, at the highest level, we find effective 

participation, characterized by delegated authority or "citizen's control," where the focal 

group, in this instance, individuals with disabilities, takes charge of most aspects of the 

research, including financial decisions, or even exercises complete authority. This highest 

level can also be termed "co-produced" research if it entails collaboration with disabled 

individuals [96] or "emancipatory" research when disabled individuals assume full ownership 

of the entire process [97]. 
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Figure 3: Ladder of participation for people with disabilities and carers [98] 

The full methods are given in the individual papers. A summarised version is given here for 

each objective: 

2.3 Methods to meet objective 1: Systematically review the literature to understand 
barriers and facilitators to primary healthcare access among adults with disabilities in 
Latin America and the Caribbean (Chapter 3, Paper One)  
 
 
2.3.1 Data collection 
 
The authors collaborated with the International Centre for Evidence in Disability (ICED) and 

The London School of Hygiene & Tropical Medicine (LSHTM) librarians to develop search 

terms focused on disability, healthcare and Latin America and the Caribbean. The search, 

conducted in June 2022, retrieved peer-reviewed articles from six databases—CINAHL, 

LILACS, MEDLINE, GLOBAL HEALTH, EMBASE CLASSIC, and EMBASE. The literature sought 
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papers published from 2000 onwards, using keywords related to access/barriers to healthcare 

services, Latin America and the Caribbean, and adults with disabilities. MeSH terms or 

equivalent headings were employed in the search. Screening involved two researchers 

independently evaluating titles, abstracts, and full texts for eligibility, with disagreements 

resolved by a third author. Included studies, published in English, Spanish, Portuguese, 

French, or Dutch, focused on access to general or primary care services for adults with 

disabilities in Latin America and the Caribbean, using qualitative data collection methods and 

constituting original primary research. For additional details, refer to the paper itself. 

 

2.3.2 Analysis 

 

The meta-synthesis adhered to the ENTREQ and PRISMA [99, 100] guidelines, ensuring 

transparency and systematic reporting of qualitative research synthesis. I conducted data 

extraction and coding, with subsequent review by two other researchers, Ana Paula Corona 

and Mansi Baxi. Information under the "results/findings" headings was electronically 

extracted and input into NVivo 12. Line-by-line coding was employed to identify concepts 

related to the Levesque framework [92]. 

 
2.4. Methods to meet objective 2: Investigate barriers and facilitators to primary 
healthcare access among adults with disabilities in Brazil, using in-depth interviews 
(Chapter 4, Paper Two)  
 
2.4.1 Participant selection 

 

Participants with disabilities were identified initially through healthcare centres, followed by 

the application of snowball sampling. Additionally, we reached out to some Organizations of 

Persons with Disabilities (OPDs). Eligibility criteria for participation included being above 18 

years old and self-reporting 'a lot of difficulty' or 'cannot do' in one or more of the Washington 

Group Questions [101]. We contacted all participants through telephone calls or email. Our 

goal was to ensure a balanced representation, encompassing participants with various self-

reported disabilities (visual, hearing, intellectual, physical impairment), both men and 

women, and those older or younger than 65 years old. 
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2.4.2 Data collection 

 

I, along with local researchers, conducted in-depth interviews. All researchers were selected 

based on their expertise in public health or psychology and their familiarity with the local 

context. Notably, two interviewers have disabilities themselves. The in-depth interviews took 

place between March 2020 and November 2021, coinciding with the COVID-19 pandemic. As 

a result, all interviews in São Paulo, Santos, and Brasilia were conducted remotely through 

virtual or telephone calls. The choice of platform was based on each participant's preference 

and access availability. In Arcoverde, interviews were a mix of remote and in-person sessions 

conducted when most restrictions were lifted. Participants and interviewers had to be 

symptom-free and wear masks during face-to-face interviews. While most participants were 

directly interviewed, carers and family members were involved in cases where individuals had 

very significant difficulties in communicating or understanding. 

 

2.4.3 Analysis 

The researchers familiarized themselves with the data, which entailed revisiting transcripts 

and field notes to gain a comprehensive understanding of the material. Following this, a first-

level thematic analysis was undertaken, categorizing participants' accounts into overarching 

themes that corresponded the Levesque framework [92]. This initial analysis served to 

structure the data and gauge the extent to which sub-factors were discussed within the study 

population. 

Subsequently, these broad themes were further deconstructed into sub-themes, sometimes 

more specific to disability. The relationships between these sub-themes were compared and 

scrutinized, employing analytical memos within the excel for an in-depth exploration of the 

data. 

For a more comprehensive discussion of this analytical process, please refer to Chapter 4, 

specifically Paper two, where this methodology is elaborated upon in greater detail. For the 

Participatory Video process, Chapter 6, paper 4 details the process. Interviews were 

transcribed for analysis. Codes were created deductively and inductively within a framework 

approach to map people with disabilities’ healthcare access experience.  We used the patient-
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oriented dimensions of the Levesque framework [92]. To report this study, we used the 

Consolidated criteria for Reporting Qualitative research (COREQ) [100] to support us in the 

different stages. 

2.4.4 Ethical considerations 

Participants with different disabilities took part in the study and it was important to guarantee 

that all participants were providing informed consent, including those who may have 

struggled to understand the consent form. The first thing to acknowledge is that people with 

intellectual disabilities may struggle to give informed consent, as they may not have a 

complete understanding the requests made of them [102]. To overcome these challenges, 

the caregiver - an individual, whether paid or unpaid, who provides significant support to 

individuals with disabilities [103] – was present during the consent process. Caregivers were 

also an important support for communication, as they may have a better understanding of 

what participants want to express, as well as provide comfort if they feel uncomfortable in a 

new environment [104]. Additionally, simplified versions of the consent forms were 

developed to support direct consent from participants with intellectual disabilities.  

The research was approved by the Ethics Committees of all partner institutions. Participants 

gave informed consent before taking part in the study. Two consent forms were created, a 

more complex one and a simpler one, to support understanding. Proxy consent was given for 

people who found understanding the consent form challenging.  

 
2.5 Methods to meet objective 3: Explore the feasibility of using participatory visual 
methodologies in disability research (Chapter 5, Paper Three) 
 
2.5.1 Participant selection and data collection 
 
Participatory Video 

 

The Participatory Video (PV) process took place in Cali, Colombia, in September 2019, with 

the objective of exploring the impact of the Juntos program on the lives of caregivers. A group 

of 11 Colombian caregivers, connected through a WhatsApp group formed during their 

participation in the Juntos program, was approached to join the PV. One of the Juntos 
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facilitators, present in the WhatsApp group, informed them about the PV, and eight out of 

the 11 caregivers agreed to participate. 

 

A one-day workshop was conducted by me in a local NGO office. I had the support from Luisa 

Consuelo Rubiano Perea, from Fundación Casa GAMI, to organise the session. The eight 

caregivers, consisting of six mothers, one grandmother, and one sister of children with 

Congenital Zika Syndrome (CZS), attended the workshop with the children. The PV process 

involved a story circle, where participants shared their experiences with the Juntos program 

and its impact on their lives. On the same day, they received training on filming. With one 

camera available, each caregiver took turns filming another, capturing moments like singing 

to their child. They learned basic camera operations such as starting and stopping, zooming, 

and checking sound. After practicing, they collectively decided on the content for the final 

video through storyboarding, with some caregivers talking on camera while others filmed or 

visually demonstrated activities learned through Juntos (e.g., feeding, playing, creating 

props). 

 

All caregivers contributed to the decision-making process. Editing discussions took place, and 

I edited the film based on their suggestions. The final version was agreed upon through 

dialogues between the facilitator and the caregivers, considering preferences for music, texts, 

and effects. The completed film was then uploaded and shared with the caregivers for their 

unrestricted use. 

 

Digital storytelling 

The Digital Storytelling (DST) project, following the Story Center methodology [105], was 

conducted online in September 2020, with the facilitator having undergone training in this 

approach. Six out of the eight mothers who participated in the PV process engaged in an initial 

online story circle through the Zoom platform. In this session, conducted as part of the DST 

project, the mothers explored the experiences of healthcare access for children with 

disabilities in Colombia, discussing both facilitators and barriers. 
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During the story circle, participants shared their child’s healthcare access journey and 

selected a specific story they wanted to create a video about. Examples of digital stories were 

shown to help them visualize how to portray their stories effectively. A week later, another 

online session took place where caregivers read their stories and provided feedback to each 

other. Subsequently, caregivers gathered photos and videos to illustrate their stories, which 

were then submitted to me. The editing process was carried out by me, closely aligning with 

the participants' suggestions. The finalized videos were shared among the caregivers, with 

four out of the initial six completing their digital stories, and three having available videos to 

share. 

Semi-structured in-depth interviews and researcher observation notes 

 

In total, four comprehensive semi-structured interviews were conducted with participants 

who engaged in both the DST and PV methods. The questions covered various aspects of the 

processes, seeking participants' perspectives on the experience and their thoughts on the 

outcomes. Topics included empowerment and the effectiveness of conveying their messages. 

Conducted in Spanish by me, a fluent Spanish speaker, the interviews took place via Zoom, 

each lasting approximately 45 minutes to one hour. Transcriptions were verbatim in Spanish 

to preserve the nuances of the participants' responses and were returned to them for content 

verification before analysis.  

 

2.5.2 Analysis 

 

My observation notes, capturing participant involvement, reactions, and conversations during 

the process, were also integrated into the analysis. Manual coding of transcripts and 

observation notes followed an iterative process, identifying central themes as they emerged, 

and refining and expanding them through the coding process. I actively participated in all 

three phases of the study, bringing prior training in participatory video, digital storytelling, 

and qualitative research expertise to the project. 
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2.5.3 Ethical considerations 

Before initiating the interviews, participants received comprehensive information about the 

study, had any queries addressed, and provided written ethical consent. Additionally, at the 

conclusion of both the PV and DST processes, an additional oral ethical consent was obtained. 

During this phase, participants informed the researchers whether they consented to the 

sharing or usage of the videos. 

Full ethical review and approval was granted by the LSHTM Ethics Committee and the Ethics 

approval for the study was granted by the London School of Hygiene & Tropical Medicine 

(LSHTM) (No 15986 /RR/ 11098) and Comité de Ética e Investigación Asistencia Cientifica de 

Alta Complejidad (CEIACAC) Bogota (No CEI-022-19).  

 
2.6 Methods to meet objective 4: Explore the use of Participatory Video as a method 
in health research involving people with disabilities (Chapter 6, Paper Four)  
 
2.6.1 Participant selection and data collection 
 
The study recruited eleven participants from a larger pool of individuals with disabilities and 

their carers who initially took part in the interviews for objective two. The selection process 

for those who were interested involved creating a purposive sample to ensure diversity in 

age, disability type, and gender among participants. As the time for the participatory work 

neared, those who had shown interest were re-contacted to confirm their continued 

willingness to participate and to provide further details about the project. To ensure no one 

was excluded due to financial constraints or transportation barriers, participants were 

informed that financial support for transportation and food would be available, and 

accessible transportation was provided as needed.  

 

The workshop and filming activities spanned four days. The workshop included story circles, 

learning how to use videos and video-making. 

 

2.6.2 Ethics 
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The consent process in this study, which received ethical approval from committees in the UK 

and Brazil, emphasized informed consent throughout. Participants first signed an initial 

consent form upon agreeing to participate, which detailed the study's purpose, procedures, 

and potential risks or benefits. After creating the video, a second consent form was signed, 

addressing privacy concerns and offering options like pseudonyms or face blurring, after 

participants reviewed the final product and discussed any concerns or requested edits. 

 

2.7 Research collaborators 

 

I am dedicated to the process of fostering cross-cultural learning between regions worldwide 

to address poverty and reduce inequalities. This commitment is evident in the partnerships 

and methodologies that have been developed and implemented in the contest of my doctoral 

research. I collaborated with researchers from the University of São Paulo, University of 

Pernambuco, and FIOCRUZ. Each research team shared a common dedication to co-

production with researchers with disabilities, each hiring researchers with disabilities within 

their team for the in-depth interview and analysis. As well as providing them a space to build 

their careers in research, producing first author papers. The data collection team included 

Gislene Inoue Vieira, Simone Vieira da Silva, Karina Aparecida Padilha Clemente Maria 

Eduarda Carvalho, Maria Clara Melo, Fábio de Sousa, Willians Melo, Matheus Frazão, 

Gabriella Morais, Araújo Morais, Ana Carolina Digues da Costa, Soniery Almeida Maciel, 

Joselia de Souza Trindade and Luisa Consuelo Rubiano Perea. Each member either had prior 

experience in collecting qualitative data or underwent training to do so. The training included 

how to conduct interviews with people with different impairments, collecting informed 

consent and data storage and management.  

 

2.8 Researcher reflexivity 

Engaging in a study on healthcare access for adults with disabilities in Brazil necessitates a 

critical reflection on my own background, experiences, and the complexities inherent in my 

role as a researcher. As a white European-Brazilian, my identity brings forth a dynamic 
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interplay of cultural perspectives, shaping both my approach to research and interactions 

with participants. Despite my heritage from my mother’s side being originally from São Paulo, 

my residence in Brazil has been limited to four years, underscoring the importance of 

acknowledging the gaps in my extensive understanding of the country's diverse socio-cultural 

landscapes. 

With a background in Visual Anthropology and over eight years of experience as an 

ethnographic filmmaker, I have come to appreciate the profound advantages of incorporating 

visual tools in research, particularly when working with diverse populations. It is essential to 

recognize that while this study is not explicitly ethnographic, my professional history in Visual 

Anthropology has undeniably shaped my approach. Throughout my career, a commitment to 

constant self-reflection has been paramount, emphasizing that the substance of the research 

always takes precedence over the aesthetic aspects of filmmaking. This awareness has been 

instrumental in navigating the delicate balance between the visual representation and the 

substantive content of the study. My academic background in Visual Anthropology influenced 

my methodological choices, leading to the utilization of in-depth interviews and a 

Participatory Video approach. Notably, the Participatory Video was conducted in Pernambuco 

state, an area with which I am less familiar. This introduces an aspect of reflexivity, 

recognizing that my relative unfamiliarity with Pernambuco may influence the interpretation 

of data and the depth of contextual understanding.  

It is crucial to recognize and grapple with the inherent power dynamics as a non-disabled 

researcher investigating healthcare access for and with individuals with disabilities. My 

personal connection to the subject matter, sparked by the experience of my brother’s son, 

Oliver, being born with cerebral palsy and subsequent passing, adds a layer of emotional 

sensitivity to my engagement with the topic. While I have conducted some studies with 

people with disabilities in the past, I humbly acknowledge that I consider myself to have 

limited experience in this domain. The support and guidance received from the International 

Centre for Evidence in Disability (ICED) over the past five years have been instrumental in 

fostering my knowledge and expertise in disability research. 

Fluency in Portuguese facilitates communication and rapport-building, yet it is essential to 

recognize that language proficiency does not automatically grant an exhaustive 
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understanding of the intricate nuances within the Brazilian healthcare system, especially in 

economically disadvantaged areas like Arcoverde (Pernambuco), where the Participatory 

Video was produced. Embracing these reflections underscores the importance of continuous 

self-awareness, humility, and openness to learning throughout the research journey, ensuring 

an ethical and reflexive approach that respects the diverse experiences and voices of those 

involved in the study. 
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Chapter Three, Paper One: Access to primary healthcare services for 
adults with disabilities in Latin America and the Caribbean; a review 
and meta-synthesis of qualitative studies 
 
Preamble 
 
The decision to undertake a systematic review on healthcare access for adults with disabilities 

in Latin America and the Caribbean was motivated by the need to comprehensively 

understand and analyse the prevailing barriers and facilitators in this area. My primary 

objective was to gain insights into the local context of healthcare accessibility within this 

expansive region. Latin America and the Caribbean exhibit considerable diversity in terms of 

healthcare infrastructure, policy frameworks, and socio-cultural factors. By systematically 

reviewing the available literature, we aimed to identify common themes, gaps, and disparities 

in healthcare access for adults with disabilities across different countries within this region. 

This comprehensive understanding is crucial for informing targeted interventions, policies, 

and initiatives that can address the specific needs of individuals with disabilities in diverse 

local contexts. 

 

Furthermore, the review sought to explore the range of studies and qualitative approaches 

used to explore the theme of healthcare access for adults with disabilities in Latin America 

and the Caribbean. By mapping out the existing research landscape, we aimed to identify gaps 

in knowledge and areas where further investigation is warranted. This process not only 

contributes to academic scholarship but also provides a foundation for evidence-based 

policymaking and interventions. In essence, the systematic review served as a vital step 

towards creating a holistic understanding of healthcare access for adults with disabilities in 

Latin America and the Caribbean, paving the way for more targeted and effective strategies 

to enhance inclusivity and equity in healthcare across the region. 

 

Understanding the regional context is pivotal as it provides valuable insights that directly 

inform the next step of the study: a more in-depth examination of the Brazilian healthcare 

landscape. The systematic review supports in equipping me with a comprehensive 

understanding of prevalent issues and enabling a more nuanced exploration of healthcare 

challenges and facilitators faced by adults with disabilities in Latin America and the Caribbean. 
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This strategic approach ensures that my research is attuned to the specific needs and 

intricacies of the Brazilian healthcare system, thereby enhancing the relevance and 

applicability of our findings for the benefit of individuals with disabilities in the region. 
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Chapter Four, Paper Two: Access to primary healthcare services: the 
perspective of adults with disabilities in Brazil 
 
Preamble 
 
The decision to conduct a study on healthcare access for adults with disabilities in Brazil across 

three distinct states stems from a multifaceted rationale. By concentrating our study within 

the Brazilian context, we aim to provide a nuanced and comprehensive understanding of 

healthcare access challenges faced by adults with disabilities within the country. Brazil's vast 

geographical and socio-economic diversity calls for an exploration that goes beyond a singular 

regional perspective. By delving into four different cities in three states, pointed out by the 

stars in the map below, our study endeavours to capture the heterogeneity in healthcare 

experiences, considering the unique urban, suburban, and rural dynamics prevalent in each 

region. Moreover, the choice of examining regions with significant disparities in GDP within 

Brazil amplifies the depth of our investigation [106]. Data was collected in the rural region of 

Arcoverde (Pernambuco state), the suburban region of Santos (São Paulo state) and the urban 

regions of Brasília (Distrito Federal) and São Paulo (São Paulo state). 

 

This paper is underpinned by the principles of the International Classification of Functioning, 

Disability and Health (ICF), which provided a foundational framework guiding the exploration 

of how various factors influence the healthcare experiences of adults with disabilities in Brazil. 

While the Levesque framework was specifically utilised to analyse the barriers to healthcare 

access, the ICF informed the broader understanding of disability, ensuring a holistic 

consideration of both environmental and personal factors throughout the research. 
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Figure 4: The flag and map of Brazil with stars pointing to Arcoverde, Brasilia, São Paulo and Santos 

[107] 
 
The study's focus on Brazil and its diverse states serves to paint a comprehensive picture of 

healthcare access for adults with disabilities, considering geographical, socio-economic, and 

urban-rural variations. This holistic approach positions our research to contribute valuable 

insights to the broader discourse on inclusive healthcare practices within the Brazilian 

context. 
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Chapter Five, Paper Three: Participatory visual methods with 
caregivers of children with congenital Zika syndrome in Colombia 
 
 

 
Figure 5: Caregivers of children with CZS filming and being filmed during the Participatory 

Video workshop in Cali, Colombia 
 

 
Figure 6: The grandmother of a child with a disability learning how to use a camcorder 

during the Participatory Video workshop in Cali, Colombia 
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Preamble 
 
This study aimed to explore the feasibility and acceptability of two different participatory 

visual methods that use video – digital storytelling and participatory video - within the 

regional context of Latin America. I had the opportunity and funding to apply these 

methodologies within the realm of disability studies, specifically focusing on non-disabled 

caregivers of children with disabilities in Colombia. This study was undertaken with the 

broader objective of informing the visual methods to be used in the study conducted in Brazil. 

Given the similarities between Colombia and Brazil, such as comparable Human Development 

Index rankings (87 for Brazil and 88 for Colombia) [46], this study serves as a critical step in 

understanding how participatory methods can be effectively employed across different Latin 

American contexts.  

 

The insights gained from this study are integral to the larger aim of the thesis, which seeks to 

enhance the understanding of healthcare access for people with disabilities in Brazil through 

PVM. By testing these methodologies in Colombia, the research not only contributes to the 

methodological framework but also provides a comparative perspective that enriches the 

analysis in subsequent chapters. Specifically, the findings from the study informed the 

decision to use Participatory Video with adults with disabilities in Brazil (Chapter 6, Paper 4), 

where the collective, participatory nature of the method was anticipated to be particularly 

effective. This chapter, therefore, serves as a crucial link between the conceptual exploration 

of participatory methods and their practical application in the Brazilian context, aligning with 

the thesis’s overall goal of promoting inclusive research practices that amplify the voices of 

people with disabilities.  

 

Through the testing process, I discovered that Digital Storytelling offered the potential to 

delve more deeply into individual stories within a collective context. When working with 

adults with disabilities in Brazil (Chapter 6, paper 4), I anticipated that Participatory Video 

would be more enriching, as it inherently involves a collective approach, allowing individuals 

to leverage their strengths in creating a shared video. The intriguing aspect I found was the 

collaborative analysis, where participants collectively identify common themes to represent 
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in the video. I found that more steps throughout the Participatory Video resonates with the 

principles championed by Paulo Freire [77]. While both methods, Participatory Video and 

Digital Storytelling, involve the gathering of individuals and embody the principles of dialogue 

advocated by Freire, Participatory Video takes an additional stride. This method not only 

brings individuals together for shared discussions but elevates the collaboration to a new level 

by collectively producing the video. This aligns with Freire's emphasis on co-creation, 

emphasizing the importance of participants actively contributing to the generation of 

knowledge and narratives.  

 
The videos produced during these studies were: 
 

1. Digital story - Gabriela venciendo el Zika 
 

2. Digital story - Falta de tacto de algunos profesionales  
 

3. Digital story - La discapacidad en medio de una sala de urgencias  
 

4. Participatory Video – Cali, Colombia  
 

 
 

https://vimeo.com/471948577?share=copy
https://vimeo.com/467541709?share=copy
https://vimeo.com/474789977?share=copy
https://vimeo.com/398879542/197f0506ec?share=copy
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Chapter Six, Paper Four: Enhancing Disability Research Through 
Participatory Video: Reflections on a Brazilian Study 

 
 
Preamble 
 
In the pursuit of achieving objective three of this PhD, it became evident that the utilisation 

of Participatory Video aligns most closely with Paulo Freire's principles of co-production. To 

explore this further, it was deemed the most appropriate method for the upcoming segment 

of the research. Through the study conducted to achieve objective two, with the in-depth 

interviews, a noteworthy observation emerged regarding the use of proxies among people 

with disabilities in Pernambuco. Caregivers and family members often served as 

intermediaries, even for participants without speech impairments. This observation 

prompted a critical decision to explore the application of Participatory Video in Arcoverde 

(Pernambuco). The aim was to foster greater direct engagement with adults with disabilities, 

providing them the platform to articulate their first-hand experiences of healthcare access.    

 

This portion of the study applies the International Classification of Functioning, Disability and 

Health (ICF) framework to contextualise the Participatory Video process, providing a 

structured lens to explore the interactions between participants’ health conditions, 

environmental barriers, and personal factors in accessing healthcare.  

 

This paper has been submitted to Qualitative Health Research and is currently undergoing 

peer review.  

 
Click here to watch the Participatory Video produced during this study. 
 
 

https://vimeo.com/725753943/e2402c2bcb?ts=0&share=copy
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Figure 7: Participants learning how to film and interview during the Participatory Video 

process in Arcoverde, Brazil 
 

 
Figure 8: Participants creating storyboards during the Participatory Video process in 

Arcoverde, Brazil  
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Figure 9: Participants and the researcher during the Participatory Video process in 

Arcoverde, Brazil 
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Chapter 7 Discussion 
 

There is growing evidence that people with disabilities face a range of barriers to healthcare, 
leading to worse outcome and higher mortality [13]. Qualitative studies allow for deeper 
exploration of barriers [108], however, generally use in-depth interviews or focus group 
discussions, which are not fully participatory. In this study, I focussed on measuring the 
barriers to accessing healthcare for people with disabilities and tested new visual approaches 
to make this investigation more participatory. First, I undertook a systematic review of the 
qualitative studies from Latin America and the Caribbean to understand the scope of the 
literature and the approaches used for qualitative data collection in this context. Next, I 
undertook traditional in-depth interviews with people with disabilities in Brazil to identify key 
barriers. I then tested two new approaches using visual methods in Colombia and Brazil, 
which are more participatory: Digital Storytelling and Participatory Video. I then applied the 
Participatory Video approach working with people with disabilities in Brazil, and considered 
the feasibility of the approach and what it showed about barriers to healthcare. The inclusion 
of studies from Latin America and the Caribbean (Paper 1) and the case study with caregivers 
of children with CZS in Colombia (Paper 3) was central to the overall aim of this thesis. By 
exploring healthcare access in various contexts across the region and testing different 
participatory visual methods, this research offers a comprehensive understanding of the 
challenges faced by people with disabilities in accessing healthcare. These findings are key to 
identifying both common patterns and unique factors influencing healthcare access, thereby 
guiding more effective strategies for improving healthcare services in Brazil and enhancing 
the research methodologies. 

 

 
7.1 Summary of findings and implications for policy 
 
7.1.1 Data from Objectives 1 and 2 
 
The qualitative systematic review on healthcare access among adults with disabilities in Latin 

America and the Caribbean, as well as the in-depth qualitative data collection in Brazil showed 

that people with disabilities face barriers to access healthcare across different stages of the 

healthcare seeking journey. These barriers were experienced both from the demand and the 

supply side, as conceptualized by Levesque et al [92]. As the Levesque framework is not a 

framework used particularly to look at healthcare access for people with disabilities, some 

interpretations were made to fit the framework and support analysis and presentation of 

findings. For example, lack of accessible information was added to ‘ability to perceive’ as 
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without information, people will not be able to have ‘health literacy’ and ‘knowledge about 

health’. The findings from the systematic review were reinforced through the interviews with 

people with disabilities in Brazil, which highlighted the barriers experienced when accessing 

healthcare. The findings from the systematic review and the in-depth interviewers show that 

the core ‘dimensions’ and ‘abilities’ identified as barriers were ‘ability to perceive’, 

‘availability and accommodation’, ‘ability to reach’, ‘appropriateness’ and ‘ability to engage’. 

Affordability barriers, which are common in other settings, appeared less prominent due to 

universal healthcare coverage in the studied regions, although medication costs and out-of-

pocket expenses were reported challenges for some participants.  

 
The in-depth interviews in Brazil found that participants are generally aware of their 

treatment needs – supporting the ‘ability to perceive’ need. However, there is a lack of 

accessible healthcare information and education campaigns, particularly reported by those 

with visual or hearing impairments, which reduces the ability to perceive healthcare needs. 

For instance, information is often available in text form, making it inaccessible to people with 

visual impairments. Particular gaps were identified in information related to sexual health, 

cancer prevention, and oral hygiene. Knowledge of healthcare options vary, with negative 

experiences reported, including long waits and short consultations. Communication 

challenges, particularly reported by those with hearing or visual impairments, hinder ‘ability 

to engage’. Interviewees highlighted the need for healthcare providers to communicate 

important information clearly and responsibly. The National Health Policy for Persons with 

Disabilities places emphasis on providing training for healthcare access to individuals with 

disabilities, including to improve communication, yet users often experience a contrasting 

reality [109]. Emphasizing effective communication is crucial for healthcare professionals to 

deliver care that is both appropriate and humanized [110]. 

 
Urban environment poses challenges for ‘ability to reach’, with surrounding areas of 

healthcare facilities contributing to barriers. These findings are consistent with other studies 

in Latin America, specifically in Brazil, that showed that inadequate urban infrastructure, such 

as uneven sidewalks, potholes and obstacles posed a challenge to people reaching healthcare 

centres [26, 51, 111, 112]. Transportation difficulties, including negative attitudes from 

drivers, lack of accessible transportation and long distances also impact ability to reach care. 
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Research conducted in Bahia yielded comparable results, emphasizing the significance of 

dependable transportation in ensuring continued patient follow-up, particularly in instances 

where health centre vehicles were not accessible [113]. The importance of transportation 

barriers were also highlighted in a previous review from Latin America [29]. Furthermore, 

surrounding areas are often inaccessible, due to issues such as uneven pavements, similar to 

finding from other Brazilian studies that have underscored accessibility problems [111, 112].  

 

Limited accessibility to healthcare facilities was also identified as an issue affecting 

‘availability and accommodation’ and ‘appropriateness’.  Healthcare facility accessibility 

issues include lack of ramps, and inaccessible rooms were identified as barriers throughout 

this study. Equipment accessibility issues were also reported by participants and some 

participants cannot undergo necessary examinations. These findings align with earlier 

reviews, which pinpointed critical concerns related to the insufficient accessibility of primary 

healthcare, as exemplified by the absence of ramps [29]. This observation is further 

substantiated by quantitative studies that assessed healthcare facilities in the region [114, 

115]. One study showed that certain participants faced difficulty accessing exams that were 

conducted on inaccessible floors [111]. Girondi et al.'s research emphasized architectural and 

layout challenges as significant barriers to healthcare accessibility [116], while Santos et al.'s 

analysis of National Census data on Basic Health Units brought to light nationwide concerns 

regarding architectural and communication barriers in primary care [117]. Community 

healthcare agents play a crucial role in enhancing access, but their availability remains 

restricted, contradicting the objectives outlined in the Política Nacional de Atenção Básica 

(National Primary Care Policy) [118]. The lack of sufficient funding significantly contributes to 

the inadequate delivery of primary care services in local communities. This aligns with prior 

research that identified low rates of home visits, particularly for individuals with chronic 

health conditions or physical impairments [119]. Home visits are considered valuable, but 

many participants expressed a need for more support in this regard.  

These concerns can be multi-faceted and interconnected. For instance, it was recognized that 

healthcare providers lack experience in caring for individuals with disabilities, indicating a 

widespread need for more training. Lack of skills and knowledge of healthcare workers 

affected the ‘availability and accommodation’, ‘appropriateness’ and ‘ability to engage’ 
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aspects of the Levesque model. This observation corresponds with prior research findings, 

underscoring the insufficient training healthcare professionals often receive in providing care 

for individuals with disabilities, encompassing conditions such as spinal cord injuries and 

Down Syndrome [120, 121]. Attitudinal barriers, stigma, and misdiagnosis identified, 

impacting the ‘appropriateness’ and quality of care. Similarly, family and social support play 

a crucial role in both overcoming barriers to transportation (‘ability to reach’) and 

engagement with healthcare services (‘ability to engage’). This corresponds with earlier 

research conducted in Brazil, underscoring the crucial involvement of family members or 

caregivers in the healthcare journeys of individuals with disabilities. These individuals play 

essential roles in seeking care, facilitating access, communicating with healthcare 

professionals, and improving treatment outcomes [122, 123]. Our analysis aligns with two 

prior reviews in recognizing an overarching unfulfilled demand for healthcare provider 

training, stemming from reported deficiencies in knowledge, skills, and communication 

hurdles, and how this gap leads to a greater need for social and family support [29, 124]. 

Moreover, the importance of family and social support in overcoming transportation and 

facility accessibility challenges was highlighted in our interviews.  

 

Our study in Brazil provides insights into participants' knowledge of healthcare options, 

reporting negative experiences such as long waits and short consultations. It also addresses 

challenges related to medication costs and out-of-pocket expenses. Additionally, we found 

throughout study that there is an issue around equipment accessibility, with some 

participants unable to undergo necessary examinations due to these challenges. The value of 

home visits to overcome barriers was also very present in our study.  

 

The Levesque framework proved to be a valuable framework in facilitating the analysis of 

research findings, providing a solid foundation for examining various aspects of healthcare 

access. However, it became evident that the framework lacked specificity in addressing 

disability-related issues. To address this limitation, additional categories were incorporated 

to capture the unique challenges faced by individuals with disabilities. The adaptation 

required a thoughtful consideration of disability-related barriers, ensuring that the modified 

framework remained inclusive and comprehensive in its approach to healthcare access. 

Despite the need for adjustments, the Levesque framework served as a beneficial starting 



Veronika Reichenberger  PhD Thesis 127 

point, highlighting the importance of tailoring existing models to encompass the specific 

nuances associated with disability-related healthcare challenges. 

 

7.1.2 Implications for Brazilian policies and international commitments 

 

Implications for international commitments 

 

Analysing these findings through the lens of the Convention on the Rights of Persons with 

Disabilities (UNCRPD), it is evident that several rights of persons with disabilities are being 

compromised in the context of healthcare in Brazil. 

 

When looking at the Right to Health (Article 25) [11], participants with disabilities face 

challenges in communication and access to health information, compromising their right to 

health. Negative experiences, long waits, and short consultations contribute to barriers in 

accessing timely and appropriate healthcare. Regarding Article 9, on accessibility, 

transportation barriers, uneven pavements, and inaccessible surrounding areas highlight a 

lack of accessibility in the physical environment, violating the right of persons with disabilities 

to access healthcare facilities on an equal basis with others. Our study reveals that 

participants encounter communication difficulties in healthcare settings, preventing them 

from exercising their right to freedom of expression and opinion, and access to information 

(Article 21). Lack of training for healthcare providers in disability care further restricts the 

active participation of individuals with disabilities in their healthcare decisions. Attitudinal 

barriers, stigma, and misdiagnosis reported by participants indicate discriminatory practices 

within the healthcare system, infringing upon the principle of non-discrimination outlined in 

Article 5 of the UNCRPD. The findings suggest a lack of training and awareness among 

healthcare providers, impacting the quality of care for persons with disabilities. Participants 

face challenges in accessing health information due to poor healthcare literacy, highlighting 

a violation of the right to accessible information for persons with disabilities (Article 21). 

Medication costs and out-of-pocket expenses pose challenges for participants, indicating 

potential violations of the right to an adequate standard of living for persons with disabilities 
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(Article 28). Transportation barriers, especially for those with physical or visual impairments, 

impede personal mobility and compromise the right to healthcare services (Article 20) [11]. 

 

Our study underscores the need for comprehensive measures to align healthcare practices in 

Brazil with the principles and rights outlined in the Convention on the Rights of Persons with 

Disabilities, ensuring equal access, non-discrimination, and active participation for individuals 

with disabilities in the healthcare system. Our findings also highlight that other international 

commitments are not being met, due to the failure to provide appropriate services for people 

with disabilities. For instance, the 2023 UN Political Declaration of the High Level Meeting on 

UHC [125] makes several references to the health inequalities experienced by people with 

disabilities and the need to ensure that health services are disability-inclusive. 

 

Implications for Brazilian policies 

 

The findings from our qualitative systematic review and in-depth interviews in Brazil reveal 

crucial policy considerations that resonate with the principles embedded in the Brazilian Law 

of Inclusion. These insights, if addressed, have the potential to significantly improve 

healthcare access and outcomes for individuals with disabilities. The National Health Policy 

for people with disabilities (PNSPCD) in Brazil, that aims to promote the quality of life, 

inclusion, and prevention of disability faces challenges in achieving universality, integrality, 

and equity, despite its widespread commitments to inclusive healthcare in Brazil. 

 

A glaring challenge is the absence of accessible healthcare information campaigns. To 

overcome this barrier, the PNSPCD should formulate specific guidelines and initiatives for 

disseminating healthcare information in accessible formats, aligning with the law's emphasis 

on inclusive communication strategies. Transportation barriers, compounded by negative 

attitudes from drivers and a lack of accessible transportation, directly impede access to care. 

A collaborative approach between the healthcare sector and transportation authorities, in 

harmony with the PNSPCD's objectives, could foster the development of accessible 

transportation options and training programs for drivers. Issues related to uneven 

pavements, lack of ramps, and inaccessible rooms within healthcare facilities underscore the 

need for enhanced physical infrastructure. The PNSPCD could play a pivotal role by 
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incorporating guidelines to ensure universal accessibility in healthcare facilities, endorsing the 

use of assistive devices to enrich the overall healthcare experience. 

 

The deficiencies identified in healthcare provider training on disability care emphasize the 

urgent need for increased awareness, sensitivity, and proficiency. The PNSPCD's focus on 

human resource training aligns well with the recommendation for comprehensive training 

programs, offering a pathway to significantly elevate the quality of care for individuals with 

disabilities. Recognizing the diverse challenges across different regions, policy interventions 

should be tailored to address specific regional needs and disparities. This nuanced approach 

can enhance the overall effectiveness of the PNSPCD in promoting inclusive healthcare 

practices nationwide. The value placed on home visits as a means to overcome barriers is 

evident from our research, with participants expressing a need for additional support. 

Acknowledging the significance of home visits, the PNSPCD could consider provisions that 

actively promote and support home-based healthcare services. Equipment accessibility 

challenges present a hindrance to individuals undergoing necessary examinations. Policies 

addressing these challenges, ensuring universal availability, can contribute substantially to 

creating a more inclusive healthcare system. Communication challenges impede effective 

engagement. The PNSPCD could underscore the development of clear communication 

guidelines for healthcare providers, ensuring that important information is conveyed 

responsibly and comprehensively. Participants reported challenges related to knowledge of 

healthcare options, long waits, and short consultations, emphasizing the need for policies that 

enhance the accessibility of healthcare options, reduce waiting times, and extend 

consultation durations. Such policies can contribute to fostering a more patient-centric 

approach. 

 

Aligning policy interventions with these identified implications holds the promise of 

cultivating a more inclusive and accessible healthcare system in Brazil, staying true to the 

foundational principles of the Brazilian Law of Inclusion. 

 

7.1.3 Implications for health service delivery and achievement of UHC in Latin America and 

the Caribbean 
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The findings from the research have significant implications for health service delivery and 

the pursuit of universal health coverage (UHC) in the region of Latin America and the 

Caribbean, but specifically, in Brazil. The identified gaps in accessible healthcare information 

and education campaigns, highlight a critical need for policy interventions. To achieve UHC, 

policies must address the accessibility of information, ensuring it is available in formats 

suitable for diverse impairments. Transportation barriers emerged as a consistent theme 

impacting healthcare access. Initiatives should focus on improving transportation 

infrastructure, fostering inclusive practices, and promoting positive attitudes toward 

individuals with disabilities through training support. Additionally, our findings emphasize the 

crucial role of family and social support in overcoming transportation challenges, suggesting 

the need for policies or strategies that recognize and support these informal networks. 

 

Healthcare facility accessibility issues, such as uneven pavements, lack of ramps, and 

inaccessible rooms, highlight the importance of incorporating universal design principles into 

healthcare infrastructure. Policies should mandate and incentivize healthcare facilities to 

ensure physical accessibility, promoting an inclusive environment for all individuals. 

Furthermore, addressing training deficiencies among healthcare providers regarding 

disability care is crucial. Policy interventions should prioritize ongoing training programs to 

enhance healthcare professionals' knowledge and sensitivity to the needs of individuals with 

disabilities. Our findings also underscore the impact of attitudinal barriers, stigma, and 

misdiagnosis on the quality of care. Activities promoting awareness, education, and cultural 

competence training for healthcare providers can contribute to fostering a more inclusive 

healthcare environment. Communication challenges identified in both the systematic review 

and the in-depth interviews emphasize the need for policies that mandate clear 

communication practices in healthcare settings.  

 

While the systematic review identified a lack of accessible healthcare campaigns, the in-depth 

interviews in Brazil provided additional insights into regional differences and specific 

challenges faced by individuals in different states. These regional nuances underscore the 

importance of tailoring policies to address local contexts and needs. Additionally, the study 

in Brazil introduced themes such as health options and experiences, equipment accessibility, 
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and the value of home visits. Policies should consider these unique aspects to ensure 

comprehensive and inclusive healthcare services. 

 

The implications of these findings for policy and UHC in Latin America and the Caribbean are 

therefore extensive. Addressing the identified gaps in information accessibility, 

transportation, healthcare facility infrastructure, healthcare provider training, and attitudinal 

barriers requires a multifaceted and targeted policy and programme approach. By 

incorporating these insights into policy design and programme implementation, governments 

can work towards achieving UHC that is truly inclusive and equitable for individuals with 

disabilities in the region. Indeed, Hannah Kuper and Johanna Hanefeld argue that achieving 

UHC without addressing the needs of people with disabilities is not feasible [4]. Their 

suggested approach involves a twin-track strategy: integrating people with disabilities into 

mainstream health services while also providing specific services tailored to their needs, such 

as rehabilitation and assistive devices. They conclude that focusing on people with disabilities 

when developing UHC strategies will not only benefit people with disabilities but also 

contribute to overall health system responsiveness, diversity, and equity. They recommend 

improving healthcare centre accessibility, strengthening linkages between sectors, and 

providing more training for healthcare professionals. 

 

7.2 Implications for research on access to healthcare for people with disabilities in 

LAC 

 

The systematic review primarily included studies conducted in Brazil, highlighting a gap in 

qualitative data from other Latin American and Caribbean countries on healthcare access for 

adults with disabilities. This indicates a limited understanding of healthcare access among 

adults with disabilities in the broader regional context. The emphasis on Brazil in previous 

studies underscores the need for broader geographical representation to create a 

comprehensive regional understanding. Researchers should strive to extend qualitative 

investigations beyond Brazil, encompassing diverse countries in the Latin American and 

Caribbean region. This expansion would not only enhance the generalizability of findings but 
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also contribute to a more nuanced understanding of the unique challenges and facilitators 

impacting healthcare access in different cultural and contextual settings. 

 

Furthermore, future research endeavours should prioritize cross-regional data collection to 

enable meaningful comparisons and identify patterns that transcend local contexts. This 

approach will facilitate the identification of best practices, and the development of targeted 

interventions tailored to the specific needs of different regions. Collaborative efforts involving 

multiple countries can lead to a more robust evidence base, allowing policymakers and 

healthcare practitioners to implement effective strategies that address the commonalities 

and distinctions in healthcare access challenges across Latin America and the Caribbean. 

 

Moreover, the absence of studies gathering data from various regions for cross-regional 

comparisons is a notable gap identified in the systematic review. Existing research 

concentrated on single cities, hindering a nationwide perspective. The lack of cross-regional 

data prevents a nuanced analysis of variations and similarities in healthcare access, limiting 

the potential for identifying best practices or tailored local policies. In response to this gap, 

my Ph.D. research unusually encompasses different regions in Brazil.  

 

7.3 Implications for use of participatory visual methods to explore access to 

healthcare for people with disabilities in LAC  

 

Currently, there is limited participation, as well as participatory visual methodologies, in 

research related to disabilities. This gap is particularly noticeable in low- and middle-income 

countries (LMICs), where obstacles like insufficient funding, a shortage of trained disabled 

researchers, and accessibility challenges are potentially exacerbated, with some exceptions  

[126-128]. For example, a recent review focusing on the use of photovoice to capture the 

experiences of individuals with physical disabilities found 20 papers, of which only three 

included data from LMICs [62], of which none were conducted in Latin America and the 

Caribbean.  
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When participation does take place, it frequently revolves around seeking input on research 

methods and outcomes, making it somewhat superficial in nature [95]. This situation might 

stem from practical factors, such as the necessity to plan and fund accommodations for 

disabled researchers or the limited number of disabled researchers available. Nevertheless, 

the main underlying cause is probably a lack of awareness concerning the significance of 

participatory approaches and the actions that should be taken. Consequently, disability 

research misses out on the valuable reservoir of experience and knowledge possessed by 

individuals with disabilities, which could potentially lead to ill-informed policies and programs 

[129]. 

 

Recognizing these challenges, this research sought to address these gaps by incorporating 

participatory visual methods. By leveraging visual methodologies, we aimed to enhance the 

depth and authenticity of participant engagement and ensure a more comprehensive 

representation of the experiences of people with disabilities.  

 

For the case study conducted in Colombia, one Participatory Video (PV) and four Digital 

Stories (DST) were created. The PV focused on evaluating the Juntos programme, while DST 

focused on healthcare access. Eight caregivers participated in PV; four completed DST and in-

depth interviews. Of the main outcomes, caregivers mentioned the use of camera and 

videography skills being a new skill they learned during the PV process. DST revealed one 

participant's passion for writing and future plans for a book. Participants collectively 

portrayed common themes in PV and appreciated the collective work and community 

building experience. The editing process reflected a sense of unity and empowerment. There 

was space for caregivers to learn from each other, enhancing community bonds. Caregivers 

reported feeling appreciated and having control over their ideas. PVM (Participatory Video 

Methods) empowered caregivers, creating a space for critical reflection. There was an 

importance given to dialogue, being heard, and self-perception in empowerment. The 

facilitator played a crucial role in explaining and adapting the process. The experience 

highlighted the need for an intimate, non-hierarchical relationship for effective participation. 

This study suggests that PVM is not only feasible but also empowering for caregivers, fostering 

community, and enhancing self-perception. The facilitator's role, transparent 
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communication, and an intimate relationship were crucial in the success of the participatory 

process. 

 

The Participatory Video (PV) process in Brazil explores the process of PV, emphasizing the 

different stages such as welcoming, story circles, video making, storyboarding, editing, ethical 

considerations, dissemination, and facilitator reflection. During the welcoming stage, the 

facilitator focused on creating a collaborative environment, challenging traditional research 

dynamics. The story circle sessions allowed participants to share personal experiences, 

leading to a broader reflection on healthcare and disabilities. Video making involved using 

digital technologies as multisensorial tools to engage participants, with an emphasis on 

mitigating the "observer effect" and building trust [130]. Storyboarding involved a collective 

effort to determine the video's content, with a shift towards rehabilitation from primary 

healthcare. The editing process, primarily led by the facilitator, aimed to involve participants 

in reviewing and providing feedback on the footage. Ethical considerations ensured 

participants' informed consent, privacy, and awareness of potential audiences. The 

dissemination process involved showcasing the video to healthcare professionals, family 

members, and in university settings. An event in Brasilia facilitated discussions among 

stakeholders, highlighting the challenges faced by people with disabilities. The video served 

as a catalyst for change, influencing recommendations for more inclusive healthcare 

provision. The facilitator's reflection acknowledges the cons of using video, including the need 

for extensive training, potential self-awareness of the camera, and concerns about 

confidentiality. The study also raises awareness of video editing introducing bias and potential 

cultural insensitivity [90, 131]. The facilitator reflects on the interdisciplinary tension between 

capturing reality and creating a visually appealing final product. Lastly, the study 

acknowledges that not all communities may have equal access to or comfort with technology, 

posing a limitation in some ethnographic studies [131]. 

 

Future studies may consider adopting participatory visual methods. In the experience of the 

studies in Brazil and Colombia, incorporating participatory visual methods not only enriches 

the depth of understanding but also empowers individuals with disabilities to actively 

contribute to the research process. As researchers continue to explore novel methodologies 

to engage people with disabilities and extend their focus beyond individual cities, the 
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collective body of knowledge on healthcare access for adults with disabilities in the region 

can advance, ultimately fostering more inclusive and effective healthcare policies and 

practices. 

 

 

7.3.3 Reflection on qualitative methods in global disability research  

 

In the realm of disability research, the utilization of in-depth interviews and participatory 

visual methods (PVM) brings forth a dynamic interplay, each approach offering unique 

advantages and considerations. While my experience did not involve a direct comparison of 

the two methods, I am inclined to believe that employing both a PVM and another more 

established research method in academia could present a comprehensive and inclusive 

research strategy. It became evident that some participants were hesitant to engage, and 

relying solely on PVM might inadvertently exclude individuals averse to video participation 

due to privacy concerns, time constraints, or confidentiality anxieties. This dual-method 

approach caters to a broader range of preferences, ensuring a more representative and 

diverse participant pool.  

 

However, a nuanced analysis goes beyond merely comparing the data yielded by each 

method. The comparison should extend to the social impact and dissemination strategies 

employed, acknowledging that the strengths of each method lie in different dimensions. It is 

crucial to recognize that my goal is not to establish a hierarchy between the two, but to 

harness their complementary strengths. This approach respects the diversity of participant 

preferences and optimizes the richness of the insights gathered, enhancing the overall quality 

of the research. In navigating the landscape of disability research methodologies, 

acknowledging the strengths and limitations of both in-depth interviews and PVM is essential. 

The choice between these methods should align with the research objectives, ensuring 

inclusivity, authenticity, and a holistic understanding of the experiences of individuals with 

disabilities. The synergy of these approaches contributes to a more nuanced and socially 

impactful exploration of disability-related topics. 
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When considering in-depth interviews and focus group discussions within the Participation 

Ladder, they fall quite low in the rungs. They typically fall closer to the lower rungs of the 

ladder. They often fall under 4 and 5, where they are assigned and informed, or at best 

consulted and informed about the research process. While they provide an opportunity for 

individuals to express their opinions, the decision-makers may or may not integrate this input 

into the final decision. Participatory video falls higher on the rungs of the participation ladder.  

PV inherently involves collaboration between researchers or facilitators and community 

members. The process is a joint effort where both parties contribute to decision-making, 

shaping the narrative, and determining the focus of the video. In PV, participants often take 

on various roles in the video-making process, from conceptualization to filming to editing. 

This delegation of power allows community members to actively shape the representation of 

their experiences. When implemented with a genuine commitment to shared decision-

making, it can contribute to a more equitable and participatory research process. 

 

While the participation ladder is a valuable framework, its hierarchical nature suggests that 

the ideal approach is emancipatory research, where individuals with disabilities take full 

control of the study [97]. According to Danieli and Woodhams [93], proponents of 

emancipatory research argue that any other method "perpetuates the oppression of disabled 

people" [93]. This perspective, referred to as the "right on" approach by Holland et al. [132], 

assumes that emancipatory research yields more ethical results, making it challenging to 

evaluate participatory approaches (pp.1-2). However, the ladder fails to acknowledge the 

potentially significant role that non-disabled researchers can play in such studies. 

 

Despite my background in Visual Anthropology and over eight years of experience as an 

ethnographic filmmaker, I am not disabled myself. Nonetheless, I have knowledge and skills 

applicable to qualitative research. It is essential, as emphasized by Nind [133], to comprehend 

the motivations of researchers engaging in participatory research. In this PhD study, my 

commitment to inclusive research, aligned with the principle of 'nothing about us without us' 

[134], drove the choice of participatory approaches. Nevertheless, as explained by Conolly 

[135], participatory approaches and methods can intertwine political and practical 

motivations. This aligns with my observations, as I discovered that participatory methods are 

more accessible and foster co-produced research [133]. 
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7.3.4 Use of participatory video in global disability research  

 

In the context of disability studies, the exploration of the moving image can open new 

avenues for understanding the experiences of individuals with disabilities. Participatory visual 

methods can serve as a powerful tool for capturing and conveying the diverse narratives of 

people with disabilities, providing insights into their daily lives, challenges, and triumphs.  

 

Paulo Freire, a renowned Brazilian educator and philosopher, is best known for his influential 

theory of participatory education. Central to Freire's theory is the idea that education should 

be a liberating and transformative process that empowers individuals and promotes social 

justice [77]. His principles of participation can be applied to various fields, including disability 

studies, where participatory research methods can help challenge dominant narratives, 

empower marginalised voices, and foster inclusive practices. In Freire's view, participation is 

not simply about involving individuals in decision-making processes; it is a fundamental 

aspect of human agency and democratic practice. He emphasizes the importance of dialogue 

and reciprocal learning, where researchers and participants engage in a horizontal 

relationship based on mutual respect and collaboration. This approach stands in contrast to 

traditional research models that often position researchers as experts and subjects as passive 

recipients of knowledge. 

 

When applying Freire's theory to participatory visual research in disability studies, several key 

elements emerge. Firstly, the research process should actively involve individuals with 

disabilities as co-researchers, recognising their expertise and lived experiences. This inclusion 

promotes a more nuanced understanding of disability and challenges the prevailing medical 

or deficit-based models. By centring the voices of people with disabilities, participatory visual 

research can address their unique needs, concerns, and aspirations. Additionally, Freire's 

theory advocates for a dialogical approach, emphasizing the importance of should not be 

confined to academic inquiry alone but should aim to create practical and positive changes in 

the lives of individuals with disabilities. This may involve advocating for policy changes, 

influencing community practices, or developing inclusive interventions based on the research 

findings. 



Veronika Reichenberger  PhD Thesis 138 

 

It is important to reflect on the possible challenges when using participatory video. 

Participatory video analysis is currently still understudied and points to challenges in relation 

to how participants are involved in the analysis of the films and the process [90]. Participatory 

editing is also challenging, as it requires time, balancing choices and making sure to represent 

voices that are overlooked [90]. Further exploration and discussion is needed on this. The use 

of participatory video sometimes assumes a homogenous community with similar 

experiences, but how do you represent different voices and experiences within a video [91]. 

There is a risk of excluding individuals with certain disabilities, such as severe intellectual and 

hearing impairments, which can present challenges in facilitating the participatory process 

[91]. Reflexivity is constantly important, although the power imbalances remains [91]. 

 

The production of scientific evidence regarding disability hinges on research practices that 

align with Article 3, Clause 3 of the UNCRPD, emphasizing the imperative of ensuring the "full 

and effective participation and inclusion of disabled people." This resonates with a 

fundamental tenet of the Disability Rights Movement encapsulated in the principle of 

"Nothing about us, without us." This principle underscores the critical need for genuinely 

incorporating disabled individuals in endeavours that directly impact them [63], and this may 

be supported through the use of participatory visual methods with people with disabilities. 

These methods foster a more inclusive and empowering research environment. By allowing 

individuals with disabilities to actively contribute to the creation of visual representations, 

researchers provide a platform for self-expression, enabling participants to communicate 

their unique perspectives beyond the limitations of verbal communication. This inclusive 

approach not only respects the principle of "Nothing about us, without us" but also ensures 

that the research findings more accurately reflect the diverse experiences within the disabled 

community. 

 

Participatory visual methods enhance the richness and depth of data gathered. The audio 

visual can convey nuanced emotions, contextual details, and non-verbal cues that might be 

challenging to capture through traditional interview methods. For individuals with certain 

communication barriers or intellectual disabilities, visual methods offer an alternative means 

of expression, allowing them to convey their thoughts and experiences in a way that aligns 
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with their unique communication styles. This not only contributes to a more comprehensive 

understanding of their lived experiences but also broadens the scope of the research, making 

it more inclusive and representative of the diverse array of disabilities and individual 

differences within the community. 

 

7.4 Strength and limitations of the PhD 

 

The systematic review examined an unexplored theme, pioneering a comprehensive 

examination of healthcare access among adults with disabilities in Latin America and the 

Caribbean. This unique contribution significantly expands the existing literature on the 

subject. The study in Brazil further advanced this pioneering spirit, breaking new ground by 

conducting a comparative analysis across four distinct locations within the country. This 

approach marked a departure from the conventional single-location studies, providing a more 

nuanced understanding of regional variations in healthcare access.  

 

As a Brazilian national with fluency in Portuguese, coupled with specialized training in visual 

anthropology and participatory video techniques, I brought a unique set of skills and 

perspectives to the research. The use of participatory video in academia within the Latin 

America and the Caribbean context to explore healthcare access among adults with 

disabilities marked a notable milestone. This innovative methodology facilitated a more 

immersive and participant-centred approach.  

 

However, it is essential to acknowledge certain limitations in the study. The research primarily 

focused on public health and the SUS, potentially overlooking the intricacies of the 

relationships between public and private healthcare sectors. Additionally, the study unfolded 

amid the challenging backdrop of the COVID-19 pandemic, impacting the ability to conduct 

face-to-face interviews and build rapport with participants. This limitation constrained the 

comparative analysis between data gathered through in-depth interviews and participatory 

video sessions. 
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Additionally, a critical aspect examined in the research focused on the dynamics of 

engagement in the participatory video process. Notably, a considerable number of potential 

participants opted not to partake, and the reasons behind their decisions remain undisclosed. 

The factors influencing their choice could range from concerns about the time commitment 

required for the workshop, apprehensions related to the ongoing COVID-19 pandemic, or 

reservations regarding the lack of anonymity associated with video participation. This 

uncertainty poses a limitation to the study, as a deeper understanding of these motivations 

could offer valuable insights for shaping future research endeavours.  

 

7.5 Conclusion 

 

In conclusion, the active involvement of people with disabilities is fundamental to the essence 

of the Disability Movement, embodying the slogan "Nothing About Us, Without Us." 

Qualitative research continues to show that people with disabilities face barriers in their 

healthcare seeking journey that need to be addressed through programme and policy change. 

While the imperative to address these challenges is clear, it is equally crucial to ensure that 

the voices of people with disabilities are not just considered but play a central role in shaping 

these transformative efforts. Regrettably, the data collected for exploring these issues often 

lacks a participatory dimension. 

 

Integrating participatory visual methods into research practices offers innovative avenues to 

co-produce with people with disabilities in the exploration of healthcare-related issues. This 

approach facilitates a more inclusive and collaborative process, ensuring that the 

experiences, perspectives, and needs of people with disabilities are accurately represented. 

As we strive for continuous improvement in the realm of public health, it is imperative to 

adhere to the principle of "Leave No One Behind," emphasizing inclusivity and the active 

participation of all individuals, including those with disabilities, in the ongoing efforts to 

advance health equity and accessibility. 
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# Searches Annotations 

1 
(Caribbean or Latin America or Central America or South 

America).ti,ab. 
 

2 
 exp caribbean region/ or exp central america/ or latin america/ or exp 
south america/ 
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(Guadaloupe or Aruba or Martinique or Turks or Caicos or Turks and 
caicos islands or virgin islands or Peru or Argentina or Brazil or Chile 
or Colombia or  Venezuela or Cayman Or Puerto Rico Or Saint 
Barthelemy or ST Barthelemy or Guatemala or Ecuador or Bolivia or 
Haiti or Cuba or Dominican Republic or Honduras or Paraguay or 
Nicaragua or El Salvador or Costa Rica or Panama or Uruguay or 
Jamaica or Trinidad or Tobago or Guyana or Suriname or Belize or 
Bahamas or Barbados or St Lucia or Saint Lucia or Grenada or St 
Vincent or Saint Vincent or Grenadines or Antigua and Barbuda or 
Dominica or Saint Kitts or St Kitts or Nevis).mp. 

 

4 Or/1-3 Latin America and the Caribbean 

5 (disable* or Disabilit* or Handicap*) adj5 (person* or people).mp. 
 

6 
(Physical* adj5 (impair* or deficienc* or disable* or disabili* or 

handicap*)).mp. 
 

7 

(Cerebral pals* or Spina bifida or Muscular dystroph* or Arthriti* or 

Osteogenesis imperfecta or Musculoskeletal abnormalit* or Musculo-

skeletal abnormalit* or Muscular abnormalit* or Skeletal abnormalit* or 

Limb abnormalit* or Amputation* or Clubfoot or Poliomyeliti* or 

Paraplegi* or Paralys* or Paralyz* or Hemiplegi*).mp. 

 

8 
((Hearing or Acoustic or Ear*3) adj5 (loss* or impair* or deficienc* or 

disable* or disabili* or handicap*)).mp. 
 

9 
((Visual* or Vision or Eye*3) adj5 (loss* or impair* or deficienc* or 

disable* or disabili* or handicap*)).mp. 
 

10 (Deaf* or Blind*).mp. 
 

11 
exp Hearing impairment/ or exp vision disorders/ or exp Deafness/ or 

exp Blindness/ 
 

12 

(Schizophreni* or Psychosis or Psychoses or Psychotic Disorder* or 

Schizoaffective Disorder* or Schizophreniform Disorder* or Dementia* 

or Alzheimer*).mp. 

 

13 
exp "schizophrenia and disorders with psychotic features"/ or exp 

Dementia/ or exp Alzheimer disease/ 
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14 

((Intellectual* or Mental* or Psychological* or Developmental) adj5 

(impair* or retard* or deficienc* or disable* or disabili* or handicap* or 

ill?6)).mp. 

 

15 
((communication or language or speech or learning) adj5 disorder* or 

disabilit*).mp. 
 

16 
(Autis* or Dyslexi* or Down* Syndrome or Mongolism or Trisomy 

21).mp. 
 

17 exp Learning Disorders/ 
 

18 exp Mentally Disabled Persons/ 
 

19 Or/5-18  Disability search terms 

20 exp Immunization/ 
 

21 exp Immunization Programs/ 
 

22 exp Health Services/ 
 

23 exp Mass Screening/ 
 

24 exp health program/ 
 

25 exp health care/ 
 

26 access*.mp. 
 

27 health*.mp. 
 

28 equal*.mp. 
 

29 inequal*.mp.  
 

30 barrier*.mp. 
 

31 
exp Preventive Health Services/ or exp Health Services for Persons 

with Disabilities/ or exp Primary Health Care/ or exp Health Promotion/ 
 

32 exp Palliative Care/ 
 

33 palliat*.mp. 
 

34 promot*.mp. 
 

35 health promot*.mp. 
 

36 prevent*.mp. 
 

37 (access* or afford* or accept* or avail* or "geographic avail*").mp. 
 

38 facilitat*.mp. 
 

39 Or/20-38 Healthcare access 

40 4 and 19 and 39 Final search 

41 Limit 40 to yr="2000 -Current" Final search between 2000-

current 
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CINAHL 

# Searches Annotations 

3 

Guadaloupe or Aruba or Martinique or Turks or Caicos or “Turks and 
caicos islands” or “virgin islands” or Peru or Argentina or Brazil or 
Chile or Colombia or  Venezuela or Cayman Or Puerto Rico Or “Saint 
Barthelemy” or ”ST Barthelemy” or Guatemala or Ecuador or Bolivia 
or Haiti or Cuba or “Dominican Republic” or Honduras or Paraguay or 
Nicaragua or ”El Salvador” or ”Costa Rica” or Panama or Uruguay or 
Jamaica or Trinidad or Tobago or Guyana or Suriname or Belize or 
Bahamas or Barbados or St Lucia or Saint Lucia or Grenada or “St 
Vincent” or “Saint Vincent” or Grenadines or Antigua and Barbuda or 
Dominica or “Saint Kitts” or “St Kitts” or Nevis 

 

4 Or/1-3 Latin America and the Caribbean 

5 (disable* or Disabilit* or Handicap*) n5 (person* or people)) 
 

6 
(Physical* n5 (impair* or deficienc* or disable* or disabili* or 

handicap*)) 
 

7 

(“Cerebral pals*“ or “Spina bifida“ or “Muscular dystroph*“ or Arthriti* 

or “Osteogenesis imperfecta“ or “Musculoskeletal abnormalit*“ or 

“Musculo-skeletal abnormalit*“ or “Muscular abnormalit*“ or “Skeletal 

abnormalit*“ or “Limb abnormalit*“ or Amputation* or Clubfoot or 

Poliomyeliti* or Paraplegi* or Paralys* or Paralyz* or Hemiplegi*) 

 

8 
((Hearing or Acoustic or Ear*) n5 (loss* or impair* or deficienc* or 

disable* or disabili* or handicap*)) 
 

9 
((Visual* or Vision or Eye*) n5 (loss* or impair* or deficienc* or 

disable* or disabili* or handicap*)) 
 

10 (Deaf* or Blind*) 
 

11 “Hearing impairment*” or “vision disorder*” or Deafness or Blindness 
 

12 

(Schizophreni* or Psychosis or Psychoses or “Psychotic Disorder*” or 

“Schizoaffective Disorder*” or “Schizophreniform Disorder*” or 

Dementia* or Alzheimer*) 

 

14 

((Intellectual* or Mental* or Psychological* or Developmental) n5 

(impair* or retard* or deficienc* or disable* or disabili* or handicap* or 

ill or illness) 

 

15 
((communication or language or speech or learning) n5 disorder* or 

disabilit*) 
 

16 
(Autis* or Dyslexi* or “Down* Syndrome” or Mongolism or “Trisomy 

21”) 
 

17 Learning Disorders 
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LILACS 
 
((pessoa* and deficiência*) OR (disabled and person*) OR (persona* and discapacidad*) OR 
(pessoa* com incapacidade*) OR (pessoa* com deficiência*) OR (pessoa* com limitação 
física) OR (pessoas com limitações físicas) OR (pessoa* com necessidade* especial*) OR 
(persona con discapacidad) OR (persona con limitación física) OR (personas con limitaciones 
físicas) or Schizophreni*” or Psychosis or Psychoses or (Psychotic Disorder*) or 
(Schizoaffective Disorder*) or Dementia* or Alzheimer* OR ((Hearing or Acoustic or Ear*) 
AND (loss* or impair* or deficienc* or disable* or disabili* or handicap*)) OR ((Visual* or 
Vision or Eye*) AND (loss* or impair* or deficienc* or disable* or disabili* or handicap*)) OR 
((Intellectual* or Mental* or Psychological* or Developmental) AND (impair* or retard* or 

18 exp Mentally Disabled Persons/ 
 

19 Or/5-18  Disability search terms 

20 
 
(MH "Immunization+")   

 

21 
 
(MM "Immunization Programs")   

 

22 
 
(MH "Health Services+")   

 

23 
 
(MH "Health Screening+")   

 

24 
 
"health program*"   

 

25 

 
(MH "Outcomes (Health Care)+") OR (MH "Health Services 
Needs and Demand+")  
 
"Health care" or "healthcare"   

 

26 access* 
 

27 health* 
 

31 
“Preventive Health Service*” or “Health Service* for Person* with 

Disabilit*” or “Primary Health Care” “Health Promotion” 
 

32 
 
(MM "Palliative Care")   

 

35 
 
(MH "Health Promotion") OR (MH "Preventive Health Care+")   

 

37 (access* or afford* or accept* or avail* or "geographic avail*") 
 

39 Or/20-38 Healthcare access 

40 4 and 19 and 39 Final search 

41 Limit 40 to yr="2000 -Current" Final search between 2000-2020 
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deficienc* or disable* or disabili* or handicap* or ill or illness)) or ((communication or 
language or speech or learning) and (disorder* or disabiliti*)) or Autis* or Dyslexi* or 
(Down* Syndrome) or Mongolism or (Trisomy 21)) AND ((acesso aos serviços de saúde) OR 
(health services accessibility) OR (accesibilidad a servicios de salud) OR (disparidades em 
assistência à saúde) OR (healthcare disparities) OR (disparidades en atención de salud) OR 
(serviços de saúde para pessoas com deficiência) OR (health services for persons with 
disabilities) OR (servicios de salud para personas con discapacidad) OR (healthcare) OR 
(Health care) OR (preventative care) OR (Saúde preventiva) OR (salud preventiva)) AND 
(Guadaloupe or Aruba or Martinique or Turks or Caicos or (Turks and caicos) or (virgin 
islands) or Peru or Argentina or Brazil or Brasil or Chile or Colombia or Venezuela or Cayman 
Or Puerto Rico Or (Saint Barthelemy) or (ST Barthelemy) or Guatemala or Ecuador or Bolivia 
or Haiti or Cuba or (Dominican Republic) or (Republica Dominicana) or Honduras or 
Paraguay or Nicaragua or (El Salvador) or (Costa Rica) or Panama or Uruguay or Uruguai or 
Jamaica or Trinidad or Tobago or Guyana or Guiana or Suriname or Belize or Bahamas or 
Barbados or (St Lucia) or (Saint Lucia) or Grenada or (St Vincent) or (Saint Vincent) or 
Grenadines or (Antigua and Barbuda) or Dominica or (Saint Kitts) or (St Kitts) or Nevis or 
(south america) or (west indies) or Caribbean or (latin america) or (central America)) 
 
  



Veronika Reichenberger  PhD Thesis 155 

ENTREQ Checklist 
 

 

Supplementary File S3: ENTREQ (Enhancing transparency in reporting the synthesis of qualitative research) Checklist  

No Item Guide and Description Reported 
on page # 

1 Aim State the research question the synthesis addresses. 3 
2 Synthesis 

methodology 
Identify the synthesis methodology or theoretical framework which underpins the synthesis, and describe the 
rationale for choice of methodology (e.g. meta-ethnography, thematic synthesis, critical interpretive synthesis, 
grounded theory synthesis, realist synthesis, meta-aggregation, meta-study, framework synthesis). 

5-6 

3 Approach to 
searching 

Indicate whether the search was pre-planned (comprehensive search strategies to seek all available 
studies) or iterative (to seek all available concepts until they theoretical saturation is achieved). 

5-6 

4 Inclusion 
Criteria 

Specify the inclusion/exclusion criteria (e.g. in terms of population, language, year limits, type of publication, 
study type). 

5-6 

5 Data Sources Describe the information sources used (e.g. electronic databases (MEDLINE, EMBASE, CINAHL, psycINFO, 
Econlit), grey literature databases (digital thesis, policy reports), relevant organisational websites, experts, 
information specialists, generic web searches (Google Scholar) hand searching, reference lists) and when the 
searches conducted; provide the rationale for using the data sources. 

5-6 

6 Electronic 
search strategy 

Describe the literature search (e.g. provide electronic search strategies with population terms, clinical or 
health topic terms, experiential or social phenomena related terms, filters for qualitative research, and search 
limits). 

Additional 
document 

named 
‘search 
terms’ 

7 Study 
screening 
methods 

Describe the process of study screening and sifting (e.g. title, abstract and full text review, number of 
independent reviewers who screened studies). 

5-6 

8 Study 
characteristics 

Present the characteristics of the included studies (e.g. year of publication, country, population, number of 
participants, data collection, methodology, analysis, research questions). 

Additional 
document 

named 
‘table 1 
eligible 
studies’ 

9 Study selection 
results 

Identify the number of studies screened and provide reasons for study exclusion (e,g, for comprehensive 
searching, provide numbers of studies screened and reasons for exclusion indicated in a figure/flowchart; for 
iterative searching describe reasons for study exclusion and inclusion based on modifications t the research 
question and/or contribution to theory development). 

Additional 
document 

named 
‘PRISMA 
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flow 
diagram’ 

10 Rationale for 
appraisal 

Describe the rationale and approach used to appraise the included studies or selected findings (e.g. 
assessment of conduct (validity and robustness), assessment of reporting (transparency), assessment of 
content and utility of the findings). 

5-6 

11 Appraisal 
items 

State the tools, frameworks and criteria used to appraise the studies or selected findings (e.g. Existing tools: 
CASP, QARI, COREQ, Mays and Pope[25]; reviewer developed tools; describe the domains assessed: research 
team, study design, data analysis and interpretations, reporting). 

5-6 

12 Appraisal 
process 

Indicate whether the appraisal was conducted independently by more than one reviewer and if consensus 
was required. 

5-6 

13 Appraisal 
results 

Present results of the quality assessment and indicate which articles, if any, were weighted/excluded based 
on the assessment and give the rationale. 

Additional 
document 

named 
‘table 2 
COREQ’ 

14 Data 
extraction 

Indicate which sections of the primary studies were analysed and how were the data extracted from the 
primary studies? (e.g. all text under the headings “results /conclusions” were extracted electronically and 
entered into a computer software). 

5-6 

15 Software State the computer software used, if any. 5-6 
16 Number of 

reviewers 
Identify who was involved in coding and analysis. 5-6 

17 Coding Describe the process for coding of data (e.g. line by line coding to search for concepts). 5-6 
18 Study 

comparison 
Describe how were comparisons made within and across studies (e.g. subsequent studies were coded into pre-
existing concepts, and new concepts were created when deemed necessary). 

5-6 

19 Derivation of 
themes 

Explain whether the process of deriving the themes or constructs was inductive or deductive. 7 

20 Quotations Provide quotations from the primary studies to illustrate themes/constructs, and identify whether the 
quotations were participant quotations of the author’s interpretation. 

7-15 

21 Synthesis 
output 

Present rich, compelling and useful results that go beyond a summary of the primary studies (e.g. new 
interpretation, models of evidence, conceptual models, analytical framework, development of a new theory or 
construct). 

7-15 

From: Tong A, Flemming K, McInnes E, et al.. Enhancing transparency in reporting the synthesis of qualitative research: ENTREQ. 
BMC Medical Research Methodology 2012, 12:181. 
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PRISMA Checklist 
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Appendix 2. Supporting information for Paper Two 
 
Study information sheet 
 
 

 
 

 
 
 

Access to Healthcare and Rehabilitation for People with Disabilities in Brazil 
 

Information Sheet: In-depth interviews (Person with disabilities) 
 
 
We are inviting you to take part in a research study. Before you decide whether or not to 
participate, it is important that you know why we are doing the study and what is involved. 
Please read the following information carefully.  
 
What is the study?  
We are talking to adults with disabilities in Brasilia, Pernambuco and São Paulo about 
experiences receiving primary healthcare or rehabilitation services and healthcare 
stakeholders about their experiences providing primary healthcare services or rehabilitation 
services for people with disabilities.  
 
Why are we doing the study?  
We would like to better understand how to promote inclusion of people with disability into 
the Brazilian public health system. 
 
What will happen to the results of the research study?  
We hope to publish the results in a peer-reviewed article. 
Findings will be fed back to inform policymakers. 
Findings will be shared in an end of project meeting with key informants. 
 
Do I have to take part?  
No, it is up to you to decide whether to take part. There will be no repercussions if you do not 
participate and no inference will be drawn from you not wanting to participate.  
 
What will happen if I take part?  
A researcher will contact you to arrange a convenient time and place for an interview; it can 
take place anywhere is most convenient to you. During the interview, we will ask you about 
your experience accessing primary or rehabilitation healthcare services.  
With your permission, we will audio record the interview, which we will only use to ensure 
that we have an accurate account of what you said. These recordings will then be transcribed. 
If you do not give permission for the interview to be recorded then the researcher will take 
notes.  
You are free to answer any questions you want and we can skip any questions you would 
prefer not to answer. 
The interview will take approximately one hour. 
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What do I have to do?  
If you agree to take part you will need to read and sign the consent form. 
 
What are the alternatives?  
You could recommend this study to a person who might be interested in participating. 
We can start the interview and, if you see it is not something you want to take part in, we can 
stop at any moment and the data collected from you will not be used. 
You do not have to take part.  
 
What are the possible benefits of taking part?  
There is no direct benefit from taking part in the interview, but we hope that it will contribute 
to better understanding and improving the inclusion of people with disabilities into the 
Brazilian healthcare system. 
 
What will happen if I don’t want to carry on with the study?  
You can withdraw from the study during the interview, after the interview and just before 
your quotes have been published in a paper by informing one of the researchers listed below 
or the researcher conducting your interview.  
 
Will my taking part in this study be kept confidential?  
Yes. Your comments will be identified by a research number only and we will not use your 
name. If there is something that you want to tell use that is particularly confidential/sensitive 
and you want to be certain that it is not attributed to you in anyway please let us know and we 
will ensure full anonymity.  
 
Who is organising the research?  
The study is being run by the London School of Hygiene and Tropical Medicine in 
collaboration with Fiocruz Pernambuco, Fiocruz Brasilia and University of São Paulo 
Medical School General Hospital. 
 
Who has reviewed the study?  
The London School of Hygiene and Tropical Medicine (LSHTM) ethics committee. 
University of São Paulo Medical School General Hospital. 
 
Who can I contact for more information or future updates? 
 
Hannah Kuper 
hannah.kuper@lshtm.ac.uk 
 
Loveday Penn-Kekana  
loveday.penn-kekana@lshtm.ac.uk 
 
Veronika Reichenberger 
veronika.reichenberger@lshtm.ac.uk 
 
Vinícius Delgado Ramos 
Vinicius.ramos@hc.fm.usp.br 
 
 
  

mailto:hannah.kuper@lshtm.ac.uk
mailto:loveday.penn-kekana@lshtm.ac.uk
mailto:veronika.reichenberger@lshtm.ac.uk
mailto:Vinicius.ramos@hc.fm.usp.br
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Interview guide 
 
 

Strengthening healthcare access of people with disabilities in Brazil 
INTERVIEW GUIDE: Person with disability 

 
Purpose:  To gain insights into people with disabilities access to healthcare services and their 
experiences when accessing or receiving care.  
 
Materials: 

• Notepad and pen/s  
• Tape recorder 

 
NOTE:  Copies of relevant local policies, posters, or other materials may be used to help 
stimulate discussion if appropriate. 
 
Introduction: 
Hello and thank you for your time.  I am (Interviewer’s name) from........... 
I would like to spend some time talking to you about your use of healthcare services and 
how you make decisions about healthcare. 
 
Remind them of the issue of confidentiality and anonymity which is fully explained in the 
information and consent form that they completed.  Check if they have any questions from 
the information and consent form about the research.  Remind them that they are free to 
decline to answer any of the questions or stop the interview at any time.  
 
Background Information  
 

Interview Date and Time  
Interviewer  
Language of Interview  

Interview location (home, etc.)  

Town/State  

Gender Male Female 
Age  
Marital Status  

General Observations:  
(Anything which might impact how the 
interview is conducted, e.g. other present.) 

 

 
A. About Themselves: 

1. Please tell me about yourself (work, study, family, what is your routine generally 
like) 
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2. Please tell me about your family/household? 
Prompts: Sources of income? Is there anyone else in the household who has 
major illness or disability? If so, who and what is their condition? 

 
B. About disability: 

3. Please tell me about your impairment?  
Prompts: Time of onset? If appropriate, ask what happened?  
 

4. Do you have any difficulties in doing everyday activities?  Does your impairment 
limit you in doing the things you need or want to do? How? 
 

5. Do you need help to do the things you need to do every day? If so, do you receive 
any help or support from family or friends? What kind of support? 
Prompts: Daily activities such as going to the bathroom, dressing, eating, going 
out - Who helps or supports them and how? If yes, who and how? If not, why do 
you think that is?  

 
 

C. Health Status and seeking services:  
6. How would you describe your health at this time?  
Prompts: Do you have any health concerns? What is the main one that worries you? 
What are any co-morbidities you might have due to/caused by your impairment (if 
applicable)? 

 
7. In the last 6 months, what are all the healthcare services you’ve used? And for 

what reasons? (Examples: pharmacy, doctor, healer, clinic, hospital)?  
a. Could you talk me through your journey (how did you identify the need 

and then seeing a doctor). 
b. When thinking of seeking health services what are the different things you 

think about? How do you make healthcare decisions; does anyone do it for 
you or you make the decisions yourself? Does your impairment influence 
your decisions? If so, how and why? 

c. Have you had any rehabilitation or assistive technology service? Which 
ones? How was your access to them and how was the service? 

d. If not, do you think you could have benefited from it/them? How? 
 
 

D. Experiences while receiving healthcare services: 
8.  When was the last time you went to clinic/hospital……………  

Prompts: How was your experience? Could you tell us step by step? How do 
you get to the clinic? At the clinic: how was physical accessibility, signage, 
experience of health care providers, price, equipment for their specific needs, 
denied care/treated differently from other patients? What worked well and 
what was difficult?  
 

9. Thinking of the last two appointments you had at any SUS clinic, tell me about 
your experiences: What were the reasons you sought health care services? How 
was it? 

 
10. Do you ever use private? When/why? 
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11. Have you ever been ill and didn’t access health services? Why? Focus on last two 

times. 
 

E. Overall thoughts on access to healthcare services:  
12. Do you feel that your healthcare needs are met?  

Prompts: What does having access to healthcare mean? Do you think that your 
health care needs are the same or different from people who don’t have your 
impairment/disability? Do you feel you receive the same or different quality of 
healthcare services as others? Do you feel you are treated same or differently?  
 

13. Do you know of any programs or services that can help people who have 
difficulty accessing health services? If so, can you tell me about them? 
 

14. Do you have any thoughts on what can make it easier for you to seek or access 
healthcare services (Examples: physical access, training, treatment options, social 
interactions, education materials, etc.)?  

 
15. In these specific scenarios, how should a healthcare provider go about them: 

a. A blind woman is seeking contraception. 
b. A deaf man wants to talk to a healthcare professional about his depression 

and his mother is there to support with sign language. 
c. A man who is a wheelchair user thinks he needs to lose weight. 

 
F. Other Information: 

Are there any other important issues which we haven’t covered which you would like 
to comment on or that you feel are important to addressing access to healthcare for 
people with disability?  
 
Thank you for taking the time to talk with me/us today.  We have learned a great deal 
from you and your experiences.   
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Consent form  
 
CONSENT FORM - Study on Access to Healthcare and Rehabilitation for 
People with Disabilities in Brazil. 

                                                                             

Participant name: (First & Last Name)______________________________________ 

Subject No: ____ ____ 

1. The information sheet concerning this study has been read to me and I understand what is 

required of me/the participant if I take part in it. 

2. I understand that information about me/the participant may be shared directly with other 

researchers, and that I will not be identifiable from this information. 

3. I have been given the opportunity to ask questions and a reply was given for all the questions 

to my satisfaction. 

4. I understand that participation is voluntary and that I may withdraw at any time without 
giving a reason. 

5. Expressed by ticking one of the boxes below, I consent/do not consent for the researcher to 
audio record my interview for the purpose of improving the accurately of reporting what 
was said only: 

 
   I consent to being audio recorded during the interview 

 
   I do not consent to being audio recorded during the interview 
  

 

___________________________________________________________________________ 
Consent to participate 

     

Name of participant/representative  Date  Signature/Thumbprint 

     

Name of impartial witness  Date  Signature 

I attest that I have explained the study information accurately, and was understood to the best of my 
knowledge by, the participant and that he/she has freely given their consent to participate in the presence of 
the above named impartial witness (where applicable).   
     

Name of person obtaining consent  Date  Signature 
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Appendix 3. Supporting information for Paper Three 
 
Wellcome open peer review reviewer feedback 
 
 
 

Open Peer  Review

Cur rent  Peer  Review  St at us:    

Version 2

Reviewer Report  01 November 2023

https:/ /doi.org/10.21956/wellcomeopenres.19976.r67827

©  2023 Mant sios A. This is an open access peer review report distr ibuted under the terms of the Creative 
Commons Attribution License, which permits unrestricted use, distribution, and reproduction in any medium, 
provided the original work is properly cited.

Andrea Mant sios  
Public Health Innovation & Action, New York, USA 

Thank you for the opportunity to review this manuscript. 
 
This paper describes the acceptability and feasibility of two different participatory visual methods 
to capture experiences and perspectt ives of caregivers of children with Congenital Zika Syndrome 
(CZS) in Colombia. It is a well-written and well-organized manuscript detailing the use of less 
commonly used qualitative methods (e.g., part icipatory video and digital storytelling) along with 
in-depth interviews to understand participant experiences with these methods.   
 
One of my suggestions for the authors echos comments made by the previous reviewers and has 
to do with better understanding the group of women who ended up participating as well as those 
who did not, chose to decline. Given this is a case study with a small sample, I would have loved if 
the authors described the women who participated in greater detail to give us more of a sense of 
their lives and circumstances to better understand who they are more broadly as we think about 
the experiences they had engaging with these methods. We, of course, learn about the women 
highlighted in the products of this work shared in the Extended Data, but it  would be helpful to 
get a sense of the women who participated in the study in the art icle to further contextualize the 
experiences they had. It  was mentioned that the women who did not participate in the interviews 
did not have access to technological devices but it  was also mentioned that all but 1 of the 8 
women in the PVM portion of the study had smartphones which I think would have facilitated 
conducting the IDIs via zoom. Similarly, I ’m wondering if efforts were made to conduct IDIs locally 
so that tech access was not a barrier to part icipation. In my own work, I am particularly conscious 
of the equity issues that arise in conducting qualitative research virtually and who may be 
excluded from having their voices heard and represented in the findings because of that barrier. 
Just a note to consider and reflect on in the limitations of this work. 
 
Overall, I think this paper is a valuable contribution to the literature and appreciate the 
opportunity to provide my thoughts.
 
Is t he work  clear ly and accurat ely present ed and does it  cit e t he cur rent  l i t erat ure?

 
Page 10 of 17

Wellcome Open Research 2022, 7:107 Last updated: 01 NOV 2023
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Yes

Is t he st udy design appropr iat e and is t he work  t echnically sound?
Yes

Are suf f icient  det ails of  m et hods and analysis provided t o allow  replicat ion by ot hers?
Yes

I f  appl icable, is t he st at ist ical analysis and it s in t erpret at ion appropr iat e?
Not applicable

Are all t he source dat a under lying t he result s avai lable t o ensure fu l l  reproducibil i t y?
Yes

Are t he conclusions drawn adequat ely suppor t ed by t he result s?
Yes

Compet ing Interest s: No competing interests were disclosed.

Reviewer Expert ise: Qualitative research, caregivers of children with CZS in Brazil, HIV

I  conf irm  t hat  I  have read t h is subm ission and believe t hat  I  have an appropr iat e level of  
exper t ise t o conf irm  t hat  i t  is of  an accept able scient if ic st andard.

Reviewer Report  26 August 2022

https:/ /doi.org/10.21956/wellcomeopenres.19976.r51477

©  2022 Diniz D. This is an open access peer review report distributed under the terms of the Creative Commons 
Attr ibution License, which permits unrestricted use, distribution, and reproduction in any medium, provided the 
original work is properly cited.

Debora Din iz   
The Center for Latin American and Caribbean Studies, Brown University, Providence, RI, USA 

Thanks for submitt ing the art icle to my second reading.  
 
The authors did a great work addressing the comments and making clearer some of the previous 
questions, particularly regarding the methods and the participants description.  
 
The art icle should be approved.
 
Is t he work  clear ly and accurat ely present ed and does it  cit e t he cur rent  l i t erat ure?
Yes

Is t he st udy design appropr iat e and is t he work  t echnically sound?

 
Page 11 of 17

Wellcome Open Research 2022, 7:107 Last updated: 01 NOV 2023
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Yes

Are suf f icient  det ails of  m et hods and analysis provided t o allow  replicat ion by ot hers?
Yes

I f  appl icable, is t he st at ist ical analysis and it s in t erpret at ion appropr iat e?
Yes

Are all t he source dat a under lying t he result s avai lable t o ensure fu l l  reproducibil i t y?
Yes

Are t he conclusions drawn adequat ely suppor t ed by t he result s?
Yes

Compet ing Interest s: No competing interests were disclosed.

Reviewer Expert ise: My area of research is also Zika, women and visual methods

I  conf irm  t hat  I  have read t h is subm ission and believe t hat  I  have an appropr iat e level of  
exper t ise t o conf irm  t hat  i t  is of  an accept able scient if ic st andard.

Version 1

Reviewer Report  20 June 2022

https:/ /doi.org/10.21956/wellcomeopenres.19381.r50828

©  2022 Zarant e I . This is an open access peer review report distributed under the terms of the Creative Commons 
Attr ibution License, which permits unrestricted use, distribution, and reproduction in any medium, provided the 
original work is properly cited.

Ignacio Zarant e   
Human Genetics Institute, Pontificia Universidad Javeriana, Bogota, Colombia 

This is an art icle where part icipatory visual methods are used in families of patients with sequelae 
of prenatal Zika virus infection in the city of Cali, Colombia. They search for 11 families, but in the 
end they only manage to complete the qualitative research in 4 of them. Families should develop a 
digital storytelling or participatory video. Each caregiver and family was taught how to operate the 
camera and instructed to develop a script with the help of the researchers. These scripts were 
developed together and shared with the other families the experience they were developing. At 
the end, the information was analyzed using semi-structured in-depth interviews. 
 
The results are remarkably interesting since the whole process generated participatory work 
within the family and contact with the others. It  is evident that this strategy has a great feasibility 
to empower families with members who are disabled. The limitation of the methods was in a small 
sample that also ended with a small number of participants. The conclusions are interesting, but it  
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is not so easy to extrapolate the results to larger groups. The authors do not give much 
information on the reasons why some of those involved did not part icipate and there may be 
explanations for the usefulness of these strategies.
 
Is t he work  clear ly and accurat ely present ed and does it  cit e t he cur rent  l i t erat ure?
Yes

Is t he st udy design appropr iat e and is t he work  t echnically sound?
Partly

Are suf f icient  det ails of  m et hods and analysis provided t o allow  replicat ion by ot hers?
Yes

I f  appl icable, is t he st at ist ical analysis and it s in t erpret at ion appropr iat e?
Not applicable

Are all t he source dat a under lying t he result s avai lable t o ensure fu l l  reproducibil i t y?
Yes

Are t he conclusions drawn adequat ely suppor t ed by t he result s?
Partly

Compet ing Interest s: No competing interests were disclosed.

Reviewer Expert ise: Birth defects, medical genetics, public health

I  conf irm  t hat  I  have read t h is subm ission and believe t hat  I  have an appropr iat e level of  
exper t ise t o conf irm  t hat  i t  is of  an accept able scient if ic st andard, however  I  have 
signif icant  reservat ions, as out l ined above.

Author Response 29 Jun 2022

Veronika Reichenberger  

Dear Ignacio Zarante, 
 
Thank you for your comments and review. We are honoured to get your important feedback 
on our paper. 
 
We are also very pleased to read you found the results interesting. 
 
With regards to not being able to extrapolate to a larger group, we have added a sentence 
clarifying this in the last paragraph of the results, which now states: 
 
“Addit ionally, only four participants were involved in both methods forming the basis for 
this case study. Therefore, the results cannot be extrapolated to a larger group.” 
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We are please to inform that we have also added more information on the reasons why we 
did not have more participants involved. A new sentence found in the first paragraph of the 
results section, now states: 
 
"The other four part icipants did not take part in the DST and in-depth interview because of 
lack of t ime and no access to technological devices." 
 
We hope to have provided appropriate clarification and are available for further exchanges 
and modifications where needed.  

Compet ing Interest s: No competing interests were disclosed.

Reviewer Report  13 April 2022

https:/ /doi.org/10.21956/wellcomeopenres.19381.r49405

©  2022 Diniz D. This is an open access peer review report distributed under the terms of the Creative Commons 
Attr ibution License, which permits unrestricted use, distribution, and reproduction in any medium, provided the 
original work is properly cited.

Debora Din iz   
The Center for Latin American and Caribbean Studies, Brown University, Providence, RI, USA 

The research art icle describes the methodological processes involved in using visual research 
tools with women affected by the Zika epidemic in Colombia. It 's a descriptive study about how the 
visual tools facilitated gathering information about the research question. The group of women 
involved in this research  init iat ive was small and some of them decided to step down during the 
process, which was not clarified by the authors. I appreciate the opportunity to read the 
manuscript in advance and I hope that my comments will help the authors to further develop such 
an important init iat ive: 
  
1. Power dynamics, Empowerment 
 
I would not describe the visual tools as mechanisms of "giving power" to part icipants. It 's more 
about sharing than giving, and the replacement of verbs here is not just rhetorical: it  is also deeply 
conceptual. It is about how the researchers understand their roles and purpose in using visual 
tools in the context of a research interaction. Why am I mentioning this point? The study presents 
two purposes for using visual tools in social research: as a way of engaging participants and as a 
tool for "concientizacao" or "empowerment" (as presented in the manuscript, these two concepts 
are not interchangeable; but the content of each one is not that clear). The first purpose is clearly 
stated in the descriptive narrative about the processes involved in working with different visual 
methodologies. The second purpose is not that straightforward, however, and I wonder if the 
authors should consider eliminating it. There is no evidence in the study that the visual methods 
empowered women: the example of one of the participants referring to "writ [ing] a book about 
her son" is more a regional way of expressing the idea that "I'm going to tell my story" than the 
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literal intention to init iate a new project. I do not see the meetings for visual literacy as reflecting 
the concept of engaged pedagogy conceptualized by Paulo Freire or bell hooks. Finally, in my 
opinion, the concept of "hearing" and "being heard" by others is a key emic concept yet it  was not 
explored by the authors as a key element of using visual methodologies. 
  
2. Caregivers, women, disability 
 
The study was conducted among women. Yet gender is absolutely ignored by the manuscript. The 
study refers to them as "caregivers" or "mothers"  or “grandmother”. We have no other 
information about them, just that their visual literacy was low - an observation that I question 
considering the levels of digital inclusion in Colombia via the use of smartphones. We need to 
know more about who these women are, beyond their social roles as caregivers of children 
affected by the Zika congenital syndrome. In a brief reflective sentence about the posit ionality of 
the facilitator, s/he mentions that s/he is not disabled nor a carer of a child with disability. But why 
only mention disability here if the work was among women? Why not also consider race, class, 
education, gender, nationality, as crucial factors to understand the research framing  and the 
power dynamics?  
  
3. Minor comments 
 
I would encourage the authors to confirm if there is any updated data about Zika cases among 
pregnant women in Colombia. The study mentions April 2016 as the reference. I would also 
consider reorganizing the arguments, in case the authors prefer to maintain the argument of 
empowerment/conscientizacao. If they keep that argument, my recommendation would be to 
incorporate it  as part of the analysis of the results and not as an assumption in the Introduction. 
 
I deeply admire the study and the ethical commitment that led the authors to work with visual 
methods, part icularly recognizing how rare and demanding it is. I'm more than happy and 
available to reconsider my comments if the authors do not consider them appropriate for what 
they have in mind.
 
Is t he work  clear ly and accurat ely present ed and does it  cit e t he cur rent  l i t erat ure?
Yes

Is t he st udy design appropr iat e and is t he work  t echnically sound?
Partly

Are suf f icient  det ails of  m et hods and analysis provided t o allow  replicat ion by ot hers?
Yes

I f  appl icable, is t he st at ist ical analysis and it s in t erpret at ion appropr iat e?
Not applicable

Are all t he source dat a under lying t he result s avai lable t o ensure fu l l  reproducibil i t y?
Yes

Are t he conclusions drawn adequat ely suppor t ed by t he result s?
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Partly

Compet ing Interest s: No competing interests were disclosed.

Reviewer Expert ise: My area of research is also Zika, women and visual methods

I  conf irm  t hat  I  have read t h is subm ission and believe t hat  I  have an appropr iat e level of  
exper t ise t o conf irm  t hat  i t  is of  an accept able scient if ic st andard, however  I  have 
signif icant  reservat ions, as out l ined above.

Author Response 29 Jun 2022

Veronika Reichenberger  

Dear Debora Diniz, 
 
Thank you very much for your review and request for clarification. It ’s an honour to receive 
a review from such a prestigious academic as yourself. 
 
1. Power dynamics, Empowerment 
 
We would like to clarify our reasoning behind mentioning empowerment in the 
introduction. We were pleased to include background in the introduction to assist the 
reader in understanding certain concepts such as empowerment, which is a recognized 
concept within PV (as referenced by Caroline Wang in her extensive work with participatory 
visual methods such as photovoice). 
 
With regards to writ ing the book, we understand the space for interpretation this left. We 
would like to clarify that beyond mentioning wanting to write a book, the participant went 
into more detail, including questions regarding publishing, which supported the 
understanding of wanting to write a book as opposed to an expression. 
 
2. Caregivers, women, disability 
 
As suggested, we provided more information about who the women are after the quotes to 
assist the readers. We have added age group and occupation. (Example: Participant 2, 30-40 
years old, housewife) 
 
We are pleased to highlight that the reflective sentence does include more details about the 
facilitator, as mentioned in the last paragraph before the ethics, in the methods section: 
“One female researcher (VR) was involved in all three phases of the study. She has previous 
training in both PV and DST, as well as qualitative research. She is a research assistant and 
PhD candidate at the London School of Hygiene and Tropical Medicine. She is of Brazilian 
descent and speaks Spanish fluently. She is not disabled herself and is not the carer of a 
child with disabilit ies.” 
 
We have also added a sentence to clarify about the part icipants visual literacy: 
“All of them, but one participant, have smartphones and have previously experienced taking 

 
Page 16 of 17

Wellcome Open Research 2022, 7:107 Last updated: 01 NOV 2023



Veronika Reichenberger  PhD Thesis 172 

 
 
  



Veronika Reichenberger  PhD Thesis 173 

Participatory Video first consent form for children (Spanish) 
 

 

 

 
AUTORIZACION  DE USO DE NOMBRE, IMAGEN Y TESTIMONIALES 

 
 
Yo,                                                                                             mayor de edad identificado (a) 
con la  cédula de ciudadanía. No.___        _____________ de ___        _ , Colombia, en 
representación legal del menor de edad______________________________________, en uso 
de mis plenas facultades,  autorizo a FUNDACIÓN CASA GAMI -Grupo de Apoyo a la Mujer 
y al Infante y London School of Hygiene and Tropical Medicine (LSHTM), o a quien éste 
designe, para que use el nombre, imagen, frases, declaraciones, testimoniales y retrato del 
niño/a fruto de las grabaciones de audio y video que concedió de manera libre y voluntaria en 
el video participativo sobre el impacto del programa Juntos. 
 
La utilización  del  nombre, frases,  declaraciones,  testimoniales y retrato del niño/a podrá 
realizarse mediante la divulgación a través de su reproducción, tanto en medios digitales (sitio 
web de LSHTM, redes sociales, y espacios digitales de organizaciones vinculadas a Casa 
Gami) así como en conferencias, aulas, reuniones con partes interesadas y en medios 
impresos (en forma de fotos y testimoniales).  
 
Manifiesto que esta autorización la otorgo con carácter gratuito, por lo que entiendo que no 
recibiré ni solicitaré ningún tipo de compensación extra, bonificación extra o pago extra de 
ninguna naturaleza. La vigencia de esta autorización será a perpetuidad, durante la existencia 
del video participativo sobre el impacto del programa Juntos, contados desde la fecha de 
la firma de este documento.  
 
Reconozco además que no tengo ninguna expectativa sobre el tipo de campaña publicitaria 
que pueda realizar FUNDACIÓN CASA GAMI -Grupo de Apoyo a la Mujer y al Infante y 
London School of Hygiene and Tropical Medicine o quien esta designe, ni su regularidad y, 
que renuncio a cualquier derecho patrimonial que se pueda generar por el uso de esta 
grabación. 
 
He leído el presente documento antes de firmarlo y garantizo que comprendo el contenido del 
mismo. Se firma el día_______del mes de ________________de 20___. 
 
Atentamente, 
 
 
____________________________ _____________________________ 
NOMBRE     FIRMA 
 
C.C.____________________  
  
Teléfono:_______________ 
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Participatory Video first consent form for adults (Spanish) 

 
 
  

 
AUTORIZACIÓN  DE USO DE NOMBRE, IMAGEN Y TESTIMONIALES 

 
 
Yo, ________________________________________ mayor de edad identificado (a) con la 
cédula de ciudadanía. No.___        _____________ de ___       , Colombia, en uso de mis plenas 
facultades, autorizo a  FUNDACIÓN CASA GAMI -Grupo de Apoyo a la Mujer y al Infante y 
London School of Hygiene and Tropical Medicine (LSHTM), o a quien éste designe, para que 
use mi nombre, imagen, frases, declaraciones, testimoniales y retrato fruto de las grabaciones 
de audio y video que concedí de manera libre y voluntaria en el video participativo sobre el 
impacto del programa Juntos. 
 
La utilización de mi nombre, frases, declaraciones, testimoniales y retrato realizarse mediante la 
divulgación a través de su reproducción, tanto en medios digitales (sitio web de LSHTM, redes 
sociales, y espacios digitales de organizaciones vinculadas a Casa Gami) así como en 
conferencias, aulas, reuniones con partes interesadas y en medios impresos (en forma de fotos 
y testimoniales). 
 
Manifiesto que esta autorización la otorgo con carácter gratuito, por lo que entiendo que no 
recibiré ni solicitaré ningún tipo de compensación extra, bonificación extra o pago extra de 
ninguna naturaleza. La vigencia de esta autorización será a perpetuidad, durante la existencia 
del video participativo sobre el impacto del programa Juntos, contados desde la fecha de la 
firma de este documento.  
 
Reconozco además que no tengo ninguna expectativa sobre el tipo de campaña publicitaria que 
pueda realizar FUNDACIÓN CASA GAMI -Grupo de Apoyo a la Mujer y al Infante y London 
School of Hygiene and Tropical Medicine (LSHTM) o quien esta designe, ni su regularidad y, 
que renuncio a cualquier derecho patrimonial que se pueda generar por el uso de esta grabación. 
 
He leido el presente documento antes de firmarlo y garantizo que comprendo el contenido del 
mismo. Se firma el día_______del mes de ________________de 20___. 
 
Atentamente, 
 
 
____________________________ _____________________________ 
NOMBRE     FIRMA 
 
C.C.____________________  
 
 
Para compartir el video conmigo, debe enviarlo a mi whatsapp ______________  
 
o mi dirección de correo eletrónico__________________________ 
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Digital Storytelling information sheet and first consent form 
 

 
 

 
 
 

Using Digital Storytelling to explore healthcare access among caregivers of 
children with Congenital Zika Syndrome in Colombia 

 
Information sheet and Consent form: Digital Storytelling (Caregivers) 

 
 
We are inviting you to take part in a research study. Before you decide whether or not to 
participate, it is important that you know why we are doing the study and what is involved. 
Please read the following information carefully.  
 
What is the study?  

• We are developing digital stories (2-5 mins videos) with caregivers of children with 
Congenital Zika Syndrome in Cali on their experiences receiving primary healthcare 
services. We aim to understand the digital story making process. 

 
 
What will happen to the results of the research study?  

• We hope to publish the results in a peer-reviewed article. 
• Findings will be fed back to other researchers using or intending to use this method. 
• If you consent (please refer to image consent form), digital stories will be used as a 

dissemination method to spread awareness on access to healthcare among children 
with disabilities in Colombia.  

 
 
Do I have to take part?  

• No, it is up to you to decide whether to take part. There will be no repercussions if 
you do not participate and no inference will be drawn from you not wanting to 
participate.  

 
 
What will happen if I take part?  

• If you decide to participate, we will explain about the digital storytelling process and 
the study.  

• If you are happy to participate, you will be given the choice to fill in the consent form 
below before the online focus group or consent verbally before the beginning of the 
focus group. We will set up an online focus group discussion with all caregivers who 
will be taking part to discuss their experience in accessing healthcare for their 
children with Congenital Zika Syndrome. 

• You are free to answer any discussion topic you want and we can skip any topic you 
would prefer not to answer. 

• After the online focus group (approximately one hour and a half), we will have an 
individual discussion (via Zoom or Whatsapp) about how we can build your access to 
health story through a digital story. A digital story is a 2-5 mins video with voice over 
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and images/videos of your choice.  You will decide what aspect of your healthcare 
access story is the most important and what to focus your digital story on.  

• I can work through some examples with you.  We will also define if you would like to 
show your face in the videos/photos and, if not, how we can blur or film/photograph 
without showing your face. After discussing the digital story, we can start compiling 
videos/photos and, depending on how long it takes, continue on another day.  

• You will decide when the film is ready and when it tells the story you would like to tell.  
• We will then set up an individual interview via Zoom, to discuss your thoughts on 

your film and the digital storytelling making process. With your consent, we will 
record the interview and transcribe for analysis. 

• Additionally, with your consent, the film you made may be shown in screenings to 
help others understand the perspectives of access to healthcare for children with 
Congenital Zika Syndrome in Cali. This includes: 

o As part of this study report on the use of digital stories 
o In other reports, campaigns and publications by LSHTM or affiliated partners 

and donors 
o In university seminars and classes 
o At public exhibitions related to this study 
o On the LSHTM website 
o In media about this study 
o In social media (twitter etc) 
o In film festivals 
o This is completely voluntary, and you can specify whether you are willing for 

the film to be shown in each of these ways.  If you do not want us to use the 
film, you do not need to explain why and we will not use it.  This will not affect 
any future support or care that you might get. You will own the copyright on 
the digital images. This means that you have the right to say how they will be 
used. It also means that when they are used you will be always 
acknowledged as the producer of the film.  

 
What will happen if I don’t want to carry on with the study?  

• You can withdraw from the study during the digital story process, after the process 
and just before your quotes have been published in a paper by informing one of the 
researchers listed below or the researcher conducting your interview.  

 
 
What are the alternatives?  

• You could recommend this study to a person who might be interested in participating. 
• We can start the interview or making the digital story and, if you see it is not 

something you want to take part in, we can stop at any moment and the data 
collected from you will not be used. 

• You do not have to take part.  
 
 
What are the possible benefits of taking part?  

• There is no direct benefit from taking part in the interview, but we hope that it will 
contribute to disseminate information on healthcare access and improve the 
understanding of the use of Digital Storytelling. 

 
 
Will my taking part in this study be kept anonymous?  
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• As we will be using videos, photos and voiceover, there is a high chance that you will 
be identifiable. If you choose to take part in the process, we can discuss the level of 
anonymity that you would like: Include photos/videos of yourself in an identifiable 
way, blur your photos/videos, use your original voice or add a masking effect to your 
voice, or only include videos/photos where you are not featured.  

• For the interview, your comments will be identified by a research number only and 
we will not use your name. If there is something that you want to tell use that is 
particularly confidential/sensitive and you want to be certain that it is not attributed to 
you in anyway please let us know and we will ensure full anonymity.  
.  

 
Who is organising the research?  

• The study is being run by the London School of Hygiene and Tropical Medicine. 
 
Who can I contact for more information or future updates? 
 
Veronika Reichenberger 
veronika.reichenberger@lshtm.ac.uk 
 
 
Consent for taking part in a study on the use of Digital Storytelling to explore healthcare access 
among caregivers of children with Congenital Zika Syndrome in Colombia. 
 
 
I _________                                 __                             ___   (name) confirm that I understand:  
 

• What is required from me if I take part and understand that I will get no direct benefit from 
participating 

• That my name will not be used 
• I consent voluntarily to take part in the study and understand that I can withdraw at any 

time  
• I consent to taking part in both the focus group on my child’s healthcare access and the 

individual interview on Digital Storytelling 
• I understand there is another consent form referring to image and video use 

 
I am happy for the researcher to audio record our talk for the purpose of improving the accurately of 
reporting what was said only: 
 
   Yes   No   
 
 
 
Signature:……………………………………… Date………………  
 
 

Researcher  
 
 
I ……………………………..(name) confirm that I have carefully explained the nature and demands of the 
proposed research to the participant.  
 
 

mailto:veronika.reichenberger@lshtm.ac.uk
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Signed:………………………………….…..Date:……………………… 
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Example Digital Storytelling second consent form – same used for Participatory Video 
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Appendix 4. Supporting information for Paper Four 
 
Information sheet and first consent form (Portuguese) 
 

Explorar o acesso a serviços de saúde de pessoas com deficiência em 
Pernambuco 

Método Vídeo Participativo  

 
Objetivo: 
Usar o método de Vídeo Participativo para explorar acesso a serviços básicos de saúde de 
pessoas com deficiência em Pernambuco. 
 
Valor do projeto: 
Tem crescido na literatura a importância de incluir pessoas com deficiência em pesquisas 
sobre eles próprios, através do uso de metodologias participativas. Essa tendência na 
literatura acompanha o lema do Movimento dos Direitos das Pessoas com Deficiência "Nada 
sobre nós, sem nós" exige a inclusão de pessoas com deficiência na pesquisa, como 
"especialistas por experiência" no campo. A abordagem baseada nos direitos humanos afirma 
que a participação plena é um direito humano que pode e deve ser reivindicado por todos. 
As pessoas com deficiência devem ser valorizadas como contribuintes essenciais para todos 
os setores, indústrias e comunidades em todo o mundo.   
Certos métodos, como fotografia participativa (ou photovoice) têm predominado entre os 
métodos participativos e têm se mostrado especialmente importante, devido à sua natureza 
inclusiva de co-pesquisa, que aborda a exclusão e o estigma. Pessoas com deficiência têm a 
experiência do estigma em muitas áreas da vida, inclusive em pesquisa. O objetivo desse 
projeto é explorar o uso de Vídeo Participativo na pesquisa sobre deficiência global e 
preencher uma lacuna que existe do uso desse método em pesquisa sobre deficiência. Essa é 
uma metodologia amplamente utilizada para permitir que indivíduos explorem e contam suas 
próprias histórias sobre um devido tema. É especialmente importante entre pessoas 
marginalizadas, que podem então disseminar suas próprias descobertas através de filmes 
produzidos.  
 
Metodologia: 
Durante quatro dias os participantes explorarão a pergunta: “Quais são as barreiras e 
facilitadores do meu acesso a serviços básicos de saúde?” e, com a ajuda de um facilitador 
com treinamento em vídeo participativo, ele/ela será apoiado a responder a essa pergunta 
com o uso de fotografias e vídeos registrados no passado, fotografias e vídeos coletados no 
presente, e a montagem de um vídeo contando sua história. Uma vez que todas as fotos e 
vídeos forem coletadas, esses serão examinadas em um ambiente de entrevista com os 
participantes, onde eles explicarão seu acesso a serviços com a ajuda dos materiais visuais.  
As entrevistas serão gravadas, transcritas, e codificadas, com o uso do Nvivo. A análise 
fenomenológica interpretativa será usada para analisar as entrevistas e fotos/vídeos, para 
explorar tanto os temas pré-concebidos como os recém surgidos. 
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As fotos e vídeos serão editadas em um filme com a ajuda do facilitador, usando o programa 
Final Cut Pro X. Os filmes serão divulgados para engajamento do público, nas áreas 
consentidas pelos participantes. 
 
Número de participantes e justificativa: 
Um total de 12 pessoas será propositadamente amostradas a partir do estudo qualitativo 
mais amplo, com os principais critérios de interesse em fotografia ou vídeo. O número de 
participantes foi escolhido como um número viável para alcançar a profundidade da análise 
de dados e garantir a qualidade do trabalho dentro do prazo do projeto. As pessoas com 
deficiência serão selecionadas para representar uma variedade de tipos de deficiência para 
que se inclua uma amostra ampla dentro do subgrupo. 
 
Consentimento: 
O projeto será analisado por um Comitê de Ética em Pesquisas com Seres Humanos e foi 
elaborado e será executado de acordo com as diretrizes constantes das Resoluções CNS 
466/2012 e 510/2016. Também será incluída uma fase de devolutiva dos resultados, uma vez 
que os participantes serão usuários do Sistema Único de Saúde, conforme normativas da 
Resolução CNS 580/2018. 
O consentimento informado será solicitado no início do desenvolvimento do projeto e incluirá 
a o treinamento, a coleta de dados e a entrevista. Isso envolverá a explicação sobre o projeto, 
informação sobre riscos e benefícios da participação, os direitos dos participantes (por 
exemplo, direito de retirada do consentimento em qualquer momento sem prejuízo para seu 
tratamento, proteção dos dados), os contatos da pesquisadora e do CEP onde a pesquisa foi 
analisada. Os participantes também serão informados da possibilidade de uso dos vídeos para 
divulgação. As explicações sobre a pesquisa e consentimento serão conduzidos por 
pesquisadores treinados. Para indivíduos com deficiência auditiva profunda, será 
disponibilizado um intérprete de língua de sinais. Se um participante não puder se comunicar 
de forma independente ou solicitar a presença de seu cuidador, os cuidadores serão 
convidados a participar do treinamento e da entrevista, e serão os responsáveis pelo 
consentimento, uma vez que o assentimento seja dado pelo participante. 
Após a apresentação e aceite em participar, os participantes serão convidados a assinar um 
Termo de Consentimento Livre e Esclarecido. 
 
 
Desconforto e risco: 
Os riscos com a pesquisa são pequenos, sendo que os participantes podem se sentir 
desconfortáveis durante a oficina de produção dos vídeos e durante a entrevista, ao recordar 
acontecimentos marcados por dificuldades e preconceitos. No entanto, lhes é assegurado o 
direito de se recusar a responder quaisquer perguntas, ou mesmo retirar seu consentimento em 
qualquer etapa da pesquisa, sem nenhum prejuízo para seu atendimento. 
Se, durante o processo de entrevista, identificarmos os participantes que necessitam de 
serviços de saúde imediatos, eles serão encaminhados a profissionais de saúde locais para 
facilitar o acesso a serviços apropriados imediatamente. 
Os participantes serão claramente informados sobre como os filmes serão usados e serão 
convidados a dar consentimento sobre como eles serão usados. Lhes é garantida a liberdade 
de não consentir sobre o uso do filme para divulgação. 
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Os participantes também serão informados sobre o fato de que o uso de fotografia e vídeo 
pode facilitar a identificação deles. Se o participante concordar em participar, trabalhemos 
juntos a ele/ela para garantir o nível de anonimato que eles quiserem (não incluir 
fotos/vídeos deles, usar um pseudônimo, borrar qualquer aspecto no vídeo ou foto que possa 
identifica-los). 
Consentimento 
 
 
Eu _________                                 __                             ___   (nome) concordo em participar e entendo:  
 

• O que acontecerá durante o processo 
• Eu dou meu consentimento voluntário para participar do estudo e entendo que posso sair e 

parar de participar a qualquer momento. 
• Terá uma outra folha de consentimento especificando a disseminação do uso das minhas 

imagens e vídeos. 
 
   Sim   Não   
 
 
 
Assinatura:……………………………………… Data………………  
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Second consent form (Portuguese) 
 

 
Explorar o acesso a serviços de saúde de pessoas com deficiência em Pernambuco 

Termo de Autorização de Uso de Imagem 

 
Este formulário deve ser assinado pela pessoa que concordou em participar da pesquisa 
“Explorar o acesso a serviços de saúde de pessoas com deficiência em Pernambuco.” Este 
estudo está sendo realizado pela Fiocruz e conta com a colaboração da Faculdade de Medicina 
da Universidade de São Paulo (FMUSP) e da London School of Hygiene and Tropical 
Medicine (LSHTM).  
 
Assinando abaixo, eu confirmo que entendo que os direitos autorais e propriedade intelectual 
dos vídeos criados pertencem a pesquisadora principal do projeto Veronika Reichenberger. 
 

Eu concordo que a FMUSP e organizações colaboradoras usem o meu  
filme das seguintes maneiras:  SIM   NÃO   

Como parte deste relatório de estudo       

Em outros relatórios, campanhas e publicações da FMUSP, LSHTM, Fiocruz ou parceiros  
afiliados e doadores      

  
   Em eventos públicos relacionados a este estudo      

No site da FIOCRUZ     

No site da LSHTM     

   No site da FMUSP       

   Em mídia sobre este estudo   

   Em redes socias (twitter, etc)   

   
 Você quer que o filme inclua o seu nome verdadeiro como produtor? SIM / NÃO  

Se a resposta for não, qual alternativa você gostaria que 
usemos………………………………………....……….. 

POR FAVOR PREENCHA OS SEUS DETALHES ABAIXO: 

Nome completo do participante: 

Número de telefone celular do participante (se houver): 

E-mail do participante (se houver): 

Assinatura:  
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Nome   Data  Assinatura 
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