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Abstract  

Globally, there are more than one billion people with disabilities. They often have increased 

health needs due to underlying impairments and secondary conditions, as well as societal 

exclusion. Thus, they more frequently require general healthcare and, in some cases, 

specialist services. Yet, people with disabilities often experience worse access to healthcare 

due to system level failures and consequent barriers encountered along the health journey that 

restrict their right to health.  

 

This thesis aimed to assess the inclusion of persons with disabilities in the health system of 

Chile. I undertook a systematic review of healthcare access in Latin America and the 

Caribbean and found some evidence that people with disabilities have higher use of health 

services and may experience health inequities, calling for further evidence on coverage, 

affordability, and quality of care. Then, I analysed the Chilean National Socioeconomic 

Survey (n = 192,666) to address that data gap in Chile. The study showed that people with 

disabilities experience health inequities, particularly in terms of worse health status, lower 

coverage of health services, and increased barriers in accessing healthcare. Moreover, I 

performed a comprehensive health policy analysis by examining Chilean health policies and 

interviewing key informants. The study revealed considerable failures at system level, 

concluding that improvements are needed both in the formulation and implementation of 

health policies with disability inclusion in Chile. Finally, I conducted a health system 

assessment by collecting mixed methods data to complete a structured indicator framework in 

collaboration with the Ministry of Health of Chile and civil society organizations. The study 

found that overall progress towards disability inclusion was low. Therefore, it was 

recommended to formulate a national policy on disability-inclusive health, to strengthen the 

leadership of people with disabilities, and to train health workers on disability.  

 

Collectively, these findings provided robust evidence on the lack of inclusion and 

participation of people with disabilities in the health system of Chile and the subsequent 

health inequities experienced. Prioritizing and mainstreaming disability in society, with 

meaningful participation of people with disabilities, will help building a disability-inclusive 

health system and achieving universal healthcare that leaves no one behind.   
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1.1 | Background 

The experience of disability is inherently human and common. About 16% of the world’s 

population – 1 in 6 people – have long-lasting health conditions, which coupled with barriers 

of the environment, restrict their highest attainable standard of health, wellbeing, and 

participation in society.1 This number represents an estimated 1.3 billion people with 

disabilities globally according to the World Health Organization (WHO).1 The prevalence is 

projected to rapidly increase over time, driven by population ageing and increasing 

prevalence of chronic diseases.1 People with disabilities, on average, have greater need for 

healthcare and use health services more often than the general population.1–3 However, they 

face several barriers to healthcare, critical health inequities, and social exclusion.1–3 Hence, 

disability constitutes a public health concern that needs to be addressed by health systems and 

society as a whole. This topic forms the central focus of the current thesis. 

1.2 | Framing disability 

The concept of disability has evolved over time and different understandings coexist across 

and within countries. Disability is understood as a synonym of a health condition or 

permanent impairment under the medical model of disability.4 The focus of this model is on 

the individual and medical and rehabilitative interventions aim to treat the “body 

impairments”. For example, a person diagnosed with muscular dystrophy, a progressive 

musculoskeletal disease characterized by wasting and weakness of the muscles 5, might be 

monitored by a neurologist or physiatrist and referred to physiotherapy for maintenance of 

body functions and structures. Although for many it is clinically relevant to address the needs 

of the underlying health condition to improve quality of life, other equally relevant aspects 

might be missed under a sole medical perspective. Disability rights and benefits, assistive 

technology and home adaptations, and community, support, or other health needs may be 

overlooked. Consequently, two people with the same health condition or impairment may 

experience very different impacts on their lifestyle, including levels of participation, due to 

their environmental and personal factors. Therefore, the still powerful medical paradigm in 

the health sector, could perpetuate a narrow understanding of disability.6 

 

In contrast, the social model of disability outlines a different conceptualization, where 

disability is “separated” from health conditions or impairments.4 This model points at the 
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societal barriers (i.e. attitudinal, physical, etc.) as the main cause for the experience of 

disability and lack of equal participation in society. For instance, a person with bipolar 

disorder may not be able to sustain a stable job because of discriminatory practices in the 

work environment and lack of appropriate accommodations, rather than the person’s health 

condition. Nevertheless, the social model of disability is also not without critique, as some 

consider it to neglect the impacts on life caused by health conditions or impairments that 

cannot be entirely ameliorated by societal change – such as the experience of chronic pain. 

Hence, an intermediate approach integrating the last two models is the biopsychosocial model 

established by the WHO’s International Classification of Functioning, Disability, and Health 

(ICF) (Figure 1).7  

 

 

Figure 1. ICF model of disability: interactions between ICF components 7 

 

Under the ICF, disability is defined as an umbrella term for impairments, activity limitations, 

and participation restrictions, highlighting the negative interaction between health conditions 

and personal and environmental factors.7 For example, a person diagnosed with ring 

chromosome 14 syndrome – a rare genetic disorder with neonatal onset – will commonly 

experience epilepsy and intellectual disability.5 This person might have difficulties with basic 

daily activities such as getting dressed and participating in school due to lack of inclusive 

educational facilities. These experiences will be also mediated by additional environmental 

factors (e.g., access to health insurance, assistive technology, and caregiving support) and 

personal factors (e.g., age and sex). 
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In line with the ICF, the human rights approach to disability emerged as another widely 

agreed framework. The human rights model was coined by the United Nations Convention on 

the Rights of Persons with Disabilities (UNCRPD). It describes that “persons with 

disabilities include 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”.8 This model recognizes the inherent 

dignity of people with disabilities and ensures their complete enjoyment of all human rights. 

It promotes respect for difference and acceptance of diversity and focuses on equality of 

opportunity, non-discrimination, inclusion, accessibility, and participation in society. This 

thesis will be framed under the ICF and human rights model of disability. 

1.3 | Epidemiology of disability  

In 2021, there was an estimated 1.3 billion people with disabilities in the world; about 270 

million more than in the previous decade.1 Prevalence estimates were calculated based on the 

number of health conditions or impairments (lasting more than six months and associated 

with moderate to severe disability) of the 2021 Global Burden of Disease study, and are 

therefore largely in line with the medical model of disability.1,9  Hence, the relationship with 

environmental factors are not considered and therefore, current global figures could overlook 

the true prevalence of disability. More comprehensive global estimates will be gathered as 

more data on disability considering the impact of the environment becomes available.1  

 

The regions with the highest prevalence include Europe (20%) followed by the Americas 

(19%).1 Disability prevalence is also greater in high-income countries (21%) than low-

income countries (13%).1 However, most people with disabilities (80%) live in low and 

middle-income settings. The differences between disability prevalence and country of 

residence relate to both the higher prevalence of some health conditions in high-income 

countries and lack of disability data in many low-income settings. Disability also increases 

with age, ranging from 6% in children and adolescents to 34% in older age groups above 60 

years.1 This association could be driven by the higher burden of health conditions among 

older age groups and is compounded by increased poverty, access to healthcare, ageism, and 

social exclusion.9–11 Furthermore, disability is associated with female sex (18% versus 14% 

in men).1 Higher disability prevalence among women could be explained by a complex set of 



 

 

16 

factors. Globally, women live longer than men but experience a higher burden of health 

conditions associated with disability (e.g. musculoskeletal and mental health conditions).12,13 

The latter is coupled with gender inequalities. Women experience significant gaps in 

education and employment and are more likely to face poverty and gender-based 

discrimination.14 Hence, they are more often exposed to environmental barriers to societal 

participation.  

 

The experience of disability is often influenced by the “types of disabilities”, which are 

grouped by broad impairment types (i.e., physical, intellectual, etc.). Worldwide, the most 

prevalent health conditions deemed likely to result in moderate to severe disability include 

musculoskeletal, mental health, and neurological conditions, as well as hearing and vision 

loss.1 Among musculoskeletal disorders, low back pain was the leading condition in 2019, 

with 568 million people globally.13 Moreover, before the COVID-19 pandemic, there were 

970 million people living with mental disorders, with depressive and anxiety disorders as the 

most common causes for years lived with disability.15 In addition, migraine, diabetic 

neuropathy, stroke, Alzheimer’s disease and other dementias, and autism spectrum disorder 

were among the top neurological conditions contributing to years of life lived with 

disability.16 Regarding sensory impairments, in 2019, about 400 million people had moderate 

to complete hearing loss.17,18 In 2020, around 295 million had moderate or severe vision 

impairment and 43 million had blindness.19 Furthermore, children and young people with 

neurodevelopmental conditions (health conditions affecting the developing nervous system 

and causing several impairments types) accounted for about 317 million people in 2019.20 Of 

course, people may experience multiple types of impairment, particularly as they age. 

Nevertheless, disability is diverse, and health and support needs vary across people in 

different settings. Thus, having the same health condition or impairment type does not equal 

needs and experiences across groups, as these are mediated by their context and 

circumstances.9  

1.4 | Pathways linking disability to poorer health 

Although people with disabilities can have good health and live healthy lives, it is common 

that they have greater health needs and experience worse health than the general population 

(Figure 2).1–3  
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Figure 2. Pathways to poorer health outcomes among people with disabilities 

 

First, they often have increased health needs due to underlying health conditions or 

impairments (e.g., rare genetic disorder with higher propensity to recurrent respiratory 

infections).1,2,5,9 In addition, they usually have a higher prevalence of comorbidities.1,2,9 For 

example, people with disabilities are more likely to have diabetes and cardiovascular 

disease.21–23 Furthermore, people with disabilities are often exposed to disease risk factors, 

such as smoking and poor diet.1,24 Additional pathways to poorer health are linked to social 

determinants of health.25 People with disabilities are more likely to live in poverty and have 

additional costs related to disability (i.e., transportation, assistive technology, etc.), which 

restricts, among other things, access to timely and continuous healthcare.1,26 They are also 

often excluded from education and employment,1 which can be linked to poorer mental health 

and restricted access to public health interventions. For example, children with disabilities are 

more likely to never attend or drop out school due to a lack on inclusive education and 

appropriate accommodations.20,27 Similarly, adults with disabilities are more likely to be 

unemployed than those without disabilities, especially among women with disabilities.1,28 

Furthermore, discrimination and stigma towards disability is strongly rooted in society across 

the world.1,29 These cultural and societal aspects contribute to social exclusion and negatively 

impact health equity and wellbeing among people with disabilities. Hence, all these complex 

and interrelated pathways to poorer health explain the increased need for both general and, in 

some cases, specialist or rehabilitation services among people with disabilities. 

1.5 | Conceptualizing access to healthcare 

Access to healthcare relates to the ability of individuals to receive timely, affordable, and 

appropriate medical care when needed. It is therefore a complex and multi-dimensional 
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concept, including components such as coverage of services, quality, and affordability. 

Moreover, it can be viewed from the perspective of societal level coverage and individual 

coverage. 

 

Universal Health Coverage (UHC) implies “that all people have access to the full range of 

quality health services they need, when and where they need them, without financial 

hardship. It covers the full continuum of essential health services, from health promotion to 

prevention, treatment, rehabilitation, and palliative care”.30 UHC considers the dimensions of 

population coverage, service coverage, and financial protection (Figure 3).31 This framework 

is useful to examine these key outcomes of healthcare access from the population or societal 

perspective, and it will be applied in this thesis. 

 

 

Figure 3. Dimensions of Universal Health Coverage 31  

 

Population coverage indicates who are entitled to healthcare according to law, which may 

depend on the fulfilment of certain eligibility criteria (e.g. employment status) and enrolment 

in insurance schemes.32 Under UHC, it is expected that countries progress towards coverage 

of the whole population – every individual and community – irrespective of their 

circumstances.  It also means that countries should leave no one behind, and first reach those 

who are furthest behind, such as women, children, young people and older persons, people 

living with HIV/AIDS, refugees, internally displaced persons, and migrants, people of 

African descent, Indigenous Peoples, people living in poverty and in inadequate housing 

conditions, and people with disabilities.33 

 

Service coverage and financial protection are the two UHC dimensions globally monitored 

under the Sustainable Development Goals.33 Coverage of essential health services is assessed 
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based on 14 selected indicators on reproductive, maternal, newborn, and child health, 

communicable and noncommunicable diseases, and service capacity and access.34 For 

instance, antenatal care is monitored as the proportion of women who attended at least four 

antenatal care visits in their last pregnancy. Yet, further understanding is needed on service 

coverage gaps regarding unmet need (i.e., persons with realized or unrealized health need that 

is not adequately met) and reasons for forgoing care (i.e., persons with realized health need 

unable to access healthcare due to a range of barriers).34 Similarly, information about 

effective service coverage – health interventions of sufficient quality and quantity to achieve 

desired health outcomes – remains limited by lack of consensus on its measurement and 

availability of data.34  

 

Finally, the financial protection dimension of UHC implies that people can demand for the 

health services that they need, without facing financial barriers, and in case of having out-of-

pocket health payments when using services, these are neither catastrophic nor 

impoverishing. This UHC dimension is assessed, for instance, through financial hardship 

indicators such as catastrophic health spending (i.e., out-of-pocket spending above 10% of 

the household’s income).34  

 

To monitor UHC among sub-groups and leave no one behind, equity should then be 

examined by disaggregating indices and indicators by age, sex, disability, etc. Yet, global 

estimates on UHC inequities are rarely obtained due to lack of disaggregated data.34 

Nevertheless, extensive evidence suggests that people with disabilities face difficulties in the 

key dimensions of UHC.1 They often have worse health coverage, unmet need for care, and 

experience financial hardship, poor quality, and follow-up treatments.1,2,33,35,36 Hence, the 

global commitment of members states in reaching the Sustainable Development Goal 3 

“Ensure healthy lives and promote well-being for all at all ages” by 2030 and the 

achievement of the target 3.8 on Universal Health Coverage are unlikely to be fulfilled, if the 

health needs of people with disabilities are not addressed (Figure 4).1,33  
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Figure 4. Sustainable Development Goal on good health and well-being 37 

 

Access to healthcare can also be considered at the individual level. Along the healthcare 

journey, several aspects are involved in ensuring access to healthcare for an individual and at 

the point of service delivery. Levesque’s framework on healthcare access helps to depict the 

different dimensions involved in this process, and it will be applied in this thesis (Figure 5).38 

This framework conceptualizes access to healthcare “as the opportunity to identify healthcare 

needs, to seek healthcare services, to reach the healthcare resources, to obtain or use 

healthcare services, and to actually be offered services appropriate to the needs for care”, and 

it takes the perspective of the individual rather than the population.38 Both the demand and 

supply-side factors of access to healthcare are intertwined in the patient journey. The 

dimensions on the supply-side include the accessibility of health services (approachability, 

acceptability, availability and accommodation, affordability, and appropriateness) and the 

corresponding abilities of individuals – on the demand-side – to perceive, seek, reach, pay, 

and engage in healthcare.38 The following simplified case would be a successful example on 

access to healthcare. For instance, a Deaf woman realizes the need for cervical cancer 

screening and manages to book an appointment in a primary healthcare centre nearby her 

home, which has sign language interpreters available. The test is fully covered by the health 

insurance and after the appointment she is scheduled for a follow-up. In this case, the health 

facility has successfully informed the community on the eligibility for screening, health 

workers are trained on disability, appropriate accommodations are available, and continuation 

of care is coordinated for its population. Thus, the person has effective coverage of a cancer 

screening service. 
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Figure 5. Levesque conceptual framework on access to healthcare 38  

 

1.6 | Barriers in accessing healthcare and health inequities among people 

with disabilities 

Despite having greater healthcare needs, people with disabilities often experience multiple 

barriers in accessing health services along the healthcare seeking journey, in both the supply 

and demand-side factors described in the Levesque model. Quantitative and qualitative 

evidence suggests that people with disabilities frequently experience low health literacy, lack 

of awareness of health needs, as well as poor social support to access healthcare.39–44 They 

also face attitudinal barriers such as stigma, discrimination and low respect of autonomy, and 

health workers with poor training, knowledge, and awareness about disability.39–41,43–46 There 

is often a lack of accessible information and communication, inclusive infrastructure and 

equipment in health facilities, and inaccessible transportation services.39–41,43–46 Additional 

barriers comprise the lack of reasonable accommodations and financial issues such as lack of 

access to health insurance.39,41,44,45  

 

All these barriers hamper access to healthcare and contribute to worse health outcomes. Thus, 

people with disabilities face critical health inequities (i.e., differences in health that are unfair 
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and largely avoidable and not inequalities explained by underlying health conditions).1 A 

recent global study estimated that, on average, people with disabilities die about 14 years 

earlier than the general population, with even higher life expectancy gaps in low- and middle-

income settings.47 An elevated risk of mortality was associated with sensory, intellectual, and 

mixed impairments as well as psychosocial disabilities.47 Further differences in health 

outcomes include higher morbidity and functioning limitations. For instance, people with 

disabilities have poorer oral health than those without disabilities (i.e., untreated dental 

disease, edentulous status, etc.) 48–50 and inaccessible health centres, transportation, and 

spaces for social participation act as environmental barriers that more often affect people with 

disabilities.1 These issues, however, do not equally affect all people with disabilities. 

Different intersecting factors such as age, gender, socioeconomic status, impairment type, 

sexual orientation, race, indigenous populations, migration, and displacement may enhance or 

reduce vulnerabilities.1,29  

1.7 | The call for inclusive health systems for people with disabilities 

Barriers and health inequities among people with disabilities pose negative human rights 

implications. According to article 25 of the UNCRPD, people with disabilities have the right 

to health on an equal basis with others.8 The ratification of this convention in most countries 

is a primary step towards disability inclusion, but further action is required for “the 

meaningful participation of people with disabilities in all their diversity and the promotion 

and mainstreaming of their rights into the work of the health sector”.51 Hence, in light of the 

persistent health inequities, the 2019 UHC political declaration called for the inclusion of 

people with disabilities.52 Two years later, the 74th World Health Assembly adopted a 

resolution on the “highest attainable standard of health for persons with disabilities”.53 The 

resolution highlighted the commitment of member states and guides the role of Ministries of 

Health concerning disability inclusion in health systems. It also reinforces, among other 

things, the importance to develop a global research agenda on disability-inclusive health, 

including research on health policy and systems.  

 

In this context, the Missing Billion Inclusive Health Systems Framework provides a 

structured approach to considering why health systems failures occur and how they can be 

addressed by highlighting key areas for assessment (Figure 6).2,3 As observable barriers to 

healthcare arise from health system level failures, the framework does not only highlight 
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relevant aspects at service delivery level, but also systemic factors crucial to ensure 

disability-inclusive health. The framework – applied in this thesis – emphasises the 

importance of governance, leadership, health financing, and data and evidence in determining 

health outputs and outcomes experienced by people with disabilities.2,3 These structural 

system level components should comprise a minimum set of standards such as in-country 

laws and policies that protect the rights to health, representation of disability-related issues in 

the Ministries of Health, available budget for disability, and routine data to monitor the needs 

and health outcomes of people with disabilities.2,3 Furthermore, key components comprise the 

demand and supply-side of service delivery. People with disabilities should have autonomy 

and awareness regarding their health and be able to afford health services. In addition, there 

should be accessible health facilities with health workers trained on disability and sufficient 

availability of rehabilitation services and assistive technology.2,3 Progress across these 

components will help build health systems that “expect, accept, and connect” people with 

disabilities to access quality care and health services intentionally designed to include 

them.3,54 

 

 

Figure 6. Missing Billion Inclusive Health Systems Framework 3 

 



 

 

24 

1.7 | The case of Chile: disability and healthcare access 

1.7.1 Chile’s health system 

Chile is a South American country with an increasingly aging population of nearly 20 million 

people.55 The country extends about 4300 km from north to south and its climatic and 

geographical diversity (i.e., extremely arid region in the north and remote islands and fjords 

in the southern tip) pose unique challenges to the delivery of health services.56 Chile’s 

classification as a high-income country by the World Bank conceals high levels of income 

inequality (44 according to Gini Index) and a 7% poverty level by income according to the 

2022 National Socioeconomic Survey.57,58 Its nominal gross-domestic product (GDP) per 

capita was of US$17,000 in 2023.57 Moreover, in 2022, the country’s government health 

expenditure per capita was of US$755 and out-of-pocket expenditure – as a share of current 

health expenditure – was of 29%, compared to an average of 13% in Organization for 

Economic Cooperation and Development (OECD) countries.57  

 

Chile has a dual health system including a public health insurance scheme provided by the 

National Health Fund (Fondo Nacional de Salud, FONASA) covering about 79% of the 

population and a private health insurance scheme (Instituciones de Salud Previsional, 

ISAPRES) covering around 16%.59,60 Its dual structure originates from a health sector reform 

during the military regime between 1979 and 1986, under principles such as “individual 

freedom, justice, property rights, and subsidization”.61,62 Before the military coup, a National 

Health Service was in place, which was then transformed and decentralized to regions.61 

Nowadays, the Ministry of Health is structured by two Under-Secretariats. The Under-

Secretariat of public health leads health policy while the Under-Secretariat of Healthcare 

Networks oversees healthcare provision in the public sector. The public health network is 

mostly state funded and is led by 29 Regional Health Services coordinating secondary and 

tertiary care (i.e., hospitals, specialist centres, etc.).59,63 Primary healthcare is managed by 

municipalities (i.e., local governments) across the 346 communes in the country.59 

Furthermore, health service delivery is performed by both public and private healthcare 

providers. FONASA has a public-private partnership, whereby publicly insured beneficiaries 

can access care through private providers to bridge health service delivery gaps.63 
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In Chile, all workers must pay mandatory contributions – 7% of their income – to either the 

public or private health insurance scheme.59 FONASA enrols any resident of the country as 

well as their legal dependents, regardless of their age, gender, income level, pre-existing 

health conditions, or nationality.64 The health plan by the public health insurer is standard and 

beneficiaries are categorized by income level (groups A, B, C, or D; ranging from no 

resources in group A to a monthly gross income above USD 752 in group D, as of 

December 2024).60,64 All FONASA beneficiaries are entitled to zero copayments under the 

Institutional Care Scheme, whereby health services are free of charge under the public health 

network, according to a recent health reform in 2022 aiming to improve financial 

protection.65 Furthermore, beneficiaries of groups B, C, and D are eligible to opt to private 

health services under the Free Choice Scheme by making copayments.64 In contrast, those 

affiliated to private health insurers are offered individual health plans depending on their risk 

of illness and pay on average 10% of their income.60 In this context, people with pre-existing 

health conditions had been subject to “skimming practices” of private insurers that aimed to 

drop out people with risky health profiles.61,66,67 Several public health reforms have intended 

to eliminate such practices.66 For instance, recent regulations have aimed to prohibit 

discrimination to enrol in private health schemes based on the existence of congenital health 

conditions and mental health conditions and psychosocial disabilities.66,68,69 However, their 

impact is yet to be observed, since measures appear not to have been consistently 

implemented thus far.66 Hence, people with higher health risks and lower income levels 

might still be more likely to be enrolled in the public health insurance scheme, without 

effective “choice” to opt out of the system.60  

 

In 2005, Chile committed to Universal Health Coverage as part of a comprehensive national 

healthcare reform; to date 87 health conditions have guaranteed access through the Explicit 

Health Guarantees program (GES).61,70 This program guarantees access, timeliness, quality, 

and financial protection for selected health conditions to those affiliated to the public or 

private health insurance scheme.70 Evidence has shown that GES has increased the use and 

coverage of health services targeting selected health conditions, particularly among those 

from lowest-income levels.62,71–73 Thus, the program appears to have influenced the 

efficiency of the health system and reduced unmet health needs.62,73 However, differences in 

use and inequities persist across groups (e.g. by vulnerability, insurance type, etc.) and gaps 

remain in quality, barriers to care, and health conditions not covered by GES.62,71–74 
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Moreover, the 2019 OECD review of Chile’s public health system recommended to improve 

patient health literacy and participation, as patient groups reported that they lack information 

on their entitlements and the prioritization process for health conditions under GES.59 Further 

actions for improvement of the overall health system included reducing the high burden of 

obesity and tobacco consumption and pushing private insurers to engage in health promotion 

activities.59 The assessment also highlighted the need to strengthen epidemiological 

surveillance and public health genomics and increase cancer screening coverage.59 In this 

context and addressing some of the OECD recommendations, Chile’s health system is 

currently undergoing a UHC reform with 14 pioneer primary care centres, to improve 

universal access to primary healthcare without discrimination by health insurance type.75 

1.7.2 Epidemiology of disability in Chile 

Estimates of the 2022 National Disability Survey indicate that 17% of the population in Chile 

(2 years and above) experiences disability (about three million people).76 This survey with 

35,536 participants, measures disability according to the WHO’s Model Disability Survey.77 

The majority of people with disabilities are women (20% versus 14% in men) and persons 

aged over 60 years.76 About 6% have mild to moderate disabilities and 11% have severe 

disabilities.76 The most frequently reported long-lasting conditions among adults with 

disabilities include physical impairments (38%) and psychosocial impairments (14%) among 

children and adolescents with disabilities.77 Regarding dependence, 55% of people with 

disabilities report requiring assistance from another person.77 Carers are usually women 

(spouses/partners, daughters) who assist their family member with disabilities within the 

household as a non-remunerated activity.77 

1.7.3 Barriers in accessing healthcare and health inequities among people with 

disabilities in Chile 

Even though Chile has taken steps towards UHC and disability-inclusion, there is emerging 

evidence that people with disabilities face health inequities and experience barriers that 

prevent them from equal access to healthcare. For instance, around 71% of adults with 

disabilities report to have comorbidities (i.e., three or more health conditions).77 Moreover, 

women with disabilities have lower coverage of cancer screening,78,79 and adults with 

disabilities more often have difficulties to pay for care, compared to those without 

disabilities.80  
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In 2008, Chile ratified the UNCRPD and in 2010 the National Disability Law (Nº20,422) was 

enacted, promoting equal opportunities and social inclusion of people with disabilities.81,82 

However, only a few people with disabilities are knowledgeable about this law (24%) and the 

UNCRPD (13%).77 In addition, only 12% of adults with disabilities (8% of children) are 

registered in the National Disability Registry, even though certification provides social 

protection and additional benefits, such as preferential healthcare access and increase 

coverage of some rehabilitation services.77,83,84 Therefore, people with disabilities may have 

limited awareness of their rights and health needs, although the latter is compounded by 

additional barriers. The low level of registered people with disabilities has also been 

explained by the difficult access to disability assessments and discrimination related to 

disability certification, particularly among people with psychosocial disabilities.85  

 

Additional difficulties lie in the experiences of social exclusion and problems to afford, 

reach, and access appropriate health services. People with disabilities have lower average 

income levels and only 44% of adults with disabilities – in working age groups – are 

employed or searching for employment opportunities (versus a 68% among those without 

disabilities).77 In 2022, about 22% of people with disabilities faced multidimensional poverty 

compared to 16% in those without disabilities.58 Moreover, the public transportation system 

is perceived as the main environmental barrier (50%) by people with disabilities.77 In 

addition, access to healthcare in Chile is highly provider dependent and the private sector 

appears to offer better availability and appropriateness of health services.80 Since a high 

number of people with disabilities are affiliated to the public health insurance scheme (88%), 

they may often experience difficulties to access quality care.77 For instance, people with 

disabilities in private insurance schemes are 3.6 times less likely to experience problems 

receiving healthcare at a health facility compared to those publicly insured.80  

 

Further barriers to accessing healthcare by people with disabilities are related to poor 

knowledge about disability among health workers in Chile. A study including a sample of 

primary care centres across two regions indicated that most healthcare workers had not 

received disability-related training and that only 20% of respondents knew about the National 

Disability Law.86 Lack of knowledgeable health workers and poor attitudes can result in 

discrimination. In fact, around 26% of people with disabilities reported to have felt generally 

discriminated due to their disability, especially among children between 10 to 17 years 
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(68%).76,77 Hence, training of healthcare workers on the rights of people with disabilities was 

demanded by Organizations of People with Disabilities (OPDs) to the Committee on the 

Rights of People with Disabilities.87 

 

Inaccessible health facilities are also regarded as a significant barrier of the environment by 

people with disabilities (40%).88 One study showed that 59% of primary healthcare workers 

consider that the infrastructure of health facilities is inadequate for people with disabilities; 

there is often insufficient space for wheelchairs, a dearth of ramps, and accessible 

bathrooms.86 Furthermore, OPDs have flagged the importance of clear protocols and 

accessibility of information (i.e. Braille, sign language, and easy-to-read formats).87 In 

primary care a high number of health workers (77%) declared not having protocols in place 

to ensure appropriate services for people with disabilities and enough time to provide quality 

care (69%).86 Therefore, these issues can likely result in inadequate provision of 

accommodations and accessible environments that could meet people’s needs. 

 

In summary, existing literature shows that disability is common around the world and that 

there is consistently higher prevalence of health needs and worse healthcare access among 

people with disabilities. Nevertheless, there are relevant knowledge gaps – particularly 

disability inclusion in universal health coverage and health policy and systems – including in 

Chile, which this thesis aims to address. 
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Chapter 2   

Research aim, objectives, and methods 
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The aim of this doctoral thesis is to assess the inclusion of persons with disabilities in the 

health system of Chile and to provide evidence-based recommendations for improvement. To 

address this aim, this thesis uses quantitative and mixed methods research. The latter 

intentionally integrates quantitative and qualitative data sources to maximize the strengths of 

each method and triangulate information, addressing the complexity of health systems.89 

Mainly two methodological frameworks guide this thesis, including the Universal Health 

Coverage 31,34 and the Missing Billion Inclusive Health Systems Framework.2,3 Moreover, 

this body of work is underpinned by a post-positivist/critical realist epistemological position 

– whereby phenomena exist independently of social actors, although acknowledging the 

influence of actors’ interpretations of reality 90 – and pragmatism – whereby research 

questions guide the selection of feasible, mixed research methodologies that can usefully 

inform policy and practice, beyond the classical divide of research paradigms.90,91 

 

Four sub-studies build the core of this “Research Paper Style” thesis: (1) a systematic review, 

(2) a secondary data analysis, (3) a health policy analysis, and (3) a health system assessment. 

The specific research objectives of each sub-study are presented below.  

1. To systematically review the quantitative literature on access to general healthcare among 

people with disabilities, compared to those without disabilities, in Latin America and the 

Caribbean 

2. To compare healthcare utilization, coverage, and barriers to accessing health services 

among people with and without disabilities in Chile. 

3. To assess the inclusion of people with disabilities in Chilean general healthcare policy 

documents and to explore the perceptions of key national stakeholders regarding the 

policy context, policy processes, and actors involved.  

4. To undertake a national assessment of the inclusion of people with disabilities in the 

health system of Chile and define recommendations for improvement based on the 

evidence. 

 

The systematic review was the first sub-study conducted to obtain an overview of the 

evidence in Latin America and the Caribbean and identify key knowledge gaps. 

Subsequently, the health policy analysis was undertaken with in-depth research of 

governance and leadership on disability and health in Chile. Then, the overall assessment of 
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disability inclusion in the Chilean health system was conducted, also using the preliminary 

evidence of the systematic review and health policy analysis. Finally, the secondary data 

analysis was the last sub-study conducted, providing the evidence of gaps in universal health 

coverage and health inequities among people with disabilities at the individual level in Chile. 

All sub-studies and their implications are linked together in Chapter 7 of this thesis. Table 1 

below summarizes the methods and publication status of each research paper. 

 

Table 1. Overview of research methods and publication status for each paper 

Research 

objectives 
Data source Methods 

Publication status, 

journal, and link 

Thesis 

chapter 

1 
Published peer-

reviewed literature 

Systematic literature 

review of 

quantitative research 

articles. 

• Published 

• Lancet Regional 

Health Americas 

• Link to paper 

3 

2 

2022 National 

Socioeconomic 

Survey of Chile 

Secondary cross-

sectional analysis 

using multivariable 

logistic regressions. 

• Under Review 

• Public Health 
4 

3 

Health policy 

documents and 

interview transcripts 

Policy content 

analysis using the 

EquiFrame and key 

informant 

interviews. 

• Published 

• International 

Journal for 

Equity in Health 

• Link to paper 

5 

4 

Policy documents, 

peer-reviewed and 

grey literature, and 

interview transcripts 

Health system 

assessment using the 

Missing Billion 

System Level 

Assessment Toolkit, 

key informant 

interviews and 

workshops. 

• In press 

• Health Research 

Policy and 

Systems 

• Link to preprint 

6 

 

  

https://www.thelancet.com/journals/lanam/article/PIIS2667-193X(24)00028-0/fulltext
https://doi.org/10.1186/s12939-024-02259-4
https://www.researchsquare.com/article/rs-4024506/latest
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Chapter 3  

Access to general health care among 

people with disabilities in Latin 

America and the Caribbean: a 

systematic review of quantitative 

research 

  



 

 

33 

3.1 | Chapter preamble 

Currently, there is a global call to document health inequities experienced by people with 

disabilities to advance disability-inclusive healthcare.53 To address this call, the present 

chapter introduces a systematic review on access to healthcare among people with disabilities 

in Latin America and the Caribbean. At the time of this study, updated quantitative evidence, 

including non-English literature and studies from high-income countries, was lacking from 

the Latin America and the Caribbean region on disability and universal health coverage. The 

study aimed to systematically review the quantitative literature on access to general 

healthcare among people with disabilities, compared to those without disabilities, in the 

region. This quantitative research with a narrative synthesis defined disability according to 

the existing disability models presented in Chapter 1 and followed the UHC framework.30,31  

 

Only 30 quantitative studies published between 2000 and 2023 were included in the review – 

three with medium risk of bias from Chile – showing the need for further evidence on health 

inequities experienced by people with disabilities. Namely, further evidence on coverage, 

affordability, and quality of care is required. This chapter provides an overview of the 

literature available in the region and helps identify key knowledge gaps. Consequently, it 

enabled the refinement of the research objective for the following Chapter 4 on healthcare 

access among people with disabilities in Chile. Additionally, the findings of the review have 

implications for UHC among people with disabilities as well as research implications 

regarding the framing of disability and the measurement of healthcare access, both presented 

in Chapter 7. 

 

This systematic review was published in the journal The Lancet Regional Health Americas in 

March 2024 following peer-review. Appendices of this study can be found in Appendix A.  
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Chapter 4  

Healthcare access among people with 

and without disabilities: a cross-

sectional analysis of the National 

Socioeconomic Survey of Chile 
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4.1 | Chapter preamble 

Chapter 3 revealed the limited quantitative evidence available from Chile on health equity 

among people with disabilities as well as the lack of evidence on coverage, affordability, and 

quality of healthcare. Building on Chapter 3, the present chapter introduces a secondary data 

analysis of the 2022 National Socioeconomic Survey of Chile to fill in that knowledge gap. 

The study aimed to compare healthcare utilization, coverage, and barriers to accessing health 

services among people with and without disabilities in Chile. This quantitative research 

defined disability according to a biopsychosocial model of disability presented in Chapter 1 

and followed the UHC framework.30,31  

 

People with disabilities had increased health needs, worse health coverage, and several 

barriers to accessing healthcare, compared to those without disabilities. This chapter provides 

an overview of some of the existing health inequities experienced by people with disabilities 

in Chile and contributes to bridging the knowledge gap. It also underlies the need to review 

structural determinants of health inequities, some of which are addressed in Chapter 5 

through a health policy analysis of governance and leadership on disability inclusion in Chile. 

Additionally, the findings of this study have implications for UHC among people with 

disabilities, health system strengthening in Chile – particularly on the demand side of service 

delivery – and the measurement of healthcare access in research; all presented in Chapter 7.  

 

This secondary data analysis is under peer-review in the journal Public Health since 

September 2024. Appendices of this study can be found in Appendix B.  
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ABSTRACT  

Objectives 

This study aimed to compare healthcare utilization, coverage, and barriers to accessing health 

services among people with and without disabilities in Chile. 

Study design 

Secondary cross-sectional study 

Methods 

We analysed data of the 2022 National Socioeconomic Survey of Chile. People with disabilities 

were identified based on the Washington Group Questions. Multivariable logistic regressions 

were performed to compare the indicators of utilization, coverage, and barriers to accessing 

healthcare between people with versus without disabilities. Adjusted odds ratios (aOR) were 

reported with 95% confidence intervals (95% CI). 

Results 

A total of 192,666 participants were included in the study; persons with disabilities represented 

10% of the sample (n = 21,769). People with disabilities were more likely to have had a health 

problem (aOR, 2·22; 95% CI, 2·12-2·32) and more frequently used any type of health 

consultation, than those without disabilities. The coverage of adult health check-ups (aOR, 

0·88; 95% CI, 0·81-0·96) and Pap tests among women (aOR, 0·76; 95% CI, 0·70-0·82), were 

lower among those with disabilities. Reports of experiencing any barrier to accessing 

healthcare were more common among people with disabilities. 

Conclusions 

People with disabilities in Chile continue to experience health inequities, both in terms of 

higher healthcare needs and lower coverage, and various barriers to accessing healthcare. Thus, 

a disability lens needs to be mainstreamed in the health system to leave no one behind. 

Keywords  

Disability, Healthcare access, Health equity, Chile  
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Introduction 

There are currently 1·3 billion people with disabilities globally, and this number is continuing 

to increase largely due to population growth and ageing.1 The experience of disability is 

inherently human and represents people “...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”.1,2 Even though people with 

disabilities can live healthy lives, they commonly experience poorer health than others in the 

population.1 The reasons for this inequity include the impacts of pre-existing health conditions, 

social determinants of health, and increased risk factors. People with disabilities also face many 

barriers to access health services, including structural issues such as inaccessibility, stigma, 

and discrimination.1,3 Hence, the coverage of healthcare is lower among those with disabilities, 

despite having increased health needs. This context has created critical health inequities, 

including an average 14-year mortality gap.4 These deaths could be avoided, in some cases, by 

quality healthcare.5  

In Latin America and the Caribbean (LAC), there is a large number of people with disabilities, 

but little evidence regarding health inequities.6,7 A recent systematic review highlighted the 

sparsity of disability-disaggregated data on general healthcare access, especially describing 

differences in coverage, quality, and affordability of healthcare by disability status in the 

region.7 This dearth of data is also apparent in Chile, the focus of the current study, with few 

notable exceptions. One study analyzed healthcare use, including sexual and reproductive 

health (SRH) services, among deaf people based on 2011 population-based data.8 Similarly, 

other studies used 2013 and 2015 national survey data to investigate barriers to healthcare and 

use of cancer screening services among people with disabilities in the country.9,10 These studies 

showed that women with disabilities were less likely to undergo cancer screening and that 

reports of barriers experienced in the health system were significantly more common among 

people with disabilities.8–10 

To ascertain whether health inequities persist, it is essential to have a comprehensive overview 

of current healthcare access. Therefore, the aim of this study is to compare healthcare 

utilization, coverage, and barriers to accessing health services among people with and without 

disabilities in Chile.  

Methods 

Study setting 
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Chile is a South American country with about 20 million inhabitants.11 In 2022, the 

multidimensional poverty rate was about 17%.12 Chile is also characterised by high income 

inequality (Gini Index: 44).13 The health system is dual, with a public and private health 

financing scheme, and mixed health service provision.14 All workers must pay health 

contributions to either the private or the public health insurance, to which most of the 

population is affiliated (79%).15  

Study design and participants 

In this secondary cross-sectional study, we analysed data of the 2022 National Socioeconomic 

Survey of Chile (NSES).12 The NSES is a household survey that seeks to ascertain the 

socioeconomic status of the population and identify priority groups for social policy.12 The 

target population are people living in private residences. The 2022 NSES sampling frame of 

private residences was mainly determined based on the 2017 Census. The sampling design was 

probabilistic, stratified, and multistage, to obtain a national, regional, and geographically 

representative sample. In total 72,056 households and 202,231 persons participated in the 

survey (response rate of 69%). Further details can be found online in the Sampling Design 

Methodology report.12 Data were collected between November 2022 and February 2023. The 

anonymised dataset is freely available in the public domain.12  

Procedures 

The main survey respondent was an adult member of a given household. The survey comprised 

eight modules, including one on health. In the present analysis health utilization, health 

coverage, and barriers to accessing healthcare were the main categories of outcomes. 

 

Health utilization was determined based on several questions. First, whether participants had 

received medical care, if they reported having had a health problem in the last three months (0 

= no, 1 = yes). Second, type of health service received was indicated by seven independent 

variables (yes/no), including general practitioner, mental health, specialist, and dental 

consultations, emergency care, diagnostics, and hospitalization. Third, the number of visits was 

calculated among participants who reported having received either general practitioner (GP), 

emergency, mental health, specialist, or dental consultations, and then categorized as 1, 2, 3, 4, 

or above 5. Finally, the variable “where received healthcare” was categorized as public, private, 

mixed health provider, or other, for those who received any type of care.  

 



 

58 

Health coverage was assessed through reported access to the Preventive Health Check-up 

program (Supplementary Table S1). This periodic, free, and voluntary program is available to 

all people with public or private health insurance throughout their life cycle.16  Three 

dichotomous variables (yes/no) were included for health check-ups in the last year among 

children (5-9 years), adults (15-64 years), and older people (65 years or above). Cancer 

screening among women was determined through two dichotomous variables (yes/no): Pap test 

(25-64 years) and mammogram (50-59 years).  

 

Barriers were analysed using five dichotomous variables (yes/no) on reported difficulties 

experienced while accessing healthcare, among those who reported to have received medical 

care in the last three months, including difficulties in reaching a health center, getting an 

appointment, receiving care, paying for care due to cost, and obtaining medications. Our 

analyses compared the differences in health utilization, coverage, and barriers by disability. 

 

The main exposure of interest was disability. This variable was assessed through the 

Washington Group (WG) Short Set of Questions (Supplementary Table S2). Persons who 

reported having “a lot of difficulty” or “cannot do at all”, in any of six domains (seeing, hearing, 

mobility, communicating, cognition, and self-care) were considered as having a disability. 

Moreover, functional difficulty type was categorized as none, seeing, hearing, mobility, 

communicating, cognition, and multiple. 

 

Further independent variables included were: age (categorized in groups of 10 years), sex 

(assigned at birth, male/female), indigenous peoples (yes/no), place of birth (born abroad or in 

Chile), residence (rural, urban), schooling (none, primary, secondary, and higher), income 

quintile (1st lowest to 5th highest), health insurance (public, private, armed forces and other, 

and none), level of assistance required (0 = none to 3 = severe dependence; Supplementary 

Table S2), any health problem (disease/accident, yes/no), under treatment for selected health 

conditions (0 = Not under treatment, 1 to 8 = different health conditions), any of above health 

conditions (previous variable dichotomized, yes/no), and child’s nutritional state 

(malnourished [or at risk of], normal, overweight, and obese). 
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Statistical analysis 

Only participants above four years had information on the WG questions. Therefore, 

observations of participants below five years were dropped (n = 9565), leaving 192,666 

participants. Descriptive statistics were used to report the sociodemographic and health 

characteristics of the participants with and without disabilities. Differences between groups 

were examined using the p-values drawn from multivariable logistic regression models of a 

given characteristic and disability, adjusted for age and sex. Multivariable logistic regressions 

were performed to compare the occurrence of our outcomes of interest between people with 

versus without disabilities (referent group). Adjusted odds ratios (aOR) were reported with 

95% confidence intervals (95% CI). A staged analysis was performed to identify potential 

confounders. However, age and sex were considered a priori confounders and included in all 

the analyses.1 Sequential adjustments were undertaken for place of birth, residence, schooling, 

income, and health insurance, and fully adjusted models were produced. Changes of about 10% 

from previous odds ratios were an indicator of a potential confounding effect of a variable. 

Moreover, stratified analyses were conducted by sex. 

 

Only participants with complete information for the outcomes of interest were included in the 

analyses (i.e. excluding 0·1 to 5·7% of the sample which had missing data, depending on the 

variables; Supplementary Table S3). We followed official NSES data analysis guidance to 

account for the complex sampling design of the survey and use survey weights.12 This study 

used the STATA 18 statistical software to perform all the analyses. 

 

Results 

A total of 192,666 participants were included in the study; 51% were female. Persons with 

disabilities represented 10% of the total sample (n = 21,769). People with disabilities were 

more likely to be older in age, female, with no or only primary schooling, in the lowest income 

quintile, and have public health insurance (all p<0·0001) (Table 1). The most common 

functional difficulty types were multiple difficulties (31%). People with disabilities were also 

more likely to require assistance from someone else to perform an activity. 
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Health needs were higher among people with disabilities. They were more likely to have had a 

health problem (aOR, 2·22; 95% CI, 2·12-2·32), than those without disabilities (Table 2). 

Similarly, people with disabilities had increased odds of being under treatment for 

hypertension, diabetes, acute myocardial infarction, chronic obstructive pulmonary disease, 

cancer, asthma, ischemic stroke, or other conditions, as well as any of those reported health 

conditions (aOR, 2·82; 95%CI, 2·68-2·97). This pattern was especially noted among men with 

disabilities (aOR, 3·08; 95% CI 2·85-3·32) compared with women with disabilities (aOR, 2·60; 

95% CI 2·44-2·77; Supplementary Table S4). Among children aged five to nine years, children 

with disabilities were more likely to be malnourished (aOR, 3·54; 95%CI, 1·51-8·33), 

overweight (aOR, 1·35; 95%CI, 1·00-1·82), or obese (aOR, 1·95; 95%CI, 1·20-3·17) as 

opposed to normal weight, than for children without disabilities.  

 

Across different metrics, healthcare utilization was consistently higher among people with 

disabilities (Table 3). Amongst participants reporting a health problem, people with disabilities 

were more likely to have received medical care (aOR, 1·22; 95% CI, 1·07-1·39). General 

practitioner and diagnostics were the most common outpatient services used by participants. 

Overall, the use of any type of consultation and number of visits in the last three months were 

consistently higher among people with disabilities. This pattern was more noted among men 

with disabilities than women with disabilities in consultations with GPs, mental health services, 

and specialists, as well as in diagnostics, and hospital admissions (Supplementary Table S5). 

When controlling for sociodemographic characteristics, income, and health insurance, the 

differences in healthcare use generally increased, with higher utilization among people with 

disabilities. Most participants used public health services, while those with disabilities were 

less likely to have used private providers (aOR, 0·71; 95% CI, 0·65-0·78). Among participants 

with public health insurance, the odds of using a mix of health providers (aOR, 1·16; 95% CI, 

1·08-1·24) and other sources of care (aOR, 1·74; 95% CI, 1·41-2·15) were higher among 

people with disabilities than those without disabilities (Supplementary Table S6).  

 

The coverage of health screening services by disability is presented in Table 4 and 

Supplementary Table S7. The general trend appeared to be a lower coverage of health check-

ups among people with disabilities, except for the child health check-up. Even though the 

differences in health coverage between people with and without disabilities were reduced after 
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controlling for sociodemographic characteristics, income, and health insurance, gaps remained 

among participants. The odds of having an adult health check-up or older people health check-

up were lower among people with disabilities. These patterns were broadly similar between 

women and men with disabilities (Supplementary Table S7). However, the association 

disappeared for older people health check-up after adjusting for socio-demographic variables. 

The uptake of the Pap test was lower among women with disabilities (aOR, 0·76; 95% CI, 

0·70-0·82) versus those without, as was mammogram (aOR, 0·82; 95% CI, 0·72-0·94). These 

associations were weakened after adjusting for socio-demographic and health insurance 

variables, but only disappeared for mammogram coverage.  

 

Table 5 presents the reported barriers experienced by participants who received healthcare in 

the last three months. Overall, reports of experiencing any difficulty while accessing health 

services was more common among people with disabilities. For instance, they were more likely 

to have problems reaching a health center (aOR, 1·87; 95% CI, 1·67-2·10), getting an 

appointment (aOR, 1.50; 95% CI, 1.30-1.73), receiving care (aOR, 1.54; 95% CI, 1.34-1.78), 

paying for care (aOR, 1.46; 95% CI, 1.27-1.66), or obtaining medications (aOR, 1.65; 95% CI, 

1.46-1.86), than those without disabilities. This pattern was similar between women and men 

with disabilities (Supplementary Table S8). Furthermore, people with disabilities more 

frequently reported unmet healthcare need (8%) than those without disabilities (3%) 

(p<0.0001; Supplementary Table S9). The study participants reported that the most common 

reasons for not seeking healthcare were finding it unnecessary or opting for homemade 

remedies instead. The main reason for not undergoing a mammogram was forgetting to have 

one (Supplementary Table S9). Women with disabilities more frequently believed that having 

a mammogram was unnecessary, whereas women without disabilities more often reported a 

lack of time as the reason for not having one (p=0·0356). 

Discussion 

This cross-sectional analysis of the 2022 NSES of Chile showed that people with disabilities 

had greater healthcare needs, as they more frequently reported experiencing health problems 

or being under treatment for a health condition. In addition, people with disabilities used 

healthcare services more often than those without disabilities. However, despite the higher use 

and need for healthcare, people with disabilities had lower health service coverage, especially 

for the adult health check-up and cervical cancer screening among women with disabilities. 
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Across all types of barriers, people with disabilities faced more difficulties while accessing 

healthcare than those without disabilities. Overall, these findings suggests that people with 

disabilities in Chile experience health inequities, both in terms of healthcare needs and 

coverage of health services.  

 

Our findings are consistent with previous research reporting a higher use of health services 

among people with disabilities. Quantitative evidence of a systematic review of LAC similarly 

reported a higher utilization of general healthcare services among people with disabilities in 

the region.7 Within Chile, a study observed that deaf people were more likely to visit a GP 

(aOR, 1.78; 95% CI, 1.18–2.66), compared with the general population.8 Furthermore, our 

results indicated a lower coverage of Pap test screening among women with disabilities. A 

global meta-analysis also highlighted these health inequities experienced in cancer screening.17 

Similar findings were observed in previous studies using 2011 and 2015 NSES data of Chile.8,10 

These studies found a lower coverage not only for Pap tests (e.g., aOR, 0.70, 95% CI, 0.65–

0.75)10, but also for mammograms (ages 50-75 years).8,10 In our analyses, the discrepancy in 

mammogram coverage disappeared after adjustment for the sociodemographic characteristics 

of the participants. Nevertheless, the quality of care needs to be further assessed in future 

research, as previous studies in Chile reported that women with disabilities are subject to 

critical barriers in accessing SRH services.18,19  

 

Lower coverage among people with disabilities was also found for the adult preventive health 

check-up in the last year, which is designed to screen for selected highly prevalent diseases and 

risk factors.16 However, evidence appears to be inconsistent across studies. A previous cross-

sectional study in Chile found no strong evidence of a relationship between having a disability 

and using any type of preventive health services.20 On the contrary, another study in the country 

found deaf people were more likely to have undergone a health check-up in their lifetime, 

especially among older adults.8  The latter could suggest that differences in the health coverage 

may exist by type of disability, which requires further consideration in future studies.  

 

Our analyses indicate that people with disabilities face several difficulties when accessing 

healthcare, including problems in reaching a health center, getting an appointment, receiving 

care, paying for care, and obtaining medications. Similarly, a previous study in Chile also 
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showed that people with disabilities faced higher barriers to access healthcare compared with 

those without disabilities.9 These barriers are not unique to Chile but are also experienced in 

other countries in LAC, including Brazil, Colombia, and Trinidad and Tobago.21 A meta-

synthesis of qualitative studies found that adults with disabilities faced inaccessible health 

information and infrastructure, inadequate transportation, and attitudinal barriers from 

healthcare providers.21  

 

A global comparison of effective coverage of health services categorized Chile in a relatively 

high performance (i.e., index value 74 of 100), between the neighboring countries of Peru (76th 

percentile), Argentina (61th), and Bolivia (52th).22 However, our findings suggest that people 

with disabilities continue to experience health inequities in Chile. Thus, a disability lens needs 

to be mainstreamed in the health system to leave no one behind. The existence of a Preferential 

Care Law for people with disabilities appears to be insufficient on its own.23 In line with the 

call to build inclusive health systems that expect, accept, and connect people with 

disabilities,24,25 Chile embarked on the first National Policy on Inclusive Health for People with 

Disabilities.26,27 Financing, accountability mechanisms, and monitoring of disability inclusion 

have been considered as key factors for successful implementation.23 Future research could 

examine changes in health equity among people with disabilities. In addition, modules on 

quality healthcare need to be included in national surveys, as this is a crucial element to 

examine the accessibility of health services and remains a knowledge gap.  

 

This study has some limitations. First, all information on health needs and access was self-

reported. Hence, the study could be subject to information bias. Second, we could only estimate 

the prevalence of having health conditions under treatment, rather than the direct prevalence of 

health conditions, as this was not included in the survey. Third, the survey’s response rate was 

69%, and so the findings may not be generalisable to the entire population. Moreover, we could 

only assess coverage of health services, not whether their quality differed by disability status. 

Nevertheless, this study makes an important contribution as it presents a complete overview of 

the most recent trends on health inequities experienced among people with disabilities in Chile. 

Its strengths lie in the large, nationally representative sample, its comparability with several 

studies worldwide applying the WG set of questions to measure disability, and the inclusion of 

participants aged 5 to 17 which had not been included in previous studies.8–10 
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In conclusion, people with disabilities in Chile continue to experience health inequities, both 

in terms of higher healthcare needs and lower coverage, and various barriers to accessing 

healthcare. Further monitoring of health inequities is crucial to contribute to evidence-informed 

policy making, advance in universal health coverage strategies that leave no one behind, and 

foster the right of people with disabilities in Chile to the highest attainable standard of health 

as anyone else. 
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Table 1. Sociodemographic characteristics of people with and without disabilities   
People with disabilities 

(n=21,769) 

People without 

disabilities (n=170,837) 

Age and sex-

adjusted p-

values  

Age group (years)  n (%) n (%)   

5 to 14  1036 (6%) 25,235 (15%)  p <0·0001 

15 to 24  1147 (6%) 26,705 (15%)   

25 to 34  1123 (6%) 27,349 (19%)   

35 to 44  1153 (7%) 23,657 (16%)   

45 to 54  2316 (12%) 23,019 (14%)   

55 to 64  4201 (19%) 22,101 (11%)   

≥65  10,793 (45%) 22,771 (11%)   

Sex a  
  

  

Female  12,835 (57%) 89,008 (50·1%)  p <0·0001  

Male  8934 (43%) 81,829 (49·9%)   

Indigenous Peoples b       

Yes  2785 (10%) 24,343 (10%)  p <0·0001 

No  18,984 (91%) 146,494 (90%)   

Place of birth      

Born in Chile  21,000 (97%) 158,434 (90%)  p <0·0001 

Born abroad  489 (3%) 11,138 (10%)   

Residence       

Urban  17,076 (87%) 136,649 (89%)  p <0·0001 

Rural  4693 (13%) 34,188 (11%)   

Schooling      

None  2221 (9%) 5645 (3%)  p <0·0001 

Primary  9693 (41%) 48,417 (24%)   

Secondary  7238 (36%) 68,944 (39%)   

Higher  2372 (14%) 46,936 (34%)   

Income quintile      

1st quintile  7798 (31%) 42,000 (20%)  p <0·0001 

2nd quintile  6018 (27%) 42,383 (22%)   

3rd quintile  4264 (21%) 37,353 (22%)   

4th quintile  2610 (13%) 29,683 (19%)   

5th quintile  1079 (7%) 19,299 (17%)   

Health insurance c      

Public  20,091 (90%) 143,111 (79%)  p <0·0001 

Private  803 (6%) 18,237 (16%)   

Armed forces and other  475 (2%) 3619 (2%)   

Out-of-pocket  290 (2%) 4394 (3%)   

Functional 

difficulty type 

  
  

Seeing  4773 (22%) -   

Hearing  1617 (7%) -   

Mobility  6358 (28%) -   

Communicating  1516 (8%) -   
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Cognition  538 (3%) -   

Multiple d 6967 (31%) -   

Level of assistance required e     

No dependence   13,888 (68%) 144,199 (99%)  p <0·0001 

Mild dependence   1691 (8%) 730 (0·4%)   

Moderate dependence  2284 (10%) 501 (0·3%)   

Severe dependence  2870 (13%) 172 (0·1%)   

Note: Sample weights were considered for all analyses. a 99% overlap between participants’ 

reported sex assigned at birth and their gender identity. b Belongs to an indigenous group 

recognized by Chilean law: Aimara, Rapa-Nui/Pascuenses, Quechua, Mapuche, Atacameño 

(Likan-Antai), Collas, Kawashkar/Alacalufes, Yámana/Yagán, Diaguita, or Chango. c Public: 

National Health Fund (FONASA); Private: Private Health Insurances (ISAPRES). d Including 

those with difficulties in self-care. e Among people above 14 years. 
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Table 2. Health conditions among people with and without disabilities   
People with 

disabilities, n 

(%)  

People without 

disabilities, n 

(%)  

Age, sex-adjusted 

OR (95% CI) a 

Any “health problem” (i.e., disease/accident, in last 3 months) b 

No 14,773 (67%) 144,230 (85%) Baseline 

Yes 6767 (33%) 24,550 (15%) 2·22 (2·12-2·32) 

Under treatment for selected health conditions (in last 12 months)  

Not treated for any health condition 6642 (33%) 119,024 (72%) Baseline 

Hypertension  4668 (20%) 15,922 (8·2%) 1·93 (1·82-2·05) 

Diabetes  3085 (13%) 8853 (4·5%) 2·66 (2·49-2·84) 

Acute myocardial infarction  275 (1·2%) 526 (0·3%) 3·21 (2·53-4·07) 

COPD 321 (1·5%) 581 (0·3%) 4·75 (3·95-5·71) 

Cancer c 416 (1·9%) 1119 (0·6%) 2·75 (2·35-3·21) 

Asthma 417 (2·1%) 2895 (1·7%) 2·45 (2·13-2·82) 

Ischemic stroke  186 (0·9%) 96 (0·1%) 16·25 (11·87-22·24) 

Other d 5537 (27%) 19,793 (12%) 3·56 (3·35-3·79) 

Any of above health conditions e 14,905 (67%) 49,785 (27%) 2·82 (2·68-2·97) 

Child’s nutritional state (aged 5-9 years)  

Normal  326 (73%) 9391 (81%) Baseline 

Malnourished (or at risk of)  12 (3%) 118 (1%) 3·54 (1·51-8·33) 

Overweight  92 (20%) 2011 (16%) 1·35 (1·00-1·82) 

Obese  27 (4%) 280 (2%) 1·95 (1·20-3·17) 

Note: Sample weights were considered for all analyses. Abbreviation: COPD, Chronic 

Obstructive Pulmonary Disease. a Results of multivariable logistic regression models for the 

associations between each dependent variables on health conditions and disability, adjusted for 

age and sex. b Including common disease, work-related disease, work/school related accident, 

or any type of accident. c Including: Stomach, Cervical, Breast, Testicular, Prostate, Colorectal 

cancer, and Leukaemia. d Other includes Kidney Failure, Lupus, dental emergency, Depression, 

Cataracts, Cholecystectomy, Bipolar Disorder, and others specified by the informant. e Any of 

the health conditions listed above or reported by the participant versus no reported health 

condition under treatment.  
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Table 3. Healthcare utilization among people with and without disabilities  

 People with 

disabilities, n 

(%)  

People without 

disabilities, n 

(%)  

Age and sex-

adjusted  

OR (95% CI)  

Age, sex, and 

sociodemographic- 

adjusted  

OR (95% CI) a 

Age, sex, and 

health 

insurance- 

adjusted  

OR (95% CI) 

Received medical care, if had “health problem” (in last 3 months) b    

No 622 (10%) 2404 (11%) Baseline Baseline Baseline 

Yes 6136 (91%) 22,126 (89%) 1·15 (1·01-1·31) 1·22 (1·07-1·39) 1·17 (1·03-1·33) 

Type of health service received (in last 3 months)   

General practitioner consultation  7993 (37%) 34,256 (20%) 1·65 (1·58-1·73) 1·67 (1·59-1·75) 1·68 (1·60-1·76) 

Emergency care  4800 (21%) 20,369 (11%) 2·05 (1·95-2·15) 1·89 (1·80-1·99) 1·99 (1·89-2·09) 

Mental health consultation  2252 (12%) 9244 (6%) 2·57 (2·36-2·80) 2·92 (2·66-3·20) 2·74 (2·50-3·00) 

Specialist consultation (any type)  6018 (30%) 24,274 (16%) 1·83 (1·75-1·93) 2·25 (2·13-2·37) 2·04 (1·93-2·14) 

Dental care consultation  2488 (12%) 22,499 (14%) 0·98 (0·92-1·05) 1·16 (1·09-1·23) 1·04 (0·97-1·11) 

Diagnostics c 9230 (42%) 39,302 (24%) 1·59 (1·52-1·66) 1·73 (1·65-1·81) 1·66 (1·59-1·74) 

Hospitalization (in last 12 months)  2937 (14%) 9950 (6%) 2·03 (1·88-2·20) 2·11 (1·94-2·29) 2·11 (1·94-2·28) 

Number of health consultations (in last 3 months) d    

   1  3640 (26%) 25,276 (34%) Baseline Baseline Baseline 

   2  2620 (19%) 15,157 (21%) 1·20 (1·11-1·30) 1·21 (1·12-1·31) 1·22 (1·13-1·32) 

   3  2125 (15%) 10,962 (16%) 1·33 (1·23-1·45) 1·39 (1·28-1·51) 1·36 (1·25-1·48) 

   4  1329 (10%) 5991 (9%) 1·44 (1·31-1·57) 1·46 (1·33-1·61) 1·48 (1·35-1·62) 

   >5  3696 (30%) 14,145 (21%) 2·01 (1·86-2·17) 2·16 (1·99-2·34) 2·09 (1·93-2·26) 

Where received healthcare e          

Public health provider  12,634 (65%) 57,578 (46%) Baseline Baseline Baseline 

Private health provider  2569 (18%) 32,957 (41%) 0·44 (0·41-0·47) 0·71 (0·65-0·78) 0·54 (0·49-0·59) 

Mixed (public or private) 2329 (14%) 11,389 (11%) 0·95 (0·88-1·02) 1·15 (1·07-1·24) 0·97 (0·90-1·04) 

Other  321 (2·1%) 1528 (1·6%) 1·07 (0·90-1·27) 1·44 (1·21-1·71) 1·18 (0·99-1·42) 

Note: Sample weights were considered for all analyses. Adjusted odds ratios were derived from multivariable logistic regression 

models for the associations between each dependent variables on healthcare utilization and disability. a Adjusted for age, sex, place 
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of birth, residence, schooling, and income. b Including common disease, work-related disease, work/school related accident, or any 

type of accident. c Including laboratory, radiology, and imaging. d Among those who received either general practitioner, emergency, 

mental health, specialist, or dental consultations. e Among those who were hospitalised, underwent a medical check-up or 

diagnostics, or received general medical, emergency, mental health, specialist, or dental consultations. 



 

73 

Table 4. Coverage of preventive health screening services among people with and without disabilities  

  People with 

disabilities, n (%)  

People without 

disabilities, n (%)  

Age and sex-

adjusted  

OR (95% CI)  

Age, sex, and 

sociodemographic 

adjusted  

OR (95% CI) a 

Age, sex, and 

health insurance- 

adjusted  

OR (95% CI)  

Child health check-up (5-9 years)  210 (50%) 5148 (48%) 1·06 (0·82-1·38) 1·07 (0·82-1·38) 1·11 (0·85-1·45) 

Adult health check-up (15-64 years)  1400 (15%) 18,581 (17%) 0·75 (0·70-0·82) 0·88 (0·81-0·96) 0·81 (0·75-0·88) 

Older people health check-up (65 years)   3260 (34%) 6614 (32%) 0·91 (0·84-0·97) 0·94 (0·87-1·01) 0·92 (0·86-0·99) 

Pap test (25-64 years) b  3211 (65%) 32,962 (71%) 0·76 (0·70-0·82) 0·84 (0·77-0·91) 0·79 (0·73-0·85) 

Mammogram (50-59 years) b 1325 (67%) 8125 (72%) 0·82 (0·72-0·94) 0·93 (0·81-1·06) 0·86 (0·76-0·98) 

Notes: Sample weights were considered for all analyses. These free and voluntary health check-ups are part of a funded national health program 

and are guaranteed by law to people with public or private health insurance. All health check-ups in the last 12 months. Adjusted odds ratios 

were derived from multivariable logistic regression models for the associations between each dependent variables on health check-ups and 

disability. a Adjusted for age, sex, place of birth, residence, schooling, and income. b Pap test or mammogram among women in the last 3 years. 
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Table 5. Difficulties presented while accessing healthcare among people with and without disabilities  

  People with 

disabilities, n (%)  

People without 

disabilities, n (%)  

Age and sex-

adjusted  

OR (95% CI)  

Age, sex, and 

sociodemographic- 

adjusted  

OR (95% CI) a 

Age, sex, and 

health insurance-

adjusted  

OR (95% CI)  

Reaching health center b  1341 (21%) 2367 (10%) 2·11 (1·89-2·35) 1·87 (1·67-2·10) 1·97 (1·77-2·20) 

Getting an appointment c 1721 (28%) 4366 (19%) 1·62 (1·41-1·85) 1·50 (1·30-1·73) 1·55 (1·35-1·78) 

Receiving care d  1750 (29%) 4626 (19%) 1·73 (1·52-1·97) 1·54 (1·34-1·78) 1·62 (1·41-1·85) 

Paying for care due to cost  735 (12%) 1910 (9%) 1·46 (1·28-1·66) 1·46 (1·27-1·66) 1·44 (1·26-1·64) 

Obtaining medications e 930 (16%) 2286 (10%) 1·70 (1·51-1·92) 1·65 (1·46-1·86) 1·61 (1·43-1·81) 

Note: Sample weights were considered for all analyses. Difficulties reported in the last three months. Adjusted odds ratios were 

derived from multivariable logistic regression models for the associations between each dependent variables on barriers and disability. 

a Adjusted for age, sex, place of birth, residence, schooling, and income; for the last two difficulties, income was excluded from the 

model. b Distance, transport connectivity, etc. c Long waiting times, postponement of appointments, etc. d At the health center, e.g., 

delays, time changes, lack of staff, etc. e Including difficulties in obtaining free prescribed medication supplied by health facilities and 

difficulties for those who must pay for medication out of pocket. 
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5.1 | Chapter preamble 

Chapter 3 and 4 revealed the higher demand for health services among people with 

disabilities and the existing health inequities, compared to those without disabilities. These 

issues experienced at the individual level can arise from important system level failures.25 

Therefore, building on the evidence presented in previous chapters, the present chapter 

introduces a health policy analysis of governance and leadership related to disability and 

health, to explore structural roots of health inequities. Namely, it aimed to assess the 

inclusion of people with disabilities in Chilean general healthcare policy documents and to 

explore the perceptions of key national stakeholders regarding the policy context, policy 

processes, and actors involved. This mixed methods study – including an analysis of 12 

policy documents and primary data collection through 15 key informant interviews – 

considered the explicit reference to disability following a human rights approach 8 and is in 

line with the Missing Billion Inclusive Health Systems framework.2,3 

 

Further progress is required in both the design and implementation of health policies to 

progress disability-inclusive healthcare in Chile. This chapter provides an overview of the 

level of inclusion of people with disabilities in paper as well as the level of implementation of 

health policies with disability inclusion in practice. It also helps identify key progress and 

gaps in governance and leadership on disability and health. Consequently, it serves as key 

evidence for the overall health system assessment following in Chapter 6. Additionally, the 

findings of the health policy analysis have implications for health system strengthening in 

Chile as well as for research, particularly on the framing of disability, as presented in Chapter 

7.   

 

This health policy analysis was published in the International Journal for Equity in Health in 

August 2024. Appendices of this study can be found in Appendix C. 
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6.1 | Chapter preamble 

Chapter 5 revealed system level gaps in governance and leadership, showing that 

improvements are required both in the formulation and implementation of health policies 

with disability inclusion in Chile. Building on Chapter 5, the present chapter introduces a 

health system assessment, broadening the analysis to all the key components of the health 

system. The study aimed to undertake a national assessment of the inclusion of people with 

disabilities in the health system of Chile and define recommendations for improvement based 

on the evidence. A task team was formed to conduct the assessment, including the Ministry 

of Health and civil society organizations. Primary data collection with 20 key informant 

interviews, three workshops, and a scoping review of grey literature were undertaken. 

Additionally, the findings of the systematic review (Chapter 3) and the health policy analysis 

(Chapter 5) were also used as data sources. This study defined disability according to a 

human rights approach 8 and followed the Missing Billion Inclusive Health Systems 

Framework.2,3 

 

The health system of Chile appeared to have an overall low progress towards disability-

inclusive healthcare. Governance, leadership, and human resources were the three 

recommended priority areas to further progress disability inclusion in the health sector. This 

chapter provides a comprehensive and robust overview of the existing development and gaps 

related to disability in the health system. It also serves as key evidence to inform policy and 

guide action for disability-inclusive healthcare. The findings of this study have implications 

for UHC among people with disabilities, health system strengthening in Chile, and research 

frameworks assessing access to healthcare among people with disabilities, as presented in 

Chapter 7. 

 

This health system assessment has been accepted for publication in Health Research Policy 

and Systems in October 2024 following peer-review. Appendices of this study can be found 

in Appendix D. 
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ABSTRACT 

Background: Globally, one in six people have disabilities. They often experience health inequities 

and many of them arise from system-level failures. This study aimed to assess the inclusion of 

people with disabilities in the health system of Chile and define recommendations for improvement 

based on the evidence. Methods: A health system assessment was conducted between June and 

November 2023 following the Missing Billion Disability-Inclusive Health Systems Framework 

and System Level Assessment Toolkit. The assessment was led by the Ministry of Health and 

conducted by a task team, including organizations of people with disabilities. Mixed methods were 

used to collect data on nine system-level and service delivery components for a set of 33 indicators, 

including through a health policy review, systematic review, key informant interviews and a 

scoping review. Scores were assigned to indicators, components, and the overall health system. 

With this assessment, key recommendations were developed and agreed upon based on a 

prioritization analysis of impact and feasibility during workshops. Results: The Chilean health 

system was assessed to have a low progress towards disability-inclusive health. Among system-

level components, intermediate progress has been made in governance, health financing, and data 

and evidence. However, progress in leadership on disability seems low. Among service delivery 

components, the accessibility of health facilities and rehabilitation and assistive technology 

showed the best results. However, there were notable gaps in the autonomy and awareness and 

ability to afford care by people with disabilities, and the capacity of human resources to support 

this group. The task team defined priority actions in governance, leadership, and human resources. 

Conclusions: Short-term actions for the country should involve foundational governance on 

inclusive health, strengthened leadership of people with disabilities, and mandatory training of 

healthcare workers to improve healthcare access among this population. Future reassessments 
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should be conducted to monitor and evaluate progress on effective healthcare coverage and health 

status among people with disabilities. 

Keywords: Health policy and systems research, People with Disabilities, Disability-Inclusive 

Health, Chile 

BACKGROUND  

Globally, one in six people have disabilities [1]. According to the United Nations Convention on 

the Rights of Persons with Disabilities (UNCPRD), they include “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” [2]. 

Global evidence demonstrates that people with disabilities frequently experience health inequities 

[1, 3], including a 10 to 20 years mortality gap [1, 4]. They often experience increased morbidity, 

with more than double the prevalence of diabetes, cerebrovascular disease, or depression [1]. They 

also frequently require disability-related services, such as rehabilitation and specialist services [3]. 

Consequently, people with disabilities can be described as having greater healthcare needs, 

although they often face systemic barriers to receiving required care.  

Health inequities are an important concern in the Americas Region, which also has one of the 

highest prevalences of disability worldwide (19%) [1]. Chile is a high-income country of nearly 

20 million people with an increasingly ageing population [5, 6], including approximately three 

million people with disabilities (18%) [7]. A recent literature review of Latin America and the 

Caribbean (LAC) showed that people with disabilities use health services more frequently than 

those without disabilities, yet gaps remain in the coverage, affordability, and quality of healthcare 

due to access barriers [8]. Addressing these gaps is essential for the advancement of the right to 

health and universal health coverage, as well as making better healthcare for all [1, 3]. 
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Disability inclusive health means that people with disabilities have the same access to the full 

range of health services (e.g. prevention, promotion, treatment) as people without disabilities, in 

line with the human rights model of disability. Thus, to realize disability inclusion in the health 

sector, the rights and meaningful participation of people with disabilities should be ensured as well 

as health services intentionally designed to “expect, accept, and connect” them to quality care [3, 

9]. Health systems therefore need to be strengthened to include people with disabilities, such as 

through improving health policies, leadership on disability in the Ministry of Health (MoH), 

financing of inclusive health, or appropriate training of the health workforce [1, 3]. However, 

current approaches to assess health systems to identify where action is needed have not been 

designed to focus on disability [10, 11]. Therefore, the Missing Billion Disability-Inclusive Health 

System Framework and System Level Assessment Toolkit was developed to support MoHs to 

evaluate the extent of disability inclusion in their health system and identify potential areas for 

improvement (Figure 1) [3, 12]. The framework is based on the World Health Organization 

(WHO) Building Blocks [10] and Primary Health Care Performance Initiative framework [11], 

with additional emphasis on components needed to enable disability inclusion [3, 12]. It includes 

system-level components on governance, leadership on disability within the MoH and 

representation of people with disabilities, financing of inclusive health, rehabilitation, and assistive 

technology (AT), and data and evidence about disability and health. It also has service delivery 

components across the demand and supply side of healthcare: autonomy and awareness of people 

with disabilities, affordability of healthcare, health worker training on disability, accessibility of 

health centres, and availability of rehabilitation services and AT. The framework has an 

accompanying indicator set, to allow assessment of inclusion for each of the framework 

components. The framework and indicators were reviewed by a range of experts (governmental 
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and UN stakeholders, health systems specialists, academics, and disability rights organizations) 

and pilot-tested in the Maldives and Zimbabwe [12].  

The aim of this study is to undertake an assessment of the inclusion of people with disabilities in 

the health system of Chile and define recommendations for improvement based on the evidence. 

METHODS 

Study design 

A health system assessment was carried out between June and November 2023 following the 

Missing Billion Disability-Inclusive Health Systems framework (Figure 1) and System Level 

Assessment Toolkit [3, 12]. Mixed methods were used to collect data for a set of indicators related 

to components of the framework, including a health policy review, systematic review, key 

informant interviews, and scoping review of grey and scientific literature, and population-based 

data. Workshops were held to agree on recommendations and priority actions. 

Study team 

The assessment was conducted in Chile and led by the Department of Rehabilitation and Disability 

of the Ministry of Health of Chile and London School of Hygiene and Tropical Medicine. The 

MoH convened a task team to conduct the assessment of 11 members, including government 

representatives (n=2), academia (n=1), and civil society (n=8) (Additional Table 1). All 

Organizations of Persons with Disabilities (OPDs) engaged in a voluntary role and had previously 

participated in advisory roles at Ministerial or Parliamentary level. 

Study setting  

Chile has a dual health system mainly based on a public health insurance scheme provided by the 

National Health Fund (FONASA), covering healthcare for about 79% of the population, and the 



   

 

   

 

100 

Private Health Insurances (ISAPRES) covering around 16% [13, 14]. All workers pay compulsory 

health contributions (7% of their income) into FONASA or ISAPRES [15]. FONASA covers all 

workers (formal or informal), pensioners, and those without income, as well as their legal 

dependents, regardless of age, gender, income level, health state or nationality [16]. Health 

services are delivered by both public and private providers, and the public health network is mostly 

state funded [13, 16]. About 88% of people with disabilities in Chile are covered by FONASA [7]. 

Table 1. Framework components and number of indicators 

Component Description 
Number of 

indicators 

1.- Governance Appropriate in-country laws and policies assert the right to 

reasonable accommodation and outlaw discrimination 

based on disability.  

6 

2.- Leadership Disability is clearly articulated and represented in the 

Ministry of Health, health sector structures, and 

coordination mechanisms.  

3 

3.- Health financing There is sufficient earmarked disability inclusion, assistive 

technology, and rehabilitation budget.  

3 

4.- Data & evidence Data showing the health situation of people with 

disabilities, evidence to understand and improve health 

services.  

4 

5.- Autonomy & 

Awareness 

People with disabilities make their own decisions about 

health care and are aware of their rights and options.  

3 

6.- Affordability People with disabilities can afford to access health. 4 

7.- Human 

Resources 

Health workforce is knowledgeable about disabilities and 

has the skills and flexibility to provide quality care. 

5 

8.- Health Facilities Health-care services, including health-care facility 

infrastructure and information, are accessible for people 

with disabilities.  

2 
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9.- Rehabilitation 

services & 

Assistive 

Technology 

Rehabilitation and specialist services are available, 

affordable and of good quality for people with disabilities.  

3 

Source: Missing Billion Initiative and Clinton Health Access Initiative (2022) Reimagining 

health systems that expect, accept, and connect 1 billion people with disabilities. Available at: 

https://www.themissingbillion.org/the-reports (Accessed: 29 June 2023).  

 

Data collection 

We collected data for a set of 33 indicators across 9 framework components: 16 in the system-

level and 17 in the service delivery domains (Table 1). Each indicator included a definition, metric, 

and scoring logic (Table 2 and Additional Table 2).  

[Table 2] 

For instance, the first governance indicator consists of the ratification and adoption of the 

UNCRPD, and its metric requires evidence of it being actioned (e.g. dedicated budget, action 

plans, and initiatives). The indicators were translated into Spanish and the translation was revised 

by an external assessor. The following sources of data were collated, across the indicators: 

a. Health policy review: 13 national health policy documents were reviewed. Policies must 

have been in place at the national level and impact the provision of health services for 

people with disabilities [17]. Eligible documents were searched through official websites 

of the MoH [18], Ministry of Social Development and Family [19], and the library of the 

National Congress of Chile [20].  

b. Systematic review: Peer-reviewed scientific articles of quantitative research about 

healthcare access among people with disabilities (utilization, coverage, quality, and 

https://www.themissingbillion.org/the-reports
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affordability of healthcare), published since 2000 in Latin America and the Caribbean, 

were searched in EMBASE, MEDLINE, LILACS, MedCarib, PsycINFO, SciELO, 

CINAHL, and Web of Science [8].   

c. Scoping review: 

• Grey literature, including public or internal government and civil society reports 

sought through official government websites and the database of the Committee 

on the Rights of Persons with disabilities [21]. 

• Peer-reviewed scientific articles published in the last ten years. Search strategies 

included keywords of the indicator set and were developed in Spanish and English 

using relevant databases (SciELO, EMBASE, MEDLINE). 

• Publicly available reports of national population-based surveys, conducted in the 

last ten years, on disability, healthcare, and socio-economic characterization, 

disaggregated by disability, sought on the website of the Department of 

Epidemiology of the MoH [22] and in the Social Observatory of the Ministry of 

Social Development and Family [23]. 

d. Key informant interviews: The lead researcher interviewed 20 key national 

stakeholders, either in person or via Zoom. A purposive sampling was applied to ensure 

representation of areas of expertise across the framework components. Participants were 

recruited through recommendations of the task team and snowball sampling was applied 

throughout the interviews. Informants included government officials (directors, head of 

departments, policy officers), academic experts with and without disabilities, and OPDs 

(Table 3). Semi-structured interview guides focusing on each framework component 

were used. Interviews lasted between 45 to 60 minutes and were audio-recorded. 
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Table 3. Participants of key informant interviews (n=20) 

Sector Department, Institution 

Government 

(n=11) 

1) Life Cycle Department, MoH 

2) Rehabilitation and Disability Department, MoH 

3) Cabinet, Subsecretariat of Public Health, MoH 

4) Division for Disease Prevention and Control, MoH 

5) National Commission on Preventive Medicine and Incapacity, MoH 

6) Emergency and Disaster Risk Management Department, MoH 

7) Care Management Department, MoH 

8) Social Welfare Institute, Ministry of Labour and Social Security 

9) National Office, National Disability Agency, Ministry of Social Development 

and Family 

10) Evaluation and Studies Department, National Disability Agency, Ministry of 

Social Development and Family 

11) Health Department, National Board for Student Aid and Scholarships, 

Ministry of Education 

Civil society  

(n=5) 

12) National Organization of People with Disabilities  

13) National Organization for Independent Living  

14) International Organization for the Deaf 

15) National Organization of People with Autism Spectrum 

16) National Organization for Women with Disabilities 

Academia 

(n=4) 

17) Sociology School, Diego Portales University 

18) Public Health School, University of Chile 

19) Chilean Association of Medical Education 
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20) Chilean Association of Nursing Education 

Abbreviations: Ministry of Health (MoH) 

 

Data analysis 

Scoring of indicators  

Interviews were transcribed and qualitative descriptions were made of the transcripts against the 

corresponding framework components. Information from the different data sources – peer-

reviewed, grey literature and public records – were then triangulated, validating, enlarging, and 

articulating information from interviews with documentary sources [24]. The task team held 

monthly sessions to collectively assess preliminary responses to indicators, identify additional 

sources of information, and agree on final scoring of indicators. Scores were assigned to each 

indicator based on the evidence available, ranging from 0 (lowest; no criteria met or evidence of 

inclusion) to 1 (maximum; all criteria met) [12] (Additional Table 2). Thereafter, each framework 

component was assigned a score based on the average score of its indicators. The average score 

was categorized as low (below 0.5), intermediate (between 0.5 and 0.74), or advanced (between 

0.75 and 1). Finally, an overall score was calculated for the health system based on the average of 

its components (each weighted equally). A global average score of other countries (Brazil, 

Maldives, Zimbabwe, New York State, Singapore, Uganda, Australia, United Kingdom, France, 

South Africa, among others) was available for reference (Figure 2) [12]. 

Recommendations and priority actions 

The lead author developed provisional recommendations for all indicators that obtained scores 

below one. Additional emergent recommendations were added from the task team and key 
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informant interviews. Then, all provisional recommendations were assessed based on their 

potential for impact and feasibility. Criteria of impact included: (1) foundational importance, (2) 

opportunity for improvement, (3) number of people with disabilities benefited from the 

intervention, and (4) time to impact. Criteria of feasibility included: (1) time to implementation, 

(2) cost, (3) stakeholder and (4) technical complexity [12]. The MoH assigned a score to each 

criterion based on their technical expertise, ranging from one (low) to three (high). Thereafter, an 

average score of impact and feasibility criteria was calculated for each recommendation. A high 

average score was two or above, whereas a low score was below two. Finally, all provisional 

recommendations were distributed in a prioritization matrix by level of impact and feasibility 

(Figure 3) [12].  

Three half-day workshops (one in person and two virtual) were held with the task team to review 

the assessment's findings and agree on key priority actions for improvement. The task team 

discussed the relevance and appropriateness of the provisional recommendations and their 

distribution in the prioritization matrix in the context of Chile. Subsequently, amendments were 

made according to the discussions and a final list of recommendations was consolidated. 

Ultimately, three main priority actions were agreed. 

Ethical Approval: This study obtained ethical approval by the Ethics Committee of the authors' 

institute. 

RESULTS 

The health system in Chile, with respect to disability-inclusive health, obtained an overall low 

average score of 49% (Figure 2). 

System-level components 
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1. Governance 

1.1 UNCRPD (Score=1) 

Chile ratified the UNCRPD in 2008 and subsequently adopted specific measures for action (e.g. it 

created the national disability law Nº20.422, restructured the National Disability Agency 

(SENADIS) of the Ministry of Social Development and Family, and expanded the Rehabilitation 

Program) [25, 26]. 

1.2 National Law (Score=1) 

Law No. 20.422 "Establishing Rules on Equal Opportunities and Social Inclusion of Persons with 

Disabilities" prohibits discrimination in health and demands the implementation of reasonable 

accommodations for people with disabilities [27]. Additional disability-related laws exist, which 

protect access to healthcare for people with disabilities. For instance: 

• Law Nº 20.584, Regulates the rights and duties of individuals in relation to actions 

related to their healthcare [28]. 

• Law Nº21.331, On the recognition and protection of the rights of persons in mental 

healthcare [29]. 

• Law Nº21.545, Establishes the promotion of inclusion, comprehensive care, and the 

protection of the rights of persons with autism spectrum disorder in the social, health and 

educational spheres [30]. 

1.3 National Health Policy or Decree (Score=1) 

Currently, there is no national policy on inclusive health for people with disabilities. However, 

National Supreme Decree Nº2 approves the regulations governing the right to preferential care 

[31]. It guarantees priority access for people with disabilities to appointments for primary care, 
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specialists, emergencies, medicines, and examinations, and establishes measures for its 

implementation.  

1.4 National Health Sector Plan(s) (Score=0.2) 

The National Health Strategy 2030 includes objectives for functioning and disability [32]. It 

prioritizes specific health conditions, including childhood developmental disorders, rare diseases, 

musculoskeletal disorders, autism spectrum disorders, rheumatoid arthritis, and severe 

dependency. However, it does not include actions and targets for general healthcare and specialist 

services for all people with disabilities. It also does not include basic statistics about people with 

disabilities and health.  

1.5 National Disease Plans (Score=0) 

National plans exist for certain diseases (e.g. HIV/AIDS, cancer, silicosis, etc.), and although these 

plans are described as universal, in some cases, certain groups are prioritized. For instance, the 

National Plan for the Prevention and Control of HIV/AIDS, targets only migrants and indigenous 

peoples [33]. However, the plan does not explicitly mention people with disabilities to ensure their 

access to testing, treatment, and information programs. 

1.6 Cross ministry governance (Score=1) 

Law Nº20.530 established the Interministerial Committee on Social Development and Family. It 

is chaired by the Ministry of Social Development and Family and includes the participation of the 

MoH [34]. The committee advises on the government's social policy and facilitates coordination, 

guidance, information, and agreement among its members, including on disability issues. There is 

collaboration between the MoH and SENADIS in the certification and qualification of disability, 

provision of AT, and implementation of Law Nº21.545 on people with Autism Spectrum Disorder 
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[26]. However, this collaboration does not occur for inclusive health for all people with disabilities. 

Furthermore, there is no technical counterpart in SENADIS with an exclusive role in healthcare 

access. 

2. Leadership 

2.1 MoH Leadership (Score=1) 

Leadership on disability inclusion is diffused and different teams address disability-related issues 

within the MoH. The Department of Rehabilitation and Disability of the Subsecretariat of Public 

Health was considered as the lead on disability inclusion by interviewees. The department endorses 

disability inclusion, although its stated role focusses on disability prevention and habilitation and 

rehabilitation strategies, not on general healthcare for people with disabilities [35]. This 

department has historically addressed only the needs of people with physical and sensory 

disabilities, while the Department of Mental Health has addressed the needs of persons with 

psychosocial disabilities [36]. Additional teams that address disability-related issues include the 

National Commission of Preventive Medicine and Disability (COMPIN) and the rehabilitation 

officers of the Division of Healthcare Network Management and the Division of Primary Care. 

2.2 National health sector coordination (Score=0) 

There is no national health sector coordination with formal representation of people with 

disabilities at the highest level. Current temporary participation occurs for certain health conditions 

and mental health services, but not on overarching disability-related issues. For example, the 

ENLACE task team includes representatives of the MoH and organizations of people with autism 

to implement the new law on autism. As another example, some people with psychosocial 
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disabilities participate in the Mental Health Advisory Council 2022-2024 [37] and in the National 

Commission for the Protection of the Rights of Persons with Mental Illness [38].  

2.3 Pandemic preparedness structures (Score=0) 

The National Pandemic Response Commission COVID-19 is made up of external scientific 

advisors, technical teams from the MoH and an inter-ministerial committee [39, 40]. Although 

civil society could participate, no formal representation of people with disabilities exists. However, 

SENADIS led a temporary Intersectoral Taskforce on Disability and COVID-19 with 

representation of people with disabilities [41]. The taskforce developed recommendations for the 

care of people with disabilities in health services during the COVID-19 pandemic [42]. 

3. Health Financing 

3.1 Disability inclusion budget (Score=1) 

The Department of Rehabilitation and Disability of the MoH receives USD 18 668 per year for 

governance in rehabilitation, disability prevention, and disability inclusion. However, the budget 

is considered by interviewees to be insufficient to implement public policies on inclusive health. 

Furthermore, the Subsecretariat of Healthcare Networks has no budget for the implementation of 

the law on preferential care for people with disabilities [43].  

3.2 Reimbursement adjustments (Score=0) 

There are no health insurance reimbursements or adjusted capitation rates for people with 

disabilities in FONASA or ISAPRES. However, all beneficiaries of FONASA, including people 

with disabilities, can apply for reimbursement of expenses associated with the purchase of 

prostheses and orthoses, or travel associated with the purchase through the public system [44]. It 
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reimburses hip prostheses, cane or tripod, orthopaedic insoles, optical lenses, hearing aids, crutch, 

rubber heel pad, and spinal orthosis. 

3.3 Rehabilitation/AT budget (Score=1) 

In 2023, the Subsecretariat of Healthcare Networks of the MoH had an annual budget of about 

USD 15 941 million for the Comprehensive Rehabilitation Program in Primary Healthcare. It also 

had a 2022 annual budget of USD 38 976 million for the financing of AT, through the Explicit 

Health Guarantees (GES) scheme and the Ricarte Soto scheme, which establishes a system of 

financial protection for high-cost diagnosis and treatment regardless of health insurance type [45, 

46]. In addition, SENADIS had an annual 2023 budget for its AT Program of USD 6540 million. 

4. Data and Evidence 

4.1 Maturity of disability and health data collection method (Score=0.33) 

The main data collection on disability and health is through population-based surveys [7], 

including the national disability survey from 2022. Census 2024 will incorporate questions on 

disability [47]. There is a National Register of Disability, where in June 2023 only 23% of the 

population with disabilities (n=625 848) were included [48]. Currently, the register facilitates 

access to social benefits, but it does not keep integrated statistics with health information of people 

with disabilities. Furthermore, health information records collect data on disability status in public 

and private health facilities [49]. This data is mandatory and requires the Community Assessment 

of Performance Evaluation (IVADEC-CIF) by health professionals to determine the origin and 

extent of disability of the person. However, data collected from health facilities do not include 

health indicators of people with disabilities [50].  

4.2 Quality of disability and health data collection method (Score=1) 
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The disability national survey from 2022, is based on the Model Disability Survey, a tool 

recommended and validated by the World Health Organization, is nationally representative and 

disaggregates results by six types of disabilities [7]. 

4.3 Maturity of disability and health data usage (Score=0.5) 

Data on disability and health collected through national surveys are analysed and published [7]. 

The data are used to define targets in the national health strategy and for budget allocation. 

However, only findings related to rehabilitation and AT have been used to guide policy changes, 

in contrast to general healthcare of people with disabilities [46, 51]. Available statistics on 

disability and health are currently not harmonized. Consequently, there is a lack of robust figures 

on the total population with disabilities and their needs at regional/community level.  

4.4 Quality of disability and health data usage method (Score=1) 

Data collected on disability and health are analysed and published in public repositories within 

one to two years of collection [7, 52]. The reports describe the methods of data analysis, maintain 

analyses at national and regional level, and full databases are shared for different statistical 

software. 

Service delivery components 

5. Autonomy and Awareness 

5.1 Organizations of People with Disabilities advocacy (Score=1) 

Some people with disabilities and OPDs have advised the MoH. For instance, through the current 

ENLACE task team for the implementation of Law No. 21.545 for people with autism or the 

Mental Health Advisory Council [30, 37]. 
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5.2 Autonomy and awareness (Score=0) 

There is a lack of data on autonomy and awareness of healthcare access for people with disabilities 

from within the last ten years from population-based surveys and qualitative data.  

5.3 Accessibility of health information (Score=0) 

The Ministry of Health’s website and its partner websites, which are the main sources of online 

health information, have few accessible formats available [18, 53]. For example, they feature 

accessibility tools (e.g. text-to-speech function), and some videos include sign language 

interpretation. However, no accessible formats such as easy-to-read, sign language interpretation 

on all videos, Braille, or information for caregivers are observed. Nor do links exist to request the 

delivery of health information in alternative formats. 

6. Affordability 

6.1 Health coverage (Score=0.5) 

Coverage associated with disability: There are stipulations that guarantee financial coverage for 

people with certified disabilities. For instance, free healthcare is provided in the public network to 

people with severe or profound disabilities, under 18 years of age, affiliated to FONASA, and 

belonging to the 60% lowest socio-economic levels, through the disability subsidy [54, 55]. There 

is also an adjustment of coverage for people with disabilities affiliated to FONASA for 

rehabilitation services (physio, occupational, and speech therapy) received outside the public 

network [56]. This benefit does not modify service fees but eliminates the annual care cap and also 

applies to ISAPRES beneficiaries. 

Coverage associated with medical diagnoses: The GES scheme guarantees financial protection 

for 87 health conditions, some that could lead to disability, including depression, schizophrenia, 
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bipolar disorder, arthritis, Parkinson's disease, epilepsy, multiple sclerosis, bilateral hypoacusis, 

refractive errors, Systemic Lupus Erythematosus, and retinopathies [57]. GES also covers orthoses 

and AT, cataract surgery, and COVID-19 rehabilitation. Similarly, the Ricarte Soto scheme covers 

the diagnosis (in some cases) and treatment of 27 health conditions, some of them possibly 

associated with disability, such as multiple sclerosis, rheumatoid arthritis, bilateral sensorineural 

hearing loss, Systemic Lupus Erythematosus, among others [45]. Finally, FONASA launched a 

Diagnosis Associated Payment voucher for the diagnosis and treatment of people with autism up 

to 18 years of age outside the public network with fixed service fees [16]. 

Universal coverage: The entire population affiliated to FONASA receives free medical care in 

the public network [58]. As a result, people with disabilities would have access to free healthcare 

because they are covered by FONASA and not because they have a disability. However, 12% of 

people with disabilities are not affiliated to FONASA and so will not have free access to medical 

care through this route [7]. Moreover, health coverage is not free if people with certified disabilities 

choose to receive healthcare outside the public network, either because of access, timeliness or 

quality of care. Furthermore, only certain pharmacological treatments are covered by FONASA.  

6.2 Transport subsidy (Score=0) 

There is currently no national transport subsidy for people with disabilities in Chile [59]. Some 

local subsidies exist at regional or municipal level, where vehicles are available for the transport 

of patients with disabilities, although they typically focus on people with physical impairments. 

6.3 Disability allowance (Score=0.5) 

There is a disability subsidy for people under 18 with severe or profound disabilities, of any 

impairment type, who are among the 60% lowest socio-economic levels of the population [54]. 
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This group receives a monthly monetary benefit of USD 112 (as of November 2023). This subsidy 

includes free medical coverage in the public network for FONASA affiliates. Adults with certified 

disabilities could receive a disability pension (USD 225), if they belong to the 80% lowest socio-

economic groups [60]. However, there is no disability allowance for all people with disabilities in 

Chile. 

6.4 Co-payments (Score=0) 

FONASA beneficiaries, including people with disabilities, have zero co-payments when receiving 

medical care in the public network [58]. However, this benefit does not apply to care received by 

private healthcare providers. In addition, 12% of people with disabilities who do not belong to 

FONASA are exempted from receiving this benefit.  

7. Human Resources 

7.1 Training of medical doctors (Score=0) 

There is no mandatory national training standard on disability for medical schools, including 

medical and non-medical aspects. Each medical school determines the curriculum for its students, 

although the Single National Medical Knowledge Test (EUNACOM) would influence the standard 

of undergraduate training [61]. At present, EUNACOM does not include an exclusive component 

on disability as such, only health conditions that could result in disability (e.g. mental health 

disorders, hearing loss, low vision, etc.). 

7.2 Training of nurses (Score=0) 

There is no national curriculum for nursing schools; each school determines their own curriculum. 

However, there is a voluntary National Nursing Examination (ENENF) that could influence the 
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standard of training [62]. The ENENF includes questions on health conditions (e.g. children and 

adolescents with special healthcare needs) but there is no exclusive content on disability. 

7.3 Training of Community Health Workers (CHWs) (Score=0.33) 

The training manual for CHWs of the Primary Healthcare Division of the MoH includes some 

elements regarding legal regulations and rights of people with disabilities, use of language around 

disability, and OPDs [63]. However, this training is not mandatory. 

7.4 Representation of people with disabilities in health workforce (Score=0) 

There are no official records of the number of health workers with disabilities. However, it is 

estimated that between 0.05 to 3.5% of health workers in hospitals (Coyhaique Regional Hospital, 

La Florida Dra. Eloísa Díaz Hospital, and Peñaflor Hospital) have disabilities, which is lower than 

expected for the working age population with disabilities (at least 4% for high-income countries, 

such as Chile) [64]. 

7.5 Satisfaction (Score=0) 

There are no surveys on user satisfaction or quality of treatment in health facilities that 

disaggregate data by disability and allow comparison with the population without disabilities, or 

qualitative studies in this area.  

8. Health Facilities 

8.1 National accessibility standards (Score=1) 

There are national accessibility standards for the infrastructure of all public spaces, including both 

public and private health facilities [65–67]. For example, health facilities must have toilets for 

people with disabilities, ramps, handrails, etc. There are also universal accessibility standards for 
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web systems and websites of state administration bodies [68]. However, there are no mandatory 

technical national standards for health communication and information, except for the mandatory 

provision of sign language interpretation and closed captioning [27]. 

8.2 Accessibility audit (Score=0.33) 

In the last ten years, the MoH has neither conducted nor commissioned nationally representative 

accessibility audits of healthcare facilities. However, an independent evaluation in the northern 

Atacama region of 18 primary healthcare facilities found low levels of accessibility to information 

and participation [69]. 

9. Rehabilitation Services and Assistive Technology 

9.1 National assessments of rehabilitation or AT (Score=0) 

There is no national assessment of rehabilitation or AT. However, an inter-ministerial taskforce 

was recently established to design the National System of Assistive Technology with a unified 

catalogue and register of AT [70].  

9.2 Cross-ministry coordination for rehabilitation services and AT (Score=1) 

Currently, there is an inter-ministerial taskforce for the development of a national system of AT in 

which several ministries participate, including the MoH [70]. 

9.3 Trained workforce available to provide rehabilitation services and AT (Score=1) 

There are about 19.8 physiotherapists per 10,000 inhabitants in Chile, meeting the standard 

expected for high-income countries [71]. In addition, there are 6.7 occupational therapists, 9.9 

speech therapists, and 40.3 psychologists per 10,000 inhabitants. 

Recommendation and priority actions 



   

 

   

 

117 

A total of 14 recommendations were considered (Table 4) and three priorities were defined and 

agreed on to progress disability-inclusive health in Chile in terms of governance, leadership, and 

human resources: 

1. Formulate a National Policy on Inclusive Health for People with Disabilities. It was 

considered important that this policy is both comprehensive and specific to the diverse 

health needs, has a budget for implementation, adopts an inclusive approach in all health 

programs, and is led by staff with disabilities and/or with the permanent and binding 

participation of OPDs in the design, monitoring, and evaluation of its implementation. 

2. Ensure formal representation of people with disabilities, including through their OPDs, in 

the highest-level health sector coordination structure and in pandemic preparedness 

structures, avoiding silos, and duplication of existing participatory bodies. For example, 

through a permanent advisory committee on disability and all health matters. 

3. Establish a mandatory training program on disability, with a human rights perspective 

and including both medical and non-medical aspects, for health workers (professional, 

technical, and administrative staff) in both public and private health facilities. 

Additional, but not prioritized recommendations, would be incorporated into the prioritized actions 

(Table 4). For example, the national policy on inclusive health should include the development of 

a healthcare protocol for people with disabilities, inclusion of disability targets in the National 

Health Strategy 2040, and of people with disabilities in national disease plans. Likewise, the 

training program should include the development and communication of health information in 

accessible formats (e.g. in web pages, prescriptions, leaflets, educational materials, etc.). 

[Table 4] 
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DISCUSSION  

The Chilean healthcare system appears to have made gradual progress towards inclusive health for 

people with disabilities, but significant gaps remain. Among system-level components, 

intermediate progress has been made in governance, health financing, and data and evidence. 

However, progress in leadership on disability in the MoH seems low. Among service delivery 

components, the physical accessibility of health facilities and rehabilitation services and assistive 

technology showed the best results. However, autonomy and awareness, affordability, and human 

resources achieved the lowest scores. 

Chile’s intermediate progress on governance, health financing, data and evidence, health facilities, 

and rehabilitation services and AT is consistent with the results of international outside-in 

assessments using the Missing Billion framework [12]. Similarly, Chile’s low progress on 

leadership and human resources is consistent with the global average on these areas. However, in 

contrast to the general intermediate progress on affordability and autonomy and awareness, Chile 

has a limited development. Although, to date, no previous disability-inclusion health systems 

assessments have been reported in Chile and globally, other assessments have focused on mental 

healthcare. In 2014, the mental health system in Chile was assessed using the World Health 

Organization Assessment Instrument for Mental Health Systems [72]. The assessment revealed 

progress in governance, mental health budget, data collection systems, and increased availability 

of specialized mental health services. However, weaknesses remained in the availability of 

specialized staff and services for children and adolescents, quality of care, equity (by location, 

minority groups, and health insurance type), and leadership of users and their families. These 

findings are consistent with the gaps and strengths found in disability inclusion. 
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The Missing Billion Framework is an innovative tool that captures essential issues of disability-

inclusive health systems and facilitates its replication in other settings. However, given that the 

framework offers a standard overview of health systems, some nuance is missed. For instance, the 

focus in Chile remains mainly on rehabilitation and AT for people with disabilities and initiatives 

on disability-inclusive health are taking place in silos (i.e., across ministries, and between 

ministries and OPDs) [26, 73, 74]. Also, the actual prioritization of disability inclusion  within the 

MoH appears to be low [17]. Furthermore, the simple fulfilment of the criteria that was applied 

might not capture the complexity of health systems. For example, despite Chile scored the highest 

for the ratification and adoption of the UNCRPD, gaps might remain in its implementation. 

Shadow reports of civil society have highlighted the lack of implementation on health and 

rehabilitation rights (e.g. health worker protocols, accessible health information, Chilean Sign 

Language interpretation services, mental health budget, low coverage of rehabilitation services 

and AT) [75]. Similarly, some existing legal frameworks expected to protect the right to healthcare 

are not exempted from criticism. For instance, civil society has also raised competing issues with 

Law Nº 20.584 and Decree Nº 570 regarding psychiatric hospitalization and involuntary 

sterilization, pertaining particularly people with psychosocial and intellectual disabilities [75, 76].  

Some limitations exist regarding this assessment. The framework could be further improved, with 

the revision of a few scoring criteria. Some indicators achieved the highest score, although further 

improvement could be made in the areas assessed. For example, while the MoH allocates a 

disability-inclusive health budget, it is largely underfunded, and the scoring criteria of this 

indicator does not assess budget sufficiency. Furthermore, scoring of the accessibility audit does 

not mention the scope of the evaluation and the maximum score can still be obtained even if poor 

accessibility were to be found in health facilities. Similarly, the rehabilitation and assistive 
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technology assessment indicator does not include scoring criteria regarding the availability of AT 

and the mechanisms for their acquisition. In addition, indicators could specify whether it relates to 

all people with disabilities or a subset, as eligibility for benefits varies depending on disability 

type, severity, and certification status. Moreover, health financing and affordability indicators 

should account more for countries with dual health systems and mixed service provision such as 

Chile. People with disabilities who are not covered by public health insurance can be excluded 

from financial adjustments despite the additional living costs associated with disability. [1, 77].  

Assessments could take greater account on differences amongst people with disabilities (e.g. 

rural/urban, type of impairment) and direct representation of all disability groups should be 

strengthened [78]. Confusion on organization types, lack of funding for advisory roles, and poor 

cohesion of the disability movement have been pointed out as barriers in the participation of OPDs 

in policy processes and should be addressed in the future [78]. Ultimately, guidance could be 

provided on how to identify and select OPDs to facilitate wider engagement, as well as accessible 

materials and work dynamics (e.g. right disability language, reasonable accommodations, etc.). 

This assessment has important strengths. It is the first comprehensive assessment on disability-

inclusive health in Chile with participation of civil society. Findings will serve as a disability-

inclusive health benchmark both for Chile, but also globally. It is the first assessment using the 

Missing Billion Framework in its complete format with MoH and OPD engagement. The 

collaboration provided exchange and learning experiences on health and disability for all actors, 

especially OPDs, who gained skills to monitor and evaluate progress in the future. In addition, the 

task team compounded technical expertise and lived experience of disability. Information was 

independently assessed by representatives and their organizations, and multiple key national 

stakeholders were consulted. Finally, the three priorities for action recommended for Chile at this 
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stage are aligned with the WHO measures for the inclusion of disability in health systems [1] and 

the ownership of the MoH in this assessment could positively impact policy implementation [79]. 

CONCLUSIONS 

In conclusion, our findings suggest that only some progress has been made towards disability-

inclusive healthcare in Chile. Short-term actions for the country should involve foundational 

governance on this topic, strengthened leadership of people with disabilities, and mandatory 

training of healthcare workers to improve healthcare access among this group. Future 

reassessments should be conducted to monitor and evaluate progress on effective healthcare 

coverage and health status among people with disabilities. 
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Table 2. Health system assessment results per indicator 

Component Indicator Definition Indicator score Component 

score 

Governance 1.1 UNCRPD Ratification and adoption of 

UNCRPD 

1 − Ratified and evidence of action 0.7 

  1.2 National Law Existence of a national law 

protecting the right to health for 

people with disabilities 

1 − National law exists that prohibits 

discrimination and requires 

reasonable accommodations 

  1.3 National 

Health Policy or 

Decree  

Existence of a national policy or 

decree on health for people with 

disabilities 

1 − National decree exists, ensuring 

access to general healthcare, 

specialists, and measures for 

implementation 

  1.4 National 

Health Sector 

Plan(s) 

Inclusion of people with disabilities 

in National Health Sector Plan(s)  

0.2 − National Health Sector Plan 

includes people with disabilities 

  1.5 National 

Disease Plan(s) 

Inclusion of people with disabilities 

in National Disease Plan (e.g. HIV, 

hepatitis) 

0 − No 

  1.6 Cross ministry 

governance 

Cross-ministry structure to 

coordinate work on disability 

inclusion 

1 − Structure exists, including the 

MoH  

Leadership 2.1 MoH 

leadership 

Existence of a focal point/team in 

MoH that is responsible for ensuring 

health access for people with 

disabilities 

1 − Yes 0.3  
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  2.2 National health 

sector coordination  

National health sector with formal 

representation of people with 

disabilities in highest-level  

0 − No 

  2.3 Pandemic 

preparedness 

structures  

Formal representation of people with 

disabilities in national taskforce  

 0 − No 

Health 

financing 

3.1 Disability 

inclusion budget  

Budget for department in MoH 

working on disability inclusion 

1 − Yes, at the central level 0.7 

  3.2 

Reimbursement 

adjustments 

Reimbursement adjustments 

available for services provided to 

patients with disabilities 

0 − No 

  3.3 

Rehabilitation/AT 

budget  

Funding for rehabilitation/AT in 

MoH budget 

1 − Yes 

Data & 

Evidence 

4.1 Maturity of 

disability and 

health data 

collection  

Health information records tag 

people with disabilities (electronic 

integrated system) 

0.33 − Data is collected through 

national surveys 

0.7 

  4.2 Quality of 

disability and 

health data 

collection method 

a) Data collection method is valid 

b) Data collection is recent (in <10 

years) 

c) Data is nationally representative 

d) 5+ impairment types are covered 

1 − Yes 

  4.3 Maturity of 

disability and 

health data usage  

Data collected is analysed, 

published, and used to direct policy 

change 

0.5 − Data is analysed and published 
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  4.4 Quality of 

disability and 

health data usage 

method 

a) Method is transparent and valid  

b) Data is analysed and published 

within three years of collection and 

c) the analysis is nationally 

representative 

d) Publications and raw data are 

easily accessible 

1 − Yes 

Autonomy 

and 

awareness 

5.1 OPDs 

advocacy 

OPDs advocate on the right to health 

for people with disabilities with 

government 

1 − Yes, with the MoH 0.3 

  5.2 Autonomy and 

awareness 

People with disabilities report 

autonomy and awareness about 

health access 

0 − Not reported 

  5.3 Accessibility 

of health 

information 

Health information is available in 

accessible formats 

0 − No, there are less than two 

accessibility formats available  

Affordability 6.1 Health 

coverage 

People with disabilities are fully 

covered for free healthcare  

0.5 − Partial coverage 0.3 

  6.2 Disability 

transport subsidy  

Transport subsidy is available, 

including travel to medical care 

0 − No  

  6.3 Disability 

allowance 

Available to cover healthcare fees 

not covered by existing insurance to 

people with moderate to severe 

disabilities 

0.5 − For some people with 

disabilities 
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  6.4 Co-payments Any co-pays for services in either 

health insurance or taxation-based 

systems are waved for people with 

disabilities  

0 − For some people with disabilities 

and health providers 

Human 

Resources 

7.1 Training of 

medical doctors 

Information about disability 

delivered as part of the national 

curricula for medical 

schools/colleges 

0 − No 0.1 

  7.2 Training of 

nurses 

Information about disability 

delivered as part of the national 

curricula for nurses/nursing colleges 

0 − No 

  7.3 Training of 

CHWs 

Information about disability 

delivered as part of the national 

CHW training curricula 

0.33 − Voluntary training with some 

content covered  

  7.4 Representation 

in health 

workforce 

People with disabilities are 

represented in the health workforce 

0 − Representation is below 4% 

  7.5 Satisfaction People with disabilities report that 

they feel well treated by health 

workers  

0 − Not reported 

Health 

facilities 

8.1 National 

accessibility 

standards 

Existence of national accessibility 

standards for healthcare facilities 

1 − Yes 0.7 

  8.2 Accessibility 

of facilities 

Accessibility audit of health facilities 

has been undertaken in the last 10 

years  

0.33 − Local accessibility audit  
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Rehabilitation 

and AT 

9.1 National 

assessments 

National assessment of 

AT/rehabilitation conducted in the 

last 10 years 

0 − No 0.7 

  9.2 Cross-ministry 

coordination for 

rehabilitation and 

AT 

Coordination mechanism cross-

Ministry for rehabilitation services 

and AT where more than one 

ministry is involved 

1 − Yes 

  9.3 Trained 

workforce  

Physiotherapists available and 

trained to provide rehabilitation 

services and AT  

1 − Yes  

Abbreviations: Assistive Technology (AT), Community Health Workers (CHWs), High-Income Countries (HIC), Low- and 

Middle-Income Countries (LMICs) Ministry of Health (MoH), Organizations of People with Disabilities (OPDs), United 

Nations Convention on the Rights of Persons with Disabilities (UNCRPD).  
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Table 4. Additional list of recommendations to improve disability-inclusive healthcare 

in Chile 

Component Description 

QUICK WINS  

1) Health 

facilities 

Establish a mandatory healthcare protocol for people with disabilities, 

for the public and private sector, with minimum standards of care that: 

a. alerts the visit of a patient with disabilities and the rights and 

benefits associated with disability certification  

b. schedules healthcare with flexible agendas according to the needs 

of each person and the prevalence of disability in the territory  

c. requests informed consent and support for decision-making, 

especially for persons with psychosocial and intellectual 

disabilities 

d. ensures accessibility of processes, information, and 

communication (e.g. sign language, plain language, alternative 

communication, or visual aids) 

LOW EFFORT GAINS 

2) Human 

resources 

Promote cross-sectoral coordination with academia for disability training 

of undergraduate medical and nursing students, and advocate for the 

inclusion of disability questions in national exams (EUNACOM and 

ENENF). 

3) Human 

resources 

Increase the recruitment of people with disabilities in health facilities in 

collaboration with OPDs, to promote inclusion in the workplace, raise 

awareness among health facility staff and patients, and reduce 

discrimination and stigma towards people with disabilities.   

4) Health 

facilities 

Encourage the improvement of accessibility and universal design of 

health facilities (not only infrastructure standards) and the 

implementation of reasonable accommodations.  

MAJOR 

CHANGES 

 

5) Data and 

Evidence 

Collect data on disability and health from health records, including 

issues of autonomy and awareness and satisfaction, and link the National 

Disability Register with health data. Use findings from the data collected 

to drive program and policy changes. 

6) Autonomy 

and Awareness 

Ensure that health information issued from all digital information 

systems and websites of the MoH (subsecretariats, departments, etc.) and 

its agencies (SEREMIAS, health services, etc.) is available in accessible 

formats (e.g. easy-to-read, sign language, Braille, etc.) and/or indicate a 

link to request alternative formats. In addition, create a section on 

inclusive on the website of the Department of Rehabilitation and 

Disability of the MoH. 

7) 

Rehabilitation 

and AT 

Review and expand coverage of both physical and mental rehabilitation 

services for all persons with disabilities in primary health care. 

GRADUAL IMPROVEMENT 

8) Governance Include disability-inclusive health goals and actions in the forthcoming 

National Health Strategy 2030-2040, incorporating disability and health 

data as well as monitoring and evaluation indicators. 

9) Governance Prioritize people with disabilities in National Disease Plans (e.g. HIV, 

TB, etc.).   
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10) 

Rehabilitation 

and AT 

Conduct a national evaluation, including cost-effectiveness and impact 

indicators, of AT and rehabilitation every 10 years, ensuring that it is 

nationally representative and that findings are published. 

11) Health 

Facilities 

Conduct a health facility information and communication accessibility 

audit. 

Note: This list excludes the three prioritized recommendations which belonged to “quick 

wins”. Abbreviations: Assistive Technology (AT), Ministry of Health (MoH), National 

Nursing Examination (ENEF), Organizations of People with Disabilities (OPDs), Regional 

Health Ministry Secretariats (SEREMIAS), Single National Medical Knowledge Test 

(EUNACOM) 
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Figure 1. Missing Billion Inclusive Health Systems framework (Source: Missing Billion 

Initiative and Clinton Health Access Initiative (2022) Reimagining health systems that 

expect, accept, and connect 1 billion people with disabilities. Available at: 

https://www.themissingbillion.org/the-reports) 

https://www.themissingbillion.org/the-reports
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Figure 2. Average scores of the Chilean health system by system-level and service delivery 

components
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Figure 3. Prioritization matrix based on impact and feasibility criteria (Source: Missing 

Billion Initiative (2023) Missing Billion Toolkit - System Level Assessment. Available at: 

https://www.themissingbillion.org/system-assessment) 

  

https://www.themissingbillion.org/system-assessment


   

 

   

 

141 

 

 

 

 

 

 

 

 

Chapter 7  

Discussion and conclusion 

 

  



   

 

   

 

142 

7.1 | Summary of findings 

This thesis aimed to assess the inclusion of people with disabilities in the health system of 

Chile and to provide evidence-based recommendations for improvement. Namely, this thesis 

sought to answer the following four research objectives presented below using mixed 

methods.  

7.1.1 Research objective 1 

To systematically review the quantitative literature on access to general healthcare 

among people with disabilities, compared to those without disabilities, in Latin 

America and the Caribbean. 

The systematic review (Chapter 3) revealed the dearth of studies in Latin America and the 

Caribbean region on access to general healthcare by people with disabilities. Only 30 studies 

of quantitative research – published between 2000 and 2023 – compared access to healthcare 

between people with and without disabilities, with most evidence originating from Brazil. In 

line with previous research,35 the review showed that people with disabilities use health 

services more often than the general population. Only limited evidence was available for 

other key UHC dimensions, namely health service coverage, quality of care, and affordability 

of health services. These results are consistent with UHC global monitoring reports 

underscoring the lack of information disaggregated by vulnerable groups, including people 

with disabilities.34,92 Nevertheless, the review suggested that people with disabilities might 

experience health inequities, particularly lower coverage of cancer screening and lower 

quality and affordability of health services. The large heterogeneity in the measurement of 

disability and healthcare access meant that it was not possible to conduct a meta-analysis. 

Thus, the review showed the need to further harmonize data collection in the region, and 

collect, analyse, and report more evidence on health inequities experienced by people with 

disabilities.  

7.1.2 Research objective 2 

To compare healthcare utilization, coverage, and barriers to accessing health services 

among people with and without disabilities in Chile. 
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The secondary cross-sectional study aimed to investigate healthcare access among people 

with and without disabilities in Chile (Chapter 4) and to help fill the knowledge gap 

identified in Chapter 3 by the systematic review. The analysis of 2022 National 

Socioeconomic Survey data of Chile from 192,666 participants showed that people with 

disabilities experience health inequities in the country. First, it confirmed that people with 

disabilities use health services more often, consistently across any type of service, whether 

this is inpatient or outpatient general, emergency, or specialist care. It additionally 

demonstrated that they have increased health needs compared to people without disabilities. 

For instance, people with disabilities had increased odds of being under treatment for a health 

condition (diabetes, cancer, etc.) and children with disabilities presented with worse 

nutritional state. Second, the study showed that adults with disabilities had worse health 

coverage of preventive screening and that women with disabilities had lower coverage of 

cervical cancer screening, the latter being previously observed in Chile78,79 and worldwide93. 

Finally, people with disabilities more often had unmet health needs and among those who 

were able to access healthcare, numerous barriers were frequently presented. People with 

disabilities reported increased difficulties with reaching a health facility, getting an 

appointment, receiving and paying for care, and obtaining medications.  

7.1.3 Research objective 3 

To assess the inclusion of people with disabilities in Chilean general healthcare policy 

documents and to explore the perceptions of key national stakeholders regarding the 

policy context, policy processes, and actors involved.  

The health policy analysis (Chapter 5) examined the inclusion of people with disabilities in 

12 national governmental policies, strategy, and plans on general healthcare for the 

population in Chile (i.e., oral health, sexual and reproductive health, etc.), in order to help 

understand how some of the inequities and barriers reported in Chapter 4 could arise from 

system level determinants, such as gaps in governance and leadership. While the content 

analysis showed that disability was frequently mentioned across documents, at least half of 

them had low or no policy commitments related to disability. Reference to disability in 

Chilean policy documents was higher than in other settings,94,95 although the low policy 

commitment is consistent with previous research.96 The analysis also illustrated a strong 

focus on prevention of health conditions that could lead to disabilities, whereas privacy of 

health information was rarely emphasized. Next, the analysis of 15 key informant interviews 
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with participants of various sectors – government, parliament, healthcare provision, 

international sector, and civil society – elucidated how the policy context, process, and actors 

were involved. Participants described a fragmented health policy and disability movement 

and a dominant medical model of disability. Interviews revealed that disability was not a 

priority in the Chilean health policy agenda, underlying an unsuccessful mainstreaming of 

disability by government bodies, and limited participation of civil society in policy processes. 

Informants also reported a lack of effective implementation of the few existing policies with 

disability inclusion. A gap in policy implementation was related to a lack of financing, 

leadership, and skilled health workforce, compounded by low monitoring of disability 

inclusion. The latter confirms previous chapters 3 and 4, were data paucity on disability and 

healthcare access drawn from Chile was found.  

7.1.4 Research objective 4 

To undertake a national assessment of the inclusion of people with disabilities in the 

health system of Chile and define recommendations for improvement based on the 

evidence. 

The health system assessment (Chapter 6), conducted together with the Ministry of Health of 

Chile and civil society organizations, including OPDs, investigated the inclusion of people 

with disabilities across system-level and service delivery components of the health system in 

Chile. The study found an overall low progress towards disability inclusion in the health 

system, despite its advances in some areas, which could explain the worse health outputs and 

outcomes evidenced in Chapter 4. At the system level, governance, health financing, and data 

and evidence showed an intermediate progress. The country has some policies and laws in 

place (Chapter 5), some budget for disability inclusion, rehabilitation and assistive 

technology, and data provided mainly through National Disability Surveys. In contrast, 

leadership on disability scored as low progress due to lack of formal representation of people 

with disabilities at high level structures in the health sector, which was similarly found in 

Chapter 5. At the service delivery level, health facilities and rehabilitation services and 

assistive technology represented the highest progress with enhanced accessibility standards of 

infrastructure, interministerial coordination for assistive technology, and sufficient 

availability of rehabilitation professionals. Significant gaps, however, were found in aspects 

related to the demand for care, such as lack of data on autonomy and awareness, accessibility 

of health information, and affordability of health services and transportation. Similarly, the 
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assessment showed lack of disability training among health workers, poor representation of 

disability in the health workforce, and no data on user satisfaction or quality of health 

interventions disaggregated by disability. Ultimately, the study identified three priority 

actions for the health system in Chile: a new policy on disability-inclusive health, 

strengthened leadership of people with disabilities, and mandatory disability training of 

healthcare workers.   

7.2 | Implications of research findings  

This doctoral thesis evidenced that people with disabilities face health inequities in Chile, 

which are linked to system level gaps. The findings contribute to the body of knowledge of 

disability-inclusive healthcare in health policy and systems research and universal health 

coverage. Its novelty lies in its pioneering analysis of disability inclusion in mainstream 

health policies of Chile and in the Chilean health system, with the participation of the 

Ministry of Health and organizations of people with disabilities. Its main impact is on 

disability and health governance, as policy makers decided to uptake the first recommended 

priority action of the health system assessment and are formulating the first National Policy 

on Inclusive Health for People with Disabilities in Chile. Additionally, this thesis contributes 

to filling the evidence gap on disability and UHC in Chile and the Latin America and the 

Caribbean region. Finally, it also contributes to methodological advances in research, for 

instance, by implementing the first comprehensive Missing Billion Inclusive Health Systems 

framework in partnership with key stakeholders.    

 

The detailed implications of the research findings of this doctoral thesis are presented below 

and are structured by implications for (1) Universal Health Coverage, (2) health system 

strengthening, and (3) research.  

7.2.1 Universal Health Coverage for people with disabilities in Chile  

The research findings of this thesis have implications for the achievement of Universal 

Health Coverage in Chile, including people with disabilities. Below are presented the 

implications for the three dimensions of UHC, namely population coverage, service coverage, 

and financial protection. 

Population coverage 
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In Chile, a high proportion of people with disabilities are enrolled in health insurance 

schemes (Chapter 4), particularly in the public health insurance (between 88 to 90%).77 Due 

to the country’s commitment to UHC, everyone can be covered, regardless of people’s age, 

gender, nationality, socioeconomic, or health status (Chapter 6). Those publicly insured 

receive free healthcare in the public network. A small number of people with disabilities 

(2%) are not insured and pay out-of-pocket for health services (Chapter 4). Thus, there is an 

overall minor population coverage gap by disability to be addressed in Chile. Therefore, the 

population without coverage should be characterized and reasons for lack of health insurance 

explored, to extend population coverage to those non-covered. 

Service coverage 

In Latin America and the Caribbean, including Chile, people with disabilities use health 

services more often than people without disabilities, a finding consistently evidenced in 

Chapters 3 and 4. Thus, people with disabilities in need of care might often seek and demand 

healthcare. Utilization of health services, however, is only a proxy of service coverage and 

does not represent the proportion of the population in need of care that truly receive it.97 

Fortunately, Chile’s household surveys intend to capture service coverage and some of the 

unmet health needs as well as the reasons for forgoing care for selected services.58  

 

Research findings (Chapter 3 and 4) indicated that important service coverage gaps exist, 

which were evidenced in preventive care and sexual and reproductive health services. The 

secondary data analysis in Chapter 4 found that in targeted health services where people 

might have a realized or unrealized need for care – such as preventive health check-ups and 

cancer screening – most programs were below national coverage targets and people with 

disabilities had particularly lower coverage of services. Pap tests and health check-ups (for 

adults and older adults) were below national coverage targets for the eligible populations. 

However, mammograms surpassed coverage targets. In this context, compared to those 

without disabilities, adults with disabilities had lower odds of having a health check-up to 

screen for key risk factors including alcoholism, smoking, obesity, hypertension, diabetes, as 

well as syphilis and tuberculosis. Similarly, women with disabilities were less likely to 

undergo cervical cancer screening with Pap tests. Moreover, people with disabilities were 

generally more likely to experience unmet need for care (i.e. they sought care but could not 

get an appointment), than those without disabilities.  
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These gaps pose negative implications for people with disabilities who are already more 

likely to have risk factors for disease and may have untimely detection of a highly 

burdensome disease such as cancer.1 This information is particularly relevant as current UHC 

global estimates do not report cancer screening coverage. Most countries do not have the 

information available, and indicators disaggregated by people with disabilities.34,92 Chile, in 

turn, has preventive programs in place with financial coverage 70 and the data available to 

contribute to the monitoring of UHC 58, but coverage is not equitably reaching those with 

disabilities. Furthermore, effective service coverage – sufficient quality and quantity of health 

interventions – is not being captured in the Chilean socioeconomic household survey.58 

Ultimately, Chile’s UHC implementation strategy requires a revision of health equity to first 

reach sub-populations, such as people with disabilities, that are currently some of the furthest 

behind. In addition, data collection urgently needs to incorporate measures of effectiveness of 

interventions as well as the reasons for forgoing health check-ups. Finally, further service 

coverage of some interventions should be evaluated, including family planning and 

immunization, and rehabilitation and assistive technology, which could be especially relevant 

to some people with disabilities.  

Financial protection 

Generally, global evidence indicates that people with disabilities face problems with 

affordability of care, which is related to poverty (i.e., lower capacity to pay), higher 

healthcare costs due to the frequent use of general and disability-related health services and 

assistive technology, uncovered services by benefit packages, and indirect costs (e.g., lack of 

employment).1,26,98,99 In this context, the systematic review (Chapter 3) suggested some 

evidence that affordability of health services may be lower among people with disabilities, as 

they more often reported difficulties to pay for health treatments due to cost and catastrophic 

health expenditures. These findings were similarly observed in Chapter 4, where some people 

with disabilities in Chile could not access the services they needed because of financial 

barriers, while others reported problems to pay for care and obtain medication, due to cost, 

when using services. Additionally, compared to those without disabilities, people with 

disabilities enrolled in the public health insurance had higher odds of using a mix of both 

public and private health providers and other sources of care (e.g., at home by a doctor in 

their family or acquaintance, school health services, or medical/dental school teaching clinics 
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offering services supervised by faculty members at no or reduced cost), than only providers 

of the public network. The higher use of mixed and alternative sources of care by people with 

disabilities requires further exploration, as it could signify out-of-pocket payments for private 

health providers, reflect the higher need of care, and/or underlie a response to the overall 

barriers accessing healthcare. Furthermore, it is necessary to examine whether the use of 

private health providers and potential out-of-pocket payments bear catastrophic or 

impoverishing health spending among people with disabilities. As Chile moves to enhanced 

financial protection with zero co-payments and universal primary healthcare,75,100 it is crucial 

to foster a special focus on people with disabilities who still face financial barriers in 

accessing health services. 

7.2.2 Implications for health system strengthening in Chile 

The research findings of this thesis have implications for strengthening the health system of 

Chile. These implications are presented below and are structured in line with the Missing 

Billion Framework, including system level components and the demand and supply side of 

health service delivery. 

System level components  

Observable health inequities and barriers in accessing healthcare presented underlie 

considerable gaps at system level. Disability inclusion has shown not to be a priority in 

Chile’s health policy agenda, particularly within general healthcare, and initiatives in this 

matter are developing in silos (Chapter 5 and 6). Instead, efforts and advances have been 

focussed on rehabilitation, assistive technology, and caregiving support (Chapter 6). Policies 

with disability inclusion or aiming at disability-inclusive care are of poor quality, as they lack 

concrete goals, strategies, and resources towards disability (Chapter 5). Additional gaps were 

found in health financing. For instance, disability inclusion is largely underfunded in the 

Ministry of Health (Chapter 6). Moreover, primary healthcare teams are subject to pay for 

performance indicators as the main incentive mechanism to reach specific goals set by the 

central government (Chapter 5). However, there are no incentives targeting patients with 

disabilities (Chapter 6), such as disability-related pay for performance indicators, which was 

perceived as a barrier for the implementation of policies in Chile (Chapter 5). All these issues 

have resulted in a policy implementation gap that compromises access to healthcare and 

explains health inequities, particularly regarding sexual and reproductive health (Chapter 4).  
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Poor leadership has also hampered disability inclusion. Ineffective mainstreaming of 

disability and lack of leadership and coordinated action was not only observed in the Ministry 

of Health and Ministry of Social Affairs and Family, but similarly at regional level (Chapter 5 

and 6). The latter is coupled with poor participation of people with disabilities in policy 

processes (Chapter 5). Hence, clear guidance is required to improve participation 

mechanisms and inclusive working dynamics (Chapter 6). Finally, although Chile has 

national household surveys that allow disaggregation by disability, 58,76 other advanced forms 

of measuring disability and health data – such as through integrated health information 

systems – are still missing (Chapter 6). Likewise, there is still little monitoring of disability 

inclusion of policies with set targets for disability (Chapter 5 and 6). Collectively, an array of 

systemic challenges needs to be addressed. However, to gradually advance at system level 

and considering that some areas require major changes, the health system assessment 

recommended the prioritization of governance and leadership to foster disability-inclusive 

health in Chile. These two priority areas were considered feasible for implementation in the 

short term and to potentially have a high impact.  

Demand side  

Health inequity in coverage of services is compounded by barriers in accessing healthcare. 

People with disabilities generally face more difficulties while accessing health services, 

which may impact their health seeking behaviour in the future. In comparison to those 

without disabilities, they more frequently face long waiting times to get an appointment or 

problems at the health facility such as delays or lack of staff (Chapter 4). Furthermore, 

women with disabilities eligible by age and health insurance for cervical and breast cancer 

screening, often consider it unnecessary, compared to women without disabilities (Chapter 4). 

The latter relates to the findings of Chapter 6, where Chile scored worse than other countries 

in autonomy and awareness of people with disabilities, in part due to lack of accessible health 

information. In addition, accessibility standards only exist for infrastructure of health 

facilities, while none are available for accessibility of information (Chapter 6). Hence, lack of 

accessible information of preventive care could impact the ability of people with disabilities 

to perceive health needs and seek healthcare. Deeper understanding of autonomy and 

awareness among this population is therefore key and requires its monitoring in national 

household surveys. 
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Furthermore, disability has not been effectively mainstreamed across sectors despite being a 

cross-cutting issue that goes beyond the health sector (Chapter 5). In terms of transportation, 

people with disabilities reported more difficulties to reach health facilities because of the 

distance or transportation issues (Chapter 4) and there is no national disability transport 

subsidy available in Chile (Chapter 6). Regarding social protection, the disability subsidy and 

the disability pension are subject to policy targeting and are therefore not universally 

available to all people with disabilities (Chapter 6). Beneficiaries are targeted based on age, 

severity of the impairment, income level, and disability certification status. Hence, non-

eligible people with disabilities may still face financial barriers and likely precarious, fragile 

circumstances. In addition, the process of disability assessment has been characterized as 

inaccessible and disability determination as a potentially discriminatory tool for people with 

psychosocial disabilities, resulting in low certification of disability (8-10%).77,85 Thus, some 

people with disabilities eligible for social benefits may not be accessing them. Therefore, 

renewed and strengthen collaboration is crucial across sectors (e.g., health, social affairs, and 

transportation) to develop tailored strategies that account for the extra disability-related costs 

and reach most people with disabilities.1,101  

Supply side  

In line with results of Chapter 4 and as described above under service coverage, important 

data gaps exist regarding the quality of health services delivered. The health system 

assessment (Chapter 6) confirmed the lack of data on satisfaction levels with healthcare. 

Hence, the perception of people with disabilities about how they are treated by health 

workers is not being fully captured. Quality of care requires a refined assessment, as it could 

be one of the key drivers why people seek healthcare in the private healthcare sector and is 

also determinant in the achievement of desired health outcomes.  

 

Furthermore, the health policy analysis underlined an existing policy implementation gap, 

partly due to lack of resources for accessibility of infrastructure. Chile has accessibility 

mandates for health facilities, but these have not been evaluated through nationally 

representative accessibility audits (Chapter 6). Assessing health facilities’ infrastructure, 

medical equipment, and information and communication could help identify and address 

critical gaps in accessibility and counteract existing policy implementation gaps. 
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Finally, health workers such as medical doctors and nurses are not usually trained on 

disability (Chapter 6). A lack of disability training of health teams was similarly observed in 

the health policy analysis and was underscored as a barrier for policy implementation. These 

findings mean that health workers may usually lack the skills to provide appropriate quality 

services that meet the health needs of people with disabilities, risking effective service 

coverage. Therefore, it is necessary that health systems intentionally plan and prepare to 

provide quality care, both during and before people’s first contact with health services. 

Ultimately, mandatory disability training of health workers, including professional, technical, 

and administrative staff, was deemed a key priority action for disability-inclusive healthcare 

in Chile (Chapter 6). 

7.2.3 Implications for research 

The findings of this thesis have implications for research, particularly regarding the framing 

of disability, the frameworks for assessing access to healthcare among people with 

disabilities, and the measurement of healthcare access. 

Framing disability  

Although the framing of disability is transitioning, a medical model of disability may still 

predominate in many settings, as opposed to the ICF or human rights models promoted in the 

introduction. The systematic review (Chapter 3) showed a high heterogeneity in the 

measurement of disability, but most data was collected under a medical model across 

countries in Latin America and the Caribbean. The predominance of this model was similarly 

observed in Chile, but in terms of governance and political participation. The health policy 

analysis (Chapter 5) found that policies were formulated by specific health conditions, rather 

than broadly targeting certain impairment types or all people with disabilities. A similar 

fragmentation was observed in the disability movement. People with disabilities were usually 

grouped under medical diagnoses, with a lack of umbrella Organizations of People with 

Disabilities cohesively representing and voicing collective needs. In Chile, there is a gradual 

transition to the current accepted disability frameworks. Transition between models, which 

started over a decade ago, was reflected in the Chilean health policies (Chapter 5) that had 

differing terminologies and poor harmonization of disability models. It is then necessary to 

continue strengthening the uptake of current internationally accepted disability frameworks 
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that consider both the individual and social dimensions of disability. The harmonization is 

required for both health policy and data collection (e.g. the more widespread use of the 

Washington Group questions to measure disability), together with the mainstreaming of 

disability in society. This harmonization will facilitate comparison between countries, within 

Chile across time, and the increasing recognition of disability in public policy. 

Frameworks for assessing access to healthcare among people with disabilities 

The Levesque framework on access to healthcare allows a nuanced inspection of the different 

elements involved in the healthcare journey at the individual level and from the side of 

service delivery.38 However, this thesis did not use qualitative approaches, or new 

quantitative data collection, to address in depth, personal, and individual experiences among 

people with disabilities and their ability to perceive, seek, reach, pay, and engage with 

healthcare. It also did not evaluate specific health facilities and their levels of accessibility in 

terms of approachability, acceptability, availability and accommodation, affordability, and 

appropriateness of care. Instead, this framework was helpful to interpret some of the findings 

of the present body of evidence. Namely, in Chapter 4 the barriers in accessing healthcare – 

as structured by the National Socioeconomic Survey of Chile – were analysed in line with the 

ability to seek, reach, and pay for care described by Levesque. Nevertheless, the Levesque 

framework could be useful to examine different individual healthcare seeking journeys across 

Chile through qualitative methods of research in the future. It also would allow broad 

consideration of access along the healthcare seeking journey, rather than just at the point of 

healthcare service delivery. Despite missing a system level perspective, it does consider 

relevant barriers that can appear before being in contact with health providers, some of which 

are beyond the health sector alone. For instance, the ability to reach health services, which 

also depends on the availability of accessible transport. Its strength also lies in the inclusion 

of the approachability of services (i.e., outreach, information, screening, etc.), as this could 

facilitate the assessment of health promotion and public heath interventions that require 

further research. 

 

In this context, the Missing Billion framework enabled an overview of disability inclusion at 

the system level, integrating the complex interplay between systems and services. It 

facilitated the collection and analysis of data in a structured approach and can allow 

international comparison and tracking of health system improvements over time. The 
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framework also addresses crucial aspects that can go beyond the health sector, such as 

transport subsidy and disability allowance. Consequently, it provides an opportunity for 

coordination and collaboration across ministries for issues that affect healthcare access and to 

strengthen mainstreaming of disability in Government. However, some criteria might need 

revision, as their simple fulfilment could overlook the complexity of health systems, and the 

further improvement required in certain areas. For example, health financing does not assess 

budget sufficiency, and the Chilean Ministry of Health scored the highest in disability 

inclusion budget despite being severely underfunded. Moreover, although nuance can be 

missed and some of the richness of each context, the Missing Billion framework facilitates 

setting a benchmark in specific settings and comparison across countries. Thus, its uptake in 

neighbouring countries in Latin America and the Caribbean could foster the identification of 

regionally relevant policy solutions, learning, and collaboration.  

Measurement of healthcare access 

The systematic review (Chapter 3) revealed a high level of heterogeneity in the measurement 

of healthcare access in Latin America and the Caribbean (i.e. different definitions of access, 

types of services, period, and data collection methods), thus hampering the comparison across 

studies. In this context, the Universal Health Coverage framework was useful to frame access 

to healthcare, and it was also used in the secondary data analysis (Chapter 4). The UHC 

framework can facilitate consistent assessments and provides some broadly accepted 

definitions on service coverage, and financial protection. Key tracer indicators are provided, 

which can be measured through household surveys, administrative system, or facility data 

depending on the indicator.34,92,97 Although indicators only represent a selection of essential 

health services, a richer depth of services can be explored in each setting. Moreover, both 

unmet needs and forgone care are essential elements to measure in UHC. However, the 

secondary data analysis (Chapter 4) did not allow assessment of who had not received health 

check-ups – among those with realised need – nor the reasons for not receiving them, as these 

aspects were not included in the survey. Instead, they were only evaluated for the overall use 

of healthcare, without specifying service type, and cancer screening. Nevertheless, there is 

still no agreed methodology for the measurement of unmet needs and forgone care. 

Therefore, it is crucial to follow up the upcoming 2025 revision of the UHC indicators, 

particularly on service coverage, to align the monitoring framework and future studies.34 
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7.3 | Strengths and limitations  

This thesis fills in evidence gaps, updates information, and brings novelty to unexplored areas 

of disability-inclusive health. A relevant strength is the scale and scope of analyses, including 

a comprehensive overview on access to healthcare in Latin America and the Caribbean, 

national assessments of health policy and systems in Chile, and the use of a large dataset of 

192,666 participants. The secondary data analysis will additionally allow future 

comparability of evidence from Chile to other countries given the use of the Washington 

Group Short Set of questions, which is considered one of the gold standard measurements of 

disability worldwide. Comprehensive analyses of the health policy framework and health 

system impacting access to general healthcare among people with disabilities were conducted 

for the first time in Chile, providing novel evidence. These studies included primary data 

collected and processed by native Spanish speakers familiar with the context, triangulation of 

sources, and structured tools that allow future international comparisons. Moreover, the 

participation of diverse and multi-disciplinary teams was another key strength. Teams 

included both direct representation of people with disabilities and family experiences of 

disability. Different sectors were represented, integrating the perspectives of academia, 

government, and civil society. Notably, the health system assessment marked a milestone and 

enhanced learning in the exchange between the Ministry of Health and Organizations of 

Persons with Disabilities, which should be leveraged in the future. The establishment of a 

collaboration with the Ministry of Health required sustained efforts throughout a change of 

government, which resulted in high ownership of this governing body and the subsequent 

uptake of the first recommendation drawn from the study. Namely, the Ministry of Health 

started the formulation of the first National Policy on Inclusive Health for People with 

Disabilities in Chile.102 

 

This thesis also has limitations that should be considered. First, both the systematic review 

and secondary data analysis were hampered by the availability of data, which was limited in 

scope and potential generalisability. For instance, for the systematic review most studies were 

from Brazil and the survey in Chile had a response rate of 69%. Similarly, both studies 

presented mainly self-reported information that can be subject to information bias. In 

addition, surveys rely on self-reporting and data collection methods are often not inclusive.103 

Hence, the experiences of people that require accommodations for communication may be 

underrepresented. Further issues with data pertain to the measurement of disability and the 
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underrepresentation of certain groups of people with disabilities. The review showed a high 

heterogeneity in disability measurement and an underrepresentation of people with 

intellectual or learning disabilities as well as those living in institutional settings. Likewise, 

the Washington Group questions used to determine disabilities in the secondary analysis 

might have missed people with psychosocial disabilities. In addition, the health policy 

analysis might have excluded certain groups not explicitly referred to as people with 

disabilities, such as children with special needs and elderly with dependency. Finally, not all 

disability groups were directly represented in the task team of the health system assessment, 

particularly those with intellectual and hearing impairments. Moreover, this thesis did not 

capture the expressed individual needs of different people with disabilities through in-depth 

qualitative research. Data was also limited by lack of disaggregated analyses and exploration 

of intersecting identities with other minority groups, as demonstrated in the systematic 

review. Similarly, although the secondary data analysis was disaggregated by gender, it was 

underpowered for a robust analysis on differences by impairment type. Ultimately, the 

national health system assessment presented a broad overview which may missed nuance by 

age, gender, sexual orientation, income, residence, impairment type, migration, race, and 

indigenous populations. Furthermore, even though effective service coverage is an essential 

UHC dimension, this was not truly captured in this body of evidence.34,97 The review found 

only extremely limited evidence on quality of healthcare from one study.104 The National 

Socioeconomic Survey dataset used for the secondary data analysis only captured service 

coverage and did not include quality modules within healthcare. Similarly, the health system 

assessment corroborated the lack of satisfaction surveys or quality assessments disaggregated 

by disability existing in Chile. Finally, research plans were affected by the COVID-19 

pandemic and new leadership following the change in government. For instance, travel 

restrictions and public health measures restricting gatherings signified changing some in-

person interviews to online. Similarly, focus-groups across the country could not be 

conducted due to the pandemic as well as due to time and budget constraints.  

 

Lastly, there are both potentially positive and negative impacts related to my positionality, 

particularly for the health policy analysis (Chapter 5) and health system assessment (Chapter 

6). I am a Latina, Chilean woman, trained as an Occupational Therapist and Epidemiologist. 

The fact that I come from the country where I conducted this research could have acted as a 

facilitator, as collaborators and participants could have perceived me to be in a “legitimate” 

position. In addition, being an “insider”, also implied that I was familiar with the context, the 
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culture, and the language of the country. However, I have been living away from Chile in the 

last years. Therefore, I may have been less connected to the recent social, economic, and 

political changes. Moreover, I reflect both the perspectives of a researcher and a health 

worker with previous experience working with people with disabilities, which facilitated my 

understanding of healthcare service provision in Chile. Furthermore, I have a personal 

connection to the topic, with a lived family experience of disability, but I am not disabled 

myself. Instead, I am in a position of a “disability ally” and caregiver. Consequently, I have a 

personal interest in the improvement of disability-inclusive healthcare in Chile. In addition, I 

was in an outsider position working with the Ministry of Health. Hence, government officials 

may have been biased towards giving positive views of their work and may have safeguarded 

sensitive information. Moreover, many of the interviews conducted could be characterized as 

“elite” interviews, since participants included high-level government officials and members 

of parliament.105 In this context, I could have faced a position of power imbalance as a 

student, which could have limited an enhanced rapport during some interviews. 

7.4 | Recommendations  

7.4.1 Recommendation on future research 

Future research on healthcare access among people with disabilities should first explore the 

quality of health services along different patient journeys both in Chile and Latin America 

and the Caribbean, including effectiveness, patient safety, and responsiveness/people-

centredness.97 Secondly, existing health inequities need to be monitored, particularly after the 

launch of the upcoming National Policy on Inclusive Health for People with Disabilities in 

Chile. The implementation of the policy should be also examined. Finally, innovative 

solutions on the design and organization of disability-inclusive health service provision at 

health facilities should be pilot-tested and evaluated in participatory research with people 

with disabilities. Successful protocols could be then upscaled to other primary care centres in 

Chile 

7.4.2 Recommendation on health policy and programs 

Some system level elements are crucial to facilitate a successful implementation of the 

upcoming National Policy on Inclusive Health for People with Disabilities in Chile. The 

health sector must ensure secured disability financing, clear leadership and accountability 
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mechanisms, and training of health workers, as underscored in the health policy analysis. 

These key elements align with the second and third recommendations of the health system 

assessment. Namely, to ensure formal representation of disability in leadership structures and 

to establish a mandatory disability training program for all health workers. Ultimately, 

disability inclusion needs to be monitored. The health system assessment using the Missing 

Billion framework could be reapplied in Chile, with the leadership of the Ministry of Health, 

and include refined analyses with health outputs and outcomes as more evidence becomes 

available. 

7.5 | Conclusion  

People with disabilities can live healthy lives and have the right to the highest attainable 

standard of health as anyone else.1 However, many of them experience poorer health, 

wellbeing, and lack participation in society. This thesis aimed to assess the inclusion of 

persons with disabilities in the health system of Chile and to provide evidence-based 

recommendations for improvement. It contributed to the understanding of the level of 

progress towards universal health coverage and disability-inclusive health in Chile as well as 

Latin America and the Caribbean. The body of evidence revealed that people with disabilities 

experience health inequities originating from considerable system level gaps, such as in 

governance and leadership. Thus, people with disabilities are facing unfair differences 

compared to the general population that can be avoided in the future. Therefore, gaps need to 

be closed in health policy and systems as well as at the individual level. Prioritization and 

mainstreaming of disability in society need to be at the forefront while health systems 

continue to recover from the COVID-19 pandemic. Chile is starting to build a disability- 

inclusive system. This journey needs to be accompanied by evidence-informed policymaking 

and meaningful participation of people with disabilities. Only then, negative health outputs 

and outcomes among people with disabilities will be improved and universal health care that 

leaves no one behind realised.  
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| Appendix A. Supplementary material paper one 

 

A.1 | Translated summary 

 

Editor note: This translation in Spanish was submitted by the authors and we reproduce it as 

supplied. It has not been peer reviewed. Our editorial processes have only been applied to 

the original abstract in English, which should serve as reference for this manuscript. 

RESUMEN 

Introducción: En el mundo, hay 1.300 millones de personas con discapacidad, incluidos 85 

millones en América Latina y el Caribe (ALC). Las personas con discapacidad a menudo 

enfrentan barreras para acceder a atención de salud y mueren, en promedio, entre 10 y 20 

años antes que las personas sin discapacidad. Este estudio tuvo como objetivo revisar 

sistemáticamente la literatura cuantitativa sobre el acceso a la atención general de salud de 

personas con discapacidad, en comparación con aquellas sin discapacidad, en ALC. 

Métodos: Se realizó una revisión sistemática y síntesis narrativa siguiendo las orientaciones 

de PRISMA. Se realizaron búsquedas en EMBASE, MEDLINE, LILACS, MedCarib, 

PsycINFO, SciELO, CINAHL y Web of Science utilizando una estrategia de búsqueda 

exhaustiva en inglés, español y portugués. Los artículos elegibles debían ser revisados por 

pares, publicados entre enero de 2000 y abril de 2023, y comparar el acceso general a la 

atención de salud (utilización, cobertura, calidad, asequibilidad) entre personas con y sin 

discapacidad en ALC. Dos revisores seleccionaron los estudios de forma independiente, 

extrajeron los datos y evaluaron el riesgo de sesgo. Esta revisión fue prerregistrada en 

PROSPERO [CRD42021235797]. 

Resultados: La búsqueda arrojó 16 538 artículos y se incluyeron 30 estudios, la mayoría con 

riesgo de sesgo medio o alto (n=23; 76%). La mayoría de los estudios tuvieron un diseño 

transversal (n=24; 80%), fueron realizados en Brasil (n=19; 63%) y con adultos (n=14; 47%). 

El tipo de discapacidad fue con mayor frecuencia discapacidad auto informada (n=8; 26%) o 

limitaciones de funcionamiento (n=8; 26%). En general, los estudios incluidos indicaron que 

las personas con discapacidad utilizan los servicios de atención de salud más que aquellas sin 

discapacidad. Hubo cierta evidencia de que las mujeres con discapacidad tenían menos 

probabilidades de realizarse pruebas de detección del cáncer. Evidencia limitada mostró que 

la asequibilidad y la calidad de los servicios de salud eran menores entre las personas con 

discapacidad. No se disponía de datos desglosados por género o etnia. 

Interpretación: Las personas con discapacidad parecen experimentar inequidades en salud 

en ALC, aunque existen grandes brechas en la evidencia actual (por ejemplo, cobertura, 

calidad, asequibilidad). Se necesita urgentemente armonizar la recopilación de datos sobre 

discapacidad y acceso a la salud para abordar este problema. 

Financiamiento: Este estudio fue apoyado por la Agencia Nacional de Investigación y 

Desarrollo (ANID); Beca de Doctorado en el Extranjero Becas Chile (Beca 72210471). 

Hannah Kuper cuenta con el apoyo de una cátedra de investigación global del NIHR 

(301621); Lena Morgon Banks con la subvención PENDA de FCDO y el Arts and 
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Humanities Council (subvención 102866EH); y Sara Rotenberg con una beca Rhodes 

(Rhodes Trust). 
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A.2 | PRISMA Checklist 

 

Section and 

Topic  

Item 

# 
Checklist item  

Location 

where 

item is 

reported  

TITLE   

Title  1 Identify the report as a systematic review. 1 

ABSTRACT   

Abstract  2 See the PRISMA 2020 for Abstracts checklist. 2 

INTRODUCTION   

Rationale  3 Describe the rationale for the review in the context of existing knowledge. 3 

Objectives  4 Provide an explicit statement of the objective(s) or question(s) the review 

addresses. 

4 

METHODS   

Eligibility 

criteria  

5 Specify the inclusion and exclusion criteria for the review and how 

studies were grouped for the syntheses. 

4 

Information 

sources  

6 Specify all databases, registers, websites, organisations, reference lists and 

other sources searched or consulted to identify studies. Specify the date 

when each source was last searched or consulted. 

5 

Search 

strategy 

7 Present the full search strategies for all databases, registers and websites, 

including any filters and limits used. 

5 

Selection 

process 

8 Specify the methods used to decide whether a study met the inclusion 

criteria of the review, including how many reviewers screened each record 

and each report retrieved, whether they worked independently, and if 

applicable, details of automation tools used in the process. 

5 

Data 

collection 

process  

9 Specify the methods used to collect data from reports, including how 

many reviewers collected data from each report, whether they worked 

independently, any processes for obtaining or confirming data from study 

investigators, and if applicable, details of automation tools used in the 

process. 

5 

Data items  10a List and define all outcomes for which data were sought. Specify whether 

all results that were compatible with each outcome domain in each study 

were sought (e.g. for all measures, time points, analyses), and if not, the 

methods used to decide which results to collect. 

5 

10b List and define all other variables for which data were sought (e.g. 

participant and intervention characteristics, funding sources). Describe 

any assumptions made about any missing or unclear information. 

5 

Study risk of 

bias 

assessment 

11 Specify the methods used to assess risk of bias in the included studies, 

including details of the tool(s) used, how many reviewers assessed each 

study and whether they worked independently, and if applicable, details of 

automation tools used in the process. 

5,6 
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Section and 

Topic  

Item 

# 
Checklist item  

Location 

where 

item is 

reported  

Effect 

measures  

12 Specify for each outcome the effect measure(s) (e.g. risk ratio, mean 

difference) used in the synthesis or presentation of results. 

5 

Synthesis 

methods 

13a Describe the processes used to decide which studies were eligible for each 

synthesis (e.g. tabulating the study intervention characteristics and 

comparing against the planned groups for each synthesis (item #5)). 

5 

13b Describe any methods required to prepare the data for presentation or 

synthesis, such as handling of missing summary statistics, or data 

conversions. 

n/a 

13c Describe any methods used to tabulate or visually display results of 

individual studies and syntheses. 

5 

13d Describe any methods used to synthesize results and provide a rationale 

for the choice(s). If meta-analysis was performed, describe the model(s), 

method(s) to identify the presence and extent of statistical heterogeneity, 

and software package(s) used. 

5 

13e Describe any methods used to explore possible causes of heterogeneity 

among study results (e.g. subgroup analysis, meta-regression). 

n/a 

13f Describe any sensitivity analyses conducted to assess robustness of the 

synthesized results. 

n/a 

Reporting 

bias 

assessment 

14 Describe any methods used to assess risk of bias due to missing results in 

a synthesis (arising from reporting biases). 

5,6 

Certainty 

assessment 

15 Describe any methods used to assess certainty (or confidence) in the body 

of evidence for an outcome. 

5 

RESULTS   

Study 

selection  

16a Describe the results of the search and selection process, from the number 

of records identified in the search to the number of studies included in the 

review, ideally using a flow diagram. 

6 

16b Cite studies that might appear to meet the inclusion criteria, but which 

were excluded, and explain why they were excluded. 

6 

Study 

characteristics  

17 Cite each included study and present its characteristics. 6 

Risk of bias 

in studies  

18 Present assessments of risk of bias for each included study. 6,7 

Results of 

individual 

studies  

19 For all outcomes, present, for each study: (a) summary statistics for each 

group (where appropriate) and (b) an effect estimate and its precision (e.g. 

confidence/credible interval), ideally using structured tables or plots. 

6,7 

Results of 

syntheses 

20a For each synthesis, briefly summarise the characteristics and risk of bias 

among contributing studies. 

6,7 

20b Present results of all statistical syntheses conducted. If meta-analysis was 6 
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Section and 

Topic  

Item 

# 
Checklist item  

Location 

where 

item is 

reported  

done, present for each the summary estimate and its precision (e.g. 

confidence/credible interval) and measures of statistical heterogeneity. If 

comparing groups, describe the direction of the effect. 

20c Present results of all investigations of possible causes of heterogeneity 

among study results. 

6,7 

20d Present results of all sensitivity analyses conducted to assess the 

robustness of the synthesized results. 

n/a 

Reporting 

biases 

21 Present assessments of risk of bias due to missing results (arising from 

reporting biases) for each synthesis assessed. 

6,7 

Certainty of 

evidence  

22 Present assessments of certainty (or confidence) in the body of evidence 

for each outcome assessed. 

6 

DISCUSSION   

Discussion  23a Provide a general interpretation of the results in the context of other 

evidence. 

8 

23b Discuss any limitations of the evidence included in the review. 9 

23c Discuss any limitations of the review processes used. 9 

23d Discuss implications of the results for practice, policy, and future 

research. 

9 

OTHER INFORMATION  

Registration 

and protocol 

24a Provide registration information for the review, including register name 

and registration number, or state that the review was not registered. 

4 

24b Indicate where the review protocol can be accessed, or state that a 

protocol was not prepared. 

4 

24c Describe and explain any amendments to information provided at 

registration or in the protocol. 

n/a 

Support 25 Describe sources of financial or non-financial support for the review, and 

the role of the funders or sponsors in the review. 

2, 6  

Competing 

interests 

26 Declare any competing interests of review authors. 10 

Availability 

of data, code 

and other 

materials 

27 Report which of the following are publicly available and where they can 

be found: template data collection forms; data extracted from included 

studies; data used for all analyses; analytic code; any other materials used 

in the review. 

4,5 

 

From:  Page MJ, McKenzie JE, Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 

statement: an updated guideline for reporting systematic reviews. BMJ 2021;372:n71. doi: 10.1136/bmj.n71 

For more information, visit: http://www.prisma-statement.org/  

http://www.prisma-statement.org/
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A.3 | EMBASE peer-reviewed search strategy 

 

# Searches Annotations 

1 

((disabilit* or disable* or handicap* or function* limitation* or 

function* diversit* or dependen* or special need* or rare 

diseas* or capacit*) adj6 (person* or people or individ* or 

patient* or subject* or adult* or elderly)).ti,ab. 

 

2 
(Physical* adj5 (impair* or deficienc* or disable* or disabili* 

or handicap* or incapacit*)).ti,ab. 
 

3 

(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* or wheelchair user* or 

wheel chair user*).ti,ab. 

 

4 exp wheelchair user/  

5 
((Hearing or Acoustic or Ear or Ears) adj5 (loss* or impair* or 

deficienc* or disable* or disabili* or handicap*)).ti,ab. 
 

6 
((Visual* or Vision or Eye or eyes) adj5 (loss* or impair* or 

deficienc* or disable* or disabili* or handicap*)).ti,ab. 
 

7 (Deaf* or Blind*).ti,ab.  

8 exp Hearing impairment/  

9 exp vision disorders/  

10 

(Schizophreni* or Psychos#s or Psychotic Disorder* or 

Schizoaffective Disorder* or Schizophreniform Disorder* or 

Dementia* or Alzheimer* or anxiet* disorder* or depression* 

or Bipolar Disorder* or personality disorder*).ti,ab. 

 

11 exp "schizophrenia and disorders with psychotic features"/  

12 exp Dementia/ or exp Alzheimer disease/  

13 

((Intellectual* or Mental* or Psychological* or Developmental 

or cognitive) adj5 (impair* or retard* or deficienc* or disable* 

or disabili* or handicap* or ill* or dysfunction* or deficit* or 

incapacit*)).ti,ab. 

 

14 exp Mentally Disabled Persons/  

15 

((communication or language or speech or learning) adj5 

(disorder* or disabilit* or impair* or deficit* or 

deficienc*)).ti,ab. 

 

16 exp Learning Disorders/  

17 
((child* or juvenile or adolescent* or teenager*) adj3 (disable* 

or handicap* or disabili*)).ti,ab. 
 

18 exp Disabled Children/  

19 

((genetic or hereditary or inherited or congenital) adj3 (disease* 

or ill* or syndrome or defect* or disorder* or condition* or 

malformation or anomal* or abnormalit*)).ti,ab. 
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20 exp genetic disorder/  

21 or/1-20 Disability  

22 
(Caribbean or Latin America or Central America or South 

America).ti,ab. 
 

23 
exp Latin America/ or exp south america/ or exp central 

america/ or exp caribbean/ 
 

24 

(Guadaloupe* or Aruba* or Martinique or Martinican* or 

"Turks and caicos islands" or Turks Islander* or virgin island* 

or Peru* or Argentin* or Brazil* or Chile* or Colombia* or 

Venezuela* or Cayman* or Cayman island* or Puerto Ric* or 

Saint Barthelem* or ST Barthelemy or Guatemal* or Ecuador* 

or Bolivia* or Haiti* or Cuba* or Dominican Republic or 

Dominican* or Hondura* or Paraguay* or Nicaragua* or El 

Salvador or Salvador* or Costa Rica* or Panama* or Uruguay* 

or Jamaica* or "Trinidad and Tobago" or Trinidadian* or 

Tobagonian* or Guyan* or Suriname* or Belize* or Baham* or 

Barbad* or St Lucia* or Saint Lucia* or Grenad* or St Vincent 

or "Saint Vincent and the Grenadines" or Saint Vicentian* or St 

Vicentian* or "Antigua and Barbuda" or Antiguan* or 

Barbudan* or Dominica* or "Saint Kitts and Nevis" or "St Kitts 

and Nevis" or Kittitian* or Nevisian* or Mexic* or 

Curacao).ti,ab. 

 

25 or/22-24 

Latin America 

and the 

Caribbean 

26 

((access* or equal* or inequal* or barrier* or afford* or accept* 

or avail* or prevent* or treat* or diagn* or us*1 or usage or 

utili#ation or right* or disparit* or coverage or universal) adj3 

(health or healthcare)).mp. 

 

27 
health care delivery/ or exp health care access/ or exp universal 

health care/ 
 

28 exp health care utilization/  

29 

((clinical governance or evaluation* or qualit* or standard* or 

patient* need* or patient* satisfaction* or experience* or 

preference* or need* or satisfaction* or people-centredness or 

patient-centred or patient centered or attitude* or skill* or 

knowledge or responsiveness) adj3 (health or healthcare)).ti,ab. 

 

30 exp health care quality/  

31 

((plan* or insurance* or program* or benefit* or expenditure* 

or "out-of-pocket payment*" or "financial risk protection") adj3 

(health or medical)).ti,ab. 

 

32 exp health insurance/  

33 program* acceptabilit*.ti,ab.  

34 exp program acceptability/  

35 or/26-34 

Healthcare 

access - 

Universal 
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Health 

Coverage 

36 
((health or healthcare) adj3 (service* or agency or practice* or 

visiting)).ti,ab. 
 

37 exp health service/ or exp health care/  

38 

((child* or adolescen* or p?ediatric or infant*) adj3 (service or 

health or healthcare or pneumoni* or lung inflamma* or 

pulmon* inflamma* or diarrh?ea or rehydration)).ti,ab. 

 

39 exp child health care/ 

UHC Tracer 

area: Child 

treatment 

40 ((health or healthcare) adj3 program*).ti,ab.  

41 exp health program/  

42 
(palliati* adj3 (care or consultation* or medicine or therap* or 

surger* or treatment*)).ti,ab. 
 

43 exp palliative care/  

44 ((primary or first) adj3 (health or care or healthcare)).ti,ab.  

45 exp primary health care/  

46 (healthy people or health promotion).ti,ab.  

47 exp health promotion/  

48 
((birth interval* or family planning or family building) adj3 

(polic* or clinic* or service* or method*)).ti,ab. 
 

49 exp family planning/ 

UHC Tracer 

area: Family 

planning 

50 
((matern* or obstetric* or ante natal or antenatal) adj3 (health or 

healthcare or control*)).ti,ab. 
 

51 exp maternal health service/  

52 exp maternal care/  

53 

obstetric procedure/ or exp intrapartum care/ or exp perinatal 

care/ or exp postnatal care/ or exp prenatal care/ or exp 

prepregnancy care/ 

UHC Tracer 

area: 

Pregnancy 

and delivery 

care 

54 
((readaptation or rehabilitation or readjustment) adj3 (functional 

or medical or program* or treatment* or therap*)).ti,ab. 
 

55 exp rehabilitation/  

56 
(health screening or health screening program* or population 

screening or mass screening).ti,ab. 
 

57 exp mass screening/  

58 

(hiv treatment* or anti-hiv agent* or anti-retroviral therap* or 

antiretroviral therap* or antiretroviral treatment* or ART or 

"anti human immunodeficiency virus agent").ti,ab. 

 

59 exp anti human immunodeficiency virus agent/ 

UHC Tracer 

area: HIV 

treatment 
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60 
(malaria adj3 (eradication or prevention or prophylaxis or 

control)).ti,ab. 
 

61 exp malaria control/ 

UHC Tracer 

area: Malaria 

prevention 

62 
((impregnated or insecticid* or insecticide treated or 

insecticide-treated) adj3 (net* or bednet*)).ti,ab. 
 

63 exp insecticide treated net/  

64 (fluid therap* or parenteral fluid therap*).ti,ab.  

65 exp fluid therapy/  

66 

(diagnostic* service* or immuni#ation or immuni#ation 

program* or preventive service* or preventive health service* 

or disease prevention or "cardiovascular disease* prevention" or 

disease prophylaxis or preventive medication* or preventive 

treatment* or preventive therap* or nicotine abstin* or nicotine 

cessation or nicotine withdrawal or "abstinence from tobacco" 

or quit smoking or smoking abstin* or "tobacco use cessation" 

or cancer prevention or "human papillomavirus vaccine" or 

"human papilloma virus vaccine" or "papillomavirus vaccine*" 

or "papilloma virus vaccine*" or "hepatitis b vaccine*" or 

"hepatitis b virus vaccine*").ti,ab. 

 

67 
prophylaxis/ or exp cancer prevention/ or exp heart infarction 

prevention/ or exp immunization/ or exp smoking cessation/ 

UHC Tracer 

area: Child 

immunization; 

Prevention of 

cardiovascular 

disease; 

Tobacco 

control 

68 exp Papillomavirus Vaccines/  

69 exp hepatitis B vaccine/  

70 
(sanitation or clean water or sanitary service* or toilet facilit* or 

hand d#sinfection or hand washing).ti,ab. 

UHC Tracer 

area: Water 

and sanitation 

71 exp hand disinfection/  

72 

((cancer or carcinoma or oncological or tumo?r) adj3 (detection 

or recognition or diagnos#s or cure or healing or remedy or 

treatment or therapy or screening)).ti,ab. 

UHC Tracer 

area: Cancer 

detection and 

treatment 

73 exp cancer diagnosis/  

74 exp cancer therapy/  

75 

(tuberculosis treatment* or tuberculosis diagnos* or "anti 

tubercul* drug*" or antitubercul* drug* or antitubercul* agent* 

or tubercul* drug* or tubercul* therap* or tuberculostatic 

agent*).ti,ab. 

 

76 exp tuberculostatic agent/ 
UHC Tracer 

area: 
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Tuberculosis 

treatment 

77 

("anti hypertensi* agent*" or "anti hypertensi* drug*" or 

antihypertensi* agent* or antihypertensi* drug* or 

antihypertensi* or hypotensive agent* or hypotensive 

drug*).ti,ab. 

 

78 exp antihypertensive agent/  

79 

(diabetes management or "diabetes mellitus management" or 

"diabetes mellitus treatment" or "diabetes mellitus control" or 

diabetes treatment or diabetes control or "anti diabet* drug*" or 

antidiabet* drug* or "anti diabet* agent*" or antidiabet* agent* 

or antidiabetic* or hypoglyc?emic agent* or hypoglyc?emic 

drug*).ti,ab. 

 

80 exp antidiabetic agent/ 

UHC Tracer 

area: 

Management 

of diabetes 

81 

((healthcare or service or healthcare access or diagnos* or 

prevention* or vaccine* or immuni#ation*) adj3 ("Human 

SARS coronavirus" or "SARS associated coronavirus" or SARS 

cov or SARS virus or SARS coronavirus or "severe acute 

respiratory syndrome coronavirus" or covid-19 or sars-cov-

2)).ti,ab. 

 

82 exp SARS coronavirus/  

83 
((dent* or tooth) adj3 (program* or health or healthcare or 

service* or treatment*)).ti,ab. 
 

84 exp dental care/  

85 ((bed* or hospital bed*) adj3 (capacity or per capita)).ti,ab.  

86 exp hospital bed capacity/ 

UHC Tracer 

area: Hospital 

access 

87 

((health worker* or healthcare worker* or "health care worker*" 

or health professional* healthcare professional or "health care 

professional" or health personnel or healthcare personnel or 

"health care personnel" or health practitioner or healthcare 

practitioner or "health care practitioner" or physician* or 

psychiatrist* or surgeon* or "skilled health professional*" or 

nurse) adj3 (density or per capita or ratio)).ti,ab. 

 

88 exp nurse patient ratio/ 

UHC Tracer 

area: Health 

worker 

density  

89 (essential adj3 (medicine* or drug* or medication*)).ti,ab.  

90 exp essential drug/ 

UHC Tracer 

area: Access 

to essential 

medicines 
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91 

(IHR or "international health regulation*" or WHO IHR or 

"IHR core capacity index" or "international health regulation* 

core capacity index").ti,ab. 

 

92 exp international health regulation/ 

UHC Tracer 

area: Health 

security 

93 or/36-92 
Healthcare 

services 

94 35 and 93  

95 21 and 25 and 94  

96 limit 95 to yr="2000-Current"  
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| Appendix B. Supplementary material paper two 

B.1 | Supplementary Table S1. National preventive health check-up program  

 
Target age-group  National coverage 

targets  

Diseases screened  

Child health check-up   0-9 years  Newborn: 100%  

3-months: 60%  
4 years: 60%  

- Newborn: phenylketonuria, 

hypothyroidism, hip dysplasia.  

- 3 months old: hip dysplasia  

- 2-5 years old: overweight and obesity, 
amblyopia, strabismus and visual acuity 

defects, bad oral health habits. 

Adult health check-up   15-64 years  25%  - Alcoholism, smoking, overweight and 

obesity, hypertension, diabetes, syphilis, 
and tuberculosis  

Older people health check-up   65 years  50%  - Functional autonomy  

Pap test   Women, 25-64 years   80%  - Cervical cancer  

Mammogram  Women, 50-59 years   25%  - Breast cancer  

Note: These free and voluntary health check-ups are part of a funded national health program and are guaranteed by law to people with 
public or private health insurance (https://bcn.cl/2gx51). 
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B.2 | Supplementary Table S2. Variable description of disability and level of assistance 

Disability  

People who reported having a lot of difficulty or cannot do at all, in any of the six domains. 

Washington Group Short Set of Questions  No, no difficulty  
Yes, some 

difficulty  
Yes, a lot of 

difficulty  
 Cannot do at all  

1. [Seeing] Do you have difficulty seeing, even if wearing glasses?  

2. [Hearing] Do you have difficulty hearing, even if using a hearing aid?  

3. [Mobility] Do you have difficulty walking or climbing steps?  

4. [Cognition] Do you have difficulty remembering or concentrating?  

5. [Self-care] Do you have difficulty (with self-care such as) washing all over or dressing?  

6. [Communicating] Using your usual language, do you have difficulty communicating, (for example understanding or being understood 

by others)?  

Functional dependence 

People aged 15 years who declare having moderate, severe, or extreme difficulty to perform an activity, and report needing help often 

or always to carry it out. 

Because of your health:  None  Mild  Moderate  Severe  Extreme  

1. How much difficulty do you have eating?  

2. How much difficulty do you have with self-care or bathing? (washing parts of the body or the whole body and drying)  

3. How much difficulty do you have moving around inside the house?  

4. How much difficulty do you have toileting?  

5. How much difficulty do you have getting in or out of bed?  

6. How much difficulty do you have dressing?  

7. How much difficulty do you have getting out of your home?  

8. How much difficulty do you have doing household tasks?  

9. How much difficulty do you have making or receiving calls or using other means of communication?  

10. How much difficulty do you have shopping or going to the doctor?  

  Never  Rarely  Sometimes  Often  Always  

Frequency of assistance or help from someone else for any of the 10 items above.   

Level of assistance required (functional dependence) 

For activities related to severe levels of dependence: eating, self-care/bathing, moving around inside the house, toileting, getting in or out 

of bed, and dressing. 

Severe 1. Always needs help to perform 1 activity related to severe levels of dependence/ 

 2. Often needs help to perform 2 activities related to severe levels of dependence 

Moderate 1. Always needs help to perform 2 activities unrelated to severe levels of dependence, or 

 2. Often needs help to perform 3 activities unrelated to severe levels of dependence, or 

 3. Often needs help to perform 1 activity related to severe levels of dependence 

Mild 1. Always needs help to perform 1 activity unrelated to severe levels of dependence, or 
 2. Often needs help to perform 1 or 2 activities unrelated to severe levels of dependency 
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B.3 | Supplementary Table S3. Variables in the study with missing data  

 
Missing data, n (%) 

Disability 60 (0·04%) 

Place of birth  1574 (1·1%) 

Schooling  1142 (0·6%)  

Income quintile  119 (0·1%) 

Health insurance 1587 (0·8%) 

Health problem 2288 (1·2%) 

Under health treatment 2253 (1·2%) 

Child’s nutritional state 68 (0·5%) 

Received medical care 29 (0·08%) 

General practitioner consultation 762 (0·4%) 

Emergency care 601 (0·3%) 

Mental health consultation 571 (0·3%) 

Specialist consultation 718 (0·4%) 

Dental care consultation 684 (0·4%) 

Diagnostics 1078 (0·6%) 

Hospitalization 632 (0·3%) 

Frequency of healthcare 439 (0·5%) 

Where received healthcare 1105 (1·0%) 

Child health check-up 199 (1·6%) 

Adult health check-up 2499 (2·1%) 

Older people health check-up 526 (1·7%) 

Pap test 2911 (5·7%) 

Mammogram 632 (4·9%) 

Barrier: Reaching health center 59 (0·3%) 

Barrier: Getting an appointment  50 (0·2%) 

Barrier: Receiving care 63 (0·3%) 

Barrier: Paying for care due to cost  87 (0·3%) 

Barrier: Obtaining medications  117 (0·5%) 

Note: listed above only variables with missing values. N and 

percentage considering sample weights and sub-

groups/conditions applied for analyses. 
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B.4 | Supplementary Table S4. Health conditions by sex and disability  

 Women  Men 
 

Women with 

disabilities, n (%)  

Women without 

disabilities, n (%)  

Age-adjusted  

OR (95% CI) a 

 Men with 

disabilities, n (%)  

Men without 

disabilities, n (%)  

Age-adjusted  

OR (95% CI) a 

Any “health problem” (i.e., disease/accident, in last 3 months) b  

Yes 4155 (34%) 13,756 (16%) 2·14 (2·02-2·26)  2612 (31%) 10,794 (14%) 2·32 (2·16-2·50)  

Under treatment for selected health conditions (in last 12 months) 

Not treated for any health condition 3378 (28%) 57,753 (68%) Baseline  3264 (39%) 61,271 (77%) Baseline 

Hypertension  3048 (23%) 9312 (9%) 1·96 (1·82-2·12)  1620 (16%) 6610 (7%) 1·78 (1·63-1·96) 

Diabetes  1983 (15%) 5238 (5%) 2·72 (2·49-2·97)  1102 (12%) 3615 (4%) 2·50 (2·24-2·79) 

Acute myocardial infarction  106 (0·7%) 149 (0·2%) 3·18 (2·17-4·67)  169 (1·8%) 377 (0·4%) 3·22 (2·48-4·17) 

COPD 181 (1·4%) 279 (0·3%) 4·54 (3·58-5·76)  140 (1·6%) 302 (0·3%) 4·82 (3·63-6·43) 

Cancer c 218 (1·7%) 727 (0·8%) 2·25 (1·82-2·77)  198 (2·1%) 392 (0·4%) 3·64 (2·87-4·61) 

Asthma 268 (2%) 1640 (2%) 2·40 (2·02-2·85)  149 (1·9%) 1255 (1·5%) 2·38 (1·87-3·03) 

Ischemic stroke  77 (0·6%) 48 (0·04%) 12·44 (7·83-19·78)  109 (1·2%) 48 (0·1%) 19·40 (12·64-29·78) 

Other d 3459 (27%) 12,868 (15%) 3·00 (2·79-3·23)  2078 (25%) 6925 (9%) 4·45 (4·02-4·92) 

Any of above health conditions e 9340 (72%) 30,261 (32%) 2·60 (2·44-2·77)  5565 (61%) 19,524 (23%) 3·08 (2·85-3·32) 

Child’s nutritional state (aged 5-9 years)  

Normal  132 (80%) 4710 (82%) Baseline  194 (67%) 4681 (79%) Baseline 

Malnourished (or at risk of)  4 (3%) 54 (1%) 3·00 (0·89-10·14)  8 (4%) 64 (1%) 3·99 (1·25-12·76) 

Overweight  30 (13%) 937 (15%) 0·89 (0·55-1·46)  62 (25%) 1074 (17%) 1·69 (1·17-2·42) 

Obese  7 (3%) 108 (1%) 2·34 (0·96-5·71)  20 (4%) 172 (3%) 1·85 (1·03-3·32) 

 Note: Sample weights were considered for all analyses. Abbreviation: COPD, Chronic Obstructive Pulmonary Disease. a Results of multivariable logistic regression models for the 

associations between each dependent variables on health conditions and disability, adjusted for age. b Including common disease, work-related disease, work/school related accident or any 

type of accident. c Including: Stomach, Cervical, Breast, Testicular, Prostate, Colorectal cancer and Leukaemia. d Other includes Renal failure, Lupus, Dental emergency, Depression, 

Cataracts, Cholecystectomy, Bipolar Disorder and others specified by the informant. e Any of the health conditions listed above or reported by the participant versus no reported health 

condition under treatment. 
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B.5 | Supplementary Table S5. Healthcare utilization by sex and disability 

  Women Men 

 Women with 

disabilities,  

n (%)  

Women without 

disabilities,  

n (%)  

Age-adjusted  

OR (95% CI) 

Age and 

sociodemographic

-adjusted  

OR (95% CI) a 

Age and health 

insurance-adjusted  

OR (95% CI) 

Men with 

disabilities,  

n (%)  

Men without 

disabilities,  

n (%)  

Age-adjusted  

OR (95% CI) 

Age and 

sociodemographic-

adjusted  

OR (95% CI) a 

Age and health 

insurance-

adjusted  

OR (95% CI)  

Received medical care, if had 

“health problem” b  

3760 (90%) 12,503 (90%) 1·06 (0·90-1·25) 1·09 (0·93-1·29) 1·06 (0·91-1·25) 2376 (91%) 9623 (89%) 1·30 (1·05-1·59) 1·41 (1·14-1·75) 1·33 (1·08-1·63) 

Type of health consultation/service received (in last 3 months)        

General practitioner 5010 (39%) 20,761 (24%) 1·53 (1·44-1·61) 1·54 (1·45-1·63) 1·53 (1·45-1·62) 2983 (34%) 13,495 (17%) 1·85 (1·72-1·99) 1·88 (1·74-2·03) 1·91 (1·77-2·06) 

Emergency care  3071 (24%) 11,725 (12%) 2·08 (1·96-2·22) 1·92 (1·80-2·05) 2·01 (1·89-2·14) 1729 (19%) 8644 (10%) 1·99 (1·84-2·15) 1·85 (1·70-2·01) 1·95 (1·80-2·11) 

Mental health consultation  1521 (13%) 6380 (8%) 2·12 (1·95-2·30) 2·40 (2·20-2·61) 2·25 (2·07-2·45) 731 (10%) 2864 (4%) 3·55 (3·00-4·20) 4·04 (3·37-4·84) 3·79 (3·18-4·53) 

Specialist consultation  3577 (30%) 15,014 (19%) 1·55 (1·46-1·65) 1·88 (1·77-2·01) 1·71 (1·61-1·83) 2441 (30%) 9260 (13%) 2·35 (2·17-2·54) 2·91 (2·66-3·17) 2·64 (2·42-2·87) 

Dental care consultation  1564 (13%) 13,211 (16%) 0·95 (0·88-1·03) 1·12 (1·04-1·21) 1·01 (0·93-1·09) 924 (11%) 9288 (13%) 1·03 (0·93-1·13) 1·21 (1·09-1·34) 1·08 (0·98-1·20) 

Diagnostics c 5785 (45%) 24,024 (28%) 1·50 (1·42-1·58) 1·60 (1·51-1·69) 1·56 (1·48-1·65) 3445 (38%) 15,278 (19%) 1·74 (1·61-1·87) 1·94 (1·79-2·10) 1·84 (1·70-1·98) 

Hospitalization (12 months) 1645 (13%) 5893 (7%) 1·82 (1·67-1·97) 1·86 (1·71-2·03) 1·88 (1·73- 2·05) 1292 (15%) 4057 (5%) 2·43 (2·12-2·78) 2·57 (2·22-2·97) 2·55 (2·22-2·93) 

Number of health consultations (in last 3 months) d          

   1  3540 (26%) 23,162 (34%) Baseline Baseline Baseline 3517 (25%) 23,076 (34%) Baseline Baseline Baseline 

   2  2569 (19%) 14,122 (21%) 1·20 (1·11-1·30) 1·21 (1·12-1·32) 1·22 (1·13-1·33) 2555 (19%) 13,964 (21%) 1·21 (1·12-1·32) 1·23 (1·13-1·33) 1·24 (1·14-1·34) 

   3  2070 (15%) 9822 (15%) 1·35 (1·24-1·47) 1·40 (1·28-1·52) 1·37 (1·26-1·50) 2062 (15%) 9573 (15%) 1·37 (1·26-1·50) 1·43 (1·31-1·56) 1·40 (1·28-1·52) 

   4  1308 (10%) 5753 (9%) 1·43 (1·30-1·56) 1·46 (1·33-1·60) 1·47 (1·34-1·61) 1291 (10%) 5693 (9%) 1·43 (1·31-1·57) 1·46 (1·33-1·61) 1·47 (1·34-1·61) 

   >5  3662 (30%) 13,754 (22%) 1·96 (1·81-2·12) 2·10 (1·94-2·28) 2·03 (1·88-2·20) 3656 (30%) 13,667 (22%) 2·02 (1·87-2·18) 2·17 (2·00-2·36) 2·09 (1·93-2·27) 

Where received healthcare e           

Public health provider  7736 (66%) 34,894 (49%) Baseline Baseline Baseline 4898 (65%) 22,684 (43%) Baseline Baseline Baseline 

Private health provider  1505 (17%) 17,586 (38%) 0·48 (0·44-0·52) 0·76 (0·69-0·83) 0·60 (0·55-0·65) 1064 (20%) 15,371 (45%) 0·40 (0·36-0·44) 0·65 (0·55-0·76) 0·46 (0·40-0·54) 

Mixed (public or private) 1524 (15%) 7330 (12%) 0·97 (0·89-1·05) 1·17 (1·08-1·28) 0·99 (0·91-1·07) 805 (13%) 4059 (9%) 0·91 (0·80-1·04) 1·11 (0·97-1·28) 0·93 (0·82-1·06) 

Other  173 (2%) 698 (1%) 1·20 (0·95-1·51) 1·52 (1·20-1·93) 1·37 (1·08-1·75) 148 (2%) 830 (2%) 0·93 (0·72-1·21) 1·33 (1·01-1·74) 0·99 (0·75-1·30) 

Note: Sample weights were considered for all analyses. Adjusted odds ratios were derived from multivariable logistic regression models for the associations between each dependent variables on healthcare utilization 

and disability. a Adjusted for age, place of birth, residence, schooling, and income. b Including common disease, work-related disease, work/school related accident, or any type of accident in the last three months. c 

Including laboratory, radiology, and imaging. d Among those who received either general practitioner, emergency, mental health, specialist, or dental consultations. e Among those who were hospitalised, underwent a 
medical check-up or diagnostics, or received general medical, emergency, mental health, specialist, or dental consultations. 

 



   

 

 

175 

B.6 | Supplementary Table S6. Type of health provider used among people with public 

health  

insurance by disability  

  Public health insurance   
 

People with 

disabilities,  

n (%)  

People without 

disabilities,  

n (%)  

Age and sex-adjusted  

OR (95% CI)  

Age, sex, and 

sociodemographic-adjusted  

OR (95% CI) a 

Public health provider  12,315 (71%) 55,618 (59%) Baseline Baseline 

Private health provider  1771 (13%) 18,846 (27%) 0·55 (0·51-0·59) 0·76 (0·70-0·82) 

Mixed (public or private) 2234 (15%) 10,574 (13%) 0·98 (0·91-1·05) 1·16 (1·08-1·24) 

Other b 218 (1·4%) 818 (1·1%)  1·53 (1·24-1·88) 1·74 (1·41-2·15) 

Note: Sample weights were considered for all analyses. Adjusted odds ratios were derived from multivariable logistic 
regression models for the associations between type of health provider and disability. a Adjusted for age, sex, place of 

birth, residence, schooling, and income. b Including medical/dental services from teaching clinics, student health services, 

health centres abroad, at home by a family doctor or an acquaintance, or armed forces health centres. 
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B.7 | Supplementary Table S7. Coverage of preventive health screening services by sex and disability  

  People with 

disabilities,  

n (%)  

People without 

disabilities,  

n (%)  

Age-adjusted  

OR (95% CI)   

Age and  

sociodemographic-

adjusted  

OR (95% CI) a 

Age and health 

insurance-adjusted  
OR (95% CI)  

Women      

Child health check-up (5-9 years)  76 (51%) 2558 (48%) 1·10 (0·71-1·71) 1·12 (0·72-1·73) 1·18 (0·74-1·89) 

Adult health check-up (15-64 years)  901 (16%) 10,671 (19%) 0·73 (0·66-0·81) 0·84 (0·76-0·92) 0·78 (0·70-0·85) 

Older people health check-up (65 years)  2056 (35%) 3705 (33%) 0·91 (0·83-1·00) 0·93 (0·85-1·02) 0·92 (0·84-1·01) 

Men      

Child health check-up (5-9 years)  134 (48%) 2590 (48%) 1·04 (0·76-1·42) 1·01 (0·74-1·38) 1·07 (0·79-1·45) 

Adult health check-up (15-64 years)  499 (14%) 7910 (16%) 0·78 (0·69-0·89) 0·93 (0·81-1·07) 0·86 (0·75-0·99) 

Older people health check-up (65 years)  1204 (32%) 2909 (30%) 0·90 (0·81-1·00) 0·94 (0·84-1·05) 0·93 (0·83-1·03) 

Notes: Sample weights were considered for all analyses. These free and voluntary health check-ups are part of a funded national health program and are 

guaranteed by law to people with public or private health insurance. All in the last 12 months. Adjusted odds ratios derived from multivariable logistic 

regression models for the associations between each dependent variables on health check-ups and disability. a Adjusted for age, place of birth, residence, 
schooling, and income.  
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B.8 | Supplementary Table S8. Difficulties presented while accessing healthcare by sex and disability  

  
Women Men 

 Women with 

disabilities,  

n (%)  

Women without 

disabilities,  

n (%)  

Age-adjusted  

OR (95% CI)  

Age and 

sociodemographic-

adjusted  

OR (95% CI) a 

Age and health 

insurance- adjusted  

OR (95% CI) 

Men with 

disabilities,  

n (%)  

Men without 

disabilities,  

n (%)  

Age-adjusted  

OR (95% CI)  

Age and 

sociodemographic-

adjusted  

OR (95% CI) a 

Age and health 

insurance- adjusted  

OR (95% CI) 

Reaching health center b 821 (21%) 1340 (9%) 2·14 (1·85-2·46) 1·90 (1·64-2·21) 1·99 (1·73-2·30) 520 (21%) 1027 (10%) 2·07 (1·75-2·45) 1·82 (1·53-2·18) 1·94 (1·64-2·30) 

Getting an appointment c 1103 (28%) 2645 (20%) 1·47 (1·31-1·66) 1·36 (1·20-1·53) 1·40 (1·24-1·57) 618 (29%) 1721 (17%) 1·84 (1·43-2·36) 1·70 (1·29-2·26) 1·78 (1·36-2·33) 

Receiving care d  1101 (28%) 2717 (20%) 1·60 (1·43-1·80) 1·41 (1·25-1·59) 1·48 (1·32-1·67) 649 (30%) 1909 (18%) 1·92 (1·52-2·43) 1·74 (1·32-2·29) 1·81 (1·39-2·37) 

Paying for care due to cost  467 (13%) 1143 (9%) 1·49 (1·27-1·75) 1·54 (1·31-1·80) 1·48 (1·26-1·74) 268 (11%) 767 (8%) 1·42 (1·15-1·75) 1·36 (1·09-1·69) 1·39 (1·12-1·72) 

Obtaining medications e 610 (17%) 1380 (11%) 1·72 (1·49-1·98) 1·68 (1·45-1·94) 1·63 (1·41-1·88) 320 (14%) 906 (9%) 1·67 (1·37-2·04) 1·59 (1·30-1·96) 1·58 (1·30-1·93) 

Note: Sample weights were considered for all analyses. Difficulties reported in the last three months. Adjusted odds ratios derived from multivariable logistic regression models for the associations between each 

dependent variables on barriers and disability. a Adjusted for age, place of birth, residence, schooling, and income; for the last two difficulties, income was excluded from the model. b Distance, transport connectivity, 

etc. c Long waiting times, postponement of appointments, etc. d At the health center, e.g., delays, time changes, lack of staff, etc. e Including difficulties in obtaining free prescribed medication supplied by health facilities 
and difficulties for those who must pay for medication out of pocket. 
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B.9 | Supplementary Table S9. Reasons for not seeking or receiving healthcare among 

people with and without disabilities 

  People with 

disabilities, n (%)  
People without 

disabilities, n (%)  

p-value a 

Reasons for not seeking/receiving healthcare        

Not necessary   184 (30%)  863 (39%)  p <0·0001 

Took homemade remedies instead   124 (20%)  554 (21%)   

Took regular medication instead   86 (14%)  350 (15%)   

Consulted in a pharmacy instead   11 (1·3%)  79 (2·3%)   

Did not have time   23 (3·7%)  77 (3·5%)   

Did not have money   20 (3·1%)  66 (3·1%)   

Difficult to reach health facility   16 (2·1%)  20 (0·5%)   

Could not get an appointment   49 (7·5%)  106 (3·3%)   

Appointment in the next months   14 (2·6%)  42 (1·2%)   

Other reason  84 (14%)  218 (10·2%)   

Reasons for not getting a mammogram b        

Does not know where to get it   10 (1·5%)  34 (0·9%)  p = 0·0356 

Fear or unpleasant   78 (10%)  333 (10%)   

Forgot to have it   130 (23%)  718 (23%)   

Does not think is needed   101 (17%)  470 (15%)   

Did not know it was needed   20 (2·7%)  52 (1·8%)   

Unsuitable health center timetable    13 (2·2%)  57 (1·9%)   

Does not have time   78 (12%)  591 (20%)   

Could not get an appointment   95 (13%)  432 (12%)   

Does not have money   19 (3·5%)  83 (3·0%)   

Not eligible for the examination   26 (5·1%)  142 (3·8%)   

Other reason   70 (10%)  266 (8·3%)   

a Designed-based Pearson chi2. b Only among women. 
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B.10 | Supplementary Table S10. STROBE Statement—Checklist of items that should be included in reports of cross-sectional studies 

 
Item No 

Recommendation 

Page 

No 

Title and abstract 1 (a) Indicate the study’s design with a commonly used term in the title or the abstract 1 

(b) Provide in the abstract an informative and balanced summary of what was done and what was found 2 

Introduction 

Background/rationale 2 Explain the scientific background and rationale for the investigation being reported 3 

Objectives 3 State specific objectives, including any prespecified hypotheses 3 

Methods 

Study design 4 Present key elements of study design early in the paper 4 

Setting 5 Describe the setting, locations, and relevant dates, including periods of recruitment, exposure, follow-up, and data collection 4 

Participants 6 (a) Give the eligibility criteria, and the sources and methods of selection of participants 4 

Variables 7 Clearly define all outcomes, exposures, predictors, potential confounders, and effect modifiers· Give diagnostic criteria, if applicable 5 

Data sources/ measurement 8*  For each variable of interest, give sources of data and details of methods of assessment (measurement)· Describe comparability of assessment 

methods if there is more than one group 

5 

Bias 9 Describe any efforts to address potential sources of bias 6 

Study size 10 Explain how the study size was arrived at 4 

Quantitative variables 11 Explain how quantitative variables were handled in the analyses. If applicable, describe which groupings were chosen and why 5 

Statistical methods 12 (a) Describe all statistical methods, including those used to control for confounding 6 

(b) Describe any methods used to examine subgroups and interactions 6 

(c) Explain how missing data were addressed 6 

(d) If applicable, describe analytical methods taking account of sampling strategy 6 

(e) Describe any sensitivity analyses 6 

Results 

Participants 13* (a) Report numbers of individuals at each stage of study—eg numbers potentially eligible, examined for eligibility, confirmed eligible, included in the 
study, completing follow-up, and analysed 

7 

(b) Give reasons for non-participation at each stage n/a 

(c) Consider use of a flow diagram n/a 

Descriptive data 14* (a) Give characteristics of study participants (eg demographic, clinical, social) and information on exposures and potential confounders 7 

(b) Indicate number of participants with missing data for each variable of interest Table S3 

Outcome data 15* Report numbers of outcome events or summary measures 7-8 

Main results 16 (a) Give unadjusted estimates and, if applicable, confounder-adjusted estimates and their precision (eg, 95% confidence interval). Make clear which 
confounders were adjusted for and why they were included 

7-8 

(b) Report category boundaries when continuous variables were categorized 7-8 

(c) If relevant, consider translating estimates of relative risk into absolute risk for a meaningful time period n/a 

Other analyses 17 Report other analyses done—eg analyses of subgroups and interactions, and sensitivity analyses 7-8 

Discussion 

Key results 18 Summarise key results with reference to study objectives 9 

Limitations 19 Discuss limitations of the study, taking into account sources of potential bias or imprecision. Discuss both direction and magnitude of any potential 

bias 

10-11 
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Interpretation 20 Give a cautious overall interpretation of results considering objectives, limitations, multiplicity of analyses, results from similar studies, and other 
relevant evidence 

11 

Generalisability 21 Discuss the generalisability (external validity) of the study results 10 

Other information 

Funding 22 Give the source of funding and the role of the funders for the present study and, if applicable, for the original study on which the present article is 
based 

11 

Note: *Give information separately for exposed and unexposed groups· An Explanation and Elaboration article discusses each checklist item and gives methodological background and published examples of 

transparent reporting. The STROBE checklist is best used in conjunction with this article (freely available on the Web sites of PLoS Medicine at http://www.plosmedicine.org/, Annals of Internal Medicine at 

http://www.annals.org/, and Epidemiology at http://www.epidem.com/). Information on the STROBE Initiative is available at www.strobe-statement.org. 
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| Appendix C. Supplementary material paper three 

C.1 | Additional File 1. List of EquiFrame concepts in Spanish 

Nº Concepto Clave Lenguaje Clave Pregunta Clave 

1 No discriminación Las personas con discapacidad 

no son discriminadas en base a 

sus características distintivas. 

¿La política apoya los derechos 

de las personas con 

discapacidad con igualdad de 

oportunidades para recibir 

atención en salud? 

2 Servicios 

personalizados 

Las personas con discapacidad 

reciben servicios apropiados, 

efectivos, y comprensibles. 

¿La política apoya los derechos 

de las personas con 

discapacidad con servicios 

personalizados para satisfacer 

sus necesidades y elecciones? 

3 Derecho/Garantía Las personas con discapacidad 

que tienen escasos recursos, 

tienen derecho a algunos 

servicios gratuitos o asignación 

monetaria de respiro para 

cuidadores. 

¿La política indica como las 

personas con discapacidad 

podrían calificar beneficios 

específicos y relevantes para 

ellas/os? 

4 Servicios basados 

en competencias  

Reconoce a las personas con 

discapacidad y sus agrupaciones 

como actor/es relevantes. Por 

ejemplo, grupos de apoyo de 

pares entre personas con 

discapacidad, grupos de 

abogacía, u organizaciones de 

personas con discapacidad. 

¿La política reconoce las 

competencias existentes en las 

personas o grupos de personas 

con discapacidad?  

5 Participación Las personas con discapacidad 

puede elegir e influenciar 

decisiones que afectan sus vidas. 

Esta consulta puede incluir la 

planificación, el desarrollo, la 

implementación, y la evaluación. 

¿La política apoya el derecho 

de personas con discapacidad a 

participar en las decisiones que 

afectan a sus vidas y a potenciar 

su empoderamiento? 

6 Coordinación de 

servicios 

Las personas con discapacidad 

saben cómo los servicios deben 

interactuar cuando se requiere 

una colaboración 

interinstitucional, 

intrainstitucional, e 

intersectorial. 

¿La política apoya la asistencia 

a personas con discapacidad 

para que accedan a los servicios 

desde un único sistema de 

prestación (intrainstitucional) o 

más de un sistema de prestación 

(interinstitucional) o más de un 

sector (intersectorial)? 

7 Protección contra 

daños 

Las personas con discapacidad 

están protegidas de daños 

durante su interacción con el 

¿Las personas con discapacidad 

están protegidas contra daños 

durante su interacción con el 

sistema de salud y otros afines? 
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sistema de salud y otros sistemas 

afines. 

8 Libertad Las personas con discapacidad 

están protegidas contra el 

confinamiento físico o de otros 

tipos injustificado mientras están 

bajo la custodia del 

sistema/prestador de servicios. 

¿La política apoya el derecho 

de las personas con 

discapacidad a estar libres de 

confinamiento físico o de otro 

tipo, injustificado? 

9 Autonomía Las personas con discapacidad 

puede expresar su  auto-

determinación. Por ejemplo, una 

persona con discapacidad 

intelectual podrán recurrir a una 

tercera persona independiente en 

cuestiones de consentimiento y 

elección. 

¿La política apoya el derecho 

de personas con discapacidad a 

consentir, negar el 

consentimiento, retirar el 

consentimiento, o de algún 

modo controlar o elegir sobre lo 

que les sucede? 

10 Privacidad La información sobre las 

personas con discapacidad no 

debe compartirse con otras 

personas. 

¿La política aborda la necesidad 

de mantener la privacidad y 

confidencialidad de la 

información sobre las personas 

con discapacidad? 

11 Integración A las personas con discapacidad 

no se les impide participar en los 

servicios que se proveen a la 

población general. 

¿La política promueve el uso de 

los servicios generales por parte 

de las personas con 

discapacidad? 

12 Contribución Las personas con discapacidad 

hacen una contribución 

significativa a la sociedad. 

¿La política reconoce que las 

personas con discapacidad 

pueden contribuir de forma 

productiva a la sociedad? 

13 Recurso familiar  La política reconoce el valor de 

los familiares de las personas 

con discapacidad como un 

recurso para abordar las 

necesidades de salud. 

¿La política reconoce el valor 

de los familiares de las 

personas con discapacidad en el 

abordaje de las necesidades de 

salud? 

14 Apoyo familiar El apoyo/cuidado hacia personas 

con discapacidad puede tener 

efectos en el bienestar de otros 

familiares, de manera que estos 

mismos familiares requieren 

apoyo. 

¿La política reconoce que las 

personas con discapacidad 

pueden tener un impacto en el 

bienestar de los familiares 

requiriendo apoyo adicional de 

los servicios sanitarios? 
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15 Sensibilidad 

cultural 

i) Las personas con discapacidad 

son consultadas sobre la 

aceptabilidad del servicio 

entregado. ii) Los 

establecimientos, los bienes y 

los servicios deben ser 

respetuosos con los principios 

éticos y culturalmente 

adecuados, es decir, respetuosos 

con la cultura de las personas 

con discapacidad. 

¿La política garantiza que los 

servicios respondan a las 

creencias, valores, género, 

estilos interpersonales, 

actitudes, aspectos culturales, 

étnicos o lingüísticos de la 

persona? 

16 Responsabilidad Las personas con discapacidad 

tienen acceso a una evaluación 

profesional interna e 

independiente o a un 

procedimiento de salvaguarda. 

¿La política especifica ante 

quién, y para qué son 

responsables los prestadores de 

servicios? 

17 Prevención 
 

¿La política apoya a las 

personas con discapacidad en la 

búsqueda de la prevención 

primaria, secundaria, y terciaria 

de las condiciones de salud? 

18 Desarrollo de 

capacidades 

 
¿La política apoya el desarrollo 

de la capacidad del personal de 

salud y del sistema donde 

trabajan, para abordar las 

necesidades de salud de las 

personas con discapacidad? 

19 Acceso Las personas con discapacidad 

tienen establecimientos de salud 

accesibles (es decir, transporte, 

estructura física de las 

instalaciones, asequibilidad e 

información comprensible en 

formatos adecuados). 

¿La política apoya a las 

personas con discapacidad en 

acceso físico, económico y de 

información a los servicios de 

salud? 

20 Calidad Las personas con discapacidad 

tienen garantizada la calidad de 

los servicios clínicamente 

adecuados. 

¿La política apoya la calidad de 

los servicios para personas con 

discapacidad poniendo de 

relieve la necesidad de una 

práctica basada en la evidencia 

y profesionalmente calificada? 

21 Eficiencia 
 

¿La política apoya la eficiencia 

proporcionando una forma 

estructurada de equiparar los 

recursos del sistema sanitario 

con las demandas de servicios 

para atender las necesidades de 

salud de las personas con 

discapacidad? 
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Note: Concepts adapted from Amin M, MacLachlan M, Mannan H, El Tayeb S, El Khatim 

A, Swartz L, et al. EquiFrame: a framework for analysis of the inclusion of human rights 

and vulnerable groups in health policies. Health Hum Rights. 2011;13:1–20, and Wilbur J, 

Scherer N, Mactaggart I, Shrestha G, Mahon T, Torondel B, et al. Are Nepal’s water, 

sanitation and hygiene and menstrual hygiene policies and supporting documents inclusive 

of disability? A policy analysis. Int J Equity Health. 2021;20:157. 
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C.2 | Additional File 2. Aims of health policy documents included 

Nº Year Title Type Health policy aim 

1 2016 National Policy on Childhood 

and Adolescence 2015-2025 

Policy To progressively install an institutional system of rights guarantees for children and 

adolescents and public policy guidance. 

2 2017 National Plan on Dementia Plan To address dementias at different levels of healthcare and to reduce its impact on 

society, as well as to improve the care and quality of life of people living with 

dementia and their immediate environment. 

3 2017 National Plan on Mental Health 

2017-2025 

Plan To contribute to improving people's mental health, through sectoral and intersectoral 

strategies for the promotion of mental health, prevention of mental disorders, 

guaranteed mental health care and social inclusion, within the framework of the 

comprehensive health model with a family and community approach. 

4 2017 National Policy on Food and 

Nutrition 

Policy To provide the framework for the development of food and nutrition regulations, 

strategies, plans, programmes and projects. 

5 2018 National Policy on Sexual and 

Reproductive Health 

Policy To constitute a national reference framework that defines priorities and guides 

resources for the implementation of sectoral and intersectoral interventions that 

contribute to improving the sexual and reproductive health of the population. 

6 2018 National Plan on Cancer 2018-

2028 

Plan To reduce the incidence and morbidity and mortality attributable to cancer through 

strategies and actions that facilitate the promotion, prevention, early diagnosis, 

treatment, palliative care and follow-up of people, improving the survival of people 

with cancer, favouring their quality of life and that of their families and communities. 

7 2021 National Health Policy to 

address Gender-Based 

Violence 

Policy That the plans, programmes, guidelines, norms and benefits of the different levels of 

the health system design, implement and sustain strategies for the promotion, 

prevention, care, provision of support services, recovery and comprehensive 

rehabilitation of survivors, victims and their families, as well as people at risk of 

suffering gender-based violence. 

8 2021 National Health Plan for the 

Elderly and its Action Plan 

2020-2030 

Plan To improve the functional capacity of the elderly, through a long-term National 

Integrated Health Plan with Strategic Lines and intervention strategies, thus improving 

subjective well-being and social participation. 

9 2021 National Action Plan on 

Mental Health 2019-2025 

Plan To strengthen the implementation and management of the National Mental Health 

Plan 2017-2025, as well as the government's 2018-2022 proposal for mental health, 
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providing a consensual route, with defined strategies, actions and indicators, which 

facilitate the monitoring of mental health actions and their financing. 

10 2022 National Health Strategy for 

the 2030 Health Goals 

Strategy To establish the Health Objectives for the Decade 2021-2030, and its consequent 

National Health Plan, which seeks to ensure health rights, achieve universal coverage 

and reduce health inequities in the population, and whose goal is to achieve high 

levels of health for the entire population. 

11 2022 National Plan on Non-

Communicable Diseases 

Plan To build a ‘Situation Analysis of Non-Communicable Diseases (NCDs)’, which 

gathers the updated scientific evidence on NCDs at international and national level 

and exposes the main epidemiological data, as well as the strategies and policies in 

place to address NCDs.  

12 2022 National Plan on Oral Health 

2021-2030 

Plan To improve the oral health status of the population throughout the life course with a 

focus on health equity. 

Note: The documents were published by the Ministry of Health, except for the National Policy on Childhood and Adolescence, which was 

published by the Ministry General Secretariat of the Presidency, which led a council of ministers, including the Ministry of Health.  
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C.3 | Additional File 3. Examples of core concepts scored 3 or 4 

Nº Concept Reference 

1 Non-Discrimination [Score 3, National Plan on Mental Health] Law 20.584 that Regulates the Rights and Duties of Persons in 

Relation to Actions Related to their Health Care [...] establishes, among others: The right of every person to 

"receive health promotion, protection and recovery and rehabilitation actions in a timely manner and without 

any discrimination, and that the care provided to persons with physical or mental disabilities and those 

deprived of liberty shall be governed by the rules issued by the Ministry of Health, to ensure that it is timely 

and of equal quality". 

2 Individualized Services [Score 4, National Action Plan on Mental Health] Objective: Improve the autonomy and social inclusion of 

people with mental disorders or disabilities. Initiative on health network management and coordination: 

Promotion of support services for people with mental disabilities in the health network. Indicator: Number of 

mental health specialized facilities that incorporate objectives and actions linked to social inclusion in the 

Comprehensive Care Plans of users/ Total number of facilities in the health network in the country. Goal: 

100% by December 2025. 

3 Entitlement [Score 4, National Health Plan for the Elderly and its Action Plan] Objetive: Audit. Intervention strategies: 

Generation, systematisation and dissemination of information. Initiatives: Monitoring of compliance with the 

preferential care regulations associated with Law 21.168. Actions: Monitor the implementation of the Law on 

Preferential Care to the Elderly and Persons with Disabilities. Indicator: Health centres that comply with the 

preferential care regulations associated with Law 21.168/health centres audited. Goal: 100% as of March of 

each year. 

4 Capability-based services None scored 3 or 4. 

5 Participation None scored 3 or 4. 

6 Coordination of Services [Score 4, National Health Plan for the Elderly and its Action Plan] Objective: Reduce waiting times for the 

elderly. Intervention strategies: Management and coordination of the health network. Initiatives: 

Implementation of local protocols for the implementation of the Regulation associated with the Law on 

Preferential Care for the Elderly and Persons with Disabilities. Actions: Monitor and oversee the development 

and implementation of local protocols for the Preferred Care Act Regulation. Indicator: Number of facilities 

that develop local preferential care protocol for the implementation of the Regulation associated with Law 

21.168 in period t/ Health centres supervised by the Superintendence of Health in period t. Goal: 100% as of 

December each year. 
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7 Protection from Harm [Score 3, National Health Policy to address Gender-Based Violence] Forced sterilisations: corresponds to 

the application of sterilisation interventions on a permanent basis and for contraceptive purposes, particularly 

to children and adolescents in a situation of disability. In this regard, the CEDAW Committee in its 

Concluding Observations on the Seventh Periodic Report of Chile (2018) recommends the State of Chile to 

guarantee the full implementation of the national guidelines on fertility regulation (2018) by ensuring that the 

"informed consent" procedure is requested by medical personnel prior to sterilisation. Practitioners who 

perform sterilisations without such consent should be sanctioned. Redress and financial compensation should 

be available to women victims of non-consensual sterilisation (CEDAW/C/CHL/CO/7). 

8 Liberty [Score 4, National Policy on Childhood and Adolescence] Generate a specific diagnosis of the various 

forms of violence that occur in our country through the visualisation, quantification and characterisation of the 

different forms established by the Committee on the Rights of the Child. Similarly, assess the particular forms 

of violence to which children and adolescents with disabilities may be subjected, such as forced sterilisation, 

violence inflicted under the guise of medical treatment and deliberate disability to exploit them for purposes of 

begging. The assessment should incorporate the existing institutional response with an evaluation of its 

effectiveness and relevance. 

9 Autonomy [Score 3, National Plan on Mental Health] Strategy: Implementing actions that lead to overcoming the 

model of substitution of the will of the person with a mental disability by a system of support for the effective 

exercise of their rights. 

10 Privacy None scored 3 or 4. 

11 Integration [Score 4, National Plan on Oral Health] Objective: Strengthening the evaluation stage in the oral health 

policy cycle. Initiative: Assess the coverage of oral health programmes considering the social determinants of 

health. Actions: Hold working meetings with the Ministry of Social Affairs to integrate information systems. 

Process indicators: Report on coverage of oral health programmes implemented in primary healthcare centres, 

disaggregated by sex, age and disability status. 

12 Contribution None scored 3 or 4. 

13 Family Resource None scored 3 or 4. 

14 Family Support [Score 3, National Plan on Mental Health] Strategy: Generating programmes and actions to support family 

members and carers of people with mental disabilities, which have a positive impact on them, on the person 

being cared for and on their family environment.  
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15 Cultural responsiveness [Score 3, National Plan on Mental Health] Strategy: Implementing a mass media plan, including a dedicated 

website and participation in social media, to disseminate relevant information to users, families and the 

community in relation to mental health, with special emphasis on the rights of people with mental disabilities, 

and stigma and mental health.  

16 Accountability [Score 4, National Plan on Mental Health] Strategic Objective N°3: Maintain current regulatory instruments 

up to date and develop the necessary regulations to safeguard the rights of people with mental illness, in terms 

of access to health and social inclusion, incorporating into the legislation considerations regarding human 

rights and social determinants such as socio-economic level, geographical dispersion, gender, disability, 

international migrant population and belonging to indigenous peoples, as well as vulnerable populations such 

as elderly people, children and adolescents at psychosocial risk and in protection systems and people deprived 

of their liberty. 

17 Prevention [Score 3, National Plan on Mental Health] In the next 10 years, the number of schools promoting mental 

health should be increased, with defined strategies to improve school coexistence spaces, early detection of 

mental problems or disorders and effective linkage flows with the health care network and other existing offers 

at the community level. For their part, health teams are expected to have a greater presence in schools to carry 

out promotional and preventive actions in the field of mental health and to be able to provide a more efficient 

and timely response for assessment and intervention as appropriate. In addition, schools are expected to 

implement inclusive, non-discriminatory policies and practices towards all children and adolescents, especially 

those with physical, sensory, intellectual, mental or other disabilities.  

18 Capacity building [Score 4, National Action Plan on Mental Health] Objective: Develop standards and technical orientations. 

Initiative: To update policy documents in accordance with the purpose, values, principles and Lines of Action 

of the National Mental Health Plan 2017-2025. Indicator: By the year 2022 there is a regulation for residential 

care for people with mental disabilities. 

19 Access [Score 4, National Plan on Oral Health] Objetive: Assess the coverage of oral health programmes 

considering the social determinants of health. This initiative considers completing existing health records with 

variables such as ethnicity, migrant status, disability status and social vulnerability, some of which are 

available in the National Territorial Information Coordination System (SNIT) of the Ministry of National 

Assets or in records managed by other ministries. It is proposed to incorporate the geographical distribution 

and rurality of the beneficiaries, as well as gender, age, ethnicity, migrant status, disability status and social 

vulnerability in the evaluation of the coverage of oral health programmes. 
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20 Quality [Score 4, National Plan on Mental Health] Strategy: Strengthen links with non-governmental organisations 

(NGOs) that provide services in agreement with the health sector to people with mental illness and/or 

disability, especially in the area of social inclusion, through the generation of quality standards for community 

services and with a rights-based approach, establishing fees in accordance with the services required, 

generating joint training plans, with full integration into the thematic network of mental health, implementing 

systems of accompaniment, supervision and monitoring, among other actions. 

21 Efficiency [Score 3, National Action Plan on Mental Health] In order to advance in the plan to close the gap in mental 

health services, the Action Plan incorporates actions aimed at implementing the Mental Health Network 

Management Model: [...] implementation of a system of graduated support for people with disabilities 

resulting from mental illness; progress in the process of deinstitutionalisation of people in psychiatric hospitals 

and long-stay clinics in partnership with the Health Services; and implementation of a system for evaluating 

user satisfaction in mental health, among other actions. 

 

 

 



   

 

 

191 

C.4 | Ethical approval 
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C.5 | Participant information sheet: Key Informant Interviews 

Title of Project: “Disability and human rights: Policy Analysis” 

Introduction I would like to invite you to take part in a research study. Before you decide, you need to 

understand why the research is being done and what it would involve. I will go through this 

information sheet with you and answer any questions you may have. Please ask me if there is 

anything that is not clear or if you would like more information. Please feel free to talk to others 

about the study if you wish. Take time to decide whether or not to take part. 

What is the purpose of the study? I want to know to what extent people with disabilities are included 

in health policies in Chile and the perceptions of key national stakeholders regarding the context, 

actors and processes of health policies related to disability. This will cover overarching national health 

policies in place that could impact access to general healthcare (e.g. doctors, hospitals, pharmacy) 

across all disability groups. This information will be useful to plan and improve healthcare services 

that are available to and inclusive of people with disabilities. 

Why have I been asked to take part? You have been invited because you have been identified by the 

research team as having an expertise in health policy and/or disability (e.g. policy formulation, 

implementation). 

What is involved in the study? I would like to speak to you (in person – modify as appropriate) for 

between 60-90 minutes. I will ask you some questions about the context in which policies have been 

developed, the main stakeholders involved and the key processes of health policy making (e.g. 

formulation, implementation and evaluation). With your permission, I will record the conversation so 

that I can accurately recall your responses. You can end this interview at any time or refuse to answer 

any questions. 

Which groups are organising the study? This study is being organised by London School of Hygiene 

and Tropical Medicine, a university based in London, and supported by University of Chile. Both 

organizations have responsibility for the project including the analysis of your data, and will act as the 

data controller for the study. Funding for the study comes from the National Research and 

Development Agency of Chile. 

What are the benefits? The information collected in this interview can help to plan and improve 

health policies in Chile so that they are inclusive of people with disabilities and positively impact their 

access to healthcare services. 
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What are the risks? There are no risks of physical or psychological harm associated with this interview. 

The questions will take up a bit of your time – about 60-90 minutes. You will not receive a financial or 

other type of reimbursement for taking part in the study. 

What will happen to information I share? I will keep all information private, safe and secure. Only the 

study staff will be allowed to look at information about you. Audio recordings will be deleted once the 

transcription of the interview has been verified.  

What will happen to the results of this study? The study results will be published in a journal article, 

reports and in other ways to share findings of this research so that policymakers and practitioners can 

learn from them. I will not use your name/job title in any of this reporting. However, I may use your 

organisation/department, unless you request otherwise. If you would like any or all of your answers 

to be kept fully anonymous (no organisation/department), please let me know 

Who has reviewed this study? All research involving human participants is looked at by an 

independent group of people, called a Research Ethics Committee, to protect your interests. This 

study has been reviewed and approved by The London School of Hygiene & Tropical Medicine 

Research Ethics Committee (<reference number>) and The Faculty of Medicine of University of Chile 

Research Ethics Committee (<reference number>). 

Do I have to take part? No. It is up to you to decide whether or not to take part. If you don’t want to 

take part, that’s ok. I will not share your decision with anyone outside the research team. We will 

discuss the study together and I will give you a copy of this information sheet. If you agree to take 

part, I will then ask you to agree and sign the terms of a consent form. 

Can I change my mind about taking part? Yes. If you agree to take part, you are still free to withdraw 

from the study at any time and without giving a reason. You just need to tell the researcher that you 

don’t want to be in the study anymore. If you withdraw from the study, I will destroy all audio 

recorded interviews, and not use any data collected. 

Closing remarks Thank you for taking time to read this information sheet. If you think you will take 

part in the study, please read, and sign the consent form. 

If you have any further questions that are not answered here or require any further information or 

explanation, please contact: 

Research Lead: Danae Rodríguez Gatta [danae.rodriguez@lshtm.ac.uk] 

 

mailto:danae.rodriguez@lshtm.ac.uk
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C.6 | Participant information sheet: Representatives of Organization of Persons 
with Disabilities (OPDs)  

Title of Project: “Disability and human rights: Policy Analysis” 

Introduction I would like to invite you to take part in a research study. Before you decide, you need to 

understand why the research is being done and what it would involve. I will go through this 

information sheet with you and answer any questions you may have (modify as appropriate). Please 

ask me if there is anything that is not clear or if you would like more information. Please feel free to 

talk to others about the study if you wish. Take time to decide whether or not to take part. 

What is the purpose of the study? I want to know to what extent people with disabilities are included 

in health policies in Chile and the perceptions of key national stakeholders regarding the context, 

actors and processes of health policies related to disability. This will cover overarching national health 

policies in place that could impact access to general healthcare (e.g. doctors, hospitals, pharmacy) 

across all disability groups. This information will be useful to plan and improve healthcare services 

that are available to and inclusive of people with disabilities. 

Why have I been asked to take part? You have been invited because you have been identified by the 

research team as a leader of a disabled people’s organization in Chile and have lived expertise of 

disability. 

What is involved in the study? I would like to speak to you (in person – modify as appropriate) for 

between 60-90 minutes. I will ask you some questions about your involvement, if any, in health policy 

making and your opinion on current health policies. With your permission, I will record the 

conversation so that I can accurately recall your responses. You can end this interview at any time or 

refuse to answer any questions. 

Which groups are organising the study? This study is being organised by London School of Hygiene 

and Tropical Medicine, a university based in London, and supported by University of Chile. Both 

organizations have responsibility for the project including the analysis of your data and will act as the 

data controller for the study. This means that I am responsible for looking after your information and 

using it properly. Funding for the study comes from the National Research and Development Agency 

of Chile. 

What are the benefits? The information collected in this interview can help to plan and improve 

health policies in Chile so that they are inclusive of people with disabilities and positively impact their 

access to healthcare services. 
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What are the risks?  There are no direct risks of physical or psychological harm associated with this 

interview. However, you may feel distressed when discussing about disability-inclusive health policy 

and its implementation. In this situation, Professor Laura Rueda (lrueda@uchile.cl/ +56229786183), 

an expert in mental health and bioethics from the Faculty of Medicine, University of Chile, will be 

available to provide initial guidance and support free of charge. The questions will take up a bit of 

your time – about 60-90 minutes. You will not receive a financial or other type of reimbursement for 

taking part in the study. However, I will cover for any adaptations required in order to facilitate your 

participation (e.g. sign language interpretation). 

What will happen to information I share? I will keep all information private, safe and secure. Only the 

study staff will be allowed to look at information about you. Audio recordings will be deleted once the 

transcription of the interview has been verified.  

What will happen to the results of this study? The study results will be published in a journal article, 

reports and in other ways to share findings of this research so that policymakers and practitioners can 

learn from them. I will also share the learning with policymakers and practitioners directly. I will not 

use your name in any of this reporting. However, I may use your organisation/department, unless you 

request otherwise. If you would like any or all of your answers to be kept fully anonymous (no 

organisation/department), please let me know. 

Who has reviewed this study? All research involving human participants is looked at by an 

independent group of people, called a Research Ethics Committee, to protect your interests. This 

study has been reviewed and approved by The London School of Hygiene & Tropical Medicine 

Research Ethics Committee (<reference number>) and The Faculty of Medicine of University of Chile 

Research Ethics Committee (<reference number>). 

Do I have to take part? No. It is up to you to decide whether or not to take part. If you don’t want to 

take part, that’s ok. Your decision to participate or not participate will have no effect on any health 

and social services you receive. I will not share your decision with anyone outside the research team. 

We will discuss the study together and I will give you/read out to you (modify as appropriate), a copy 

of this information sheet. If you agree to take part, I will then ask you to agree the terms of a consent 

form, signing or taking oral consent which will be recorded. 

Can I change my mind about taking part? Yes. If you agree to take part, you are still free to withdraw 

from the study at any time and without giving a reason. You just need to tell the researcher that you 

don’t want to be in the study anymore. This will make no difference to any health or social services 

you receive. If you withdraw from the study, I will destroy all audio recorded interviews, and not use 

any data collected. 

Closing remarks Thank you for taking time to read to this information sheet (modify as appropriate). If 

you think you will take part in the study, please read and sign the consent form (modify as 

appropriate). 

 If you have any further questions that are not answered here or require any further information or 

explanation, please contact: Research Lead: Danae Rodríguez Gatta [danae.rodriguez@lshtm.ac.uk]  

mailto:danae.rodriguez@lshtm.ac.uk
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C.7 | Consent form for participant 

Title of Project: “Disability and human rights: Policy analysis” 

 

 I confirm that I have read the information sheet for the “Disability and human rights: Policy 

Analysis” study. I have had the opportunity to consider the information, ask questions and 

have had these answered satisfactorily. 

 I understand that my participation is voluntary and that I am free to withdraw at any time 

without giving any reason, without my medical care or legal rights being affected [delete as 

applicable]. 

 I understand that the information collected about me will be used to support other research 

in the future and may be shared anonymously with other researchers. 

 I agree to take part in the above study. 

 I agree to this interview being recorded.  

 

 

 

  

                   Printed name of participant  Signature of participant    Date 
    [state full name orally for remote interviews]  [state orally for remote interviews] 

 

 

 

 

  

Printed name of person obtaining consent       Signature of person obtaining consent   Date 
    [state full name orally for remote interviews]  [state orally for remote interviews] 
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C.8 | Información para participantes 

Proyecto de Investigación: “Inclusión de personas con discapacidad y enfoque 
de derechos en políticas de salud chilenas” 

 

Invitación a participar: Le invito a participar como informante en una investigación. Antes de que 
decida, tiene que entender por qué se hace la investigación y en qué consiste. Revisará esta hoja 
informativa y responderé a cualquier pregunta que pueda tener. Por favor, pregunte si hay algo que no 
está claro o si desea más información. Si lo desea, puede hablar con otras personas sobre el estudio. 
Tómese su tiempo para decidir si quiere participar o no. 

 

¿Cuál es el objetivo del estudio? Esta investigación busca evaluar la inclusión de las personas con 
discapacidad en los documentos de política de salud de Chile y explorar las percepciones de los 
principales actores nacionales sobre el contexto, los actores y los procesos de las políticas sanitarias 
relacionadas con discapacidad. Esto abarcará las políticas nacionales de salud vigentes que podrían 
repercutir en el acceso a la atención general de salud en todos los grupos de discapacidad. 

 

¿Por qué se me ha pedido que participe? Se le ha invitado porque el equipo de investigación ha 
considerado que tiene experiencia en política de salud y/o discapacidad (por ejemplo, en la formulación 
de políticas o su implementación). 

 

¿Qué grupos organizan el estudio? Este estudio está organizado por London School of Hygiene and 
Tropical Medicine, una universidad con sede en Londres, Reino Unido, y cuenta con el apoyo de la 
Facultad de Medicina, Universidad de Chile. Ambas organizaciones son responsables del proyecto, 
incluido el análisis de sus datos, y actuarán como responsables del estudio. La financiación del estudio 
procede de la Agencia Nacional de Investigación y Desarrollo de Chile. 

 

Nombre del Investigador principal: Danae Rodríguez Gatta,  

Institución: International Centre for Evidence in Disability, London School of Hygiene and 
Tropical Medicine 

Correo electrónico: danae.rodriguez@lshtm.ac.uk  

 

Nombre del Co-investigador: Pamela Gutiérrez Monclus,  

Institución: Facultad de Medicina, Universidad de Chile 

Teléfono: 22978 6545 (oficina) – 229786183 (secretaría) 

 

mailto:danae.rodriguez@lshtm.ac.uk
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¿En qué consiste la participación? Si usted acepta participar, se le invitará a una entrevista individual. 
En esta actividad le haré preguntas sobre los procesos clave de las políticas sanitarias relacionadas con 
discapacidad (por ejemplo, formulación, implementación y evaluación), el contexto en el cual se han 
desarrollado y los principales actores involucrados. Además, le preguntaré su opinión sobre la inclusión 
de las personas con discapacidad en las políticas de salud chilenas en general. La duración estimada de 
esta actividad será de 60 a 90 minutos. Esta entrevista será grabada, con su permiso, y se realizará de 
forma presencial, por ejemplo, en su lugar de trabajo, en la Facultad de Medicina de la Universidad de 
Chile o en un lugar público, según sus preferencias. Se le podría invitar a más de una entrevista y de 
forma excepcional, la entrevista podrá ser remota (por ejemplo, debido a viajes, emergencia sanitaria, 
etc.).  

 

¿Cuáles son los riesgos? La existencia de riesgos es inherente a todas las investigaciones en que 
participen seres humanos. Sin embargo, las conversaciones con un profesional tienen un riesgo de daño 
físico o psicológico mínimo. Si usted considera que le afectan de alguna manera estas actividades, 
deberá hablar con la Profesora Terapeuta Ocupacional, especialista en salud mental y ética, Laura 
Rueda (lrueda@uchile.cl; número secretaría +56229786183), quien le ofrecerá una orientación inicial 
y red de apoyo. El apoyo que reciba no tendrá costo para usted. 

 

¿Cuáles son los costos? La participación en las actividades de la investigación no tiene costos para usted. 
Las preguntas le llevarán entre 60 y 90 minutos de su tiempo. No recibirá ningún reembolso económico 
o de otro tipo por participar en el estudio.  

 

¿Cuáles son los beneficios? La información recopilada en esta entrevista podrá ayudar a mejorar el 
conocimiento y la forma en que se incluye a las personas con discapacidad en las políticas de salud 
chilenas, para que tengan un impacto positivo en su acceso a atención de salud. 

 

¿Qué pasará con la información que comparta? Toda la información sobre su participación en esta 
investigación será guardada en forma de estricta confidencialidad. Sólo los investigadores del estudio 
podrán ver la información sobre usted. Ninguna publicación de los resultados incluirá su nombre o 
cargo. Sin embargo, se utilizará su organización o departamento, a menos que usted solicite lo 
contrario. Si desea que alguna o todas sus respuestas sean totalmente anónimas (sin organización o 
departamento), hágamelo saber. Mantendré toda la información privada, segura y protegida. Se 
reemplazará el nombre de las personas por un número y este solo será conocido por los investigadores. 
Toda la información de la investigación será guardada en un estante con llave en la oficina del 
investigador principal. Los documentos digitales se guardarán en un servidor de la universidad, con 
encriptación de datos y clave secreta. Las grabaciones de audio se eliminarán una vez que se haya 
verificado la transcripción de la entrevista. 

 

¿Qué pasará con los resultados de este estudio? Los resultados del estudio se publicarán en un artículo 
de revista científica, en informes y a través de divulgación (anonimizada) en redes sociales, de modo 
que los responsables políticos y los profesionales puedan aprender de ellos. 

 

¿Quién ha revisado este estudio? Todas las investigaciones con participantes humanos son examinadas 
por un grupo independiente de personas, llamado Comité de Ética de la Investigación, para proteger 
sus intereses. Este estudio ha sido revisado y aprobado por el Comité de Ética de la Investigación de 

mailto:lrueda@uchile.cl
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London School of Hygiene and Tropical Medicine (Nº28068) y el Comité de Ética de la Investigación en 
Seres Humanos de la Facultad de Medicina de la Universidad de Chile (Nº152-2022). 

 

¿Estoy obligado a participar? No. Usted decide si quiere participar o no. Su participación en esta 
investigación es totalmente voluntaria. Si usted decide no participar en esta investigación, esto no 
tendrá consecuencias negativas para usted. No compartiré su decisión con nadie ajeno al equipo de 
investigación.  

 

¿Puedo cambiar de opinión sobre mi participación? Sí. Si acepta participar, es libre de retirarse del 

estudio en cualquier momento y sin necesidad de dar una razón. Sólo tiene que decir al investigador 

que no quiere seguir participando en el estudio. Si se retira del estudio, destruiré todas las entrevistas 

grabadas y no utilizaré los datos recogidos. 

Derechos del participante: Usted recibirá una copia íntegra y escrita de este documento firmado. Si 

necesita más información, puede comunicarse con la investigadora principal. En caso de duda sobre 

sus derechos debe comunicarse con el presidente del Comité de Ética de Investigación en Seres 

Humanos, Dr. Manuel Oyarzún Gómez (Teléfono: 22978 9536, Email: ceish.med@uchile.cl), cuya 

oficina se encuentra ubicada a un costado de la Biblioteca Central de la Facultad de Medicina, 

Universidad de Chile en Av. Independencia 1027, Comuna de Independencia. 

Observaciones finales Gracias por tomarse el tiempo de leer esta hoja informativa. Si cree que va a 
participar en el estudio, lea y firme el siguiente formulario de consentimiento. 

 
  



   

 

 

201 

C.9 | Formulario de consentimiento 

Proyecto de Investigación: “Inclusión de personas con discapacidad y enfoque 
de derechos en políticas de salud chilenas” 

 

 
 Confirmo que he recibido y comprendido la información de este documento y que he tenido la 

oportunidad de hacer preguntas y aclarar todas mis dudas. 

 Entiendo que mi participación es voluntaria y que soy libre de retirarme en cualquier momento 

sin dar ninguna razón. 

 Entiendo que la información recopilada se utilizará para apoyar otras investigaciones en el futuro 

y puede ser compartida de forma anónima con otros investigadores. 

 Otorgo mi consentimiento para participar como informante en el proyecto “Inclusión de personas 

con discapacidad y enfoque de derechos en políticas de salud chilenas”. 

 Acepto que se grabe esta entrevista. 

 

 

  

Nombre del participante / Rut     Firma     Fecha 

   

 

 

 

 

  

Danae Rodríguez Gatta – Investigadora Principal    Firma     Fecha 
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C.10 | INTERVIEW GUIDE FOR KEY INFORMANTS 

Note 1: These will be adapted based on the background of the key informant and, ideally, the specific 

health policy in which the person has been involved. 

Note 2: These questions should be used to guide discussion but do not have to be used in the 

sequence listed below. The interviewer should follow up on any additional issues that may arise 

and seem important in relation to the issues above. 

Interview registration 
 

Code 
 

 

Interview date and time 
 

 

Interview location 
 

 

Interviewer 
 

 

Interviewee 
 

 

Job title 
 

 

Organization 
 

 

 

Interview topics 

1 Key informant background 

2 Health policy and disability 

3 Policy context 

4 Key stakeholders  

5 Policy processes (agenda setting, policy formulation, implementation and evaluation) 

 

Introduction 

Good morning/afternoon/evening, it is a pleasure to meet you. Thank you very much for your 

time. I am [interviewer’s name] from... 

1. Advise once again of the issue of confidentiality and anonymity.  

2. Mention again that the interview will be audio-recorded. 

3. Check if they have any questions about the research. 

4. Remind them that they are free to decline to answer any of the questions or stop the 

interview at any time. 
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Section 1: Key informant background 

1. Please, tell me more about your role as [job title]. Probes: What activities do you do in 

this role?  

2. Has your organization been involved in health policy (e.g. formulation, planning, 

implementation, consultancy)?  

a. If yes: In what ways? In which capacity? In which policies? 

b. If no: why / why not? 

 
Section 2: Health policy and disability 

[Note to interviewers: focus on the specific health policy in which the key informant has been 

directly involved. If the informant has not been directly involved, focus on the health policy 

most relevant to the informant’s area of expertise or one disability inclusive health policy] 

3. How would you generally describe the current governance (e.g. laws, policies, 

programmes) on health and disability in Chile?  

4. Have people with disabilities been included in health policy? Probes: Specific provisions? 

Consultations? 

a. If yes: how? In which capacity? In which policies? Which provisions? 

b. If not: why/ why not?  

5. What do you think about the health policies in place [if possible, focus on one specific 

policy]?  

a. What does it cover/what does it not cover? 

b. What is the quality of the provisions? 
 

Section 3: Policy context 

[Note to interviewers: refer to the policy(ies) discussed, the National Law on Preferential 

Access to Healthcare for People with Disabilities or the disability-related goals within the 

current and past National Health Strategies] 

6. What led to the inclusion of disability in the health policies that you described? Probes: 

What were the main reasons? Any socio-economic and political contextual factors?  

7. What role, if any, has played the international and regional developments in health 

policy? Probes: Any influence of regional policies or international policy documents? 
 

Section 4: Key stakeholders 

8. Which have been the main stakeholders involved in the development of this disability-

inclusive health policy [name policy/ies discussed]? 

9. Have people with disabilities taken part in health policy making?  
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a. If yes: how? In which instance? Who participated? Which was their level of 

engagement? Which role have played disabled people organizations? How, if at 

all, could involvement of people with disabilities be improved?  

b. If no: Why/why not? What do you think would be helpful in addressing this? 
 

Section 5: Policy processes 

[Note to interviewers: focus on key informant’s area of expertise and refer to the policies 
discussed, particularly to the ones that impact access to healthcare for people with 
disabilities] 

10. Please describe to me how people with disabilities began to be considered in public 

health policy. Probes: were any problems identified? Did any relevant event happen? 

11. How did the topic get onto the policy agenda? Probes: when did that happen? How did 

that come about? 

12. How were these disability-inclusive policies formulated? Probes: under which theoretical 

frameworks and principles? 

13. What has been the level of implementation of these policies? Probes: Any 

facilitators/barriers? What could help advance in implementation? 

14. How have things changed since these policies were published? Probes: how are policies 

monitored and evaluated? 

15. What are the key policy gaps, if any, that impact access to healthcare for people with 

disabilities? Probes: in implementation? in evaluation?  

a. What needs to be done from a policy perspective? Probes: new policy? 

Implementation/modification of existing policy?  

16. What, if any, are the needs of people with disabilities in Chile regarding health access? 

a. How have these needs been reflected in health policies? 

b. How have the needs of people with disabilities been considered by the 

government/program implementers during the COVID-19 epidemic? 
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C.11 | INTERVIEW GUIDE FOR REPRESENTATIVES OF ORGANIZATIONS OF 

PEOPLE WITH DISABILITIES  

Note 1: These will be adapted based on the background of the key informant. 

Note 2: These questions should be used to guide discussion but do not have to be used in the 

sequence listed below. The interviewer should follow up on any additional issues that may arise 

and seem important in relation to the issues above. 

Interview registration 
 

Code 

 

 

Interview date and time 

 

 

Interview location 

 

 

Interviewer 

 

 

Interviewee 

 

 

Role 

 

 

Organization 

 

 

 

Interview topics 

1 Key informant background 

2 Health policy and disability 

3 Policy context 

4 Key stakeholders 

5 Policy processes (agenda setting, policy formulation, implementation and evaluation) 

 

Introduction 

Good morning/afternoon/evening, it is a pleasure to meet you. Thank you very much for your 

time. I am [interviewer’s name] from... 

1. Advise once again of the issue of confidentiality and anonymity.  

2. Mention again that the interview will be audio-recorded. 

3. Check if they have any questions about the research. 

4. Remind them that they are free to decline to answer any of the questions or stop the 

interview at any time. 
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Section 1: Key informant background 

1. Please, tell me more about your role as [job title] in the organization. Probes: What 

activities do you do in this role? Since when? 

2. What is the main focus of the work of your organization? 
 

Section 2: Health policy and disability 

I’m now going to ask you some questions about public health policies in Chile and your 

experiences as DPO. 

3. How would you generally describe the existing disability-inclusive health policies in Chile? 

Probes: for example, the disability-related goals within the National Health Strategy or 

the National Policy of the Social Inclusion of Persons with Disabilities (2013-2020)?  

4. Have you or your organization been involved in health policy making (e.g. formulating, 

advising, implementing)? If yes: In what ways? In which capacity? In which policies? If no: 

Why/why not?  

5. How have people with disabilities been considered in health policy documents? Probes: 

In which type of policies? All groups of disabilities or certain types/groups? 

a. What do you think about the health policies in place [focus on the policy in 

which the DPO has been involved or one known to the informant]? Probes: 

Strengths/ weaknesses? Areas for improvement?  

b. Do these policies adequately reflect the needs of the group you represent? If 

yes: How? Which needs? Any areas for improvement? If no: Why/why not? 

What, if anything, could help improve those policies? 
 

Section 3: Policy context 

6. What led to the inclusion of disability in the health policies that you described? Probes: 

What were the main reasons? Any socio-economic and political contextual factors?  

7. What role, if any, has played the international and regional developments in health 

policy? Probes: Any influence of regional policies or international policy documents? 

8. What role, if any, has the disability rights movement played in shaping these policies? 
 

Section 4: Key stakeholders 

9. In general, how would you describe the participation/engagement of people with 

disabilities/DPOs in health policy making? Probes: in which role, if any? How often? If 

participation is minimal, what would be helpful to improve it? 

10. Which, if any, people with disabilities were key actors?  
 

Section 5: Policy processes 
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[Note to interviewers: refer to those disability-inclusive health policy/ies discussed, known to 

the informant or in which the person was involved] 

11. Please describe to me how people with disabilities began to be included in public health 

policy. Probes: were any problems identified? Did any relevant event happen? How did 

that come about?  

12. How did the topic get onto the policy agenda? Probes: when did that happen? How did 

that come about? 

13. What has been the level of implementation of these policies? Probes: Any 

facilitators/barriers?  

a. Do these policies translate into practice? If not, why not?  

b. What could help advance in implementation? 

14. How have things changed since these disability-inclusive policies were published? Probes: 

a. How have these policies been monitored and evaluated?  

b. What parts of the policy and their implementation, if any, need to be 

changed? 

15. How have your needs been considered in health policy during the COVID-19 epidemic?  

a. What, if any, policies are being implemented to address this? 
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| Appendix D. Supplementary material paper four 

 

D.1 | Additional Table 1. Civil society representation by type of 

organization and impairment group (n=8) 

Impairment 

type or 

disease 

Type of organization* 

Of people 

with 

disabilities 

(n=2) 

For 

people 

with 

disabilities 

(n=2) † 

Of and for 

people with 

disabilities 

(n=1) 

Patients’ 

association 

(n=3) 

Any     
Visual     
Hearing     
Deafblindness     
Physical     
Intellectual     
Psychosocial     
Disease‡ 

    
*According to the National Registry of and for People with Disabilities 

of the National Disability Agency (http://externos.senadis.cl/catastro/) 

and the National Registry of Health-related Organizations 

(https://www.minsal.cl/wp-content/uploads/2021/08/Consolidado-

pagina-web-28-04-2021.pdf) .  
†One organization represented both visual disability and deafblindness. 
‡Patient associations were grouped by Fibromyalgia, Rare diseases, 

and Lupus. 

http://externos.senadis.cl/catastro/
https://www.minsal.cl/wp-content/uploads/2021/08/Consolidado-pagina-web-28-04-2021.pdf
https://www.minsal.cl/wp-content/uploads/2021/08/Consolidado-pagina-web-28-04-2021.pdf
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D.2 | Additional Table 2. List of indicators, 

metric and scoring logic 

 Metric and scoring logic 

Indicator  Basic/Maximum score Mid-points / additional sub-criteria Lowest 

score 

1.1 UNCRPD  Yes, ratified and adopted 

(1) 

a) Ratified with no evidence of action 

(0.5) 

No (0) 

1.2 National Law  Yes, it protects the right to 

health for people with 

disabilities (0.33) 

a) Prohibits discrimination (+0.33) 

and b) requires reasonable 

accommodations (+0.33) 

No (0) 

1.3 National Health 

Policy or Decree  

Yes, national policy on 

health for people with 

disabilities exists (0.25) 

a) General healthcare services (+0.25) 

b) Rehabilitation, AT, and specialist 

services (+0.25) 

c) Measures to implement these 

services (+0.25) 

No (0) 

1.4 National Health 

Sector Plan(s)  

Yes, it includes people 

with disabilities (0.2)  

 

a) Actions and targets for general 

healthcare (+0.2) and b) specialist 

services (+0.2) 

c) Basic statistics on disability and 

health (+0.2) 

d) Monitoring and evaluation of 

indicators (+0.2) 

No (0) 

1.5 National 

Disease Plan(s) 

Yes, people with disabilities are included, and testing, treatment, 

and information programs are ensured (1)  

No (0) 

1.6 Cross ministry 

governance  

Yes, structure exists to 

coordinate work on 

disability inclusion (0.5) 

a) MoH is included (+0.5) No (0) 

2.1 MoH leadership  A focal point/team is responsible for ensuring health access for 

people with disabilities (1) 

No (0) 

2.2 National health 

sector coordination  

Yes, with formal representation of persons with disabilities 

(individual or OPDs) in highest-level (1) 

No (0) 

2.3 Pandemic 

preparedness 

structures  

Yes, with formal representation of people with disabilities 

(individuals or OPDs) in national taskforce (1) 

No (0) 

3.1 Disability 

inclusion budget  

Yes, in MoH (or devolved levels) for department working on 

disability inclusion (1) 

 

No (0) 

3.2 Reimbursement 

adjustments  

Yes, there is a national health insurance reimbursement or there is 

adjusted capitation rates for services provided to some patients with 

disabilities (1) 

No (0) 

3.3 

Rehabilitation/AT 

budget  

Yes, in MoH (or devolved levels) (1) No (0) 

4.1 Maturity of 

disability and health 

data collection  

Health information records 

tag people with disabilities 

(electronic integrated 

system) (1) 

a) National register for people with 

disabilities connected to health data 

(0.67) 

b) National survey/census asks 

disability questions (0.33) 

Not 

collected 

(0) 

4.2 Quality of 

disability and health 

data collection 

method 

All criteria fulfilled (1) a) Valid method (0.25) and b) recent 

data collection (in <10 years) (0.25) 

c) Data is nationally representative 

(0.25) 

No 

criteria 

fulfilled 

(0) 
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d) 5+ impairment types are covered 

(0.25) 

4.3 Maturity of 

disability and health 

data usage  

Data collected is analysed, 

published, and used to 

direct policy change (1) 

a) Data is analysed and published 

(0.5) 

Neither 

(0) 

4.4 Quality of 

disability and health 

data usage method 

All criteria fulfilled (1) a) Method is transparent and valid 

(0.25) 

b) Data is analysed and published 

within three years of collection (0.25) 

and c) the analysis is nationally 

representative (0.25) 

d) Publications and raw data are easily 

accessible (0.25) 

No 

criteria 

fulfilled 

(0) 

5.1 OPDs advocacy  Yes, OPDs advocate on the right to health and have been engaged 

in advisory roles/partnerships with the MoH (1) 

No (0) 

5.2 Autonomy and 

awareness  

In the last 10 years, people with disabilities were asked about 

autonomy and awareness about health in a quantitative survey or 

qualitative data was published in a peer-reviewed journal (1) 

Not 

reported 

(0) 

5.3 Accessibility of 

health information 

Yes, health information is available in two or more accessible 

formats (1) 

<2 

accessible 

formats 

(0) 

6.1 Health coverage  Yes, people with 

disabilities are fully 

covered for free healthcare 

(1) 

a) Healthcare is partially covered (0.5) No (0) 

6.2 Transport 

subsidy  

Yes, available for people 

with disabilities including 

travel to medical care (1) 

a) Subsidized transport but not facility 

dedicated services (0.5) 

No (0) 

6.3 Disability 

allowance  

Yes, available to cover 

healthcare fees not 

covered by existing 

insurance or tax-based 

systems to people with 

moderate to severe 

disabilities (1) 

a) Disability allowance available for 

some people with disabilities in the 

country (0.5) 

No (0) 

6.4 Co-payments Yes, co-pays for services in either health insurance or taxation-

based systems are waived for people with disabilities (1) 

No (0) 

7.1, 7.2 & 7.3 

Training of medical 

doctors, nurses, and 

CHWs 

Yes, information about 

disability is delivered as 

part of their national 

curricula (0.33) 

a) Training content covers medical 

and non-medical modules (+0.33) and 

b) is part of the core curriculum 

(+0.33) 

No (0) 

7.4 Representation 

of people with 

disabilities in health 

workforce 

Yes, representation is in line with or greater than disability 

prevalence of the working age population (2% for LMICs, 4% 

HICs) (1) 

No (0) 

7.5 Satisfaction In the last 10 years, people with disabilities were asked about 

satisfaction with health services in a quantitative survey or 

qualitative data was published in a peer-reviewed journal (1)  

No (0) 
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8.1 National 

accessibility 

standards  

Yes, national accessibility standards exist for healthcare facilities 

(1) 

No (0) 

8.2 Accessibility 

audit  

Yes, accessibility audit of 

health facilities has been 

undertaken (in <10 years) 

(0.33) 

a) Results published in government 

report or peer-reviewed journal 

(+0.33) and b) is mandatory for all 

facilities to meet the accessibility 

standards (+0.33) 

No (0) 

9.1 National 

assessments of 

rehabilitation/AT 

Yes, conducted in the last 10 years (1) No (0) 

9.2 Cross-ministry 

coordination for 

rehabilitation and 

AT  

Yes, where more than one ministry is involved (1) No (0) 

9.3 Trained 

workforce for 

rehabilitation and 

AT 

Above 300 physiotherapists/1,000,000 population for high-income 

countries (1) 

 

Below 

the 

threshold 

(0) 

Abbreviations: Assistive Technology (AT), Community Health Workers (CHWs), High-Income 

Countries (HIC), Low- and Middle-Income Countries (LMICs) Ministry of Health (MoH), United 

Nations Convention on the Rights of Persons with Disabilities (UNCRPD). 
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D.3 | Ethical approval 
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D.4 | Participant information sheet: Key Informant Interviews 

Title of Project: “Disability and human rights: Policy Analysis” 

Introduction I would like to invite you to take part in a research study. Before you decide, you need to 

understand why the research is being done and what it would involve. I will go through this 

information sheet with you and answer any questions you may have. Please ask me if there is 

anything that is not clear or if you would like more information. Please feel free to talk to others 

about the study if you wish. Take time to decide whether or not to take part. 

What is the purpose of the study? I want to know to what extent people with disabilities are included 

in health policies in Chile and the perceptions of key national stakeholders regarding the context, 

actors and processes of health policies related to disability. This will cover overarching national health 

policies in place that could impact access to general healthcare (e.g. doctors, hospitals, pharmacy) 

across all disability groups. I also want to understand disability inclusion in other important aspects of 

the health system and co-develop recommendations with the disability community in Chile. This 

information will be useful to plan and improve healthcare services that are available to and inclusive 

of people with disabilities. 

Why have I been asked to take part? You have been invited because you have been identified by the 

research team as having an expertise in health policy and/or disability (e.g. policy formulation, 

implementation). 

What is involved in the study? I would like to speak to you (in person – modify as appropriate) for 

between 60-90 minutes. I will ask you some questions about: the context in which policies have been 

developed, the main stakeholders involved and the key processes of health policy making (e.g. 

formulation, implementation and evaluation) / the inclusion of people with disabilities in your area of 

the health system (e.g. health financing, health facilities, etc.) [select as appropriate]. With your 

permission, I will record the conversation so that I can accurately recall your responses. You can end 

this interview at any time or refuse to answer any questions. 

Which groups are organising the study? This study is being organised by London School of Hygiene 

and Tropical Medicine, a university based in London, and supported by University of Chile. Both 

organizations have responsibility for the project including the analysis of your data, and will act as the 

data controller for the study. Funding for the study comes from the National Research and 

Development Agency of Chile. 
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What are the benefits? The information collected in this interview can help to plan and improve 

health policies in Chile so that they are inclusive of people with disabilities and positively impact their 

access to healthcare services. 

What are the risks? There are no risks of physical or psychological harm associated with this interview. 

The questions will take up a bit of your time – about 60-90 minutes. You will not receive a financial or 

other type of reimbursement for taking part in the study. 

What will happen to information I share? I will keep all information private, safe and secure. Only the 

study staff will be allowed to look at information about you. Audio recordings will be deleted once the 

transcription of the interview has been verified.  

What will happen to the results of this study? The study results will be published in a journal article, 

reports and in other ways to share findings of this research so that policymakers and practitioners can 

learn from them. I will not use your name/job title in any of this reporting. However, I may use your 

organisation/department, unless you request otherwise. If you would like any or all of your answers 

to be kept fully anonymous (no organisation/department), please let me know 

Who has reviewed this study? All research involving human participants is looked at by an 

independent group of people, called a Research Ethics Committee, to protect your interests. This 

study has been reviewed and approved by The London School of Hygiene & Tropical Medicine 

Research Ethics Committee (<reference number>) and The Faculty of Medicine of University of Chile 

Research Ethics Committee (<reference number>). 

Do I have to take part? No. It is up to you to decide whether or not to take part. If you don’t want to 

take part, that’s ok. I will not share your decision with anyone outside the research team. We will 

discuss the study together and I will give you a copy of this information sheet. If you agree to take 

part, I will then ask you to agree and sign the terms of a consent form. 

Can I change my mind about taking part? Yes. If you agree to take part, you are still free to withdraw 

from the study at any time and without giving a reason. You just need to tell the researcher that you 

don’t want to be in the study anymore. If you withdraw from the study, I will destroy all audio 

recorded interviews, and not use any data collected. 

Closing remarks Thank you for taking time to read this information sheet. If you think you will take 

part in the study, please read, and sign the consent form. 

If you have any further questions that are not answered here or require any further information or 

explanation, please contact: 

Research Lead: Danae Rodríguez Gatta [danae.rodriguez@lshtm.ac.uk] 

mailto:danae.rodriguez@lshtm.ac.uk
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D.5 | Participant information sheet: Representatives of Organization of Persons 
with Disabilities (OPDs)  

Title of Project: “Disability and human rights: Policy Analysis” 

Introduction I would like to invite you to take part in a research study. Before you decide, you need to 

understand why the research is being done and what it would involve. I will go through this 

information sheet with you and answer any questions you may have (modify as appropriate). Please 

ask me if there is anything that is not clear or if you would like more information. Please feel free to 

talk to others about the study if you wish. Take time to decide whether or not to take part. 

What is the purpose of the study? I want to know to what extent people with disabilities are included 

in health policies in Chile and the perceptions of key national stakeholders regarding the context, 

actors and processes of health policies related to disability. This will cover overarching national health 

policies in place that could impact access to general healthcare (e.g. doctors, hospitals, pharmacy) 

across all disability groups. I also want to understand disability inclusion in other important aspects of 

the health system and co-develop recommendations with the disability community in Chile. This 

information will be useful to plan and improve healthcare services that are available to and inclusive 

of people with disabilities. 

Why have I been asked to take part? You have been invited because you have been identified by the 

research team as a leader of a disabled people’s organization in Chile and have lived expertise of 

disability. 

What is involved in the study? I would like to speak to you (in person – modify as appropriate) for 

between 60-90 minutes. I will ask you some questions about your involvement, if any, in health policy 

making and your opinion on current health policies, health information, and health worker attitudes. 

With your permission, I will record the conversation so that I can accurately recall your responses. You 

can end this interview at any time or refuse to answer any questions. 

Which groups are organising the study? This study is being organised by London School of Hygiene 

and Tropical Medicine, a university based in London, and supported by University of Chile. Both 

organizations have responsibility for the project including the analysis of your data and will act as the 

data controller for the study. This means that I am responsible for looking after your information and 

using it properly. Funding for the study comes from the National Research and Development Agency 

of Chile. 
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What are the benefits? The information collected in this interview can help to plan and improve 

health policies in Chile so that they are inclusive of people with disabilities and positively impact their 

access to healthcare services. 

What are the risks?  There are no direct risks of physical or psychological harm associated with this 

interview. However, you may feel distressed when discussing about disability-inclusive health policy 

and its implementation. In this situation, Professor Laura Rueda (lrueda@uchile.cl/ +56229786183), 

an expert in mental health and bioethics from the Faculty of Medicine, University of Chile, will be 

available to provide initial guidance and support free of charge. The questions will take up a bit of 

your time – about 60-90 minutes. You will not receive a financial or other type of reimbursement for 

taking part in the study. However, I will cover for any adaptations required in order to facilitate your 

participation (e.g. sign language interpretation). 

What will happen to information I share? I will keep all information private, safe and secure. Only the 

study staff will be allowed to look at information about you. Audio recordings will be deleted once the 

transcription of the interview has been verified.  

What will happen to the results of this study? The study results will be published in a journal article, 

reports and in other ways to share findings of this research so that policymakers and practitioners can 

learn from them. I will also share the learning with policymakers and practitioners directly. I will not 

use your name in any of this reporting. However, I may use your organisation/department, unless you 

request otherwise. If you would like any or all of your answers to be kept fully anonymous (no 

organisation/department), please let me know. 

Who has reviewed this study? All research involving human participants is looked at by an 

independent group of people, called a Research Ethics Committee, to protect your interests. This 

study has been reviewed and approved by The London School of Hygiene & Tropical Medicine 

Research Ethics Committee (<reference number>) and The Faculty of Medicine of University of Chile 

Research Ethics Committee (<reference number>). 

Do I have to take part? No. It is up to you to decide whether or not to take part. If you don’t want to 

take part, that’s ok. Your decision to participate or not participate will have no effect on any health 

and social services you receive. I will not share your decision with anyone outside the research team. 

We will discuss the study together and I will give you/read out to you (modify as appropriate), a copy 

of this information sheet. If you agree to take part, I will then ask you to agree the terms of a consent 

form, signing or taking oral consent which will be recorded. 

Can I change my mind about taking part? Yes. If you agree to take part, you are still free to withdraw 

from the study at any time and without giving a reason. You just need to tell the researcher that you 

don’t want to be in the study anymore. This will make no difference to any health or social services 

you receive. If you withdraw from the study, I will destroy all audio recorded interviews, and not use 

any data collected. 
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Closing remarks Thank you for taking time to read to this information sheet (modify as appropriate). If 

you think you will take part in the study, please read and sign the consent form (modify as 

appropriate). 

 If you have any further questions that are not answered here or require any further information or 

explanation, please contact: 

Research Lead: Danae Rodríguez Gatta [danae.rodriguez@lshtm.ac.uk]  

 

  

mailto:danae.rodriguez@lshtm.ac.uk
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D.6 | Participant information sheet: Participatory workshop 

Title of Project: “Disability and human rights: Policy Analysis” 

Introduction I would like to invite you to take part in a workshop. Before you decide, you need to 

understand why this activity is being done and what it would involve. I will go through this 

information sheet with you and answer any questions you may have. Please ask me if there is 

anything that is not clear or if you would like more information. Please feel free to talk to others 

about the workshop if you wish. Take time to decide whether or not to take part. 

What is the purpose of the workshop? The purpose is to discuss the findings of the study about the 

inclusion of people with disabilities in Chilean health policy and across the healthcare system. Then, to 

develop altogether recommendations and key priority areas for improving healthcare services that 

are available to and inclusive of people with disabilities.  

Why have I been asked to take part? You have been invited because you have been identified by the 

research team as having an expertise in health policy and/or disability (e.g. policy formulation, 

implementation); as a leader of an organization of people with disabilities and/or have lived expertise 

of disability; and/or your role is key in the wider inclusion of people with disabilities in the health 

system. 

What is involved in the activity? You would be invited to take part in an in-person workshop that will 

last half a day. With your permission, I will record the workshop so I can accurately recall your 

responses. 

Which groups are organising the workshop? The workshop is being organised by London School of 

Hygiene and Tropical Medicine, a university based in London, and the Department of Disability and 

Rehabilitation of the Ministry of Health of Chile. Funding for the workshop comes from the Ministry of 

Health of Chile. 

What are the benefits? The information collected in this workshop can help to plan and improve 

health policies in Chile so that they are inclusive of people with disabilities and positively impact their 

access to healthcare services. You will be provided with compensation for your travel costs and any 

adaptations required in order to facilitate your participation (e.g. sign language interpretation) will be 

covered. 

What are the risks? There are no risks of physical or psychological harm associated with this 

workshop. The questions will take up a bit of your time – approximately half a day.  
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What will happen to information I share? Recommendations and key priority areas for improving 

healthcare services that are available to and inclusive of people with disabilities will be co-developed 

based on your feedback. These recommendations will be shared with key stakeholders in Chile and 

also internationally. The recording of the workshop will be only shared with the research team and 

will be kept secure, safe. 

Confidentiality I would like to list your name and organization in the recommendations developed. 

However, if you would prefer not to be named in that list, please let me know and I will exclude your 

name and organization from the dissemination materials.  

Do I have to take part? No. It is up to you to decide whether or not to take part. If you don’t want to 

take part, that’s ok. I will not share your decision with anyone outside the research team. We will 

discuss the workshop together and I will give you a copy of this information sheet. If you agree to take 

part, I will then ask you to agree and sign the terms of a consent form. 

Closing remarks Thank you for taking time to read this information sheet. If you think you will take 

part in the workshop, please read and sign the consent form. 

If you have any further questions that are not answered here or require any further information or 

explanation, please contact: 

Research Lead: Danae Rodríguez Gatta [danae.rodriguez@lshtm.ac.uk] 

 

mailto:danae.rodriguez@lshtm.ac.uk
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D.7 | Consent form for participant 

Title of Project: “Disability and human rights: Policy analysis” 

 

 I confirm that I have read the information sheet for the “Disability and human rights: Policy 

Analysis” study. I have had the opportunity to consider the information, ask questions and 

have had these answered satisfactorily. 

 I understand that my participation is voluntary and that I am free to withdraw at any time 

without giving any reason, without my medical care or legal rights being affected [delete as 

applicable]. 

 I understand that the information collected about me will be used to support other research 

in the future and may be shared anonymously with other researchers. 

 I agree to take part in the interview for the above study. 

 I agree to take part in the workshop for the above study. 

 I agree to this interview being recorded.  

 

 

 

  

                  Printed name of participant   Signature of participant   Date 

     [state full name orally for remote interviews] [state orally for remote interviews] 

 

 

 

 

  

Printed name of person obtaining consent Signature of person obtaining consent  Date 

     [state full name orally for remote interviews] [state orally for remote interviews] 
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D.8 | Información para participantes 

Proyecto de Investigación: “Salud inclusiva para personas con discapacidad en 
Chile” 

 

Invitación a participar: Le invito a participar como informante en una investigación. Antes de que 
decida, tiene que entender por qué se hace la investigación y en qué consiste. Revisará esta hoja 
informativa y responderé a cualquier pregunta que pueda tener. Por favor, pregunte si hay algo que no 
está claro o si desea más información. Si lo desea, puede hablar con otras personas sobre el estudio. 
Tómese su tiempo para decidir si quiere participar o no. 

 

¿Cuál es el objetivo del estudio? Esta investigación busca: 

1. Evaluar la inclusión de las personas con discapacidad en los documentos de política de salud 

de Chile y explorar las percepciones de los principales actores nacionales sobre el contexto, 

los actores y los procesos de las políticas sanitarias relacionadas con discapacidad.  

2. Evaluar la inclusión de personas con discapacidad en el sistema de salud chileno y entregar 

recomendaciones basadas en la evidencia y desarrolladas en conjunto con organizaciones de 

personas con discapacidad. 

¿Por qué se me ha pedido que participe? Se le ha invitado porque el equipo de investigación ha 
considerado que tiene experiencia en política de salud y/o discapacidad (por ejemplo, en la formulación 
de políticas o su implementación). 

 

¿Qué grupos organizan el estudio? Este estudio está organizado por London School of Hygiene and 
Tropical Medicine (LSHTM), una universidad con sede en Londres, Reino Unido, y cuenta con el apoyo 
de la Facultad de Medicina, Universidad de Chile. Ambas organizaciones son responsables del proyecto, 
incluido el análisis de sus datos, y actuarán como responsables del estudio. También co-lideran el 
proyecto el Departamento de Discapacidad y Rehabilitación del Ministerio de Salud y organizaciones 
de personas con discapacidad. La financiación del estudio procede de la Agencia Nacional de 
Investigación y Desarrollo de Chile y de LSHTM. 

 

Nombre del Investigador principal: Danae Rodríguez Gatta,  

Institución: International Centre for Evidence in Disability, London School of Hygiene and 
Tropical Medicine 

Correo electrónico: danae.rodriguez@lshtm.ac.uk  

 

Nombre del Co-investigador: Pamela Gutiérrez Monclus,  

mailto:danae.rodriguez@lshtm.ac.uk
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Institución: Facultad de Medicina, Universidad de Chile 

Teléfono: 22978 6545 (oficina) – 229786183 (secretaría) 

 

¿En qué consiste la participación? Si usted acepta participar, se le invitará a una entrevista individual. 
En esta actividad le haré preguntas sobre la inclusión de las personas con discapacidad en el sistema de 
salud de Chile, según su área de experiencia. La duración estimada de esta actividad será de 45 a 60 
minutos. Esta entrevista será grabada, con su permiso, y se realizará de forma presencial, por ejemplo, 
en su lugar de trabajo, en la Facultad de Medicina de la Universidad de Chile o en un lugar público, 
según sus preferencias. Se le podría invitar a más de una entrevista y de forma excepcional, la entrevista 
podrá ser remota (por ejemplo, debido a viajes, emergencia sanitaria, etc.).  

 

¿Cuáles son los riesgos? La existencia de riesgos es inherente a todas las investigaciones en que 
participen seres humanos. Sin embargo, las conversaciones con un profesional tienen un riesgo de daño 
físico o psicológico mínimo. Si usted considera que le afectan de alguna manera estas actividades, 
deberá hablar con la Profesora Terapeuta Ocupacional, especialista en salud mental y ética, Laura 
Rueda (lrueda@uchile.cl; número secretaría +56229786183), quien le ofrecerá una orientación inicial 
y red de apoyo. El apoyo que reciba no tendrá costo para usted. 

 

¿Cuáles son los costos? La participación en las actividades de la investigación no tiene costos para usted. 
Las preguntas le llevarán entre 45 a 60 minutos de su tiempo. No recibirá ningún reembolso económico 
o de otro tipo por participar en el estudio.  

 

¿Cuáles son los beneficios? La información recopilada en esta entrevista podrá ayudar a mejorar el 
conocimiento y la forma en que se incluye a las personas con discapacidad en las políticas y sistema de 
salud de Chile, para que tengan un impacto positivo en su acceso a atención de salud. 

 

¿Qué pasará con la información que comparta? Toda la información sobre su participación en esta 
investigación será guardada en forma de estricta confidencialidad. Sólo los investigadores del estudio 
podrán ver la información sobre usted. Ninguna publicación de los resultados incluirá su nombre o 
cargo. Sin embargo, se utilizará su organización o departamento, a menos que usted solicite lo 
contrario. Si desea que alguna o todas sus respuestas sean totalmente anónimas (sin organización o 
departamento), hágamelo saber. Mantendré toda la información privada, segura y protegida. Se 
reemplazará el nombre de las personas por un número y este solo será conocido por los investigadores. 
Toda la información de la investigación será guardada en un estante con llave en la oficina del 
investigador principal. Los documentos digitales se guardarán en un servidor de la universidad, con 
encriptación de datos y clave secreta. Las grabaciones de audio se eliminarán una vez que se haya 
verificado la transcripción de la entrevista. 

 

¿Qué pasará con los resultados de este estudio? Los resultados del estudio se publicarán en un artículo 
de revista científica, en informes y a través de divulgación (anonimizada) en redes sociales, de modo 
que los responsables políticos y los profesionales puedan aprender de ellos. 

 

¿Quién ha revisado este estudio? Todas las investigaciones con participantes humanos son examinadas 
por un grupo independiente de personas, llamado Comité de Ética de la Investigación, para proteger 
sus intereses. Este estudio ha sido revisado y aprobado por el Comité de Ética de la Investigación de 

mailto:lrueda@uchile.cl
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London School of Hygiene and Tropical Medicine (Nº28068) y el Comité de Ética de la Investigación en 
Seres Humanos de la Facultad de Medicina de la Universidad de Chile (Nº152-2022). 

 

¿Estoy obligado a participar? No. Usted decide si quiere participar o no. Su participación en esta 
investigación es totalmente voluntaria. Si usted decide no participar en esta investigación, esto no 
tendrá consecuencias negativas para usted. No compartiré su decisión con nadie ajeno al equipo de 
investigación.  

 

¿Puedo cambiar de opinión sobre mi participación? Sí. Si acepta participar, es libre de retirarse del 

estudio en cualquier momento y sin necesidad de dar una razón. Sólo tiene que decir al investigador 

que no quiere seguir participando en el estudio. Si se retira del estudio, destruiré todas las entrevistas 

grabadas y no utilizaré los datos recogidos. 

Derechos del participante: Usted recibirá una copia íntegra y escrita de este documento firmado. Si 

necesita más información, puede comunicarse con la investigadora principal. En caso de duda sobre 

sus derechos debe comunicarse con el presidente del Comité de Ética de Investigación en Seres 

Humanos, Dr. Manuel Oyarzún Gómez (Teléfono: 22978 9536, Email: ceish.med@uchile.cl), cuya 

oficina se encuentra ubicada a un costado de la Biblioteca Central de la Facultad de Medicina, 

Universidad de Chile en Av. Independencia 1027, Comuna de Independencia. 

Observaciones finales Gracias por tomarse el tiempo de leer esta hoja informativa. Si cree que va a 
participar en el estudio, lea y firme el siguiente formulario de consentimiento. 
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D.9 | Formulario de consentimiento 

Proyecto de Investigación: “Salud inclusiva para personas con discapacidad en 
Chile” 

 

 

 Confirmo que he recibido y comprendido la información de este documento y que he tenido la 

oportunidad de hacer preguntas y aclarar todas mis dudas. 

 Entiendo que mi participación es voluntaria y que soy libre de retirarme en cualquier momento sin 

dar ninguna razón. 

 Entiendo que la información recopilada se utilizará para apoyar otras investigaciones en el futuro y 

puede ser compartida de forma anónima con otros investigadores. 

 Otorgo mi consentimiento para participar como informante en el proyecto “Salud inclusiva para 

personas con discapacidad en Chile”. 

 Acepto que se grabe esta entrevista. 

                                         

 

                                                    

Nombre del participante / Rut     Firma     Fecha 

   

 

 

 

 

  

Danae Rodríguez Gatta – Investigadora Principal    Firma     Fecha 
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D.10 | Información para participantes: Workshop 

Proyecto de Investigación: “Salud inclusiva para personas con discapacidad en 
Chile” 

Invitación a participar: Le invito a participar en un workshop. Antes de que decida, tiene que entender 
por qué se hace esta actividad y en qué consiste. Revise esta hoja informativa y responderé a cualquier 
pregunta que pueda tener. Por favor, pregunte si hay algo que no está claro o si desea más información. 
Si lo desea, puede hablar con otras personas sobre el workshop. Tómese su tiempo para decidir si 
quiere participar o no. 

 

¿Cuál es el objetivo del workshop? Este workshop busca (1) discutir los principales resultados de la 
investigación en base al primer borrador del reporte, (2) dialogar recomendaciones en conjunto y 
definir prioridades de acción para la mejora del sistema de salud y (3) conocer las trayectorias de salud 
y ajustes razonables requeridos por organizaciones de personas con discapacidad.  

 

¿Por qué se me ha pedido que participe? Se le ha invitado porque el equipo de investigación ha 
considerado que tiene experiencia en política de salud y discapacidad (por ejemplo, en la formulación 
de políticas o su implementación), liderazgo en una organización de personas con discapacidad, 
expertiz por experiencia y/o un rol clave en la inclusión de personas con discapacidad en el sistema de 
salud. 

 

¿Qué grupos organizan el workshop? Este workshop está organizado por London School of Hygiene and 
Tropical Medicine (LSHTM), una universidad con sede en Londres, Reino Unido, y cuenta con el soporte 
de la Facultad de Medicina, Universidad de Chile. El apoyo para la implementación del workshop 
procede del Departamento de Discapacidad y Rehabilitación del Ministerio de Salud, mediante la 
disposición de profesionales, instalaciones, materiales y coffee break. 

 

¿En qué consiste la participación? Se le invita a participar de un workshop presencial que durará 
aproximadamente media mañana. Durante la actividad, se espera que usted revise los resultados de la 
investigación y las recomendaciones iniciales, y luego dialogue y acuerde recomendaciones finales y 
prioridades de acción junto con otros participantes del workshop. Con su permiso, el audio del 
workshop será grabado, para luego recordar con precisión sus respuestas. 

 

¿Cuáles son los riesgos? La existencia de riesgos es inherente a todas las investigaciones en que 
participen seres humanos. Sin embargo, la participación en un workshop tiene un riesgo de daño físico 
o psicológico mínimo. Si usted considera que le afecta de alguna manera esta actividad, deberá hablar 
con la Profesora Terapeuta Ocupacional, especialista en salud mental y ética, Laura Rueda 



   

 

 

227 

(lrueda@uchile.cl; número secretaría +56229786183), quien le ofrecerá una orientación inicial y red de 
apoyo. El apoyo que reciba no tendrá costo para usted. 

 

¿Cuáles son los costos? La participación en el workshop le tomará aproximadamente entre 3 a 4 horas 
de su tiempo. No recibirá ningún reembolso económico o de otro tipo por participar en esta actividad.  

 

¿Cuáles son los beneficios? La información recopilada en este workshop podrá ayudar a planificar y 
mejorar las políticas sanitarias y sistema de salud de Chile, para que incluyan a las personas con 
discapacidad e incidan positivamente en su acceso a servicios de salud. Además, contribuirá a la 
construcción de conocimiento y evidencia en este ámbito en nuestro país. Para facilitar su participación, 
se dispondrá de los apoyos necesarios que usted requiera (por ejemplo, interpretación de lengua de 
señas, lenguaje fácil, etc.) 

 

¿Qué pasará con la información que comparta? En base a su participación y comentarios, se 
desarrollarán de manera conjunta las recomendaciones finales y prioridades de acción. Esta 
información se compartirá con actores claves en Chile y también a nivel internacional. Se incluirá su 
nombre y el de su organización en la información elaborada. No obstante, si prefiere no figurar en esa 
lista, hágamelo saber y excluiré su nombre y organización de los materiales de difusión. La grabación 
del workshop se mantendrá segura y protegida, y solo se compartirá con el equipo de investigación. 
Las grabaciones de audio se eliminarán una vez que se haya verificado la transcripción del workshop. 

 

¿Qué pasará con los resultados de este workshop? Los resultados del workshop se publicarán en un 
reporte, un artículo científico revisado por pares y a través de divulgación en redes sociales, de modo 
que los responsables políticos y la sociedad civil puedan aprender de ellos. 

 

¿Quién ha revisado este estudio? Todas las investigaciones con participantes humanos son examinadas 
por un grupo independiente de personas, llamado Comité de Ética de la Investigación, para proteger 
sus intereses. Este estudio ha sido revisado y aprobado por el Comité de Ética de la Investigación de 
London School of Hygiene and Tropical Medicine (Nº28068) y el Comité de Ética de la Investigación en 
Seres Humanos de la Facultad de Medicina de la Universidad de Chile (Nº152-2022). 

 

¿Estoy obligado a participar? No. Usted decide si quiere participar o no. Su participación en este 
workshop es totalmente voluntaria. Si usted decide no participar en ese workshop, esto no tendrá 
consecuencias negativas para usted.  

 

¿Puedo cambiar de opinión sobre mi participación? Sí. Si acepta participar, es libre de retirarse del 

workshop en cualquier momento y sin necesidad de dar una razón. Sólo tiene que decir al investigador 

que no quiere seguir participando en el workshop.  

Derechos del participante: Usted recibirá una copia íntegra de este documento firmado. Si necesita más 

información, puede comunicarse con la investigadora principal. En caso de duda sobre sus derechos 

debe comunicarse con el presidente del Comité de Ética de Investigación en Seres Humanos, Dr. 

Manuel Oyarzún Gómez (Teléfono: 22978 9536, Email: ceish.med@uchile.cl), cuya oficina se encuentra 

mailto:lrueda@uchile.cl
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ubicada a un costado de la Biblioteca Central de la Facultad de Medicina, Universidad de Chile en Av. 

Independencia 1027, Comuna de Independencia. 

Observaciones finales Gracias por tomarse el tiempo de leer esta hoja informativa. Si cree que va a 
participar en el workshop, lea y firme el siguiente formulario de consentimiento. 
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D.11 | Formulario de consentimiento 

Proyecto de Investigación: “Salud inclusiva para personas con discapacidad en 
Chile” 

 

 

 Confirmo que he recibido y comprendido la información de este documento y que he tenido la 

oportunidad de hacer preguntas y aclarar todas mis dudas. 

 Entiendo que mi participación es voluntaria y que soy libre de retirarme en cualquier momento sin 

dar ninguna razón. 

 Entiendo que la información recopilada se utilizará para apoyar otras investigaciones en el futuro y 

puede ser compartida de forma anónima con otros investigadores. 

 Otorgo mi consentimiento para participar en el workshop del proyecto de investigación “Salud 

inclusiva para personas con discapacidad en Chile”. 

 Acepto que se grabe este workshop. 

                                         

 

                                                    

Nombre del participante / Rut     Firma     Fecha 

   

 

 

 

 

  

Danae Rodríguez Gatta – Investigadora Principal    Firma     Fecha 
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D.12 | INTERVIEW GUIDE FOR KEY INFORMANTS 

Note 1: These will be adapted based on the background of the key informant and, ideally, the specific 

health policy in which the person has been involved. 

Note 2: These questions should be used to guide discussion but do not have to be used in the 

sequence listed below. The interviewer should follow up on any additional issues that may arise 

and seem important in relation to the issues above. 

Interview registration  

Code 
 

 

Interview date and time 
 

 

Interview location 
 

 

Interviewer 
 

 

Interviewee 
 

 

Job title 
 

 

Organization 
 

 

 

Introduction 

Good morning/afternoon/evening, it is a pleasure to meet you. Thank you very much for your time. I 

am [interviewer’s name] from... 

5. Advise once again of the issue of confidentiality and anonymity.  

6. Mention again that the interview will be audio-recorded. 

7. Check if they have any questions about the research. 

8. Remind them that they are free to decline to answer any of the questions or stop the 

interview at any time. 

 

Section 1: Key informant background 

17. Please, tell me more about your role as [job title]. Probes: What activities do you do in this role?  

 

Section 2: Disability inclusive health 

[Note: the following questions are phrased specifically for each key informant. During each 

consultation, focus on the specific health system area in which the key informant has been directly 

involved. If the informant has not been directly involved, focus on the area most relevant to the 

informant] 

CONSULTATION 1  
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Component: Governance – National health sector plan 

Key informant: Disability Liaison or Health Equity, National Health Strategy, Ministry of Health 

 

1. How was disability included in the national strategy?  

2. How were these disability-related goals prioritized?  

3. Which are the main actions and targets? (Probe: General healthcare, specialized services, 

etc.) 

4. Monitoring and evaluation indicators on disability have not been published. How is it planned 

to be measured? Why did the last health strategy not measure the progress within disability 

even if it had goals related to it? 

5. How do you involve Organizations of People with Disabilities (OPDs) in drafting/monitoring 

the national health strategy?  

 

CONSULTATION 2  

Component: Governance – National HIV plan | Effective service coverage – ARTs coverage | Health 

status - HIV 

Key informant: HIV, AIDS and STI Prevention and Control department, Ministry of Health 

 

1. Are people with disabilities considered in the plan? Yes/No 

a. Why? Why not? How could this be improved? 

2. Which are the main actions and targets? (Probe: General healthcare, specialized services, 

etc.) 

3. What evidence, statistics exists on HIV and disability in Chile? (Probe: disease prevalence, ART 

coverage, etc.) 

4. How will you plan to monitor and evaluate indicators on HIV amongst people with disabilities? 

 

CONSULTATION 3 

Component: Leadership – MoH leadership & National health sector coordination & Global Fund CCM | 

Rehabilitation services and AT - Coordination 

Key informant: National Disability Agency or Disability department, Ministry of Health 

 

1. Who is responsible for disability inclusion and rehabilitation? 

2. Is there representation of persons with disabilities (individual, or OPDs) in highest-level health 

sector coordination structure? Yes/no? Why/ Why not? 

3. Are people with disabilities represented in the Global Fund CCM? Yes/no? Why/ Why not? 

4. Is there a coordination mechanism cross-Ministry for rehabilitation services and assistive 

technology (AT)? (E.g., Between MoH and Ministry of Social Affairs?) 

 

CONSULTATION 4 

Component: Leadership – Pandemic preparedness structures  
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Key informant: National Pandemic Response-taskforce or National COVID-19 Epidemic Disability 

taskforce  

 

1. Were people with disabilities represented in the taskforce? 

a. If yes, who? In which capacity? 

b. If not, why? How could participation improve? 

 

CONSULTATION 5 

Component: Health financing – Assistive Technology/Rehabilitation budget & Disability inclusion 

budget  

Key informant: Ministry of Finance; or Disability department, MoH; or Association of Municipalities; or 

National disability agency 

 

1. What is the funding for AT/rehabilitation in MoH (or devolved levels) budget? 

2. Which of the annual MoH budget or absolute amount contributed from other Ministries as % 

MoH budget? 

3. What is the Budget (MoH or devolved levels) for role/department in MoH working on 

disability inclusion? Probes: 

a. Nationwide? Amount in USD? 

b. Decentralized level? Amount in USD?  

 

CONSULTATION 6 

Component: Health financing – Reimbursements | Affordability – Disability allowance  

Key informant: Ministry of Finance; or National health insurer; or National private insurer; or GES 

programme, MoH; or National Disability Agency; or Association of municipalities; or Disability 

department, MoH; or Unit of disability and social benefits, MoH  

 

1. What type of disability-related health services are covered through [main health insurance 

plans in Chile]? Probes:  

a. If yes, for which conditions? Which types of rehabilitation services, AT etc.? What 

services are not covered? 

2. What are typical contributions people enrolled in [main health insurance plans in Chile] pay 

(e.g., insurance premiums, at point of use)?  

a. Are there subsidies/exemptions for people with disabilities? 

b. If no adjustments exist. Why? How could it be improved? 

3. Is there a disability allowance available to cover healthcare fees not covered by existing 

insurance or tax-based systems, e.g., travel to clinics, assistive technologies?    

a. If yes, which ones? Which % of population is covered? (Amount per person per time 

unit in USD) 

b. If not, why not? How could it be improved? 

4. Is there a transport subsidy for people with disabilities? If yes, how does it work? 
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5. Are people with disabilities fully covered for free healthcare through social health insurance, 

tax-based system, provision as part of disability allowance or any other stipulations? Yes/no? 

Why/ why not? 

6. Do any co-pays exist for services in either health insurance or taxation-based systems are 

waved for persons with disabilities? Yes/no? Why/ why not? 

 

CONSULTATION 7 

Component: Data and Evidence – Routine health data  

Key informant: Department of statistics, Ministry of Health; or Disability identification cards, National 

Disability Agency; or Department of Disability, Ministry of Health 

 

1. How is disability monitored through routine health data?  

a. If yes, which data is available? How is it collected? 

b. If not, how could data be disaggregated by disability? What opportunities exist to 

expand data collection on disability? 

 

CONSULTATION 8 

Component: Leadership – National health sector coordination & Global Fund CCM | Autonomy and 

Awareness – OPD advocacy & Accessibility of health information | Human resources – Satisfaction & 

Representation in the health workforce 

Key informant: National Organization of People with Disabilities (OPD)  

 

1. Are you or other OPDs participating in the highest-level health sector coordination structure? 

Yes /No? Why? Why not? How could it be improved? 

2. Are you or other OPDs participating in the Global Fund CCM? Yes /No? Why? Why not? How 

could it be improved? 

3. How relevant is the advocacy for the right to health for the disability community? Probe: 

collaboration with government and NGO delivery partners?  

4. Do you think lack of autonomy and awareness about health access is an issue for the disability 

community? Yes /No? Why? Why not? 

5. How accessible is health information? For instance, simple language, sign interpretation of 

video/tv messages, braille, information for caregivers? 

6. What is the attitude of health workers towards people with disabilities? What is the overall 

level of satisfaction of the disability community? 

 

CONSULTATION 9 

Component: Human Resources – Training of medical doctors, nurses, and community health workers 

& Representation in the health workforce | Rehabilitation services and AT – trained workforce available 
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Key informant: National society of medicine; or National society of nurses; or Dean of medicine faculty, 

University of Chile; or Primary care services, MoH; or Department of training, human resources 

development and continuing education, MoH 

 

1. Is disability training part of the national curricula for medical schools/colleges?  

a. If yes, what is the number of hours training? Curriculum? Type of training? 

b. If not, why not? How could it be improved? 

2. Is disability training part of the national curricula for nurses/nursing schools/colleges?  

a. If yes, what is the number of hours training? Curriculum? Type of training? 

b. If not, why not? How could it be improved? 

3. Is disability training part of the national curricula for community health workers?  

a. If yes, what is the number of hours training? Curriculum? Type of training? 

b. If not, why not? How could it be improved? 

4. Are people with disabilities represented in the health workforce? If yes, what % of medical 

doctors have disability? 

5. What trained workforce is available to provide rehabilitation services and AT? For example, 

number of physiotherapists/10,000 population?  

 

CONSULTATION 10 

Component: Health facilities – National accessibility standards and accessibility of facilities 

Key informant: Disability department, MoH; or National Disability Agency; or Ministry of Housing and 

Urban planning  

 

1. Are there any national accessibility standards? If yes, which ones? How are they implemented 

and monitored? Audit of health facilities? For instance, in the last 10 years? 

 

Closing 

I’m aware of the time and now we are approaching the end of this interview. I will now stop the 

recording. It has been a pleasure to meet you. Thank you so much for your time and participation in 

this study! 
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