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Abstract 
Despite the increased emphasis placed on people-centred mental health care in low- and middle-income 
countries (LMICs), until this study, there has been no systematic investigation of the paradigm outside 
Western high-income country settings. Timor-Leste, a lower middle-income country in South-East Asia, is 
in the process of strengthening its national mental health system to align with people-centred 
approaches to mental health care. This thesis critically investigates people-centred mental health care in 
community settings, mental health services, and the mental health system in Timor-Leste.  

This study aimed to enhance the understanding of the acceptability and feasibility of people-centred 
mental health care in Timor-Leste. The study's primary aim was to inform Timor-Leste's ongoing mental 
health system strengthening, and its secondary aim was to identify potential implications for the 
implementation of the people-centred paradigm in other LMICs. The study employed mixed-methods 
framed through a socio-ecological lens to understand the people-centred mental health care paradigm in 
Timor-Leste across multiple levels of analysis. In-depth semi-structured interviews were conducted with 
85 stakeholders from different groups across national and sub-national sites. Informal observation in 
government and non-government mental health and social care services and a review of publicly 
available documents were also undertaken. A quantitative complex systems analysis was employed to 
measure intersectoral collaboration in the national mental health system.  

At the community level, the study found a family-centred ecology of mental health in which the needs, 
preferences and rights of individuals were subordinated to those of their family. Timorese people with 
mental illness experienced multi-faceted social exclusion, but also had opportunities for social inclusion. 
At the mental health service level, sociocultural and medical power hierarchies shaped decision making. 
Priorities for mental health care for families, communities, service providers, decision makers and civil 
society were influenced by Timor-Leste's broader development context and its lack of resources for 
health services. At the mental health system level, holistic understandings of health and well-being and 
the need to overcome resource restrictions provided opportunities for intersectoral collaboration in 
mental health. A split in stewardship for mental health governance between health and social sectors was 
detected. There was also limited participation in mental health system governance by people with mental 
illness, their families and communities.  

The study evinced that employing a socio-ecological framework allowed for a deeper consideration of 
Timor-Leste's sociocultural and development contexts while acknowledging the common elements in 
people-centred mental health care. The findings present a compelling case for the consideration of both 
individual and collective care and social rights in global mental health. The implementation of people-
centred mental health care should be viewed as a staged process to account for limited resources, 
capacities and priorities for countries. The findings highlight the vacuum of research on the power 
relations inherent in the concept of people-centred mental health care, its implementation and the 
hierarchies of knowledge on which the paradigm is based. Accounting for local cultural knowledge and 
understandings will strengthen the design and implementation of people-centred mental health care in 
LMIC settings. 
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supervisors reviewed and approved the final manuscripts before submission for publication. 
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Glossary of terms and abbreviations 

Biomedical 
model 

Modern medicine has practiced a biomedical model of illness 1. The biomedical model as 
applied to mental illness predominantly views the cause of mental illness as physiologically-
determined (e.g. organic or neurological causes, chemical imbalances), and consequently 
privileges biological treatment responses (e.g. pharmacological interventions)1-3. Although 
biomedicine emerged from Western societies, the model and practice are employed and 
legitimized throughout the world 1, 4, 5.  

Consumer Consumer refers to a person who uses a health service.  

Co-production This study adopts the WHO definition of co-production as: "care that is delivered in an equal 
and reciprocal relationship between professionals, people using care services, their families and 
the communities to which they belong. It implies a long-term relationship between people, 
providers and health systems where information, decision-making and service delivery become 
shared."6 

DPO Disabled persons organisation 

Empowerment This study adopts the WHO definition of empowerment as: "a process through which people 
gain greater control over decisions and actions affecting their health"7. Empowerment can occur 
at the individual level or collective level (i.e. empowered families, empowered communities).  

Engagement Engagement can be considered as a continuum of approaches through which people, families 
and communities are involved in activities aimed to promote good health and wellbeing 8. 

Family-centred A family-centred approach to mental health works with the family as a unit 9-13. Family-centred 
mental health care makes explicit the distinct and overlapping needs and rights of different 
family members, and enhances the capacity of families to care for their members and 
overcome any difficulties that arise 9, 11, 14. 

HiAP Health in All Policies 

HIC High-income country 

LMIC Low- and middle-income country 

Mental health This study adopts the WHO definition of mental health: "as a state of well-being in which every 
individual realizes his or her own potential, can cope with the normal stresses of life, can work 
productively and fruitfully, and is able to make a contribution to her or his community."15 

Mental illness, 
mental distress, 
mental ill-
health, mental 
health problems  

A mental illness is a condition that significantly impacts "how a person feels, thinks, behaves, 
and interacts with other people" 16. 'Mental illness' is sometimes used to refer only to diagnosed 
health conditions, and 'mental health problems' as a less debilitating form of illness. This study 
employs the terms 'mental illness', or variants 'mental distress', 'mental ill-health', 'mental 
health problems' interchangeably to underscore that these are socioculturally-constructed 
categories and to avoid perpetuation of a hierarchy of lived experience. 

MoH Ministry of Health Timor-Leste  

MSSI Ministry of Social Solidarity and Inclusion Timor-Leste  

Neoliberalism  Neoliberalism is an economic and political philosophy underpinned by the assumption that free 
market, entrepreneurism, self-management and independence are required to maximise public 
good. 17 

NGO Non-government organisation 
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Participation Participation refers to the active involvement of people, their families and communities at 
micro- (e.g. individual health decision making), meso- (e.g. service delivery and planning) and 
macro-levels of the mental health system (e.g. governance and policy making)18. 

Patient-centred 
health care 

Patient-centred health care uses individual patients' needs, wants and preferences to guide 
clinical decisions 3. 

Person-centred 
health care 

Person-centred care bestows agency to the health service users to make decisions about their 
health; individualises care; and focuses on the whole person – their interconnected physical, 
psychological, spiritual and social parts. 2, 19-21 

People-centred 
health care  

This study adopts the WHO definition of people-centred health care as: "an approach to care 
that consciously adopts individuals', carers', families' and communities' perspectives as 
participants in, and beneficiaries of, trusted health systems that are organized around the 
comprehensive needs of people rather than individual diseases, and respects social 
preferences."6  

Psychosocial 
disability 

Psychosocial disability refers to disability related to a person's lived experience of mental 
illness22. This definition is based on a human rights model of disability, which articulates that 
people are disabled by the interaction of their functioning and health conditions and 
unsupportive social and physical environments23. People with psychosocial disabilities are a 
diverse group of identifies, and in many countries in Asia and the Pacific this includes people 
said to have mental illness, intellectual disabilities and epilepsy. 

Recovery Personal recovery is most commonly defined as "a deeply personal, unique process of changing 
one's attitudes, values, feelings, goals, skills and/or roles...a way of living a satisfying, hopeful 
and contributing life even with the limitations caused by illness"24. Recovery has been 
conceptualised as a vision, outcome and process for people with mental illness; and as an 
approach to mental health service provision 25. 

Service user Service user refers to a person who uses a health service. 

SISCa Servisu Integrado du Saude Comunidade, Integrated health services program in Timor-Leste  

Social and 
emotional 
wellbeing 
(SEWB) 

Social and emotional well-being is a concept that has originated from Aboriginal and Torres 
Strait Islander Australian holistic conceptualisations of health, well-being and balance. SEWB is 
broader than mental health. For Aboriginal and Torres Strait Islander Australian peoples, SEWB 
is derived from relational connections to family, community, kin, environment, spirits, 
ancestors, mind and body 26. 

Sociocultural Sociocultural is defined as a matrix of meaning through which people are shaped and in turn 
shape the traditions, beliefs and practices of their social and cultural group identities. This 
thesis refers to 'sociocultural' rather than 'social' and 'cultural' to acknowledge that these 
factors are intertwined and inseparable.   

Social exclusion Social exclusion and social inclusion are not simply the inverse of each other, and there is no 
consensus on definitions. This study adopts the WHO definition of social exclusion as: "the 
dynamic, multi-dimensional processes driven by unequal power relationships interacting across 
four main dimensions – economic, political, social and cultural – and at different levels including 
individual, household, group, community, country and global levels." 27 

Social inclusion This study defines social inclusion in relation to the right to full participation in society espoused 
through the United Nations Convention on the Rights for Persons with Disabilities 28. That is, 
social inclusion involves feeling accepted, having individual and collective agency to determine 
participation, and the removal of structural and attitudinal barriers to participation. 29, 30 
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Social network 
analysis (SNA) 

Social network analysis is a complex systems discipline and quantitative methodology. 31 

Strengths-based A strengths-based approach to mental health care focuses on an individual, family or 
community resources, capabilities, capacities and skills, rather than focusing on the illness and 
associated impairments. A strengths-based approach recognises actions oriented towards 
recovery, even when outcomes may not change. 32-34 

Triangulation Triangulation involves examination of convergences and consistencies between inferences 
drawn from the different data sources to corroborate findings. 35 

UNCRPD United Nations Convention on the Rights for Persons with Disabilities 

WHO World Health Organisation 

WHO IPCHS World Health Organisation Framework on Integrated People-Centred Health Services 

 



Introduction 

P a g e  | 1 

Chapter 1: Introduction 
This thesis investigates people-centred mental health care in community settings, mental health services, 
and the mental health system in Timor-Leste.  

1.1 A critical investigation of people-centred mental health care in Timor-Leste 
People-centred approaches to mental health care are a recent influential paradigm in global mental 
health, and part of broader international efforts towards health system strengthening and sustainable 
development6, 36-38. People-centred health care is not a new concept. People-centred approaches to 
health have evolved across time and contexts; they are reflected in holistic notions of health and well-
being, and more recent concepts of 'patient-centred' and 'person-centred' health care39, 40. People-
centred mental health care embeds a socio-ecological understanding of health and well-being into mental 
health system development. That is, it involves an appreciation that an individual's mental health both 
influences and is influenced by a system of interdependent relationships with their environment including 
family, community and social conditions41-43. The reorientation of health systems towards the people who 
use them is proposed to improve health system responsiveness, effectiveness, equity and quality 6, 37.  

The World Health Organisation Framework on Integrated People-centred Health Services 2016-2020 
(WHO IPCHS) represents the first international framework to define and strategize people-centred health 
care as: 

an approach to care that consciously adopts the perspectives of individuals, families and 
communities, and sees them as participants as well as beneficiaries of trusted health systems that 
respond to their needs and preferences in humane and holistic ways. 6, (bolded for emphasis) 

This framework calls for the implementation of people-centred health care in all countries, irrespective of 
country development status. Although not specific to mental health, the framework advances strategies 
that have been shown to be effective for improving population mental health in high-income countries 
(HICs) as discussed in Chapter 2.  

People-centred approaches to mental health care are increasingly promoted in low- and middle-income 
countries (LMICs) through the field of global mental health38, 44. Global mental health is an 
interdisciplinary field of research and practice that aims to improve mental health in LMICs45-47. Global 
mental health responds to the mounting recognition that mental health and substance use disorders are 
one of the leading causes of disability worldwide, accounting for almost 7% of total disability-adjusted life 
years (DALYs)1 in the 2015 Global Burden of Disease study 49. 

The recent Lancet Commission on Global Mental Health and Sustainable Development underscored the 
importance of people-centred and recovery-oriented mental health care in LMICs to address what the 
Commission coined the 'care, quality and prevention' gaps2

38. Specifically, the Commission noted that 

 

1 DALYs are a standardised measure of death and disability that measure the gap between the standardised maximum lifespan in 
perfect health and years lost to disease or lived with disability 48. 

2 Global mental health previously advocated on the basis of a 'treatment gap' for mental health in LMICs. However, 
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most people with mental illness in LMICs do not have access to high-quality mental health treatment or 
interventions that address known risk factors for developing mental illness38, 51-53. People-centred and 
human rights-based approaches to mental health are also promoted as ways to combat the stigma, 
discrimination and social exclusion confronted by people with mental health problems globally 54. The 
United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) and related documents 
(e.g. WHO Quality Rights) have been influential legal and policy instruments for encouraging rights-based 
approaches to mental health system strengthening in LMICs 23, 28, 55, 56. 

Despite the increased emphasis placed on people-centred mental health care in LMICs, there is a lack of 
systematic investigation of the acceptability and feasibility of the paradigm across different sociocultural 
settings. We know from the substantial critiques of global mental health that an emphasis on evidence-
based practice ignores the multiplicity of peoples, cultures and contexts informing mental health and 
mental health system strengthening in LMICs50, 57, 58. The few studies that have explored recovery-
oriented approaches to mental health in LMICs (a conceptually-related model of care discussed in 
Chapter 2) have highlighted differences between local ways of defining self, mental health and recovery 
and those promoted by Western conceptualisations of recovery-oriented practice 59-61. 

While these critiques offer deep contextual insights into the applicability of people-centred mental health 
care in LMICs, their emergence from anthropological and critical global health/disability literatures means 
that they have largely not been translated into mainstream global mental health research and practice. 
There is a dearth of research that attempts to unify what Kaiser deems these emic (localised) and etic 
(globalised) perspectives 62.  

This study employs an interdisciplinary approach to address this knowledge gap in the field of global 
mental health. This study aimed to critically investigate people-centred mental health care in Timor-Leste 
across multiple levels of the mental health system. The study also aimed to identify implications for the 
country's mental health system strengthening, and for how the concept of people-centred mental health 
care may be implemented in other LMICs.  

1.2  A note on language and terms 
And people labelled mad are the most frightening group of the different because they threaten to 
expose the insanity that lies beneath the surface of all. 63 p218 

Language encodes meaning and power. I have made concerted efforts to disseminate the findings of this 
study in Tetum-language (national language of Timor-Leste) through two written Tetum research 
summaries and four presentations in Tetum to communities in Timor-Leste (see  Knowledge 
Dissemination in Chapter 10). Nonetheless, I acknowledge that the production of this thesis in English (as 
required for admission into the academy in Australia) reinforces Western hierarchies of knowledge, 
widespread and insidious in global health 64. 

 

the treatment gap and corresponding efforts to implement the WHO mental health GAP (mhGAP) program have 
been argued to medicalise socially-informed and -caused problems 50. Hence, the differentiation of the care, quality 
and prevention gaps underscores that there are multi-faceted determinants of mental well-being in LMICs that 
cannot be addressed through medical intervention alone38. 
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Language choice is also an important consideration when discussing mental health. WHO defines mental 
health as not merely the absence of disease but as: 

a state of well-being in which every individual realizes his or her own potential, can cope with the 
normal stresses of life, can work productively and fruitfully, and is able to make a contribution to 
her or his community.65 

While a discussion of mental distress through a human rights frame (e.g. employing the term 
'psychosocial disability') more closely aligns with my personal beliefs, in this thesis I use 'mental illness' (or 
variants, mental ill-health, mental health problems). This is because the health framing is the framing of 
my discipline, global mental health, and the topic of the study, people-centred mental health care. This 
framing also marries most closely to the way that mental distress is approached in formal government 
systems in Timor-Leste, the setting of the study; under the jurisdiction of the Ministry of Health and as 
addressed in health clinics.  

Finally, I adopt the World Bank country income categorisations (e.g. 'low- and middle-income countries' 
and 'high-income countries') because this study sought to emphasize the priorities of Timorese people, 
which are informed to a considerable extent by the limited resources in the country. While such 
groupings artificially collapse wide sociocultural variety, I do so to highlight the fact that much research 
and theories have emerged from HICs. For this reason, I sometimes refer to 'Western HICs' to further 
differentiate research conducted in Western democracies (i.e. United States of America, Canada, United 
Kingdom, Australia, New Zealand, European Union democratic countries). 

1.3 Introducing Timor-Leste 

1.3.1 Historical and development context 
The setting of this study is Timor-Leste, a lower middle-income country in South-East Asia rich with 
cultural and natural diversity and a mental health system in the early stages of development. Timor-Leste 
has a young population of 1.3 million people, 60% of whom are under 25 years of age66, 67. Most Timorese 
people live in rural areas (80%) and are Catholic (95%)68, 69. Timor-Leste has two official languages, Tetum 
and Portuguese, two working languages, Bahasa Indonesian and English, and 31 local languages 69.  

Timor-Leste has a complicated and relatively recent history of foreign occupation. The island of Timor was 
initially inhabited by Australo-melanesian people and divided into chiefdoms70. Timor-Leste was colonised 
by Portugal for 273 years (1702-1975) and then forcibly occupied by Indonesia for 25 years (1974-1999)71. 
Estimates are approximately one-quarter of the population died during the Indonesian occupation 
(between 102,800 and 183,000 people), including 18,600 people from unlawful killing or 'being 
disappeared'71. In 2002, Timor-Leste became independent in the country's first democratic presidential 
election after a period of United Nations (UN) transitional administration 72.  

Since independence, Timor-Leste has made important achievements in state-building and development. 
Successive governments' strong focus on health system development has produced impressive gains in 
population health 73, 74. For example, total life expectancy at birth increased from 61.3 years in 2002 to 
69.2 years in 2017 67. Timor-Leste's Gross Domestic Product (GDP) increased from US$ 1.08 billion in 2004 
to US$2.58 billion in 2018 67. The overall unemployment rate dropped substantially from 9.90% in 2001 to 
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3.4% in 2017 75. 

Despite economic growth since independence, Timor-Leste continues to face many development 
challenges (see Table 1). Timor-Leste is ranked 132 of all 188 countries in the world on the Human 
Development Index3, the lowest in South-East Asia76. The geographical, resource and attitudinal barriers 
to health care access in Timor-Leste77 mean that there is a 45% underutilisation of government antenatal 
care, which disproportionately affects poorer women and women with no education or paid 
employment78. This is a particular concern because of Timor-Leste's high maternal mortality ratio, which 
was 215 (150-300) per 100,000 live births in 201579. The average secondary school enrolment rate has 
increased80, but the mean years of schooling for female and male Timorese students (n = 3.6 years and n= 
5.3 years, respectively) remains substantially lower than the East Asia and Pacific average (n = 6.9 years 
and n= 8.0 years, respectively)81.  

Table 1. Timor-Leste country profile 

Indicator Estimate Source 

Population 1.3 million  67 
Administration regions 13 municipalities, 65 administrative posts, and 446 villages (suko) 82 
Political system Democratic republic 82 
Country income status Lower middle-income  67 
Gross Domestic Product (GDP) US$2.58 billion  67 
Languages Official: Tetum and Portuguese; Working: Bahasa Indonesian and 

English; Regional languages: n = 31  

69 

Religion Catholic: 98%  75 
Population (% of total population) Urban: 30.58% 

Rural: 69.42%  

68 

Employment rate National average: 52.6 
Urban: 41.6 
Rural: 54.2  

80 

Mean years of schooling Male: 5.3 
Female: 3.6  

81 

% population under 25 years of age Male: 65.6 
Female: 65.0  

68 

Life expectancy at birth (years) Total: 69.2 
Male: 67.4  
Female: 71.1 

68 

Notes: employment rate: the proportion of Timorese aged 15–64 years of age who were engaged in work for at least one 
hour for pay, profit or family gain 80; GDP = gross domestic product.  

1.3.2 Mental health in Timor-Leste 
There are no rigorous, up-to-date estimates of the population prevalence of mental illness in Timor-Leste. 
The 2015 census estimated that only 1.3% of the population (12, 450 people) live with a mental illness 80. 
However, this is likely to be an underestimation since the 2015 Global Burden of Disease estimates a 
11.6% prevalence of mental and substance use disorders in Timor-Leste83. Population mental health in 

 

3 The Human Development Index is a composite statistic published by the United Nations Development Program 
(UNDP) based on population access to knowledge, length and quality of life, and standard of living 76 
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Timor-Leste is influenced by known risk factors of mental distress, including high rates of poverty, 
unemployment, and past and present experiences of violence and trauma 81, 84, 85. In addition to the 
significant human rights violations and mental distress occurring during the Indonesian occupation 71, 86, 87, 
it is estimated that almost 60% of Timorese adult women (15 to 49 years) have experienced physical 
and/or sexual violence from a male partner at least once in their lifetime88. A staggering 72% of women 
and 78% of men have experienced physical and/or sexual abuse as children (prior to 18 years) 88. Social 
deprivation makes poorer women less likely to attend school, and more likely to be illiterate, experience 
gender-based violence, and underutilise antenatal care 78, 89.  

Timorese concepts of health and well-being are holistic; individual and community health are seen to be 
interconnected with culture, spirits, ancestors and nature 90-92. Mental distress is commonly attributed 
to an imbalance in the ancestral, spiritual, customary or natural realms 90, 93-96. Consequently, most 
Timorese first seek help for mental distress from customary healers, that is, traditional healers or faith-
based healers who draw on Catholic practices 90, 94-96. 

The study in this thesis focuses on formal (public or non-government) mental health services in Timor-
Leste. Formal mental health care is predominantly community-based and integrated into primary health 
care, when available97. It is delivered by government mental health nurses working as municipality-level 
focal points and in some administrative post primary health care clinics 84. The dearth of mental health 
professionals in Timor-Leste (3 per 100,000 people compared to median 6.2 per 100,000 people in lower 
middle-income countries) means that mental health services are most accessible in the capital, Dili 98, 99. A 
psychiatric unit opened in Dili's National Hospital in late-2018, staffed by Timor-Leste's only psychiatrist 
and one psychologist. There is also a 12-bed psychiatric hospital operated by the Sao Joao de Deus (SJD) 
religious order five hours from Dili in Laclubar. A Dili-based non-government organisation (NGO), Pradet, 
is the only provider of psychosocial rehabilitation and community outreach psychoeducation in several 
municipalities surrounding Dili 100.  

Timor-Leste is in the process of strengthening its formal mental health system. Specific elements of 
Timor-Leste's recently adopted but yet-to-be-implemented National Mental Health Strategy 2018-2022 
align with people-centred mental health care84. There is a paucity of research, however, to guide the 
implementation of this Strategy.  

1.4 How this study emerged 
This study builds upon research conducted from 2015 to 2016 by my secondary PhD supervisors, 
Associate Professors Ritsuko Kakuma and Lisa Palmer96, 101, to provide technical advice to the 
development of the National Mental Health Strategy of Timor-Leste 2018-202284. In addition to its 
empirical contribution, the current study aimed to inform the implementation of this National Mental 
Health Strategy by providing an in-depth understanding of the context of mental health care in Timor-
Leste. 

I worked alongside researchers from the University of Melbourne, the National University of Timor-Leste 
and the Ministry of Health Timor-Leste to formulate this study. I employed a multi-disciplinary 
supervisory panel to support concept development, implementation, analysis and interpretation of this 
study. Disciplines informing the study were: global mental health, health policy and systems research, 
community development, human geography, anthropology and Timor-Leste expertise. 



Introduction 

P a g e  | 6 

1.5 Researcher position 
Positionality is the notion that personal values, views, and location in time and space influence 
how one understands the world...Consequently, knowledge is the product of a specific position 
that reflects particular places and spaces. – Sánchez, 2010,102 p1 

My position towards people-centred mental health care began much earlier than my knowledge of the 
concept. I earned my Bachelor of Psychological Science in 2010 and worked for several years in mental 
health research and community-based health and social programs in Colombia, the United Kingdom and 
Sri Lanka. Through my experiences of having family members who have experienced serious mental 
health problems, I was attracted to the people-centred concepts of recovery and holistic care. This 
interest was only strengthened during my studies towards an MSc Public Health in the Sustainable 
Development Goals era.  

Like many Australians, I first encountered Timor-Leste through the ABC news, as a country in conflict. 
Almost 15 years later, my academic relationship with Timor-Leste began when I was offered the 
opportunity to conduct applied public health research to assist with the implementation of the Timor-
Leste National Mental Health Strategy. A team of Australian researchers, including my supervisors 
Associate Professors Lisa Palmer and Ritsuko Kakuma, was employed by the WHO Timor-Leste country 
office as technical advisors to the development of this National Mental Health Strategy. I identified that 
many of the key elements of this Strategy aligned with the concept of people-centred mental health care. 
My previous experience in cross-cultural mental health settings generated questions about how such 
approaches might operate in Timor-Leste. Hence, my PhD has been a place for me to interrogate my 
personal and professional positions towards people-centred mental health care. In light of these 
positions, and in line with Sánchez's statement above, I adopted a reflective approach to the design, 
implementation, analysis and interpretation of this study.  

1.6 Overview of methodological approach 
This study employed a mixed-methods convergent (cross-sectional) study design to gain an 
interdisciplinary, multi-level and deep understanding of people-centred mental health care in Timor-
Leste. Qualitative and quantitative data were collected, analysed and interpreted in parallel and 
integrated in the discussion103. Qualitative data derived from in-depth interviews were the primary data 
source, which privileged an interpretivist theoretical stance. I also conducted a quantitative complex 
systems analysis, social network analysis. The study employed four methods in two phases:  

Preparatory phase 

• Document review to identify key stakeholders and gain an understanding of the policy context, 
plans and implementation of mental health care; 

• Informal observation of health and social services to understand service provision in general and 
specific mental health services, and the sociocultural and development context of Timor-Leste. 

Cross-sectional study: mixed qualitative and quantitative methods 

• In-depth interviews to examine the perspectives and experiences of multiple stakeholders on: (a) 
the community experiences of people with mental illness and their families; (b) the processes, 
structures, content and quality of mental health services, and (c) the mental health system; and 
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• Social network analysis to measure and map intersectoral collaboration in the national mental 
health system.  

1.7 The potential application of findings  
The study is the first systematic investigation into the concept of people-centred mental health care in 
Timor-Leste and global mental health more broadly. The study forwards implications for practice in 
Timor-Leste and conceptual development in global mental health.  

1.7.1 Practice 
The critical assessment of mental health care across multiple settings provides policy makers, service 
providers, civil society, multilateral organisations and citizens in Timor-Leste with the evidence base to 
inform their priorities for strengthening the mental health system and implementing the National Mental 
Health Strategy 2018-2022. For example, the findings on experiences of social inclusion and exclusion of 
people with mental illness and their families (Chapter 7, Paper 1) are useful in advocating to increase the 
policy saliency and priority of mental health in Timor-Leste. The social network analysis of intersectoral 
collaboration in the national mental health system (Chapter 9, Paper 3) identifies key stakeholders, 
strengths and gaps in the current structures of mental health and social care services. The study findings 
are also directly relevant to WHO as they develop their toolkit and associated implementation policies 
and guidance for WHO IPCHS.  

1.7.2 Conceptual development 
The study identifies key considerations for developing and refining the concept of people-centred mental 
health care in global mental health. Given the international focus to make mental health system 
strengthening people-centred and compliant with the UNCRPD, these considerations are relevant to 
other LMICs in South East Asia, and other countries similar to Timor-Leste in terms of development 
status, available resources, etc. The study also makes a small contribution to bolstering the global mental 
health literature with deep contextualised knowledge as a legitimate source of evidence.  

1.8 Outline of the thesis  
Chapter 2 examines the theoretical evolution towards people-centred mental health care as a socio-
ecological approach to global mental health research and practice. The chapter defines and synthesizes 
the complexities and emerging evidence informing the World Health Organisation Framework on 
Integrated People-Centred Health Services. This Framework is employed in the study to conceptualise 
and interrogate the concept of people-centred mental health care in community settings, mental health 
services and the mental health system in Timor-Leste.  

Chapter 3 posits three conceptual considerations for people-centred mental health care in LMICs. The 
chapter draws on interdisciplinary concepts to problematize 'people', explanatory models of 'mental' well-
being and distress, and acceptability and feasibility of 'care' within the paradigm. 

Chapter 4 overviews the features of mental health system development in Timor-Leste to demonstrate 
why this study is warranted.  
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Chapter 5 states the study aims and objectives, which operate across multiple levels of the mental health 
system in Timor-Leste. The chapter presents a detailed description of and justification for the mixed-
methods approach employed in the study. 

Chapters 6 to 9 present the results of the study in the form of four peer-reviewed journal articles, which 
report the study findings across community (Chapter 6), mental health service (Chapter 7) and mental 
health system levels of analysis in Timor-Leste (Chapters 8 and 9).  

Chapter 6 explores the experiences of social inclusion and exclusion of people with mental illness and 
their families in Timor-Leste. This chapter sets the context within which people-centred mental health 
care operates at the community level. 

Chapter 7 reports the assessment of the acceptability and feasibility of people-centred mental health 
services in Timor-Leste.  

Chapters 8 and 9 investigate people-centred mental health care at the level of mental health system 
governance. Chapter 8 examines the perceptions and experiences about and strength and structure of 
intersectoral collaboration in the national mental health system. Chapter 9 interrogates perceptions 
about the current situation, challenges, enabling factors and future actions for participation of mental 
health service users and their families in mental health policy making in Timor-Leste. 

Chapter 10, Discussion, provides a comprehensive overview of the key study findings, and situates these 
findings within the broader global mental health research and practice evidence base. Chapter 10 
synthesizes the study findings into a novel socio-ecological model of people-centred mental health care 
that integrates the dynamic and interconnected domains of personhood and well-being across 
community, service and system levels of the mental health system. The chapter demonstrates how this 
novel conceptual model can be used to understand people-centred mental health care across 
sociocultural settings in other LMICs. Chapter 10 also forwards implications for practice for supporting 
mental health system strengthening in Timor-Leste in order to achieve high-quality, responsive mental 
health services embedded within the country's sociocultural and development contexts.
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Chapter 2: Putting people at the centre of global mental health 

2.1 Chapter overview 
Chapter 2 explores the evolution towards people-centred mental health care as a central tenet of global 
mental health and health policy and systems research and practice. This chapter outlines and critically 
assesses the complexities of and emerging evidence base informing the World Health Organisation 
Framework on Integrated People-Centred Health Services. This Framework is employed in this study to 
conceptualise and interrogate the concept of people-centred mental health care in community settings, 
mental health services, and the mental health system in Timor-Leste. Chapter 2 is a foundational chapter 
for readers to appreciate the ways in which people-centred mental health care is operationalised on the 
global stage. 

2.2 The evolution towards people-centred mental health care 
If the whole is not well it is impossible for the part to be well  - Socrates, ancient Greek philosopher 
104 p10.  

It is much more important to know what sort of patient has a disease than what sort of disease a 
patient has.  - Dr William Osler (1849-1919), a founder of John Hopkins Hospital 105 p1 

It is instructive to look at the evolution towards the concept of people-centred health care for 
understanding its current-day operationalisation. Putting people at the centre of health care is not a new 
concept. Traditional systems of healing are organized around holistic notions of health5, 39. In such widely-
practiced healing systems as Chinese or Ayuverdic medicine, illness and distress are understood to result 
from physical, psychological, social, environmental and spiritual factors, and hence healing must address 
individual, familial and communal aspects of the person and health106-109. Historically, Western medicine 
also encompassed these ideas, reflected in the above quotations from the ancient Greek philosopher, 
Socrates, and the early 20th-century physician, William Osler. The WHO embedded these ideas of holism 
in their definition of health adopted in 1948 and unchanged since: "Health is a state of complete physical, 
mental and social well-being and not merely the absence of disease or infirmity"110. As such, there has 
long been an appreciation that an individual's mental well-being is interconnected with their physical 
health as well as their social environment. 

2.2.1 The biomedical model of illness 
Despite the holistic conceptualisation of health maintained by WHO, modern medicine has practiced a 
biomedical model of illness1, 21. The biomedical model as applied to mental illness predominantly views 
the cause of mental illness as physiologically-determined (e.g. organic or neurological causes, chemical 
imbalances), and consequently privileges biological treatment responses (e.g. pharmacological 
interventions)1-3. Although biomedicine emerged from Western societies, the model and practice are 
employed and legitimized throughout the world1, 4, 5.  

While pharmacological interventions are effective for managing a range of psychopathologies 111, 112, the 
biological focus of modern biomedicine has been criticised by a variety of disciplines. Sociologists such as 
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Foucault 113 and Illich 114 have theorised that the 'biomedical gaze' creates rather than cures diseases, 
pathologises normal life events and erodes traditional forms of healing through the process Illich termed 
'iatrogenesis' 115. Critics from within public health purporting the social model of health argue that strictly 
biological understandings of mental illness neglect the wider socioeconomic and political determinants of 
mental distress 42, 116-118. Civil society movements for survivors of psychiatry also highlight that biomedical 
power hierarchies subjugate patients by making doctors the experts in disease diagnosis and treatment 2, 

116, 119-121.  A (returned) emphasis on people-centredness in health has emerged from these criticisms of 
the biomedical model.  

2.2.2 Patient-centred medicine and psychiatry 
Patient-centred medicine evolved to remedy the 
limitations of a strictly biomedical response to poor 
(mental) health116, 122, 123. Patient-centred medicine adopts 
a bio-psycho-social model of illness which recognises the 
psychosocial contributors to well-being and illness while 
still capitalising on the benefits of biomedicine116, 122. 
Psychiatry and family medicine played a central role in the 
development of the concept of patient-centred 
medicine116, 122. In patient-centred medicine, a doctor 
facilitates the clinical encounter by engaging with a 
patient's 'agenda'  - their needs, wants and preferences - 
to guide clinical decisions and respect their dignity as 
persons (see Figure 1)3, 122, 123. Hence, patient-centred care 
recognises the patient as an actor in the clinical 
encounter, but still positions the medical professional as 
the expert.  

Figure 1. Patient-
centred clinical method for family medicine by Levenstein 1986, 122 

2.2.3 Person-centred mental health care 
Person-centred mental health care extended the concept of patient-centred care from medicine to 
mental health and allied health settings (e.g. psychology, occupational therapy, social work)2, 39, 124. 
Person-centred mental health care explicitly considers biomedical power differentials and a person's 
agency in making decisions about their own life 24, 25, 124. While patient-centred care was largely driven by 
medical professionals, person-centred and more recent recovery-orientated approaches to mental health 
have been driven by humanist psychologists 125 and by large mental health civil society movements 
including the psychiatric rehabilitation movement 119, 126-128.  

Person-centred mental health care has been studied and applied extensively39, 124, 129, 130. The 2014 
Geneva Declaration on Person- and People-centered Integrated Health Care for All 40 identified four key 
components of person-centred care reflected in the extensive literature: of, by, for and with the person.  
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Of the person 

Of the person focuses attention on the totality of a person – their interconnected physical, psychological, 
spiritual and social parts – rather than a narrow biomedical focus on physical disease 19, 40, 131. Person-
centred care also sees a person within their sociocultural and political environment to appreciate the role 
of these wider determinants of illness and health promotion 115.  

By the person: empowerment 

By the person refers to empowerment in which a person has the agency to make decisions in an equal 
partnership with health service providers 39, 40, 132-135.  

A focus on empowerment in health care is driven by individual human rights. Human rights are a set of 
moral standards and principles that emerged in the aftermath of World War Two with the 1948 Universal 
Declaration of Human Rights136. During the 1960s and 1970s in Western countries, rights movements 
focused on the emancipation of marginalised social groups including people of colour, women, and 
people with disabilities 115, 137-139. Decades of disability advocacy and the spread of human rights globally 
culminated in the adoption of the 2006 United Nations Convention on the Rights of Persons with 
Disabilities (UNCRPD)28. The UNCRPD and related instruments advocate a human rights model of disability 
in which people with disabilities are positioned as rights-holders139. These instruments outline a set of 
principles to reconfigure health, social and legal systems to promote and protect the rights of people with 
disabilities, including people with psychosocial disabilities 23, 28, 55, 56. 

A focus on empowerment also reflects a broader shift to increase citizen involvement in governance 
through new public management140, 141. Originating from Western HICs (i.e. United States, Canada, United 
Kingdom and Australia), new public management (also called neoliberal governance) is a type of de-
centralised administrative reform that aims to promote the deliberative engagement of citizens in issues 
that affect them 141-143. From this perspective, empowerment is seen through people with mental health 
problems wanting and demanding to participate in decisions affecting them as 'consumers' of mental 
health services 144. As such, person-centred care entails the idea that people have both a right and want 
to make decisions about their own health 115. 

For and with the person: recovery-oriented practice 

Practicing mental health care that is for and with the person is encapsulated in recovery-oriented 
practice. Recovery-oriented practice is a psychosocial approach to mental health care that has been 
widely adopted in Western HICs33, 124, 127, 145. Recovery-oriented practice has been catalyzed by 
movements of psychiatric survivors/mental health service users119, 126-128, and by formation of 
partnerships between mental health service users and mental health professionals 145.  

Recovery-oriented practice supports mental health service users through the process of personal 
recovery 25, 55, 145, 146. Personal recovery refers to an individual's unique experience of managing their 
mental ill-health, and in harnessing its strengths to lead a meaningful life regardless of their current or 
future experiences of mental ill-health and/or related experiences of stigma and social exclusion 145, 147. A 
central aspect of recovery is that it is individually-defined and may include access to entertainment and 
employment opportunities.  

Recovery-oriented practice emphasizes the need for individualised care to account for the unique 
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strengths and needs of the person 25. Strategies that aim to maximise the agency and dignity of service 
users include shared decision making, co-production of services and supported self-care 25, 55, 129. Co-
production involves service users working with service providers to jointly design, plan, implement and 
evaluate services 2, 132, 148, 149. Hence, people-centred mental health care is informed by person-centred 
notions of empowerment and recovery-oriented practice, including individualised care. 

2.2.4 Family-centred services 
People-centred mental health care is also informed by the family-centred social and child services 
paradigm10, 150, 151. Family-centred services recognise the primary role of family in a child's life and hence 
work with families as a unit to better meet the needs of the child 10-12. Contrary to the focus of child-
centred social services on individuals, family-centred services engage with the family through a 
continuum of approaches, including partnership with professionals and parent-led approaches 11. Family-
centred services have been a strong focus of social work and family therapy in mental health 10, and 
reflect efforts to incorporate socio-ecological models (discussed below) into service provision 34.  

2.2.4.1 Socio-ecological models 
Socio-ecological models consider how a person's development is influenced by a system of 
interdependent relationships between the person and their environment, including their family, 
community and social conditions 41. Applied widely in social services, Bronfenbrenner's (1986) landmark 
'Ecological Framework for Human Development' proposed five environmental systems that impact on a 
child's growth and development shown in Figure 2: the microsystem (family, friends, school); the 
mesosystem (interconnections between each microsystem); the exosystem (interconnections between 
social setting and microsystems); macrosystem (sociocultural context); and chronosystem (individual life 
course transitions and socio-
historical trends)152.  

Socio-ecological models are also 
applied in public health to 
understand multi-level drivers of 
health behaviour to direct health 
promotion approaches41, 153, and 
the social determinants of health 
and well-being 117, 118, 154. People-
centred mental health care also 
adopts a socio-ecological model. 

 

 

 

 

Figure 2. Bronfenbrenner's (1986) Ecological Framework for Human Development 
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A socio-ecological framing of mental health is increasingly employed in research and practice in Western 
HICs to produce compelling results43, 118. For example, a randomised-controlled trial found that family-
focused psychoeducation improved mental health outcomes for Australian adults living with bipolar 
disorder155. There has also been increased empirical attention on the impact of living with a family 
member with mental illness14, 156, 157. This includes research demonstrating the effectiveness of 
interventions (e.g. psychoeducation, cognitive and behavioural supports to improve parenting skills) to 
prevent adverse mental health outcomes for children of parents with depression, anxiety and/or alcohol 
dependence13, 158. While family-centred social services have largely been parallel to mainstream health 
system strengthening efforts, such socio-ecological approaches to service provision have influenced the 
conceptualisation of people-centred mental health care. 

2.3 Summary of trends towards people-centred mental health care   
In summary, Table 2 provides an overview of the evolution of the different paradigms of people-
centredness in health. The summary of conceptual trends informing people-centred mental health care is 
not exhaustive but rather demonstrates the key concepts underpinning the people-centred mental health 
care paradigm. 

Table 2. Overview of conceptual trends informing people-centred mental health care 

 Patient-centred Person-centred Family-centred  People-centred 

Decade of emergence 1970s-1980s  1990s  1990s  2010s  
Primary stakeholder(s) Patient Person  Child;  

Family member(s) 
Person;  
Family member(s); 
Communities 

Level of operation Clinical decisions Clinical decisions; 
Service delivery 

Clinical decisions; 
Service delivery 

Clinical decisions; 
Service delivery; 
Health system 
strengthening 

Sector responsible Health  Health  Social services  Health 
Key tenets Individual patients' 

needs, wants and 
preferences 
guiding clinical 
decisions  

(1) Holistic person; 
(2) Empowerment; 
(3) Individualised 
care 

(1) Child health;  
(2) Family health;  
(3) Individualised care; 
(4) Participation in 
decision making;  
(5) Participation in 
care  

1) Empowering and 
engaging people and 
communities; 
(2) Strengthening 
governance and 
accountability;  
(3) Reorienting the 
model of care to 
community-based 
services;  
(4) Coordinating 
services within and 
across sectors; and 
(5) Creating an 
enabling environment  

Country and cultural 
setting where applied 

Western and some 
non-Western HICs 

Western and some 
non-Western HICs 

Western HICs Western HICs;  
Intent to apply to all 
countries 

Relevant sources 3, 116, 123 2, 124 10, 151 6, 36 
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2.4 People-centred mental health care 
People-centred mental health care retains the key components of person-centred mental health care (i.e. 
empowerment and recovery) while expanding the paradigm to the health system level. WHO defines 
people-centred health care as: 

an approach to care that consciously adopts the perspectives of individuals, families and 
communities, and sees them as participants as well as beneficiaries of trusted health systems that 
respond to their needs and preferences in humane and holistic ways.6(bolded for emphasis) 

People-centred mental health care adopts the socio-ecological model evident in family-centred services 
in which people are understood in the context of their social networks (i.e. families and communities), the 
broader health care system, and the social determinants of their health36, 159. It is the consideration of 
these distal family, community and socio-ecological determinants of health that distinguishes people-
centred mental health care from precursory concepts of patient- and person-centred health care. People-
centred health care also extends family-centred care beyond the family and social service sectors by 
elevating the importance of family-level factors in the creation, promotion and response to mental health 
and well-being within the mainstream health sector.  

People-centredness is now an influential paradigm in global mental health38, sustainable development160, 
human rights55, and in efforts to improve the quality of health systems36, 37. The WHO Framework on 
Integrated People-Centred Health Services 2016-2020 (WHO IPCHS) is the first international framework 
that defines and strategizes people-centred health care6 (see Appendix A for Full Strategy). This 
framework is influential because it calls for implementation of people-centred health care in all countries, 
irrespective of country development status. The framework is the result of a groundswell of policy, 
practice and research in the areas of primary health care, universal health care and human rights over the 
past 40 years. 

WHO IPCHS proposes five interdependent domains of policy and practice to implement people-centred 
health care: 

1. Empower and engage people and communities: to provide the opportunities, skills and resources 
for health service users, families and communities to be involved in decision making about their 
health and health services. 

2. Strengthen governance and accountability: to support the participation of service user, family and 
community representatives in health policy formation and decision making.  

3. Reorient the model of care: to shift the focus of health services to emphasize primary health care 
and community-based service models; a life course approach; and health promotion.  

4. Coordinate services within and across sectors: to strengthen links between the Ministry of Health 
and other ministries, and between government, NGO, private and civil society sectors.  

5. Create an enabling environment: to create a supportive social, legal, cultural and policy context 
that unifies all stakeholders to undertake transformational change to the health system. The 
enabling environment is necessary to realise the previous four strategies 6. 

While WHO IPCHS was adopted in 2016, the WHO are yet to release any guidance to inform the 
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implementation and evaluation of this framework.  

In the following sections, I employ WHO IPCHS to structure discussion about the evidence base for each 
domain of people-centred mental health care. I use WHO IPCHS in the absence of a specific framework 
for people-centred mental health care. This section predominantly overviews research from HICs and 
uses evidence from LMICs when it is available.  

2.4.1 Domain 1: Empowering and engaging people and communities 
Empowerment and engagement, and the closely related concepts of participation and inclusion, are 
contested and overlapping concepts in global health discourse8, 18, 55, 161-164. To acknowledge the 
heterogeneity of these concepts, I define empowerment and engagement as a continuum of strategies 
and approaches that promote the active involvement of people in decisions affecting their health and 
health care7, 8. In the case of mental health, empowerment and engagement are also about promoting 
social inclusion of people with mental health problems and their families 29, 30.   

Promoting the empowerment and engagement of people with mental illness and their families is 
important because they are often socially marginalised groups. Globally, people with mental health 
problems confront stigmatizing attitudes that drive discrimination and violence towards them in 
community settings and health services54, 119, 165, 166. People with mental illness also encounter structural 
barriers to employment and education, and in many countries, they are denied legal rights to marry or 
own land23, 54, 167-169. Families affected by mental illness also experience these effects of stigma, 
discrimination and social exclusion170. Empowerment and engagement to promote social inclusion of 
people with mental health problems and their families are consequently key strategies of global mental 
health programming to achieve people-centred mental health care 38. 

Interventions to empower and engage people with mental ill-health include health education, shared 
decision-making and peer involvement in service delivery6. There is emerging evidence that these 
strategies are effective in HICs. There is good evidence that interventions to reduce mental health stigma 
(e.g. mental health education, direct contact with people with mental illness) are effective 171, 172. Several 
systematic reviews of studies in HICs found that involving health service users in the development and 
delivery of services (i.e. peer or lay-delivered interventions and community empowerment models) 
improved health outcomes, the experience of care and health behaviours for health service users8 and 
mental health service users 173. Co-production of mental health services has been shown to enhance the 
quality of life, sense of empowerment and community connectedness of the mental health service users 
involved, and that the quality of care does not differ from the care provided by health professionals 33, 174-

176. However, much of this research has been small-scale and low quality so these findings should be 
interpreted as trends 177.  

There is a lack of theoretical analysis and research in LMICs on the prevalence, personal experiences of, 
and effectiveness of interventions to increase empowerment, engagement and social inclusion of people 
with mental illness. This research gap is problematic because explanatory models and consequences of 
mental illness, and the extent of stigma and social exclusion, differ across cultures 30, 178, 179. There is an 
emerging body of evidence on the experiences of social exclusion of people with mental illness in Asia 180-

183. Very few studies, however, have examined these issues from the perspectives of people with mental 
illness and their families or explored experiences of social inclusion.  
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2.4.2 Domain 2: Strengthening governance and accountability 
Governance is a diffuse and theoretically elusive concept used in a wide array of disciplines 140. In global 
health, governance frameworks predominantly examine the role of government in the health care system 
(for examples, see 184-186). By contrast, people-centred (or participatory) governance is concerned with the 
participation of people, communities, and multi-sectoral stakeholders in health system development36, 187, 

188. People-centred governance involves considerations of power and decision making across multiple 
levels of the health system. Still widely employed in global health, Arnstein's (1969) classic 'Ladder of 
Citizen Participation' contends that citizen participation depends on the degree to which power is 
redistributed among stakeholders (see Figure 3)189. More recent theoretical work has demonstrated that 
participation can occur at micro- (e.g. individual health decision making), meso- (e.g. service delivery and 
planning) and macro-levels of the mental health system (e.g. governance and policy making)18. As such, 
participatory governance is closely related to empowerment and engagement (Domain 1 of WHO IPCHS). 

Participation in health system strengthening by people with mental health problems and their family 
members is a key strategy of global mental health policy and planning (see By the person, Section 2.2.3)44, 

119, 190-192. Mental health civil society organisations are the primary mechanism for enabling people with 
mental health problems to make decisions about their own lives, including participation in governance 
processes44, 193, 194. Such organisations for mental health service users/people with psychosocial 
disabilities/survivors of psychiatry have emerged in HICs and LMICs with different mental health service 
histories (i.e. psychiatric institutionalisation, community-based mental health care)195-197.  

Participation of mental health service users and families in health governance is difficult to achieve. 
Globally, only 52% of countries have formal collaborations between mental health service user or family 
organisations and relevant Ministries99. In many countries, community-member participation is often 
limited to health promotion rather than involvement in health policy making 198. People with mental 
health problems face additional and unique barriers to participation. A large body of research 
predominantly from HICs has identified attitudinal (e.g. stigma), logistical (e.g. financial and time costs) 
and structural barriers (e.g. lack of participatory mechanisms) to people with mental health problems 
participating in health system governance 44, 199-201. Research suggests that these barriers to mental health 
service user participation are also found in LMICs 2, 202-205.  

Research has also highlighted some unique characteristics of participatory governance in LMICs. 
Abimbola's multi-level framework for people-centred primary health care governance in LMICs 
emphasizes that people-centred governance involves individual, collective and institutional decision 
making 187. Collective decision making with families was also identified in a study of mental health civil 
society organisations in Ghana, Kenya, Rwanda, Tanzania, Uganda and Zambia because most 
organisational members lived with their families193. Contrary to the focus on 'survival' from psychiatric 
intervention that catalysed civil society movements in HICs, the lack of a history of psychiatric 
institutionalisation in some LMICs means that participation focuses instead on social and structural 
discrimination197. Mental health civil society organisations are still developing throughout South-East Asia 
and the Pacific 197, and there is a dearth of evidence on the challenges and opportunities for mental 
health service user and family participation in governance from LMICs in this region. 
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Figure 3. Arnstein's Ladder of Citizen Participation 

2.4.3 Domain 3: Reorient the model of care 
Integration of mental health into primary health care and community-based mental health care are key 
strategies for achieving people-centred mental health care 6, 192. Mental health service provision has been 
the primary focus of global mental health research, policy and practice 46, 206. The WHO Mental Health 
Gap Action Programme (mhGAP) is the primary international intervention that aims to scale-up mental 
health treatment for common mental disorders in LMICs by implementing nine evidence-based packages 
of mental health care 207-209. 

The integration of mental health into primary health care and community settings is part of broader 
trends in global health to achieve universal health coverage through primary health care210-213. 
Community-based mental health care has been positioned as the gold standard of mental health service 
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provision internationally since de-institutionalisation was implemented as a neoliberal reform of mental 
health services in Western HICs since the 1950s59, 144. Supporting people with mental illness in 
community-settings is also claimed to promote recovery and improve access for vulnerable populations 
192, 214.  

There is new evidence from the PRogramme for Improving Mental health carE (PRIME) studies that 
delivering the mhGAP packages in primary health care in Ethiopia, India, Nepal, South Africa and Uganda 
improved mental health service usage and outcomes215. For example, a task sharing stepped care model 
was effective for increasing the detection and treatment of depression among patients with chronic care 
in four primary health centres in South Africa216. In Nepal, mental health service users with depression 
who received mental health care delivered by primary health care workers as well as psychological 
counselling delivered by community counsellors had a greater reduction in clinical symptoms and 
functional impairment than their counterparts receiving only primary health care217. However, these 
studies required significant investment in health system strengthening in order to achieve integration of 
mental health into primary health care214, 215. 

In a review of barriers to mental health service delivery in LMICs, Saraceno et al (2007) found that 
primary health care workers were often too busy and overburdened to attend to the needs of people 
with mental health problems 218. Other research has identified a lack of continuity of mental health care 
in LMICs due to high staff turnover and weak referral pathways 219-224. The PRIME studies revealed that 
training alone was insufficient to ensure competence in counseling among non-specialist mental health 
workers, who instead required ongoing supervision and support from mental health specialists214. Primary 
health care workers across all PRIME study locations were also found to be unmotivated to include 
mental health in their work if they were not compensated 214.   

Broader mental health system challenges are also well-documented in LMICs. There are insufficient 
numbers of high-quality human resources for mental health in LMICs 223, with as few as one mental health 
worker per 100,000 population in some low-income countries225. Recruitment and retention of mental 
health workers to rural areas is often challenging because of the difficult working conditions, including 
fewer professional resources, poorer health infrastructure and a heavier patient load 223. Mental health 
service delivery in LMICs is also hindered by an unreliable supply of psychotropic medications226-228. 

Hospital-based mental health care continues to dominate mental health service delivery in many LMICs 99, 

219, 221. Even so, low-income countries and lower middle-income countries only have a median of 1.9 and 
6.3 mental health beds per 100,000 population, respectively, compared to the median of 52.6 beds in 
HICs 99. Inpatient psychiatric treatment in LMICs tends to be biomedically-focused, long-term and 
provides few rehabilitative components. The average inpatient stay in South East Asia is 137 days, with 
18% of people staying for 1-4 years 219. The process of de-institutionalisation is underway in some LMICs, 
but sometimes with discouraging results as revealed in the recent travesty of the closure of Life Esidimeni 
Care Centre in South Africa in which 144 long term mental health service users died in the absence of any 
planning to support their transition to the community 229.  
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2.4.4 Domain 4: Coordinate services within and across sectors 
Intersectoral collaboration is a cornerstone of global mental health policy and programming 38, 192. A range 
of terms have been used to describe the concept, for example, inter- or cross- or multi-sectoral 
collaboration or action or governance 115, 230.  

In line with recent conceptual developments in global health, this study adopts a broad definition of 
intersectoral collaboration for mental health as: any planning, information and resource sharing to 
institute mental health care between organisations from different sectors (i.e. public, private, not-for-
profit) and/or across thematic areas (i.e. health, social services)231, 232. This definition encompasses 
collaborations for mental health service referrals and back referrals, as well as for mental health system 
governance, including the involvement of service user and family organisations. This definition also 
encompasses Keast's notion of collaboration as a point along a relational continuum in which two or more 
entities: (1) have no relationship; (2) cooperate to support separate goals; (3) coordinate information, 
resources and planning to achieve specific shared goals; (4) collaborate to work interdependently for 
systems change; and (5) fully integrate their activities into one entity232. 

Intersectoral collaboration is fundamental to the provision of people-centred mental health care because 
many of the sociocultural and economic determinants of health and well-being lie outside the health 
sector115, 118, 233. In LMICs, many people rely on customary or private health providers, particularly in the 
absence of well-developed public health infrastructure186, 187, 234. As Leppo contends, intersectoral 
collaboration is also important because improvements in population mental health will improve 
intersectoral outcomes, social equity and economic growth235. 

Intersectoral collaboration has been linked to improved mental health outcomes in Western HICs236. A 
recent systematic review of 40 studies of collaboration between the mental health and social sectors 
reported positive impacts on individual outcomes (i.e. improved vocational placements) and health 
system outcomes (i.e. improved services and greater cost efficiency)236. Such collaborations included 
service co-location, joint interorganizational training and use of a shared information system between 
services236. Most of these studies also highlighted the complexities of achieving intersectoral 
collaboration.  

Research predominantly from HICs indicates that intersectoral collaboration is often challenged by 
systemic factors (e.g. inadequate resources), organisational weaknesses (e.g. lack of effective leadership), 
and interpersonal factors (e.g. individual collaborators' propensities to build trust and manage conflict) 
presented in Table 3 188, 232, 236-244. Factors that facilitate intersectoral collaboration are predominantly the 
obverse of these challenges241. For example, research emphasizes the need for an enabling legislative and 
political environment, horizontal leadership, and shared values, goals, measurement and communication 
between collaborators 231, 240, 242-249. 

As in HICs, a lack of role clarity across sectors, accountability mechanisms, time and financial resources 
have been identified as barriers to intersectoral collaboration for mental health in LMICs250-252. 
Collaboration in LMICs is also challenged when Ministries of Health are hierarchically structured and seen 
as solely responsible for health activities188. At the service level, research from South Africa identified 
power hierarchies as barriers to integrated mental health care, for example, when the psychiatric hospital 
had the highest authority253. There is a lack of evidence on intersectoral collaboration in mental health 
services in South-East Asia.  
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Table 3. Facilitating factors and challenges to intersectoral collaboration adapted from Atkinson 2007, 241 

 
Facilitating factors Challenges 

Role 
demarcation 

• Clarity over roles of agencies  
• Clear role boundaries 
• Acknowledging professional differences  
• Status issues/hierarchies addressed  
• Understanding of each other’s 

responsibilities  

• Status issues/power struggles 
• Professional hierarchies 
• Lack of equal representation 
• Blurring of professional boundaries 
• Role ambiguity 
• Redistribution of specialist skills 

Commitment • Willingness to work together 
• Commitment from all staff  
• Strategic commitment 

• Lack of commitment 
• Inappropriate levels of representation  
• Competing priorities 

Trust and 
mutual respect 

• Positive regard for workers from different 
agencies 

• Lack of trust between individual and 
agencies 

Understanding 
other agencies 

• Awareness of what other agencies can 
contribute  

• Appreciation of different agency contexts 
• Understanding the range of perspectives 

involved 
• Development of a partnership culture 

• Stereotypical thinking 
• Ignorance of other services  
• Failure to recognise the contribution of 

others 
• Different professional models and beliefs 

Conflicting professional and agency cultures 
Communication • Transparent structures for communication 

Maintaining constant communication 
• Adequate IT systems 

• Lack of clear channels of communication 
• Poor interagency communication 

Clarity of 
purpose 

• Establishing clear and realistic aims 
• Aims understood and agreed by all  
• A shared vision based on jointly held values 
• Appropriate targets  
• Clear justification for partnership 

• Lack of clarity about the rationale for multi-
agency work 

• Divergences in objectives 

Planning and 
consultation 

• Inclusive planning systems 
• Consulting service users 
• Conducting a needs analysis 
• Extensive consultation  

• Lack of consultation with key stakeholders 

Organisational 
aspects 

• Effective systems, protocols and 
procedures 

• Establishing formal protocols 
• Clearly defined structure or model 
• Continual reassessment of processes and 

procedures  

• Failure to address temporal aspects of 
partnerships 

• Competing policies and procedures 
• Complex and time-consuming negotiations 
• Organisational restructuring 
• Different targets and incentives 

Information 
exchange 

• Establishing clear protocols for information 
exchange  

• Accurate and up to date shared data 
between agencies  

• Confidentiality issues 
• Different rules and protocols around 

information sharing 
Legal, ethical and practical obstacles 

Funding • Adequate funding with shared access 
• Financial certainty  
• Equity between partners 
• Explicit agreements about the pooling or 

sharing of resources  
• Sufficient administrative support 

• Funding conflicts within/between agencies  
• Inadequate funding  
• Time-limited funding  
• Management of a variety of funding 

streams 
• Lack of joint budgets   

Staffing • Recruitment and retention of staff 
• Effectiveness of particular personalities 
• Adequate staff  
• Co-location of staff 

• Staff turnover and recruitment difficulties 
• Lack of qualified staff Salary differentials  
• Variations in conditions of service 

Time • Dedicated time for start-up  
• An incremental approach to joint working 

• Lack of time to devote to joint working 
• Time involved in developing and sustaining 

relationships 
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2.4.5 Domain 5: Enabling environment 
An enabling environment as a concept recognises that complex behaviour change and health system 
development processes are necessary for implementing people-centred health care6, 254. An enabling 
environment is a set of interconnected political, legal, fiscal, informational, organisational and 
sociocultural conditions that support implementation of a program or policy 255. An enabling environment 
for people-centred mental health care comprises policies, strategies and laws; leadership; resources; 
health information systems; and sociocultural acceptability 6.  

Evidence synthesis is difficult because of the key role of structural factors in enabling environments. In 
terms of political conditions, most countries (72%) have a stand-alone national mental health policy or 
plan that has been updated in the past five years99. However, national mental health policies and 
legislation in LMICs are often poorly implemented, non-compliant with the UNCRPD, not developed 
through participatory means, and poorly reflect the realities of practice99, 194, 250. There is a dearth of 
research on the necessary leadership qualities to achieve people-centred health care256, 257. In a recent 
study, men who were in leadership positions within the Gambian health system identified a need to 
negotiate the interests of a diverse range of stakeholders, and the central role of trust in achieving 
people-centred health systems257. Participants also identified a lack of opportunities for leadership 
development and supervision257.  

Fiscally, mental health care is a low priority in LMIC public health budgets, accounting on average for 
between US$0.02 and US$2.25 per capita annually in LMICs99. Only 53% of lower middle-income 
countries have sufficient human and financial resources to implement their national mental health 
policies99. South-East Asian countries spend on average only 1% of their health budget on mental health, 
and 74% of this goes towards psychiatric hospitals225. It is encouraging that as countries become richer, 
they spend more per capita on mental health. For example, upper middle-income countries spend on 
average 70 and 14 times more per capita on mental health than their lower-income and lower middle-
income country counterparts219. In terms of informational conditions, many LMICs do not routinely collect 
mental health indicators in censuses and household surveys221. Only one-third of LMICs have compiled 
mental health data for public services99 and most only report attendance rates and bed numbers in 
outpatient or inpatient mental health services258. Poor technical capacity, inadequate infrastructure, and 
logistical barriers (e.g. lack of internet access) have been identified as major impediments to improving 
mental health information in Ethiopia, India, Nepal, Nigeria, South Africa and Uganda259.  

Finally, in relation to the organisational and sociocultural conditions, health services and systems 
continue to be structured around categories of illness36 and biomedical hierarchies that delegate decision 
making to health providers and policy makers199, 200, 260-262. Cultural, logistical and capacity barriers 
frequently inhibit progress from "'person-centred moments' (individual, ad hoc experiences of person-
centredness) to 'person-centred care' as an underpinning culture of teams and organisations" 263 p1. Within 
Ministries of Health, there is also a hierarchy of importance for different departments in which clinical 
care is often afforded greater status and priority than public health, prevention and health promotion 115. 
Furthermore, a lack of government investment in mental health care in LMICs discussed above 99 often 
means that basic health services are prioritised over more holistic health care 59, 264. Finally, the all-
encompassing definition of people-centred mental health care can overwhelm implementors by lacking 
any guidance for prioritising activities 153, 265.  
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As such, fostering an enabling environment for people-centred mental health care in all countries is 
complex and little is known about how it is best achieved in LMICs.  

2.5 Chapter summary 
This chapter positioned people-centred mental health care as a socio-ecological approach to mental 
health system strengthening. The chapter has demonstrated how current models of people-centred 
mental health care have evolved from concepts of patient- and person-centred care, and family-centred 
services. The chapter has outlined the WHO Framework on Integrated People-Centred Health Services 
(WHO IPCHS), the first international strategy to define and strategize people-centred health care. This 
framework is used to structure the current study because it is consistent with the recent direction of 
global mental health and there is emerging evidence that the five domains of WHO IPCHS are effective in 
HICs. The next chapter highlights three key considerations for people-centred mental health care in LMICs 
settings, which underlie the current study.  
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Chapter 3: Considerations for people-centred mental health care 
in low- and middle-income countries 

3.1 Chapter overview 
Drawing on interdisciplinary concepts from anthropology, critical global health/disability and 
implementation science literatures, Chapter 3 highlights the need for deeper theoretical interrogation of 
people-centred mental health care in LMICs. The chapter unpacks the following three key considerations 
for the paradigm: 

• Who are the people at the centre?  

• How is mental health understood and explained?  

• And what type of care is acceptable and feasible? 

People-centred mental health care as a concept predominantly arose from a theoretical and practical 
evidence base from HICs underpinned by Western cultural norms. Yet each culture has its own principles 
for organising the world and the beings who inhabit it 95, 266, 267. Culture is not simply a matter of discrete 
social factors or values, but constitutes a dynamic matrix of meaning, discourse and practice through 
which structures of power and social position are formed, legitimised and maintained 61. Culture informs 
the way people construct what makes up the world (their ontological viewpoints), which in turn inform 
how people, mental health and care are understood in a given sociocultural context 268.  

3.2 Personhood: who are the people at the centre?  
Personhood is the socioculturally defined and enacted understanding of what it is to be a person 269. 
Great diversity exists among concepts of personhood. Table 4 provides an overview of different cultural 
orientations of personhood: individualistic egocentric, communalistic sociocentric, ecocentric and 
cosmocentric. I employ this categorisation to demonstrate how personhood is broadly conceptualised 
across cultures and in people-centred mental health care. 

Table 4. Cultural variations in concepts of personhood, explanatory models and type of care from Kirmayer 61 

 Personhood Explanatory models 
 Framework for 

personhood 
Experience of health 
and well-being 

Experience of illness and 
distress 

Sources of resilience 
and healing 

Individualistic 
egocentric 

Individual agency, 
autonomy 

Self-efficacy, 
Independence, 
fulfillment 

Lack of self-efficacy, 
suffering 

Knowledge, skills 

Communalistic 
sociocentric 

Collective agency, 
interdependence 

Harmony of the group Interpersonal conflict Relationships to family, 
community, larger 
society 

Ecocentric Environment (animals, 
land, natural elements) 

Vitality of the 
environment 
(biodiversity) 

Degradation of the 
environment 

Connection to land 

Cosmocentric Ancestors, spirits Regular observance of 
spiritual or religious 
practices 

Failure of observances Rituals to restore 
respect and moral order 
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3.2.1 Individualistic orientation of people-centred mental health care 
Despite its claims to consider families and communities, people-centred mental health care is based on 
an individualistic concept of personhood because it emerged from patient-centred and person-centred 
care and ideas of individual human rights (see Chapter 2). A growing literature argues that the aims of 
person-centred and recovery-oriented mental health care to enhance and promote individual autonomy 
and independence are individualistic 59, 61, 268, 270-272. Drawing upon Urciuoli's contention that neoliberalism 
is a cultural belief system which frames individuals in terms of productivity17, Adeponle makes a 
compelling case that the focus on self-competence, self-sufficiency and personal responsibility within 
recovery-oriented practice reflects Western neoliberal ideals 17, 59, 272. This individualistic orientation of 
people-centred mental health care has important implications for its application in LMICs.  

3.2.2 Challenges with the individualistic orientation of people-centred mental health 
care  
The individualistic conception of personhood underpinning people-centred mental health care is limiting. 
A burgeoning sociological literature from HICs has shown that personal recovery is achieved through and 
impacts on relational processes, for example, (re)constructing relationships with family, forging 
employment relationships 9, 273, 274. The relational aspects of recovery are also underscored by prominent 
mental health peer researchers and advocates 63, 275. As Rose articulates: "Why would anyone object to 
[the idea that recovery is deeply individual]? Because we are not isolated individuals, to put it bluntly" 63 

p217. In addition, critical disability theorists have argued that too great a focus on individual empowerment 
of people with disabilities ignores important environmental and structural barriers to their inclusion; 
factors which also disrupt family livelihoods, particularly in LMICs 138, 276-281.  

The individualistic focus of people-centred mental health care is also problematic in its utilitarian 
approach towards families. Rather than having their own needs, preferences and experiences of stigma 
acknowledged, families are positioned as a source of care for people with mental illness or as a source of 
information for providers who wish to monitor treatment adherence 14, 151, 282-284. Even within an explicitly 
family-centred paradigm, previous research in HICs has shown that family-centred practice has focused 
on a narrow definition of family 10, and that tensions often arise between the interests of different family 
members 151. For example, a sole focus on parents ignores the role of extended family and can render 
children powerless 10, 285, while a focus on children can elicit shame among parents 286.  

In contrast to individualism, many LMICs are traditionally communitarian societies in which personhood is 
sociocentric; comprised of 'dividual' selves, rather than an individual self (see Table 4)287-290. The central 
role of family in life and health is well-documented in East- and South-East Asia 291-293. Almost three 
decades of psychological research by Yang and colleagues in Chinese-majority countries (Taiwan, Hong 
Kong, China) has empirically described processes of familism through which Chinese people situate the 
self by the valuing of family solidarity and harmony, family prosperity and family prolongation 288, 292, 294. 
Other cross-cultural psychological investigations by Markus and Kitayama theorised that Japan and other 
Asian cultures define the self through interdependent relationships with other social group members (see 
Figure 4)271, 295. In Timor-Leste, the setting of the current study, and among indigenous peoples around 
the world, personhood is also defined by ecocentric and cosmocentric orientations, in which the self is 
inseparable from the environment, ancestors and spirits 59, 90-92, 296.  
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Figure 4. Independent and Interdependent views of self adapted from Markus and Kitayama 1991, 295 

It is important to appreciate that notions of personhood are fluid and diverse. In reality, people define 
themselves using plural frames of reference that depend on their identities, resources and how they 
perceive the nature of the problem in any given social context59, 61, 271. For example, research suggests 
that urbanised or young generations in Singapore, Malaysia, Hong Kong and China may be more 
influenced by egocentric ideas of personhood due to processes of globalisation291, 292. Tse (2014) 
described how a focus on individualism changes across social contexts such that a person from Hong 
Kong may be motivated by individual goals at work but by family goals when discussing medication with a 
treating health professional292. This research has interesting implications for people-centred mental 
health care in which people may be taken out of the 'patient' role and into one that emphasises other 
aspects of their personhood. Hence, these plural understandings of personhood mean that people-
centred approaches to mental health care based on individualism may not be socioculturally acceptable 
in settings where relational, familial, environmental and spiritual aspects of personhood have a greater 
influence287, 297.  

3.2.3 Diminished personhood of people with mental illness 
Another important consideration for people-centred mental health care in LMICs relates to the position 
that people with mental illness occupy in society. As described in Chapter 2, there is strong international 
evidence that people with mental illness are prevented from full inclusion in many aspects of life by 
attitudinal (e.g. stigma), behavioural (e.g. discrimination) and structural barriers23, 54, 119, 165, 168, 169. Such 
diminished personhood of people with mental illness is likely to challenge the implementation of people-
centred mental health care. While research from HICs has focused on the promotion of individual agency 
and rights33, 124, 127, 145, there is a dearth of empirical inquiry about how people-centred approaches to 
health are affected by diverse sociocultural understandings of personhood for socially-stigmatised 
groups, including people with mental illness. 

3.3 Mental health: how is mental well-being and distress understood and 
explained?  
Explanatory models are conceptual frameworks that people use to understand, explain and express their 
specific experiences of mental well-being and distress298. Explanatory models of mental well-being and 
distress vary widely within and across cultures, and as indicated in Table 4 above, are shaped by notions 
of personhood4, 268, 297, 299, 300. As outlined in Chapter 2, people-centred mental health care is based on a 
bio-psycho-social model of health and illness 39, 124.  
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3.3.1 Explanatory models across sociocultural contexts 
In many settings, explanatory models of mental well-being and distress differ from the bio-psycho-social 
model adopted in Western contexts 59, 301-305. Conceptual work to develop a framework of social and 
emotional well-being for Aboriginal and Torres Strait Islander Australians provides a useful example of 
one such explanatory model differentiated from the Western bio-psycho-social model296, 306. In this 
framework displayed in Figure 5, social and emotional well-being is explained by seven interconnected 
dimensions: body; mind and emotions; family and kinship; community; culture; country; and spirit, 
spirituality and ancestors26, 296, 306. Distress is seen to result from imbalances or disruptions between these 
interconnected dimensions caused by social, political and historical determinants 26.  

 

Figure 5. Model of Aboriginal and Torres Strait Islander Australian social and emotional well-being adapted from 
Gee 2014, 296 and Commonwealth of Australia 2017, 26 

Note: in reference to the self, the authors state that: "This conception of self is grounded within a collectivist perspective 
that views the self as inseparable from, and embedded within, family and community" 296 p57.  

Explanatory models of well-being and distress also differ across and within non-Western sociocultural 
settings59, 301-304. Contrary to previous claims in anthropology and psychiatry that mind-body holism 
differentiates Western from non-Western explanatory models of mental well-being and distress106, 107, 
anthropological work by Kohrt and colleagues in Nepal identified five mind-body divisions (i.e. heart-
mind, brain-mind, physical body, spirit and social status)307. Research from other LMICs has also shown 
that people employ plural explanatory models of well-being and distress. A systematic review and other 
studies revealed that people from several LMICs (i.e. India, China, Zambia, Jordan, Malaysia, Timor-Leste, 
Iran, Uganda, Ghana, Ethiopia, and South Africa) used supernatural explanatory models of psychosis as 
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well as bio-psycho-social explanations consistent with Western medicine301, 303, 308. Similarly, Cohen found 
that 'madness' in India, Nigeria and Trinidad was explained as having supernatural, genetic, bio-psycho-
social and substance use origins304.  

A plurality in explanatory models is important to consider in people-centred mental health care because it 
influences experiences of stigma and coping with mental distress. In the research cited above, Kohrt 
found that certain explanatory models of mental distress in Nepal minimised social stigma, but that 
Western-informed mental health interventions inadvertently perpetuated stigma by explaining mental 
health in terms that indicated a loss of social honour (e.g. brain-mind)307. In contrast, Makanjuola found 
that participants who had sought treatment from traditional or faith healers in Nigeria, Kenya and Ghana 
reported higher self-stigma if they attributed their illness to supernatural causes (e.g. witchcraft or 
spiritual attack) compared to peers who attributed illness to bio-psycho-social factors 302. As a result of 
the importance of explanatory models, Yang argued that the influence on and use of Western psychology 
in Chinese-majority countries necessitates an 'indigenization' of local psychologies that intentionally 
creates and applies theories arising from their socio-ecological, cultural and historical contexts 288, 294.  

3.3.2 Implications for people-centred mental health care in LMICs 
This research suggests that people-centred mental health care needs to integrate plural, sociocultural 
understandings of well-being and distress 61. Because people-centred mental health care frames mental 
well-being and distress as a health issue, it may not align with the interconnected social and spiritual 
realities of many people from non-Western cultures 60, 309. Previous calls have been made for research 
investigating the social experiences of well-being and illness in person-centred medicine 310, but there is a 
lack of theoretical and practice examination of explanatory models within the people-centred mental 
health care paradigm. 

3.4 Care: what type of care is acceptable and feasible? 
The third consideration for people-centred mental health care in LMICs is the acceptability and feasibility 
of available mental health care. Acceptability and feasibility are implementation science concepts. 
Acceptability is the sensitivity of a health intervention to the local sociocultural dimensions of both its 
beneficiaries (e.g. service users, families) and implementers (e.g. decision makers, service providers)311. 
Feasibility refers to the resources, practicality and sustainability of a health intervention 312. Acceptability 
and feasibility impact on the uptake and effectiveness of an intervention 311. 

3.4.1 Acceptability  
Healing systems are embedded in and reflect sociocultural norms4, and hence to be acceptable, care 
must align with sociocultural factors. In classic anthropological research, Frank identified common factors 
across cultural healing systems, in which such systems: (1) provide a conceptual framework to guide 
healing, (2) specify roles and tasks for patients and healers, and (3) establish expectations and hope for 
recovery 313. This section explores these aspects of healing in the context of people-centred mental health 
care in LMICs.  
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3.4.1.1 Conceptual framework of healing 
A conceptual framework of healing is informed by explanatory models of mental well-being and distress. 
Many people in communitarian LMICs seek traditional and faith-based healing to resolve the relational, 
spiritual or natural imbalances believed to have caused mental distress 59, 61, 289, 314, 315. For example, in 
Tonga, treatment of mental distress caused by spirit possession is provided by traditional or Christian 
healers 305. Families may also seek these customary supports for distress, not so much as to find a cure as 
in Western medicine, but because well-being is thought to be secured through customary processes 316.  

In contrast, people-centred mental health care proposes community-based and primary-care models of 
mental health care based on the bio-psycho-social model and evidence-based practice (see Chapter 2). 
Many critiques have been made that the monolithic focus on evidence-based practice within global 
(mental) health marginalises local ways of healing that contribute to the social fabric and in doing so, 
reinforces power hierarchies that require biomedical expert intervention 57, 300, 317, 318. In addition, a sole 
focus on bio-psycho-social responses ignores the fact that many LMICs are characterised by medical 
pluralism 319 

Anthropological research highlights that the neglect of sociocultural explanatory models and healing 
systems in mental health in LMICs can result in misdiagnosis and ineffective care responses 300. In 
Western Timor-Leste, Sakti identified that individualised responses to trauma were rendered ineffective 
for healing local idioms of 'thinking too much' because this distress was attributed to a disruption of social 
relations 94. In addition, Sood found that multiple traditional healing practices had disappeared from the 
Balaji temple in Rajasthan, India, due to the Indian government's intervention to increase global mental 
health evidence-based practice and reduce traditional practices 315.  

While some traditional practices are known to cause direct harms (e.g. physical restraint) or in-direct 
harms (e.g. cost and time resources, delayed access to effective intervention)320, 321, the global health 
discourse increasingly recognises the importance of traditional or customary healing practices (e.g. WHO 
Traditional Medicine Strategy 2014-2023)322. There is emerging systematic review evidence that 
traditional healers can provide effective psychosocial interventions323. However, other scholars have 
argued that the current global mental health approach to traditional and customary healers is utilitarian, 
seeing them as "a vast army of informal or semi-formal practitioners who are already known and 
consulted, thereby strengthening links with communities and easing access to biomedical mental health 
services for those in need" 319 p312. Given that many people in LMICs employ plural explanatory models of 
mental well-being, distress and recovery (see Section 3.3.1 above), it seems logical that people-centred 
approaches to healing might also be plural.  

3.4.1.2 Roles and tasks of care: decision making and preferences 
There is evidence that people seeking health care in LMICs may also have different expectations about 
the roles and tasks of care to those set out in people-centred mental health care. As discussed in Chapter 
2, people-centred mental health care aims to equalise decision making hierarchies in the clinical 
encounter so that service users and families are engaged in partnership with service providers.  

On the contrary, in many sociocentric LMICs, health decisions are often made with respect for familial or 
biomedical hierarchies 324. Studies about doctor-patient communication in LMICs have found that health 
service users in Nepal, Indonesia and Sierra Leone preferred to receive instructions from their treating 
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doctor rather than participate in a mutual dialogue 325-327. In Indonesia and Sierra-Leone, only service 
users with higher education (who approximated the highly-educated doctors on this measure of social 
capital) preferred to have a mutual dialogue with their doctor 325, 326. Similarly, research in Indonesia and 
Thailand revealed an expectation from both parents and service providers that children would attend 
hospital primarily for medical intervention and only the parents would communicate with or meet the 
child's psychosocial needs 328, 329.  

These findings call into question what Rifkin and other authors have deemed the a priori bias in favour of 
community engagement, which assumes that people want to be involved in decisions about their own 
health and that such decisions will align with evidence-based practice 330, 331. Recent conceptual work by 
Abimbola (2019) has highlighted the multi-level processes that determine if, when, why and how Nigerian 
communities choose or choose not to participate in primary health care governance 331. While a 
reluctance to engage is often interpreted as a barrier to be overcome with knowledge about individual 
human rights and democracy, Abimbola legitimises the exercise of choice not to engage. Hence, health 
care-related decision making in many LMICs contrasts with the image of the empowered, atomised 
individual service user at the centre of WHO's people-centred health care 59, 60, 274. 

3.4.1.3 Expectations and hope for recovery  
A sizeable literature attests that recovery-oriented practice has lacked consideration of cultural 
understandings of recovery50, 59, 60, 293, 300, 315, 332, 333. A systematic review and narrative synthesis conducted 
to generate the CHIME conceptual framework for personal recovery identified distinct categories and 
processes of recovery in the small amount of research from black and ethnic minority groups in HICs e.g. 
a stronger focus on spirituality and stigma reduction 25.  The Scottish and New Zealand recovery-oriented 
policy approaches are notable exceptions to this trend in HICs, which have explicitly prioritised cultural 
understandings of recovery through the collection and use of local recovery narratives as the basis for 
national recovery-focused mental health policies 334, 335. 

There has been very limited research to develop recovery-oriented approaches to mental health in LMICs 
or non-Western HICs. A participatory-action research study that co-produced a recovery tool in India 
identified eight-locally defined domains of recovery, in which half were related to relational processes: 
being an active family member, being a friend, contributing to the household, being an active community 
member and being spiritually engaged336. Mental health peer support workers in community-based 
mental health services in Hong Kong discussed the integral role their families had in encouraging them 
through the process of becoming support workers, which is rarely noted in previous research about 
recovery-oriented practice from HICs 337. On the other hand, Nepalese mental health service users and 
their families who co-facilitated mhGAP training reported that they experienced increased stigmatisation 
from publicly revealing the families' experience with mental illness 338.  

3.4.2 Implications for the acceptability of people-centred mental health care in LMICs 
Taken together, these findings suggest that conceptual frameworks, roles and tasks and expectations for 
healing and recovery differ across and within LMIC settings, and that people-centred mental health care 
may not be sufficiently plural to incorporate these. 

Kleinman's notion of social suffering339, 340 unifies these aforementioned considerations for the 
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acceptability of people-centred mental health care in LMICs. Kleinman contends that social suffering is: 
(1) shaped by broader sociopolitical and economic forces; (2) a relational process that impacts on 
individuals, families and communities; (3) perpetuated by the very social institutions designed to remedy 
it; and (4) best viewed and addressed as both a health and social problem 339, 340. This concept of social 
suffering has not been adapted into mainstream global mental health or effectively translated into 
practical implications for people-centred mental health care.   

3.4.3 Feasibility 
The type of care available in LMICs is also influenced by its feasibility. As discussed in Chapter 2, there are 
well-documented resource and structural barriers to the integration of mental health into primary health 
care, and mental health system development in LMICs. An overlooked aspect of this feasibility is the role 
of family as one of the main resources for mental health care in many LMICs. Given the bi-directional 
relationship between mental illness and poverty 341, 342, many families affected by mental illness struggle 
to support their livelihoods and hence may not prioritize the tasks required for community-based, people-
centred models of mental health care. As Ganguly and Brar (1993) found with community-based 
rehabilitation of people with disability in India: "Where the primary focus of the family is on survival and 
overcoming poverty, involving the energy of both parents, [...] commitment to the home management of 
disability is minimal" cited in277. Kleinman also draws attention to the relational and network impacts of 
individual social suffering 339, 340. As yet, there has been very limited empirical or practical investigation of 
the feasibility of people-centred mental health care in LMICs with consideration for the roles and 
priorities of families within their broader sociocultural and economic contexts.  

3.5 Chapter summary 
This chapter drew on interdisciplinary concepts to identify three key considerations for people-centred 
mental health care in LMICs that have been neglected in nascent research on the paradigm: personhood, 
explanatory models of mental well-being and distress, and the acceptability and feasibility of mental 
health care model. While people-centred mental health care promotes individualised versions of 
personhood and mental health care based on the bio-psycho-social model of mental illness, in many 
LMICs, sociocultural ideas of personhood are dynamic, and many people employ plural explanatory 
models of well-being and distress and seek plural forms of care.  

A few anthropological studies have critiqued the applicability of recovery-oriented approaches to mental 
health care in LMICs and Asian country settings. There has been no investigation of people-centred 
mental health care as a concept in LMICs, or any research that aims to bridge critiques of the concept and 
suggest implications for strengthening practice. Given the international focus of people-centred health 
care and recent emphasis placed on people-centred mental health care in LMICs through global mental 
health, this represents an important gap in the literature and warrants the current study. 

Drawing on these considerations for people-centred mental health care in LMICs, Chapter 4 will overview 
the mental health system in Timor-Leste and raise questions specific to the five domains of people-
centred mental health care specified in WHO IPCHS.  
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Chapter 4: Towards a people-centred mental health system in 
Timor-Leste 

4.1 Chapter overview  
The previous chapter, Chapter 3, demonstrated why deeper theoretical interrogation of people-centred 
mental health care in LMICs is necessary. People-centred mental health care requires empirical attention 
in Timor-Leste because of the country's sociocultural and development contexts, and current processes 
of mental health system strengthening. Chapter 4 overviews the mental health system in Timor-Leste and 
highlights emerging trends and challenges to the five domains of people-centred mental health care 
specified in WHO IPCHS. 

4.2 Estimates of mental distress in Timor-Leste 
Mental health is an important public health issue in Timor-Leste because its population has a large 
number of known risk factors for mental illness described in Chapter 1, including poverty, unemployment, 
and past and ongoing experiences of violence81, 84, 85. For example, Timorese men who reported 
experiencing physical or sexual abuse as children were estimated to have a two-fold increased risk of 
symptoms of depression and a three-fold increased risk of suicidal ideation compared to their 
counterparts who had not experienced childhood abuse 85.  

Despite the presence of known risk factors for mental distress, rigorous estimates of the population 
prevalence of mental illness are limited and inconsistent. The only household survey of mental illness in 
Timor-Leste was conducted in 2004 with 1544 adults in the aftermath of the conflict, and estimated an 
adjusted 5.08% population prevalence of mental disorders343. Secondary analyses of this same data set 
estimated rates of 4.91% for post-traumatic stress disorder (PTSD), and that 38% of the sample 
experienced an explosive anger attack once per month (one episode every two to three days on 
average)95, 344, 345. An explosive anger attack was defined as a culturally specific experience of 
uncontrollable and erupting anger. However, these estimates are now 15 years old and likely do not 
represent the burden of mental illness in present-day, more stable Timor-Leste. As well, their validity is 
weakened by the predominantly urban sample and the use of assessment tools that were unvalidated in 
Timor-Leste and may have missed culturally meaningful idioms of mental distress.   

The most recent population estimate of mental distress in Timor-Leste is from the 2015 census, which 
found that approximately 1.3% of the Timorese population has a mental illness 80. This is likely to be an 
underestimation given that the 2016 Global Burden of Disease estimates an 11.6% prevalence of mental 
and substance use disorders in Timor-Leste, and the South East Asian regional average prevalence is 
11.2% 83. The age-standardised suicide rate in Timor-Leste is 9.41 per 100,000 persons, which is lower 
than the South East Asian average of 13.27 per 100,000 persons346. Conversely, a recent nationally-
representative school-based survey of 3704 students (aged 13 - 17 years) estimated that 9.5% of students 
had attempted suicide at least once in the previous year 347. Further research is essential to confirm this 
high estimate and to better understand the local risk and protective factors.  
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4.3 Sociocultural explanatory models of health and distress, and methods of 
healing 
Health in Timor-Leste is understood to be interconnected with the relational, spiritual, ancestral and 
natural realms, reflecting sociocentric, cosmocentric and ecocentric orientations of personhood90-92, 348. 
Hence, health covers a range of positive and negative aspects of ability and affliction, and mental health is 
not often separated from broader conceptualisations of health. 

Family and extended community relationships provide most care for people with mental illness in Timor-
Leste97.  'Family' refers to kinship and relational ties, which extend to the whole community and ancestors 
in some contexts. Most Timorese seek support for mental distress from traditional and faith-based 
healers; herein referred to as customary healers who operate in the informal sector96. Specifically, a 2004 
study found that approximately 80% of people diagnosed with a psychotic illness had sought treatment 
from a traditional healer 349. 

While it is known that the informal healing sector plays a central role in the alleviation of mental distress 
in Timor-Leste, the true size of this sector and the diversity of sociocultural healing practices have not 
been systematically documented. Prominent anthropologists and Timorese scholars alike have 
questioned whether it is appropriate or desirable to do so. They cite cultural beliefs that the efficacy of 
healing may be reduced or extinguished if healing secrets are shared and the hidden identity of many 
healers is revealed. There is also a mistrust of foreign agents, including researchers, enquiring about 
deeply personal, familial and spiritual aspects of Timorese citizenship given the long suppression of 
Timorese culture first under the Portuguese and later under Indonesian occupation.  

Extant research has found that customary healers are consulted in order to identify the locus of distress 
(e.g. individual, familial or ancestral issues) and provide solutions corresponding to this locus299. 
Customary healers across Timor-Leste employ a range of practices that differ across and within 
geographical and kinships regions. Traditional healing draws upon what human geographer Palmer calls 
the “world of the dark” to address spiritual or ancestral imbalance. It is employed in all parts of Timor-
Leste, particularly in rural and remote areas95, 96, 343. Charismatic and faith-based healers use practices 
that are consistent with Catholic and Protestant teachings and prayer for healing are identified with “the 
world of the light” and are largely accessed in urban areas96.  

Care seeking from customary healers has important relational meaning. As McWilliam explained for 
Fataluku-speaking people from Lautem in Eastern Timor-Leste: 

disease or accidents affecting physical bodies are typically related to disruptions or transgressions 
against the 'body' social and the complex web of mutual indebtedness and obligation that 
contributes so much to social dynamics. 90 

Customary practices are also believed to 'open the pathways to healing' to allow formal medical and 
public health interventions to function 96. As such, the public mental health system and informal healers 
are accessed in parallel and are viewed as complementary rather than competitive systems of care 96. 
Studies have produced mixed findings of the cost of accessing traditional healing in Timor-Leste. One 
study found that traditional healing was an affordable and accessible alternative to public health services 
77, while other research reported high out-of-pocket costs (i.e. money, animals, food) to access traditional 
healing for mental illness 101.  
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4.4 Emerging trends towards and challenges for people-centred mental health 
care in Timor-Leste 
Timor-Leste is in the process of developing its formal mental health system. This section discusses 
emerging trends towards and challenges for people-centred mental health care in Timor-Leste in 
reference to the five domains of WHO IPCHS. 

4.4.1 Strengthen governance and accountability 
The National Mental Health Strategy of Timor-Leste 2018-2022 is the key governing strategy for mental 
health in Timor-Leste 84. Key components of this Strategy align with a people-centred approach to mental 
health care. Specifically, the Strategy aims to deliver "holistic and integrated health services...based on 
human rights principles" 84 p31. On the other hand, Timor-Leste has no mental health legislation 98 and has 
not ratified the UNCRPD 350.  

Within government, responsibility for mental health is split between the Ministry of Health (MoH) and the 
Ministry of Social Solidarity and Inclusion (MSSI). The Non-Communicable Disease (NCD) and Mental 
Health Unit within the MoH coordinates the integration of a basic package of mental health care into 
primary health care. The Unit also develops and implements the National Mental Health Strategy by 
coordinating with other ministries, training and deploying the mental health workforce, financing, and 
conducting routine data collection in public mental health services 351.  

The Disability Unit within the MSSI coordinates the 2012 National Disability Policy and the (unapproved) 
National Action Plan for People with Disabilities 2014-2018, which both include some specifications for 
promoting and protecting the rights of people with psychosocial disabilities352, 353. The MSSI also 
coordinates the social protection program and disability pension, which are received by some families 
affected by mental ill-health. Ministries of Education and Justice are involved peripherally with the 
institution of education and legal systems with which some people with mental illness have contact.  

Estimates of the proportion of government budgets allocated to mental health and psychosocial disability 
in Timor-Leste are not available. We know that only 0.29% of the 2018 government budget was allocated 
to the Public Health Directorate, which includes the NCD and Mental Health Unit354. In general health, the 
government funds 90% of total health expenditure346. International development organisations provide 
financial and in-kind support to the MoH, MSSI and NGO service providers through health, and disability- 
and gender-inclusive development activities355. The amount of these funds used for mental health care, 
rehabilitation and/or promotion is unknown. 

There is no mental health civil society organisation in Timor-Leste and no formal mechanism to support 
the participation of civil society organisations in mental health policy planning, implementation and 
monitoring 98, 350. However, some mental health service users, families and communities were consulted 
to develop National Mental Health Strategy 2018-2022. The national umbrella organisation representing 
persons with disabilities, Asosiasaun Defisiensia Timor-Leste (ADTL), based in Dili includes psychosocial 
disability organisations, Psychosocial Recovery and Development in East Timor (Pradet) and Klibur Domin 
356. The extent to which people with mental illness are involved in ADTL activities is unknown and 
important to interrogate given evidence from other LMICs that there are barriers to their inclusion in 
disabled persons organisations 205, 357. 
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4.4.2 Empowering and engaging people and communities 
There are reasons to suggest that people with mental illness in Timor-Leste may have diminished 
personhood. The most widespread and accepted expression for mental illness is bulak, Tetum for crazy. 
Bulak is used to describe behaviour considered to be socially strange, aggressive or dangerous, such as 
walking around talking to oneself, destroying property or physically assaulting other people. Bulak is also 
used in the absence of another word or expression to describe a person with mental health problems 
without necessarily carrying the same negative connotations as in English. The Portuguese expression for 
mental illness, moras mental, is predominantly restricted to use in the formal health system and by 
people with health training. 

People with mental illness in Timor-Leste are known to be physically restrained in the community and 
detained in police cells for extended periods without charge when their family is unable to care for them 
350, 358. However, the extent of and factors that drive this exclusion are unclear. Before this study, there 
was also no research about the positive aspects of social inclusion of Timorese people with mental illness. 

4.4.3 Reorient the model of care 
In line with people-centred mental health care, government mental health care in Timor-Leste is almost 
entirely community-based97. Timor-Leste has 72 outpatient facilities and two residential care facilities 98. 
This is substantially higher than the South-East Asian average (mean = 8; range: 1- 122 residential care 
facilities)225. Mental health is integrated into the 2015 Comprehensive Service Package for Primary Health 
Care (see Table 5)351. This basic package is delivered by government mental health nurses working as 
municipality-level focal points and in some administrative post primary health care clinics 84.  

Families affected by mental distress also access mental health care through mobile health clinics 
(Integrated health services, SISCa). SISCa visits select villages and hamlets monthly to provide health care 
and health promotion 359. Mental health nurses also conduct house visits. The recent Saude Na Familia 
(Family Health) program encapsulates these outreach activities and collects health data about families as 
a unit. Families affected by mental illness are identified as a high-risk group to be visited regularly 360. A 
psychiatric unit opened in Dili's National Hospital in late-2018, staffed by Timor-Leste's only psychiatrist 
and one psychologist. Nonetheless, service gaps remain.  

NGO service providers fill the gap in public mental health services. NGOs provide the only psychosocial 
rehabilitation service (Pradet), long-term stay service (Klibur Domin) and inpatient psychiatric service (São 
João de Deus, Laclubar) in Timor-Leste. NGOs also provide social and violence support services accessed 
by some people with mental illness. Pradet, in operation since 2000, is the largest NGO mental health 
service provider. Pradet has a national centre that provides outreach services in several municipalities 
surrounding Dili 100. Pradet services high risk groups i.e. people with experiences of severe mental illness, 
domestic violence and homelessness, and prisoners at Gleno and Becora prisons100. São João de Deus 
(SJD) operates the country's main inpatient facility for people with mental illness (the only inpatient 
facility at the time of the study). The SJD facility has 12 beds and a maximum stay of three months 361. SJD 
is a five-hour drive from Dili in Laclubar, Manatuto municipality. In addition to inpatient care, SJD also 
provides mental health education of family members and outpatient services to support clients to re-
integrate into the community. 
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Table 5. The mental health component of the Comprehensive Package of Care for Primary Health adapted from 
Ministry of Health Timor-Leste351  

 SiSC
a 

HP-I 
HP-
II 

CHC
-A 

CHC
-M 

6 Mental Health      
6.1 Advocacy and health promotion on mental health for community with more 
emphasis to priority group ✓ ✓ ✓ ✓ ✓ 

6.2 House visit for people with mental disorders ✓ ✓ ✓ ✓ ✓ 
6.3 Counselling to patient with mental disorders and family   ✓ ✓ ✓ ✓ 
6.4 Diagnosis and treatment for acute psychotic attack  ✓ ✓ ✓ ✓ 
6.5 Hospitalization (inpatient care) and basic treatment for patient with acute 
psychotic attack and referral     ✓ 

6.6 Treatment and follow up of patients with anxiety, stress, Post Traumatic 
Stress Disorder, depression, psychoses, schizophrenia, other mental disorders 

 ✓ ✓ ✓ ✓ 

6.7 Advocacy and health promotion for community on epilepsy prevention ✓ ✓ ✓ ✓ ✓ 
6.8 Basic treatment for patient with acute epilepsy attack and refer  ✓ ✓ ✓ ✓ 
6.9 Diagnosis, treatment & referral for epileptic patients to consult specialist  ✓ ✓ ✓ ✓ ✓ 
6.10 Hospitalization of patient with acute epilepsy attack without complications     ✓ 
6.11 Provide community-based rehabilitation      ✓ 
6.12 Training and technical guidelines for mental health and epilepsy     ✓ 

Notes: SISCa = Integrated health services, mobile health clinic; HP-1 = Health Post 1; HP-II = Health Post 2; CHC-A = 
Administrative Post Community Health Centre; CHC-M = Municipality Community Health Centre.  
 
Human resources for mental health are a challenge in Timor-Leste. There are only three mental health 
professionals per 100,000 persons, comprising: 0.26 psychiatrists; 1.65 nurses; 0.61 occupational 
therapists; 0.09 social workers; 0.09 psychologists; 0.17 other medical doctors; and 0.17 other mental 
health workers per 100,000 persons 98. The dearth of mental health professionals in Timor-Leste means 
that mental health care is most accessible in Dili. Workforce development has understandably been a 
primary focus of health system strengthening in Timor-Leste 362. A capacity building agreement between 
the Republic of Cuba and the National University of Timor-Leste has trained over 1000 Timorese medical 
students 363, but there has been minimal mental health training in this program. Unfortunately, a 'brain 
drain' means that 20% of newly trained doctors work outside Timor-Leste 363. Municipality mental health 
care nurses report that they have not received training to work with persons with mental illness and they 
do not have the transport to provide outreach services 350. 

Despite the focus on medication for mental illness, only 47.5% of mental health facilities in Timor-Leste 
have at least one psychotropic medication available all year long, compared to 87% of facilities in 
Bangladesh, another lower middle-income country in South-East Asia364. There is also a lack of treatment 
options for persons with mental illness who are experiencing or perpetrating violence in the home or 
have a criminal history350. In recent years, there has been an increased focus on people-centred models 
of mental health care. In 2016-2017, several mental health workers received training on rights-based 
approaches to mental health and family-inclusive recovery-oriented practice through international 
development organisations, Christian Blind Mission (CBM) and the Australian Department of Foreign 
Affairs and Trade (DFAT)365. Hence, there appear to be trends for both opportunities and challenges for 
people-centred mental health services in Timor-Leste. 
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4.4.4 Coordination of services within and across sectors 
Appeals to strengthen intersectoral collaboration between government and NGO health sector 
organisations have been made since the inception of the Timor-Leste health system 362, 363. The National 
Mental Health Strategy 2018-2022 strives to foster intersectoral collaboration between health and non-
health government ministries, NGOs and civil society including persons with mental illness and their 
families. Intra-government collaboration is supported by a three-ministerial governance structure 
between the MoH, MSSI and Ministry of Education 84. Intersectoral collaboration between government 
and NGO organisations was previously supported by the Mental Health Working Group ('Rede Servisu ba 
Saude Mental')361, but this network was not in operation at the time of fieldwork. The National Mental 
Health Strategy 2018-2022 also proposes strengthening intersectoral collaboration between the 
government and civil society, including customary healers. This is to ensure the delivery of culturally-
appropriate mental health care and to promote referrals to public health services. Previous research by 
my supervisors detailed emergent collaboration between the formal (public and NGO) mental health 
sector and the customary sector 96. No research to date has systematically investigated the structure and 
strength of intersectoral collaboration within the formal mental health system in Timor-Leste. 

4.4.5 Create an enabling environment 
Several trends suggest there is an enabling environment for people-centred mental health care in Timor-
Leste. First, the principles and strategies of people-centred mental health care espoused by the National 
Mental Health Strategy 2018-2022 suggest a potentially enabling political context. Second, customary 
healing practices in Timor-Leste can be seen to embody a people-centred mindset in that they consider 
the ill person in their social and familial context101. Third, securing human rights is a key focus for the 
Timorese government and civil society, in line with the international rights-based agenda prioritised since 
Timor-Leste's independence from Indonesia in 1999366. More recently, an emphasis has been placed on 
the rights of people with disabilities as Timor-Leste moves towards ratifying the UNCRPD. Finally, 
community-centred development has been a cornerstone of development in Timor-Leste, in which 
communities design, plan and implement their own small-scale infrastructure projects367, and is 
embedded in the National Strategic Development Plan 2011-2030368.  

There are also major challenges for people-centred mental health care in Timor-Leste. First, previous 
research suggests that Timorese social reality is constructed in the context of families, communities, 
ancestors and the environment to a greater extent than is assumed in the individualistic, recovery-
oriented practice of WHO IPCHS and the UNCRPD90, 95, 96. Second, the biomedical model continues to 
dominate health care provision in Timor-Leste. Consequently, the sociocultural hierarchies that separate 
health professionals from health service users may impede partnership327, particularly if persons with 
mental illness are not deemed to be competent44. Third, people with disabilities more generally in Timor-
Leste, particularly women and children with disabilities, confront barriers to health and social care access, 
including stigma and discrimination, and the low availability of rehabilitation services355, 369, 370. Finally, the 
low human, fiscal and material resources for mental health in Timor-Leste are known to be barriers to the 
successful integration of mental health into primary health care, intersectoral collaboration, and 
participatory governance in other settings 194, 218, 251, 252, 364. 
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4.5 Summary and implications 
There are both emerging trends towards and challenges for people-centred approaches to mental health 
care in Timor-Leste that require deeper empirical attention. There has been no systematic investigation 
of people-centred mental health care in Timor-Leste or any other LMIC. A critical investigation of people-
centred mental health care in Timor-Leste is required because: (1) there are global efforts to implement 
the WHO IPCHS Framework, which is consistent with the recent direction of global mental health; (2) 
there is emerging evidence that strategies for people-centred mental health care are effective in HICs; 
and (3) the National Mental Health Strategy of Timor-Leste 2018-2022 already includes several WHO 
IPCHS strategies. 
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Chapter 5: The aim and methods of the present study  

5.1 Chapter overview 
This chapter outlines the aim and mixed-methodological approach employed to investigate people-
centred mental health care in community settings, mental health services, and the mental health system 
in Timor-Leste. Chapters 4 synthesized and critiqued the interdisciplinary literature informing this study. 
This chapter articulates the multi-level conceptual framework underpinning this study, provides a 
rationale for the mixed-methodological approach and details the data collection methods. 

5.2 Rationale for the present study 
The preceding chapters have synthesized the emerging evidence underpinning people-centred mental 
health care as a prominent concept in global mental health research and practice. The applicability of 
people-centred mental health care in LMICs is questionable because of the way that people, mental 
health and care are defined and enacted based on theoretical and empirical evidence from HICs 
underpinned by Western cultural norms. Despite the increased emphasis placed on, and identified 
theoretical challenges for, people-centred mental health care in LMICs, there is a lack of systematic 
investigation of the paradigm across sociocultural settings. There is also a dearth of research that 
translates deep, localised inquiry into practical implications for mental health system strengthening in 
LMICs. The sociocultural and development contexts of Timor-Leste, and intention of the country's 
National Mental Health Strategy 2018-2022 to implement people-centred approaches to mental health 
care underscore the importance of investigating the paradigm in Timor-Leste's current mental health 
system strengthening efforts.  

5.3 Research aim and objectives 
The study aimed to enhance understanding of people-centred mental health care in Timor-Leste to 
inform the country's ongoing mental health system strengthening and identify implications for the 
paradigm in other LMICs. Reflecting the paradigm's socio-ecological approach, this study adopted a socio-
ecological lens to investigate people-centre mental health care in Timor-Leste across multiple levels: 
community settings, mental health services and the mental health system. A socio-ecological approach 
was adopted because it integrated and examined the interplay between individual and population levels 
within the same analysis 41. The five domains of people-centred mental health care from WHO IPCHS 
were examined across this socio-ecological framework: empowerment, participatory governance, model 
of care, intersectoral collaboration and enabling environment 6.  
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The study was guided by the following three research objectives summarised in Figure 6:  

Community 
level 

1. Describe the experiences of social inclusion and exclusion of people with 
mental illness and their families;  

Mental health 
service level 

2. Critically analyse the acceptability and feasibility of people-centred mental 
health services in Timor-Leste; 

Mental health 
system level 

3. 1 Examine perspectives and experiences of intersectoral collaboration;  

3.2 Measure the strength and map the structure of intersectoral collaboration in 
the national mental health system;  

3.3 Assess the current situation, enabling factors, challenges and future actions 
for participation of people with mental illness and their families in mental 
health policy making. 

 

 

Figure 6. The socio-ecological approach used in the current study to investigate people-centred mental health care 
across multiple levels of the Timor-Leste mental health system 
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5.4 Mixed-methodological approach  

5.4.1 Background 
There are a plethora of definitions of mixed-methods research. My research adopted the recently revised 
definition of Creswell and Plano Clark, two pioneers of mixed-methods research, who defined mixed-
methods research as research that: 

collects and analyses both qualitative and quantitative data rigorously in response to research 
questions and hypotheses, integrates (or mixes or combines) the two forms of data and their results, 
organizes these procedures into specific research designs that provide the logic and procedures for 
conducting the study, and frames these procedures within theory and philosophy.103 

5.4.2 Overview of study design, phases and rationale 
This study employed a mixed-methods convergent (cross-sectional) study design to gain an 
interdisciplinary, multi-level and deep understanding of people-centred mental health care in Timor-
Leste. The convergent mixed-methods design meant that qualitative and quantitative data were collected 
and analysed in parallel and integrated in the discussion103. As discussed below, the convergent design 
was employed to triangulate inferences from the multiple qualitative data sources and to enhance and 
complement the depth of inferences from the qualitative data through quantification where apropriate.  

Qualitative data derived from in-depth interviews were the primary data source to fulfill the three 
research objectives, which privileged an interpretivist theoretical stance. I also conducted a quantitative 
complex systems analysis, social network analysis. Figure 7 displays the alignment between the 
methodological approaches and the research objectives. The study was conducted in two phases: 

Preparatory phase 

● Establishment of the research base, building relationships with collaborators and becoming 
familiar with the study setting to support data collection; 

● Document review to identify key stakeholders and gain an understanding of the policy context, 
plans and implementation of mental health care; 

● Training and recruitment of research team and piloting of research materials to promote an 
ethical collection of high-quality data; and 

● Informal observation of health and social services to understand service provision in general and 
specific mental health services, and the sociocultural and development context of Timor-Leste. 

Cross-sectional study: mixed qualitative and quantitative methods 

● In-depth interviews to examine the perspectives and experiences of multiple stakeholders on: (a) 
the community experiences of people with mental illness and their families; (b) the processes, 
structures, content and quality of mental health services, and (c) the mental health system; and 

● Social network analysis to measure and map intersectoral collaboration in the national mental 
health system.  
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The rationale for the mixed-methods at each stage of the study were: 

Preparatory methods 

Preparatory methods were used for development and triangulation 371. Qualitative data collected from 
informal observation and document review informed the sampling strategy, and the interview questions. 
This data collection also contextualised my understanding of the structural functions of the mental health 
system across the study locations and within Timor-Leste's broader sociocultural and development 
context. Triangulation involved an examination of convergences and consistencies between the multiple 
qualitative data sources 35. Because every research method is limited by "independent imperfection[s]"372 

p415, it was necessary to corroborate inferences made about people-centred mental health care in Timor-
Leste from data derived from multiple qualitative methods.  

Cross-sectional study: mixed qualitative and quantitative methods 

This study privileged an interpretivist theoretical stance and is predominantly based on qualitative data 
elicited from in-depth interviews. Interpretivism asserts that there is no real 'truth' but rather 
interpretations of reality mediated by the worldviews of the researcher(s) and the participant(s)373. The 
selection of informal observation and in-depth interviews with a strong emphasis on researcher 
positionality were crucial to operationalising the interpretivist theoretical stance that underpinned this 
research. The study sought to foreground the experiences and perspectives of multiple stakeholders who 
engage with the mental health system in Timor-Leste (i.e. to tap into the emic perspective of these social 
groups) 374. As such, interpretivism is evident in the study’s foregrounding of the meanings attached to 
the experiences of study participants, and the participatory elements of informal observation methods.  

True to the interpretivist tradition, throughout this thesis I am explicit about my own interest in the 
research and my role in the production and interpretation of the data to shape the study findings (i.e. my 
etic perspective as an outsider looking in)103. This was important given my newness to Timor-Leste and my 
positive attitudes towards people-centred mental health care when I began the research (see Researcher 
Position Section 1.5). 

To address Research Objective 3.2, this study also collected quantitative social network analysis data 
embedded within interviews to measure and map intersectoral collaboration in the national mental 
health system. This mixed-methods component was employed to achieve complementarity371. That is, to 
enhance and clarify the depth of inferences from qualitative data through quantification to provide a 
more complete picture of intersectoral collaboration in national mental health in Timor-Leste.  
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Figure 7. The alignment between the methodological approaches and the research objectives 

5.5 Research setting 
This study was a multi-level investigation of people-centred mental health care in community settings, 
health and social services, and the health system in Timor-Leste. The study sites were Dili (national level), 
Baucau municipality, and Venilale and Laclubar administrative posts. Data collection was conducted over 
one year from September 2017 to August 2018 (see Figure 8).   
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Research objective (RO) 
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INDONESIA 

TIMOR-LESTE 

Dili 
National  

Timeline 
• Data collection: Sep 2017 to Aug 2018 

Dili: Sep 2017, Nov 2017 to Aug 2018 
Venilale and Baucau: Oct to Nov 2017 
Laclubar: Jan 2018 

• Preliminary data analysis: Feb 2018 and Aug 2018  
• Verification of preliminary results: Aug 2018 

 

Figure 8. Map of Timor-Leste with research locations; image adapted from Wikipedia 2009,375 

Dili, the political and administrative capital of Timor-Leste, was selected as the primary data collection 
site. Dili is a port city nestled on the northern coast of Timor-Leste with a population of 277,279 people in 
2015 80. Dili experiences consistently hot weather (rai manas) and is drenched with afternoon rain during 
the wet season (udan boot). Dili is a modern city, with several universities, a cinema found at Timor Plaza, 
and numerous Gloria Jeans chain coffee shops. These hallmarks of development are juxtaposed with 
visible signs of tradition, and also poverty. Many Dili residents source produce from roadside markets (see 
Figure 9), unemployed youth congregate on street corners to fill their time, and beyond the paved main 
roads, there are many dusty unsealed side streets with no drainage or sewerage systems.  

 

Figure 9. Fruit and vegetable street-side stall in Dili; photo by author 
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Dili was an important location for understanding national mental health service delivery and decision 
making. The city hosts the national mental health and social sector ministries, service providers, civil 
society organisations and the offices of all international development agencies. These include the 
National Hospital and Pradet, the largest NGO mental health service provider in Timor-Leste. Dili is also 
the base of the research collaborators for this study from the National University (UNTL), the Ministry of 
Health (MoH), and WHO Timor-Leste office. 

Baucau municipality and one of its administrative posts, Venilale, were selected as sites to investigate 
people-centred mental health care at the sub-national levels of the health system from the perspectives 
of peri-urban and rural-dwelling stakeholders. Baucau is a coastal municipality in Eastern Timor-Leste with 
a population of 123,203 people 80. Baucau was a stronghold of the independence movement during the 
Indonesian occupation, when thousands of Timorese fled to live in and around Matebian mountain, 
which looms over the surrounding coastal plains. Baucau city (villa) is split between an old and new city; it 
has a big central marketplace, burnt-out buildings next to grand new constructions, a fancy natural water 
swimming pool, and views of the Banda sea (see Figure 10). Baucau city also hosts the largest sub-
national government administration in Eastern Timor-Leste and social care NGOs (e.g. Pradet's Safe 
House, Fatin Hakmatek Baucau).  

 

Figure 10. View of the Banda sea from Pradet Fatin Hakmatek Baucau; photo by author 

Venilale is a mountainous rural township. Venilale villa is a 45-minute drive inland into the mountains of 
Baucau municipality. The air cools as the road passes by rice paddies (see Figure 11). All of the town's 
administrative and essential services are located in the main street. There is a produce market that 
operates every Wednesday and Saturday; a large new local authority building with a meeting room; a 
Police station with national flag flying proudly; a health centre (ospital); several schools; two communities 
of Salesian sisters; and a Catholic church. Radiating from the centre of Venilale villa in all four directions 
are roads leading to the surrounding villages (aldea) and hamlets (suku).   
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Figure 11. Rice paddies flush with rain on the road from Baucau to Venilale; photo by author 

Baucau municipality and Venilale were selected for several reasons. First, not all municipalities in Timor-
Leste have a mental health nurse in every health post and it was important to investigate people-centred 
mental health care where services did exist. Baucau has a municipality referral hospital that provides 
mental health care and a municipality mental health nurse focal point 80. Venilale has an allocated mental 
health nurse working from the government health clinic. Second, the populations of Baucau and Venilale 
provided a fair representation of Timorese life. Each has: approximately 5.5 people per average 
household, employment rates around 50%, and youth literacy around the national average of 84% (see 
Table 6)80. Baucau and Venilale also have a 1.2% population proportion of mental illness that is aligned 
with the 1% national average, although as noted in Chapter 1, this is likely to be a substantial 
underestimate. Finally, I was able to gain local support for the research through the longstanding 
research collaboration my supervisor Lisa Palmer has in this region. 

Laclubar administrative post in Manatuto municipality neighbouring Baucau was also included as a study 
site because it hosts the São João de Deus NGO inpatient mental health facility (see Figure 12). Laclubar 
was added to the research protocol in January 2018 after informal observation and interviews revealed 
that the Sao João de Deus mental health facility serviced people from all over Timor-Leste. This addition 
was also recommended by the Timor-Leste National Institute of Health (INS) ethics committee.  

 

Figure 12. São João de Deus mental health inpatient facility, Laclubar; photo by author 
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Table 6. Demographic profile of Dili, Baucau and Venilale 

 Population Median age Average 
household 
size 

% 
employment  

% youth 
literacy  

% population 
mental illness 

National  1,245,015 19.6 5.8 52.6 84.3 1.0 
Urban  349,208 20.6 6.4 41.6 94.5 0.4 
Rural  834,435 19.0 5.6 54.2 77.8 1.2 
Dili 277, 279 21.2 6.5 40.7 94.6 0.4 
Baucau municipality 123, 203 19.5 5.4 51.7 85.8 1.2 
Baucau city 47, 294 19.2 5.9 46.2 90.4 0.8 
Venilale 17,495 18.8 5.6 56.9 83.0 1.2 
Laclubar 12,050 18.1 6.8 69.5 71.1 1.4 
Source: 2015 Timor-Leste Population and Housing Census80; youth =14-24 years.  

5.6 Preparatory phase  
The preparatory phase of research employed distinct methods and activities to lay the foundations for 
the research and ground my understanding of the mental health system in Timor-Leste. Due to time 
restrictions based on my candidature schedule, the preparatory phase was conducted prior to and 
iteratively for the duration of formal data collection.  

5.6.1 Establishment of relationships and familiarisation with study setting  
As a cultural outsider to Timor-Leste, strong relationships with local collaborators were integral to data 
collection, analysis and dissemination of the study findings. 

● I visited Timor-Leste for the first time in August 2016 with my then primary supervisor, Associate 
Professor Ritsuko Kakuma. Ritz and my co-supervisor, Associate Professor Lisa Palmer, were part 
of a team advising the development of the National Mental Health Strategy Timor-Leste from 
2013 to 2015. Ritz introduced me to research collaborators in Dili from the MoH, WHO Timor-
Leste Office and Pradet NGO. I also met my in-country research supervisor, Professor João 
Martins, who is the Dean of Medicine at UNTL. These first introductions formed the basis of 
research collaborations that supported my fieldwork.  

● Upon returning to Timor-Leste in September 2017, I spent one year living in Dili and Venilale. 
Over the year, I became familiar with the mental health system in Timor-Leste. I established 
collaborative relationships with managerial and front-line staff from government health services 
in Venilale, Baucau and Dili. I was introduced to the research team (see below). I also developed 
relationships with NGO mental health and social care service providers in Dili, including Pradet, 
Klibur Domin, and mainstream disability organisations. This meant that I was acquainted with key 
stakeholders before inviting them to participate in the study.   

● I also used the preparatory phase to secure ethical approval from INS, and endorsement of the 
research by the MoH and WHO.  

● Finally, I became familiar with Timor-Leste's sociocultural, linguistic and development context. 
Over the course of fieldwork, I undertook the equivalent of four-months intensive Tetum-
language training. After six months, I gained intermediate Tetum comprehension and reading 
skills, allowing me to conduct all daily activities in Tetum and understand interviews (although an 
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interpreter was still used to ensure high data quality). I was able to present the preliminary 
research findings in Tetum at the end of my fieldwork. 

5.6.2 Document review 
A review of electronic documents provided information about the policy context, plans and 
implementation of mental health care in general health and social services, and specific mental health 
services. The documents reviewed were produced between 2002 and 2019 by government, NGO, civil 
society and international organisations. These included strategic plans, policies, legislation, and reports (n 
= 33). Key documents were either sourced by conducting internet or reference list searches between 
September 2017 and May 2019 or provided by participants during formal data collection.  

Documents were reviewed for specific information about mental health care, people with mental illness, 
and Timor-Leste's development context (e.g. rates of illness, government expenditure on health and 
social sectors). Information emerging from the document review was interrogated during interviews and 
compared with interview data during analysis. The documents also identified key stakeholders I would 
invite to interview. The documents were managed using EndNote X8 Library software.  

5.6.2.1 Results and implications for the main study 
The document review highlighted the important role of the social sector, particularly disability 
organisations, in the provision of support services for people with mental illness and their families. Prior 
to the document review, the study was primarily concerned with the health sector response to mental 
health, but this was broadened after the document review.   

5.6.3 Recruiting and training the research team 
I conducted formal data collection with a research team in Venilale and an interpreter in Dili. In Venilale 
and Baucau, I worked with two local men; an older Timorese research associate, Mr Francisco de 
Almeida, and a 27-year old interpreter, Mr Valeriano da Silva (Boss). Mr Francisco was well-respected in 
Venilale and the surrounding villages because he had been the mental health nurse at the Venilale health 
centre for 16 years until his retirement in 2016. I was introduced to Mr Francisco through my supervisor, 
Lisa Palmer, who has had a long-standing professional relationship and friendship with him. Mr Francisco 
acquainted me with the health staff and community members, including people with mental illness and 
their families, and local village and hamlet leaders. Boss was affiliated with the local community centre 
and was introduced to me by the Australian donors of the centre, 'Friends of Venilale' NGO. In Dili, I 
recruited and trained a 25-year old female Timorese interpreter, Ms Jhalia Ximenes, who was a teacher 
affiliated with UNTL with interest in educational psychology. 

The research team was trained before formal data collection to promote good quality and ethical data 
collection. The training familiarised the team with the research procedures and ethics and addressed any 
prejudicial attitudes about mental illness that are commonly reported in Timor-Leste. Training materials 
were adapted from the Rapid Assessment of Disability376 to include: an overview of mental health and 
health systems; an introduction to research, ethics, and the interview guide; interview techniques; 
participant and researcher safety; and dealing with potential participant distress. To understand the 
potential bias in emphasis and tone of the data produced in the interviews, research team members and I 
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discussed their personal views on mental health and health services 377. At the end of each workday, the 
research team debriefed on the day's events, discussed any difficulties and planned the following day.  

5.6.4 Informal observation 
Guided by the research objectives, I conducted approximately 500 hours of informal observations in 
health and social services in Venilale and Dili before and for the duration of formal data collection. 
Observation was an informal data collection method because it primarily served to prepare me for 
conducting individual interviews and enhanced my understanding of Timor-Leste. Informal observation 
served to:  

● enrich my contextual understanding of the Timor-Leste health system and sociocultural, linguistic 
and development contexts. This was important for locating people-centred mental health care 
within the broader geopolitical and sociocultural forces that shape life and health in Timor-Leste.   

● triangulate data from the document review and interviews to strengthen the rigor of the study. 
Observations identified gaps between the intentions and views expressed in documents and in-
depth interviews, and the extent of people-centredness in practice. Observation captured 
information about the silences and concepts that are taken for granted and not explicitly 
mentioned in interviews e.g. power hierarchies, gender, class 378.  

● refine my approach to sampling and recruitment, the phrasing of interview questions and my 
interpretations of findings. 

5.6.4.1 Methods 
Informal observation was conducted in different locations as outlined below. In all study locations, I 
recorded detailed notes of my observations, experiences and reflections in a field notebook daily. Notes 
were later transcribed electronically. 

5.6.4.2 In and around Venilale 
From October to November 2017 (1.5 months), I shadowed the mental health nurse and health staff from 
the Venilale health centre to understand how mental health care was provided in a general health setting. 
To minimise observer effects, I told health staff that I was not assessing their practice but was instead 
interested in capturing their experiences, including any difficulties they had in providing services. 
Observation of the health staff was at the Venilale government health centre, house visits and Servisu 
Integrado du Saude Comunidade (SISCa) mobile-health clinic trips.  

Health centre 

At the health centre, I observed: 

• the daily routines of the centre; 
• some consultations (with the permission of the service user); 
• facility management meetings to observe the structure, content and staff power hierarchies; 
• information discussions; and 
• a welcome event for the then Vice Minister of Health Timor-Leste from Dili.   
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The health centre was also a point of departure for house visits and SISCa. 

House visits 

The research team and I accompanied the mental health nurse and health staff to conduct house visits to 
mental health service users and their families. Through observation, I understood the standard 
procedures of a house visit (i.e. questions asked, which family members were present), and the living 
conditions of many families affected by mental illness. During these visits we settled on plastic chairs and 
were sometimes offered sweetened tea or cans of Dellos banana juice. In one street in Venilale, we 
visited six neighbouring families, each with distinctive experiences of mental illness and treatment.  

The reality of data collection in rural Timor-Leste blurred the boundaries between observation and 
interview. As a mental health researcher working with a well-recognised former mental health nurse, Mr 
Francisco and I were sometimes taken to meet families affected by mental illness before formal data 
collection began. This was usually because the family wanted to catch up with Mr Francisco who they had 
not seen since his retirement. In such situations, Mr Francisco and I sat and talked with the families about 
their life stories, which sometimes involved the health system but often did not. I took notes of these 
discussions with their permission. For the first two weeks in Venilale, these meetings remained informal 
'meet-and-greets'. This approach fostered rapport between myself and potential participants before 
formal interviews commenced. By week three, with the assistance of my interpreter, I began to record 
these conversations as formal interviews. 

SISCa  

I attended seven SISCa mobile health clinic visits to remote health posts around Venilale villa. SISCa trips 
gave me an understanding of the processes of providing outreach health services in Timor-Leste. SISCa 
trips often involved traveling along bumpy, dusty red roads in the health clinic's four-wheel-drive 
ambulance, into which were piled 12 health staff team members with stethoscopes and eskies containing 
vaccines (see Figure 13). At other times, the dense jungle surrounding Venilale was lush with heavy water, 
turning the road into a river. After at least one hour, we would arrive in a village where the staff would 
erect a pop-up health clinic. One clinic was hosted from the community-centre-come-election-booth, 
another in the aldea church next to a primary school where children sweetly sang prayer songs. Our 
arrival mid-morning was always met by a large group of people, mostly women, all with children or visibly 
pregnant. Older men embraced older male health staff with the warmth of days spent together as 
independence fighters. Because few people with mental illness visited the mobile health clinic, we would 
usually make house visits around the aldea before retiring to the local leader (xefe aldea)'s house for a 
communal lunch of cassava and ai manas (Timorese hot red chili), with dogs lazing at our feet. 
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Figure 13. SISCa visit to Uai-Laha in Venilale Administrative Post; photo by author 

5.6.4.3 Dili  
For 10 months (September 2017; November to August 2018), I conducted weekly observations in the 
national mental health NGO, Pradet, to understand how specific mental health services were provided, 
managed and structured. 

At Pradet, I observed: 

● the psychosocial rehabilitation program activities including family re-integration ceremony; 

● the street program for people living on the streets, often with identified mental health problems, 
but who could not directly access mental health care because they did not have contact with 
their families (a prerequisite of access to mental health care); 

● several public advocacy events including the World Disability Day 2017 celebrations, World 
Mental Health Day 2017, and a research conference run by the National Umbrella Disabled 
Persons Organisation (ADTL) about violence against people with psychosocial disabilities; and 

● training about the rights of persons with psychosocial disabilities based on the UNCRPD 
conducted by international disability-inclusive development organisations. This allowed me to see 
staff reactions to concepts of empowerment of people with mental illness and non-coercive 
responses to mental health treatment (i.e. the idea that service users can choose treatment 
options, including not receiving treatment). I present this as a brief case study in the Discussion 
(see Chapter 11 section 11.2).  
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5.6.4.4 Implications for the main study 
Informal observation established the foundations of knowledge that I could probe further during in-depth 
interviews. From observation, I learned: 

• the importance of family in mental health decision making for service access, treatment type and 
adherence, and recovery; 

• key mental health concepts grounded in Timorese knowledge, for example, counseling 
(akonsellamentu) means instructional health education rather than therapy; 

• the reality of delivering health services with poor road conditions, a lack of medications, power 
cuts and torrential rain;  

• that most families affected by mental illness in Venilale relied on outreach services and did not 
come to the health centre due to direct (geographical, transport) and indirect (time cost/loss of 
income, competing demands) barriers to access; 

• the existing intersectoral connections between health and social services to follow up during 
interviews; and 

• the structure of meetings and decision making power hierarchies in health service settings.  

5.7 Semi-structured in-depth interviews with multiple stakeholders 
Qualitative data generated from semi-structured in-depth interviews were the primary source of data to 
address all research objectives. Interviews were conducted in order to provide a deep understanding of 
stakeholder perspectives and experiences with the Timorese mental health system as they related to the 
five domains of people-centred mental health care. The interview format allowed me to iteratively delve 
into and clarify complex ideas, which was important for teasing out the understandings, acceptability and 
feasibility of the various elements of people-centred mental health care. In-depth interviews were also 
more feasible than focus group discussions in accessing and accurately capturing the perspectives of 
stakeholders with varying degrees of social power, many of whom were very busy.  

5.7.1 Participants  
Given the intersectoral basis of people-centred mental health care, a wide range of adults (18 years or 
older) were recruited from multiple sectors. All were responsible for receiving, organising, providing, 
funding or advising about mental health care and social services in Dili, Baucau, Venilale or Laclubar. 
Participants came from the following groups:  

1. Mental health service users and their family members; 
2. Government decision makers from multiple sectors (i.e. Health, Social Solidarity, Education); 
3. Mental health care and social support providers in government or non-government sectors; 
4. Civil society members and organisations (i.e. disabled persons organisations); and 
5. Other community members or organisations (i.e. multilateral organisations and international 

development partner organisations).   
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5.7.2 Recruitment and sampling  
Purposive and snowball sampling methods were used to identify and recruit participants from the five 
stakeholder groups as detailed below.  

Mental health service users and their family members 

Mental health service users were defined as adults aged 18 years or older who had used health or social 
support services related to their mental health and were able to provide informed consent. In the 
absence of a Timorese culturally-validated psychiatric diagnostic tool, the definition of mental illness was 
intentionally kept broad to capture the range of people who were considered to have a mental illness. 
Due to the lack of or delayed access to mental health care in Timor-Leste, many of the participants had 
been unwell for long periods of time, which suggests that they may have had lower prevalence mental 
health conditions (e.g. psychoses, schizophrenia).   

Mental health service users and their families were identified and invited to participate by government 
service providers in Venilale and Baucau, and by two NGO service providers in Dili. I met mental health 
service providers at each location to explain the purpose and requirements of the study. I made clear the 
need for potential participants to have capacity to give informed consent to participate in the interview.  

Service providers recruited mental health service users and their family members in-person or on the 
phone. Notification of potential participants by trusted sources was important in Timor-Leste because of 
the strong role of familial or kin connections in determining perceived trust and safety. Capacity to give 
consent was determined in the first instance by the service provider who was familiar with the needs and 
capabilities of the potential participant. Subsequently, the research team and I provided participants with 
a verbal explanation or hard copy of the study plain language statement in Tetum (see Appendix B), 
explaining the purpose and requirements of the research, and ethical considerations (i.e. confidentiality, 
consent, see Section 6.7).  

Decision makers, service providers, civil society and other stakeholders 

Government decision makers, service providers, civil society members and other stakeholders were 
identified and recruited through purposive and snowball sampling. Potential participants were identified 
in previous research conducted by the University of Melbourne team in 2015 to inform the development 
of the National Mental Health Strategy 2018-202296.  This research involved individual interviews, focus 
group discussions and workshops with stakeholders from the MoH, the MSSI, the Ministry of Education, 
government and non-governmental general health and mental service providers, and traditional healers 
and religious healers from Baucau. The document review and informal observation identified additional 
relevant organisations and individual stakeholders e.g. mental health nurse, a counsellor at NGO, the 
current heads of department within the MoH. Potential participants were also identified when named in 
interviews by other participants.  

I invited these stakeholders to participate in the study in-person, electronically (email or WhatsApp) or by 
phone. Potential participants were given the study plain language statement in their preferred language 
(Tetum or English, see Appendix B), detailing the purpose, requirements and ethical considerations of the 
study. Upon receipt of written or verbal consent, we agreed on a time for the interview or we proceeded 
with the interview if this was convenient. 
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Ten people approached for an interview declined to participate, citing their limited availability as the 
reason. Recruitment of interview participants from all groups was discontinued when data saturation was 
reached; i.e. when no further new information was obtained in subsequent interviews 379.   

5.7.3 Participant demographic characteristics 
Table 1 displays the demographic characteristics of the 85 people who participated in the study. Most 
participants were from Dili (n = 40, 47%). Most mental health service users and their families came from 
Venilale (n = 13, 65%; n = 9, 90%, respectively). Gender differed across groups such that: decision makers 
and civil society participants were disproportionately male; almost half of the service providers were 
female; and most mental health service users were female with male family members. There were also 
education differences across groups such that decision makers, service providers and other participants 
had mostly completed tertiary education. Mental health service users and their families had completed 
the lowest levels of education.  

Table 7. Participant demographics 

 People 
with 
mental 
illness 

Family 
members 

Service 
providers 

Decision 
makers 

Civil 
society 

Other 
community 
members and 
organisations 

Total 

N 20 10 23 10 9 13 85 
 n % n % n % n % n % n % N % 
age 
26-40 12 60 2 20 10 43.5 1 10 4 44.4 6 46.2 35 41.2 
41-55 6 30 5 50 8 34.8 8 80 3 33.3 5 38.5 35 41.2 
56-70 2 10 3 30 5 21.7 1 10 2 22.2 2 15.4 15 17.6 
gender 
male 7 35 7 70 13 56.5 9 90 8 88.9 7 53.8 51 60.0 
female 13 65 3 30 10 43.5 1 10 1 11.1 6 46.2 34 40.0 
education 
none 1 5 2 20 0 0.0 0 0 0 0.0 0 0.0 3 3.5 
primary 11 55 5 50 0 0.0 0 0 0 0.0 0 0.0 16 18.8 
secondary 4 20 1 10 1 4.3 0 0 4 44.4 3 23.1 13 15.3 
tertiary 4 20 2 20 22 95.7 10 100 5 55.6 10 76.9 53 62.4 
location 
Dili 5 25 0 0 15 65.2 5 50 6 66.7 9 69.2 40 47.1 
Baucau 2 10 1 10 4 17.4 4 40 0 0.0 3 23.1 14 16.5 
Venilale 13 65 9 90 3 13.0 1 10 3 33.3 1 7.7 30 35.3 
Laclubar 0 0 0 0 1 4.3 0 0 0 0.0 0 0.0 1 1.2 
Interview format 
Individual 10 50 1 10 20 87 9 90 9 100 9 70 58 80.5 
Group 10 50 9 90 2 13 1 10 0 0 2 30 14 19.5 
Notes: The study adopts WHO's definition of civil society as individuals and organisations working for "collective action 
around shared interests, purposes and values, generally distinct from government and commercial for-profit actors" 380. 
Civil society includes community groups, social movements and advocacy groups. Civil society also includes local chiefs and 
customary healers who may not be mobilised in formal groups. Other community members and organisations include 
representatives from international development agencies, law enforcement, universities, and other people with relevant 
knowledge but who do not work specifically in mental health in Timor-Leste. 
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5.7.4 Data collection  

5.7.4.1 Data collection instrument 
Interviews were semi-structured using interview guides. See Appendix C for full interview guides in 
English and Tetum. Interview guides were structured around the five domains of people-centred mental 
health care from WHO IPCHS: empowerment, participatory governance, the model of care, intersectoral 
collaboration and enabling environment. Interviews inquired about the context, structures, collaborations 
and processes of mental health service delivery, and the role of service users, their families and 
communities in the mental health system. 

Two existing measures were used to elaborate sections of the interview guide in the absence of a 
universal formalised set of indicators for WHO IPCHS. Interview questions related to the empowerment 
and model of care were informed by the WHO Quality Rights Toolkit (2017), an assessment tool of 
compliance of mental health services with the UNCRPD 55. Questions about participation and enabling 
environment were informed by the Rapid Assessment of Disability, a survey that measures the impact of 
disability on community functioning and well-being in LMICs 376. 

Interview questions were open-ended and tailored to the role of participants' in the mental health 
system. For example, mental health service users and their families were asked about their experiences of 
having/caring for someone with a mental illness and accessing mental health care. Government decision 
makers were asked about their experience planning, developing, monitoring and evaluating mental health 
services and policies.  

5.7.4.2 Translation and field-testing of research materials  
The interview guides, plain language statements and consent forms for each participant group were 
translated from English into Tetum, and their meaning checked by an independent Tetum/English 
interpreter. Prior to data collection, I pilot tested all research materials and procedures (i.e. recruitment, 
plain language statement and consent forms, and interview questions) with three Timorese colleagues; 
one woman in Dili and two males in Venilale. During piloting, interview guides were refined to begin with 
a broad question: "tell me about mental health in Timor-Leste". We also revised the guide to adopt a 
more conversational style, using indirect open questions. For example, asking mental health service users 
"what assists you to feel good?" rather than directly asking about any necessary supports they needed 
from the health centre. Refinement also emerged out of training the research team. I was also able to 
test ideas and trends that emerged from interviews with participants in subsequent interviews. 

5.7.4.3 Data collection procedure 
Interviews lasted on average 47 minutes (sd = 23.7, median = 42 minutes) and were conducted in 
multiple languages to accommodate the language preferences of the participants. I conducted the 
interviews either in English (n = 24) or with a trained interpreter in Tetum (n = 39) or Portuguese (n = 1). 
Several interviews conducted in the local languages of Venilale and Baucau were interpreted in-vivo into 
Tetum and then English (Makassai: n = 5, Cairui: n = 2). I conducted 56 hours of interviews for the whole 
study.  

Interviews began and were audio recorded on my mobile phone after obtaining verbal or written 
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consent, depending on participant preference and literacy levels. I also took detailed notes of the 
interview setting and key discussion points during the interview and at the end of each day. Sometimes 
these notes were made quickly between meetings, at home by candlelight when there was a power 
outage, or more leisurely in Gloria Jeans in Dili.  

Interviews were conducted in private spaces requested by participants i.e. the participants' house, 
workplace, or a quiet corner of a coffee shop in Dili. Privacy in rural Timor-Leste is a relative concept. 
Interviews with mental health service users and their families occurred on the front porch of houses or 
the back room of a mobile health clinic. Interviews were often accompanied by a lot of background noise, 
with roosters crowing, trucks passing, reggaeton music blaring from mikrolet vans. Getting to the heart of 
people-centred mental health care in Timor-Leste was often to get to the heart of the family. Individual 
interviews morphed into group interviews as family members came and went, babies were breast-fed, or 
children eye-spied through the gaps in the thatched wall of a house, their interest piqued by the foreign 
(malae) visitor. Consequently, a known person was present for over half of the interviews with mental 
health service users (n = 11, see Table 7). This is in line with previous research and cultural norms 96. 
Participation was not reimbursed because the research had no project funding. However, when I was 
hosted at the house of participants in Venilale and Baucau I contributed a packet of biscuits to the family 
to reciprocate their offerings of Dellos banana juice drinks to our group of three.  

5.7.5 Reflections on researcher position during data collection 
I have been told that as a malae [foreigner] I will not "get the truth" and by other Timorese that I 
am the first person that they have discussed their own or families' mental illness with, after as 
little as 15 minutes of conversation. (Fieldwork diary, 11 October 2017) 

As discussed in Chapter 1, this study is influenced by my position as a researcher. My identity as a white 
Australian female PhD researcher in my late twenties (at the time of data collection) shaped my 
interactions with community members and participants in different ways in different spaces: how they 
behaved in my presence, how they spoke, what they said, what they thought I would want to hear 381. 
The presence of intermediaries – the research team – added to this complexity because they brought 
their own social characteristics to each interview. Hence, the data produced through the interviews 
resulted from a 'triple subjectivity' between myself as the researcher, the research team members, and 
participant(s) 377.  

As a social and cultural 'outsider' in Timor-Leste, there is a risk that participants censored any negative 
experiences with family members or health services, or told me what they thought I would want to hear 
382. This is also because as a cultural outsider, I do not bear the consequences of and responsibilities for 
Timor-Leste's mental health system. Given Timor-Leste's history of colonisation and foreign occupation, 
my presence, particularly in rural areas, was sometimes met with skepticism. Despite my best efforts to 
acquaint myself with participants from Venilale and Baucau before formal data collection, many people 
appeared to find the research process strange because they were not accustomed to being asked about 
their perspectives and experiences by someone they did not know.  

On the other hand, as an outsider, I often received frank disclosures about people's personal or familial 
experiences of mental illness, as the reflection above illustrates. The aim of the study to inform mental 
health system development meant that the research was perceived by many participants as a platform to 
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share their experiences with the Ministry of Health. This increased engagement with decision makers and 
community leaders, particularly in rural settings. I also found that as a young unmarried female, many 
participants and colleagues 'took me under their wing' to explain things to me, which allowed me to ask 
direct questions to check my understanding of ideas and events that I had been told or had observed.  

In light of the different positions I occupied during data collection, I approached data analysis from a 
reflexive position, making sure to incorporate the various social positions of people within observations 
and interviews into the meaning and inferences I made from the data generated in its context 377.  

5.7.6 Data analysis  
Framework analysis method was used to analyse the interview data and field notes. Framework analysis is 
a deductive and inductive technique that allowed for the exploration of emerging themes while ensuring 
that the research objectives were fulfilled373. Framework analysis was suitable for this applied, 
interdisciplinary study because the technique is not aligned with any specific epistemological stance and 
places the research questions at the forefront of the analysis383. As such, framework analysis provided an 
effective scaffold through which interpretivist theory was upheld and operationalised in iterative, 
reflexive analysis practices including trend analysis across and within stakeholder groups and settings. I 
refined these findings by reporting back on them to participants and communities in Timor-Leste.  

Framework analysis consisted of the following seven stages383:   

Stage 1: Transcription 

I transcribed all interviews into English verbatim or as translated sections. The meaning of five transcripts 
of Tetum interviews was checked by an independent interpreter. All interviews were transcribed while I 
was conducting my fieldwork in the days and weeks after the interviews. Field notes relevant to the 
interview were included at the top of each transcript. The transcription process served as the first stage 
of familiarisation. 

Stage 2: Familiarisation with the data. 

All interview transcripts and fieldwork notes were imported into and managed with N-vivo 9 software 384. 
I familiarised myself with the data by listening and re-listening to part or all of the audio recordings and 
reading and re-reading the transcripts. During familiarisation, I considered what was and was not being 
discussed and how this was conceived by participants. I also made my initial reflections on any ideas or 
concepts that varied within and between participant groups.   

Stage 3: Coding of a priori and emergent themes  

Coding was an iterative deductive and inductive process. Coding involved reading each transcript line-by-
line and assigning a theme reflecting a key concept or idea to a unit of text (i.e. a word, sentence or 
paragraph). The five domains of people-centred health care in WHO IPCHS were the five a priori 
(deductive) master codes. I applied these codes to one transcript from each of the participant groups. 
These five transcripts were selected based on the profound depth and wide breadth of information 
discussed. I also open-coded new concepts and ideas that emerged in each interview transcription, either 
as new master codes or sub codes (inductive coding). For example, 'Recovery' became a new master 
theme related to 'Empowerment and Engagement'. While coding, I adopted a flexible mindset to allow 
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themes to emerge and be refined iteratively. I kept a research diary to record my reflections on the 
analysis and my first impressions of key themes.  

Stage 4: Developing a working analytical framework 

A working analytical framework was formed by grouping codes into clearly defined thematic categories to 
produce a tree diagram of themes and sub-themes. My then primary supervisor, Michelle Kermode, 
reviewed and commented on the working analytical framework with reference to the five transcripts. We 
discussed the framework and agreed to make minor changes such that codes were based on larger 
thematic categories to most efficiently deal with the large volume of qualitative data generated from the 
85 people interviewed. For example, a sub-theme of 'Peer' was created to merge sub-themes of 'peer-
led' and 'peer-support'. 

Stage 5: Applying the analytical framework  

I applied the refined analytical framework to all transcripts, including the recoding of the initial five 
transcripts. The analytical framework consisted of 13 master themes and 94 sub-themes (see Appendix D 
for a complete list of themes and sub-themes).  

Stage 6: Charting into a framework matrix 

Applying the analytical framework is akin to sorting the qualitative data into categories. The charting 
stage involved summarising and synthesizing data to reveal trends. I used N-vivo to generate a framework 
matrix for each master theme. Table 8 displays an example framework matrix for two participants for the 
master theme 'Governance'. Each framework matrix had columns for each sub-theme and rows for each 
participant. A balance was struck between reducing the data into manageable chunks while upholding the 
integrity and depth of the data in its context. 

Table 8. Framework matrix for master theme of 'Governance' for two participants 

 Ownership 
 

Policy 
implementation 

Policy process 
 

Power and 
hierarchy 

Priority and 
responsibility 

Strategy, 
guidance, data 

Decision 
maker, 
DM001, 
male, 
51-55 
years, 
Baucau 

In our 
government in 
Ministry of 
Health we work 
in the area of 
mental health. 
In Baucau we 
have a nurse for 
people with 
mental illness.  

As you know, 
the Ministry of 
Health have a 
lot of 
connections 
and 
partnerships in 
terms of 
working  

So that is 
what we need 
to discuss 
with the 
Ministry of 
Health to 
involve 
traditional 
healers in 
policy making.  

If you become 
crazy, even if you 
recover, people 
understand that 
you have a 
background of 
mental illness, so 
it would be a 
problem for you 
to participate. 

But after MoH 
started seeing 
mental health 
as a human 
right problem... 
there were a lot 
of people 
working in the 
area.  

There is a 
National 
Mental Health 
Strategy that 
exists, it just 
hasn't been 
implemented.  

Civil 
society, 
CS002, 
male, 
31-35, 
Dili 

So the Ministry 
of Health didn't 
invest in the 
social approach. 
But the Ministry 
of Social 
Solidarity they 
also contribute 
to this 
approach.  

In Timor-Leste 
they have a 
case manager 
per municipality 
and they will 
give the 
medicines to 
respond to the 
people with 
psychosocial. 

 The government 
say that people 
with psychosocial 
disability can't 
contribute 
anything, they 
say, because they 
have a problem.  

A lot of the 
community is 
thinking about 
MSSI, that MSSI 
do everything. 
But it is [should 
be] the work of 
the Ministry of 
Health. This is 
our challenge. 

I think we need 
to have a law 
to protect 
people with 
psychosocial. 
We have a law 
for disability 
but we need a 
specific law for 
psychosocial.  
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Stage 7: Interpreting the data 

The final stage of analysis involved iteratively interpreting the data for trends, theoretical concepts and 
exploring relationships between different themes, stakeholder groups and locations. To do this, I explored 
themes across different levels of abstraction i.e. the raw data files, the summarised framework matrices 
and the high-level thematic tree. A key part of this process was also to reflect on my positionality in the 
production of the data, and to generate multiple explanations for trends. Because preliminary data 
analysis was conducted while I was living in Timor-Leste, I was able to verify my interpretations by 
recontacting some participants for clarification. I was also able to discuss emerging research trends with 
Timorese colleagues to confirm my understanding of Timorese sociocultural norms.  

I presented the preliminary results in Dili and Venilale to verify my interpretations and understanding of 
concepts with research participants and interested non-participants. The Venilale health centre and 
administrative post authority hosted me to publicly present at Venilale town hall in Tetum-language to 
fifty people, including Venilale health centre staff, 30 village chiefs and members of the public. I also 
presented the preliminary findings in a public lecture in Tetum-language at the National University of 
Timor-Leste to an audience of members of the public and students. I presented these findings in seven 
private meetings with government, non-government and international development organisations. These 
events generated a very rich and engaged discussion with audience members; on every occasion the 
audience members emphasised the importance of the sociocultural causes of and treatments for mental 
illness (e.g. spiritual imbalances and ancestral indiscretions being resolvable through traditional healing). 
The local village chiefs in Venilale reiterated the resource challenges they faced in addressing mental 
health issues in their region. Government, NGO and international development organisations urged me to 
disseminate the findings widely as a means to advocate for more policy focus and greater investment in 
the mental health system in Timor-Leste. This feedback was pivotal to my realisation that truly people-
centred mental health care cannot be divorced from the sociocultural and development contexts in which 
it is applied: a key conclusion of this thesis.  

5.8 Descriptive social network analysis  
Intersectoral collaboration can be considered a type of networked relationship 237. The study accordingly 
employed descriptive social network analysis (SNA) to measure the strength and structure of connections 
between organisations operating at the national level of the mental health system in Timor-Leste 
(Research Objective 3.2). Social network analysis (SNA) is a complex systems discipline and quantitative 
methodology31. SNA complemented the understanding about intersectoral collaboration garnered 
through qualitative data by examining the role of each organisation in the mental health network and the 
properties of the overall network 31, 385. SNA is widely used in HICs to measure health policy networks  386-

389. SNA has more recently been applied in LMICs 390-394 in line with calls to use systems thinking to 
understand health system governance in these contexts 188. For example, Hagaman et al. demonstrated 
the utility of SNA for understanding surveillance systems for suicide in Nepal 394. Before my study, SNA 
had not been used to investigate both mental health system service referral and system governance 
networks in a LMIC. 

SNA methods are summarised in Table 9. For SNA, the network was defined as 27 organisations from 
government, NGO, civil society and other organisations working in national mental health and social care 
(participant categories 2 to 5). Organisations were identified through previous research informing the 
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National Mental Health Strategy 2018-202296, the document review, and informal observation. Additional 
organisations were identified through snowball sampling when they were mentioned in interviews. 

Table 9. Stages of social network analysis adapted from Blanchet 2012, 395 

Stage  Processes and measures 
1. Defined the network   i. Listed all organisations involved in the national mental health system based on previous 

research and document review.  
ii. Supplemented list with additional organisations identified through snowballing during 

interviews.  
2. Defined the 
relationships between 
organisations 

i. Displayed the list of organisations in a table. 
ii. During interviews, asked participants with knowledge of their organisation about the 

relationship between their organisation and other organisations. 
iii. Two quantitative indicators were collected. Participants rated the frequency of contact 

and frequency of resource sharing over the preceding year.  
iv. Once all responses were received, scores from each organisation were combined into a 

single matrix for each key indicator.    
3. Analysed the 
structure of the system 
using UCINET to 
generate measures 

Network metrics 
i. Density 
ii. Average degree 
iii. Average distance 

Organisation metrics 
i. In-degree centrality 
ii. Betweenness 

 

SNA questions were embedded in interviews with one participant from each national organisation with 
knowledge of operations (i.e. manager level). These participants provided additional consent to answer 
two SNA questions about their organisation, which is standard practice in SNA research31. These 
participants were presented with a list of organisations and asked about connections between their 
organisation and the listed organisations (see Appendix C). These participants also nominated any missing 
organisations that they worked with. This 'recall list' is a validated technique for prompting participants to 
accurately report connections 396.  

Two widely-used quantitative SNA indicators were collected. Participants rated the frequency of 
contact/information sharing (e.g. meetings, phone calls, emails) and the frequency of resource sharing 
(e.g. funding, building space, transport, printing, materials) between their organisation and others over 
the preceding year using a six-point scale (none, yearly, quarterly, monthly, weekly, daily). Resource 
sharing is assumed to indicate a stronger degree of relationship than information sharing 232. 

A third SNA indicator - degree of trust- was also collected, however, the data collected was unreliable. 
Despite piloting with three Timorese colleagues, I noticed that Timorese participants responded to this 
item in a systematically different way than foreign participants. For example, Timorese participants may 
have elaborated a poor relationship between themselves and other organisations during the interview 
yet would report "high degree of trust" for almost all partner organisations. Conversely, foreign 
participants would rate "low degree of trust" for partner organisations with which they had new but 
positive relationships. Because there were systematic biases introduced into the collection of this 
variable, I did not analyse data on degree of trust.  

Descriptive quantitative analysis of the two SNA indicators was conducted using UCINET software 397. SNA 
data resulted in one matrix for demand and a second matrix for supply of information/resource 
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sharing395. The rows and columns in each matrix corresponded to the 27 organisations. Each cell was 
inputted with the frequency rating for information/resource sharing such that 0 indicated no relationship 
and 1-5 indicated an ascending order of connection. For each indicator, a network dataset was produced 
by combining these demand and supply matrices into a single matrix 396. UCINET mapped each network 
and generated network-level and organisation-level metrics (see Table 10 for a definition of each 
metric)397. Data cleaning was conducted in Microsoft Excel. Missing values for three organisations who 
were not interviewed were replaced with connection ratings reported by organisations who did respond, 
as is best practice in SNA research 398.  

Table 10. Definition of key network and organisation metrics; adapted from Robins 2015, 31 

Metric Definition and mental health system interpretation 
Network metrics 
Density Ratio of the number of connections to the number of possible connections in the network. A 

dense network indicates that organisations are well-connected and information/resources flow 
between them. 

Average degree Average number of relationships in the network. Like density, this assumes that more 
connections indicate greater information/resource flow between organisations. 

Average distance  Number of connections that separate two organisations, whereby an average distance of 1 
indicates that all organisations are directly connected. 

Degree 
centralisation 

Ratio of the sum of the differences in centrality between the most central organisation and all 
other organisations in the network to the largest possible sum of these differences. Higher values 
indicate a more centralised network. 

Organisation metrics 
In-degree 
centrality 
 

Number of direct connections an organisation has to other organisations as reported by 
partnering organisations. A measure of the importance of each organisation. Identifies which 
organisations act as stewards organisations in the network. 

Betweenness 
 

Extent that an organisation is located on the path between other organisations (indirect 
connections). The extent that an organisation acts as a bridge between other organisations. 

5.9 Ethical considerations  
Ethical approval was granted by the University of Melbourne Human Ethics Sub-Committee (HESC: 
1749926) and the National Institute of Health in Timor-Leste (Instituto Nasional de Saude, INS: 1070MS-
INS/DE-DP/CDC-DEP/IX/2017, see Appendix B). Key ethical considerations were ensuring confidentiality in 
a small sample, collecting informed consent, and observation or reports of harm.  

5.9.1 Confidentiality in a small sample 
A key concern was ensuring confidentiality in a small sample because there is a small network of people 
connected to the mental health system in Timor-Leste. The following mitigation strategies were 
employed: 

• de-identification of interview transcripts and observation notes by not recording personal 
identifying information (i.e. name, place of work, telephone number, email address);  

• the data presented in all publications and presentations represent a summary of information 
obtained from all participants so that it was not possible to determine which persons said what; 
and 
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• participants were instructed during the consent process that their identity may be inferred 
because of the relatively small sample size of some stakeholder groups.  

5.9.2 Informed consent 
All participants of this research provided written or verbal consent depending on their preference and 
literacy levels. In addition to literacy barriers, the request for written signatures in Timor-Leste may be 
considered foreign, intimidating and, at times, threatening because of its potential association with loss 
of citizenship during the Indonesian occupation. All participants in Venilale and Baucau provided verbal 
consent except for service providers and decision makers. All service users and families in Dili provided 
verbal consent. Verbal consent was recorded and saved as a separate digital file from the interview file by 
stopping and then re-starting my phone recording at the end of the consent process.  

In the absence of a mental health law in Timor-Leste and to be consistent with human rights principles 
enshrined in the UNCRPD, this research applied a 'presumption of capacity' for participants with mental 
illness. Capacity to consent and participate in an interview was determined by following established 
principles, such that a person was able to:  

1. understand relevant information,  

2. appreciate the situation and consequences,  

3. manipulate information rationally, and  

4. express choice.  

As such, the capacity to consent process was determined by requiring participants (often with the 
support of their family member) to: (1) opt into the study, (2) read or listen to the plain language 
statement/consent form, (3) sign the consent form or give verbal consent, and then (4) follow and 
participate in a conversation about a topic known to them. Assessment of capacity to provide informed 
consent was determined by at least three people: (1) the potential participant and/or their family 
member, many of whom were present during the interview; (2) the service provider who assisted with 
identifying and recruiting potential participants; (3) myself, when I initiated contact with the potential 
participant.  

5.9.3 Challenges to human rights during interviews and observation 
During fieldwork, I observed and was told about cases of discriminatory or violent behaviour towards 
people with mental illness by service providers, government officials and community members. This 
included chaining or confinement of people with mental illness by family members, and reports of health 
staff administering an excessive number of injections for the purposes of sedation. Often people 
recounted or showed me situations without understanding that the behaviour could be construed as 
infringing on human rights. In cases of chaining and confinement, the research team and I directly 
contacted service providers (i.e. the health clinic, Laclubar, Pradet) to refer these families with their 
permission. In the case of malpractice by the service provider, I informed the manager of the service 
about the potential incident but did not identify the participant. Because I had a relationship with the 
identified service provider, I did not discuss the reported incident but spoke broadly about the safe 
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administration of medication and provided the person with a Portuguese version of the WHO mhGAP 
version 2 standardised manual for mental health interventions in LMICs 209. 

Stigmatising language was another area of ethical concern during data collection. While the term bulak 
(crazy) is most frequently used to describe people with mental illness in Timor-Leste, during interviews 
the research team and I adopted the less-common term ema ho moras mental (people with mental 
illness). If a participant used bulak in response to our questions, as was often the case, I instructed the 
interpreters to use bulak when interpreting back to me, but to continue our interview questions using 
ema ho moras mental. In this way, we were able to implicitly signal to the participant that their concept 
of bulak was the same as our concept of people with mental illness, while not condoning this language. 

5.10 Issues of rigor 
The key issues and techniques implemented in this study to maximise rigor are displayed in Table 11 on 
the following pages. Given the qualitative emphasis of the study, I employed Lincoln and Guba's (1985) 
evaluative criteria for qualitative research because this is recommended for health systems and policy 
research212. 

Table 11. Summary table of assessment of study rigor 

Criterion of rigor Techniques for establishing 
criteria 

Implementation in this study 

Credibility: extent 
to which the 
findings are likely 
to be true 

Prolonged engagement in 
the study setting and 
persistent observation of key 
processes to generate a 
deep understanding of the 
research inquiry and broader 
sociocultural setting  

• Lengthy period of fieldwork; 
• Building of trust and rapport with participants and 

collaborators before formal data collection; 
• Test for misinformation or distortions; 
• Dedicated learning of Tetum language; 
• Appreciation by participants in Dili that I had lived in rural 

Timor-Leste; 
• The research team was recruited through research contacts 

for their experience working in research and/or mental 
health. All research team members were trained in ethics 
and research methods. I also monitored the quality of data 
collection and we debriefed daily. 

Triangulation: use of 
multiple methods to 
corroborate data from 
multiple perspectives to 
produce a more complete 
and accurate understanding 
of the research inquiry.  
Patton (1999) identifies four 
types of triangulation 399: 
Methods triangulation 
Triangulation of sources 
Analyst triangulation 
Theory/perspective 
triangulation 

• Methods triangulation: Triangulation of qualitative data from 
interviews with data from informal qualitative methods 
(document review and informal observation). Comparison 
and corroboration of interview findings with quantitative 
social network analysis findings to generate a complete 
understanding of intersectoral collaboration.  

• Triangulation of sources was conducted by searching for 
convergence and divergence of experiences and perspectives 
across participants from the same and different groups 
across locations.  

• Analyst triangulation was achieved through comparison and 
discussion of interpretations of the data analysis including 
the coding frame by myself and then primary supervisor, 
Michelle Kermode.  

• Theory/perspective triangulation was achieved through the 
interdisciplinary conceptual framework that guided the study 
that incorporated public health, community health, 
anthropological, psychiatric, international development and 
social science theoretical and methodological stances. 
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Criterion of rigor Techniques for establishing 
criteria 

Implementation in this study 

Peer debriefing and review of 
findings by other researchers 

• Preliminary findings were reviewed by my academic 
supervisors and presented at several peer-reviewed 
international research conferences, including to researchers 
in Timor-Leste.  

Negative case analysis: 
intentional search for data 
that contradict explanations 
and conceptual framework 

• Iterative broadening and refinement of themes and 
explanations based on perspectives of participants, 
documents or observations that did not align with initial 
assumptions. Highlight prominent and marginal themes in 
reporting.  

Member-checking by testing 
ideas and interpretations of 
data with people from the 
same groups.  

• I presented the research to participants and non-participants 
at various stages of the study to receive feedback about and 
verify my understanding of concepts and interpretations of 
the data. I also recontacted some participants to clarify my 
understanding of their perspectives. I also discussed my 
research findings in informal conversations with Timorese 
colleagues.  

• In August 2018, I presented preliminary findings in Tetum at 
Venilale town hall at a presentation attended by fifty people 
including Venilale health centre staff, 30 village chiefs and 
members of the public.  

• I also presented a public lecture in Tetum at the National 
University of Timor-Leste to an audience of 60 members of 
the public and students in August 2018.  

• The final results were written into two research briefings in 
English and Tetum which I circulated to all participants, 
organisations and interested parties. In response to the 
research briefings, MoH and WHO invited me to facilitate a 
one-day workshop on mental health in July 2019.  

• I also presented final results at the Timor-Leste Studies 
Association conference in July 2019 in Dili.  

Transferability: 
extent to which 
the findings can 
be applied to 
other contexts 

Deep and clear description 
of data collection and 
analysis processes 
Use of theory to guide study 

• Detailed description of research process. 
• Use of conceptual framework to guide study.  
• Differentiation of discussion into implication for people-

centred mental health care in Timor-Leste and implications 
for broader concept of people-centred mental health care in 
LMICs.  

Dependability: 
extent to which 
the findings would 
be consistent if 
repeated 

Audit of data collected and 
interpretations by external 
reviewer.  

• My primary supervisors Michelle Kermode and Greg 
Armstrong reviewed earlier drafts of the methodology 
chapter which provided extensive details of my approach to 
the analysis. Michelle Kermode also reviewed my coding of 
the data.  

• The interpretation was quality-checked by me and one of the 
interpreters. My Tetum-language comprehension by the time 
of data analysis meant that I was able to highlight areas of 
transcripts for cross-checking. 

• Participants were contacted to clarify meaning, make 
corrections or comment on interview transcripts. Because I 
was in Dili during data analysis, I would also seek advice from 
Timorese colleagues and my Timorese research supervisor, 
Professor João Martins, to help with the contextualisation, 
translation of appropriate terminologies, and interpretation 
of results. 

Confirmability: 
extent to which 
the findings are 

Confirmability audit • Research approach guided by conceptual framework based 
on literature review.  

• Preliminary findings reported back to participants and non-
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Criterion of rigor Techniques for establishing 
criteria 

Implementation in this study 

shaped by the 
true data sources 
and are neutral 
(exempt of 
researcher bias) 

participants; feedback incorporated into reporting. 
Clear reporting of data 
collection methods and 
analysis (audit trail) 

• Clear and detailed reporting and storage of: sampling 
methods; raw data; instrument development (i.e. preliminary 
interview guide); process notes including fieldwork diary and 
analysis diary; and thematic summaries. Study protocol 
implemented as intended.  

Triangulation See above 
Reflexivity • Explicit statement of researcher position from the outset of 

the study;  
• development of study with guidance from interdisciplinary 

academic supervisory team; and 
• reflexive fieldwork diary documenting influence of 

researcher position during data collection and analysis. 
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Chapter 6: Community level investigation of people-centred 
mental health care in Timor-Leste

6.1 Chapter overview 
This chapter, Chapter 6, presents the results addressing the first research objective at the community 
level of analysis: (1) Describe the experiences of social inclusion and exclusion of people with mental 
illness and their families. 

The results were disseminated in one peer-reviewed journal article, one conference presentation and one 
research briefing in English and Tetum: 

● Hall, T., Kakuma, R., Palmer, L., Minas, H., Martins, J., & Kermode, M. (2019). Social inclusion and
exclusion of people with mental illness in Timor-Leste: a qualitative investigation with multiple
stakeholders. BMC Public Health, 19(1), 702. doi:10.1186/s12889-019-7042-4

● Hall, T. Social inclusion and exclusion of people with mental illness in Timor-Leste: a qualitative
investigation with multiple stakeholders. Oral presentation. Timor-Leste Studies Association
Conference, National University of Timor-Leste, Dili, Timor-Leste, 27-28th June 2019

● Hall, T., Kakuma, R., Palmer, L., Minas, H., Martins, J., & Kermode, M. (2019). Social inclusion and
exclusion of people with mental illness in Timor-Leste: a qualitative investigation with multiple
stakeholders. Mental Health Research Briefing 1: June 2019. (see Appendix F)

To be people-centred, mental health care must align with how mental well-being and distress are 
explained, and the social roles for people within a given sociocultural context. Chapter 6 unpacks how the 
explanatory models and consequences of mental well-being and distress shape the opportunities and 
challenges for social inclusion and exclusion of people with mental illness and their families in Timor-
Leste. This chapter makes an important contribution to addressing the dearth of research about social 
inclusion of people with mental illness from LMICs in South-East Asia. The results are presented below in 
the form of a peer-reviewed journal article published in BMC Public Health. The article retains the page 
numbers and referencing allocated by the journal. The supplementary material for this article is found in 
Appendix C.
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Background
Social exclusion of people with mental illness remains
an unresolved global public health and human rights
challenge [1]. Social exclusion and social inclusion are
not simply the inverse of each other, and there is no
consensus on definitions [2]. We adopt the World
Health Organisation (WHO) definition of social exclu-
sion as: “the dynamic, multi-dimensional processes
driven by unequal power relationships interacting across
four main dimensions - economic, political, social and
cultural - and at different levels including individual,
household, group, community, country and global levels.”
[3]. We define social inclusion in relation to the right to
full participation in society espoused through the United
Nations Convention on the Rights for Persons with
Disabilities (UNCRPD) [4]. That is, social inclusion in-
volves feeling accepted, having individual and collective
agency to determine participation, and the removal of
structural and attitudinal barriers to participation [5, 6].
Stigma is a key determinant of social exclusion [3].

Stigma is a social and subjective process involving
problems of knowledge, prejudicial attitudes, and dis-
criminatory behaviour [7–9]. Across countries, stigma-
tising beliefs often cast people with mental illness as
dangerous, unpredictable and unintelligent; beliefs which
are enacted through discriminatory and exclusionary
behaviours [10–12]. Globally, many people with mental
illness are excluded from employment (economic exclu-
sion), denied legal rights to vote, marry or own land
(political exclusion), and ostracized (sociocultural
exclusion) [13–16].
Stigma, discrimination and social exclusion have

deleterious effects on people with mental illness. Stigma-
tising attitudes towards people with mental illness are
linked to poor well-being and self-esteem [17]. Mental
illness and social isolation are both linked with early
death through the direct and indirect pathways of
chronic disease and lifestyle factors [18, 19]. Mental ill-
ness stigma and discrimination also impede help-seeking
and access to health care, which inhibits recovery [11].
Promoting social inclusion of people with mental

illness is consequently a key goal of human rights and
global mental health programming to achieve people-
centred mental health care [20]. Interventions to pro-
mote social inclusion aim to minimize the impact of
attitudinal, structural and behavioural drivers of social
exclusion. In high-income countries (HICs), social
inclusion of people with mental illness has been
promoted through community-based mental health,
employment and housing services, legislative protec-
tions, and anti-stigma interventions [21]. There is
good evidence that supported employment programs
for people with mental illness and interventions to
reduce mental health stigma (e.g. mental health

education, direct contact with people with mental
illness) are effective in HICs [22, 23].
However, research about social inclusion of people

with mental illness (i.e. theory, prevalence, experiences
of, and interventions) from low- and middle-income
countries (LMICs) is sparse, which is problematic be-
cause explanatory models and consequences of mental
illness, and the extent of stigma and social exclusion,
differ across cultures [6, 24]. The communitarian orien-
tation of many LMICs locates responsibility for the indi-
vidual, their illness and stigma with the family [24–26].
There is an emerging body of evidence related to social
inclusion and exclusion of people with mental illness in
Asia, but only a few studies have examined the perspec-
tives of people with mental illness and their families, and
even fewer have explored positive effects of inclusion
[27–30].
In Timor-Leste, a LMIC in South-East Asia, the lim-

ited available research about mental health has focused
primarily on health service access, illness prevalence,
and customary healing [25, 31, 32]. The recently ap-
proved National Mental Health Strategy Timor-Leste
2018–2022 strives for a comprehensive people-centred
mental health system, including programming to elimin-
ate stigma and discrimination towards people with
mental illness [33]. This study aims to investigate the
experiences of and opinions about social inclusion and
exclusion of Timorese people with mental illness from
the perspective of multiple stakeholders. This is essential
information for developing programs that promote social
inclusion relevant to the local Timorese sociocultural
context, and also for providing a starting point for
deeper theoretical consideration on the topic grounded
in LMIC knowledge.

Methods
Individual and group interviews with a range of stake-
holders were conducted in communities, health facilities
and workplaces. Data were collected between September
2017 and August 2018 as part of TH’s PhD project
investigating people-centred mental health care in
Timor-Leste. This research was intended to inform the
implementation of the National Mental Health Strategy
Timor-Leste 2018–2022 [33]. Ethical approval was ob-
tained from University of Melbourne Human Ethics
Sub-Committee (1749926) and National Institute of
Health in Timor-Leste (1070MS-INS/DE-DP/CDC-DEP/
IX/2017).

Study setting
Timor-Leste is a culturally and ethnically diverse nation
of 1.3 million people [34]. It is one of the poorest
countries in South East Asia, with 70% of Timorese
living in rural areas and reliant on subsistence farming
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[35, 36]. According to the 2015 census, approximately
1.3% of the Timorese population have a mental illness
[37], but this is likely to be an underestimation given that
2016 Global Burden of Disease estimates a 11.6% preva-
lence of mental and substance use disorders [38]. Securing
human rights is a key focus of the Timorese government
and civil society, in line with the international rights-
based agenda prioritised since Timor-Leste’s independence
from Indonesia in 1999 [39]. More specifically, emphasis
has recently been placed on the rights of people with
disabilities as Timor-Leste moves towards ratifying
UNCRPD. A government pension is available to families
who have a member(s) with disability, although 86% of
people with disability in Timor-Leste do not receive this
pension [40].
This study investigated social inclusion and exclusion

of people with mental illness in community, health and
social settings across national and sub-national adminis-
trative levels in Timor-Leste. The study sites were Dili,
Baucau, Venilale and Laclubar. Dili was selected because
it is the capital and a hub for government, civil society
organisations, and mental health service providers
including the largest mental health non-government
organisation (NGO), Pradet. The availability of mental
health care in Timor-Leste is limited, and mostly
delivered through primary health centres and posts, and
hospitals in each municipality [32, 33]. Baucau munici-
pality and its administrative post Venilale were selected
as locations to explore the experiences of rural-dwelling
people with mental illness. Baucau and Venilale popula-
tions provide a fair representation of Timorese life. Each
have: on average 5.5 people per household; employment
rates around 50%; a 72% enrolment rate in secondary
school in Baucau around the national average of 76%;
and youth literacy around the national average of 84%
[37]. Baucau is a coastal municipality in Eastern Timor-
Leste with a population of 123,203 people, and a
municipality referral hospital that provides mental health
care [37]. Venilale is a mountainous rural township with
a mental health nurse working in the local government
health clinic. We also included Laclubar administrative
post in Manatuto municipality because it hosts the
country’s only inpatient mental health facility run by
NGO, São João de Deus.

Participants
Eighty-five participants (≥18 years) were interviewed
representing the following stakeholder groups: (1) people
with mental illness and their families (n = 30, 2) mental
health and social service providers (n = 23, 3) govern-
ment decision makers (n = 10, 4) civil society members
(n = 9; and (5) other community members and organisa-
tions (n = 13) (see Table 1). This article foregrounds the
voices and experiences of people with mental illness and

their families. All participants with mental illness were
consulting (or had so previously) government health
services in Venilale and Baucau, and NGO services in
Dili for their mental health problems. People with men-
tal illness and their families were recruited through these
service providers known to them, introduced to TH, and
invited to participate in the study. TH recruited other
stakeholders by contacting them directly via phone,
email or in-person, introducing the purpose and require-
ments of the study, and inviting them to participate. In-
terviews with other stakeholders provided a range of
perspectives about the extent of inclusion and exclusion.

Data collection
For the PhD project, interview guides for each type of
participant were semi-structured and aligned with the
WHO Framework on Integrated People-Centred Health
Services (WHO IPCHS) [41]. This article focuses on
questions about the daily experiences, activities, and
health and social care access for people with mental
illness and their families. The interview guides were
translated, their meaning checked by an independent in-
terpreter, and piloted with three Timorese colleagues be-
fore data collection commenced. TH conducted
interviews directly in English (n = 25), or with a trained
interpreter in the national languages Tetum (n = 48) or
Portuguese (n = 1). Several interviews were conducted in
two of the local languages of Venilale and Baucau and
then simultaneously translated into English (Makassai:
n = 7, Cairui: n = 4). Interviews were audio recorded with
participant consent. Interviews lasted on average 47min
(range: 7 to 111 min) and were conducted in communi-
ties, health facilities and workplaces. Consistent with
local cultural norms and upon request, most participants
with mental illness had a family member or other known
person present during their interviews to foster a
comfortable environment (n = 16, 70% male family
member) [25]. Audio-recorded interviews were tran-
scribed in English (verbatim or translated sections) and
checked for meaning by an independent translator. See
Additional file 1 for full interview guides in English and
Tetum languages.

Data analysis
TH analysed interview data using NVivo 9 software [42].
Framework analysis is an inductive and deductive ana-
lysis method [43] that we used to extract data relevant
to the overall a priori research topic (people-centred
mental health care) including the current article (social
inclusion), while allowing new themes to emerge [43].
Framework analysis consists of five stages: (1) transcrip-
tion; (2) familiarisation with the data; (3) coding of a
priori and emergent themes; (4) preliminary analytical
framework; and (5) applying the analytical framework.
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TH developed and applied a preliminary coding frame-
work to five transcripts. A priori themes were structured
around the five key domains of people-centred health care
in the WHO IPCHS (empowerment, participation, health
service model, intersectoral collaboration and enabling en-
vironment) [41]. After discussion and refinement with
MK, the final analytical framework identified three main
themes and 17 sub themes related to inclusion and exclu-
sion of people with mental illness in Timor-Leste.

Results
Findings are structured using the sociocultural, economic
and political dimensions of the WHO definition of social ex-
clusion [3]. Findings on access to health are reported else-
where [44]. Participant quotes are labelled as: person with
mental illness (PWMI); family member (FM); service pro-
vider (SP); decision maker (DM); civil society member (CS);
and other community member (OT). Table 2 presents the
themes and sub themes of social inclusion and exclusion.

Sociocultural exclusion and inclusion
Sociocultural inclusion refers to connections with family
and community and acceptance of diverse ways of being
and living.

Explanatory models of mental distress
Explanatory models of mental distress influenced the
way that people with mental illness and their families
were received in Timorese society. Participants attrib-
uted mental distress to multiple causes. The explanatory
belief most frequently reported, including by people with
mental illness, was that mental distress resulted from a
spiritual imbalance, originating from ancestors, that the
current generation had to address through cultural
practices. One woman said her brother was unwell
because, “there is something wrong in our father’s family”
(FM, 26–30 years, female). Locating responsibility for
the cause, treatment and any distress-behaviours with
the family, attached shame to them: “Sometimes the
family is not open [about having mental illness in the
family] to the community or the local leaders [… be-
cause they believe the illness] is punishment from the
ancestors” (OT, 36–40 years, male). The second most
commonly reported explanatory belief was that mental
distress was caused by trauma related to the Indonesian
occupation: “A lot of bombs exploded, that’s what made
her afraid and traumatised” (FM, 30–35 years, female).
Participants also attributed mental illness to stress stem-
ming from economic instability, problematic or violent

Table 1 Participant demographics

People with mental illness Family members Service providers Decision makers Civil society Other community members
and organisations

Total

N 20 10 23 10 9 13 85

n % n % n % n % n % n % N %

Age

26–40 12 60 2 20 10 43.5 1 10 4 44.4 6 46.2 35 41.2

41–55 6 30 5 50 8 34.8 8 80 3 33.3 5 38.5 35 41.2

56–70 2 10 3 30 5 21.7 1 10 2 22.2 2 15.4 15 17.6

Gender

Male 7 35 7 70 13 56.5 9 90 8 88.9 7 53.8 51 60.0

Female 13 65 3 30 10 43.5 1 10 1 11.1 6 46.2 34 40.0

Education

None 1 5 2 20 0 0.0 0 0 0 0.0 0 0.0 3 3.5

Primary 11 55 5 50 0 0.0 0 0 0 0.0 0 0.0 16 18.8

Secondary 4 20 1 10 1 4.3 0 0 4 44.4 3 23.1 13 15.3

Tertiary 4 20 2 20 22 95.7 10 100 5 55.6 10 76.9 53 62.4

Location

Dili 5 25 0 0 15 65.2 5 50 6 66.7 9 69.2 40 47.1

Baucau 2 10 1 10 4 17.4 4 40 0 0.0 3 23.1 14 16.5

Venilale 13 65 9 90 3 13.0 1 10 3 33.3 1 7.7 30 35.3

Laclubar 0 0 0 0 1 4.3 0 0 0 0.0 0 0.0 1 1.2

Notes: We adopt WHO’s definition of civil society as individuals and organisations working for “collective action around shared interests, purposes and values,
generally distinct from government and commercial for-profit actors” [62]. Civil society includes community groups, social movements and advocacy groups. Civil
society also includes local chiefs and customary healers who may not be mobilised in formal groups. Other community members and organisations include
representatives from international development agencies, law enforcement, universities, and other people with relevant knowledge but who do not work
specifically in mental health in Timor-Leste
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Table 2 Dimensions of social inclusion/ exclusion, sub themes and example quotations

Dimension Sub theme Participant Example quotation

1. Socio cultural 1.1 Explanatory model
of mental distress

Family member (64 years, male) Most of [my wife’s] problems are from the
Indonesian occupation

Service provider
(41 years, female)

[The woman’s parents] didn’t want to give the
medicine to [her] because if she got better
another family member might get sick with the
same problem.

Decision maker (51 years, male) Some people who are crazy become normal
again when they go back [and tend to] their
sacred houses.

1.2 ‘crazy’, Dangerous Person with mental illness
(53 years, female)

Before I took medications, I would just walk
around, and just yell, just scream, just swear.
And if someone walked by and stared at me, I
would just swear at them. And that’s how
people around here knew that something was
wrong with me.

Family member (42 years, male) He was very aggressive, he tried to [throw]
stones at people, and destroy everything.

Service provider
(35 years, female)

The mother [with mental illness] was hitting her
stomach when she was pregnant and when the
child was born. After one month, the mother
was beating [the child].

1.2 Capacity and
abilities

Person with mental illness
(29 years, female)

Even when I went to Dili [when I was unwell],
my brain was still normal. I could still decide
what my objectives were and where to go and
find a solution. It is just that I felt afraid, felt
scared.

Civil society (29 years, female) People with mental illness have a problem with
their mind so everything they do is not right

Decision maker (46 years, male) People with mental health problems cannot
discuss or think properly

1.2 Incurability and
shame

Service provider (58 years, male) Also the majority of the community seems to
believe that you can’t heal or treat mental
health problems

Civil society (62 years, male) It could be that the family feel shame, yes.
Another thing is that the family believe the
illness is from their ancestors, generations, so
they think that once [the person] is crazy, it is
just going to be like that.

Civil society (30 years, male) [Having a good image in the community is]
such a core of someone’s values and beliefs
that it could actually destroy you, the shame
[from having mental illness in your family] could
actually destroy you

1.3 Altered social roles Service provider
(38 years, female)

Every time she went to her sister’s house they
wouldn’t look after her. So she just walked
around the streets.

Decision maker (48 years, male) For example, if there is a crazy person and he is
aggressive and destroys things, it means that
the family have to look after him every day. He
can’t go to work, he is crazy. It will stop the
family from doing things, like work.

1.3 Discrimination Family member (64 years, male) With the neighbours and the community,
sometimes when they come and talk to her,
they say something wrong [“crazy”], and she will
get angry. But with my children, I always let
them know not to do anything that will make
her angry.

1.3 Vulnerability Civil society (42 years, male) People with mental disabilities [are] very easy
for other people to influence, and do other
things to them

Hall et al. BMC Public Health          (2019) 19:702 Page 5 of 13

Page |  70



Table 2 Dimensions of social inclusion/ exclusion, sub themes and example quotations (Continued)

Dimension Sub theme Participant Example quotation

1.3 Violence Family member (44 years, male) [When my wife was sick], she was always
arguing and abusing me. […] Once we had a
very big argument and she was hitting me and
so I hit her and the police came because she
was bleeding.

Civil society (42 years, male) [A man from Liquisa municipality] was killed in
Attaby because he destroyed the water pipe, he
broke it. So the community – you know, water
is very important – so the community were
aggressive and they killed him. He was killed on
the street.

1.3 Confinement and
chaining

Family member (46 years, male) Man: yes, I chained [my brother] three times.
The first was when I was working with the UN
so they gave me handcuffs and I put them on
him. But after that, he used a saw to cut them.
At that time, I was away but when I came back
I tied him up again with rope but then he cut it
and untied himself. I went to the police and
asked for another set of handcuffs to use on
him, and then somehow seven or eight months
later he cut those too. I went once again to the
police and they said, “no more”.
TH: would you prefer to chain him or that he is
unchained?
Man: only when he is sick. At the time he
always beat my children, and once he was
trying to throw a stone at my Mum. And he
was trying to kill me, so I decided to chain
him up

Civil society (29 years, female) [People] think that it is better to keep [people
with mental illness in the house […] and leave
them in the house for the rest of their lives.
Because [people] think that if they let [people
with mental illness] go, they might cause some
problems outside.

Decision maker (46 years, male) The main cause is shame, when one member of
the family has a mental illness, [the family] feel
shame, that is why they isolate the [unwell
person]. Sometimes they are tied up or far away
from home or isolated.

1.4 Acceptance Person with mental illness
(53 years, female)

It is family that is more important to me.
Because with family, even if I am sick, they are
the ones that will look after me. Because we
have problems to face, economical problems,
but if I have my family everything is ok. So
family is like number one. Because even when I
am sick, my family will look after me.

Family member (42 years, male) People who live in this area are our family … At
first when [my sister] got sick, [the community]
were afraid of her, but they still looked after her
and saw her as a daughter and a relative. When
she returned from [the mental health facility in]
Laclubar, the doctors said that she has to stay in
a quiet place with no distractions. So when
people are making noise near our house, our
neighbours are the ones who help us to tell
those people to stay away or be quiet.

1.4 Recovery Person with mental illness
(36 years, male)

Because when I dance [at Pradet] it reminds
me of when I was little, before I used to be
involved in dancing and I used to use
traditional tais for the dancing.

Decision maker (46 years, male) Participation [in the community] is just for
people who have recovered can participate but
those ones that haven’t, cannot.
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Table 2 Dimensions of social inclusion/ exclusion, sub themes and example quotations (Continued)
Dimension Sub theme Participant Example quotation

1.4 Peer support Person with mental illness
(31 years, female)

I don’t talk [about my difficulties] when other
people ask me or talk to me about it […]
because I am afraid they might break my heart
or make me feel bad so I don’t talk to them
about it. I am open with my friends [at Pradet],
we are open with each other.

2. Economic Contribution Family member (60 years, female) [my daughter has] only [studied until] 6th
grade. If she can get better again, then it would
be good for her to stay here and help our
family with [domestic] work

Civil society (42 years, male) [Mental illness] destroys the whole family. I’m
trying to say that if the head of the family is
mentally ill, they have lost the key resources of
the family. They lose everything. Particularly for
families who are very poor. Unemployment
happens, there is nothing there, they only rely
on the farm to grow corn of cassava or
vegetable so [they] need that person.

Employment Person with mental illness
(53 years, female)

I really like to take medicines [… because] I am
doing my sewing again, so I can sell items and
get some money [to buy my childrens’ school
uniforms] and I also sell stuff to support my
community.

Person with mental illness
(31 years, female)

I would love to work at an organisation or at
the government or in an office[…] I would like
to work as a normal person.

Service provider (41 years, male) [employers] are going to get tired when in the
third week the person [with mental illness...]
stops turning up to work, or starts shouting at
one of the other staff or one of the customers.

3. Political 3.1 Education Person with mental illness
(29 years, male)

After the injections, I seemed to lose my mind.
I couldn’t remember things.

Family member (42 years, male) We [the family] have been thinking about any
training that she could get, like training for
sewing or to do something but we don’t who
we need to contact [to organize this]? We
would like her to develop herself. She needs an
activity that could help her to think. She
couldn’t just sit like this [at home all day].

3.2 Social protection Family member (46 years, male) The government gives the subsidy to one of
my brother’s [with mental illness], but not my
other [brother …] with my brother who gets
the subsidy, at the time he was ok with
organising all his documents. He was willing to
go to the health centre for them to assess
whether he has a mental health problem or
not. But with my other brother, when we were
trying to organise his documents, the health
staff required that we bring him to the health
clinic so they could assess him, but then my
brother didn’t want to go so we couldn’t
organise it.

3.3 Legal and political
representation

Other community member
(46 years, male)

If [the crime] is committed against their own
family then it is ok, but if they commit a crime
towards other people then sometimes that
person wants to put the person with the
mental problem in jail. But it is a very hard
decision. The law is to put [anyone who
commits a crime into jail.

Civil society (29 years, female) We haven’t had any people who have
recovered from their mental illness who want to
be involved in the [disability support] group.
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relationships, or visiting natural sites (e.g. land, water
sources) without spiritual permission.

Beliefs about people with mental illness
Most participants across all stakeholder groups under-
stood the term ‘mental illness’ in reference to people
with severe mental illness, and used the Tetum word for
crazy, “bulak”. Participants defined bulak as someone
who behaved in strange, aggressive or dangerous ways
e.g. walking and talking alone, destroying property or
shouting at strangers. People with mental illness were
commonly deemed by participants to lack cognitive
capacity and so, “ need full assistance from their family
and everyone because [they cannot] take care of them-
selves” (CS, 26–30 years, female). Some people with
mental illness were also seen to be incurable and hence
considered “crazy until death” (CS, 55–70 years, male).
This was often the conclusion when illness was
attributed to ancestral causes, or when the unwell
person had not recovered after receiving traditional or
medical treatment.

Discrimination and violence
Discrimination and violence against people with
mental illness in Timor-Leste was widely described.
People with mental illness and other participants
described how community members, particularly
children, had thrown stones or heckled them yelling
“crazy crazy”. Some participants with mental illness
reported that their community and family thought
they were lazy, useless, of bad character and had
brought shame on the family. One young man with
mental illness stated: “I don’t know what I did wrong,
but I think [the community] think I’m not good, that’s
why they beat me. But I’ve never done anything
wrong.” (PWMI, 26–30 years, male). Some women
with mental illness were deemed dangerous by their
families’ and therefore removed from child rearing re-
sponsibilities. One civil society member cautioned
that the label of mental illness sometimes endured
despite recovery:

Some people have recovered from their illness but the
community is still bullying them, which makes them
become aggressive again and then they relapse.
(CS, 40-44 years, male).

Extreme violence was also reported against people with
mental illness. This included the fatal shooting of a man
with mental illness by a policeman, and sexual violence
against women with mental illness. Several civil society
and government members stated that perpetrators justi-
fied their non-consensual sex with women with mental
illness on the grounds that the women would not know

or understand, or they were like “pig [s]” (CS, 40–44
years, male).
Many participants believed that violent experiences

could “provoke” people with mental illness to become
violent, unwell or relapse. One elderly man with mental
illness who lived alone explained: “Normally kids come
and try to annoy me and say bad words. And then I get
angry and go after them so that they get scared and
leave.” (PWMI, 70–74 years, male). Participants also re-
ported (and TH saw) that wooden planks and machetes
were sometimes used to punish people with mental ill-
ness for transgressions against community members.
People with mental illness were often confined to the

home because they were believed to be at risk from
other community members, or conversely, they them-
selves posed a threat. Some families said they employed
chains and shackles to ensure that their unwell relative
did not run away. Restraining the person was seen as
preferable to abandoning them because they at least
remained within the family.

Facilitators of social inclusion: acceptance, recovery and
peer support
While reports of social exclusion were common,
experiences of social inclusion were also described. All
participants with mental illness lived with or near their
families. They reported that family and community con-
nectedness helped them to feel protected and accepted.
One woman with mental illness reported being
entrusted with social tasks: “I feel included because every
time the community have some activities, they will invite
me to cook” (PWMI, 36–40 years, female). One rural-
dwelling man with mental illness said: “[the community]
always look after me, they never say anything [bad].”
(PWMI, 20–25 years, male).
Friendships were important for many of the partici-

pants with mental illness. Several service users of the na-
tional mental health NGO, Pradet, described the support
and acceptance that they felt from peer service users:
“we are all friends we give each other courage…we really
respect each other… we are a very strong team, we do it
together.” (PWMI, 30–35 years, female). Several partici-
pants in Dili identified the need for peer support groups
for people with mental illness to feel supported and
conduct mental health awareness raising.
Spirituality and religious practice were another vehicle

for social inclusion of people with mental illness. One
woman with mental illness described how she found
peace by attending Catholic mass and praying. When
asked why she felt attending mass was important, she
said: “I don’t think of anything else when I am praying
and reading the bible. It helps my brain and everything
to be quiet with God […] So it helps me.” (PWMI, 30–35
years, female).
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Economic exclusion and inclusion
Economic inclusion refers to employment and liveli-
hoods. Some participants reported that people with
mental illness encountered barriers when trying to ac-
cess and remain in formal employment. The barriers
were sometimes a product of the illness. Recounting
how his wife had stopped teaching for 3 years while she
was unwell, a man explained that the school “supported
her but she abused them and was always yelling and
shouting at people.” (FM, 40–45 years, male). Other
participants were fearful of being stigmatised so hid their
illness from their employer because they were afraid that
they would lose their job or be treated as “a joke” (OT,
30–35 years, female).
Lack of economic participation compromised

individual and family well-being. Several participants
explained that families experienced financial hardship
when their primary income producer could not work
because of ill-health. One young man who had
recovered described his worries:

I worry a lot because some of my friends are
police, some of them are in the army, and some
of them have already visited other countries. And
I'm still here [in our hometown] and I want to
have a good future but I don't know [how].
(PWMI, 26-30 years, male).

Examples of economic inclusion were also described.
Many participants with mental illness described under-
taking domestic or farming tasks i.e. looking after ani-
mals, sweeping the house or selling vegetables, which
are common livelihood activities in rural Timor-Leste.
They felt that contributing to their families in this way
symbolised recovery and helped them to remain well:
“when I feel better again I want to work in the rice field”
(PWMI, 20–25 years, male). Some participants with
mental illness had recovered fully and returned to work.
One teacher in a rural area said “moral support” from
the school leaders and fellow teachers allowed her to re-
turn to work after time off when she was unwell (PWMI,
26–30 years, female). In Dili, a Pradet service user
established his own vegetable plantation, which was sub-
sequently incorporated into Pradet’s programming.
Contributing to family livelihoods mitigated the stigma

of mental illness and facilitated inclusion (see Table 2).
One man described his perception that the community
would reciprocate positive contributions he made: “I
feel better now. With the community, if I help them
they will be good with me and if not, then they won’t
be.” (PWMI, 26–30 years, male). A civil society
member described how one woman was a “good crazy
person” because she “can still do things, like cook for
her husband.” (CS, 60–65 years, male).

Political exclusion and inclusion
Political inclusion refers to access to public services includ-
ing education, social protection and legal representation.

Education
Participants reported that mental illness contributed to
reduced educational attainment. Approximately half of
the participants with mental illness had attended
secondary school, with the duration of their attendance
curtailed by the onset of their illness and lack of family
resources. Many participants, particularly in rural areas,
discussed their and their family member’s withdrawal
from school or tertiary study due to mental illness. One
woman described how her brother’s withdrawal from
school had precipitated his illness: “So at the time, he
was studying grade 6 but when he dropped out of school,
he started to lose his mind.” (26–30 years, female). Illness
experiences and medication side effects were reported to
reduce concentration: “my hands and feet were shaking
and then I lost my memory so I couldn’t think of
anything” (PWMI, 30–35 years, female). One educator
described how a female student with mental illness
could not continue to study because she was “a little bit
dangerous” and could not “cooperate and […] participate
in class” (OT, 35–40, male). These reduced educational
opportunities prevented many people with mental illness
from gaining the necessary knowledge and skills for em-
ployment or passing milestones important to them: “I
really want to [study] because I see that all my other
friends are getting their Bachelor degrees and it makes
me a bit stressed.” (PWMI, 30–35 years, female).
Some participants explained that the development of

the one-year Community Based Rehabilitation (CBR)
diploma at the National University of Timor-Leste [45]
provided a pathway for some people with mental illness
to study alongside people with other disabilities and so-
cial service providers. At the time of data collection,
three people with self-declared mental illness had en-
rolled in this course, and one person had completed it.
Currently, efforts by the Ministry of Education to
implement disability-inclusive primary and secondary
education do not include young people with mental
illness, but government representatives identified this as
a future priority.

Social protection
The government pension for families affected by
disability is available for people with mental illness. To
access this entitlement, families require valid identity
cards, and a health and social assessment by the
Ministries of Health and Social Solidarity and Inclusion
respectively. This is a lengthy process that requires
families to navigate formal systems only available in the
townships. Most families interviewed did not receive the
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social protection subsidy. One health educator said that
many families did not know about the disability subsidy.
Given the competing economic demands on poor
families, one community member questioned whether
“the family use this money to attend [to their unwell
family member] or not.” (OT, 36–40 years, male). Some
families said they had received donations of rice from
various government and NGO sources.

Legal and political representation
Civil society members explained that their advocacy for
disability rights included people with mental illness, but
they elaborated that people with mental illness were not
actively involved in the disability sector because there
were no public advocates with mental illness. These
participants also indicated that people with mental ill-
ness were unlike people with other disabilities, who had
“normal” cognitive capacity (CS, 26–30 years, female).
One human rights activist said that there was confusion
amongst decision makers and election adjudicators as to
whether people with mental illness had the right to vote.
Participants reported that people with mental illness

were sometimes in contact with the criminal justice
system as victims or perpetrators of crime. Because of
their perceived lack of capacity, participants explained
that people with mental illness were unable to provide
valid testimony:

Normally if the crazy people inform local authorities
or anyone [in the community about their problems],
no one will notice (laughing)… because most people
know that they are crazy. (CS, 60-65 years, male).

In both Dili and rural areas, legal support providers said
they were unable to represent clients with mental illness
because they could not communicate with them. Partici-
pants reported inconsistent practices for the prosecution
of crimes involving defendants with mental illness.
Several participants said that people with mental illness
were sent to jail, whereas other participants maintained
that people with mental illness were not penalized for
crimes because of their illness.

Discussion
We report here an investigation of multiple perspectives
on the social inclusion and exclusion of people with
mental illness in Timor-Leste. People with mental illness
in Dili, Baucau, Venilale and Laclubar faced widespread
sociocultural, economic and political exclusion. None-
theless, experiences of social inclusion for people with
mental illness were also described at both the family and
community levels.
The stigmatising beliefs that Timorese people with

mental illness are dangerous, lack capacity and have an

incurable illness are consistent with stereotypes that
have been reported in both HICs and LMICs [12, 46].
Sometimes these beliefs were related to the sociocultural
conceptualisation of mental illness as a sign of intract-
able ancestral punishment, as has been reported in other
parts of Asia [30]. Mental illness may appear intractable
to people in Timor-Leste due to the lack of effective
mental health care, which means that people may not
witness the possibility of recovery [32, 44]. Attributing
the cause of mental illness to the family (past and
present) and the consequent shame they experience has
been described globally [10, 47], and underscores the
importance of adopting a family-centred approach to
mental health care, stigma reduction and social inclusion
in Timor-Leste.
Some features of mental illness can make it difficult

for unwell people to fulfil prescribed family and social
roles (e.g. lack of concentration and motivation may hin-
der reciprocal relationships with community members).
Because of these unfulfilled social roles, community
members may perceive people with mental illness nega-
tively and keep social distance [28]. Timorese people, in-
cluding extended family members, may also distance
themselves from people with mental illness because they
fear some illness behaviours (e.g. aggression) [48, 49].
Social distancing towards people with mental illness is
seen elsewhere in Asia, with a large study of 960 adults
in India finding that participants reported more social
distancing when they believed that people with mental
illness were dangerous [49]. Specific to Timor-Leste, so-
cial distancing may also relate to a fear from family and
community members that they will be economically
burdened because of the need to contribute (i.e. money
or livestock) to healing rituals, or even that they may
become ‘spiritually contaminated’ themselves if they are
involved in spiritual processes to resolve their family’s
history of mental illness. In this setting, rights-based ap-
proaches to mental health offer an alternative narrative
and approach to support people with mental illness.
The marginalisation and vulnerability of people with

mental illness in Timor-Leste was also a prominent find-
ing. Despite protection under the Timorese constitution,
people with mental illness experienced multiple forms of
discrimination and violence that included bullying,
physical and sexual violence, and confinement. These
findings echo previous human rights reports emerging
from Timor-Leste and globally [1, 50, 51]. Confinement
and restraint are explained as ways to protect people
with mental illness in many countries [1, 28, 52]. How-
ever, research from Indonesia and Ghana demonstrates
that families also employ chaining when they feel
inadequately supported and have to attend to competing
demands [52, 53]. Our findings highlight the urgent
need for the Timor-Leste government to provide
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effective mental health treatment as a strategy for pro-
moting recovery and social inclusion as well as reducing
reliance on chaining and confinement.
The stigma, discrimination and social exclusion of

people with mental illness in Timor-Leste reflect an un-
supportive and restrictive environment cutting across
multiple levels. Participants reported that many people
with mental illness were excluded from formal employ-
ment, educational, social protection and legal systems.
Timorese people who are unwell and excluded for
lengthy periods often lacked the skills and education re-
quired for independent living and employment, which,
over time, become increasingly difficult for them to
acquire [54]. They may also opt out of activities or not
disclose their illness because they anticipate stigmatizing
attitudes and discrimination [55]. This underscores the
importance of interventions to combat individual, com-
munity and systemic forms of discrimination in order to
accommodate the rights, needs and perspectives of
people with mental illness and their families.
The exclusion of people with mental illness from for-

mal systems may be explained in part by Timor-Leste’s
broader development challenges [50]. Despite enormous
progress since independence, Timor-Leste’s national
employment rate is only 53, and 86% of people with
disability in Timor-Leste do not receive the disability
pension [37, 40]. Inconsistent legal and political prac-
tices regarding people with mental illness may reflect a
lack of legislative infrastructure [56], including a lack of
clarity in the Timorese constitution regarding the rights
of people with mental illness in the absence of UNCRPD
ratification [57]. Given the low (under) estimated
population proportion of Timorese people with mental
illness, promoting their social inclusion may not be a
government development priority.
Examples of inclusion of people with mental illness in

Timor-Leste were also described. Family and community
structures promoted unity, acceptance and responsibility
for people with mental illness. The closeness of the com-
munity, particularly in rural areas, increased community
members’ exposure to and familiarity with people with
mental illness, which has been found to reduce stigma
and social distancing [49, 58]. People with mental illness
were also able to derive social capital by participating in
activities surrounding family life and livelihoods (i.e.
agricultural and domestic tasks) that contributed to in-
tergenerational well-being and hence actively promoted
their sense of belonging [59]. Contribution to livelihoods
was identified by people with mental illness in India and
Nepal, other communitarian contexts, as an important
aspect of social inclusion [26]. Despite their minimal
formal involvement in disability persons organisa-
tions, some people with mental illness have benefited
from participation in the burgeoning disability-rights

movement in Timor-Leste, which promotes the
availability of the disability pension and CBR course.
Inclusion of people with mental illness within the
mainstream disability-rights movement is a key focus
of development practice throughout the Asia Pacific
due to recognition that such movements have tended
to concentrate on people with physical or sensory
disabilities [60]. In Timor-Leste, existing networks of
peers with mental illness could be mobilised to
strengthen civil society representation of people with
mental illness.
This study has several limitations. There is a risk that

participants did not disclose relevant negative experi-
ences, especially to a foreign interviewer, which may
mean that we did not capture the full range of experi-
ences. We could not explore the effects of illness type
on social exclusion as we did not undertake clinical
assessment of participants. Our sample was not repre-
sentative and was unlikely to encompass the most vul-
nerable people with mental illness because we recruited
people in contact with health and social services, most
of whom were from Venilale and Baucau. However, we
believe the emphasis on rural-dwelling Timorese was
important because most of the population lives outside
urban centres. In addition, other stakeholder groups also
described the inclusion and exclusion of people with
mental illness across Timor-Leste, thereby providing
some triangulation of findings.
Future research could employ more participatory

methods (e.g. Photovoice) to further engage the voices
of Timorese people with mental illness so that they can
tell their own stories and use research as a practice of
inclusion [61]. Further investigation of the prevalence
and extent of these experiences of social exclusion, and
to better identify protective factors that promote the so-
cial inclusion of people with mental illness in different
regions of Timor-Leste is indicated.

Conclusions
While this article has concentrated on the multi-faceted
exclusion of Timorese people with mental illness and
their families, there are local cultural strengths that can
be harnessed for realising social inclusion. Social
inclusion can be promoted by emphasizing the synergies
between human rights and Timorese sociocultural values
of acceptance, unity and responsibility. There is a clear
need to increase population awareness of mental health
and illness in general, and strategies for inclusion in par-
ticular. Such mental health education should incorporate
the sociocultural conceptualisations of mental distress
and the priorities of people with mental illness and their
families, including practical barriers families face when
caring for unwell family members (i.e. time and resource
demands). There is an urgent need for the Timor-Leste
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government to prioritise the development of rights-
based mental health services that offer an explanation
of, and approach to, mental illness that complements
sociocultural practices. Given that health is just one
aspect of social inclusion, attention is also needed to
ensure that services and systems across sectors are
inclusive and accessible for people with mental illness
and their families.
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Chapter 7: People-centred mental health services in Timor-Leste

7.1 Chapter overview 
This chapter presents the results addressing the second research objective at the mental health service 
level of analysis: (2) Critically analyse the acceptability and feasibility of people-centred mental health 
services in Timor-Leste. 

The results were disseminated in one peer-reviewed journal article, three conference presentations, one 
research briefing and a blog post for development practitioners.  

● Hall, T., Kakuma, R., Palmer, L., Martins, J., Minas, H., & Kermode, M. (2019). Are people-centred
mental health services acceptable and feasible in Timor-Leste? A qualitative study. Health Policy
and Planning, 1–11, doi: 10.1093/heapol/czz108 Supplement Article

● Hall, T. 'People-centred' mental health care in Timor-Leste'. Oral presentation. Asian Studies
Association of Australia Conference, Sydney, Australia, 3-6th July 2018

● Hall, T. 'Is people-centred mental health care acceptable and feasible in low-resource settings: a
case study of Timor-Leste'. Oral presentation. Fifth Global Symposium on Health Systems
Research, Liverpool, United Kingdom, 8-12th October 2018.

● Hall, T., Allchin, B., Carroll, A., Davar, B., Fernandes, H., 'Neglected in health, neglected in
disability-inclusive development: a call to action on mental health and psychosocial disability'.
Keynote panel presentation. Australasian Aid Conference, Canberra, Australia, 18-20th February
2019.

● Hall, T., Kakuma, R., Palmer, L., Minas, H., Martins, J., & Kermode, M. (2019). Strengthening
mental health services in Timor-Leste. Mental Health Research Briefing 2: June 2019. (see
Appendix F)

● Hall, T., Allchin, B., Carroll, A., Davar, B., Fernandes, H., 'Neglected in health, neglected in
disability-inclusive development: a call to action on mental health and psychosocial disability'.
DevPolicy Blog: https://www.devpolicy.org/mental-health-and-psychosocial-disability-the-time-
for-action-is-now-20190701/. (see Appendix G)

The previous chapter, Chapter 6, reported that people with mental illness and their families often occupy 
a marginalised position in Timorese society. This chapter, Chapter 7, examines how the socioculturally-
prescribed roles for people with mental illness and their families are enacted in mental health services, 
shown through health decision making processes and the expectations and demands for certain types of 
mental health care. The chapter investigates how these considerations for the acceptability of the 
people-centred mental health care paradigm interact with the constraints of the broader health system 
and development context in Timor-Leste.  

The results are presented below in the form of a peer-reviewed journal article published in a Special 
Supplement of Health Policy and Planning. The article retains the page numbers and referencing allocated 
by the journal. The supplementary material for this article is found in Appendix C.
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Abstract

People-centred mental healthcare is an influential concept for health system strengthening and

sustainable development that has been developed and promoted primarily in Western contexts.

It characterizes service users, families and communities as active participants in health system

development. However, we have limited understanding of how well people-centred mental

healthcare aligns with the multiplicity of peoples, cultures, languages and contexts in low- and

middle-income countries (LMICs). Timor-Leste, a lower-middle income country in South-East Asia,

is in the process of strengthening its National Mental Health Strategy 2018–22 to align with people-

centred mental healthcare. To support the implementation of this Strategy, this study investigated

the acceptability and feasibility of people-centred mental health services in Timor-Leste. In-depth

semi-structured individual (n¼ 57) and group interviews (n¼ 15 groups) were conducted with 85

adults (�18 years). Participants were service users, families, decision-makers, service providers

and members of civil society and multilateral organizations across national and sub-national sites.

Government and non-government mental health and social care was also observed. Framework

analysis was used to analyse interview transcripts and observation notes. The study found that the

ecology of mental healthcare in Timor-Leste is family-centred and that government mental health

services are largely biomedically oriented. It identified the following major challenges for people-

centred mental health services in Timor-Leste: different sociocultural perceptions of (in)dividual

personhood, including a diminished status of people with mental illness; challenges in negotiating

individual and family needs; a reliance on and demand for biomedical interventions; and barriers

to health service access and availability. Opportunities for people-centred mental healthcare are

better available within the social and disability sectors, which focus on social inclusion, human

rights and peer support. Accounting for local cultural knowledge and understandings will strength-

en design and implementation of people-centred mental healthcare in LMIC settings.

Keywords: People-centred healthcare, global mental health, low- and middle-income country, health policy and systems

research, Timor-Leste
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Introduction

People-centred healthcare is a recent influential paradigm in health

systems policy and research and sustainable development (Sheikh

et al., 2014; Kruk et al., 2018; Patel et al., 2018). The World

Health Organization (2016) Framework on Integrated People-

centred Health Services (WHO IPCHS) defines people-centred

healthcare as:

[A]n approach to care that consciously adopts the perspectives of

individuals, families and communities, and sees them as partici-

pants as well as beneficiaries of trusted health systems that

respond to their needs and preferences in humane and holistic

ways.

WHO (2016) IPCHS proposes five interdependent policy and

practice strategies to implement people-centredness: (1) empowering

and engaging people and communities; (2) strengthening governance

and accountability; (3) reorienting the model of care to community-

based services; (4) co-ordinating services within and across sectors;

and (5) creating an enabling environment (World Health

Organization, 2016). There are good ethical and instrumental rea-

sons to strive for these people-centred strategies. Greater involve-

ment of service users in healthcare planning, delivery and evaluation

improves individual health and social outcomes (e.g. clinical symp-

tom reduction, quality of life, employment, Doughty and Tse, 2011;

O’Mara-Eves et al., 2013), whereas integrated healthcare increases

service access, perceived quality of care and service user satisfaction

(Baxter et al., 2018).

People-centredness is a significant focus of mental health policy

and practice (World Health Organization, 2013). This is reflected in

the favoured orientation towards community-based mental health-

care (Kohrt et al., 2018), and more recently, recovery-oriented prac-

tice (Lloyd-Evans et al., 2014; World Health Organization, 2017).

Recovery refers to an individual’s deeply personal and unique ex-

perience of drawing strength from and managing (rather than cur-

ing) their mental ill-health (Anthony, 1993). Many of the key

concepts of people-centred and recovery-oriented mental health-

care—promoting individual agency, choice and social inclusion—

are informed by human rights and disability rights agendas

enshrined in the Convention on the Rights of Persons with

Disabilities (UNCRPD, United Nations General Assembly, 2007,

2017). Shared decision-making, peer support and co-production of

mental healthcare are three pillars of recovery-oriented practice.

There is emerging evidence from high-income countries (HICs) that

these interventions improve health outcomes, quality of life, sense of

empowerment and community connectedness (Joosten et al., 2008;

Doughty and Tse, 2011; Lloyd-Evans et al., 2014).

People-centred approaches to mental health services are increas-

ingly promoted in low- and middle-income countries (LMICs;

Wallcraft et al., 2011; World Health Organization, 2016; Kruk

et al., 2018; Patel et al., 2018). For example, the Patel et al., 2018

and World Health Organization (2017) both claim that mental

health services should be people-centred and recovery-oriented to

promote human rights. Critics argue, however, that people-centred

approaches to mental healthcare do not comfortably align with the

multiplicity of peoples, cultures, languages and contexts in LMICs

(Adeponle et al., 2012; Mills and Fernando, 2014; Bayetti et al.,

2016; Closser and Finley, 2016). This criticism highlights the need

for contextually specific research on the acceptability and feasibility

of people-centred mental health services in LMICs.

Acceptability is the sensitivity of an intervention to the social

and cultural dimensions of its beneficiaries (e.g. service users and

families) and implementers (e.g. decision makers and service pro-

viders; Sekhon et al., 2017). Given the emergence of the concept

from patient- and person-centred care, people-centred mental health

services position individuals at the centre of care, with families and

communities as secondary agents. Yet many LMICs are traditional,

communitarian societies in which health, recovery and social proc-

esses are family and community-centred (Hofstede and Bond, 1984;

Kirmayer, 2012). In reality, health decisions in LMICs are often

made with respect for familial hierarchy (McLaughlin and Braun,

1998) or medical hierarchy (Moore, 2008; Claramita et al., 2011;

Lau et al., 2013). Hence, healthcare-related decisions are not usually

made by the empowered, atomised individual service user, as envis-

aged in WHO’s concept of people-centred care, particularly in many

LMICs (Adeponle et al., 2012; Bayetti et al., 2016; Price-Robertson

et al., 2017).

Feasibility refers to the resources, practicality and sustainability

of a health intervention (Bowen et al., 2009). Frameworks for evalu-

ating the feasibility of complex interventions in mental health serv-

ices in HICs (see Bird et al., 2014) have not been implemented in

low-resource settings. Barriers to integration of mental health into

primary care in LMICs using a people-centred approach include

time constraints, heavy workloads, low mental health literacy, and a

lack of people-centred competencies (e.g. shared decision-making)

among primary healthcare professionals. There is also a lack of con-

tinuity of care because of weak referral pathways and high staff

turnover (World Health Organization, 2007; Bruckner et al., 2011;

Eaton et al., 2011; Kakuma et al., 2011; Athie et al., 2016).

Furthermore, a lack of government investment in mental healthcare

in LMICs (World Health Organization, 2014a) often means that

basic health services are prioritized over holistic care (Kielmann

et al., 2018).

Key Messages
• The ecology of mental healthcare in Timor-Leste is family-centred, and government-provided mental health services are

largely biomedically oriented.
• Major challenges for people-centred mental health services in Timor-Leste were different sociocultural perceptions of

(in)dividual personhood; the diminished status of people with mental illness; negotiating individual and family needs in

people-centred care; reliance on and demand for biomedical intervention; barriers to health service access; and limited

resources for mental healthcare.
• There were opportunities for people-centred mental healthcare within the social and disability sectors, which focused on

social inclusion, human rights and peer support.
• Greater recognition is needed of low- and middle-income country cultural knowledge in the formulation and implemen-

tation of people-centred mental healthcare.
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Our paper reports findings from an investigation of the accept-

ability and feasibility of people-centred mental health services in the

lower-middle income country of Timor-Leste.

Study setting: Timor-Leste
Timor-Leste is a South-East Asian nation rich with cultural and nat-

ural diversity. As gaining independence in 2001 after 25 years of occu-

pation by Indonesia, Timor-Leste’s government has focused on

developing their health system to produce gains in population health

(Martins and Hawkins, 2012; GBD 2015 SDG Collaborators, 2016).

As one of the poorest countries in South-East Asia, high rates of pov-

erty, unemployment, violence and trauma collectively influence popu-

lation mental health (United Nations Development Programme,

2015; The Asia Foundation, 2016; Ministry of Health Timor-Leste,

2018). However, rigorous estimates of the population prevalence of

mental illness are limited and inconsistent. For example, although a

2015 census estimated that only 1.3% of the total 1.2 million popula-

tion (12 450 people) live with a mental illness (National Directorate

of Statistics Timor-Leste, 2015), a recent school-based survey found

that a large proportion (9.5%) of Timorese students had attempted

suicide at least once during the past year (World Health Organization

Regional Office for South-East Asia, 2017). Because mental distress is

commonly believed to result from ancestral, spiritual, customary or

natural factors, most Timorese seek help from traditional and faith-

based healers for mental distress (Palmer et al., 2017).

The focus of this article is on formal (non-traditional or faith-

based) mental health services. These are predominantly community-

based and integrated into primary healthcare, when available

(Hawkins and Tilman, 2011). They are delivered by government

mental health nurses working as municipality level focal points and

in some administrative post primary healthcare clinics (Ministry of

Health Timor-Leste, 2018). The dearth of mental health professio-

nals in Timor-Leste (3 per 100 000 people) means that mental health

services are most accessible in the capital, Dili (World Health

Organization, 2014b). A psychiatric unit opened in Dili’s National

Hospital in late-2018, staffed by Timor-Leste’s only psychiatrist and

one psychologist. There is also a 12-bed psychiatric hospital oper-

ated by the Sao Joao de Deus (SJD) religious order 5 h from Dili in

Laclubar. A Dili-based non-government organization (NGO),

Psychosocial Recovery and Development in East Timor (Pradet), is

the only provider of psychosocial rehabilitation and community out-

reach psychoeducation in several municipalities surrounding Dili

[Pradet (Psychosocial Recovery & Development in East Timor),

2018]. Specific elements of Timor-Leste’s recently adopted but yet-

to-be-implemented National Mental Health Strategy 2018–22 align

with people-centred mental health care, i.e. community-based ser-

vice delivery and the involvement of people with mental illness and

their families (Ministry of Health Timor-Leste, 2018). Although the

Strategy does not explicitly commit to people-centred healthcare, its

key elements align with international guidelines and seem to indicate

that Timor-Leste is moving in that direction.

Based on the aforementioned concerns about globalizing people-

centred mental healthcare, this study investigated the acceptability

and feasibility of people-centred approaches to strengthening

Timor-Leste’s mental health services. The study was intended to in-

form the implementation of the National Mental Health Strategy

Timor-Leste 2018–22.

Methods

This article reports the findings of a qualitative study involving in-

depth interviews and observation with multiple stakeholders in the

Timor-Leste mental health system. The study was conducted from

September 2017 to August 2018 as part of TH PhD investigation of

people-centred mental healthcare in Timor-Leste and focuses on

mental health services.

Study sites
This study was conducted across the national (Dili), municipality

(Baucau) and administrative post (Venilale, Laclubar) levels of the

Timorese mental health system. Baucau is host to Timor-Leste’s se-

cond most populous city and its administrative post-health centre in

Venilale has an allocated mental health nurse. Laclubar in

Manatuto municipality was included because of the national im-

portance of the SJD mental health facility.

Participants and recruitment
In-depth semi-structured individual (n¼57) and group interviews

(n¼15 groups) were conducted with 85 adults (�18 years) from

five groups: mental health service users (n¼20) and their family

members (n¼10); government decision-makers (n¼10); govern-

ment and NGO mental health and social support service providers

(n¼23); civil society representatives (n¼9); and other community

members (n¼13, see Table 1). Mental health service users and

their families were recruited through the administrative post-

health staff in Venilale and NGO service providers in Dili and

introduced to TH. Inclusion criteria were 18 years or

older; current or previous use of health or social services for own/

family members’ mental health problems; and ability to provide

informed consent and respond to interview questions. In line with

recommended practice (Palmer et al., 2017) and upon the

request of some service user participants, over half of the 20 men-

tal health service users were interviewed in the presence of a

person whom they knew (family member: n¼10; service provider:

n¼2) to create a comfortable environment for the interview.

Other participants were recruited based on their positions and

responsibilities.

Data collection
TH conducted interviews in a private place directly in English, or

with a trained interpreter in Tetum or Portuguese (national lan-

guages) or several Baucau local languages (Makassai: n¼7, Cairui:

n¼4). The interpreter was employed to complement TH Tetum lan-

guage skills. An interview guide modified for participant type was

used to structure discussion about people-centred mental health

services as defined and understood by WHO IPCHS (2016) and

WHO QualityRights (2017). Open-ended questions inquired about

their experiences, context, structures and processes of mental health

service delivery and use. The interview guides were translated from

English into Tetum, their meaning checked by an independent inter-

preter and piloted with three Timorese colleagues before data collec-

tion commenced. Interviews lasted on average 47 min (range 7–

111 min). Recruitment of interview participants was discontinued

when data saturation was reached; i.e. when no further new infor-

mation was obtained in subsequent interviews (Fusch and

Lawrence, 2015). See Supplementary data for full interview guides

in English and Tetum languages.

TH also observed the mental health and social care provided in

various government and NGO services to document service user

interactions with providers and to triangulate data garnered through

interviews. TH spent 1.5 months shadowing the mental health nurse

and health staff from the Venilale health clinic. This included during

daily house visits and mobile health clinic visits in Baucau
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municipality, management meetings and informal discussions at

Venilale health clinic. She also had weekly contact with Pradet

NGO service over 10 months to observe psychosocial programme

activities in Dili. TH took notes of observed events and her reflec-

tions on them.

Analysis
Audio-recorded interviews were transcribed by TH in English (ver-

batim for English interviews or as translations for Tetum interviews)

and had the meaning of translated interviews checked by an

independent translator. Framework Analysis, a deductive and in-

ductive qualitative analysis technique, was employed because the

study aimed to interrogate the people-centred healthcare conceptual

framework (WHO IPCHS; Gale et al., 2013). TH transcribed all

interviews and observations, read and re-read all transcripts. Using

N-vivo 9 software (QSR International Pty Ltd, 2012), interview

data were analysed alongside observation notes and reflections to in-

crease rigour (Patton, 1999). TH and MK developed and discussed a

preliminary coding framework that combined a priori themes based

on the five domains of WHO IPCHS and emergent themes. Upon

reaching consensus, TH applied a refined analytical framework con-

sisting of 16 master themes, 95 secondary sub-themes and 31 ter-

tiary sub-themes to all transcripts for the whole PhD research

project. This article reports a subset of these master and sub-themes

grouped into acceptability and feasibility domains related to mental

health services. Preliminary findings were validated in two public

forums in Venilale and Dili, and eight key informant meetings

attended by government, NGO and development partner

representatives.

Ethics
Consent (verbal or written, depending on participant preference and

literacy levels) was obtained before interviews commenced and were

recorded. Ethical approval was granted by the University of

Melbourne Human Ethics Sub-Committee (HESC: 1749926) and

the National Institute of Health in Timor-Leste (INS, 1070MS-INS/

DE-DP/CDC-DEP/IX/2017).

Results

This study investigated the acceptability and feasibility of people-

centred mental health services across multiple sites in Timor-Leste.

The results section is presented thematically to reflect experiences

and perspectives common across participant groups (see Table 2).

The implications for the construct of people-centred mental health

services in Timor-Leste are addressed in the Discussion section.

Acceptability
Critical to the acceptability of people-centred mental health services

in Timor-Leste is how the concept harmonizes with existing socio-

cultural understandings of personhood, power hierarchies and

modes of mental healthcare.

Personhood and family-centred mental healthcare

Personhood is the culturally defined and enacted understanding of

what it is to be a person (Mauss, 1985). As in many communitarian

societies, personhood in Timor-Leste is relational with emphasis on

the sociocentric ‘dividual’ (rather than individual) self (Smith, 2012;

Bovensiepen and Delgado Rosa, 2016). When participants referred

Table 1 Sociodemographic characteristics of participants

Participant type Location n Mean age in years (SD) Gender (% female) Completed high school or tertiary studies (%)

Mental health service users Dili 5 37.2 (8.5) 60 60

Baucau 2 41.5 (5.0) 100 50

Venilale 13 41.9 (15.0) 61.6 30.8

Total 20 40.7 (12.8) 65 40

Family members Dili 0

Baucau 1

Venilale 9 47.6 (13.4) 33.3 33.3

Total 10 47.0 (12.7) 30 33.3

Government decision makers Dili 5 45.2 (8.2) 20 100

Baucau 4 46.8 (3.3) 0 100

Venilale 1

Total 10 46.1 (5.9) 10 100

Mental health or social

support service providers

Dili 15 40.6 (11.6) 53.3 100

Baucau 4 43.5 (11.2) 25 100

Venilale 3 48.3 (8.5) 33.3 100

Laclubar 1

Total 23 42.2 (11.1) 43.5 100

Civil society members

or organizations

Dili 6 35.2 (5.4) 16.7 100

Baucau 0

Venilale 3 57.0 (5.0) 0 100

Total 9 42.4 (12.0) 11.1 100

Other community members

or organization members

Dili 9 43.3 (6.9) 55.6 100

Baucau 3 38.7 (3.5) 33.3 100

Venilale 1

Total 13 44.0 (9.0) 46.2 100

Total Dili 40 39.4 (9.3) 44.7 92.1

Baucau 14 42.0 (4.5) 28.6 85.7

Venilale 30 46.7 (13.6) 40.6 31.3

Grand total 85 43.2 (11.0) 40 77.7
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to ‘family’, they meant kinship and relational ties, which extended

to the whole community and ancestors in some contexts.

In line with Timorese sociocultural organization around the fam-

ily, mental health care was family-centred. There was broad consen-

sus across participant groups that families are expected to (and do)

assume a range of responsibilities in relation to people with mental

ill-health. Families decide whether and from whom help would be

sought for their family member, e.g. from traditional healers,

church, government services:

Because when you go to a family affected by mental illness,

you’re not only approaching that person; you have to get approv-

al from their family (Civil society member 06).

Families, service providers, government officials and service users

all described how families help the unwell person to navigate health

and social services, communicate with service providers and ensure

treatment adherence. Participants characterized the care provided by

families as ranging from the provision of basic needs (i.e. housing,

food and clothes) to protecting persons with mental illness from po-

tential acts of aggression committed by members of the broader com-

munity (e.g. name-calling, discrimination, violence and assault).

Participants explained that families were responsible for their

unwell member because mental illness was often believed to be

caused by spiritual or ancestral influences, and hence needs to be

resolved within the family. This was exemplified by one government

decision-maker who argued that if families were not involved in care

the person would not recover:

If the family don’t care about this person then you can give them

all of the treatment in the whole of Timor-Leste and they will not

get any better (Decision maker 01).

Service providers described how they would not treat people

with mental illness without the family being involved. This meant

that Timorese people without family support could not access health

and social services, leaving them in a very vulnerable position.

Families who did not look after their member with mental illness

were judged to have abandoned them. Abandonment signified des-

peration and shame. It was also an indication that the family could

no longer look after the person, did not care to or believed the illness

was incurable after failing to respond to treatment: ‘After two

months in Dili [receiving treatment], I couldn’t get any better [. . .]

so my family just left me like that’ (Mental health service user 13).

Diminished personhood for people with mental illness

People with mental illness and other types of disabilities were gener-

ally not seen as full persons in Timor-Leste. ‘Bulak’, the Tetum

word for crazy, was used by all types of participants (including gov-

ernment decision-makers, service providers and civil society mem-

bers) to refer to people with mental illness. Many participants

explained that people with mental illness were excluded from public

life because they were dangerous, aggressive and not capable of

making rational decisions. Several participants stated that the onset

of mental illness was akin to ‘losing a family member because the

person is not normal. That is the biggest problem for the family’

(Civil society member 09).

Table 2 Summary of key acceptability and feasibility themes for people-centred mental healthcare in Timor-Leste

Theme Opportunities Challenges

Acceptability

Personhood • Family-centred mental healthcare
• Family acceptance and care for person with

mental illness

• Diminished personhood for people with mental illness
• Limited knowledge and understanding of mental health and

treatment options for families and service users
• Chaining of people with mental illness for ‘protection’
• Poverty experienced by families affected by mental illness
• Families competing demands to provide care and work/domestic

duties

Power hierarchies • Sociocultural power structure assigns decision-making power to

‘big people’
• In the health setting, doctors are the ‘big people’ who make deci-

sions on behalf of service users and families (biomedical hierarchy)
• Negotiating conflicts between family and unwell persons’ needs

Mode of mental

healthcare

• Social approach including psychosocial

rehabilitation, provision of basic needs

and emerging peer-support initiatives
• Community-based mental healthcare

• Biomedical approach that relies upon use of medication
• Expressed desire for biomedical intervention including hospital-

based mental healthcare

Feasibility

Health service access • Family-oriented primary healthcare delivery

model
• House visits and mobile health clinic to

improve service access

• Geographical distance
• Transport

Available resources for

mental health

• Task shifting of mental healthcare to nurses • Low funding for mental health
• Low numbers of mental health human resources
• Varied training and supervision arrangements for mental health

workers affected work confidence and satisfaction
• Quality issues with diagnosis and care
• Inconsistent supply of essential medication
• Paper-based health information system
• Lack of treatment and discharge planning
• Lack of health information and data for service planning
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Power hierarchies

Power hierarchies in Timor-Leste differed from the shared power

and decision-making configurations proposed in people-centred

mental health services. Timorese social structures are generally ger-

ontological (based on age and experience) and patrilocal (although

some areas are matrilocal, Narciso et al., 2012). Social and political

power is assigned to ‘big people’ (‘ema boot’) who make decisions

on behalf of ‘small people’ (ema kiik, McWilliam, 2008). In the

health setting, doctors and other health providers are ‘big people’.

This medical power hierarchy limited the involvement of all ‘small

people’ who did not have formal qualifications or technical expertise

in healthcare. This included community members, families and peo-

ple with mental illness:

[Health policy and planning] has always been done by higher level,

technical people, and often doesn’t really reflect the real needs [of

communities] (Timorese international NGO member 02).

It was a strange idea to many participants that ‘small people’

could be equal partners in health decision-making. Many partic-

ipants, particularly people with mental illness and those in the

rural areas, were perplexed when asked if they, as ‘small peo-

ple’, had preferences for the type of health care they should re-

ceive. For example, when asked whether mental health was a

concern for his community, one local leader deferred to the health

staff: ‘To know accurately you should discuss this with the health

staff’ (Civil Society 07). The idea that people would not want to or

would refuse to seek treatment from the public health sector was often

interpreted as an indication that the family lacked: ‘the spirit to take

care of themselves’ (Police person, Other 06). Service providers also

expressed this view about families who did not collect medication

from the health clinic or who only sought care from traditional

healers.

Conflicts between family and unwell persons’ needs and preferen-

ces were a challenge within these family-centred power hierarchies.

One woman with mental illness explained that she did not want to

take medications ‘because they make me sleepy and feel strange’

(Mental health service user 10). However, her husband stated that he

hid her tablets in her food to ensure she took them. Many participants

stated that some families chained, detained or physically confined

their unwell family member to ‘protect’ them and/or others when the

unwell person was deemed to be dangerous and families had no access

to effective support. Family members and other participants described

this as a forced choice required to ensure communal safety at the

expense of the unwell person’s freedom and dignity.

[When my sister-in-law became unwell again], she kept running

away. I had to [lock her at home] because when other family

members looked for her, she threw stones at them (Family mem-

ber 10).

Power hierarchies determined who made decisions within fami-

lies. One service provider recounted how the powerful uncle within

one family decided not to unchain his family member, despite his

father’s request:

[One patient] came chained with his 40 relatives. He had three

chains. One around his ankles, one around his wrists, and one

around his neck so that they could pull him on a lead as if he

were an animal. The father had lost the keys to the chains [. . .] I

immediately told [the family] that I would only help the patient

if they unchained him [. . .] So the family decided to have a meet-

ing [. . .] They came to me and a spokesperson [the powerful

uncle] said that the family does not agree to unchain the person

(Service Provider 22).

Type of mental healthcare

Timorese participants expressed pluralist preferences for mental

healthcare. Participants across all groups reported seeking health-

care from traditional or faith-based healers before and alongside

seeking formal mental healthcare. When families accessed govern-

ment mental health services, the treatment was largely biomedical,

despite being community-based. Government service providers pre-

scribed medication and provided health education (‘sosializasaun’)

and counselling (‘akonsellamentu’) to the unwell person and their

family. These activities mostly focused on ensuring medication ad-

herence, sometimes encouraging families to conceal tablets in food.

Participants across groups described the benefit of medication as

being to ‘calm’ and ‘control’ the person with mental illness and alle-

viate pressure on the family. One service provider described medica-

tion as the easiest mental health intervention: ‘low hanging fruit’

(Service Provider 11).

When asked which mental health services were lacking in Timor-

Leste, most participants in all groups said a government psychiatric

hospital (‘we need a place’). Participants saw several reasons for

needing hospital mental healthcare. First, they equated ‘adequate

care’ and ‘technical expertise’ with the SJD inpatient service (3-

month maximum stay), and cited recovered SJD service users as evi-

dence for its effectiveness. SJD service users said they liked the

‘peaceful’ mountainous setting and structured activities including

prayer and gardening (Mental health service user 16). Second, hos-

pital care was seen as providing a safe space for people with mental

illness during times of crisis:

[T]here needs to be an inpatient crisis emergency facility in [the

National] hospital for people who are clearly psychotic, who are

brought in by the police in bloody irons and need to be detained

and looked after in a safe place (Service provider 09).

Finally, hospital care provided respite from caring responsibil-

ities and protection for the families and communities. A minority of

participants demanded a permanent place for people who were ‘very

seriously unwell’ and ‘threatened the community’ (Decision-maker).

For example, the primary breadwinner of a 12-person household

and caregiver to his two ‘aggressively unwell’ brothers, one of

whom had been imprisoned for killing their father, asked for ‘a

proper place to put them’ (Family member 9).

Social sector activities were better aligned with the focus on em-

powerment and community-based support within people-centred

mental health services. The social sector included the Ministry of

Social Solidarity and Inclusion; women, children and violence sup-

port service providers; and disability organizations. Social sector

participants advocated for a ‘social approach’ (‘aproximasaun

sosial’) to uphold the rights of people with ‘psychosocial disability’

(‘defisiensia psiko-sosial’). The social approach included a broad

spectrum of activities that ranged from treating people with mental

illness with respect and kindness [service providers working with

their ‘heart’ (Service Provider 06)], to providing basic needs (e.g.

food and clothing), as well as more intensive strategies to promote

community re-integration, such as psychosocial rehabilitation

(‘rehabilitasaun psiko-sosial’).

Pradet’s psychosocial rehabilitation programme worked with

mental health clients to ‘animate’ them with activities such as gar-

dening and sewing; with families and communities through counsel-

ling and mental health education; and at the policy level through

advocacy for the rights of people with psychosocial disability.

Several mental health service users said they enjoyed the psycho-

social rehabilitation activities, particularly speaking with fellow cli-

ents. Psychosocial rehabilitation clients could attend a bi-monthly

ii98 Health Policy and Planning, 2019, Vol. 34, Suppl. 2

D
ow

nloaded from
 https://academ

ic.oup.com
/heapol/article-abstract/34/Supplem

ent_2/ii93/5625034 by U
niversity of M

elbourne Library user on 13 N
ovem

ber 2019

Page |  85



outing that facilitated peer support despite being led by a service

provider:

In the ‘sharing moment’ the clients can speak about everything

they feel [with] other clients who have already recovered. [This

helps] to motivate them [to] not think about their illness and for

them to connect with themselves (Service provider 20).

However, access to social activities was often contingent on

medical intervention and/or recovery. Pradet clients were usually

required to adhere to medication if they wanted to participate in

these activities. Likewise, some people with mental illness were

prevented by service providers and/or their families from attending

several violence support and legal assistance services, or existing dis-

ability peer-support groups, because they were not ‘normal’ and

‘might cause some problems’ (Civil society member 03).

Feasibility
The feasibility of people-centred mental healthcare in Timor-Leste

was influenced by the accessibility of health services and availability

of resources (funding, human, medications and information).

Accessibility of health services

Health service accessibility is defined as ‘the opportunity to identify

healthcare needs, to seek healthcare services, to reach, to obtain or

use health care services, and to actually have a need for services ful-

filled’ (Levesque et al., 2013). Participants described several ways

that families and communities accessed mental health services in

Timor-Leste. House visits were said to be the preferred and most

common access route for mental healthcare. They were performed

by government and NGO staff to identify, treat and provide follow-

up service to users and their families. Families also accessed mental

health treatment through the monthly mobile health visits to remote

villages (Integrado du Saude Comunidade, SISCA), and the Family

Health Program (Saude Na Familia) that assessed family health sta-

tus as a whole. Many families and service providers described how

outreach services reduced health access barriers including income/

time conflicts with work/domestic priorities, long geographical dis-

tances, and the shortage and safety of transport:

To ask a family member to remove [the unwell person’s] physical

restraints and to put that person onto public transport or into a

taxi and bring them to our clinic [is. . .] an enormous ask (Service

provider 11).

Participants also explained that the logistical challenges of the

broader health system were barriers to receiving house and community

visits. For example, health workers needed to traverse terrain by foot

or with their personal motorbikes because roads were inaccessible

during the rainy season or the aged government ambulances were bro-

ken. Consequently, mental health staff sometimes ‘didn’t find people

because [the staff] were only in the hospital’ (Civil society member 02).

Available resources

Participants from all groups cited a lack of public funding for mental

health as a key challenge for mental health service delivery. Limited

funding contributed to shortages of human resources and medicines

and to the collection of health information necessary for service

planning. For example, during the period of data collection, health

programme and salary funding for municipalities and administrative

posts was frozen because of a protracted national political dispute.

Human resource challenges

There was consensus that there were insufficient numbers of, and

training opportunities for, mental health personnel in Timor-Leste.

Participants described variable training and supervision arrange-

ments for mental health service providers. For example, INS pro-

vided mental health training to all new and some existing

government mental health staff. Pradet, SJD, disability organizations

and international development consultants also provided mental

health and human rights training to health workers when funding

was available. Disability and violence support service providers said

they had not received mental health training. Many service providers

and decision-makers described the quality of training and supervi-

sion as ‘inconsistent’, ‘insufficient’ (Decision Makers 6 and 7) and

having ‘limited practical components’ (Service Provider 13). Some

health staff in rural areas supplemented their government training

with their own online reading. In line with the philosophy of task

shifting, mental health nurses at the municipality and administrative

post-level had the authority to prescribe and administer medication,

with phone supervision by the one psychiatrist based in Dili, or SJD

staff. However, a recent increase in doctors in Timor-Leste meant

that, in practice, this responsibility often fell on doctors with min-

imal mental health training.

These training and supervision concerns affected quality of care

and health worker confidence, satisfaction and safety. Service pro-

viders often felt ill-equipped to make lasting changes because they

were ‘putting out spot fires’ with medication rather than addressing

the ‘sophisticated’ social aspects of care (Service Provider 11). One

health worker described having to ‘learn from my mistakes’ because

of a lack of supervision. People with severe mental illnesses were

sometimes misdiagnosed as having epilepsy and remained unwell for

many years. Other government workers reported being unmotivated

to work in mental health because of its associated stigma.

Some staff did not feel safe providing care for people with severe

mental illness, particularly when conducting house visits alone, be-

cause they had been physically attacked or threatened by people in

crisis. Some mental health service providers would only attend house

visits with police or improvise their own methods to ensure their

own safety and that of others: ‘[Now I] bring cigarettes because I

found out that most patients like to smoke’ (Service Provider 07).

These challenges promoted a desire to offload mental health cases to

‘experts’, but experienced staff often did not identify themselves as

experts because they felt that they needed more training. However,

one service provider said he was satisfied when he assisted service

users to recover: ‘I get value from the patients who have successfully

recovered, I tell their families this. The families of the patients who

recover always remember me’ (Service Provider 05).

The supply of medication

Participants said that essential psychotropic and anti-convulsant

medications were not reliably available. Participants explained that

this led to staff rationing or negotiating/bartering with the munici-

pality level, Dili or NGO providers to obtain more supply. Families

reported having to purchase medications from private pharmacies

or pay nurses at the health clinic to secure their supply. NGO health

services operating with international funding such as SJD were able

to provide modern medications (e.g. Risperidone and Fluoxetine) ra-

ther than the first-generation anti-psychotic medications (e.g.

Chlorpromazine and Haloperidol) provided by government services.

However, the supply of more modern medications was often not

sustained because service users had to revert to government-pro-

vided medications when they left the inpatient facility:
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[Upon discharge], clients take the medication with them for one

month. They subsequently go to the [government] nurse and

there is none. So what happens? They don’t take the medication

for two or three weeks and they relapse (Service provider 22).

Inadequate information for health service and treatment planning

Participants explained that resource challenges compromised the

collection of data for planning mental health services. Health infor-

mation collection and storage at the facility level was paper-based,

with details often not written down. One service provider explained

how this impacted service planning:

There is no clear information at the municipality level where

those clients with mental illness are living so that’s also difficult

for the mental health programs (Service Provider 1).

There was also limited information for treatment and discharge

planning. The standard intake form used by government health

services did not inquire about client preferences (e.g. for type of

treatment). However, NGO service providers said they conducted

treatment and discharge planning with the service user and their

family and provided a written summary to the health centre staff in

the client’s home municipality.

Discussion

Our study is the first to critically assess the acceptability and feasi-

bility of people-centred mental health services as conceptualized in

WHO IPCHS in a LMIC, Timor-Leste. We found that the ecology

of mental healthcare in Timor-Leste is family-centred, and that

government-provided mental health services are largely biomedically

oriented. Major challenges for the implementation of people-centred

mental health services in Timor-Leste were different sociocultural

perceptions of (in)dividual personhood including the diminished status

of people with mental illness; negotiating the sometimes competing

individual and family needs in people-centred care; reliance on and

demand for biomedical intervention; barriers to health service access;

and limited resources for mental health. There were better opportuni-

ties for people-centred mental healthcare within the social and disabil-

ity sectors, which focused on social inclusion, human rights and peer

support. Overall, the findings demonstrate a disconnection between

Timorese ways of being and many of the central tenets of people-

centred mental healthcare, and consequently ways in which the model

needs to be adapted for successful implementation in Timor-Leste.

This suggests that there is a need to interrogate the concept of

people-centred mental healthcare in other LMIC settings.

The family-centricity of mental healthcare in Timor-Leste reflects a

communitarian lens of self and society that is expressed throughout

Asia, which places responsibility for the care (and often the cause) of

mental illness with the family (Hofstede and Bond, 1984; McLaughlin

and Braun, 1998; Adeponle et al., 2012). Communitarian societies

may assist recovery for people with mental illness because they pro-

mote acceptance, care and love and provide opportunities to contrib-

ute to the local community (see Hopper et al., 2007; Tse and Ng,

2014). Despite Timor-Leste’s unique sociocultural characteristics, our

findings support the criticism that individualistic people-centred and

recovery-oriented approaches to mental healthcare neglect important

familial and relational processes that shape life and health in commu-

nitarian LMIC settings (Adeponle et al., 2012; Kirmayer, 2012; Rose,

2014; Bayetti et al., 2016).

However, placing the family at the centre of mental healthcare

requires deeper consideration. Conflictual family dynamics can

cause or exacerbate mental illnesses (Repetti et al., 2002). Family-

centred decision-making is also a challenge because of the pervasive

stigmatizing attitudes, discrimination and violence towards people

with mental illness reported by participants in Timor-Leste and

globally (Minas and Diatri, 2008; Puteh et al., 2011), particularly in

countries that lack adequate mental health support (Drew et al.,

2011; Davar, 2012; United Nations, 2017). Hence, our findings

raise questions as to how mental health services can better accom-

modate the central role of family whilst simultaneously protecting

the rights of people with mental illness in other LMICs which, like

Timor-Leste, may not have ratified or implemented UNCRPD.

The sociocultural and medical power hierarchies found in

Timor-Leste were contrary to the core principles of people-centred

mental healthcare—shared decision-making and co-production—

which demand that service users, families and communities (‘small

people’) see themselves and are accepted as equal decision-making

partners with service providers (Sheikh et al., 2014). However, we

should not assume that all people and communities ‘want and ex-

pect’ to be involved in health decision-making (Rifkin, 2012).

People operating through a communitarian lens may not consider

their individual goals and needs to be separate from those of their

family or community (Tse and Ng, 2014), or may have a greater re-

spect for hierarchy, and hence may want to involve other people in

health decisions (Unnithan and Heitmeyer, 2014). Certainly, service

users in Nepal, Indonesia and Sierra Leone expected and preferred

their doctor to be directive and instructional (Moore, 2008;

Claramita et al., 2011; Lau et al., 2013). Recent conceptual work by

Abimbola (2019) has highlighted the multi-level processes that de-

termine if, when, why and how communities choose (not) to partici-

pate in healthcare governance. We suggest that the same ‘agnostic

premise’ (Abimbola, 2019) should be adopted for people-centred

mental healthcare in LMICs.

The saliency of biomedical intervention for mental health (i.e.

medicines and inpatient care) seen in Timor-Leste may be explained

by family- and health worker-resource and time constraints. Many

Timorese families who juggle competing work and domestic

demands may not be able to support their unwell family member in

the community, as has also been shown in India (Miles, 1996).

Given the well-established bi-directional link between poverty and

mental illness (Lund et al., 2011; Trani et al., 2015), a responsive

people-centred mental health system in low-resource settings will

need to take account of the impact of poverty on care-seeking if it is

not to exacerbate existing health inequalities.

On the other hand, people may not expect the health system to

attend to holistic aspects of care currently addressed by families,

tradition and custom. Although human rights violations against peo-

ple with mental illness have been reported in hospital settings in

both HICs and LMICs (United Nations, 2017), many Timorese par-

ticipants (including those with mental illness) saw short-term hos-

pital care as a haven for recovery and respite for families from

caring. As such, the current conceptualization of people-centred

mental healthcare does not adequately accommodate situations

when peoples’ expressed preferences are not for the mode of health-

care advanced by human rights and people-centred health agendas,

i.e. community-based care.

The identified barriers to mental health service availability have

been previously reported in Timor-Leste, reflecting the broader

health system accessibility and resource constraints, which include

inadequate numbers and poor training of health workers, and a lack

of transport and essential medical supplies (Hou et al., 2016; Price

et al., 2016; Palmer et al., 2017; Wild et al., 2018). Given the low

resources for mental health in many LMICs (World Health
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Organization, 2009), there is likely to be a global feasibility issue for

delivering people-centred mental health services. Intersectoral col-

laboration between health and social sectors could be harnessed to

overcome these feasibility issues to deliver holistic mental health-

care. The unexpected finding of the strong focus on human rights in

several social sector and disability programmes, reflecting disability-

inclusion efforts to implement UNCRPD in the Asia Pacific (see

United Nations, 2012), provide the greatest opportunity for people-

centred mental healthcare in Timor-Leste. Hence, for other LMICs,

disability-inclusion efforts may provide funding streams and important

learnings for people-centred mental healthcare, particularly in relation

to changing sociocultural norms about the role of people with dis-

abilities in social and health decision-making.

Our study had several limitations. First, it did not include

informal mental healthcare providers (i.e. traditional and customary

healers), but past work by RK and LP has found a willingness for

intersectoral collaboration across formal and informal mental

healthcare sectors (Palmer et al., 2017). Second, we did not capture

the experience of mental healthcare across the 13 municipalities in

Timor-Leste which have varied health service, sociocultural and

demographic characteristics. Third, because there is no Timorese

classification for mental illness, we could not categorize access and

care experiences for service users based on local descriptions of ill-

ness type. Finally, given the sensitivity of the topic and recruitment

of service users through third parties, service user participants may

have been less likely to disclose negative experiences during inter-

views due to responder bias in the presence of the foreign primary

researcher, interpreter and known person. The research team used

the following strategies to minimize these potential biases: emphasis

on confidentiality throughout the interview process; observation to

triangulate interview data; the research team had in-depth lived and

research experience of Timor-Leste; the extended data collection

period; TH proficiency with Tetum language; and the use of piloting

and language quality checks of interviews.

Our study has highlighted that people-centred mental healthcare

as currently conceptualized by WHO was generally not seen as a

priority by multiple health policy stakeholders in Timor-Leste.

Timor-Leste is adopting people-centred mental healthcare in part to

conform with international guidelines, but the model is unlikely to

translate into practice unless the chasm between the concept’s core

tenets and current Timorese health policy and planning processes

are addressed. Specifically, there are likely to be challenges for

implementing the targets of the Timor-Leste National Mental

Health Strategy to increase the involvement of mental health service

users in service development and planning.

The findings speak to a broader need for people-centred mental

health services to consider the role of family, the sociocultural

definition and enactment of power and personhood, and available

resources, which are likely to differ across and within development

contexts. Mental health service development in Timor-Leste should

adopt a family-centred approach when considering how best to sup-

port individuals with mental illness and their families in community-

based care. Future research could explore how to better protect

the rights of individuals with mental illness within family-centred

mental healthcare. Research could also explore the impact of the

emerging social approaches espoused by human rights and disability

movements on expectations and beliefs about involvement in health

and social decision-making in Timor-Leste.

The concept of people-centred mental healthcare may have

limited applicability in Timor-Leste and other LMICs if it is not

harmonized with local sociocultural ways of living and being.

To remedy this, greater recognition of LMIC cultural knowledge

in theoretical formulation and implementation of people-centred

mental healthcare is needed.

Supplementary data

Supplementary data are available at Health Policy and Planning online.
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Chapter 8: Intersectoral collaboration for mental health in 
Timor-Leste 

8.1 Chapter overview 
Governance of people-centred mental health care involves two strategies: (1) intersectoral collaboration 
and (2) participation in policy making by service users, families and communities 6. 

This chapter presents the findings pertaining to the first governance strategy for people-centred mental 
health care: intersectoral collaboration. The chapter addresses two sub research objectives at the mental 
health system level of analysis: (3.1) Examine perspectives about and experiences of intersectoral 
collaboration; and (3.2) Measure the strength and map the structure of intersectoral collaboration in the 
national mental health system. 

The results were disseminated in one peer-reviewed journal article and one conference presentation: 

● Hall, T., Kakuma, R., Palmer, L., Minas, H., Martins, J., & Armstrong, G. (2019). Intersectoral
collaboration for people-centred mental health care in Timor-Leste: A mixed-methods study using
qualitative and social network analysis. International Journal of Mental Health Systems, 13(72)
doi:10.1186/s13033-019-0328-1

● Hall, T. 'Intersectoral collaboration in the mental health system in Timor-Leste'. Poster
presentation. 15th World Congress on Public Health, Melbourne, Australia, 3-7th April 2017

The previous two results chapters, Chapters 6 and 7, have shown that there are key discrepancies 
between the people-centred mental health care paradigm and health decision making processes and the 
preferred type of mental health care in Timor-Leste. Chapter 7 also identified issues for the feasibility of 
the paradigm's implementation. This chapter, Chapter 8, investigates decision making processes and 
patterns of collaboration in the national mental health system in Timor-Leste. Chapter 8 is also concerned 
with the sectoral framings of mental health as a policy issue. Intersectoral collaboration is an important 
strategy for achieving people-centred mental health care because many of the sociocultural and 
economic determinants of mental health and well-being lie outside the health sector. This chapter makes 
a unique contribution to addressing the lack of research about intersectoral collaboration within mental 
health systems in LMICs.  

The results are presented below in the form of a peer-reviewed journal article in the International Journal 
of Mental Health Systems. The supplementary material for this article is in Appendix E. 
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Intersectoral collaboration 
for people-centred mental health care 
in Timor-Leste: a mixed-methods study using 
qualitative and social network analysis
Teresa Hall1* , Ritsuko Kakuma2,3, Lisa Palmer4, Harry Minas3, João Martins5 and Greg Armstrong1

Abstract 

Background: Intersectoral collaboration is fundamental to the provision of people-centred mental health care, 
yet there is a dearth of research about how this strategy operates within mental health systems in low- and middle-
income countries. This is problematic given the known attitudinal, structural and resource barriers to intersectoral 
collaboration in high-income country mental health systems. This study was conducted to investigate intersectoral 
collaboration for people-centred mental health care in Timor-Leste, a South-East Asian country in the process of 
strengthening its mental health system.

Methods: This study employed a mixed-methods convergent design. Qualitative data elicited from in-depth inter-
views with 85 key stakeholders and document review were complemented with quantitative social network analysis 
to assess understandings of, the strength and structure of intersectoral collaboration in the Timorese mental health 
system.

Results: There was consensus among stakeholder groups that intersectoral collaboration for mental health is impor-
tant in Timor-Leste. Despite resource restrictions discussed by participants, interview data and social network analysis 
revealed evidence of information and resource sharing among organisations working within the health and social 
(disability and violence support) sectors in Timor-Leste (network density = 0.55 and 0.30 for information and resource
sharing, respectively). Contrary to the assumption that mental health services and system strengthening are led by 
the Ministry of Health, the mixed-methods data sources identified a split in stewardship for mental health between 
subnetworks in the health and social sectors (network degree centralisation = 0.28 and 0.47 for information and
resource sharing, respectively).

Conclusions: Overall, the findings suggest that there may be opportunities for intersectoral collaborations in mental 
health systems in LMICs which do not exist in settings with more formalised mental health systems such as HICs. 
Holistic understandings of health and wellbeing, and a commitment to working together in the face of resource 
restrictions suggest that intersectoral collaboration can be employed to achieve people-centred mental health care in 
Timor-Leste.
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Background
People-centred approaches to mental health care are 
increasingly promoted in low- and middle-income 
countries (LMICs) through global mental health pol-
icy, practice and research directives [1, 2]. The World 
Health Organisation defines people-centred health care 
as: “an approach to care that consciously adopts the 
perspectives of individuals, families and communities, 
and sees them as participants as well as beneficiaries of 
trusted health systems that respond to their needs and 
preferences in humane and holistic ways.” [3]. People-
centred health care is proposed to apply to people with 
all types of health conditions.

Intersectoral collaboration is one of the key strategies 
for achieving people-centred health care in the World 
Health Organisation Framework on Integrated People-
Centred Health Services (WHO IPCHS) [3]. There is no 
definitional consensus on intersectoral collaboration. 
In line with recent conceptual developments in global 
health, we adopt a broad definition of intersectoral col-
laboration for mental health as: any planning, informa-
tion and resource sharing to institute mental health 
care between organisations from different sectors (i.e. 
public, private, not-for-profit) and/or across thematic 
areas (i.e. health, social services) [4, 5]. This definition 
encompasses collaborations for mental health service 
referrals and back referrals, as well as for the purposes 
of mental health system governance, including the 
involvement of mental health service user and family 
organisations.

Emerging from the 1978 Declaration of Alma Ata [6], 
and subsequent action to embed Health in All Policies 
(HiAP) [7, 8], intersectoral collaboration underpins cur-
rent global movements to achieve health equity and sus-
tainable development [9]. Intersectoral collaboration is 
fundamental to the provision of people-centred mental 
health care because many of the sociocultural and eco-
nomic determinants of mental health and wellbeing lie 
outside the health sector [10–12]. Furthermore, in many 
LMICs, people rely on customary (traditional, religious 
or faith-based) or private mental health providers, par-
ticularly in the absence of well-developed public health 
infrastructure [13–15].

Intersectoral collaboration for mental health has been 
shown to be effective. A systematic review of research 
from high-income countries (HICs) revealed that col-
laboration between mental health and non-clinical ser-
vices improves clinical recovery and other outcomes for 
mental health service users (e.g. employment, housing 
stability), as well as system outcomes (e.g. service and 
cost efficiency) [16]. Such collaborations included service 
co-location, joint interorganizational training and use of 
a shared information system between services [16].

However, intersectoral collaboration is difficult to 
achieve. Collaboration is often challenged by systemic 
factors (e.g. inadequate resourcing, lack of shared inter-
organisational structures, goals, and trust) and interper-
sonal factors (e.g. poor communication) [5, 17–20]. In 
many LMICs, partnerships are challenged because Min-
istries of Health are hierarchically structured and seen as 
solely responsible for health activities [19]. Hence, there 
may be feasibility issues for promoting intersectoral col-
laboration for mental health in LMICs.

Despite the global imperative to increase the people-
centredness of mental health care in all countries [2, 3], 
there is a dearth of research investigating intersectoral 
collaboration for mental health care across the multitude 
of sociocultural and resource settings that constitute the 
grouping LMICs. To fill this knowledge gap, this study 
was conducted in Timor-Leste, a LMIC in South-East 
Asia in the process of strengthening its public mental 
health system.

Study setting: Timor‑Leste
Timor-Leste is a small island nation of 1.3 million peo-
ple [21]. Promoting mental wellbeing is a government 
priority in Timor-Leste due to a range of sociocultural 
and economic risk factors for distress including poverty, 
unemployment, and past and continuing experiences 
of violence [22, 23]. Rigorous estimates of the popula-
tion prevalence of mental illness are limited and incon-
sistent. The only household survey of mental illness in 
Timor-Leste was conducted in 2004 with 1544 adults in 
the aftermath of the conflict, and estimated an adjusted 
5.08% population prevalence of mental disorders [24]. 
However, this estimate is now 15 years old and likely does 
not represent the burden of mental illness in present day, 
more stable Timor-Leste. As well, their validity is weak-
ened by the predominantly urban sample and the use of 
assessment tools that may have missed culturally mean-
ingful idioms of mental distress. The 2016 Global Burden 
of Disease study estimates a 11.6% prevalence of mental 
and substance use problems [25].

Multiple stakeholders are involved in mental health 
care in Timor-Leste. Family and civil society includ-
ing customary healers are the main form of support for 
Timorese people with mental health problems [26, 27]. 
Within government, responsibility for mental health 
is split between the Ministry of Health (MoH) and the 
Ministry of Social Solidarity and Inclusion (MSSI). MoH 
coordinates the integration of a basic package of mental 
health care into primary health care, and the training and 
deployment of the mental health workforce [28]. Com-
munity-based mental health care is mainly provided by 
mental health nurses, and there is one psychiatrist and 
one psychologist working in the National Hospital. MSSI 
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coordinates the 2012 National Disability Policy [29], and 
the social protection program and disability pension, 
which some people with psychosocial disability result-
ing from mental illness receive. Ministries of Education 
and Justice are involved peripherally with the institution 
of education and legal systems that some people with 
mental illness have contact with. NGOs provide a psy-
chosocial rehabilitation service (Pradet), long-term stay 
service (Klibur Domin) and inpatient psychiatric service 
(São João de Deus, Laclubar). Social and violence support 
NGO services including for victims of family violence 
and legal assistance are also accessed by some people 
with mental health problems. International development 
organisations provide financial and in-kind support to 
MoH, MSSI and NGO service providers through health, 
and disability- and gender-inclusive development activi-
ties [30].

Intersectoral collaboration is a key strategy of the yet-
to-be implemented Timor-Leste National Mental Health 
Strategy 2018–2022, which aims to provide “compre-
hensive culturally-appropriate community-based men-
tal health and social services” [22]. To achieve this, the 
National Strategy specifies collaborations between men-
tal health, general health, maternal and child health and 
social support services.

However, it is not known how prevailing collaboration 
is structured and operates between the different stake-
holders involved in mental health care in Timor-Leste. 
This is important to understand given the limited human 
and financial resources for mental health in Timor-Leste, 
which have been identified as barriers to collaboration 
in other settings. Specifically, there are only three men-
tal health professionals per 100,000 people, and less than 
0.29% of the 2018 government budget was allocated to 
the Public Health Directorate (including mental health) 
[31].

Hence, this study aimed to investigate intersectoral 
collaboration for people-centred mental health care in 
Timor-Leste’s mental health system. The study aimed to 
answer the following research questions:

1. To what extent is intersectoral collaboration for men-
tal health outlined in existing government, NGO,
civil society and international agency documents in
Timor-Leste?

2. What are the perspectives and experiences of multi-
ple stakeholders about intersectoral collaboration for
mental health?

3. What is the strength and structure of intersectoral
collaboration in the national mental health system?

This research builds upon previous research by the 
authors that informed the Timor-Leste National Mental 

Health Strategy [27], and was conducted to inform the 
implementation of this Strategy.

Methods
Study sites
Dili, the capital of Timor-Leste, was selected as a research 
site to understand intersectoral collaboration across 
national government ministries, the national hospital, 
NGOs (including Pradet and Klibur Domin), and inter-
national organisations. Baucau municipality in East-
ern Timor-Leste, and its administrative post, Venilale, 
provided a comparison of collaborative processes at 
sub-national levels. Baucau municipality is host to the 
country’s second largest city where there are sub-national 
government ministry offices, a municipality referral hos-
pital providing mental health care, and mental health 
and social support NGO service providers [32]. Venilale 
is a mountainous rural township which has an adminis-
tration office and a government health clinic providing 
outreach mental health care to the surrounding villages. 
Laclubar administrative post in Manatuto municipality 
was also included as a data collection site because it hosts 
the São João de Deus inpatient mental health facility.

Design
This research employed a mixed-methods conver-
gent design to investigate intersectoral collaboration 
for people-centred mental health care in Timor-Leste 
using qualitative data derived from in-depth interviews 
and document review, and quantitative social network 
analysis. The social network analysis findings enhanced 
understandings derived from document review and 
interview data to provide a holistic and rigorous picture 
of intersectoral collaboration that would not have been 
possible using only the qualitative data [33]. This article 
reports findings from the third component of a larger 
study investigating people-centred mental health care in 
Timor-Leste [34].

Document review
A review of electronic documents was conducted to 
provide information about the policy context, plans and 
implementation of intersectoral collaboration for mental 
health care in Timor-Leste (research question 1). Docu-
ments reviewed were produced between 2002 and 2019 
by government, NGO, civil society and international 
organisations, including strategic plans, policies, legisla-
tion, and reports (n = 33). Key documents were sourced
by conducting internet or reference list searches between 
September 2017 and March 2019 or were provided by 
participants during data collection. Information emerg-
ing from the document review was interrogated further 
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during interviews, and compared against interview data 
during analysis.

Semi‑structured interviews
In-depth semi-structured interviews were conducted 
to ascertain the experiences and opinions of multiple 
stakeholders about intersectoral collaboration for mental 
health (research question 2). Interviews were conducted 
with 85 adults (≥ 18 years) who were: (1) mental health
service users (n = 20) and their families (n = 10); (2) gov-
ernment decision makers (n = 10); (3) mental health and
social service providers (n = 23); (4) civil society (n = 9); 
and (5) other groups including international develop-
ment organisations involved in mental health or social 
policy or service delivery (n = 13, see Table  1). Mental
health service users were defined as adults aged 18 years 
or older who had used health or social support services 
related to their mental health and were able to provide 
informed consent and respond to interview questions. In 
the absence of a Timorese culturally-validated psychiatric 
diagnostic tool, the definition of mental illness was inten-
tionally kept broad to capture the range of people who 
were considered to use services for mental illness. Men-
tal health service users and their families were recruited 

through the administrative post health staff in Venilale 
and NGO service providers in Dili. Participants in groups 
2 to 5 were recruited purposively by First Author TH 
based on their positions in government, NGO, inter-
national development and civil society organisations 
and institutions. In the first instance, participants were 
identified through a document review and the existing 
research collaborations that supported the development 
of the National Mental Health Strategy. Snowball sam-
pling was used to identify and recruit subsequent partici-
pants who were mentioned in interviews and not already 
identified. Data were collected from September 2017 to 
August 2018.

Interviews were semi-structured using an interview 
guide tailored to participant type. The interview guide 
was structured around the five strategies of the WHO 
Framework on Integrated People-Centred Health Ser-
vices (2016): engage service users; strengthen govern-
ance; re-orient the model of care; forge intersectoral 
collaboration; and foster an enabling environment. This 
article reports findings pertaining to intersectoral col-
laboration. The interview guide contained open-ended 
questions and quantitative measures of collaboration. 
Open-ended interview questions enquired about the 

Table 1 Participant demographics. Table adapted from [62]

We adopt WHO’s definition of civil society as individuals and organisations working for “collective action around shared interests, purposes and values, generally 
distinct from government and commercial for-profit actors” [65]. Civil society includes community groups, social movements and advocacy groups. Civil society also 
includes local chiefs and customary healers who may not be mobilised in formal groups. Other community members and organisations include representatives from 
international development agencies, law enforcement, universities, and other people with relevant knowledge but who do not work specifically in mental health in 
Timor-Leste

Mental health 
service users

Family 
members

Service providers Decision makers Civil society Other community 
members 
and organisations

Total

N 20 10 23 10 9 13 85

n % n % n % n % n % n % N %
Age

 26–40 12 60 2 20 10 43.5 1 10 4 44.4 6 46.2 35 41.2

 41–55 6 30 5 50 8 34.8 8 80 3 33.3 5 38.5 35 41.2

 56–70 2 10 3 30 5 21.7 1 10 2 22.2 2 15.4 15 17.6

Gender

 Male 7 35 7 70 13 56.5 9 90 8 88.9 7 53.8 51 60.0

 Female 13 65 3 30 10 43.5 1 10 1 11.1 6 46.2 34 40.0

Education

 None 1 5 2 20 0 0.0 0 0 0 0.0 0 0.0 3 3.5

 Primary 11 55 5 50 0 0.0 0 0 0 0.0 0 0.0 16 18.8

 Secondary 4 20 1 10 1 4.3 0 0 4 44.4 3 23.1 13 15.3

 Tertiary 4 20 2 20 22 95.7 10 100 5 55.6 10 76.9 53 62.4

Location

 Dili 5 25 0 0 15 65.2 5 50 6 66.7 9 69.2 40 47.1

 Baucau 2 10 1 10 4 17.4 4 40 0 0.0 3 23.1 14 16.5

 Venilale 13 65 9 90 3 13.0 1 10 3 33.3 1 7.7 30 35.3

 Laclubar 0 0 0 0 1 4.3 0 0 0 0.0 0 0.0 1 1.2
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experiences, structures and processes of mental health 
service delivery and policy making (see Interview guides 
in Additional file 1). Quantitative measures are outlined 
below in “Descriptive social network analysis”. The inter-
view guides were translated, their meaning checked, 
and piloted before data collection commenced. Author 
TH conducted all interviews directly in English, or with 
a trained interpreter in Tetum or Portuguese (national 
languages) or several Baucau local languages (Makassai 
and Cairui). Interviews lasted on average 47 min (range 
7 to 111 min), and were in private places, including work-
places, health facilities or community houses.

Framework analysis, an inductive and deductive quali-
tative data analysis method [35], was used to analyse 
interview data in NVivo version 12 [36]. Author TH 
conducted the framework analysis and an independ-
ent researcher validated coding. Author TH employed a 
combination of emergent themes and a priori codes (e.g. 
enabling factors, barriers). This article reports three main 
themes and 15 sub-themes relevant to intersectoral col-
laboration. Preliminary results were presented back to 
participants and interested parties in communities in Dili 
and Venilale to verify the authors’ interpretation of the 
data.

Descriptive social network analysis
Intersectoral collaboration, as well as being difficult to 
achieve, is difficult to measure with traditional meth-
ods. Intersectoral collaboration can be considered a type 
of networked relationship [17]. Social network analysis 
(SNA), a complex systems discipline and quantitative 
methodology, is widely used in HICs to measure health 
policy networks [37–40]. SNA has more recently been 

applied in LMICs [41–45] in line with calls to adopt sys-
tems thinking to understand health system governance in 
these contexts [19]. For example, Hagaman et al. demon-
strated the utility of SNA for understanding surveillance 
systems for suicide in Nepal [45]. Prior to our study, SNA 
had not been used to investigate both mental health ser-
vice and system governance networks in a LMIC.

We used SNA to measure the strength and structure 
of connections between organisations operating at the 
national level of the mental health system in Timor-Leste 
(research question 3). SNA complemented the under-
standing about intersectoral collaboration garnered 
through qualitative data by examining the role of each 
organisation in the mental health network, as well as 
properties of the overall network [46].

SNA methods are summarised in Table 2. For SNA, the 
network was defined as 27 organisations from govern-
ment, NGO, civil society and other organisations work-
ing in national mental health and social care (participant 
categories 2 to 5). Organisations were identified through 
previous research informing the National Mental Health 
Strategy 2018–2022 [27] and the document review. There 
were insufficient numbers of mental health organisations 
at sub-national levels to conduct SNA. As stated above, 
stakeholders were recruited using purposive and snow-
ball sampling methods because SNA seeks to understand 
collaborative patterns between specific stakeholders and 
randomisation is unlikely to incorporate all central stake-
holders [47].

SNA questions were embedded in interviews with one 
participant from each national organisation with knowl-
edge of operations (i.e. manager level). These participants 
were presented with a list of organisations and asked 

Table 2 Stages of social network analysis. Table adapted from [50]

Stage Processes and measures

1. Defined the network i. Listed all organisations involved in the national mental health system based on previous 
research and document review

ii. Supplemented list with additional organisations identified through snowballing during 
interviews

2. Defined the relationships between organisations iii. Displayed the list of organisations in a table
iv. During interviews, asked participants with knowledge of their organisation about the relation-

ship between their organisation and other organisations
v. Two quantitative indicators were collected. Participants rated the frequency of contact and 

frequency of resource sharing over the preceding year
vi. Once all responses were received, scores from each organisation were combined into a single 

matrix for each key indicator

3. Analysed the structure of the system using UCI-
NET to generate measures

Network metrics
i. Density
ii. Average degree
iii. Average distance

Organisation metrics
i. In-degree centrality
ii. Betweenness
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about connections between their organisation and these 
listed organisations. These participants also nominated 
any missing organisations that they worked with. This 
‘recall list’ is a validated technique for prompting partici-
pants to accurately report connections [48].

Two widely-used quantitative SNA indicators were 
collected. Participants rated the frequency of contact/
information sharing (e.g. meetings, phone calls, emails) 
and the frequency of resource sharing (e.g. funding, 
building space, transport, printing, materials) between 
their organisation and others over the preceding year 
on a six-point scale (none, yearly, quarterly, monthly, 
weekly, daily). Resource sharing is assumed to indicate 
a stronger degree of relationship than information shar-
ing [5]. If there was overlap in categories (e.g. car sharing 
to transport patients involved both contact and resource 
sharing), participants rated contact and resource sharing 
separately.

Descriptive quantitative analysis of the two SNA indi-
cators was conducted using UCINET software [49]. SNA 
data resulted in one matrix for demand and a second 
matrix for supply of information/resource sharing [50]. 
The rows in each matrix corresponded to the 27 organi-
sations and were inputted with the frequency rating for 
information/resource sharing such that 0 indicated no 
relationship and 1–5 indicated an ascending order of 
connection. For each indicator, a network dataset was 
produced by combining these demand and supply matri-
ces into a single matrix [48]. UCINET mapped each net-
work and generated network-level and organisation-level 
metrics [49] (see Table 3 for a definition of each metric). 
Data cleaning was conducted in Microsoft Excel. Miss-
ing values for three organisations who were not inter-
viewed were replaced with connection ratings reported 
by organisations who did respond [51].

Ethics
Verbal or written consent (depending on participant 
preference and literacy) was provided before interviews 
commenced and were audio recorded. Participants 
responding to SNA questions provided separate consent 
to include their organisation. Participant quotations and 
organisations in SNA were de-identified to fulfill the gov-
erning ethics agreements. Ethical approval was granted 
by University of Melbourne Human Ethics Sub-Commit-
tee (HESC: 1749926) and National Institute of Health in 
Timor-Leste (1070MS-INS/DE-DP/CDC-DEP/IX/2017).

Results
The results section presents a synthesis of qualitative 
findings from the document review and interviews, and 
separately reports social network analysis findings. The 
mixed-methods findings are integrated in “Discussion”. 
Table  4 presents the framework analysis themes and 
sub-themes for intersectoral collaboration from inter-
views and documents (research questions 1 and 2). See 
Additional file  2 for a summary table of extant govern-
ment strategy, policy and legal documents related to 
mental health and psychosocial disability in Timor-Leste 
(research question 1).

Interviews and documents: perspectives and experiences 
about and documented approaches to intersectoral 
collaboration
Enabling factors for intersectoral collaboration
The importance of intersectoral collaboration for men-
tal health was a prominent theme across participant 
interviews and documents. Intersectoral collaboration 
between ministries, public institutions, development 
partners, civil society and communities was a key strategy 
in the National Mental Health Strategy of Timor-Leste 

Table 3 Definition of key network and organisation metrics. Table contents adapted from [47]

Metric Definition and mental health system interpretation

Network metrics

 Density Ratio of the number of connections to the number of possible connections in the network. A dense network indicates that 
organisations are well-connected and information/resources flow rapidly between them

 Average degree Average number of relationships in the network. Like density, this assumes that more connections indicate greater informa-
tion/resource flow between organisations

 Average distance Number of connections that separate two organisations, whereby an average distance of 1 indicates that all organisations are 
directly connected

 Degree centralisation Ratio of the sum of the differences in centrality between the most central organisation and all other organisations in the 
network to the largest possible sum of these differences. Higher values indicate a more centralised network

Organisation metrics

 In-degree centrality Number of direct connections an organisation has with other organisations as reported by partnering organisations. A meas-
ure of the importance of each organisation. Identifies which organisations act as stewards organisations in the network

 Betweenness Extent that an organisation is located on the path between other organisations (indirect connections). The extent that an 
organisation is a bridge between other organisations
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2018–2022 [22], National Disability Policy 2012 [29], and 
Disability Action Plan (unapproved) [52]. One MoH rep-
resentative advocated for: “socialis[ing] all the other insti-
tutions and NGOs so they know that they can’t only walk 
their part, [mental health is] not only [the responsibility 
of ] Ministry of Health.” (Decision maker #5, 36–40 years, 
male). A Baucau service provider explained that intersec-
toral collaboration was important because of the broader 
drivers of mental health:

Mental health is not only the responsibility of the 
health [sector]. For example, people have prob-
lems with food, with money, so we all need to work 
together to collaborate to provide treatment for peo-
ple with mental health problems. The community, 
the families and the local authorities need to work 
together. (Service provider #4, 46–50 years, male)

Similarly, a MSSI representative described complemen-
tary roles for MoH and MSSI in mental health, such that 
MSSI provided food and MoH provided medication for 
families affected by mental ill-health: “because [people 
with mental illness] need to eat in order to take medica-
tion” (Decision maker #9, 46–50 years, male).

Barriers to intersectoral collaboration
Despite the emphasis on intersectoral collaboration, 
mental health had limited specific mention in key health, 
social sector and development strategies (e.g. National 
Health Sector Strategic Plan 2011–2030, and Strategic 
Development Plan 2011–2030) [53, 54]. One civil society 

representative said the lower priority of mental health 
reflected social norms: “[mental health] is not socially 
talked about, or socially an important subject, so people 
are not really looking at it as something that they need to 
focus on” (Civil society #6, 26–30 years, male).

Government and civil society participants identified 
a lack of resources as a challenge to government ser-
vices working with the NGO sector: “So far only Pradet 
[NGO] have good knowledge and experience with these 
people [with mental illness] because the government have 
very limited resources” (Civil society #5, 36–40, male). A 
development partner explained that the mental health-
relevant portfolios within MoH and MSSI received less 
political and fiscal priority:

Mental health is so poorly funded under [MoH] 
and those people are not very powerful within the 
[MoH], and likewise people who work in disability 
within [MSSI] are not very powerful within the min-
istry and have very low funding as well (Other #1, 
36–40 years, female)

Government decision makers and community mem-
bers stated that the demands on government to address 
Timor-Leste’s other economic, political and social devel-
opment challenges meant that ministries who were not 
directly responsible for mental health did not prioritise 
working intersectorally in this area:

There are a lot of issues in Timor, not only mental 
health. [The government] also try to solve malnutri-
tion, and improve access to clean water, education, a 
lot of things. (Other #4, 30–35 years, female)

Intersectoral collaboration for policy making and planning
Participants and documents reported many links 
between health and other sectors in Timor-Leste. Deci-
sion makers and documents reported that there were 
national- and municipality-level ministerial working 
groups for health and disability programming between 
MoH, MSSI and Ministry of Education. Government 
and NGO service providers said they attended quarterly 
disability or social sector working group meetings at the 
national and municipality levels. One decision maker 
from Baucau explained:

In Baucau, we have a working group to deal with 
cases of [people requiring] psychosocial recov-
ery that is composed of the Ministry of Health, the 
Ministry of Social Solidarity, Pradet [NGO], Alfela 
[NGO], Ministry of Public Administration, and civil 
society like safe houses [for female and child victims 
of violence]. We have a quarterly meeting so we dis-
cuss all the things related to these cases. Every insti-

Table 4 Framework analysis themes and  sub-themes 
for intersectoral collaboration

Theme Sub‑themes

1.1 Enabling factors Importance of intersectoral collaboration

Responsibility of all

Address broader determinants of mental health

Different roles for health and social sectors

1.2 Barriers Social importance of mental health

Resource restrictions

Competing demands on government

1.3 Intersectoral col-
laboration for policy 
making and planning

Ministerial working groups

Social sector working groups

1.4 Intersectoral col-
laboration for service 
delivery

Customary healers

Government health providers

NGO service providers

Authorities

Social sector

Disability

Violence support organisations
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tution comes together and presents the issues they 
are facing and discusses their priorities and actions. 
(Decision maker #3, 46–50 years, male)

There is no mental health service user or family organi-
sation in Timor-Leste so participants did not report con-
tact with service users and families as a key part of their 
collaborations with other organisations.

Intersectoral collaboration for service delivery
Figure 1 displays the key stakeholders for mental health 
and social service delivery across multiple levels of the 
mental health system based on information reported in 
interviews and documents. Participants reported that 
families affected by mental health problems directly 
accessed support from customary healers, government 
health services, Pradet or private health clinics. Police, 
local authorities, private clinics, social sector provid-
ers and customary healers referred people with men-
tal health problems to government health facilities and 
Pradet. Referrals were made to and from government 
health services and Pradet, and São João de Deus inpa-
tient mental health facility if the person was deemed to 
be very unwell. Government health services and Pradet 
also referred to, and received referrals from, MSSI and 
disability, violence or women’s support organisations. 
Klibur Domin, a disability NGO, provided a longer stay 
service for people with mental illness coming to/from: 

family, São João de Deus mental health facility, prison or 
from living in homelessness. This quotation from a ser-
vice provider exemplifies the information provided by 
participants:

We have a network with other organisations, they 
are our partners. These organisations are all over 
Timor-Leste, from Dili to Viqueque [municipal-
ity], to Lospalos [municipality], Suai [municipality], 
Maliana [municipality]. We have good communica-
tion and coordination with these partners so that 
we can give assistance to the clients from wherever 
they are from [in Timor-Leste]. (Service provider #3, 
36–40 years, female)

Descriptive social network analysis: the strength 
and structure of national‑level intersectoral collaboration
Network metrics
Network metrics are provided in Table  5. The contact 
network had greater connectivity than the resource net-
work, as indicated by higher density and average degree 
scores. Approximately 50% of organisations reported 
directly sharing information compared to 30% who 
directly shared resources (density = 0.55 and 0.30 for
contact and resource sharing, respectively).

More organisations had direct contact for informa-
tion sharing than resource sharing (average distance 

Fig. 1 Mental health and social service referral and back referral pathways across multiple levels of the mental health system. MSSI Ministry of Social 
Solidarity, VWCs violence, women and children organisations, DP0s Disabled Persons Organisations, SISCa Integrated Health Services, Outreach Care
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estimates = 14.22 and 7.70, respectively). As indicated
by Figs.  2 and 3, the networks for information and 
resource sharing were similarly distributed indicating 
that the same organisations (e.g. NGO1, MIN2, MIN3, 
CS1) played a central role in both types of collabora-
tion. Three sub-networks emerged for both informa-
tion and resource sharing within the national mental 
health system: (1) health, (2) disability, and (3) violence, 
women and children’s support. As indicated in the key 
on Figs.  2 and 3, these subnetworks constituted dif-
ferent types of organisations, including government 
ministries, NGO and government service providers, 
civil society, etc. These sub-networks are displayed as 
rings in Figs. 2 and 3 and corresponded to the govern-
ance structures described by participants and docu-
ments, which split mental health between the health 
and social sectors. These sub-networks indicated that 

the mental health network was relatively decentralised, 
as indicated by network degree centralisation estimates 
of 0.38 and 0.47 for information and resource sharing, 
respectively.

Organisation metrics
Metrics were calculated to identify the relative impor-
tance of organisations in terms of their number of 
direct connections (in-degree centrality) and indirect 
connections (betweenness). Organisations with more 
direct or indirect relationships are assumed to have 
more opportunities to access relevant information or 
resources [42]. One NGO service provider (NGO1) 
and three government organisations (GOV1, MIN1 
and MIN2) had the most direct and indirect connec-
tions for information sharing, and direct connections 
for resource sharing. International development organ-
isations and civil society stakeholders (OT1, DP5 and 
CS1) had the most indirect relationships for resource 
sharing.

Discussion
This study is the first to investigate intersectoral col-
laboration for both mental health service provision 
and mental health system governance in a LMIC using 
mixed-qualitative methods and social network analysis 
(SNA). The key findings were:

Table 5 Network metrics for  the  contact and  resource 
sharing networks of the national mental health system

See Table 3 for a definition of each metric

Network metric Contact network Resource sharing 
network

Density 0.55 0.30

Average degree 14.22 7.70

Average distance 1.50 1.80

Degree centralisation 0.28 0.47

Fig. 2 Displays a map of the intersectoral connections between 27 organisations working in the national level of the mental health system based 
on frequency of contact (information sharing) over the preceding year. The lines connecting organisations in each map represent connections at 
least once a month (i.e. monthly, weekly, daily)
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1. Consensus among stakeholder groups that intersec-
toral collaboration for mental health is important in
Timor-Leste;

2. Information and resource sharing exist among organ-
isations (e.g. government, NGO, civil society, inter-
national development) working within the health
and social (disability and violence support) sectors,
despite resource restrictions discussed by partici-
pants; and

3. SNA proved useful for identifying subnetworks of
intersectoral organisations to substantiate data from
interviews and documents such that there was a split
in stewardship for mental health between subnet-
works in the health and social sectors.

The functional intersectoral connections within the 
Timor-Leste mental health system contrast with the chal-
lenges of health governance reported in other LMICs 
(e.g. weak government institutions, hierarchical struc-
ture of MoH) [19]. Intersectoral collaboration for men-
tal health in Timor-Leste may be facilitated for several 
reasons. First, the appreciation of the interconnections 
between mental health and other sectors displayed by 
Timorese participants reflected the holistic understand-
ings of health found in Timor-Leste [55] and indigenous 
peoples around the world [56, 57]. Second, connections 
across the mental health system may have been enabled 
because they were primarily forged to share information, 

which is assumed in social network science to indicate a 
less intensive type of collaboration than resource sharing 
[5]. However, given that health knowledge is often among 
the most valuable of resources in LMICs [58], this find-
ing could also suggest a stronger degree of collaboration. 
Third, connections between organisations may be forged 
out of necessity given the low availability of human and 
financial resources for mental health in Timor-Leste. 
Fourth, the relatively small number of organisations 
working in mental health and social services in Timor-
Leste (n = 27) created a bounded community of prac-
tice, which contrasted with the fragmentation of mental 
health and social service systems reported to challenge 
collaboration in HICs [16]. The tightly-defined network 
combined with the reliance on informal and kinship net-
works for health previously reported in Timor-Leste [59] 
may overcome barriers to trust reported in settings with 
more formalised systems of mental health governance 
[17, 18]. This is also in line with broader governance lit-
erature which reports that collaborations are most effec-
tive when they have clearly defined and agreed upon 
understandings of which problems they will address [60]. 
Hence, it will be important to consider how to maintain 
these connections as the Timorese mental health system 
expands and formalises; a key concern for mental health 
system strengthening in other LMICs.

Despite these information and resource sharing collab-
orations, the document review highlighted that mental 

Fig. 3 Shows the intersectoral connections between these organisations based on the frequency of resource sharing at least monthly
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health had limited specific mention in other key govern-
ment policies. The commitment to intersectoral collabo-
ration expressed by our participants may not be shared 
by other stakeholders who are not currently engaged with 
the mental health system. Thus, the disadvantage of not 
integrating mental health into intersectoral policies is 
that resources and political will cannot be mobilized to 
translate intention into practice [8]. Timor-Leste could 
benefit from explicitly incorporating mental health into 
intersectoral policies in line with efforts throughout the 
Asia and Pacific region to place ‘Health in All Policies’ 
(HiAP) [8, 61]. Increasing awareness and understanding 
of the importance of mental health among intersectoral 
stakeholders may be part of achieving this. Given the 
overlap in scope, people-centred mental health care as a 
concept would benefit from more explicitly aligning with 
existing global health movements for universal health 
coverage and HiAP to relish the learnings and progress 
already made in these areas over the past 40 years.

The shared stewardship for mental health in Timor-
Leste is contrary to the assumption that the health sec-
tor is the primary steward for the people-centred health 
care model. This split stewardship is beneficial in Timor-
Leste because it allows for more efficient use of existing 
resources and also opens up funding channels for mental 
health service providers through disability- and gender-
inclusive development that are not available through 
traditional health financing [30]. The central role of the 
social sector in the mental health system may promote 
people-centredness because social sector activities tack-
led the social exclusion of people with mental health 
problems and their families in Timor-Leste found in pre-
vious research (e.g. experiences of stigma, exclusion from 
employment and education) [62], which are also key bar-
riers to mental health care access [63]. This governance 
structure acknowledges the social determinants of mental 
health and the co-existing health and social issues affect-
ing families, which are typically under-addressed when 
there is a myopic focus on treating the mental illness. On 
the other hand, as one participant explained, government 
focus on mental health may be diluted without one cen-
tral champion [19]. Furthermore, if more resources flow 
into mental health in Timor-Leste, requiring a greater 
level of coordination than information sharing, paral-
lel systems of care may emerge over time. Hence, a key 
consideration is how to ensure that there are no gaps in 
implementation of strategies to achieve people-centred 
mental health care in Timor-Leste and other LMICs in 
which mental health stewardship is shared. This finding 
also highlights that global mental health efforts should 
not presume that that Ministry of Health is always the 
primary steward of mental health.

The prevailing collaborative structures for mental 
health service delivery and governance in Timor-Leste 
have important implications for the implementation of 
Timor-Leste National Mental Health Strategy 2018–
2022. Currently, the key role of the social sector in men-
tal health governance is underestimated. Decisions need 
to be made as to whether the split stewardship for men-
tal health continues or if MoH steps up to lead mental 
health initiatives in line with their mandate established 
in the National Strategy. The service delivery collabora-
tions highlighted the importance of social sector NGO 
service providers (e.g. psychosocial rehabilitation, vio-
lence support services), which suggests that training and 
capacity building that is currently focused on govern-
ment mental health service providers should also incor-
porate these NGO providers. Finally, the absence of a 
mental health service user and family organisation is a 
key consideration for people-centred mental health care 
in Timor-Leste because without such a mechanism, the 
involvement of mental health service users and families 
in future intersectoral collaborations will likely remain 
minimal [64].

Our study had several limitations. SNA data may not 
have accurately captured the dynamic nature of relation-
ships between organisations because it was cross sec-
tional; assumed that information and resource sharing 
indicated relationship quality; and relied on participants 
accurately reporting connections with other organisa-
tions. However, we are confident that SNA accurately 
measured and mapped collaboration because SNA find-
ings triangulated with data from interviews and docu-
ments. Our study is also limited because we did not 
incorporate the role of the customary sector, who we 
know from previous research by the authors plays a large 
role in the provision of mental health care in Timor-Leste 
and have emergent collaboration with the formal men-
tal health sector [27]. Future research could use SNA to 
examine collaborations between the formal mental health 
and customary sectors over time. Research could also 
investigate the informal processes that drive intersectoral 
collaboration in Timor-Leste (e.g. trust) so that these can 
be harnessed to develop the mental health system.

Conclusion
Overall, the findings suggest that there may be oppor-
tunities for intersectoral collaborations in mental health 
systems in LMICs. These may not exist in settings with 
more formalised mental health systems such as HICs in 
which systemic (e.g. service fragmentation) and inter-
personal factors (e.g. poor communication) are barriers 
to working collaboratively. The holistic understanding of 
health and wellbeing, and the commitment to working 
together in the face of resource restrictions suggest that 
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intersectoral collaboration can be employed to achieve 
people-centred mental health care in Timor-Leste. Inter-
sectoral collaboration is not a new idea, and the people-
centred mental health care model may have more uptake 
if it is tied to existing movements to reduce health ineq-
uities and ensure sustainable development.
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Chapter 9: Participation in mental health policy making by 
people with mental illness and their families in Timor-Leste 

9.1 Chapter overview 
Chapter 9 reports the findings pertaining to the second governance strategy for people-centred mental 
health care: participatory governance. This chapter addresses the final research objective at the mental 
health system level of analysis: (3.3) Assess the current situation, enabling factors, challenges and future 
actions for participation of people with mental illness and their families in mental health policy making.  

The results were disseminated in one peer-reviewed journal article and one peer-reviewed policy 
workshop presentation: 

● Hall, T., Kakuma, R., Palmer, L., Minas, H., Martins, J., & Armstrong, G. (2019). Service user and
family participation in mental health policy making in Timor-Leste: a qualitative study with
multiple stakeholders. BMC Psychiatry (under review)

● Hall, T. 'Participation in health policy making by persons with mental illness in Timor-Leste: the
current situation and where to from here?' International Public Policy Association Workshop,
Pittsburgh, United States, 27-29th June 2018

The previous chapter, Chapter 8, examined intersectoral collaboration in the Timor-Leste national mental 
health system as a governance strategy for people-centred mental health care. Holistic understandings of 
health and well-being, and a commitment to working together in the face of resource restrictions 
suggested that intersectoral collaboration can be employed to achieve people-centred mental health care 
in Timor-Leste.  

This chapter, Chapter 9, interrogates the participation of people with mental health problems and their 
families in mental health policy making in Timor-Leste. Key global health and human rights instruments, 
including WHO IPCHS, establish instrumental and moral imperatives to achieve participatory governance. 
Chapter 9 makes a unique contribution to addressing the lack of research about participatory governance 
in mental health systems in LMICs in the South-East Asian region.   

The results are presented below in the form of a peer-reviewed journal article currently under review in 
BMC Psychiatry. The supplementary material for this article is found in Appendix C. 
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Abstract 

Introduction 

Participation in mental health system strengthening by people with mental health problems and their 

families is a cornerstone of people-centred mental health care, yet there is a dearth of research about 

participation from low- and middle-income countries (LMICs), particularly from the Asia Pacific region. 

Hence, this study aimed to assess the current situation, challenges, enabling factors and future actions for 

service user and family participation in mental health policy making in Timor-Leste. 

Methods 

In-depth interviews were conducted with 85 adults (≥18 years) who were: (1) mental health service users 

(n = 20) and their families (n = 10); (2) government decision makers (n = 10); (3) mental health and social 

service providers (n = 23); (4) civil society (n = 9); and (5) other groups (n = 13). Interview data was 

analysed using framework analysis.  

Results 

There was limited service user, family and community participation in mental health policy making in 
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Timor-Leste. Perceptions that policy making is a technical exercise and that people with mental health 

problems lack cognitive capacity, and a lack of supportive mechanisms challenged participation. Enabling 

factors were a strong focus on human rights within the social sector, and existing mechanisms for 

advocacy and representation of people with disabilities in social policy making. Participants suggested 

bolstering civil society representation of people with mental health problems, and increasing mental 

health awareness and literacy, including government competencies to facilitate service user participation. 

Conclusion 

The findings highlight the need for theoretical and practical focus on the role of family within mental 

health system development in LMICs. Global mental health research and practice should adopt a critical 

approach to mental health service user and family participation to ensure that the concept and strategies 

to achieve this are embedded in LMIC knowledge. 
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Background 

Participation in mental health system strengthening by people with mental health problems and their 

families is a cornerstone of people-centred mental health care (1, 2). Participation is a key strategy of the 

World Health Organisation Framework on Integrated People-Centred Health Services (WHO IPCHS) (3) 

and global mental health directives (4, 5). Participation can occur at micro- (e.g. individual health decision 

making), meso- (e.g. service delivery and planning) and macro-levels of the mental health system (e.g. 

governance and policy making)(6). This article focuses on mental health service user and family 

participation in public policy making for mental health. 

Service user participation in policy making reflects a broader shift to increase citizen involvement in 

governance through new public management (7, 8). From this perspective, participation has instrumental 

value in that beneficiaries’ knowledge is used to maximise health system effectiveness (7, 8). Participation 

is also a core human rights principle, and is included in the United Nations Convention on the Rights of 

Persons with Disabilities (UNCRPD)(9). From this perspective, the involvement of people with mental 

health problems in policy making serves to combat unsupportive social and systemic barriers to their full 

participation in society (10).  

Participation of mental health service users and families in health governance is difficult to achieve. 

Across all countries, community-member participation is often limited to health promotion rather than 

involvement in higher-level health decision making (11). People with mental health problems face 

additional and unique barriers to participation. A large body of research predominantly from high-income 

countries (HICs) has identified attitudinal (e.g. stigma), logistical (e.g. financial and time costs) and 

structural barriers (e.g. lack of participatory mechanisms) to participation in policy making by people with 

mental health problems (1, 12-17).  

Mental health civil society organisations are mechanisms that increase the agency of people with mental 

health problems to make decisions about their own lives, including participation in governance processes 

(1, 18, 19). Organisations for mental health service users, people with psychosocial disabilities, and 

survivors of psychiatry have emerged across HICs and low- and middle-income countries (LMICs) with 

different mental health service histories (i.e. psychiatric institutionalisation, community-based mental 

health care) (20-22). Mental health civil society organisations are still developing throughout the Asia and 

Pacific region (22), and there is a dearth of evidence about the challenges and opportunities for mental 

health service user and family participation in LMICs in this region. This study aimed to fill this knowledge 
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gap by investigating stakeholder perspectives on mental health service user and family participation in 

mental health system strengthening in Timor-Leste, a lower-middle income country in South-East Asia. 

Timor-Leste is a small island nation of 1.3 million people (23). There are no high-quality population 

estimates of mental distress in Timor-Leste, but the 2016 Global Burden of Disease study estimates a 

11.6% prevalence of mental and substance use disorders (24). Health system strengthening has been a 

primary development target over the two decades since Timor-Leste’s independence from Indonesia (25, 

26). During Indonesia’s occupation of Timor-Leste from 1975 to 1999, between 102,800 and 183,000 

people are estimated to have died, including 18,600 people from unlawful killing or being ‘disappeared’ 

(27). Government mental health care is predominantly community-based and integrated into primary 

health care (28). Non-government organisations (NGOs) provide a psychosocial rehabilitation service 

(Pradet), long-term stay service (Klibur Domin) and inpatient psychiatric service (São João de Deus, 

Laclubar). There are also social sector and civil society efforts to promote and protect the rights of people 

with disabilities, including people with mental health problems (29).  

The yet-to-be implemented Timor-Leste National Mental Health Strategy 2018-2022 prioritises 

participation by people with mental health problems and their families (30). The National Mental Health 

Strategy 2018-2022 states that mental health service users and carers were consulted as part of the 

formative development of the Strategy, but does not provide any details of how many people were 

consulted, how they were identified, the information that they provided and how this was or was not 

incorporated into the Strategy. While Timor-Leste has disabled persons organisations (DPOs) to support 

and advocate for those with disabilities, there is no mental health service user or family organisation, or 

research in Timor-Leste to support service user and family participation in mental health governance. 

Hence, this study aimed to assess perspectives about the current situation, challenges, enabling factors 

and future actions for participation of mental health service users and their families in mental health 

policy making in Timor-Leste. This research builds upon previous research by the authors that was 

conducted to inform development of Timor-Leste’s National Mental Health Strategy (31). 

Methods

Setting 

The cross-sectional qualitative study was conducted across multiple levels of the mental health system in 

Timor-Leste. Dili, the administrative and political capital of Timor-Leste, was selected because it is the site 

of national level policy making and the base of most government and NGO mental health service 
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providers. Baucau municipality, and its administrative post, Venilale were selected to understand health 

system governance at the local level. Baucau has the largest sub national government administration in 

Eastern Timor-Leste and a population of 123, 203 persons (32). The population characteristics of Baucau 

and Venilale align with Timor-Leste’s national average. Each have: a median age of 19 years, 

approximately 5.5 persons per average household, employment rates around 50%, and 1.2% population 

proportion of mental illness, although the latter is likely to be underestimated (32). Laclubar 

administrative post in Manatuto municipality was also included because it hosts the São João de Deus 

inpatient mental health facility, which was the only such facility in Timor-Leste at the time of the study.  

Participants 

The study sought to understand the perspectives of multiple stakeholders about mental health service 

user and family participation given the early stage of mental health system development in Timor-Leste. 

In-depth interviews were conducted with 85 adults (≥18 years) who were: (1) mental health service users 

(n = 20) and their families (n = 10); (2) government decision makers (n = 10); (3) mental health and social 

service providers (n = 23); (4) civil society (n = 9); and (5) other groups including international 

development organisations (n = 13, see Table 1). Mental health service users and their families were 

recruited through the administrative post health staff in Venilale and Baucau, and NGO service providers 

in Dili. Inclusion criteria were: 18 years or older; current or previous use of health or social services for 

their/family members' mental health problems; and ability to provide informed consent and respond to 

interview questions. In the absence of a Timorese culturally validated psychiatric diagnostic tool, the 

definition of mental health service user was intentionally kept broad to capture the range of people who 

were considered to have mental illness by trained service providers. Government decision makers, service 

providers, civil society and other groups (participants groups 2 to 5) were purposively recruited by First 

Author TH based on their job responsibilities. Data were collected from September 2017 to August 2018.   

Table 1: Participant demographics 

Mental 
health 
service 
users 
(MHSU) 

Family 
members 
(FM) 

Service 
providers 
(SP) 

Decision 
makers 
(DM) 

Civil society 
(CS) 

Other 
community 
members 
and 
organisations 
(OT) 

Total 

N 20 10 23 10 9 13 85 

n % n % n % n % n % n % N % 

Age 

26-40 12 60 2 20 10 43.5 1 10 4 44.4 6 46.2 35 41.2 

41-55 6 30 5 50 8 34.8 8 80 3 33.3 5 38.5 35 41.2 
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56-70 2 10 3 30 5 21.7 1 10 2 22.2 2 15.4 15 17.6 

Gender 

male 7 35 7 70 13 56.5 9 90 8 88.9 7 53.8 51 60.0 

female 13 65 3 30 10 43.5 1 10 1 11.1 6 46.2 34 40.0 

Education 

none 1 5 2 20 0 0.0 0 0 0 0.0 0 0.0 3 3.5 

primary 11 55 5 50 0 0.0 0 0 0 0.0 0 0.0 16 18.8 

secondary 4 20 1 10 1 4.3 0 0 4 44.4 3 23.1 13 15.3 

tertiary 4 20 2 20 22 95.7 10 100 5 55.6 10 76.9 53 62.4 

Location 

Dili 5 25 0 0 15 65.2 5 50 6 66.7 9 69.2 40 47.1 

Baucau 2 10 1 10 4 17.4 4 40 0 0.0 3 23.1 14 16.5 

Venilale 13 65 9 90 3 13.0 1 10 3 33.3 1 7.7 30 35.3 

Laclubar 0 0 0 0 1 4.3 0 0 0 0.0 0 0.0 1 1.2 
Notes: Table adapted from (33).  

Data collection 

Interviews were semi-structured using an interview guide tailored to participant type. The full interview 

guide was from a broader study investigating people-centred mental health care in Timor-Leste (see full 

interview guides in Supplementary Files). Interview questions pertaining to the current study enquired 

about the experiences of and roles for service users and their families in the mental health system. 

Participants were asked: “When the government of Timor-Leste makes decisions about what services are 

needed to help people who have mental health problems, are mental health service users and their 

families included in these decisions? Should they be? What makes this difficult? What would help this to 

happen?” The interview guide was translated, and its meaning checked and piloted before data collection 

commenced. Author TH conducted all interviews directly in English (n = 25) or with a trained interpreter 

in the national languages Tetum (n = 48) or Portuguese (n = 1), or one of several Baucau local languages 

(Makassai: n = 7, Cairui: n = 4). Interviews lasted on average 47 minutes (range: 7 to 111 minutes), and 

were in private places, including workplaces, health facilities and community houses. Recruitment of 

interview participants was discontinued when data saturation was reached; i.e. when subsequent 

interviews revealed no new information (34).  

Data analysis

Framework analysis, an inductive and deductive qualitative data analysis method (35), was used to 

analyse interview data in NVivo version 12 (36). Author TH conducted the framework analysis and a 

second researcher on the project validated coding in reference to five transcripts. A combination of 

emergent themes and a priori codes were applied based on the study aims: (1) current situation, (2) 

enabling factors, (3) challenges and (4) suggested future actions. This article reports four main themes 

and 11 sub-themes relevant to mental health service user and family participation. Preliminary results 
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were presented back to participants and interested parties in communities in Dili and Venilale to verify 

the authors’ interpretation of the data.  

Ethics

Verbal or written consent (depending on participant preference and literacy) was provided before 

interviews commenced and were audio recorded. Ethical approval was granted by University of 

Melbourne Human Ethics Sub-Committee (HESC: 1749926) and National Institute of Health in Timor-

Leste (1070MS-INS/DE-DP/CDC-DEP/IX/2017). 

Results

The results section is structured around the study aims to investigate the following aspects of mental 

health service user and family participation in policy making in Timor-Leste: (1) current situation, (2) 

challenges, (3) enabling factors, and (4) suggested future actions (see Table 2). 

Table 2: Themes and sub-themes for mental health service user and family participation 

Theme Sub-themes 

Current situation Experience of participation/non-participation in policy 

Experience of participation/non-participation in advocacy 

Challenges Novel idea 

Perceived incapacity of people with mental health problems 

Persistent stigma 

Perceived need for technical expertise 

Enabling factors Human rights discourse 

Disability rights and existing structures 

Lived experience as expertise 

Future actions Mental health service user forum, network or organisation 

Knowledge and awareness 

Experience of participation 

None of the mental health service users interviewed had personally participated in policy making. 

However, decision makers, service providers and civil society members reported that some people with 

mental health problems and their families participated in the development of the National Mental Health 
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Strategy 2018-2022 alongside inter-ministerial, NGO, civil society and community representatives. One 

service provider described working with families affected by mental ill-health during consultation for this 

Strategy in Venilale:  

It was really good because all the families came, all the patients came for the duration 

of the day. We ate together, drank [coffee] together and made decisions together, 

made the strategic plan together (SP005, 56-60 years, male). 

Mental health service users reported participating in several mental health advocacy events in Dili and 

Venilale, including the annual World Mental Health Day and World Disability Day celebrations. Although 

these advocacy events were not policy making, service users considered these events to be important 

occasions for inclusion. One female service user from Venilale relished the opportunity to attend such 

public events: 

I like to go to activities run by the health centre. Normally [the community] go to 

activities hosted by the administrative leader, [the leader] invites us [me and my 

family] to come (P007, 36-40 years, female).  

Another service user explained that he valued performing in an opening dance at the World Disability Day 

celebrations in Dili:  

I like to dance because when I dance it reminds me of when I was little, before I was 

sick, and I was involved in dancing with my community (P016, 36-40 years, male).  

Challenges

For many participants, including mental health service users and their families, it was a novel idea that 

people with mental health problems would be involved in health policy making. Many mental health 

service users reported that they spent most of their time in and around their homes: “normally, every day 

I stay at home. When it starts to get hot in the house, I’ll move and sit here [under a tree in the shade]” 

(P009, 66-70 years, male). As a result, there was a large disconnection between the daily lives of people 

with mental health problems and the policy making arena, particularly for those who lived in rural areas 

away from administrative institutions. Participants from other groups were also confused by the 

suggestion of mental health service user participation in policy making. When asked whether mental 

health service users had been involved with government decision making, one community member from 

Venilale responded:  
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Not yet, they haven’t. But one time I asked the Ministry of Social Solidarity to give rice 

to the patients (OT005, 66-60 years, male). 

Participants across groups explained that national policies should be made by government officials who 

possessed the requisite technical expertise, not community members. One [participant] stated: 

[Policy making is] a technical thing, that [government officials] understand, have the 

knowledge, and are the ones that need to make the decisions. And there is this 

understanding that there has to be dissemination at the community level, so 

[government officials] go and pass the message of the decision that the government 

has already taken. (OT009, 46-50 years, female) 

Part of this technical expertise was related to education. One decision maker explained that people with 

mental health problems may be able to contribute if they were educated, but otherwise could not: 

It depends on the education of the crazy person. If he doesn’t really have enough 

knowledge then he doesn’t know what to do for the government. (DM001, 51-55 

years, male) 

Stigmatising beliefs that mental health service users lacked cognitive capacity were a major challenge to 

their participation in health policy development. Multiple decision makers, service providers and some 

disability civil society members expressed this idea:  

…because policy discussions require thinking (points at head), and people with mental 

health problems cannot discuss (crosses temple) (DM003, 46-50 years, male).  

One male family member couched this lack of capacity in terms of needing to facilitate his wife’s contact 

with the mental health system: 

Being in a family, it is very important that when a husband or a wife has problems with 

mental illness, their partner supports them. If the medications are not at the health 

centre, I find it hard to find the medications to give to my wife. These are part of how I 

support her (FM002, 61-65 years, male).  

One disability organisation member stated that the population in general: "don't respect what people with 

disabilities are thinking" (CS003, 26-30 years, female). One social service provider said that she could not 

trust people with mental health problems to consistently have the capacity to contribute to health policy 
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development: 

(sighs) I don’t know, because sometimes they can talk to us as if they don’t have a 

mental illness, but other times, everything has changed, and they can't remember us 

anymore (SP015, 31-35 years, female) 

This contrasted with accounts from some mental health service users that they were able to ‘think’ even 

when they were unwell: 

Even when I went to Dili [for treatment when I was unwell], my brain was still normal. I could still 

decide my own objectives and where to go and find a solution. It was just that I felt afraid, felt 

scared.” (P012, 26-30 years, female) 

Some civil society participants agreed that people who had recovered could participate, however other 

decision makers and service providers thought that the broader community may still not trust the 

judgment of people with mental health problems:  

Timor is very small, people know each other. If [someone] becomes crazy, even if they 

become well again, people understand that they have this background of mental 

illness. The communities understand that sometimes they might become unwell again, 

so it would be a problem for them to participate. (DM001, 51-55 years, male) 

Enabling factors 

Within the social sector, a strong focus on human rights emerged in the interviews that aligned with the 

concept of mental health service user and family participation. Multiple participants across groups 

employed human rights language and cited human rights training they had received from disability 

organisations. One Ministry of Health representative explained that the ministry began to focus on the 

social inclusion of people with mental illness: “when we considered that it is a human rights problem, so 

we have to treat everyone the same" (DM001, 51-55 years, male). A service provider from Venilale 

referred to common humanity as a reason for improving the lives of people with mental health problems: 

“People with mental illness are humans like all of us, so they have to enjoy their life.” (SP002, 41-45 years, 

female) 

Social sector participants reported existing structures for representation of people with disabilities in 

social policy making. The National Disability Strategy and accompanying Action Plan were upheld by 

several disability sector participants as examples of participation by multiple stakeholders: 
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[The National Disability Strategy received] really good input from service providers, 

people with disabilities themselves and their families, and also the UN, agencies, 

donors (OT002, 31-35 years, female).  

A Ministry of Social Solidarity and Inclusion representative confirmed that some people with psychosocial 

disability were included in this consultation by creating a safe space: 

When [people with psychosocial disability] came and gathered with us, we did not see 

them as a different human being or different from us; nobody said 'that person is 

crazy', it didn't happen. But I don't know if that happens outside the meeting, in [the 

person's] house or community, if people are bullying him. (DM009, 46-50 years, male) 

Some service providers and civil society participants also described the value of including people with 

mental health problems in health policy development so they could share their experiences with policy 

makers. One civil society participant described lived experience of mental illness as a type of expertise in 

itself: 

The government need to include them so that they can present themselves. To say ‘I suffered from 

mental health problems but I received treatment, and now I am back to being a normal person. 

Now I am in front of you and I would like to contribute my ideas.’ (CS009, 61-65 years, male) 

Future actions

Several participants across groups suggested ways to increase participation by people with mental health 

problems and families in health policy making. They first identified a need to raise awareness about 

mental health to increase participation of people with mental health problems more generally in society. 

One male family member described how his unwell brother-in-law had received a better reception from 

the community after community members understood more about his condition.  

The community understand him because he has been sick for a long time. [Before] 

sometimes they came and called him bad words, but then I tell them not to say bad 

words to him. So all the people here know and understand [our situation]. Sometimes 

he goes and takes other people’s belongings, and people understand. But sometimes 

the neighbourhood kids come and annoy him, and I am the one that tells the kids not 

to do this. (F015, 46-50 years, male) 

Multiple participants believed that decision makers from the community to national levels needed 
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increased knowledge and support to facilitate the involvement of people with mental health problems in 

policy making. One decision maker explained his concerns:  

We [the government] would need to have knowledge about how to do this because 

this is not a normal process. [Based on] if the person is thinking clearly, if they are well 

or not. We have to think deeply to make political decisions, [so it might be 

complicated] if we have to bring [people with mental illness] all together to have a 

discussion. (DM003, 46-50 years, male) 

One participant described how local governance structures could be used to support participation by 

families affected by mental illness across all policies: 

[Participation could be promoted] through the community base, through the town 

chiefs and others to create more awareness [of participation] and to involve them 

[people with mental health problems]. So that there is leadership at the lowest level, at 

the village level, from people that [people with mental health problems] feel 

comfortable approaching. But this is true for all policies that affect them, not just the 

mental health policy. (OT013, 46-50 years, male) 

Several service providers, decision makers and civil society participants said that participation could be 

facilitated through the establishment of a forum, network or organisation led by people with mental 

health problems. One disability sector representative explained: 

I think a forum would provide that safe space for [people with psychosocial disabilities] 

to talk about their experiences, among themselves to start with, and then create that 

confidence to talk about it [more broadly]. (OT002, 31-35 years, female) 

This was reflected by one mental health service user who said that she appreciated gathering with fellow 

mental health service users at NGO, Pradet:  

I’m really happy and I like it at Pradet. Before I came to Pradet, I couldn’t remember or 

talk about anything. But coming to Pradet makes me happy and I start to remember 

things and talk about things. (P018, 31-35 years, female) 

A service provider also recognised that a mental health service user organisation could encourage 

individuals with mental illness to use their voices:  
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[There is one mental health service user] who’s at university, yeah but he’s pretty shy and retiring. 

So while nobody stands out there [advocating], there are a number of fairly good individual 

stories. (SP009, 66-70 years, female) 

Another service provider discussed how such a forum might enable future participation: 

I wonder whether you'd need a precursor [to participation...] what may need to come 

first would be the support groups, the advocacy groups, people who have recovered 

from mental illness or have a persisting mental illness that they manage [who] might 

be able to [...] advocate for better rights for mental health patients, better access to 

services. (SP013, 36-40 years, male) 

However, the same disability sector representative quoted above said that civil society representation of 

people with mental health problems was challenged by a lack of resources to bring mental health service 

users from all over Timor-Leste together to participate. She also spoke about the potential challenge of 

gatekeeping by families:  

So I think the challenge is getting the clients [to come together], and their families to 

want to allow them to be part of this. (OT002, 31-35 years, female) 

Discussion

This study is the first to investigate the current situation, challenges, enabling factors and future actions 

for mental health service user and family participation in mental health governance in Timor-Leste. The 

key findings were: 

1. There was limited participation in mental health policy making and advocacy events by people

with mental health problems, families and communities in Timor-Leste.

2. Challenges identified to participation were perceptions that policy making is a technical exercise

and that people with mental health problems lack cognitive capacity; and a lack of supportive

mechanisms to facilitate participation.

3. Enabling factors were a strong focus on human rights within the social sector, and existing

mechanisms for advocacy and representation of people with disabilities in social policy making.

4. Participants suggested bolstering civil society representation of people with mental health

problems, and increasing mental health awareness and literacy, including government

competencies to facilitate service user participation.
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The limited participation of people with mental health problems, their families and communities in 

mental health policy making in Timor-Leste, and its interpretation as a novel idea have been reported in 

other LMICs, including Nepal, Ethiopia, India and Nigeria (14, 17, 19, 37, 38). Participation in policy 

making by Timorese people with mental health problems and their families was beset by the practical and 

social challenges it sought to address (39). Practically, there was no service user organisation to facilitate 

individual and collective engagement of Timorese people with mental illness, who have limited 

opportunities to develop advocacy skills due to their exclusion from society and public services (i.e. 

education, social welfare, legal)(33). Socially, Timorese norms do not legitimise the role of people with 

mental health problems in decision making {Hall, 2019 #1150}, particularly for high level national policies, 

as has been found in other LMICs (14, 17).  

Strengthening civil society representation of Timorese people affected by mental ill-health seems 

necessary to facilitate their participation in mental health system development. However, unlike HICs and 

some LMICs in which people have mobilised around common experiences of mental health service use 

(18, 20, 21), Timorese people with mental health problems may not identify as 'service users' because of 

the limited availability of mental health services in the country (28, 40). As a result of barriers to mental 

health care access, the service user population may also be constituted by people with longer-term or 

complicated experiences of mental illness, who are known to be less likely to participate in HICs (12, 13). 

The heterogeneity of Timorese sociocultural explanatory models of mental ill-health (e.g. spiritual or 

ancestral imbalance, natural, biological, environmental causes)(31) may also disguise any shared realities 

among people experiencing mental distress. 

Timorese people with mental health problems may be more likely to mobilise to promote disability-rights 

in order to reduce the community-based and systemic exclusion they confront (33) and combatting the 

biomedical model of mental illness, which is a well-documented challenge to social participation for 

people with mental health problems (41-43). Disability rights have been a powerful impetus for uniting 

people with psychosocial disabilities in some countries in the Asia Pacific (22), and there is already a 

strong disability sector in Timor-Leste (44). However, Timorese people with psychosocial disability are not 

currently active in the disability sector, and members of the disabled community have been found to hold 

stigmatising attitudes about people with mental health problems {Hall, 2019 #1150}. This suggests that an 

enabling environment for mental health service user and family participation in mental health policy 

development in Timor-Leste may be a staged process. In the first instance, ratification of UNCRPD and 

training is needed for decision makers and disability organisations to meaningfully include people with 
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mental health problems (14, 17). 

An important but neglected element of civil society mobilization around mental health in LMICs also 

concerns family involvement in these networks. In many HICs, mental health service user and family 

participation are approached separately to account for the unique, and sometimes conflicting, needs and 

views of these identity groups (13, 45). However, previous research in Timor-Leste identified a central 

role of family in mental health such that individual needs and preferences are defined and enacted in 

relation to family (33). Hence, further consideration is needed to ensure that participatory mechanisms 

for mental health reflect Timorese sociocultural organisation around family.   

On the other hand, given Timor-Leste’s broader development challenges, participation in health policy 

may not be a priority for many Timorese families affected by mental illness when they are preoccupied 

with more urgent practical challenges (e.g. poverty, financial and food security, experiences of violence) 

(46-48). Research from India and Nepal found that the focus on human rights advocacy by national-level 

(elite) disability activists did not reflect the concern for basic needs expressed by people with disabilities 

at subnational levels (49). Interest in participation is also likely to be influenced by service use. Abimbola 

found that Nigerian communities were less likely to mobilise around issues of primary health care 

governance when they had the option of seeking alternative care (50, 51). Given the reliance on and 

preference for customary healing in Timor-Leste (31, 52), involvement in formal policy making may not 

seem relevant to many Timorese people. This underscores the importance of facilitating participation of 

families affected by mental illness in existing local governance structures. It also highlights the need to 

ensure that future mental health advocates accurately represent the diverse, localised concerns of 

people with mental illness in Timor-Leste. 

This study had several limitations. In-depth interviews collected comprehensive accounts of participation 

from multiple perspectives, however the findings cannot be generalised. Mental health service user and 

family participants from Venilale, Baucau and Dili may not represent the views of these groups in other 

parts of Timor-Leste, or people who do not engage with mental health services. These participants also 

did not have direct experience in policy making, which limited the scope of the findings. However, given 

that there is minimal service user and family participation in mental health policy in Timor-Leste, the 

views of service user participants may reflect those of the general service user population more so than 

people who had previously participated.  

Future research could investigate the burgeoning civil society representation of people affected by 
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mental health problems in Timor-Leste, with careful attention to the role of family in these emerging 

networks. Participatory action research methodologies could also be employed to encourage mental 

health service users and their families to define participation on their own terms as well as building their 

skills and capacities for participation through the research process (53).  

Conclusion 

This study has made an important contribution to understanding mental health service user and family 

participation in policy development in Timor-Leste. The findings also provide insights about participatory 

mental health governance in the Asia and Pacific region, where there is a dearth of research. Although 

the study identified many of the same barriers to mental health service user and family participation 

reported globally, it highlighted the need for theoretical and practical focus on the role of family within 

mental health system development. While the human rights discourse was identified as an enabling force 

for participation in Timor-Leste, its individualistic formulation has been criticised for ignoring familial and 

relational factors that shape life and health in many LMICs (54-56). The study findings also challenge the 

positioning of participation as a panacea to mental health system strengthening in LMICs when people’s 

priorities are informed by broader and more urgent development concerns. Global mental health 

research and practice should adopt a critical approach to mental health service user and family 

participation to ensure that the concept and strategies to achieve this are embedded in LMIC knowledge.  
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Chapter 10: Discussion

10.1 Chapter overview 
The World Health Organisation and the discipline of global mental health have placed an increased 
emphasis on implementing people-centred mental health care in LMICs. Until this study, there had been 
no systematic investigation of the acceptability and feasibility of adopting the paradigm in the varied 
sociocultural settings found in LMICs. There is also a dearth of global mental health research that 
translates emic (localised) perspectives into etic (globalised) implications for mental health system 
strengthening in LMICs. 

This study aimed to enhance the understanding of the acceptability and feasibility of people-centred 
mental health care in the lower middle-income country of Timor-Leste. The study's primary aim was to 
inform the ongoing strengthening of Timor-Leste’s mental health system, and its secondary aim was to 
identify potential implications for the implementation of the people-centred paradigm in other LMICs. To 
achieve these aims, the study employed mixed-methods framed through a socio-ecological lens to 
understand the people-centred mental health care paradigm in Timor-Leste across multiple levels of 
analysis.  

The study was guided by the following three research objectives: 

Community 
level 

1. Describe the experiences of social inclusion and exclusion of people with
mental illness and their families;

Mental health 
service level 

2. Critically analyse the acceptability and feasibility of people-centred mental
health services in Timor-Leste;

Mental health 
system level 

3. 1 Examine perspectives and experiences of intersectoral collaboration;

3.2 Measure the strength and map the structure of intersectoral collaboration in 
the national mental health system; 

3.3 Assess the current situation, enabling factors, challenges and future actions 
for participation of people with mental illness and their families in mental 
health policy making. 

The key findings were: 

Community 
level 

• widespread social exclusion of people with mental illness, but also
opportunities for their social inclusion; and

• a family-centred ecology of mental health in which the needs, preferences
and rights of individuals were subordinated to those of their family.



Discussion 

P a g e  | 127 

Mental health 
service level 

• sociocultural and medical power hierarchies shaped decision making in
health settings; and

• priorities for mental health care for families, communities, service
providers, decision makers and civil society were influenced by Timor-
Leste's broader development context and its lack of resources for health
services.

Mental health 
system level 

• holistic understandings of health and well-being and the need to overcome
resource restrictions provided opportunities for intersectoral collaboration
in mental health;

• split stewardship for mental health governance between health and social
sectors; and

• limited participation in mental health system governance by people with
mental illness, their families and communities.

In general, the findings suggest that approaches to public mental health care in Timor-Leste should be 
family-centred, incorporate sociocultural explanatory models of well-being and distress, and be feasible 
within the country's resource and development setting. The findings highlight challenges for people-
centred mental health care in LMICs that have not been adequately considered in previous scholarly 
work. 

This chapter, Chapter 10, presents a comprehensive discussion of the findings. First, I employ a brief case 
study to illustrate the key challenges and opportunities for people-centred mental health care in Timor-
Leste. I then discuss the main findings and their novel contribution to the global mental health literature. I 
then consider the implications of the findings for mental health system strengthening in Timor-Leste and 
forward key considerations for the conceptual development of people-centred mental health care in 
LMICs. I propose a novel socio-ecological conceptual model of people-centred mental health care that 
integrates the dynamic and interconnected domains of self and well-being across community, service and 
system levels of the mental health system. I conclude with an overview of the study limitations and 
suggest ways in which future research can build upon these key findings.  

10.2 Brief Case Study: Training to mental health and disability stakeholders on 
UNCRPD 
In August 2018, towards the end of my fieldwork, I observed a one-week training conducted by an 
international disability-inclusive development organisation in Dili. The training aimed to teach mental 
health service providers, representatives from several disabled persons organisations (DPOs) and five 
service users of Pradet's psychosocial rehabilitation program (PAMM) to incorporate human rights into 
mental health services and civil society movements in Timor-Leste. 

The training was facilitated by two representatives from Transforming Communities for Inclusion (TCI) 
Asia Pacific, the regional network of organisations for people with psychosocial disabilities. Language 
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assistance was provided by an older male Timorese Tetum-English interpreter. The facilitators were 
articulate and engaging women from two Asian countries who identified as people with a lived 
experience of psychosocial disability. Both facilitators described how, in their respective contexts, they 
had initiated and led organisations for people with psychosocial disabilities that were involved in service 
provision, community engagement, advocacy and national policy making.  

A key focus of the training was on defining and actualising Article 19 of the UNCRPD to promote 
independent living and community inclusion for people with disabilities. The facilitators also role-played 
non-violent methods for service providers to work with people experiencing extreme mental distress (in 
crisis) without using coercion e.g. not forcing them to take medication against their will. At the end of the 
week, there was time for small group discussion to brainstorm ways that the UNCRPD ideals could be put 
into practice in Timor-Leste.  

The reception of and engagement with the training was mixed. Unless directly addressed, the Pradet 
service users observed quietly, at times sleeping. Over the week, some service users shared their personal 
experiences of distress and said they liked to attend PAMM and take medication. The service users spoke 
enthusiastically about the potential to establish a DPO for psychosocial disability in Timor-Leste to 
support themselves and their peers.  

The group of DPO representatives nodded in agreement with the idea to implement the UNCRPD in 
Timor-Leste. These representatives acknowledged that people with psychosocial disabilities had not been 
included in their movement but said that they were happy to support the establishment of a DPO for 
people with psychosocial disabilities. The manager of an NGO mental health service volunteered to 
oversee this process, but the training facilitators stressed that a DPO had to be led by people with 
psychosocial disabilities themselves.  

The government mental health service providers were less receptive to the training content. One 
government service provider taunted the facilitators, regularly interjecting to express his opposition to 
the content and elicit laughs from some of his colleagues: "things don't operate like that here"; "we do not 
have the infrastructure"; "we have not ratified the UNCRPD." These comments were not interpreted into 
English so neither facilitator could understand. 

NGO service providers were less openly in disagreement than government providers. Between mouthfuls 
of boiled cassava and strong black coffee during a snack break, several service providers confided that the 
facilitators did not understand the reality of Timor-Leste. They explained that some Timorese families felt 
that they had to chain their loved ones because they needed to protect them, not because they were 
violating human rights, as the facilitators argued. These service providers explained that they felt unable 
to express their doubts because they did not want to "provoke" the facilitators. "Provoke" is used in this 
context to reference the perceived propensity to make a person with mental illness angry and aggressive, 
and also comes from a place of care, to avoid making them "think and remember back" to their madness.  

10.2.1 Link between case study and key study findings 
This case study illustrates the key challenges and opportunities for people-centred mental health care in 
Timor-Leste that emerged in interviews and observation. The protests by the service providers in part 
reflected their overstretched workloads – "we can't do all these 'social activities' in addition to our current 
workload". It was also unthinkable to them that someone in crisis would not be given medication if it was 
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available, given the demand from people and their families for biomedical treatment of mental illness. As 
government mental health service providers, medication was their main technical expertise; it was what 
families and service users wanted when they came to the health clinic; indeed, it was often the reason 
that they came. 

The different reactions to the training between stakeholder groups also highlighted the sociocultural and 
medical power hierarchies impacting on people-centred mental health care in Timor-Leste. Perhaps civil 
society and people with mental illness were most supportive of these ideas because they would derive 
direct benefit from initiatives to promote their rights and agency in the public domain. As the technical 
experts of mental illness in Timor-Leste, it was socially permissible for the government service providers 
to overtly express their disagreement, while the NGO (non-medical) service providers could only do so 
passively. However, this role delineation did not preclude collaboration. The participants eagerly worked 
together and reported to the group examples from their existing inter-organisational cooperation, 
evincing the prevailing intersectoral collaboration for mental health in Timor-Leste.  

The attitudes about the capacity of people with mental illness in Timor-Leste were also apparent. Despite 
their clear demonstration of capacity, the female facilitators were still considered in terms of their self-
identified illness. People engaged with their ideas through the lens of their illness histories (and gender 
identities), despite their ideas being legitimised through the UNCRPD. 

The absences and silences in the training also reflected the way that people-centred mental health care is 
spoken about globally. Family members were not present at the training. This oversight reflected the 
individual human rights orientation of the training, despite its facilitation by women from traditionally 
communitarian LMICs. The focus on individual human rights also meant that the training made no 
mention of sociocultural explanatory models of well-being and distress, which are intertwined and 
relational in Timor-Leste. However, the roles and importance of family and community were repeated by 
Timorese participants throughout the training, and many of the Pradet clients returned home with their 
family members after the training. Hence, the absence of families from the training content demonstrates 
the importance of developing a more nuanced understanding of people-centred mental health care 
across and within LMICs.  

10.3 Key findings at the community level  

10.3.1 Diminished aspects of personhood 
The inquiry at the community level reported in Chapter 6 shed light on the marginalisation of people with 
mental illness and their families in Timor-Leste. People with mental illness were often disconnected from 
and not accepted by their communities. They experienced discrimination and violence, and barriers to 
employment, education, social protection, legal and political participation. Families affected by mental 
illness were also impacted through strong feelings of shame, caring responsibilities and difficulties with 
securing their livelihoods.  

The multi-faceted social exclusion of people with mental illness and their families is reported in HICs and 
LMICs globally23, 54, 119, 165, 166, 169. Certain aspects of this diminished personhood have been previously 
identified in Timor-Leste. For example, the chaining and physical restraint of people with mental illness 
have been reported by UN Human Rights Timor-Leste since 2005400. This study makes a novel 
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contribution to the literature as the first systematic investigation of the social inclusion and exclusion of 
people with mental illness and their families in Timor-Leste. This is important because it calls attention to 
their lived social realities, which are informed by sociocultural and economic systems. These 
considerations are neglected in the almost exclusive focus of previous research in Timor-Leste on mental 
health programming and system development343, 401, which reflects a common feature of empirical 
research throughout the Asia and Pacific region179. 

The study also found that female, rural-dwelling and poor Timorese experiencing mental health problems 
are faced with intersectional forms of disadvantage, which is corroborated by previous research in Timor-
Leste 85, 89 and globally 357. For example, women with mental illness were reported by multiple 
participants from all stakeholder groups to be particularly vulnerable to experiencing sexual violence. 
Participants also highlighted how rural-dwelling families had their livelihoods negatively impacted if one 
of their key members was unable to work due to illness. Given Timor-Leste's recent history of conflict, 
displacement and loss 95, 343, the intergenerational impacts of mental distress on families are also a crucial 
aspect of familial vulnerability to social exclusion. That is, the economic precarity faced by families 
affected by mental illness compounds the risk that subsequent generations encounter similar 
disadvantages. Similarly, the reported vulnerability that women with mental illness had to experiencing 
violence is likely to exacerbate distress and perpetuate cycles of violence, distress and disadvantage. 
These findings are consistent with intersectionality theory 402, which is increasingly used to understand 
the overlapping and cumulative inequalities for marginalised social groups in international development 
and global health 403, 404. Hence, this brings to the fore the need to consider and address the contextual 
and intersecting inequalities that reinforce and perpetuate the marginalisation of people with mental 
illness and their families. 

This study enhances understanding about the interplay between social exclusion, explanatory models and 
behaviour in Timor-Leste. In line with previous anthropological studies in Timor-Leste and elsewhere, the 
study found that explanatory models of mental distress shaped the type of intervention sought59, 96, 289, 405. 
For example, Timorese people sought treatment from customary healers due to beliefs that mental 
illness stemmed from ancestral causes. However, unlike some studies in other LMICs302, 307, this study did 
not find any evidence that the degree of stigma and social exclusion depended on how mental distress 
was explained. For example, Makanjuola found that people in Nigeria, Kenya and Ghana reported higher 
self-stigma if they attributed their mental illness to supernatural causes (e.g. witchcraft or spiritual attack) 
compared to peers who attributed the illness to bio-psycho-social factors 302. In line with research 
globally167, 406, 407, the study in this thesis suggests that stigmatizing attitudes and the subsequent social 
exclusion of people with mental illness in Timor-Leste were driven by a fear of some illness behaviours 
(e.g. aggression) and the perception that an unwell person could not fulfill their social roles.  

Some people with mental illness may find it difficult to participate or fulfill socially-prescribed roles in 
their families and communities while experiencing distress (e.g. a lack of motivation or self-confidence 
may hinder reciprocal relationships with community members) or due to internalised stigma 408. Because 
of these unfulfilled social roles, community members may perceive people with mental illness negatively 
and keep social distance 181. Social distancing towards people with mental illness is seen elsewhere in 
Asia. A large study of 960 adults in India found that participants reported more social distancing when 
they believed that people with mental illness were dangerous and could not recover 409. Specific to Timor-
Leste, family and community members may distance themselves to avoid contributing resources (i.e. 
money or livestock) to healing rituals, or out of fear of becoming 'spiritually contaminated' themselves if 
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they are involved in spiritual healing processes. Conversely, families may be incentivised to address the 
issue to prevent spiritual disruption spreading among other family members. Hence, complex relational 
processes with family and ancestors influence the social exclusion of Timorese people with mental illness.  

An unsupportive environment undoubtedly plays a role in catalysing and maintaining distressed 
behaviours 23, 167. Nonetheless, an exclusive focus on attitudinal and structural drivers of exclusion ignores 
the reality that social inclusion of Timorese people with mental illness can be a major challenge for 
families and communities, particularly in the absence of effective mental health treatment. Critical 
disability theorist, Shakespeare, also warns of the need to avoid minimising the role of a person's 
impairment in discussions about disability rights 410. Shakespeare argues that when scholars and activists 
adopt a myopic focus on structural change, they can inadvertently silence the reality that living with 
disability can be challenging, and as such, trivialise the genuine need for support by some people with 
disabilities410. This underscores the importance of adopting a socio-ecological approach to people-centred 
mental health care in which individuals are understood in the context of their social environment. 

10.3.2 Family-centred ecology of mental health 
The community level investigation found a family-centred ecology of mental health connected to the 
spiritual realm and environment in Timor-Leste, that is, sociocentric, cosmocentric and ecocentric 
orientations of personhood and mental health. As indicated in Chapter 3, this is unsurprising given that 
the central role of family, spirits and environment in life and health is well documented in Timor-Leste 90-

92 and other communitarian LMICs 271, 291-293.  

The family-centred ecology of mental health in Timor-Leste provided one of the greatest opportunities 
for social inclusion and recovery of people with mental illness. This fits with the general view within the 
field of global mental health that people with psychotic disorders in LMICs experience better clinical and 
social outcomes than their counterparts in HICs. Longitudinal studies have consistently reported this, but 
these studies have methodological limitations (i.e. inconsistent diagnostic and outcome assessment, and 
follow up processes)411-413. Other scholars have argued that there is generally a paucity of evidence to 
support these claims (for an extensive overview, see414, 415).  

A key driver of social inclusion of Timorese people with mental illness was the normalisation of and 
commitment to caring for and accepting unwell family members. Caring for family members may forge 
closer family emotional ties, as has been reported in Nigeria416. The closeness of the community, 
particularly in rural areas, increased community members' exposure to and familiarity with people with 
mental illness, which has reduced stigma and social distancing in other settings 409, 417. Caring may also not 
be as burdensome in communitarian settings like Timor-Leste when the extended family can be mobilised 
as a resource for caring 292, although this is not the case when immediate and extended family members 
are required to contribute to livelihood generation activities.  

The family-centred ecology of mental health in Timor-Leste also promoted relational recovery of people 
with mental illness. In line with the growing body of evidence that recovery is an inherently relational 
process 9, 63, 273-275, this study found there were forms of inclusion and social engagement for Timorese 
people with mental illness within relationships with family, community members and close friends. 
Feelings of support and reciprocity from their family members have been identified as a key aspect of 
recovery for people with mental illness in HICs and LMICs25, 179, 336, 418. In addition, the focus on family 
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connections may be more accommodating of neurodiversity than a Western neoliberal emphasis on 
economic progress and independence encapsulated in individualised recovery-oriented practice 5, 59, 419. 
This study adds to this recovery literature by recognising that non-human elements (e.g. connection to 
spiritual, ancestral and environmental realms) are key methods of healing and also important indicators 
of well-being and recovery in Timor-Leste.  

The family-centred ecology of mental health within Timor-Leste's broader informal economy also 
presented opportunities to promote recovery. Informal economies provide a flexibility of tasks and work 
competencies that can accommodate people through different periods of disablement (e.g. agricultural 
and domestic tasks) 413, 420. This allows people who are ill to maintain or regain economic inclusion in 
socially valued and accessible ways, which supports their process of recovery, and can mitigate the 
development of illness 292. Family support during periods of partial economic participation also supports 
recovery292. In this study, participation in livelihoods also reduced the stigma of mental illness by 
demonstrating the fulfillment of normative social roles. For example, one woman with mental illness was 
described by a civil society member as a "good crazy person" because she was able to cook for her 
husband, despite her illness. This aligns with the idea that the economic participation of people with 
mental illness in LMICs can be driven by the pragmatic need to contribute to intergenerational well-being 
in the absence of accessible public social security systems. As Hopper and Wanderling argue: "tightly 
strapped circumstances and flexible means of addressing them may provide therapeutic benefits forgone 
under circumstances of enforced supported dependency." 413 p841.  

As was argued in Chapter 3, the individualistic conceptualisations of personhood and bio-psycho-social 
explanatory models embodied in the concept of people-centred mental health care do not incorporate 
family, communities and non-human elements in the way that social life is structured in Timor-Leste. This 
divergence underscores why individualistic approaches to mental health developed in HICs may not be as 
relevant for people from communitarian LMIC societies.  

10.3.3 Complex relationship between social inclusion and exclusion of people with 
mental illness 
The community level investigation also revealed that experiences of social exclusion and inclusion of 
people with mental illness can occur simultaneously within a social context. For example, one woman 
with mental illness reported feeling supported by her husband and children while being excluded by her 
mother-in-law. As I explain below, I argue that these tensions arise from the negotiation of individual and 
collective rights that are reported to some extent in wider human rights and anthropological literature 
but not adequately considered in the people-centred mental health care paradigm.  

Families expressed a strong desire to protect their unwell family members from negative community 
experiences and/or causing harm to others or themselves. This was done by limiting the movement of the 
person with mental illness to the private space, and in more extreme cases by chaining and confinement; 
practices which have been reported globally54, 166, 421. As Unnithan has discussed in the context of 
reproductive rights in India, human rights are asserted within local moral contexts in which individual 
rights may only be deemed to apply to people who are seen to fulfill the sociocultural requirements of 
being a person 280. In Timor-Leste, the individual rights of people with mental illness were not promoted 
at all times because there were periods when they were not seen to be capable of thinking rationally or 
behaving in a socially-acceptable way.  
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The desire of families to protect their family members with mental illness is often interpreted in human 
rights discourse as a barrier to the exercise of individual rights23, as illustrated in the Brief Case Study 
(Section 11.2). The study in this thesis suggests a more nuanced approach in which the individual rights of 
people with mental illness are considered alongside the collective rights of families and communities. I 
discuss the implications of this in Section 11.7.2 below. It is only through a consideration of the socio-
ecological systems in which individuals with mental illness live that we can fully understand the 
complexities surrounding their recovery and care (e.g. confinement, coerced treatment), and formulate 
alternative narratives and solutions to address these complexities. 

A focus on collective rights in the context of mental health is complex and requires deeper analysis. 
Conflictual family dynamics can cause or exacerbate mental illness14, 292, 422. Conflict may often be rooted 
in misunderstandings of the recovery goals of people with mental illness14, 423. Families are both 
gatekeepers and facilitators of access to health and social services in many contexts324, 370. Because family 
involvement was a condition of mental health care access in Timor-Leste, some people with mental illness 
faced unique access challenges e.g. a distressed woman living with a violent partner. Family-centred 
decision making is also a challenge because of the pervasive stigmatising attitudes, discrimination and 
violence towards people with mental illness reported by participants in Timor-Leste and globally 54, 166, 169, 

400. People-centred mental health care accordingly needs to protect and promote the rights of vulnerable 
and marginalised individuals while also accommodating the needs and rights of families. 

Recovery-oriented and people-centred approaches to mental health care in HICs are beginning to 
recognise the different needs and priorities of family members and people with mental health problems 
274, 275. For example, Wyder applied the CHIME recovery framework to families' experiences of caring for a 
person who was in the process of personal recovery from mental illness157. Wyder demarcated recovery-
oriented practices for: people with mental illness to engage in for themselves; caring family members; 
and the whole families' recovery. However, this work in HICs does not take into account the development 
priorities and pressures on families in many low-resource settings. Critical disability literatures have long 
argued for the acknowledgment that poverty and other practical barriers can make it impossible for 
families to devote the necessary time to caring for impaired or unwell family members. Coleridge alerts 
us to the flawed assumption that all members of a community will recognise and be motivated to 
accommodate the needs of people with disabilities: 

"The difficulty with the classic CBR [Community Based Rehabilitation] approach is that it assumes 
a rather bland view of community action in which the entire community - family, neighbours, 
health service, social workers, local authorities, employers, etc. - all play their part in recognising 
the needs of disabled people" 424 p89. 

By adopting a socioecological approach, we appreciate that the prioritisation of people with mental 
illness by families and communities, as well as within health services and systems, is important in 
achieving people-centred mental health care. Such prioritisation is a complex process, rather than passive 
acceptance. This study has made a unique contribution by underscoring the challenges and other 
priorities of many Timorese people, which shape the prevailing approaches to mental health care in 
Timor-Leste.  
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10.4 Key findings at the mental health service level  
The inquiry of mental health services in Chapter 7 highlighted discrepancies between the people-centred 
mental health care paradigm and the acceptable type of mental health care and health decision making in 
Timor-Leste. It also identified issues for the feasibility of the paradigm's implementation.  

10.4.1 Plural and preferred types of mental health care 
The use of plural forms of mental health care - customary healing, government public health services, 
psychosocial rehabilitation - corroborates the findings of previous research in Timor-Leste 96 and other 
LMICs 297, 319. Timorese people sought plural forms of care in accordance with the multiple explanatory 
models of well-being and distress they held. This finding aligns with anthropological accounts that many 
people employ local explanatory models in addition to the Western bio-psycho-social model 319, 425, 426. 
The Timorese derivation of mental well-being and distress, and responses to both, through familial, 
cultural, spiritual and environmental sources, is compatible with the people-centred notion of holistic 
responses to health and well-being. This advantage is not available in many HICs, in which the 
prominence of biomedicine artificially removes health from its other interconnected social elements19, 340. 
However, this finding raises the issue that, although people-centred mental health care is claimed to be 
holistic, it does not incorporate plural explanatory models. This is an important omission given the 
multiple explanatory models often used in Timor-Leste, and within and across LMICs 59, 301-305. 

An unexpected finding was the strong demand for biomedical treatment (i.e. medication and hospital-
based care) from multiple stakeholders including some people with mental illness, their families, service 
providers and decision makers. This demand may be explained by several characteristics of the mental 
health landscape in Timor-Leste. Principally, it may reflect a preference for "what works", a suggested 
explanation of medical pluralism in other LMICs 319, 425. Biomedical care was the most feasible type of care 
for both service providers and families; the "low hanging fruit" described by one service provider. It fit 
with the feasibility of the Timorese health system (e.g. low resources, health care access barriers) and 
with the priorities of Timorese families and persons affected by mental illness who wanted access to 
effective care while juggling other key priorities (e.g. livelihood generation). For people with mental 
illness, inpatient care at the hospital also provided a respite from negative community experiences and 
daily life with a stigmatized condition in their communities. 

The demand for biomedical treatment may also reflect expectations of public mental health care. 
Timorese people may not expect the health system to provide holistic aspects of care currently addressed 
by families, tradition and customs. This contrasts with the Western countries in which people-centred 
mental health care developed, whereby mental health services are now expected to provide holistic care 
144, 427. In addition, Timorese people may have asked for care in an institution because the hospital is seen 
to provide the best type of health service for general health conditions. Medicines may be believed to be 
imbued with a particular 'foreign' power, not available through customary or familial responses to mental 
distress, and hence desirable 91. There was an appetite for psychosocial rehabilitation, but this was never 
accessed without biomedical intervention because of the referral system in Timor-Leste. As such, 
psychosocial rehabilitation and other activities involved in the social approach to mental health may have 
been seen as complementary to medication, rather than as independently effective or sufficient in and of 
themselves. 
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The demand for biomedical treatment is little discussed in rights-based approaches to global mental 
health with its monolithic focus on community-based, recovery-oriented mental health care23. The critical 
disability literature is prepared to acknowledge the role of medical solutions to disability in LMICs277, 278, 

281, 428. While Grech wrote of physical disability in the following quotation, the lack of access to public 
mental health care in many LMICs may mean that the same is true for mental distress, psychological pain 
and psychosocial functioning in Timor-Leste:  

In contexts such as the ones in the Global South, it is not surprising that disabled people may look 
for the abhorred medical 'fixing' because they are hardly subjected to the medical gaze; their 
disabled bodies are often rendered docile by extraordinary, unmedicated pain, and the desperate 
need to work to ensure survival means the priority is refocused on achieving previous body 
functioning. 281 

Finally, the demand for biomedical treatment may signal a request for more personal and family support. 
Adequate community-based mental health care may not be available to many families affected by mental 
illness because of health system resource restrictions and barriers to accessing mental health and social 
services. As such, families and service providers may seek a safe place for crisis support, or additional 
support to address issues that they feel ill-equipped to handle. In this way, the day service at Pradet or 
hospital-based care may have been seen as desirable because its activities provided families with the 
respite from their caring duties as much as the actual rehabilitative services. This aligns with 
anthropologist Quack's assertion that scholars should direct more attention to the motivation of help-
seekers to get better rather than the content of the treatment, per se 425.  

As the first systematic investigation of the acceptability and feasibility of people-centred mental health 
care in an LMIC, this study has demonstrated that an individual focus on the person with mental illness 
and emphasis on community-based care are incongruent with the family-centred focus of mental health 
care and the demand for biomedical services in Timor-Leste. This raises an important concern for people-
centred mental health care, namely, how should expressed care preferences be addressed when these do 
not fit the recommended model of care i.e. community-based mental health care? 

10.4.2 Decision making in the health setting 
This study found that health decision making in Timor-Leste is shaped by prevailing sociocultural and 
biomedical power hierarchies. Consistent with previous research in communitarian societies, Timorese 
people made decisions in reference to their families' needs 292, 324, 429, and with respect to their position in 
the sociocultural hierarchy of "big" and "small people" 90, 280. As members of a marginalised category of 
"small people", Timorese people with mental illness were generally not deemed to be responsible for 
making decisions.  

In the health setting, Timorese people expected that doctors made the decisions. The expectation that 
biomedical power hierarchies would be upheld has been shown in studies of communication between 
doctors and hospital service users in other LMICs 325-329, 429. This study adds to this literature and suggests 
that these hierarchies are also present in community-based mental health care.  

The upholding of biomedical power hierarchies may be explained by the way that customary healing 
operates in Timor-Leste. Consistent with Frank's classic accounts of cultural healing systems 313, families 
seeking care expect customary healers to locate the cause of a person's mental distress and suggest 
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solutions 95, 96. Accordingly, when seeking public health care, Timorese expect that doctors, as the "big 
people" in the biomedical hierarchy (and often the sociocultural hierarchy for rural, uneducated service 
users), will provide a solution to the family's issues. This makes sense when we consider that many 
Timorese people access the public health system when the customary routes have not resolved the 
mental distress. Hence, families did not expect to be involved in making decisions in health care any more 
than they expected to be able to heal the person themselves.  

The sociocultural and medical power hierarchies that operated in Timor-Leste were inconsistent with the 
core principles of people-centred mental health care – shared decision-making and co-production– which 
require service users, families and communities ("small people") to see themselves and be accepted as 
equal decision-making partners with service providers 36. These findings indicate that not all people and 
communities want and expect to be involved in health decision making 330. This aligns with recent 
conceptual work by Abimbola 331 which identified multi-level processes that determine if, when, why and 
how Nigerian communities choose or choose not to participate in primary health care governance 331. 
While a reluctance to engage is often interpreted as a barrier to be overcome with knowledge about 
individual human rights and democracy, Abimbola legitimises the exercise of choice not to engage. I 
suggest that the same "agnostic premise" regarding participation 331 be adopted for service user 
participation in people-centred mental health care in Timor-Leste, in which it is clearly understood that 
people may not want and expect to be involved in health decision making, and when they do, their 
choices may not necessarily align with evidence-based practice. 

10.4.3 Feasibility  
The feasibility challenges to mental health service availability identified in this research have been 
previously reported in Timor-Leste. These challenges reflect Timor-Leste's broader health system 
constraints on accessibility and resources, such as inadequate numbers and poor training of health 
workers, a lack of transport to health services, and a shortage of essential medical supplies77, 96, 430, 431.  

This study highlighted a key feasibility issue for people-centred mental health care absent from previous 
research in Timor-Leste, namely, the capacities and competencies of the available human resources for 
mental health. As was reported in Chapter 7, there were insufficient numbers of trained mental health 
personnel in Timor-Leste, which placed a burden on existing health professionals. This is a barrier well-
known in other LMICs, in which primary health care workers report being too busy and overburdened to 
attend to the needs of people with mental health problems 218, 432. The high workload for Timorese health 
care staff meant that mental health treatment was curative rather than preventative. A significant 
investment in health system strengthening is required to integrate mental health into primary care as 
indicated in the PRIME studies 214, 215; however, this was not available in Timor-Leste. 

A clear finding from this study was the lack of mental health worker confidence and work satisfaction. A 
large component of the dissatisfaction expressed by Timorese mental health workers was the perceived 
lack of effectiveness of mental health treatment and safety concerns. This was corroborated by reports 
from other participants of incidents of dangerous practices by mental health service providers (e.g. 
administration of multiple anti-psychotic depot injections). These confidence and satisfaction issues 
echoed findings from a recent systematic review that the complexity of mental health interventions, 
including long consultation, frequent home visits, and coordination with other service providers are key 
barriers to mental health programming in LMICs432. The lack of available mental health information in 
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Timor-Leste precluded feedback on worker performance, which is a barrier to monitoring the quality of 
mental health care in other LMICs433. 

Training and ongoing supervision and support by mental health specialists have been identified as 
essential for the delivery of mental health care by community health workers in other LMICs 214. Not only 
did Timorese mental health workers have limited training in mental health care, they also lacked any 
training in specific competencies for people-centred mental health care. Delivery of people-centred 
mental health care requires a high level of health and social skills, including negotiation of the interests of 
a diverse range of stakeholders and trust building 257, 434. The poor communication skills of mental health 
service providers have been documented in other LMICs 432. Given the emphasis on engagement and 
empowerment of service users, mental health service providers need to be skilled in facilitating shared 
decision making and inspiring service users to participate. Government service providers also need the 
self-confidence to say "no" to demands for biomedical intervention from families when these are 
inappropriate (see Section 11.6.1 for the implications for Timorese human resources for mental health).  

Although I did not assess mental health worker competency, a survey of 443 health workers and 
observation of 632 clinical consultations found worryingly low performance scores for Timorese health 
workers conducting physical examinations, administering treatment and health education 430. These 
scores were incommensurate with the high levels of self-confidence in their performance reported by the 
health staff who were surveyed and observed 430. Taken together, this indicates that a lack of health 
worker competency is a large barrier to the feasibility of providing high-quality health care in Timor-Leste. 
This may be a particular concern for mental health care because, unlike this previous study of general 
health workers, the mental health service providers I interviewed reported low levels of confidence in 
their ability to provide good quality care.  

10.5 Key findings at the mental health system level  
Chapters 8 and 9 explored two governance strategies for achieving people-centred mental health care: 
(1) intersectoral collaboration and (2) participatory governance. 

10.5.1 Intersectoral collaboration 

10.5.1.1 Split stewardship and political priority of mental health 
A key finding from this study was that stewardship of mental health in Timor-Leste was split between the 
health and social sectors. This study makes an important contribution to the global mental health 
literature because this split stewardship challenges the assumption that the health sector is primarily 
responsible for the people-centred health care model. This study also makes a methodological 
contribution through the application of social network analysis (SNA) to measure mental health system 
governance in Timor-Leste. Only two studies have previously employed SNA to measure mental health 
service networks in South Africa 253 and suicide surveillance systems in Nepal 394. Despite the limitations of 
the cross-sectional self-reported SNA data, the triangulation of SNA findings with interview and document 
review data demonstrates the utility of SNA and its theoretical paradigm in measuring the strength and 
structure of both mental health service and governance networks in an LMIC.  

This split stewardship for mental health may be beneficial in Timor-Leste because it allows for more 
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efficient use of limited government resources. The split stewardship also opens up additional funding 
channels for mental health services through disability- and gender-inclusive development that are not 
available through traditional health financing (e.g. Pradet’s psychosocial rehabilitation program is funded 
through the MSSI)355. The key role of the social sector in the Timorese mental health system may also 
promote people-centredness because social sector activities tackled the social exclusion of people with 
mental health problems and their families reported in Chapter 6, which is a key barrier to mental health 
care access in other settings435.  

On the other hand, the split stewardship for mental health may reflect the global trend that mental 
health is not considered a priority health or social issue191. Certainly, the document review found that 
mental health received limited specific mention in other key government policies. Participants also 
reported that mental health received a low priority within both the MoH and the MSSI. Since fieldwork 
finished, Pradet was vacated from their building by the National Hospital in July 2019. Pradet will also lose 
key funding for its psychosocial rehabilitation program from the Australian Department of Foreign Affairs 
and Trade (DFAT) from June 2020. This makes a stronger case for the view that this split stewardship as a 
lack of prioritisation of mental health in Timor-Leste. 

The lack of priority given to mental health in the health and social sectors may be explained in part by 
Timor-Leste's development challenges. Despite the enormous progress made since independence, Timor-
Leste's national employment rate is only 53%, and 86% of people with a disability in Timor-Leste do not 
receive the disability pension80, 369. Inconsistent legal and political practices affecting people with mental 
illness may reflect a lack of legislative infrastructure436, such as a lack of clarity in the Timorese 
constitution about the rights of people with mental illness and the absence of UNCRPD ratification437. 
Devoting significant public resources towards mental health may not be seen as a government 
development priority because the population prevalence of Timorese people with mental illness (1%) is 
underestimated compared to the high incidence of high-mortality health conditions such as malaria, 
malnutrition and rheumatic heart disease438, 439. 

10.5.1.2 Key prevailing intersectoral service and system collaborations 
Despite the split stewardship between the health and social sectors, there were strong links between 
intersectoral organisations (i.e. government, NGO, civil society, international development partners) for 
national mental health system governance. These findings are conducive to people-centred mental health 
system governance. Intersectoral arrangements may operate differently at the municipality and 
administrative post levels because there are fewer international organisations and a greater reliance on 
local governance structures. As I discuss in Section 11.5.2 below, the absence of a mental health service 
user and family organisation is a key impediment to people-centred mental health care in Timor-Leste 
because without such a mechanism, mental health service users and families will likely continue to have a 
minimal role in future intersectoral collaborations for both service provision and governance. 

The legal and criminal justice systems play a major role in the lives of some people with mental illness and 
their families in Timor-Leste. For example, participants reported that law enforcement (i.e. police and 
local authorities) refer people with mental illness to service providers in the health (e.g. hospital, 
government health clinics) and social sectors (e.g. Pradet, violence support services). In addition, the 
investigation at the community level highlighted that people with mental illness are often involved in the 
criminal justice system as both victims and perpetrators of crimes. This aligns with research from HICs 
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consistently indicating higher rates of serious mental illness among prison populations 440 and victims of 
crime441. Involvement with the criminal justice system has been shown to reduce the social engagement 
of people with mental illness and their children442. Furthermore, in many LMICs, mental health laws 
restrict the citizenship of people with mental illness (e.g. they are barred from voting, owning land), 
which are systemic barriers to empowerment169. There is a need for people-centred mental health care to 
approach the legal and criminal justice systems as both entry points to care and as mental health service 
providers to people with mental illness. Pradet has conducted mental health capacity building of the 
police and prison staff in Dili since 2004100. This should be maintained and scaled up to other members of 
the legal and criminal justice systems outside of Dili. 

10.5.1.3 Facilitators of intersectoral collaboration for mental health 
The study identified several facilitators of intersectoral collaboration for mental health in Timor-Leste. 
The appreciation of the interconnections between mental health and other sectors expressed by 
participants reflected a holistic understanding of health previously found in Timor-Leste 90, which is also 
common among indigenous peoples around the world296, 443, 444. The appreciation that intersectoral 
collaboration can improve mental health outcomes has also been reported in the integration of mental 
health into primary health care in Ethiopia, India, Nepal, South Africa, and Uganda 445, 446. 

The study also identified the pragmatic use of resources as a facilitator of intersectoral collaboration. A 
lack of resources has been a barrier to delivering community-based and integrated mental health care in 
HICs and other LMICs214, 215, 432. In Timor-Leste, however, the low availability of human and financial 
resources for mental health encouraged stakeholders to work together. In addition, the relatively small 
number of organisations working in mental health and social services in Timor-Leste (n = 27) created a 
bounded community of practice that contrasted with the fragmentation of mental health and social 
service systems that present challenges to collaboration in HICs 236. Service fragmentation was also 
identified in an SNA study of state and non-state mental health service providers in South Africa in which 
service networks were characterised by a dominance of hospital referrals 253. In Timor-Leste, however, 
NGOs played a central role in mental health service provision and system governance. This suggests that 
training and capacity building that is currently focused on Timorese government mental health service 
providers should also incorporate these NGO providers.  

The tightly-defined service network, and reliance on informal and kinship networks for health previously 
reported in Timor-Leste77, may reduce the barriers to trust reported in settings with more formalised 
systems of mental health governance237, 238. This is also in line with broader governance literature, which 
reports that collaborations are most effective when they have clearly defined and agreed upon 
understandings of which problems they will address447. The SNA component of the study could not 
quantitatively examine trust as initially intended, but trust nonetheless emerged as a theme in interviews 
and observations. Hence, it will be important to consider how to maintain these connections as the 
Timorese mental health system expands and formalises. This is also a key concern for mental health 
system strengthening in other LMICs. 

Because the study did not incorporate the role of the informal customary sector (e.g. traditional and 
faith-based healers), I cannot elaborate on how trust operates between public, NGO and informal sectors. 
Traditional practices differ widely across Timor-Leste and there is no peak body for healers like those that 
exist in other settings (e.g. India, China). Hence, formal collaborations between the formal and informal 
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health sectors may be difficult. Previous research has highlighted the detrimental impacts on customary 
healing practices when formal collaborations are attempted between the public health and customary 
sectors319, 425. Langwick described how the Tanzanian government's attempt to integrate the traditional 
and biomedical health systems meant that traditional medicine was positioned as inferior and reduced to 
a small number of practices448. Sood also found that multiple traditional healing practices had 
disappeared from the Balaji temple in Rajasthan, India, after the Indian government intervened to 
intentionally reduce traditional practices in favour of global mental health evidence-based treatments315. 
Hence, it is important for meaningful formal collaborations between the public and customary healing 
sectors to be developed if mental health care is to be truly people-centred in Timor-Leste. 

10.5.2 Participatory governance 
This study found that people with mental health problems, their families and communities had limited 
participation in mental health policy making in Timor-Leste, but they had participated in mental health 
and disability advocacy events. This was in line with expectations and a large body of evidence on the 
barriers to participatory mental health governance globally 2, 44, 199-205. 

The attitudinal factors that challenged the participation of people with mental illness in policy making 
were similar to those that drove their social exclusion, namely, the sociocultural and biomedical roles and 
the perception that people with mental health problems lacked the cognitive capacity for participation. In 
particular, there were strong perceptions that policy making was a technical exercise. For these reasons, 
mental health service user participation was seen as novel in Timor-Leste; a phenomenon reported in 
other LMICs e.g. Nepal, Ethiopia, India and Nigeria194, 202, 204, 449, 450. Because of the barriers to mental 
health service access and the broader determinants of mental distress in Timor-Leste, there may be too 
few Timorese people who have recovered from severe mental illness to counteract stigmatising beliefs 
about their incapacity and irrationality within the public imagination.  

The study also identified a lack of mechanisms to facilitate individual and collective engagement of 
Timorese people with mental illness. They have limited opportunities to develop advocacy skills because 
of their exclusion from society and public services (i.e. education, social welfare, legal services) reported 
in the community level analysis (see Chapter 6). Disabled activist Rosangela Berman Bieler has linked the 
lack of similar mechanisms in another former Portuguese colony, Brazil, to processes of colonisation 
through which people with disabilities were discouraged from mobilising: 

[Colonial] paternalism influences the way people think about disability... Paternalism has also 
affected us in the sense that disabled people do not have a habit of self-organisation137. 

In regional and rural areas, civil society organisations are scarce, and family is the key organiser of social 
worlds. At the national level, Timorese people with mental illness may not have mobilised into civil 
society organisations because of internalised stigma about their capacities119, and the personal and 
familial dangers of publicly identifying as having an illness history338. They can be seen to experience the 
two forms of what Fricker coins 'epistemic injustice': (1) testimonial injustice such that their voices are 
not taken seriously without corroboration from another source, and (2) hermeneutical injustice such that 
there is no collective framework through which to understand their experiences451. 

Civil society for mental health in Timor-Leste is likely to evolve in future years, as it has in many LMICs in 
the Asia Pacific. The direction that civil society movements take will depend to some extent on the key 
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concerns of people with mental illness in Timor-Leste, as well as development and global health forces 
that drive and fund such initiatives (e.g. disability-inclusive development)64, 197. Groups for "service users", 
"psychiatric survivors", or "people with psychosocial disabilities" embody different sets of values452. In 
HICs and some LMICs, people have mobilised around common experiences of mental health service use 
193, 195, 196. Timorese people with mental health problems may not identify as 'service users' because of the 
limited availability of mental health services in the country97. The barriers to mental health care access 
may mean that service users in Timor-Leste largely comprise people with longer-term or complicated 
experiences of mental illness; persons who are less likely to participate in civil society groups in HICs199, 

201. The heterogeneity of Timorese sociocultural explanatory models of mental distress (e.g. spiritual or 
ancestral imbalance, natural, biological, environmental causes)96 may also make it more difficult for 
people experiencing mental distress to recognise shared realities. 

Timorese people with mental health problems may be more likely to mobilise to promote disability-rights.  
Disability rights have been a powerful impetus in uniting people with psychosocial disabilities in other 
countries in the Asia Pacific (e.g. Indonesia, India, Tonga)197. Although there is a strong disability sector in 
Timor-Leste355, Timorese people with psychosocial disabilities are not active members. Members of the 
disabled community also hold stigmatising attitudes towards people with mental health problems, as was 
described in Chapter 7. The case study (Section 11.2) illustrated that even within a disability rights setting, 
people with mental illness are seen to require supervision from service providers and people with other 
types of disabilities. The case study also indicated that there is a need to explicitly consider the role of 
families within mental health civil society which is otherwise neglected in prevailing rights-based 
approaches. As I have established through this multi-level investigation, adopting a socio-ecological 
approach to people-centred mental health care allows activities at the mental health system level (e.g. 
participatory governance) to be embedded within the sociocultural structures. In the case of civil society 
in Timor-Leste, given the family-centred ecology of mental health, it seems inappropriate and ineffective 
for families to be excluded from these movements.  

10.6 Implications for strengthening the Timor-Leste mental health system 

10.6.1 Strengthen mental health services by adopting a family-centred, rights-based and 
culturally-responsive approach  
The study has identified a significant need to improve access to high-quality mental health care in Timor-
Leste. Despite the central role that families play as the main (and sometimes only) source of support for 
people with mental illness, mental health services are currently structured in a way that does not 
recognise the families' needs for support. This leaves both people with mental illness and their families in 
a precarious situation in which people with mental illness may have their individual human rights violated 
in order to accommodate family or community needs and rights (e.g. for safety).The requirement for 
family involvement to access mental health care exacerbates the vulnerability of people with mental 
illness with no family support. Government mental health services also do not focus on recovery and 
social re-integration for people with mental illness, nor do they specifically acknowledge Timorese 
sociocultural explanatory models and healing for people with mental illness. Strengthening mental health 
services by adopting a family-centred, rights-based and culturally-responsive approach is needed. The 
National Mental Health Strategy of Timor-Leste 2018-2022 recognises the importance of human-rights 
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and culturally-appropriate services84, but does not explicitly forward the idea of family-centred care.  

The key principle of a family-centred approach to mental health is to work with the family as a unit 9-13. 
Family-centred mental health care makes explicit the distinct and overlapping needs and rights of 
different family members, and enhances the capacity of families to care for their members and overcome 
any difficulties that arise9, 11, 14. By taking a strengths-based approach, family-centred and rights-based 
approaches to mental health counteract a focus on 'disease or deficit', and instead recognise actions 
oriented towards recovery even when outcomes may not change32-34. Both approaches also direct 
attention towards non-medical interventions including focus on supporting people and their families 
through recovery and re-integration in the community setting426.  

A cornerstone of family-centred approaches to mental health in HICs has been the Open-Dialogue 
approach developed in Finland and now widely used throughout Europe and North America434. In Open-
Dialogue, primary mental health care workers conduct family therapy with a person with psychosis and 
their family members based in the community, and make all treatment decisions in partnership453, 454. This 
approach has produced compelling results in a number of studies such that there were fewer people with 
psychosis, shortened duration of untreated psychosis and no long-terms stays in hospital for people 
receiving the Open-Dialogue intervention compared to the control 453, 454. However, a recent systematic 
review concluded that the empirical evidence for Open-Dialogue is inconclusive and of low quality 455. 

Involvement of and orientation towards family in mental health care has been identified as a cornerstone 
of Indian psychotherapy and psychiatry since the 1950s456. Mainstream global mental health and disability 
inclusion initiatives have begun to adopt family-centred approaches to mental health. Since 2016, family 
well-being centres have operated in Syria that aim to build resilience for people and families affected by 
psychological distress and gender-based violence, but as yet these centres have not been evaluated457. 
Such a family-centred approach to mental health is likely to be feasible in Timor-Leste because of the 
sociocentric ecology of mental health.  

There is also a need for mental health services to be culturally-responsive and accommodate the diversity 
of identities and care preferences in Timor-Leste. Population mental health and illness awareness and 
promotion should incorporate the sociocultural conceptualisations of mental distress. There is also a 
need for further action to integrate the public and informal customary sectors, in line with calls from 
previous research and the National Mental Health Strategy 2018-202284, 96. There is a burgeoning body of 
research showing the potential for customary healers to work concurrently or in an integrated fashion 
with public health services. For example, Aboriginal traditional healers work within South Australian 
hospital settings458 and Mapuche healers work alongside public health services in Temuco, Chile459. 
Because the mental health system in Timor-Leste is in the process of development, there are good 
opportunities to integrate these sectors from the outset. 

Capacity building and supervision are a critical part of implementing a family-centred, rights-based and 
culturally-responsive approach to mental health care in Timor-Leste. Rather than didactic-style teaching 
that characterises prevailing training initiatives in Timor-Leste, interactive training is required to build 
staff capacity to implement their theoretical knowledge of mental health as well as practice the 
interpersonal skills required for people-centred mental health care (e.g. clear and respectful 
communication). In line with previous research, ongoing training and supervision is required to support 
implementation and consolidate knowledge426, 460. Ongoing training and supervision should be conducted 
with all front-line health, social and legal service providers from government and non-government sectors 
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tailored to their roles and responsibilities.  

10.6.2 Increase access to intersectoral services for people with mental illness and their 
families. 
This study has underscored that many of the key areas affecting population mental health and the lives of 
families affected by mental illness lie outside of the health system. It has also highlighted the 
intersectional disadvantage experienced by people with mental illness when they are excluded from 
multiple public institutions. For example, the exclusion of children with mental health problems from 
school reduced their subsequent capacity to contribute to family livelihoods through formal employment, 
which is already difficult in Timor-Leste given the high youth unemployment rate (11.6%)75. While there 
are existing functional collaborations for mental health care, the study identified a lack of access to 
general services for people with mental illness and their families, and the current insufficiency of such 
services. Accordingly, there is a need to promote inclusive and accessible services and systems across 
sectors for people with mental illness and their families.  

Inclusion will need to address intersectoral organisations and institutions across multiple levels. It is 
essential for front-line service providers of social, legal, violence support and educational services, among 
others, to know how to make reasonable accommodations for people with mental health problems 
within their standard intake, assessment and service procedures. For example, legal assistance providers 
must be equipped to take the testimonies of people with mental illness, and judges require training to 
understand the validity of these testimonies. Violence support providers must learn methods to detect 
mental illness to facilitate referral and promote inclusion through the service process (e.g. by having a 
trusted person present if desired, fostering a safe space, providing a range of ways to communicate 
information). At the governance level, there is a need for continuous improvement in intersectoral 
collaboration between the health and social sectors, including the integration of psychosocial disability 
into existing and future disability inclusion efforts (e.g. DPOs, inclusive-education initiatives, employment 
training for people with disabilities).  

10.6.3 Strengthen civil society 
Social movements have an enormous role to play in increasing the priority given to mental health in 
Timor-Leste, and providing informal support for people with mental illness, their families and 
communities. Social media platforms Facebook and WhatsApp have played a pivotal role in connecting 
people with mental illness and their families throughout South-East Asia. For example, the Indonesian 
mental health civil society organisation, 'Komunitas Peduli Skizofrenia Indonesia' (Indonesian 
Schizophrenic Care Community) was established in 2009 through Facebook, and has morphed into over 
9000 community members in ten different cities 461.  

There are already very clear examples of successful social movements in Timor-Leste. The women's 
movement has been alive in Timor-Leste since before independence462. What began as informal meetings 
has now crystalised into a collective of women's NGOs in the 'women's network' (rede feto) and is 
established in the government through the Secretary of State for Gender Equality and Social Inclusion. 
The benefit of social movements is that they are often self-sustaining and as such can weather the 
fluctuations in government and donor interest in mental health. This is crucial in Timor-Leste because 
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DFAT funding for disability inclusion will be reduced in 2020. While the disability rights movement has 
been catalysed to some extent by funding from international development organisations (e.g. DFAT, CBM, 
Leprosy Mission)355, disability inclusion is now a core component of development in Timor-Leste that is 
integrated into multiple programs. Furthermore, civil society movements led by 'the Timorese people' 
(Maubere Timor) align with a Timorese national identity of resistance that has been engendered through 
300 years of foreign occupation, and a resultant general mistrust of formal institutions 463, 464. 

An important part of strengthening civil society is to support emerging networks of people with mental 
illness. Participants with mental illness in the study expressed an appetite for this, even if they also saw 
such participation as a novel idea. Mental health networks can facilitate the participation of Timorese 
people with mental illness and their families in their communities, and can also lead to increased 
participatory governance, which would support people-centred approaches to mental health in Timor-
Leste. 

10.6.4 Focus attention on creating an enabling environment for mental health  
The above areas for action cannot be achieved without also strengthening core mental health system 
elements: mental health financing and payment systems; inter-ministerial collaborative mechanisms 
(Health, Social Solidarity and Inclusion, Education, Justice, etc.); a National Mental Health Human 
Resources Strategy and Plan; and a functioning mental health information system and mental health 
system research and evaluation capacity.  

The National Mental Health Strategy 2018-2022 provides a political imperative for action on this issue but 
decisions about funding allocations and priorities for programming are made at a higher level (i.e. Prime 
Minister's Office not the MoH). Ratification of the UNCRPD could provide impetus at the higher level to 
drive action. In line with suggestions from UN and human rights scholars 465, early ratification of the 
Convention before compliance is achieved could catalyse sociocultural change and direct funding towards 
inclusive-development in Timor-Leste. It is also hoped that the current study and other research can be 
used to argue for more investment in mental health in Timor-Leste. However, the absence of population 
mental health prevalence data and estimates of economic costings of the mental health burden are major 
impediments to making the case for increased funding for mental health in Timor-Leste. This research 
reiterates the priorities of the National Mental Health Strategy that strengthening mental health 
information systems is crucial, including integration of mental health into surveys and assessments 
conducted by non-government entities e.g. UNFPA population surveys.  

10.7 Implications for the concept of people-centred mental health care in LMICs 
The findings of this study have four key implications for the development of the concept of people-
centred mental health care in LMICs.  

10.7.1 People-centred mental health care should be approached as a socio-ecological 
system 
Previous research in global mental health and within the people-centred mental health care paradigm has 
tended to focus either on mental health system strengthening38 or the experiences of service users and 
families with mental health services179. These studies have failed to examine the dynamic interactions 
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between community, mental health service and system settings embedded within a broader sociocultural 
system466. The study in this thesis demonstrated that employing a socio-ecological framework allowed for 
a deeper consideration of Timor-Leste's sociocultural and development contexts while acknowledging the 
common elements in people-centred mental health care (e.g. the five domains of WHO IPCHS). I contend 
that WHO should similarly adopt a socio-ecological lens to strengthen approaches to population mental 
health and the implementation policies, guidance and indicators for people-centred mental health care in 
LMICs.  

Figure 14 displays a provisional socio-ecological framework for people-centred mental health care in 
Timor-Leste. To construct this framework, I have adapted and elaborated the Aboriginal and Torres Strait 
Islander Australian Framework on Social and Emotional Well-being (ATSI SEWB)296. I have revised each 
level of the socio-ecological model based on the findings of this study and previous research in Timor-
Leste. The ATSI SEWB Framework provides a useful starting point for incorporating explanatory models 
differentiated from the Western bio-psycho-social model in people-centred mental health care296, 306. 
Mental distress is seen to result from imbalances or disruptions between these interconnected 
dimensions caused by sociocultural, political, historical and economic determinants26.  

In line with recent conceptual extensions of socio-ecological frameworks, serrated edges are employed in 
Figure 14 to signify the interdependence and indivisibility of each level of analysis466, 467. There are also 
complex interactions between levels not immediately next to each other, which is difficult to display in a 
two-dimensional diagram. This framework is provisional and deep generative research led by Timorese 
scholars is needed to develop a framework that is truly reflective of Timorese priorities and ways of living 
and being. I propose this framework to demonstrate the utility of using a socio-ecological approach to 
people-centred mental health care.  

Personhood: Self and collective selves 

The concepts of personhood at the centre of people-centred mental health care in Timor-Leste are both 
the individual self and collective selves. This recognises the sociocentric, cosmocentric and ecocentric 
orientations of personhood found in this study and other research 90-92, 348, as well as the increasing focus 
on egocentric personhood perpetuated by forces of globalisation and human rights movements in Timor-
Leste.  

Microsystem connections: Domains of social and emotional well-being 

The microsystem connections operationalise the plural explanatory models and sources of social and 
emotional well-being. Based on this study and previous research in Timor-Leste, these microsystems 
represent a holistic model of Timorese social and emotional well-being with seven interconnected 
domains: mind and emotions; body; family; community; environment; ancestors and spirits; and kultura. 
Mind and emotions are one aspect of social and emotional well-being. Kultura is broader than its English 
translation, consisting of customary practices that are underpinned by the lulik belief system 468, 469. Lulik 
(English: sacred, holy) is a system of moral, religious and philosophical standards that govern relationships 
between Timorese people, nature and the spiritual cosmos through a set of rules, regulations and values 
464. As related to mental health, kultura can be considered as: a flexible and transformative source of well-
being and balance; a potential source of distress, illness and imbalance when disrupted; and a method of 
healing 91. It is important to incorporate sociocultural explanatory models and healing systems to avoid 
misdiagnosis and ineffective care 300.    
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Figure 14. Socio-ecological framework for people-centred mental health care in Timor-Leste 

Notes: Image adapted from Woolcott (2019)466; microsystems shown in green adapted from Aboriginal and Torres Strait 
Islander Australian Framework on Social and Emotional Well-being 296. 
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Mesosystem: Mental health and social services 

The mesosystem includes the interactions between people and families and services involved in well-
being, development and social support 152. A key focus of people-centred mental health care at this level 
is on mental health and social services. However, the expanded concept of social and emotional well-
being microsystems highlights the importance of other services in Timor-Leste including customary 
healing, commerce and formal employment, the education sector, media, legal services and political 
institutions.  

Exosystem: Mental health and social systems 

The exosystem comprises the environment and institutional processes that influence the people, micro- 
and mesosystems152. The exosystem includes the structure and organisation of the Timorese health 
system in disease-specific areas, the available human resources for mental health and the prevailing 
health information systems. As per the holistic conceptualisation of people-centred mental health care, 
the exosystem also incorporates intersectoral connections to other systems, including the criminal 
justice, educational, vocational training and employment systems.  

Macrosystem: Sociocultural and development context 

The macrosystem is the overarching sociocultural and development context in which the micro-, meso- 
and exosystems are nested153. It includes sociocultural norms, values and beliefs such as the sociocultural 
power hierarchies that structure health decision making across community, service and system levels. It 
also includes the available resources, infrastructure and materials that influence the feasibility of people-
centred mental health care. For example, the low youth employment rate in the general Timorese 
population limits the possibilities for employing youth with mental illness.  

10.7.1.1 Implications for global mental health  
This socio-ecological framework for people-centred mental health care operationalises Kleinman's theory 
of social suffering outlined in Chapter 3339, 340. Specifically, the concept of self and interdependent selves 
is consistent with viewing social suffering as a relational process impacting on individuals, families and 
communities. The incorporation of plural explanatory models of mental well-being and distress as 
microsystems fits with the positioning of social suffering as both a health and social problem339. In 
addition, the recognition that intersectoral services and systems can affect social suffering at the meso- 
and exosystem level avoids the medicalisation of social suffering. Finally, the framework recognises the 
sociocultural, political and economic drivers of social suffering that Kleinman described at the macro 
level.  

The value of framing people-centred mental health care in LMICs through a socio-ecological lens is that 
this lens is inherently interdisciplinary, and as such, can accommodate emic (localised) and etic 
(globalised) perspectives simultaneously62. This is important for unifying anthropological and critical 
global health/disability literatures with mainstream global mental health research and practice. 
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10.7.2 Incorporate individual and collective care, support and social rights into people-
centred mental health care  
People-centred mental health care is underpinned by concepts of individual human rights and self-
determination (e.g. a focus on empowerment, shared decision making). However, the key findings of this 
study have emphasized that personhood, mental well-being and distress are sociocentric in Timor-Leste. 
As such, people-centred mental health care does not consider the collective needs and rights of families 
and communities that are important in Timor-Leste, and are also likely to be important in other 
communitarian LMICs. On the other hand, the study highlighted the need to promote and protect the 
individual human rights of Timorese people with mental illness who were subject to social exclusion and 
gross human rights violations (e.g. chaining, deprivation of their liberty). Hence, the findings of this study 
support moving away from dichotomised positions towards consideration of both individual and 
collective rights.  

Social disability policy provides a good example of how rights frameworks may be employed to 
conceptualise individuals and families affected by mental illness. For context, I will briefly present some 
background information on human rights. Social policy scholars have preferred to discuss rights instead of 
needs because rights have "assumptions of entitlement" and "egalitarian implications"470 p182. In line with 
this thinking, Waldron argues that needs can be viewed as a basis for rights (e.g. the right to health care is 
underpinned by a need for mental health supports)471. Other scholars have distinguished social rights (e.g. 
right to an adequate standard of living) from civil rights (e.g. right to vote) and see these as 
interconnected472. This aligns with a human rights model of disability underpinning key international 
human rights instruments such as the UNCRPD, which identify social rights as a key to realising the full 
citizenship of people with disabilities including people with psychosocial disabilities28.  

Maker has recently extended the argument for social rights in the context of disability and social policy in 
Australia473. Maker constructs 'needs' and 'rights', as employed throughout this thesis, as 'care and 
support rights' and 'social rights', respectively473. This is useful because it differentiates the types of care 
and support rights that can be enacted through social and health services, from the social right to 
participate in society and the civil right to participate in governance processes. While these arguments for 
individual social and care rights in HICs are premised on an egocentric conception of personhood 474, they 
can be applied and extended in the context of people-centred mental health care in LMICs. 

The people-centred mental health care paradigm should strive to realise individual and collective care, 
support and social rights. Specifically, the realisation for both individuals with mental illness and their 
families of the right to appropriate care and supports as well as the right to full citizenship and 
participation in their communities. Such a focus allows us to tease out the complexities found in 
communities and health services in which there are apparent tensions between individuals and their 
families. For example, the extreme case of chaining occurs when the care and support rights of both 
individuals and families are not being met in the absence of mental health care, which impacts on the 
social rights of people with mental illness to freely participate in their communities. This 
reconceptualisation shifts the narrative to one that emphasizes the common goals for people with mental 
illness and their families to have access to supports. It also directs actions towards meeting the care and 
social rights of people with mental illness and their families in order to protect and promote social rights. 
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10.7.3 Staged implementation 
People-centred mental health care has not been achieved in any country. The paradigm shift required for 
implementing people-centred mental health care involves complex and iterative change processes. While 
it is important to set an ambitious target and vision for population mental health in LMICs, there is a 
danger that action will be undermined by overly ambitious targets153, 265. The results of this study suggest 
that progressive implementation of the people-centred mental health care model may be most 
acceptable and feasible in LMICs.   

To encourage change processes, scholars have proposed that a "minimal building block approach" 475 p2 or 
"stepping stones"429 p22 be employed to identify core characteristics with the long term view to implement 
integrated, people-centred mental health care. Staging implementation and priority setting is a key 
strategy in global health and international development. For example, the Timor-Leste National Strategic 
Development Plan 2011-2030 has short-, medium- and long-term stages during which the government 
will build capacity to deal with increasingly more complex development priorities 82. Within global mental 
health, the WHO mhGAP specifies eight priority packages of basic mental health care for delivery in non-
specialised health settings 209. People-centred mental health care could similarly focus on a basic package 
of holistic competencies and interventions across sectors, although unlike WHO mhGAP, this would not 
be limited to mental health treatment.  

There are limitations to staging implementation of people-centred mental health care. The danger with a 
staged implementation process is that the more holistic and complex interventions necessary for 
achieving people-centred mental health care, including those tailored to vulnerable groups, may be 
deferred until basic services are available. In some contexts, this may take many decades. Staging also 
implies a linear change progress, which ignores the interactions between different mental health system 
components. Nonetheless, in the absence of existing mental health system infrastructure, LMICs like 
Timor-Leste may have the scope to be more inventive and incorporate people-centred principles from 
the outset of their mental health system development. 

10.7.4 Consideration of power  
Power analysis is necessary to uncover the opportunities, challenges and levers for global health policy 
and systems reform 476. Power relations are manifest both explicitly (e.g. the granting of power to service 
users) and implicitly (e.g. sociocultural power hierarchies) in people-centred mental health care. Despite 
this, sophisticated power analysis is missing from current discourse about the paradigm and more broadly 
in global mental health. Power is defined and operationalised in a plethora of ways across disciplines 476. 
Rowlands critical development theory is useful for illustrating the series of power processes inherent in 
people-centred mental health care: power within; power with; power to; and power over 477. 

Power within refers to a person's personal and spiritual confidence to participate and make decisions 478. 
In Timor-Leste, people with mental illness lacked a sense of entitlement to participate (power within), 
which the broader literature attributes to internalised stigma resulting from repeated experiences of 
disrespect and discrimination 404, 435. Determined efforts to promote power within may be necessary to 
engage mental health service users and families in people-centred mental health care. 

Power with refers to the exercise of collective decision making through organised action 477. In line with 
my suggestion to bolster civil society movements in Timor-Leste, this recognises the possibilities for social 
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inclusion and people-centred mental health care when there are mechanisms to support people with 
mental illness to exercise power with others as a collective. Collective action can legitimise their concerns 
to overcome the attitudinal and logistical barriers that preclude their exercise of power as individuals 404.   

Power to refers to a person's capability or agency to make and enact decisions 477. People-centred mental 
health care is predominantly concerned with power to through deliberate facilitation of decision making 
by service users, families and communities. The discrepancy between the subscribed people-centred 
health decision making roles and current practice in Timor-Leste highlights the challenges of this 
approach. This is substantiated by the wealth of co-production research from HICs which suggests that it 
is difficult to grant authentic power to marginalised social groups without changing the power structures 
that lead to their marginalisation 132, 148, 479, 480. Lwembe found that black and ethnic minority people with 
mental illness participating in the co-production of mental health services in London felt disempowered 
by processes that reproduced their marginalised societal positions 481. This may mimic the process of 
service development and policy making in LMICs in which existing mental health system structures and 
sociocultural value systems limit the extent that power can be granted to people with mental illness and 
their families.  

Power over refers to power as a form of control to enforce hierarchy and domination 477, 478. As evident in 
the case study (Section 11.2), service providers were the least supportive of an expanded role for service 
users in people-centred mental health care, perhaps because of their loss of power over service users e.g. 
the need to share decision making. If people-centred mental health care is to gain traction in Timor-Leste, 
it will be important to highlight the mutual benefit for service providers and decision makers arising from 
re-orienting the health system in this way. 

Power also occurs at the level of knowledge. Shiffman has mobilised Foucault's postulation of 
'power/knowledge' as a singular indivisible concept 482 to assert that global health 'powerhouses' based in 
HICs (e.g. Bill and Melinda Gates, the Lancet, Institute for Health Metrics and Evaluation) perpetuate 
unacknowledged hierarchies of global health knowledge64. Global mental health has similarly placed 
disproportionate value on knowledge from HICs and evidence-based practice at the expense of 
sociocultural and peer knowledge bases58, 483. Kirmayer clearly articulates the harms that arise from the 
lacking localised (emic) perspectives in global mental health, including misdiagnosis, diminishment (and in 
some cases removal) of local ways of healing and coping, and the displacement of attention from the 
structural causes of mental suffering 300.  

The global mental health movement has responded to these claims with a flurry of efforts to increase 
representation of Global South and lived experience knowledge bases in the movement, with calls to 
implement people-centred approaches in LMICs evincing one such effort. Despite this recent rhetoric in 
favour of inclusion and participatory approaches, the 2018 Global Ministerial Mental Health Summit and 
Lancet Commission on Global Mental Health and Sustainable Development38 both employed opaque 
consultation processes with people with lived experience of mental ill-health and were argued to devalue 
peer research 484, 485. Hence, there is a continued need to consider power in global mental health practice, 
and the power/knowledge of global mental health as a research field.  
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10.8 Knowledge dissemination 
My intention from the outset of this study has been to make the study findings useful and accessible to 
people, policy makers, service providers and civil society in Timor-Leste. I implemented a knowledge 
dissemination strategy that involved tailoring my reporting of the key findings to various audiences.  

Dissemination to academic audiences 

● Production of the four peer-reviewed publications presented in this thesis;

● Presentation at five international conferences and four Australian national conferences;

● Findings incorporated into the online course for a Master subject 'Health Policy, Law and Ethics'
at the University of Essex;

● Guest lecture for the Master of Public Health course 'Population and Global Mental Health' at the
University of Melbourne; and

● Guest lecture for the Bachelor of Health Science course 'Case Studies in Global and Public Health'
at Monash University, Australia.

Dissemination of preliminary results in Timor-Leste (August 2018) 

I discussed the preliminary results widely in order to receive feedback on and verify my interpretations. 
This also allowed the study findings to be incorporated into practice in a timely fashion.  

● Presentation in Tetum-language at Venilale town hall to fifty people, including Venilale health
centre staff, 30 village chiefs and members of the public;

● Public lecture in Tetum-language at the National University of Timor-Leste to an audience of
members of the public and students; and

● Seven private meetings with government, non-government and international development
organisations.

Dissemination of final results in Timor-Leste (June to July 2019) 

● Two research briefings in English and Tetum-language, which I circulated to all participants,
organisations and interested parties in June 2019 (see Appendix F). In response to these research
briefings, the MoH and WHO invited me to facilitate a one-day workshop on mental health in July
2019, but this did not proceed because of time delays with the internal MoH processes.

● Presentation at the Timor-Leste Studies Association conference, July 2019, Dili;

● Online podcast for ‘Koalia Timor-Leste Podcast’ in Tetum-language, July 2019;

● Invited presentation to journal club of NGO health service provider, Maluk Timor, July 2019, Dili;
and

● Findings incorporated into Social Services Training Program by The Asia Foundation Timor-Leste.
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10.9 Strengths and limitations of the study 
The study is beset with three key strengths and limitations.  

10.9.1 Representativeness of the sample 
While representativeness is not a goal of qualitative research, it is important to acknowledge that the 
design of the study to explore in-depth experiences and perspectives about mental health care in 
Venilale, Baucau, Dili and Laclubar means the findings are not generalisable beyond the sample. This is for 
the following reasons:  

● The study did not capture the experience of mental health care across the 13 municipalities in 
Timor-Leste, which vary in health service, sociocultural and demographic characteristics. Mental 
health services in Venilale and Baucau may be more readily available than in other parts of Timor-
Leste because Baucau municipality is home to the second biggest city in the country (Baucau 
villa) and is adjacent to Manatuto municipality, the site of the Laclubar mental health hospital. 

● The sample is unlikely to encompass the most vulnerable people with mental illness because I 
recruited participants in contact with health and social services, most of whom were from 
Venilale and Baucau. However, I believe the emphasis on rural-dwelling Timorese was important 
because most of the population lives outside urban centres. In addition, despite their contact 
with mental health services, the sample had not participated in mental health policy in Timor-
Leste. The range of views from multiple stakeholder groups provided some triangulation of 
findings, which suggests that the lived experience of the participating families may have been 
shared by other families. 

● Most participants with mental illness were aged between 30 and 40 years old so the study cannot 
comment on people-centred mental health care across the life course. This is an important 
limitation because of the high proportion of youth in the Timorese population.  

While the findings are not generalisable, the mixed-methods design has important strengths. First, the 
interpretivist approach placed the perspectives and experiences of participants at the forefront of the 
research, connecting the study to its context and privileging emic perspectives that are widely 
acknowledged to be lacking in global mental health research. I also employed multiple techniques to 
triangulate findings. Methods triangulation was achieved by comparing qualitative (i.e. interview, 
document review, informal observation) and quantitative data sources (i.e. social network analysis). 
Analyst triangulation was implemented to a limited degree through comparison and discussion of my 
interpretations of the data analysis and coding frame with my primary supervisor. Theory/perspective 
triangulation was achieved through the interdisciplinary approach that incorporated public health, 
community health, anthropological, psychiatric, international development and social science theoretical 
and methodological stances.  

10.9.2 Responder bias  
There is a risk that participants censored any negative experiences with family members or health 
services, or told me what they thought I would want to hear (responder bias). This is because I am a 
cultural outsider researcher and interviews were conducted in the presence of interpreters and 
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sometimes known persons (e.g. family members for participants with mental illness, health service 
providers). Specifically, there was a risk that participants overemphasized the importance of biomedical 
responses because of my social position as a foreigner. Previous research has found that interviewees 
from ethnically dissimilar backgrounds to their interviewer are more likely to explain their mental illness 
in biomedical terms than with interpersonal language 486. This could have been heightened because I was 
associated with and recruited participants through health services in Venilale and Baucau. However, 
multiple participants disclosed and emphasized that they used customary healing during interviews. 
Furthermore, my research associate, Mr Francisco de Almeida, was aware that I had an open mind about 
customary healing because we had directly discussed this, and he had previously worked with my 
supervisors Associate Professors Lisa Palmer and Ritsuko Kakuma to research customary healing in 
Venilale and Baucau.  

Given my cognisance of these social and cultural researcher positions from the outset of the study, the 
data collection, analysis and interpretation processes were carefully designed to overcome these 
challenges to rigor. First, in-depth interviews were employed rather than focus group discussions to 
access and capture the perspectives of stakeholders with varying degrees of social power. Second, the 
interpreters and research associates were recruited through research contacts and selected for their 
experience working in research and/or mental health. All research team members were trained in ethics 
and research methods. I also monitored the quality of data collection and debriefed with them on a daily 
basis. To understand the potential bias in emphasis and tone of the data produced in the interviews, Mr 
Francisco de Almeida and the two interpreters discussed their personal views on mental health and 
health services. Jhalia Ximenes, the female interpreter in Dili, had an interest in mental health and a 
desire to pursue studies in this area. Valeriano da Silva, the male interpreter in Venilale, did not have a 
health background, which meant that he used non-technical health language when speaking with 
community members.  

Finally, I adopted a reflexive position, making sure to incorporate the various social positions of people 
within observations and interviews into the meaning and inferences I made from the data generated in its 
context 377. I found that as a cultural outsider, I often received frank disclosures about people's personal 
or familial experiences of mental illness and other sensitive topics (e.g. corruption) that people may not 
tell a cultural insider. The aim of the study to inform mental health system development meant that the 
research was perceived by many participants as a platform to share their experiences with the Ministry of 
Health. This increased engagement with decision makers and community leaders, particularly in rural 
settings. I also found that as a young unmarried female, many participants and colleagues 'took me under 
their wing' to explain to me 'how things were', which allowed me to ask direct questions to check my 
understanding of ideas and events that I had been told or had observed.  

10.9.3 Measurement of mental health and people-centred mental health care 
In the absence of a Timorese culturally-validated psychiatric diagnostic tool, the definition of mental 
illness was intentionally kept broad in order to capture the full range of people who used services for 
mental illness. Furthermore, because I am not a qualified psychologist or psychiatrist, I did not clinically 
assess any of the participants with mental illness. This meant that the study could not explore how 
experiences of mental health services and the concept of people-centred mental health care might vary 
by distress experiences.  



Discussion 

P a g e  | 154 

People-centred mental health care does not have a universal definition or set of indicators so this study 
may not have captured key aspects of people-centred mental health care that will be decided upon in the 
future. People-centred mental health care and its key tenants (e.g. shared decision making) do not have a 
direct translation into Tetum language and may not be comprehensible to Timorese people with no 
health training. To overcome this shortcoming, I asked indirect, open questions in interviews about 
participants' general experiences with and opinions about mental health and mental health care, rather 
than, for example, asking direct questions about the amount of information sharing by health providers. 

The measurement of key concepts in the study was also compromised by the reliance on interpreted 
data. Interpreted qualitative research can be thought of as a form of secondary data analysis, with the 
primary data refracted through the interpreter and their world view 487. Because interpretation requires 
the transmission of conceptual information rather than exact semantic meaning, "there is no one correct 
translation and... the translator is like Aladdin in the enchanted vaults: spoiled for choice"377 p6. 
Consequently, the meaning of interview data reflects a negotiation between the participants asserted 
position and the framework that each interpreter is operating from, including their own understanding of 
the concepts and their lived reality in that context 377, 487.   

The preparatory phase of the study and extended data collection period was designed to mitigate these 
measurement issues. First, I familiarised myself with Timor-Leste's sociocultural, linguistic and 
development context. I gained intermediate Tetum comprehension, speaking and reading skills, and built 
and maintained relationships with study participants and stakeholders within the mental health system. 
As a cultural outsider to Timor-Leste, strong relationships with local collaborators were integral to data 
collection, analysis and dissemination of the study findings. 

Second, the interview guide was piloted, and language quality checks were conducted of interpreted 
interview transcripts by me and one of the interpreters. By the time I analysed the data, I understood 
Tetum sufficiently to re-listen to the interview recordings and cross-check the transcripts. Finally, 
participants were contacted to clarify meaning, make corrections or comment on interview transcripts. 
Because I was in Dili during data analysis, I also sought advice from Timorese colleagues and my Timorese 
research supervisor to help with the contextualisation, translation of appropriate terminologies, and 
interpretation of results. I also presented the preliminary findings several times as a form of member 
checking.  

10.9.4 Measurement of intersectoral collaboration 
While the SNA quantified the frequency of information and resource sharing between organisations in 
the national mental health system in Timor-Leste, the method does not quantify the nature and quality of 
these interactions. The ethical approvals governing this PhD study required that the organisations 
responding to SNA questions were not individually identifiable. As such, the utility of this analysis was 
limited because the thesis could not report the exact organisations that were responsible for determining 
who and how services were provided within the health, disability and family violence sectors, including 
key broker organisations.  
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10.10 Future research 
This thesis has advanced knowledge about people-centred mental health care in Timor-Leste and LMICs 
and has highlighted several key areas for future research. Given the breadth and interdisciplinary nature 
of people-centred mental health care, and dearth of research about the paradigm, Table 12 outlines 
research areas and example topics for furthering knowledge in the area of people-centred mental health 
care in LMICs. These align with the research priorities identified by the Geneva Declaration on person-
centred and people-centred medicine 310, and the four implications for concept development arising from 
the study presented in this thesis. 

Table 12. Areas of further investigation in the people-centred mental health care paradigm 

Research topic Examples of potential future studies in Timor-Leste and internationally  
Conceptual, 
ontological and 
measurement 
issues 

• Develop methodological processes for adapting people-centred mental health care 
across sociocultural contexts.  

• Develop a framework for individual and collectivist care, support and social rights. 

Engagement and 
empowerment 

• Employ survey methods to estimate the frequency of experiences of social exclusion 
of people with mental illness and their families in Timor-Leste, including social groups 
most at-risk of marginalization. 

• Identify protective factors that promote the social inclusion of people with mental 
illness in different regions of Timor-Leste. 

• Use participatory action research methodologies to enable people with mental illness 
and their families to define participation and priorities for inclusion. 

Participatory 
governance 

• Investigate the role of family in burgeoning civil society representation of people 
affected by mental health illness in Timor-Leste. 

• Employ power theory and analysis to explore the role of power relations in mental 
health system governance in LMICs. 

Model of mental 
health care 

• Develop a Timorese model of social and emotional well-being through consensus 
methods, including indicators at individual, family, community and service levels.  

• Use consensus methods to develop a minimum package of people-centred mental 
health care for low-resource settings. 

• Investigate how to better protect the rights of individuals with mental illness within 
family-centred mental health care. 

Intersectoral 
collaboration 

• Employ mixed qualitative and quantitative methods (e.g. SNA and interviews) to 
examine collaborations between the formal mental health and customary sectors over 
time in Timor-Leste.  

• Investigate the informal processes that drive intersectoral collaboration in Timor-Leste 
(e.g. trust). 

• Identify the types of collaborative ties that are most effective and necessary for 
intersectoral collaboration, rather than assuming that more collaborations are 
necessarily good 475. 

Enabling 
environment 

• Extend the socio-ecological approach to people-centred mental health care in this 
study through consideration of physical factors and resources (e.g. materials, road 
conditions). Organisational and environmental governance research has used social 
network analysis to quantitatively assess patterns of interdependencies across 
multiple levels 447, 475. 

• Conduct power analysis as it is related to the implementation of the people-centred 
mental health care agenda. 
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10.11 Conclusion 
Global mental health research and practice, and global health organisations have placed an increased 
emphasis on adopting people-centred mental health care in LMICs despite theoretical challenges with the 
approach. Until this study, there had been no systematic investigation of the acceptability and feasibility 
of adopting the paradigm across varied sociocultural settings in LMICs. There has also been a dearth of 
global mental health research that translates deep, localised inquiry into practical implications for mental 
health system strengthening in LMICs. 

The four peer-reviewed articles in this thesis make a novel contribution to the global mental health 
discipline through the systematic analysis of people-centred mental health care in Timor-Leste. Four key 
implications for operationalising people-centred mental health care in Timor-Leste have arisen from the 
findings of the study. First, there is an urgent need to strengthen mental health services by adopting a 
family-centred, rights-based and culturally-responsive approach. Second, there is a need to increase 
access to intersectoral services of people with mental illness and their families. Third, there is a need to 
strengthen civil society for mental health. Finally, there is a need to increase investment in mental health 
and to ratify the UNCRPD in order to foster an enabling environment for future mental health system 
strengthening in the country.  

From a methodological perspective, the thesis has shown that interdisciplinary social science research 
makes a unique addition to the field of global mental health. It identifies many aspects that are often 
missed or silenced by positivist approaches to mental health system strengthening, which to some extent, 
have produced the limitations of the current concept of people-centred mental health care. This study 
also makes an important methodological contribution in its novel application of social network analysis to 
measure both mental health service and mental health system governance in an LMIC for the first time. 

This thesis has implications for the conceptual development of people-centred mental health care in 
LMICs. The thesis demonstrated the utility of a socio-ecological framework to understand people-centred 
mental health care in LMICs. This framework allows for the appreciation of the multiple, intersecting 
socio-ecological systems that impact on people with mental illness, their families and communities, and 
also influence the way that mental health and social services are delivered as part of the broader mental 
health and social systems, and sociocultural and development context of the country. A socio-ecological 
framing of people-centred mental health care in Timor-Leste underscores multiple sites and sources of 
well-being, which expand the prevailing focus of WHO and other prominent global mental health scholars 
on the bio-psycho-social model. Such a framework bridges the tension between the emic (localised) and 
etic (globalised) perspectives that continue to drive debate and division within the field of global mental 
health. Given the wide application and understanding of socio-ecological frameworks within global health 
and sustainable development, this framework also promotes an accessible entry-point for 
interdisciplinary researchers, practitioners and policy makers who may be unfamiliar with mental health 
as a subject of inquiry. These people are crucial to the implementation of people-centred mental health 
care given the holistic, intersectoral focus of the paradigm.  

The study in this thesis also makes a compelling case for considering individual and collective care and 
social rights alongside each other, something that is not routinely acknowledged or accepted in 
mainstream human rights discourse. This thesis contributes to the broader literature on recovery and 
people-centred mental health care that seeks to emphasize the diversity of meanings subscribed to the 
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concept ‘recovery’. The study also forwards the idea to implement people-centred mental health care in 
LMICs as a staged process to account for the priorities and resource and capacity challenges of many 
countries. This aligns with the staged implementation of the Sustainable Development Goals in Timor-
Leste and other LMICs, and the general approach to priority setting in global health. Finally, the findings 
highlight the vacuum of research on the power relations inherent in the concept of people-centred 
mental health care, its implementation and the hierarchies of knowledge on which the paradigm is based.  

People-centred mental health care is a noble idea. The concept, however, may have limited applicability 
in Timor-Leste and other LMICs unless it is harmonised with local sociocultural ways of living and being. 
Hence, greater recognition of LMIC cultural knowledge in theoretical formulation and implementation of 
people-centred mental health care is required, such as the study reported in this thesis.  

Overall, I hope that this thesis has highlighted the great resilience and tenacity of the Timorese people; 
those Timorese people and families affected by mental distress; those people providing services to them, 
making political decisions, implementing strategies and advocating for a better and more inclusive Timor-
Leste. It has been a privilege to work alongside them all.  

Obrigada wain ba ita boot sira nian atensaun. Hau apresia tebes esperiensia ida ne'e atu halo 
doktoramentu kona'ba sistema saude mental iha Timor Lorosa'e 
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Appendix A: WHO Framework on Integrated People-Centred 
Health Services practice brief 



Annex 1. Framework on integrated 
people-centred health services

Vision

“All people have equal access to quality health services that are co-produced in a way that meets their life course needs, are coordinated 
across the continuum of care, and are comprehensive, safe, effective, timely, efficient and acceptable; and all carers are motivated, skilled 

and operate in a supportive environment.”

Strategy 1: 
Engaging and empowering 

people & communities

Strategy 2: 
Strengthening governance 

& accountability

Strategy 3: 
Reorienting the model of care

Strategy 4: 
Coordinating services 

within and across sectors

Strategy 5: 
Creating an enabling 

environment
Strategic Approaches

1.1. Engaging and 
empowering individuals 
and families
1.2. Engaging 
and empowering 
communities
1.3. Engaging and 
empowering informal 
carers
1.4. Reaching the 
underserved and 
marginalized

2.1. Bolstering 
participatory 
governance
2.2. Enhancing mutual 
accountability

3.1. Defining service 
priorities based on life 
course needs
3.2. Revaluing promotion, 
prevention and public 
health
3.3. Building strong 
primary care (PC)-based 
systems
3.4. Shifting towards more 
outpatient and ambulatory 
care
3.5. Innovating and 
incorporating new 
technologies

4.1. Coordinating care 
for individuals
4.2. Coordinating 
health programmes and 
providers
4.3. Coordinating 
across sectors

5.1. Strengthening 
leadership and 
management for change
5.2. Strengthening 
information systems 
and knowledge 
management
5.3. Striving for quality 
improvement and 
safety
5.4. Reorienting the 
health workforce
5.5. Aligning 
regulatory frameworks
5.6. Improving funding 
and reforming payment 
systems

Potential policy options and interventions (non-exhaustive list)
• Health education
• Informed consent
• Shared clinical decision

making
• Self-management
• Knowledge of health

system navigation
• Community-delivered

care
• Community health

workers
• Civil society, user and

patient groups
• Social participation in

health
• Training for informal

carers
• Informal carer

networks
• Care for the carers
• Equity goals into health

sector objectives
• Outreach programmes

and services
• Contracting out
• Expansion of primary

care

• Community
participation in policy
formulation and
evaluation

• National health plans
promoting IPCHS

• Strengthened
governance and
management at
subnational and local
levels

• Donor harmonization
and alignment with
national health plans

• Decentralization
• Clinical governance
• Health rights and

entitlement
• Patient reported

outcomes
• Performance based

financing and
contracting

• Population registration
with accountable care
providers

• Local health needs
assessment

• Comprehensive package of
services

• Strategic purchasing
• Gender, cultural and age-

sensitive services
• Health technology

assessment
• Monitoring population

health status
• Population risk stratification
• Improved resources

allocated to promotion and
prevention

• Primary care with family
and community-based
approach

• Gatekeeping/first access to
other specialised services

• Greater proportion
of health expenditure
allocated to PC

• Home and nursing care
• Outpatient surgery and day

hospitals
• eHealth

• Care pathways
• Referral and counter-

referral systems
• Case management
• Sub-national/district-

based health service
delivery networks

• Integration of vertical
programmes into
national health systems

• Health in all policies
• Intersectoral

partnerships
• Merging of health

sector and social
services

• Working with
education sector to
align professional
curriculum

• Integrating traditional
and complementary
medicine with modern
health systems

• Coordinating
preparedness and
response to health
crises

• Transformational and
distributed leadership

• Change management
• Information systems
• Systems research

and knowledge
management

• Quality assurance
• Culture of safety
• Continuous quality

improvement
• Tackling health

workforce shortages
and maldistribution

• Workforce training
• Multidisciplinary teams
• Improvement of

working conditions
and compensation
mechanisms

• Provider support
groups

• Alignment of regulatory
frameworks

• Sufficient health
system financing

• Mixed payment models
based on capitation

Implementation principles

Country-led | Equity-focused | Participatory | Evidence-based | Results-oriented | Ethics-based | Sustainable | Systems strengthening

Continuity and coordination of care
A practice brief to support implementation of the WHO Framework on integrated people-centred health services
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Appendix B: Ethics approvals, plain language statements and 
consent forms 





Annual Report Summary
Ethics 
Application ID

Approval 
Category

Application 
Type

Maximum Expiry 
Date

Annual Report 
Number Year

1749926.2 HESC
Project 
Application 21-Aug-2022 2 2018

Title: Investigating people-centred mental health care in Timor-Leste.

Associated Personnel
Details Name Role Type Department/Organisation
Show Kakuma, Dr Ritsuko Responsible 

Researcher
Staff 5050 - Melbourne School Of Population 

And Global Health
Show Hall, Ms Teresa Student 

Researcher
Staff 5050 - Melbourne School Of Population 

And Global Health
Show Kermode, A/Prof 

Michelle
Co researcher Staff 5050 - Melbourne School Of Population 

And Global Health
Show Palmer, A/Prof Lisa Co researcher Staff 2070 - Geography And Resource 

Management
Show Minas, A/Prof 

Iraklis
Co researcher Staff 5050 - Melbourne School Of Population 

And Global Health
Show Martins, Professor 

and Dean Joao
Co researcher External National University of East Timor

Status of Project: Completed - data collection for this project completed
Project Progress: All data collection was completed for this project in August 2018.

Last Twelve Months
Conditions met: Yes
Changes to procedures: No
Changes to consent procedures: No
Project monitored: Yes
Data stored securely: Yes
Any incidents/unforseen problems: No
Any complaints: No
Dissemination of results: The findings have been disseminated at three international 

and one national conference in the period 2017-2018. TH also 
presented at two public forums and eight meetings with 
government, NGO and international development partner 
representatives. The findings will be disseminated at the 
Timor Leste Studies Association conference in June 2019. The 
finding will also be written into peer-reviewed articles.

Other Comments:
Copyright (c) 2006, Oracle. All rights reserved.
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Consumer Information sheet/Consent Form Version 1: 3 August 2020 
HREC #: 1749422.1 1 

Plain Language Statement: [Consumer/family member] 
Version 1: 13 July 2017 
Title Investigating people-centred mental health care in Timor-Leste. 
Ethics Number  1749422.1 
Responsible 
Investigator 

Dr Ritsuko Kakuma 

Student investigator Ms Teresa Hall (PhD candidate) 
Co-investigators Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Department Centre for Mental Health, Melbourne School of Population and Global Health 

1) What is the study about and its purpose?
You are invited to take part in this student research project being conducted by Ms Teresa Hall as part of her 
requirement to obtain a doctoral degree. The study will help us to understand the experiences and opinions of 
people who are in contact with or are working in the mental health system in Timor-Leste. You are invited to 
participate in this study because [you/your family member are/is currently or have/has previously sought help 
from an organisation or health service for your/their] mental health. This project aims to better understand the 
strengths and challenges of mental health care in Timor-Leste.  

This Plain Language Statement (PLS) tells you about the study and explains what it means to be involved, so 
you can decide if you would like to take part. Please read/listen to this information carefully. You may ask 
questions about anything you don’t understand or want to know more about. 

2) What does my participation involve?
Your participation in this research is voluntary. This means that you do not have to be part of the study unless 
you want to. If you begin participating, you can stop at any time and withdraw any data already collected from 
or about you. Whether you decide to take part or not, your relationship with the clinic or organisation staff, and 
your treatment will not be affected.  

If you choose to take part, we will ask you to sign the consent form. By signing it you are telling us that you: 
 Understand what you have read/been told
 Consent to be involved in this research, as described in this information sheet
 Consent to participate in an interview that will take about 60-90 minutes to complete
 Consent to the interview being audio recorded.

3) What will I be asked to do?
If you agree to take part, you will be asked to participate in an individual interview that will take 
approximately 60-90 minutes. The interview will be audio recorded and then typed up later so that the 
interviewer does not have to take notes during the interview. Information from the interview will remain 
confidential. If you agree to take part in the study but no longer want to, you can stop at any time.  

4) What about my privacy and confidentiality?
The information discussed in the interview will remain confidential. 

• All collected data (consent forms, and responses) will be securely stored for a minimum of five years
at the University of Melbourne, with access restricted to members of the research team.

• All of the identifying information will be removed from the typed version of the recording.  Your
information will only be used for the purpose of this research project and it will only be disclosed with
your permission, except as required by law.

• The data presented in any publications/presentations will be a summary of information obtained from
all of the participants and therefore it will not be possible to determine which person said what.
Nonetheless, given the relatively small size of respondents for each group, your identity may be
inferred.
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Consumer Information sheet/Consent Form Version 1: 3 August 2020 
HREC #: 1749422.1 2 

5) Are there any benefits associated with being in the study?
There will be no benefits to individuals for participating. The findings from this study will be used to inform what 
is needed at an administrative post, municipality and national level for an effective, efficient and equitable 
mental health system in Timor-Leste.  

6) What are the possible risks and disadvantages of taking part?
There are no physical risks involved in participating in this study. However, sometimes in an interview people 
may be upset when responding to some of the questions. If there are questions you don’t wish to answer then 
you may skip them and go to the next question, or you may stop immediately. You can also stop at any time 
without needing to explain why. Also, if you become uncomfortable or upset as a result of taking part in this 
study, the interviewer will talk with you about the availability of further support (e.g. contact with friend, family 
member, support person, health worker) and offer to assist you to make contact with this person. We have 
arranged for all participants to be able to speak with a health worker from PRADET or the government health 
service if support is needed. 

7) How will the research findings be reported back?
The study findings will be used in the PhD thesis of Teresa Hall and related publications and presentations.  
We will also share the findings with policy makers and other stakeholders via presentations and a report. You 
will be invited to a presentation of the findings in Venilale, Baucau and Dili when the findings are available.  
Your name will not be used in any publications/reports we write. You can request a copy to be sent to you.  

8) Who is organising and funding the research?
This research study is being overseen by Dr Ritsuko Kakuma from Melbourne School of Population and 
Global Health, University of Melbourne. The research is part of the PhD project of Ms Teresa Hall. The student 
researcher is supported by the Australian Post Graduate Award and Nossal Global Health Scholarships.  

9) Who has reviewed the research project?
This research project has been approved by the Human Research Ethics Committee of The University of 
Melbourne and the National Institute of Health Timor-Leste (Instituto Nacional de Saude, INS). If you have any 
concerns or complaints about the conduct of this research project, which you do not wish to discuss with the 
research team, you should contact the Manager, Human Research Ethics, Research Ethics and Integrity, 
University of Melbourne, VIC 3010. Tel: +61 3 8344 2073 or Email: humanethics-complaints@unimelb.edu.au 
All complaints will be treated confidentially. In any correspondence please provide the name of the research 
team or the name or ethics ID number of the research project. 

10) Further information
If you want any further information concerning this project or if you have any problems which may be related to 
your involvement in the project, you can contact the Dr Ritsuko Kakuma. If you would like to schedule an 
interview, please contact Ms Teresa Hall.  

Dr Ritsuko Kakuma 
Centre for Mental Health 
Melbourne School of Population & Global Health 
The University of Melbourne 
T: +61 3 8344 0654 E: rkakuma@unimelb.edu.au 

Ms Teresa Hall  
Centre for Mental Health 
Melbourne School of Population & Global Health 
The University of Melbourne 
T: (add local contact number) E:Teresa.hall@unimelb.edu.au 

This information sheet is for you to keep.
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Consent Form – Adult providing own consent: [Consumer/family member] 
Version 1: 13 July 2017 

Title Investigating people-centred mental health care in Timor-Leste. 
Ethics Number  1749422.1 
Responsible 
Investigator 

Dr Ritsuko Kakuma 

Student investigator Ms Teresa Hall (PhD candidate) 
Co-investigators Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Department Centre for Mental Health, Melbourne School of Population and Global Health 

Declaration by Participant 
By agreeing to the terms of this form, I am indicating that: 

1. I have been provided with a copy of the Plain Language Statement Version 1 dated 13 July 2017,
which I have read and understood;

2. I understand that this study is for research purposes;
3. I understand that my participation in this study involves an individual interview which will take

approximately 60-90 minutes;
4. I agree for the interview to be audio recorded;
5. I understand that all data I provide will remain confidential except in rare and unlikely occasions

where the research team may be legally required to share the research data;
6. I understand that given the relatively small size of respondents for each group, the researchers

cannot guarantee that they can maintain complete anonymity of participants if/when providing
direct quotes;

7. I understand that the data collected during the study may be used in academic publications
and/or conference presentations;

8. I understand that a) involvement in this project is voluntary; b) I can withdraw from the study at
any time; and c) I can ask to have any of my unprocessed identifiable data that I have supplied
previously withdrawn without explanation and without any negative consequences;

9. I understand that the foreseen risk from my participation in this research study is minimal;
10. I understand that in signing this consent form I have not waived any of my legal rights as a

research study participant; and
11. I understand that once signed, this consent form will be retained by the researcher.

Name of Participant (please print):_________________________________________ 

Signature: ____________________________________Date: __ __ /__ __/ 20__ __ 

Note: All parties signing the consent section must date their own signature. This information will be stored 
confidentially. 
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Informasaun kona-ba peskiza ne'e (Plain Language Statement) 
Verzaun2, husi 3 August 2020 
Títulu Peskiza kona-ba sistema saúde mentál ne'ebé foka ba ema ho communidade 

(people centred)* iha Timor-Leste,  
*Sistema saúde ne'ebé people centred mak sistema ne'ebé tau matan ba
situasaun tomak bainhira halo tratamentu ba ema ne'ebé sofre ho moras
mentál. Sistema ne'e la'ós fó ai-moruk de'it, maibé haree buat ne'ebé ema rasik
ne'e presiza, no inklui mós família no komunidade hodi ajuda ema ne'e.

númeru aprovasaun étika 1749422.1 
Peskizadór ne'ebé iha 
responsabilidade ba 
peskiza ne'e 

Dr Ritsuko Kakuma 

Peskizadór estudante Ms Teresa Hall (PhD candidate) 
Peskizadór sira seluk Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Departamentu Sentru saúde mental, Universidade Melbourne 

1) Peskiza ne'e kona-ba saida, no peskiza ne'e nia objetivu saida?
Ita-Boot hetan konvite atu partisipa iha peskiza ne'e. Sra. Teresa Hall mak hala'o peskiza ne'e. Nia estudante 
doutoramentu nian, no peskiza ne'e sei forma parte husi nia doutoramentu. Peskiza ne'e sei ajuda ami atu 
komprende kle'an liu tan kona-ba esperiénsia no opiniaun husi ema ne'ebé hetan tratamentu husi sistema 
saúde mentál iha Timor-Leste, ka nia rasik servisu (nu'udar doutór/a, enfermeiru/a, nst) iha sistema saúde 
mentál iha Timor-Leste. Ita-Boot hetan konvite atu partisipa iha estudu ida ne'e, tanba [(Ita-Boot/membru ida 
husi Ita-Boot nia  família) agora daudaun ka iha pasadu buka ajuda/tratamentu husi organizasaun ka servisu 
saúde ba (Ita-Boot nia /sira-nia)] moras. Peskiza ne'e iha objetivu atu komprende kle'an liu tan saida mak di'ak 
kona-ba sistema saúde mentál iha Timor-Leste, no saida mak dezafiu ba sistema saúde ida-ne'e. 

Surat informasaun ne'e (Plain Language Statement) fó-hatene Ita-Boot kona-ba ami-nia peskiza ne'e, no 
esplika ba Ita-Boot kona-ba buat ne'ebé Ita-Boot sei halo se Ita-Boot envolve an ho peskiza ne'e, hodi Ita-Boot 
bele deside se Ita-Boot hakarak foti parte iha peskiza ne'e ka lae. Favór ida lee ka rona didi'ak informasaun 
ne'e. Ita-Boot bele husu pergunta kona-ba saida de'it se Ita-Boot la komprende buat ruma ka hakarak hatene 
liu tan kona-ba buat ruma.  

2) Ita-Boot partisipa karik, Ita-Boot sei halo saida?
Ita-Boot nia  partisipasaun iha peskiza ne'e mak voluntáriu. Ne'e dehan katak Ita-Boot la presiza atu foti parte 
iha peskiza ne'e se Ita-Boot lakohi. Se Ita-Boot komesa partisipa iha estudu ne'e, depois sente katak hakarak 
para, bele de'it. Ita-Boot bele para bainhira de'it, no ami bele hapus informasaun husi Ita-Boot, ka kona-ba Ita-
Boot, ne'ebé ami halibur ona. Se Ita-Boot hili atu partisipa ka la partisipa, ne'e la afeIta-Boot.  Partisipasaun 
sei la afeita Ita-Boot nia relasaun ho ema ne'ebé servisu iha klinika ka organizasaun ne'ebé Ita-Boot hetan Ita-
Boot nia  tratamentu. Partisipasaun mós sei la afeIta tratamentu ne'ebé Ita-Boot hetan.  

Se Ita-Boot hili atu foti parte iha peskiza ne'e, ami sei husu Ita-Boot atu asina formuláriu konsentimentu (fó 
lisensa). Se Ita-Boot asina dokumentu ne'e, ne'e dehan katak: 

 Ita-Boot kompriende buat ne'ebé Ita-Boot lee/rona iha dokumentu ne'e.
 Ita-Boot hakarak atu foti parte iha peskiza ne'e, hanesan ami deskreve iha surat informasaun ne'e
 Ita-Boot hakarak atu partisipa iha entrevista ida, ne'ebé han tempu maizumenus oras ida ka oras

ida ho balun
 Ita-Boot laiha problema se ami grava audio husi Ita-Boot nia entrevista.

3) Ema sei husu Ita-Boot atu halo saida?
Se Ita-Boot hakarak foti parte iha peskiza ne'e, ami sei husu Ita-Boot atu partisipa iha entrevista individuál, 
ne'ebé han tempu maizumenus oras ida, ka oras ida ho balun. Peskizadór sei grava entrevista ne'e, hodi 
bele ketík iha tempu seluk. Ho maneira ne'e, peskizadór la presiza hakerek buat ruma durante hala'o 
entrevista. Informasaun hotu husi Ita-Boot nia entrevista mak konfidensiál, ne'e dehan katak ema seluk nunka 
atu hatene Ita-Boot temi saida iha interview ne'e.  Se Ita-Boot hakarak foti parte iha entrevista ne'e, depois hili 
atu para, Ita-Boot bele para bainhira de'it.  
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4) Ema seluk sei hatene kona-ba buat ne'ebé Ita-Boot temi iha entrevista ne'e ka lae?
Buat hotu ne'ebé temi iha entrevista ne'e mak konfidensiál. Ne'e dehan katak ema seluk nunka atu hatene Ita-
Boot temi saida iha entrevista ne'e.  

• Dadus hotu ne'ebé ami halibur (formuláriu konsentimentu no resposta ba pergunta sira)  ami rai
didi'ak ba tinan lima ba leten iha Universidade Melbourne. Membru husi ekipa peskiza de'it mak sei
asesu dadus ne'e.

• Bainhira ami ketík entrevista ne'ebé grava ne'e, ami la ketík informasaun ne'ebé bele identifika Ita-
Boot (ezemplu, ema nia naran, servisu fatin, hela fatin, nst sei la ketík). Ami uza Ita-Boot nia
informasaun ba peskiza ne'e de'it, no ami labele hato'o Ita-Boot nia  informasaun ba ema seluk se Ita-
Boot la aseita. Se lei obriga ami hato'o informasaun ruma ba ema ruma, ami tenke tuir lei ne'e.

• Dadus ne'ebé ami tau iha publikasaun/aprezentasaun ruma mak sumáriu de'it husi informasaun hotu
ne'ebé ami halibur husi partisipante hotu. Tanba ida ne'e, ema ne'ebé lee ami-nia relatóriu labele
hatene sé mak ko'alia saida. Maibé, ema dalaruma bele si'ik sé mak dehan saida, tanba partisipante
ba peskiza ne'e uitoan de'it.

5) Ita-Boot sei hetan buat ruma se foti parte iha peskiza ne'e?
Ita-Boot la hetan buat ruma se partisipa iha peskiza ne'e. Rezultadu husi peskiza ne'e ema sei uza atu bele 
hatene kona-ba sistema saúde mentál iha Timor-Leste, no mós hatene kona-ba buat ne'ebé sei presiza hodi 
iha sistema saúde mentál ne'ebé efetivu, efisiente, no di'ak ba ema hotu iha nivel tolu: Postu Administrativu, 
Munisípiu, no Nasionál.  

6) Iha risku no dezvantajen ruma se foti parte iha peskiza ne'e?
Laiha risku fíziku se Ita-Boot partisipa iha estudu ne'e. Maibé, dalaruma iha interview ne'e ema bele sente 
laran susar bainhira responde ba pergunta balu. Se iha pergunta ruma ne'ebé Ita-Boot lakohi hatán, Ita-Boot 
bele liu/hakat de'it no hatán pergunta tuirmai de'it, ka Ita-Boot bele para de'it. Ita-Boot mós bele para bainhira 
de'it, no la presiza esplika ba ami tansá Ita-Boot para. No mós se Ita-Boot sente ladún di'ak ka laran susar 
tanba foti parte iha peskiza ne'e, peskizadór sei ko'alia ho Ita-Boot kona-ba ajuda ne'ebé Ita-Boot bele hetan 
hodi sente di'ak fali (ezemplu, kontaktu kolega, ema ruma husi Ita-Boot nia família, ema ne'ebé suporta ita, 
ema ne'ebé servisu iha saúde, nst). Peskizadór mós bele husu Ita-Boot se Ita-Boot presiza ajuda atu kontaktu 
ema refere ne'e. Ami arranja ona katak ema hotu ne'ebé partisipa iha peskiza ne'e, bele ko'alia/hetan ajuda 
husi PRADET ka servisu saúde governu nian se presiza ajuda ruma.  

7) Oinsá mak ema bele hatene rezultadu husi peskiza ne'e?
Rezultadu husi peskiza ne'e mak tama ba Sra. Teresa Hall nia teze-doutoramentu, no mós aprezentasaun no 
publikasaun ruma ne'ebé Sra. Teresa Hall halo kona-ba nia teze-doutoramentu.  
Ami mós sei fahe ami-nia rezultadu ba ema ne'ebé halo polítika kona-ba saúde iha Timor-Leste, no parte-
interesada (stakeholders) sira seluk, liuhosi aprezentasaun no relatóriu. Ami sei konvite Ita-Boot atu mai rona 
aprezentasaun kona-ba peskiza ne'e iha Venilale, Baucau, no Dili bainhira rezultadu ne'e prontu atu hato'o ba 
ema. Ami la uza Ita-Boot nia  naran iha publikasaun/relatóriu hotu ne'ebé ami hakerek. Se Ita-Boot hakarak, 
ami bele haruka relatóriu ne'e ba Ita-Boot.  

8) Sé mak organiza no sé mak fó fundus ba peskiza ne'e?
Dr Ritsuko Kakuma mak tau matan ba peskiza ne'e. Dr Ritsuko mak husi Eskola Melbourne kona-ba 
Populasaun no Saúde Global nian (Melbourne School of Population and Global Health), iha Universidade 
Melbourne. Peskiza ne'e mak parte husi Sra. Teresa Hall nia teze-doutoramentu. Sra. Teresa Hall hetan bolsa 
estudu the Australian Post Graduate Award, no Nossal Global Health Scholarship.  

9) Sé mak revee peskiza ne'e?
Peskiza ne'e hetan aprovasaun husi Komisaun Étika ba Peskiza kona-ba Ema iha Universidade Melbourne 
(Melbourne University Human Research Ethics Committee), no Instituto Nacional de Saude, INS (the National 
Institute of Health Timor-Leste). Se Ita-Boot iha preokupasaun ka keixa ruma kona-ba hahalok ruma husi 
peskiza ne'e, ne'ebé Ita-Boot lakohi hato'o ba ekipa peskiza, Ita-Boot bele kontaktu xefe ne'ebé tau matan ba 
Étika Peskiza kona-ba Ema. Xefe ne'e servisu iha departamentu Étika no integridade peskiza, iha 
Universidade Melbourne, Victoria, Australia. 3010. Telefone: 001161 3 8344 2073, ka  Email: humanethics-
complaints@unimelb.edu.au  Keixa hotu ne'ebé ami simu mak konfidensiál (ema seluk la hatene sé mak halo 

Page |  194

mailto:humanethics-complaints@unimelb.edu.au
mailto:humanethics-complaints@unimelb.edu.au


3 

keixa, no keixa ne'e kona-ba saida). Se Ita-Boot kontaktu xefe ne'e favór ida hato'o ekipa peskiza nia naran 
(  ), ka númeru identifikasaun étika nian ba peskiza ne'e (  ).  

10) Informasaun seluk
Se Ita-Boot hakarak informasaun seluk kona-ba peskiza ne'e, ka Ita-Boot iha problema ruma kona-ba Ita-Boot 
nia  envolvimentu ho peskiza ne'e, Ita-Boot bele kontaktu Dr Ritsuko Kakuma. Se Ita-Boot hakarak organiza 
tempu atu ko'alia no nia, Ita-Boot bele kontaktu Sra.Teresa Hall atu ajuda ita kontaktu malu ho Dr Ritsuko 
Kakuma.  

Dr Ritsuko Kakuma 
Sentru saúde mental, Universidade Melbourne  
T: +61 3 8344 0654 M: rkakuma@unimelb.edu.au 

Ms Teresa Hall  
Sentru saúde mental, Universidade Melbourne 
T: (XX) M:Teresa.hall@unimelb.edu.au  

Ita-Boot bele lori surat ne'e ba uma, la presiza fó fila fali.
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Formuláriu Konsentimentu (Fó Lisensa)
Verzaun2, husi 3 August 2020 
Títulu Peskiza kona-ba sistema saúde mentál ne'ebé foka ba ema ho 

communidade (people centred)* iha Timor-Leste,  
*Sistema saúde ne'ebé people centred mak sistema ne'ebé tau matan ba
situasaun tomak bainhira halo tratamentu ba ema ne'ebé sofre ho moras
mentál. Sistema ne'e la'ós fó ai-moruk de'it, maibé haree buat ne'ebé ema
rasik ne'e presiza, no inklui mós família no komunidade hodi ajuda ema
ne'e.

númeru aprovasaun étika 1749422.1 
Peskizadór ne'ebé iha 
responsabilidade ba 
peskiza ne'e 

Dr Ritsuko Kakuma 

Peskizadór estudante Ms Teresa Hall (PhD candidate) 
Peskizadór sira seluk Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Departamentu Sentru saúde mental, Universidade Melbourne 

Deklarasaun husi ema ne'ebé foti parte iha peskiza ne'e 
Bainhira ha'u asina dokumentu ne'e, ne'e hatudu katak: 

1. Ema fó ona Informasaun kona-ba peskiza ne'e (Plain Language Statement) Verzaun2, husi 3
August 2020, no ha'u lee ona no komprende informasaun ne'e;

2. Ha'u komprende katak estudu ne'e nia objetivu mak atu halo peskiza;
3. Ha'u komprende katak bainhira ha'u foti parte iha peskiza ne'e, ha'u sei halo entrevista ne'ebé

han tempu maizumenus oras ida ka oras ida ho balun;
4. Ha'u la iha problema se ema grava entrevista ne'ebé ha'u halo.;
5. Ha'u komprende katak dadus hotu ne'ebé ha'u hato'o mak konfidensiál. Ne'e dehan katak ema

seluk nunka atu hatene ha'u temi saida iha interview ne'e. Maibé, iha posibilidade ki'ik katak
ekipa peskiza tenke tuir lei no hato'o informasaun ruma ba ema seluk, maibé posibilidade ida
ne'e akontese ki'ik tebes;

6. Ha'u komprende katak ema ne'ebé hatán pergunta ba peskiza ne'e uitoan de'it, no tanba ida-ne'e
sei iha posibilidade katak ema bele si'ik ha'u-nia identidade liuhosi informasaun ne'ebé ha'u
hato'o, se peskizadór halo sita direta (kutipan langsung) iha relatóriu;

7. Ha'u komprende katak dadus ne'ebé peskizadór halibur iha estudu ne'e dalaruma sei uza iha
publikasaun akadémiku, no/ka iha aprezentasaun konferénsia nian.;

8. Ha'u komprende katak a) Ha'u envolve an iha peskiza ne'e ho voluntáriu de'it; b) Ha'u bele para
bainhira de'it; no c) Ha'u bele husu katak informasaun ne'ebé ha'u hato'o, ne'ebé bele identifika
ha'u, sai husi peskiza ne'e, se peskizadór seidauk analiza dadus ne'e. Ha'u la presiza fó razaun
se ha'u hili atu hasai ha'u-nia dadus, no laiha konsekuénsia aat ba ha'u se ha'u hasai ha'u-nia
dadus;

9. Ha'u komprende katak ekipa ne'ebé analiza risku husi Universidade Melbourne sente katak risku
ba ha'u atu partisipa iha peskiza ne'e ki'ik de'it;

10. Ha'u komprende katak bainhira ha'u asina formuláriu konsentimentu ne'e, ha'u sei iha direitu
legál tomak nu'udar partisipante iha peskiza ne'e; no

11. Ha'u komprende katak bainhira ha'u asina ona dokumentu ne'e, peskizadór sei rai dokumentu
ne'e.

Partisipante nia naran (Favór ida hakerek ho klaru):____________________________________ 

Asinatura: ____________________________________ Data:  __ __ /__ __/ 20__ __ 
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Consumer Information sheet/Consent Form Version 2: 13 July 2017 
HREC #: 1749422.1 1 

Plain Language Statement: Organisation member 
Version 2: 13 July 2017 
Title Investigating people-centred mental health care in Timor-Leste. 
Ethics Number  1749422.1 
Responsible 
Investigator 

Dr Ritsuko Kakuma 

Student investigator Ms Teresa Hall (PhD candidate) 
Co-investigators Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Department Centre for Mental Health, Melbourne School of Population and Global Health 

1) What is the study about and its purpose?
You are invited to take part in this student research project being conducted by Ms Teresa Hall as part of her 
requirement to obtain a doctoral degree. The study will help us to understand the experiences and opinions of 
people who are in contact with or are working in the mental health system in Timor-Leste.You are invited to 
participate in this study because you are currently working in an organisation or health service that provides 
mental health care or support in Timor-Leste. This project aims to better understand the strengths and 
challenges of mental health care in Timor-Leste. 

This Plain Language Statement (PLS) tells you about the study and explains what it means to be involved, so 
you can decide if you would like to take part. Please read/listen to this information carefully. You may ask 
questions about anything you don’t understand or want to know more about. 

2) What does my participation involve?
Your participation in this research is voluntary. This means that you do not have to be part of the study unless 
you want to. If you begin participating, you can stop at any time and withdraw any data already collected from 
or about you. Whether you decide to take part or not, your relationship with your organisation will not be 
affected.  

If you choose to take part, we will ask you to sign the consent form. By signing it you are telling us that you: 
 Understand what you have read/been told
 Consent to be involved in this research, as described in this information sheet
 Consent to participate in an interview that will take about 60-90 minutes to complete
 Consent to the interview being audio recorded.

3) What will I be asked to do?
If you agree to take part, you will be asked to participate in an individual interview that will take 
approximately 60-90 minutes. The interview will be audio recorded and then typed up later so that the 
interviewer does not have to take notes during the interview. Information from the interview will remain 
confidential. If you agree to take part in the study but no longer want to, you can stop at any time.  
Optional 
During the interview, you will be asked three questions about the way that your organisation works with other 
organisations in the mental health care system in Timor-Leste. You will need to answer these questions about 
your organisation. You do not have to answer these questions if you do not want to.  

4) What about my privacy and confidentiality?
The information discussed in the interview will remain confidential. 

• All collected data (consent forms, and responses) will be securely stored for a minimum of five years
at the University of Melbourne, with access restricted to members of the research team.

• All of the identifying information will be removed from the typed version of the recording.  Your
information will only be used for the purpose of this research project and it will only be disclosed with
your permission, except as required by law.

• The data presented in any publications/presentations will be a summary of information obtained from
all of the participants and therefore it will not be possible to determine which person said what.
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HREC #: 1749422.1 2 

Nonetheless, given the relatively small size of respondents for each group, your identity may be 
inferred. 

5) Are there any benefits associated with being in the study?
There will be no benefits to individuals for participating. The findings from this study will be used to inform what 
is needed at an administrative post, municipality and national level for an effective, efficient and equitable 
mental health system in Timor-Leste. You may also benefit from the opportunity to reflect on how your 
organisation is connected to other organisations in the community. 

6) What are the possible risks and disadvantages of taking part?
There are no physical risks involved in participating in this study. However, sometimes in an interview people 
may be upset when responding to some of the questions. If there are questions you don’t wish to answer then 
you may skip them and go to the next question, or you may stop immediately. You can also stop at any time 
without needing to explain why. Also, if you become uncomfortable or upset as a result of taking part in this 
study, the interviewer will talk with you about the availability of further support (e.g. contact with friend, family 
member, support person, health worker) and offer to assist you to make contact with this person. We have 
arranged for all participants to be able to speak with a health worker from PRADET or the government health 
service if support is needed. 

7) How will the research findings be reported back?
The study findings will be used in the PhD thesis of Teresa Hall and related publications and presentations.  
We will also share the findings with policy makers and other stakeholders via presentations and a report. You 
will be invited to a presentation of the findings in Venilale, Baucau and Dili when the findings are available.  
Your name will not be used in any publications/reports we write.  

8) Who is organising and funding the research?
This research study is being overseen by Dr Ritsuko Kakuma from Melbourne School of Population and 
Global Health, University of Melbourne. The research is part of the PhD project of Ms Teresa Hall. The student 
researcher is supported by the Australian Post Graduate Award and Nossal Global Health Scholarships.  

9) Who has reviewed the research project?
This research project has been approved by the Human Research Ethics Committee of The University of 
Melbourne and the National Institute of Health Timor-Leste (Instituto Nacional de Saude, INS). If you have any 
concerns or complaints about the conduct of this research project, which you do not wish to discuss with the 
research team, you should contact the Manager, Human Research Ethics, Research Ethics and Integrity, 
University of Melbourne, VIC 3010. Tel: +61 3 8344 2073 or Email: humanethics-complaints@unimelb.edu.au 
All complaints will be treated confidentially. In any correspondence please provide the name of the research 
team or the name or ethics ID number of the research project. 

10) Further information
If you want any further information concerning this project or if you have any problems which may be related to 
your involvement in the project, you can contact the Dr Ritsuko Kakuma. If you would like to schedule an 
interview, please contact Ms Teresa Hall.  

Dr Ritsuko Kakuma 
Centre for Mental Health  
Melbourne School of Population & Global Health 
The University of Melbourne 
T: +61 3 8344 0654 E: rkakuma@unimelb.edu.au 

Ms Teresa Hall  
Centre for Mental Health 
Melbourne School of Population & Global Health 
The University of Melbourne 
T: (add local contact number) E:Teresa.hall@unimelb.edu.au 

This information sheet is for you to keep.
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Consent Form – Adult providing own consent: Organisation member 
Version 2: 13 July 2017 

Title Investigating people-centred mental health care in Timor-Leste. 
Ethics Number  1749422.1 
Responsible 
Investigator 

Dr Ritsuko Kakuma 

Student investigator Ms Teresa Hall (PhD candidate) 
Co-investigators Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Department Centre for Mental Health, Melbourne School of Population and Global Health 

Declaration by Participant 
By agreeing to the terms of this form, I am indicating that: 

1. I have been provided with a copy of the Plain Language Statement Version 2: dated 13 July
2017, which I have read and understood;

2. I understand that this study is for research purposes;
3. I understand that my participation in this study involves an individual interview which will take

approximately 60-90 minutes;
4. I agree for the interview to be audio recorded;
5. I understand that all data I provide will remain confidential except in rare and unlikely occasions

where the research team may be legally required to share the research data;
6. I understand that given the relatively small size of respondents for each group, the researchers

cannot guarantee that they can maintain complete anonymity of participants if/when providing
direct quotes;

7. I understand that the data collected during the study may be used in academic publications
and/or conference presentations;

8. I understand that a) involvement in this project is voluntary; b) I can withdraw from the study at
any time; and c) I can ask to have any of my unprocessed identifiable data that I have supplied
previously withdrawn without explanation and without any negative consequences;

9. I understand that the foreseen risk from my participation in this research study is minimal;
10. I understand that in signing this consent form I have not waived any of my legal rights as a

research study participant; and
11. I understand that once signed, this consent form will be retained by the researcher.

Optional  
I agree to answer questions about my organisation during the interview. 
Yes  No  

Name of Participant (please print):_________________________________________ 

Signature: ____________________________________Date: __ __ /__ __/ 20__ __ 

Note: All parties signing the consent section must date their own signature. This information will be stored 
confidentially. 
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Informasaun kona-ba peskiza ne'e (Plain Language Statement) 
Verzaun2, husi 3 August 2020 
Títulu Peskiza kona-ba sistema saúde mentál ne'ebé foka ba ema ho communidade 

(people centred)* iha Timor-Leste,  
*Sistema saúde ne'ebé people centred mak sistema ne'ebé tau matan ba
situasaun tomak bainhira halo tratamentu ba ema ne'ebé sofre ho moras
mentál. Sistema ne'e la'ós fó ai-moruk de'it, maibé haree buat ne'ebé ema rasik
ne'e presiza, no inklui mós família no komunidade hodi ajuda ema ne'e.

númeru aprovasaun étika 1749422.1 
Peskizadór ne'ebé iha 
responsabilidade ba 
peskiza ne'e 

Dr Ritsuko Kakuma 

Peskizadór estudante Ms Teresa Hall (PhD candidate) 
Peskizadór sira seluk Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Departamentu Sentru saúde mental, Universidade Melbourne 

1) Peskiza ne'e kona-ba saida, no peskiza ne'e nia objetivu saida?
Ita-Boot hetan konvite atu partisipa iha peskiza ne'e. Sra. Teresa Hall mak hala'o peskiza ne'e. Nia estudante 
doutoramentu nian, no peskiza ne'e sei forma parte husi nia doutoramentu. Peskiza ne'e sei ajuda ami atu 
komprende kle'an liu tan kona-ba esperiénsia no opiniaun husi ema ne'ebé hetan tratamentu husi sistema 
saúde mentál iha Timor-Leste, ka nia rasik servisu (nu'udar doutór/a, enfermeiru/a, nst) iha sistema saúde 
mentál iha Timor-Leste. Ita-Boot hetan konvite atu partisipa iha estudu ida ne'e, tanba ita serbisu hela 
daudaun iha funsaun ida organizasaun ka saúde, ne ' ebé fornese kuidadu saúde mentál ka apoiu iha Timor-
Leste. Peskiza ne'e iha objetivu atu komprende kle'an liu tan saida mak di'ak kona-ba sistema saúde mentál 
iha Timor-Leste, no saida mak dezafiu ba sistema saúde ida-ne'e. 

Surat informasaun ne'e (Plain Language Statement) fó-hatene Ita-Boot kona-ba ami-nia peskiza ne'e, no 
esplika ba Ita-Boot kona-ba buat ne'ebé Ita-Boot sei halo se Ita-Boot envolve an ho peskiza ne'e, hodi Ita-Boot 
bele deside se Ita-Boot hakarak foti parte iha peskiza ne'e ka lae. Favór ida lee ka rona didi'ak informasaun 
ne'e. Ita-Boot bele husu pergunta kona-ba saida de'it se Ita-Boot la komprende buat ruma ka hakarak hatene 
liu tan kona-ba buat ruma.  

2) Ita-Boot partisipa karik, Ita-Boot sei halo saida?
Ita-Boot nia  partisipasaun iha peskiza ne'e mak voluntáriu. Ne'e dehan katak Ita-Boot la presiza atu foti parte 
iha peskiza ne'e se Ita-Boot lakohi. Se Ita-Boot komesa partisipa iha estudu ne'e, depois sente katak hakarak 
para, bele de'it. Ita-Boot bele para bainhira de'it, no ami bele hapus informasaun husi Ita-Boot, ka kona-ba Ita-
Boot, ne'ebé ami halibur ona. Se Ita-Boot hili atu partisipa ka la partisipa, ne'e la afeIta-Boot.  Partisipasaun 
sei la afeita Ita-Boot nia relasaun ho ema ne'ebé servisu iha klinika ka organizasaun ne'ebé Ita-Boot hetan Ita-
Boot nia  tratamentu. Partisipasaun mós sei la afeIta tratamentu ne'ebé Ita-Boot hetan.  

Se Ita-Boot hili atu foti parte iha peskiza ne'e, ami sei husu Ita-Boot atu asina formuláriu konsentimentu (fó 
lisensa). Se Ita-Boot asina dokumentu ne'e, ne'e dehan katak: 

 Ita-Boot kompriende buat ne'ebé Ita-Boot lee/rona iha dokumentu ne'e.
 Ita-Boot hakarak atu foti parte iha peskiza ne'e, hanesan ami deskreve iha surat informasaun ne'e
 Ita-Boot hakarak atu partisipa iha entrevista ida, ne'ebé han tempu maizumenus oras ida ka oras

ida ho balun
 Ita-Boot laiha problema se ami grava audio husi Ita-Boot nia entrevista.

3) Ema sei husu Ita-Boot atu halo saida?
Se Ita-Boot hakarak foti parte iha peskiza ne'e, ami sei husu Ita-Boot atu partisipa iha entrevista individuál, 
ne'ebé han tempu maizumenus oras ida, ka oras ida ho balun. Peskizadór sei grava entrevista ne'e, hodi 
bele ketík iha tempu seluk. Ho maneira ne'e, peskizadór la presiza hakerek buat ruma durante hala'o 
entrevista. Informasaun hotu husi Ita-Boot nia entrevista mak konfidensiál, ne'e dehan katak ema seluk nunka 
atu hatene Ita-Boot temi saida iha interview ne'e.  Se Ita-Boot hakarak foti parte iha entrevista ne'e, depois hili 
atu para, Ita-Boot bele para bainhira de'it.  
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Opsaun atu hatán pergunta ruma kona-ba Ita-Boot nia organizasaun 
Durante entrevista ne'e, Ita-Boot sei hetan pergunta tolu kona-ba oinsá Ita-Boot nia  organizasaun servisu 
hamutuk ho organizasaun seluk iha sistema saúde mentál iha Timor-Leste. Pergunta hirak ne'e kona-ba Ita-
Boot nia  organizasaun. Ita-Boot la presiza hatán ba pergunta hirak ne'e se Ita-Boot lakohi hatán.  

4) Ema seluk sei hatene kona-ba buat ne'ebé Ita-Boot temi iha entrevista ne'e ka lae?
Buat hotu ne'ebé temi iha entrevista ne'e mak konfidensiál. Ne'e dehan katak ema seluk nunka atu hatene Ita-
Boot temi saida iha entrevista ne'e.  

• Dadus hotu ne'ebé ami halibur (formuláriu konsentimentu no resposta ba pergunta sira)  ami rai
didi'ak ba tinan lima ba leten iha Universidade Melbourne. Membru husi ekipa peskiza de'it mak sei
asesu dadus ne'e.

• Bainhira ami ketík entrevista ne'ebé grava ne'e, ami la ketík informasaun ne'ebé bele identifika Ita-
Boot (ezemplu, ema nia naran, servisu fatin, hela fatin, nst sei la ketík). Ami uza Ita-Boot nia
informasaun ba peskiza ne'e de'it, no ami labele hato'o Ita-Boot nia  informasaun ba ema seluk se Ita-
Boot la aseita. Se lei obriga ami hato'o informasaun ruma ba ema ruma, ami tenke tuir lei ne'e.

• Dadus ne'ebé ami tau iha publikasaun/aprezentasaun ruma mak sumáriu de'it husi informasaun hotu
ne'ebé ami halibur husi partisipante hotu. Tanba ida ne'e, ema ne'ebé lee ami-nia relatóriu labele
hatene sé mak ko'alia saida. Maibé, ema dalaruma bele si'ik sé mak dehan saida, tanba partisipante
ba peskiza ne'e uitoan de'it.

5) Ita-Boot sei hetan buat ruma se foti parte iha peskiza ne'e?
Ita-Boot la hetan buat ruma se partisipa iha peskiza ne'e. Rezultadu husi peskiza ne'e ema sei uza atu bele 
hatene kona-ba sistema saúde mentál iha Timor-Leste, no mós hatene kona-ba buat ne'ebé sei presiza hodi 
iha sistema saúde mentál ne'ebé efetivu, efisiente, no di'ak ba ema hotu iha nivel tolu: Postu Administrativu, 
Munisípiu, no Nasionál.  

6) Iha risku no dezvantajen ruma se foti parte iha peskiza ne'e?
Laiha risku fíziku se Ita-Boot partisipa iha estudu ne'e. Maibé, dalaruma iha interview ne'e ema bele sente 
laran susar bainhira responde ba pergunta balu. Se iha pergunta ruma ne'ebé Ita-Boot lakohi hatán, Ita-Boot 
bele liu/hakat de'it no hatán pergunta tuirmai de'it, ka Ita-Boot bele para de'it. Ita-Boot mós bele para bainhira 
de'it, no la presiza esplika ba ami tansá Ita-Boot para. No mós se Ita-Boot sente ladún di'ak ka laran susar 
tanba foti parte iha peskiza ne'e, peskizadór sei ko'alia ho Ita-Boot kona-ba ajuda ne'ebé Ita-Boot bele hetan 
hodi sente di'ak fali (ezemplu, kontaktu kolega, ema ruma husi Ita-Boot nia família, ema ne'ebé suporta ita, 
ema ne'ebé servisu iha saúde, nst). Peskizadór mós bele husu Ita-Boot se Ita-Boot presiza ajuda atu kontaktu 
ema refere ne'e. Ami arranja ona katak ema hotu ne'ebé partisipa iha peskiza ne'e, bele ko'alia/hetan ajuda 
husi PRADET ka servisu saúde governu nian se presiza ajuda ruma.  

7) Oinsá mak ema bele hatene rezultadu husi peskiza ne'e?
Rezultadu husi peskiza ne'e mak tama ba Sra. Teresa Hall nia teze-doutoramentu, no mós aprezentasaun no 
publikasaun ruma ne'ebé Sra. Teresa Hall halo kona-ba nia teze-doutoramentu.  
Ami mós sei fahe ami-nia rezultadu ba ema ne'ebé halo polítika kona-ba saúde iha Timor-Leste, no parte-
interesada (stakeholders) sira seluk, liuhosi aprezentasaun no relatóriu. Ami sei konvite Ita-Boot atu mai rona 
aprezentasaun kona-ba peskiza ne'e iha Venilale, Baucau, no Dili bainhira rezultadu ne'e prontu atu hato'o ba 
ema. Ami la uza Ita-Boot nia  naran iha publikasaun/relatóriu hotu ne'ebé ami hakerek. Se Ita-Boot hakarak, 
ami bele haruka relatóriu ne'e ba Ita-Boot.  

8) Sé mak organiza no sé mak fó fundus ba peskiza ne'e?
Dr Ritsuko Kakuma mak tau matan ba peskiza ne'e. Dr Ritsuko mak husi Eskola Melbourne kona-ba 
Populasaun no Saúde Global nian (Melbourne School of Population and Global Health), iha Universidade 
Melbourne. Peskiza ne'e mak parte husi Sra. Teresa Hall nia teze-doutoramentu. Sra. Teresa Hall hetan bolsa 
estudu the Australian Post Graduate Award, no Nossal Global Health Scholarship.  

9) Sé mak revee peskiza ne'e?
Peskiza ne'e hetan aprovasaun husi Komisaun Étika ba Peskiza kona-ba Ema iha Universidade Melbourne 
(Melbourne University Human Research Ethics Committee), no Instituto Nacional de Saude, INS (the National 
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Institute of Health Timor-Leste). Se Ita-Boot iha preokupasaun ka keixa ruma kona-ba hahalok ruma husi 
peskiza ne'e, ne'ebé Ita-Boot lakohi hato'o ba ekipa peskiza, Ita-Boot bele kontaktu xefe ne'ebé tau matan ba 
Étika Peskiza kona-ba Ema. Xefe ne'e servisu iha departamentu Étika no integridade peskiza, iha 
Universidade Melbourne, Victoria, Australia. 3010. Telefone: 001161 3 8344 2073, ka  Email: humanethics-
complaints@unimelb.edu.au  Keixa hotu ne'ebé ami simu mak konfidensiál (ema seluk la hatene sé mak halo 
keixa, no keixa ne'e kona-ba saida). Se Ita-Boot kontaktu xefe ne'e favór ida hato'o ekipa peskiza nia naran     
(  ), ka númeru identifikasaun étika nian ba peskiza ne'e (  ).  

10) Informasaun seluk
Se Ita-Boot hakarak informasaun seluk kona-ba peskiza ne'e, ka Ita-Boot iha problema ruma kona-ba Ita-Boot 
nia  envolvimentu ho peskiza ne'e, Ita-Boot bele kontaktu Dr Ritsuko Kakuma. Se Ita-Boot hakarak organiza 
tempu atu ko'alia no nia, Ita-Boot bele kontaktu Sra.Teresa Hall atu ajuda ita kontaktu malu ho Dr Ritsuko 
Kakuma.  

Dr Ritsuko Kakuma 
Sentru saúde mental, Universidade Melbourne  
T: +61 3 8344 0654 M: rkakuma@unimelb.edu.au 

Ms Teresa Hall  
Sentru saúde mental, Universidade Melbourne 
T: (XX) M:Teresa.hall@unimelb.edu.au  

Ita-Boot bele lori surat ne'e ba uma, la presiza fó fila fali.
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Formuláriu Konsentimentu (Fó Lisensa)
Verzaun2, husi 3 August 2020 
Títulu Peskiza kona-ba sistema saúde mentál ne'ebé foka ba ema ho 

communidade (people centred)* iha Timor-Leste,  
*Sistema saúde ne'ebé people centred mak sistema ne'ebé tau matan ba
situasaun tomak bainhira halo tratamentu ba ema ne'ebé sofre ho moras
mentál. Sistema ne'e la'ós fó ai-moruk de'it, maibé haree buat ne'ebé ema
rasik ne'e presiza, no inklui mós família no komunidade hodi ajuda ema
ne'e.

númeru aprovasaun étika 1749422.1 
Peskizadór ne'ebé iha 
responsabilidade ba 
peskiza ne'e 

Dr Ritsuko Kakuma 

Peskizadór estudante Ms Teresa Hall (PhD candidate) 
Peskizadór sira seluk Dr Lisa Palmer, Assoc/Prof Michelle Kermode, Assoc/Prof Harry Minas and 

Prof Joao Martins 
Departamentu Sentru saúde mental, Universidade Melbourne 

Deklarasaun husi ema ne'ebé foti parte iha peskiza ne'e 
Bainhira ha'u asina dokumentu ne'e, ne'e hatudu katak: 

1. Ema fó ona Informasaun kona-ba peskiza ne'e (Plain Language Statement) Verzaun2, husi 3
August 2020, no ha'u lee ona no komprende informasaun ne'e;

2. Ha'u komprende katak estudu ne'e nia objetivu mak atu halo peskiza;
3. Ha'u komprende katak bainhira ha'u foti parte iha peskiza ne'e, ha'u sei halo entrevista ne'ebé

han tempu maizumenus oras ida ka oras ida ho balun;
4. Ha'u la iha problema se ema grava entrevista ne'ebé ha'u halo.;
5. Ha'u komprende katak dadus hotu ne'ebé ha'u hato'o mak konfidensiál. Ne'e dehan katak ema

seluk nunka atu hatene ha'u temi saida iha interview ne'e. Maibé, iha posibilidade ki'ik katak
ekipa peskiza tenke tuir lei no hato'o informasaun ruma ba ema seluk, maibé posibilidade ida
ne'e akontese ki'ik tebes;

6. Ha'u komprende katak ema ne'ebé hatán pergunta ba peskiza ne'e uitoan de'it, no tanba ida-ne'e
sei iha posibilidade katak ema bele si'ik ha'u-nia identidade liuhosi informasaun ne'ebé ha'u
hato'o, se peskizadór halo sita direta (kutipan langsung) iha relatóriu;

7. Ha'u komprende katak dadus ne'ebé peskizadór halibur iha estudu ne'e dalaruma sei uza iha
publikasaun akadémiku, no/ka iha aprezentasaun konferénsia nian.;

8. Ha'u komprende katak a) Ha'u envolve an iha peskiza ne'e ho voluntáriu de'it; b) Ha'u bele para
bainhira de'it; no c) Ha'u bele husu katak informasaun ne'ebé ha'u hato'o, ne'ebé bele identifika
ha'u, sai husi peskiza ne'e, se peskizadór seidauk analiza dadus ne'e. Ha'u la presiza fó razaun
se ha'u hili atu hasai ha'u-nia dadus, no laiha konsekuénsia aat ba ha'u se ha'u hasai ha'u-nia
dadus;

9. Ha'u komprende katak ekipa ne'ebé analiza risku husi Universidade Melbourne sente katak risku
ba ha'u atu partisipa iha peskiza ne'e ki'ik de'it;

10. Ha'u komprende katak bainhira ha'u asina formuláriu konsentimentu ne'e, ha'u sei iha direitu
legál tomak nu'udar partisipante iha peskiza ne'e; no

11. Ha'u komprende katak bainhira ha'u asina ona dokumentu ne'e, peskizadór sei rai dokumentu
ne'e.

Opsaun atu hatán pergunta ruma kona-ba Ita-Boot nia organizasaun 
Ha'u aseita atu hatán pergunta kona-ba ha'u-nia organizasaun durante entrevista ne'e. 
Sin  Lae  

Partisipante nia naran (Favór ida hakerek ho klaru):____________________________________ 

Asinatura: ____________________________________ Data:  __ __ /__ __/ 20__ __ 
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Appendix 3: Interview guides 

Matadalan entrevista 1: ema ho moras, no sira-nia familia 

Introdusaun 

Ha'u iha-ne'e ohin loron atu ko'alia ho Ita-Boot kona-ba tratamentu ne'ebé ema bele hetan ba moras 
(liuliu moras mentál nian) iha Timor-Leste. Ha'u buka informasaun kona-ba saida mak la'o di'ak, no 
buat ne'ebé la'o la di'ak, ka presiza atu hadi'a, tuir Ita-Boot nia hanoin, no tuir Ita-Boot nia esperiénsia. 
Objetivu husi peskiza ne'e mak atu hato'o informasaun ba governu no grupu seluk hodi bele halo 
sistema saúde mentál di'ak liu tan. Ita-Boot hatete ona ami katak Ita-Boot prontu atu foti parte iha 
peskiza ne'e, no prontu ba ha'u atu grava audio husi ita-nia entrevista ne'e. Entrevista ne'e sei han 
tempu maizumenus oras ida. Favór ida fó hatene ha'u se Ita-Boot presiza deskansa, ka hakarak para 
entrevista ne'e.  
Informasaun adisionál kona-ba entrevista:  

• Lalika ta'uk atu ko'alia buat ne'ebé tuir realidade, Ha'u hakarak rona buat ne'ebé di'ak, no mós
buat ne'ebé la di'ak kona-ba sistema saúde ba moras mentál nian iha Timor-Leste.

• Ha'u sei husu pergunta, no Ita-Boot bele hatán konforme de'it Ita-Boot nia hakarak.
• Ita-Boot hatán saida de'it di'ak. Laiha resposta ne'ebé loos ka sala. Ita-Boot nia istória no

hanoin mak importante.
• Ha'u nunka atu hatete ba ema seluk katak informasaun ne'ebé Ita-Boot dehan mai ha'u mai

husi Ita-Boot. Bainhira peskiza ne'e hato'o rezultadu ba ema seluk, la uza ema nia naran.

Saude mental 
1. Favór ida fó hatene ha'u kona-ba Ita-Boot nia esperiénsia moras, ka Ita-Boot nia esperiénsia

tau matan ba ema ne'ebé moras.
2. Ema seluk hatene kona-ba Ita-Boot nia moras ka lae? Sira komprende kona-ba Ita-Boot nia

moras ka lae?

Tratamentu iha Timor-Leste 
Bainhira Ita-Boot foin hatene (uluk) katak Ita-Boot/ema iha Ita-Boot nia família dalaruma hetan moras 
ne'e: 

3. Ita-Boot halo saida? Ita-Boot hakarak hetan ajuda/tratamentu kedas ka Ita-Boot hein atu
hetan ajuda/tratamentu? Tanbasá?

4. Ita-Boot husu ajuda husi sé bainhira Ita-Boot/ema iha Ita-Boot nia família hetan moras ne'e?
Husu família? ka husu klínika? ka husu matan-dook?

5. Sé mak ajuda ita? Sira servisu iha ne'ebé?  Sira ajuda ka suporta Ita-Boot hanesan saida?
6. Ita-Boot presiza saida de'it hodi Ita-Boot nia saúde di'ak (hodi moras ne'e bele dook husi ita)?

Presiza ai-moruk, ka presiza ko'alia ho ema, ka presiza reabilitasaun, ka presiza halo adat, ka
presiza buat seluk?

7. Ita-Boot hanoin saida kona-ba ema ne'ebé servisu iha saúde? Ita-Boot bele ko'alia ho nakloke
ho sira kona-ba Ita-Boot nia moras no tratamentu ba Ita-Boot nia moras ne'e ka lae? Sira
dehan saida de'it ba Ita-Boot kona-ba ita/ema iha Ita-Boot nia família nia moras?

8. Ita-Boot sente katak Ita-Boot nia kompriensaun kona-ba Ita-Boot nia moras to'o ka lae? Ita-
Boot sente katak Ita-Boot nia kompriensaun kona-ba tratamentu ba Ita-Boot nia moras to'o ka
lae? Bainhira Ita-Boot hakarak hatene buat ruma kona-ba moras mentál, Ita-Boot buka Ita-
Boot nia informasaun husi ne'ebé? (husi kolega, família, matan-dook, internet, igreja,
organizasaun seluk? Doutór/a ka enfermeiru/a?)

9. Doutór/a no enfermeiru/a sira husu Ita-Boot kona-ba buat ne'ebé Ita-Boot hakarak ka presiza
bainhira halo tratamentu ka lae?

10. “”…..buat seluk iha Ita-Boot nia moris? Ita-Boot nia família, Ita-Boot nia kolega? Servisu?
11. Ita-Boot hakarak/presiza konsulta nafatin ba Ita-Boot nia moras?
12. Tuir Ita-Boot nia hanoin, saida mak bele sai di'ak liu iha servisu saúde mentál iha Timor-Leste?

Page |  205



Engagement, Abilidade atu halo buat ruma ba Ita-Boot nia an rasik, no Partisipasaun 
15. Saida mak halo Ita-Boot sente kontente iha Ita-Boot nia moris? Saida mak dezafiu boot liu iha

Ita-Boot nia moris?
16. To'o agora, Ita-Boot hasoru malu ho ema seluk ne'ebé moras hanesan Ita-Boot no ko'alia ba

malu ka halo atividade ruma hamutuk? Ita-Boot hakarak hasoru malu ho ema ne'ebé moras
hanesan Ita-Boot ka lae?

17. Ita-Boot nia família halo kontribuisaun saida de'it ba Ita-Boot atu halo Ita-Boot nia moris di'ak
liu? Sira ajuda Ita-Boot hodi bele servisu ka lae? Sira ajuda Ita-Boot hodi bele saúde di'ak ka
lae?

18. Ita-Boot ka Ita-Boot nia família presiza tan ajuda ruma atu bele enjoi imi nia moris ka lae?
Presiza ajuda hanesan saida? Presiza hetan ajuda ne'e husi sé?

19. Ita-Boot koñese ema ruma ka hatene organizasaun ruma ne'ebé hanorin komunidade kona-
ba saúde mentál ka lae? Sira halo saida de'it?

20. Ema ka organizasaun ne'e ajuda governu atu halo sistema saúde mentál di'ak liu ka lae? Sira
ajuda hanesan saida?

21. Se Ita-Boot envolve an hodi ajuda halo sistema saúde sai di'ak liu tan, Ita-Boot hakarak
envolve an hanesan saida? Saida mak halo Ita-Boot fasil liu ka susar liu atu envolve an?

22. Tuir Ita-Boot nia hanoin, presiza ka lae atu iha ajuda ka atividade espesiál ruma ba ema ne'ebé
moras mentál, no sira nia família? Tanbasá presiza ka tanbasá la presiza? (Ezemplu mak fatin
ba ema atu bá aprende buat ruma ka aumenta nia skill, klínika, sentru komunidade, nst)

Konkluzaun 

23. Iha buat seluk ne'ebé Ita-Boot hakarak hato'o kona-ba ajuda/tratamentu ba saúde mentál iha
[munisípiu/postu administrativu]?

Page |  206



Guide 1: Consumer/family member interview guide (to translate and pilot) 

Introduction 
Hello my name is Teresa Hall and I am a student from the University of Melbourne in Australia 
conducting a study on mental health care. I am here today to talk with you about mental health care 
in Timor-Leste. I am interested in the aspects of mental health care that are working well, and those 
that are not working well, based on your own opinions and experiences.   The aim of this study is to 
contribute to improvements in the mental health system. You have agreed to take part in the 
interview and for me to audio record it.  It will take about one hour. Please let me know if you need a 
rest or want to stop the interview.  Remember:  

• Please tell me honestly what you think about mental health care.
• I will ask questions for you to answer as you please.
• There are no right or wrong answers. Your real stories and thoughts are important.
• I will only discuss what you tell me with the research team; it is confidential.

Mental Health 
1. Tell me about having or caring for a person who has an illness.
2. Do other people know about your illness? Who? Do they understand your illness?

Pathway to mental health care, experience of care and service orientation  
When you first thought that you / your family member might have an illness, 

3. What did you do? Did you want to get help right away or did you wait? Why?
4. Who did you ask for help when you/your family member] felt sick? Family? Clinic? Healer?
5. Who helped you? Where did they work? What support did they give you?
6. What does it take for you to stay well/ for the illness to stay away? Medicines? Talking?

Rehabilitation? Any others?
7. What do you think about the health staff? Can you speak freely to them about illness &

treatment?  What kinds of things did they tell you about you/your family member’s illness?
8. Do you feel that you have enough understanding about your condition and its treatment?

When you want to know something about mental illness, where do you generally get your
information from? (friends, family, traditional healers, internet, church, organisations, service
providers?)

9. Do the health staff ask you about what you or your family want, need or prefer in treatment?
a. Is this important to you?

10. Did the health staff ask you about other things in your life? Your family? Your friends? Work?
a. Is this important to you?

11. Do you want/need to keep seeing the mental health service?  Why?
12. What would you like to be better about the mental health service?

Engagement, empowerment and participation 
15. What gives you pleasure in your life? And what do you find most challenging?
16. Do you ever meet with other people with an illness similar to yours to talk? Do activities?

Would you like to?
17. What contribution does your family make to the quality of your life? To work? To be well?
18. Does your family/do you need more help to enjoy life? What kinds of things? From who?
19. Do you know of anybody– an organisation or a person who teaches the community about

mental health? What do they do?
20. Does this organisation/person help the government to make the health system better? How?
21. Would you want to be involved? Why? Why not? What would make this easy/difficult?
22. Do there need to be special services for people with a mental illness and their families?  Why

or why not? (day centre, clinic, community house)

Wrap 
22. Is there anything else you want to say about mental health care in [municipality/admin post]?

Thank you very much for your participation 
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Matadalan entrevista 2: ofisiál governu 

Introdusaun 

Ha'u iha-ne'e ohin loron atu ko'alia ho Ita-Boot kona-ba tratamentu ne'ebé ema bele hetan ba moras 
(liuliu moras mentál nian) iha Timor-Leste. Ha'u buka informasaun kona-ba saida mak la'o di'ak, no 
buat ne'ebé la'o la di'ak, ka presiza atu hadi'a, tuir Ita-Boot nia hanoin, no tuir Ita-Boot nia esperiénsia. 
Objetivu husi peskiza ne'e mak atu hato'o informasaun ba governu no grupu seluk hodi bele halo 
sistema saúde mentál di'ak liu tan. Ita-Boot hatete ona ami katak Ita-Boot prontu atu foti parte iha 
peskiza ne'e, no prontu ba ha'u atu grava audio husi ita-nia entrevista ne'e. Entrevista ne'e sei han 
tempu maizumenus oras ida. Favór ida fó hatene ha'u se Ita-Boot presiza deskansa, ka hakarak para 
entrevista ne'e.  
Informasaun adisionál kona-ba entrevista:  

• Lalika ta'uk atu ko'alia buat ne'ebé tuir realidade, Ha'u hakarak rona buat ne'ebé di'ak, no mós
buat ne'ebé la di'ak kona-ba sistema saúde ba moras mentál nian iha Timor-Leste.

• Ha'u sei husu pergunta, no Ita-Boot bele hatán konforme de'it Ita-Boot nia hakarak.
• Ita-Boot hatán saida de'it di'ak. Laiha resposta ne'ebé loos ka sala. Ita-Boot nia istória no

hanoin mak importante.
• Ha'u nunka atu hatete ba ema seluk katak informasaun ne'ebé Ita-Boot dehan mai ha'u mai

husi Ita-Boot. Bainhira peskiza ne'e hato'o rezultadu ba ema seluk, la uza ema nia naran.

Tratamentu iha Timor-Leste 
22. Ajuda/tratamentu ne'ebé ema hetan ba moras mentál iha Timor-Leste efetivu ka lae? Saida

mak di'ak kona-ba ajuda ne'ebé ema bele hetan ne'e? Nia dezafiu saida de'it? Tuir Ita-Boot nia
hanoin, saida de'it mak bele hadi'a situasaun ne'e? Iha diferensa ka lae iha nivel nasionál,
munisípiu no postu administrativu kona-ba asuntu hirak tuirmai ne'e?

1. Fó ajuda/tratamentu ne'ebé ho kualidade di'ak ka lae?
2. Organizadu no iha estrutura di'ak ka lae?
3. Iha ligasaun ba servisu saúde jerál ka lae?.
4. Iha ligasaun ba organizasaun hanesan PRADET, RHTO, Ministériu Edukasaun,

Ministériu Solidariedade Sosiál ka organizasaun sira seluk ka lae?
5. Iha ligasaun ba matan-dook ka lae?  Tuir loloos, tenke iha ligasaun ba matan-dook ka

lae?
23. Tuir ita-nia hanoin, sé de'it mak tenke envolve an bainhira halo planu ba tratamentu

(treatment plan) ba ema ne'ebé moras mentál? (Husu espesifikamente kona-ba ema moras
ne'ebé hetan ajuda ba nia moras ne'e, no ema ne'e nia família, se informasaun ne'e laiha iha
resposta.)

24. Tuir Ita-Boot nia hanoin, ema ne'ebé moras tenke foti parte bainhira halo desizaun kona-ba
ninia tratamentu ka lae? Se Ita-Boot sente nia tenke foti parte, nia foti parte ho maneira
saida?

25. Agora daudaun iha Timor-Leste, tratamentu ba moras mentál haree situasaun sosiál ema
moras nian ka lae? (Ezemplu- Ema moras nia kolega, relasaun família, partisipasaun iha
komunidade, servisu?) Saida mak dezafiu ba ema atu halo/hetan tratamentu ne'ebé uza
maneira ida ne'e?

26. Agora daudaun iha Timor-Leste, saida mak sei hapara doutór/a ka enfermeiru/a atu envolve
ema moras no ninia família bainhira halo planu kona-ba ema moras nia tratamentu? (ezemplu
mak ema ne'ebé hala'o servisu ne'e la to'o, rekursu ba tratamentu la to'o, treinamentu la to'o,
koñesimentu kona-ba asuntu ne'e la to'o? Ema moras ka ema moras nia família lakohi?)

Servisu Hamutuk 
27. Ita hatene kona-ba organizasaun saida de'it ne'ebé servisu iha sistema saúde mental?
28. Tinan ida liubá to'o agora, Ita-Boot kontaktu organizasaun hirak ne'e dala hira? (ezemplu:

hasoru malu, ko'alia iha telefone, sms, mensajen iha facebook, mensajen iha whatsapp,
hakerek ka simu surat, hakerek ka simu email?)
(1) laiha kontaktu; (2) tinan ida dala ida ka rua; (3) fulan tolu dala ida ka rua; (4) fulan ida

dala ida ka rua; (5) semana ida dala ida ka rua; (6) loro-loron.
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29. “”, Ita-Boot fahe rekursu ba malu dala hira ho organizasaun hirak ne'e? (ezemplu: fundus,
fatin servisu, transporte, print dokumentu, rekursu sira seluk)                            (1) Nunka fahe
rekursu ba malu; (2) tinan ida dala ida ka rua; (3) fulan tolu dala ida ka rua; (4) fulan ida dala
ida ka rua; (5) semana ida dala ida ka rua; (6) loro-loron.

30. Ita fiar (temi organizasaun nia naran) to'o iha ne'ebé? (1) la fiar;
(2) fiar uitoan de'it; (3) fiar ; (4) fiar barak; (5) fiar barak tebes.

Sé mak halo desizaun? 
Governu Timor-Leste foti desizaun kona-ba ajuda saida de'it ne'ebé atu oferese ba povu Timor ne'ebé 
sofre ho moras mentál.  

31. Normalmente, iha Timor-Leste, oinsá mak ema ne'ebé sofre ho moras mentál bele tama ba
sistema saúde iha Timor-Leste atu hetan ajuda?

32. Ema/grupu ne'ebé tuirmai ne'e foti parte iha desizaun hirak ne'e ka lae? Sira loloos ne'e foti
parte ka lae? Saida mak sei ajuda ne'e sai realidade? (Ezemplu: enkontru, survei,
konsultasaun.)

1. ema ho moras mental
2. sira-nia família
3. organizasaun advokasia
4. Doutór/a no enfermeiru/a
5. ONGs
6. organizasaun internasionál
7. matan-dook
8. Seluk

Konkluzaun 

15. Iha buat seluk ne'ebé Ita-Boot hakarak hato'o kona-ba ajuda/tratamentu ba saúde mentál iha
[munisípiu/postu administrativu]?
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Guide 2: Decision maker interview guide (to translate and pilot) 

Introduction 
Hello my name is Teresa Hall and I am a student from the University of Melbourne in Australia. I am 
here today to talk with you about what you think about mental health care in Timor-Leste. I am 
interested in what works and what can be done to strengthen the mental health system. You have 
agreed to take part in the interview and for me to audio record.  It will take about one hour. Please let 
me know if you need a rest or want to stop the interview.  Remember:  

• Please tell me honestly what you think about mental health care.
• I will ask a series of questions and invite your response.
• There are no right or wrong answers. Your real experiences and thoughts are important.
• I will only discuss what you tell me with the research team; it is confidential.

Service delivery and integration 
1. How effective are mental health services in Timor-Leste…? What are the strengths?

Challenges? How can this be improved? Is this different at national, municipality and admin
posts?

a. delivering high quality care
b. organised and structured
c. linked to general health services
d. linked to health care provided outside the health sector

Prompt: By NGOs? Social Solidarity? Education? Justice?
e. linked with customary healers? Should they be?

2. In your view, who should be involved in decision-making about treatment plans for people
with mental illness? (Ask specifically about consumer and family involvement if not
mentioned in response)

3. How do you think the unwell person and his/her family should be involved in decision-making
about treatment (if at all)?

4. To what extent does the current approach to mental health care pay attention to the social
aspects in the life of the unwell person (friends, family relationships, community participation,
employment)? What are the barriers to this?

5. In the current health system, what would prevent service providers from involving the
consumer and his/her family in treatment planning (lack of staff/resources, lack of training,
lack of awareness, reluctance of consumers and their families)?

Intersectoral collaboration: social network analysis measures 
6. Are you aware of [organisation] working in the mental health system?
7. Over the past year, how often have you had personal contact (e.g., meetings, phone calls,

faxes, letters, or emails) with each of the following organisations?
Response: (1) no contact; (2) yearly; (3) quarterly; (4) monthly; (5) weekly; (6) daily.

8. Over the past year, how often have you shared resources (e.g. funding, building space,
transport, printing, materials) with each of the following organisations?
Response: (1) no resource sharing; (2) yearly; (3) quarterly; (4) monthly; (5) weekly; (6) daily.

9. How much trust do you have in your relationship with X organisation?
Response: (1) no trust; (2) little trust; (3) some trust; (4) strong trust; (5) very strong trust.

Governance, participation and enabling environment   
The government of Timor-Leste makes decisions about what services are needed to help people who 
have a mental illness.  

10. In Timor, how do people with mental illness generally find their way into the health system?
11. Are the following people/groups included in these decisions? Should they be? What makes

this difficult? What would help this happen? Prompt: meetings, surveys, consultation
a. people with mental illness
b. their families
c. organisations who work on behalf of people with mental illness
d. service providers
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e. NGOs
f. international organisations
g. customary healers
h. other

Wrap 
12. Is there anything else you want to say about mental health in [municipality/admin post]?

Thank you very much for your participation 
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Matadalan entrevista 3: doutór/a ka enfermeiru/a 

Introdusaun 

Ha'u iha-ne'e ohin loron atu ko'alia ho Ita-Boot kona-ba tratamentu ne'ebé ema bele hetan ba moras 
(liuliu moras mentál nian) iha Timor-Leste. Ha'u buka informasaun kona-ba saida mak la'o di'ak, no 
buat ne'ebé la'o la di'ak, ka presiza atu hadi'a, tuir Ita-Boot nia hanoin, no tuir Ita-Boot nia esperiénsia. 
Objetivu husi peskiza ne'e mak atu hato'o informasaun ba governu no grupu seluk hodi bele halo 
sistema saúde mentál di'ak liu tan. Ita-Boot hatete ona ami katak Ita-Boot prontu atu foti parte iha 
peskiza ne'e, no prontu ba ha'u atu grava audio husi ita-nia entrevista ne'e. Entrevista ne'e sei han 
tempu maizumenus oras ida. Favór ida fó hatene ha'u se Ita-Boot presiza deskansa, ka hakarak para 
entrevista ne'e.  
Informasaun adisionál kona-ba entrevista:  

• Lalika ta'uk atu ko'alia buat ne'ebé tuir realidade, Ha'u hakarak rona buat ne'ebé di'ak, no mós
buat ne'ebé la di'ak kona-ba sistema saúde ba moras mentál nian iha Timor-Leste.

• Ha'u sei husu pergunta, no Ita-Boot bele hatán konforme de'it Ita-Boot nia hakarak.
• Ita-Boot hatán saida de'it di'ak. Laiha resposta ne'ebé loos ka sala. Ita-Boot nia istória no

hanoin mak importante.
• Ha'u nunka atu hatete ba ema seluk katak informasaun ne'ebé Ita-Boot dehan mai ha'u mai

husi Ita-Boot. Bainhira peskiza ne'e hato'o rezultadu ba ema seluk, la uza ema nia naran.

Tratamentu iha Timor-Leste 
1. Ita-Boot nia esperiénsia fó ajuda/tratamentu ba ema ne'ebé sofre ho moras mentál iha Timor-

Leste hanesan saida?
2. Aspetu pozitivu (buat ne'ebé di'ak) kona-ba Ita-Boot nia servisu {fó tratamentu/ajuda ba ema

ne'ebé moras mentál) saida de'it?
3. Saida de'it mak halo Ita-Boot nia servisu susar liu? Saida de'it mak halo Ita-Boot nia servisu

fasil liu?
33. Tuir ita-nia hanoin, sé de'it mak tenke envolve an bainhira halo planu ba tratamentu

(treatment plan) ba ema ne'ebé moras mentál? (Husu espesifikamente kona-ba ema moras
ne'ebé hetan ajuda ba nia moras ne'e, no ema ne'e nia família, se informasaun ne'e laiha iha
resposta.)

34. Tuir Ita-Boot nia hanoin, ema ne'ebé moras tenke foti parte bainhira halo desizaun kona-ba
ninia tratamentu ka lae? Se Ita-Boot sente nia tenke foti parte, nia foti parte ho maneira
saida?

35. Agora daudaun iha Timor-Leste, tratamentu ba moras mentál haree situasaun sosiál ema
moras nian ka lae? (Ezemplu- Ema moras nia kolega, relasaun família, partisipasaun iha
komunidade, servisu?) Saida mak dezafiu ba ema atu halo/hetan tratamentu ne'ebé uza
maneira ida ne'e?

36. Agora daudaun iha Timor-Leste, saida mak sei hapara doutór/a ka enfermeiru/a atu envolve
ema moras no ninia família bainhira halo planu kona-ba ema moras nia tratamentu? (ezemplu
mak ema ne'ebé hala'o servisu ne'e la to'o, rekursu ba tratamentu la to'o, treinamentu la to'o,
koñesimentu kona-ba asuntu ne'e la to'o? Ema moras ka ema moras nia família lakohi?)

Servisu Hamutuk 
37. Ita hatene kona-ba organizasaun saida de'it ne'ebé servisu iha sistema saúde mental?
38. Tinan ida liubá to'o agora, Ita-Boot kontaktu organizasaun hirak ne'e dala hira? (ezemplu:

hasoru malu, ko'alia iha telefone, sms, mensajen iha facebook, mensajen iha whatsapp,
hakerek ka simu surat, hakerek ka simu email?)
(1) laiha kontaktu; (2) tinan ida dala ida ka rua; (3) fulan tolu dala ida ka rua; (4) fulan ida

dala ida ka rua; (5) semana ida dala ida ka rua; (6) loro-loron.
39. “”, Ita-Boot fahe rekursu ba malu dala hira ho organizasaun hirak ne'e? (ezemplu: fundus,

fatin servisu, transporte, print dokumentu, rekursu sira seluk)                            (1) Nunka fahe
rekursu ba malu; (2) tinan ida dala ida ka rua; (3) fulan tolu dala ida ka rua; (4) fulan ida dala
ida ka rua; (5) semana ida dala ida ka rua; (6) loro-loron.
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40. Ita fiar (temi organizasaun nia naran) to'o iha ne'ebé? (1) la fiar;
(2) fiar uitoan de'it; (3) fiar ; (4) fiar barak; (5) fiar barak tebes.

Sé mak halo desizaun? 
Governu Timor-Leste foti desizaun kona-ba ajuda saida de'it ne'ebé atu oferese ba povu Timor ne'ebé 
sofre ho moras mentál.  

41. Normalmente, iha Timor-Leste, oinsá mak ema ne'ebé sofre ho moras mentál bele tama ba
sistema saúde iha Timor-Leste atu hetan ajuda?

42. Ema/grupu ne'ebé tuirmai ne'e foti parte iha desizaun hirak ne'e ka lae? Sira loloos ne'e foti
parte ka lae? Saida mak sei ajuda ne'e sai realidade? (Ezemplu: enkontru, survei,
konsultasaun.)

1. ema ho moras mental
2. sira-nia família
3. organizasaun advokasia
4. Doutór/a no enfermeiru/a
5. ONGs
6. organizasaun internasionál
7. matan-dook
8. Seluk

Konkluzaun 

16. Iha buat seluk ne'ebé Ita-Boot hakarak hato'o kona-ba ajuda/tratamentu ba saúde mentál iha
[munisípiu/postu administrativu]?
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Guide 3: Service provider interview guide (to translate and pilot) 

Introduction 
Hello my name is Teresa Hall and I am a student from the University of Melbourne in Australia. I am 
here today to talk with you about what you think about mental health care in Timor-Leste. I am 
interested in what works and what can be done to strengthen the mental health system. You have 
agreed to take part in the interview and for me to audio record it.  It will take about one hour. Please 
let me know if you need a rest or want to stop the interview.  Remember:  

• Please tell me honestly what you think about mental health care.
• I will ask a series of questions and invite your response.
• There are no right or wrong answers. Your real experiences and thoughts are important.
• I will only discuss what you tell me with the research team; it is confidential.

Service delivery 
1. What has been your experience of providing mental health care in Timor-Leste?
2. What are the positive aspects of your job providing mental health care?
3. What makes your job harder? Easier? How can this be improved?
4. In your view, who should be involved in decision-making about treatment plans for people

with mental illness? (Ask specifically about consumer and family involvement if not
mentioned in response)

5. How do you think the unwell person and his/her family should be involved in decision-making
about treatment (if at all)?

6. To what extent does the current approach to mental health care pay attention to the social
aspects in the life of the unwell person (friends, family relationships, community participation,
employment)? What are the barriers to this?

7. In the current health system, what would prevent service providers from involving the
consumer and his/her family in treatment planning (lack of staff/resources, lack of training,
lack of awareness, reluctance of consumers and their families)?

Intersectoral collaboration: social network analysis measures 
8. Are you aware of [organisation] working in the mental health system?
9. Over the past year, how often have you had personal contact (e.g., meetings, phone calls,

faxes, letters, or emails) with each of the following organisations?
Response: (1) no contact; (2) yearly; (3) quarterly; (4) monthly; (5) weekly; (6) daily.

10. Over the past year, how often have you shared resources (e.g. funding, building space,
transport, printing, materials) with each of the following organisations?
Response: (1) no resource sharing; (2) yearly; (3) quarterly; (4) monthly; (5) weekly; (6) daily.

11. How much trust do you have in your relationship with X organisation?
Response: (1) no trust; (2) little trust; (3) some trust; (4) strong trust; (5) very strong trust.

Governance, participation and enabling environment  
Your organisation makes decisions about how your service should operate to help people who have a 
mental illness.  

12. In Timor, how do people with mental illness generally find their way into the health system?
13. Are the following people/groups included in these decisions? Should they be? What makes

this difficult? What would help this happen? Prompt: meetings, surveys, consultation
a. people with mental illness
b. their families
c. organisations who work on behalf of people with mental illness
d. service providers
e. customary healers
f. other

Wrap 
14. Is there anything else you want to say about mental health in [municipality/admin post]?

Thank you very much for your participation 
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Matadalan entrevista 4: parte-interesadu/a seluk 

Introdusaun 

Ha'u iha-ne'e ohin loron atu ko'alia ho Ita-Boot kona-ba tratamentu ne'ebé ema bele hetan ba moras 
(liuliu moras mentál nian) iha Timor-Leste. Ha'u buka informasaun kona-ba saida mak la'o di'ak, no 
buat ne'ebé la'o la di'ak, ka presiza atu hadi'a, tuir Ita-Boot nia hanoin, no tuir Ita-Boot nia esperiénsia. 
Objetivu husi peskiza ne'e mak atu hato'o informasaun ba governu no grupu seluk hodi bele halo 
sistema saúde mentál di'ak liu tan. Ita-Boot hatete ona ami katak Ita-Boot prontu atu foti parte iha 
peskiza ne'e, no prontu ba ha'u atu grava audio husi ita-nia entrevista ne'e. Entrevista ne'e sei han 
tempu maizumenus oras ida. Favór ida fó hatene ha'u se Ita-Boot presiza deskansa, ka hakarak para 
entrevista ne'e.  
Informasaun adisionál kona-ba entrevista:  

• Lalika ta'uk atu ko'alia buat ne'ebé tuir realidade, Ha'u hakarak rona buat ne'ebé di'ak, no mós
buat ne'ebé la di'ak kona-ba sistema saúde ba moras mentál nian iha Timor-Leste.

• Ha'u sei husu pergunta, no Ita-Boot bele hatán konforme de'it Ita-Boot nia hakarak.
• Ita-Boot hatán saida de'it di'ak. Laiha resposta ne'ebé loos ka sala. Ita-Boot nia istória no

hanoin mak importante.
• Ha'u nunka atu hatete ba ema seluk katak informasaun ne'ebé Ita-Boot dehan mai ha'u mai

husi Ita-Boot. Bainhira peskiza ne'e hato'o rezultadu ba ema seluk, la uza ema nia naran.

Tratamentu iha Timor-Leste 
1. Ita-Boot nia esperiénsia kona-ba ema ne'ebé sofre ho moras mentál iha Timor-Leste hanesan

saida?

43. Ajuda/tratamentu ne'ebé ema hetan ba moras mentál iha Timor-Leste efetivu ka lae? Saida
mak di'ak kona-ba ajuda ne'ebé ema bele hetan ne'e? Nia dezafiu saida de'it? Tuir Ita-Boot nia
hanoin, saida de'it mak bele hadi'a situasaun ne'e? Iha diferensa ka lae iha nivel nasionál,
munisípiu no postu administrativu kona-ba asuntu hirak tuirmai ne'e?

1. Fó ajuda/tratamentu ne'ebé ho kualidade di'ak ka lae?
2. Organizadu no iha estrutura di'ak ka lae?
3. Iha ligasaun ba servisu saúde jerál ka lae?.
4. Iha ligasaun ba organizasaun hanesan PRADET, RHTO, Ministériu Edukasaun,

Ministériu Solidariedade Sosiál ka organizasaun sira seluk ka lae?
5. Iha ligasaun ba matan-dook ka lae?  Tuir loloos, tenke iha ligasaun ba matan-dook ka

lae?
44. Tuir ita-nia hanoin, sé de'it mak tenke envolve an bainhira halo planu ba tratamentu

(treatment plan) ba ema ne'ebé moras mentál? (Husu espesifikamente kona-ba ema moras
ne'ebé hetan ajuda ba nia moras ne'e, no ema ne'e nia família, se informasaun ne'e laiha iha
resposta.)

45. Tuir Ita-Boot nia hanoin, ema ne'ebé moras tenke foti parte bainhira halo desizaun kona-ba
ninia tratamentu ka lae? Se Ita-Boot sente nia tenke foti parte, nia foti parte ho maneira
saida?

46. Agora daudaun iha Timor-Leste, tratamentu ba moras mentál haree situasaun sosiál ema
moras nian ka lae? (Ezemplu- Ema moras nia kolega, relasaun família, partisipasaun iha
komunidade, servisu?) Saida mak dezafiu ba ema atu halo/hetan tratamentu ne'ebé uza
maneira ida ne'e?

47. Agora daudaun iha Timor-Leste, saida mak sei hapara doutór/a ka enfermeiru/a atu envolve
ema moras no ninia família bainhira halo planu kona-ba ema moras nia tratamentu? (ezemplu
mak ema ne'ebé hala'o servisu ne'e la to'o, rekursu ba tratamentu la to'o, treinamentu la to'o,
koñesimentu kona-ba asuntu ne'e la to'o? Ema moras ka ema moras nia família lakohi?)

Servisu Hamutuk 
48. Ita hatene kona-ba organizasaun saida de'it ne'ebé servisu iha sistema saúde mental?
49. Tinan ida liubá to'o agora, Ita-Boot kontaktu organizasaun hirak ne'e dala hira? (ezemplu:

hasoru malu, ko'alia iha telefone, sms, mensajen iha facebook, mensajen iha whatsapp,
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hakerek ka simu surat, hakerek ka simu email?) 
(1) laiha kontaktu; (2) tinan ida dala ida ka rua; (3) fulan tolu dala ida ka rua; (4) fulan ida

dala ida ka rua; (5) semana ida dala ida ka rua; (6) loro-loron.
50. “”, Ita-Boot fahe rekursu ba malu dala hira ho organizasaun hirak ne'e? (ezemplu: fundus,

fatin servisu, transporte, print dokumentu, rekursu sira seluk)                            (1) Nunka fahe
rekursu ba malu; (2) tinan ida dala ida ka rua; (3) fulan tolu dala ida ka rua; (4) fulan ida dala
ida ka rua; (5) semana ida dala ida ka rua; (6) loro-loron.

51. Ita fiar (temi organizasaun nia naran) to'o iha ne'ebé? (1) la fiar;
(2) fiar uitoan de'it; (3) fiar ; (4) fiar barak; (5) fiar barak tebes.

Sé mak halo desizaun? 
Governu Timor-Leste foti desizaun kona-ba ajuda saida de'it ne'ebé atu oferese ba povu Timor ne'ebé 
sofre ho moras mentál.  

52. Ema/grupu ne'ebé tuirmai ne'e foti parte iha desizaun hirak ne'e ka lae? Sira loloos ne'e foti
parte ka lae? Saida mak sei ajuda ne'e sai realidade? (Ezemplu: enkontru, survei,
konsultasaun.)

a. ema ho moras mental
b. sira-nia família
c. organizasaun advokasia
d. Doutór/a no enfermeiru/a
e. ONGs
f. organizasaun internasionál
g. matan-dook
h. Seluk

Konkluzaun 

17. Iha buat seluk ne'ebé Ita-Boot hakarak hato'o kona-ba ajuda/tratamentu ba saúde mentál iha
[munisípiu/postu administrativu]?
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Guide 4: Civil society & Other community member/organisation interview guide 

Introduction 
Hello my name is Teresa Hall and I am a student from the University of Melbourne in Australia. I am 
here today to talk with you about what you think about mental health care in Timor-Leste. I am 
interested in what works and what can be done to strengthen the mental health system. You have 
agreed to take part in the interview and for me to audio record it.  It will take about one hour. Please 
let me know if you need a rest or want to stop the interview.  Remember:  

• Please tell me honestly what you think about mental health care.
• I will ask a series of questions and invite your response.
• There are no right or wrong answers. Your real experiences and thoughts are important.
• I will only discuss what you tell me with the research team; it is confidential.

Experience of care and service orientation 
1. What has been your experience with [government, NGO] mental health services?
2. Tell me about the mental health services in Timor-Leste…? What are the strengths?

Challenges? How can this be improved?
a. delivering high quality care
b. organised and structured
c. linked with customary healers? Should they be?

3. In your view, who should be involved in decision-making about treatment plans for people
with mental illness? (Ask specifically about consumer and family involvement if not
mentioned in response)

4. How do you think the unwell person and his/her family should be involved in decision-making
about treatment (if at all)?

5. To what extent does the current approach to mental health care pay attention to the social
aspects in the life of the unwell person (friends, family relationships, community participation,
employment)? What are the barriers to this?

6. In the current health system, what would prevent service providers from involving the
consumer and his/her family in treatment planning (lack of staff/resources, lack of training,
lack of awareness, reluctance of consumers and their families)?

Intersectoral collaboration: social network analysis measures 
7. Are you aware of [organisation] working in the mental health system?
8. Over the past year, how often have you had personal contact (e.g., meetings, phone calls,

faxes, letters, or emails) with each of the following organisations?
Response: (1) no contact; (2) yearly; (3) quarterly; (4) monthly; (5) weekly; (6) daily.

9. Over the past year, how often have you shared resources (e.g. funding, building space,
transport, printing, materials) with each of the following organisations?
Response: (1) no resource sharing; (2) yearly; (3) quarterly; (4) monthly; (5) weekly; (6) daily.

10. How much trust do you have in your relationship with X organisation?
Response: (1) no trust; (2) little trust; (3) some trust; (4) strong trust; (5) very strong trust.

Governance, participation and enabling environment   
The government of Timor-Leste makes decisions about what services are needed to help people who 
have a mental illness.  

1. Are the following people/groups included in these decisions? Should they be? What makes
this difficult? What would help this happen? Prompt: meetings, surveys, consultation

a. people with mental illness
b. their families
c. organisations who work on behalf of people with mental illness
d. service providers
e. NGOs
f. international organisations
g. customary healers
h. other
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Engagement, empowerment and participation 
15. How does the community currently learn about mental health (contributions of government

and other organisations)? What would help to improve knowledge and understanding?
16. Does Timor-Leste need such an organisation? Why/not?

Wrap 
1. Is there anything else you want to say about mental health in [municipality/admin post]?

Thank you very much for your participation. 
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Table of Master themes and example sub-themes for qualitative analysis 

Master themes Definition of master theme Example of sub-theme 
1. Empowerment and

Engagement
Examples of people with mental 
illness being engaged with 
community or health services; 
what does it mean to be accepted 
and contribute for people with 
mental illness; examples of peer 
support in Timor-Leste including 
facilitators and barriers to peer 
movement 

1. Acceptance
2. contribution
3. Peer

2. Recovery Importance of recovery; how 
recovery is conceptualised; what 
assists or hinders recovery; what 
happens when people recover 

4. Re-integration
5. Relapse cycle
6. Facilitators
7. Barriers

3. Participation and/or
Inclusion and/or 
Exclusion and/or 
Experience in the 
Community 

Experiences of people with 
mental illness and their families in 
community settings across 
multiple domains of life. 
Participation in education, 
employment, economic 
contribution, social or community 
life. Barriers to participation in 
these domains. Attitudes towards 
'being crazy'.  

8. Aloneness_vulnerability
9. Alternative_choice
10. Crazy_untreatability_enduring label of

illness
11. Community_social
12. Education
13. Employment_Economic
14. Gender
15. Security_scared
16. Shame_silence_hidden
17. Violence_sexual_verbal

4. Family The role of family in the lives of 
people with mental illness, 
including access to health 
services. Families attitudes 
towards family members with 
mental illness; impact of mental 
illness on relationships within a 
family; the impact family size or a 
lack of family on service access; 
training or knowledge needs of 
families 

18. Family beliefs, values, needs and priorities
19. Family relationships
20. Family role and responsibility
21. Family size
22. Training_knowledge
23. No family (involvement)

5. Governance Governance processes for mental 
health; involvement of different 
stakeholders groups in health 
policy making processes; 
examples of involvement of 
people with mental illness in 
governance, and facilitators and 
barriers to this; examples of, need 
for, and barriers to advocacy for 
mental health; which stakeholders 
are primarily responsible for 
mental health; perceived 
importance of mental health; 
existing strategies, guidance, laws, 
data and funding relevant to 
mental health 

24. Advocacy
25. Involvement and consultation
26. Local authorities
27. Ownership
28. Policy implementation
29. Policy process
30. Power and hierarchy
31. Priority and responsibility
32. Strategy, guidance, law and data

6. Mental health Access to mental health care, 33. Access routes and barriers
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Master themes Definition of master theme  Example of sub-theme 
Services including available routes and 

barriers; background information 
about the establishment of 
mental health services; 
conceptualisation of mental 
health services as lacking or being 
basic; expressed need for mental 
health expertise, reasons for this 
and what this would look like; 
mental health care across 
different settings including 
government and NGO service; 
role of traditional or customary 
healers in mental health  

34. Background
35. Basic and/or lack
36. Mental Health Speciality and/or Expertise
37. Health post_municipality
38. Hospital
39. Integrated and/or mental health system

structure
40. Klibur Domin
41. Malpractice
42. PRADET
43. Sisca
44. Traditional and customary healer

7. Treatment and/or
Intervention and/or
Prevention

Conceptualisation of type of 
treatment available including 
biomedical, social or psychosocial 
approaches, basic needs, cultural 
responses, counselling, spiritual 
approaches; examples of holistic 
practices; examples, facilitators 
and barriers to continuity of care, 
assessment and treatment 
planning; role of patient 
preferences and values in mental 
health care; perceived quality of 
care; role of medicine to calm or 
control; side effects of treatment 
options 

45. Medication and/or biomedical
46. Social _psychosocial rehab
47. basic needs_shelter_food_clothes
48. Cultural responses
49. Holistic_people-centred_patient

involvement
50. Preferences and values
51. Language and communication
52. Continuity_consistency of care_follow up
53. Treatment plan and discharge plan
54. Diagnosis_assessment
55. Quality of care_effectiveness
56. To calm_to look after_ to watch_to control
57. Side effects

8. Human Resources Available human resources for 
mental health; capacity, skills, 
knowledge and confidence of 
mental health workforce; staff 
attitudes towards people with 
mental illness; staff preferences 
for ways of working; existing and 
desired training and supervisor 
arrangements. 

58. Capacity
59. Skills_experience
60. Staff attitudes_preferences
61. Staff confidence
62. Staff knowledge
63. support_supervision_safety
64. Training

9. Criminal Justice 
system

Interaction of people with mental 
illness with the criminal justice 
system; interaction as 
perpetrators of crime, or victims 
of crime; role of police in life of 
people with mental illness; 
available assistance to legal 
support; barriers to accessing 
support 

65. Access
66. Assistance
67. Perpetrator
68. Police
69. Victim

10. Social Services Available social services for 
people with mental illness and 
their families; importance of the 
disability pension or subsidies for 
families; access to violence 
support services or women and 
children support services for 

70. Subsidy
71. Violence support services
72. Women and children support service
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Master themes Definition of master theme Example of sub-theme 
people with mental illness  

11. Intersectoral
Collaboration

Importance of intersectoral 
collaboration for mental health; 
facilitators and barriers of 
intersectoral collaboration; 
referral networks; examples of 
collaborations between different 
actors 

73. Facilitators
74. Barriers
75. Civil society
76. Criminal justice
77. Disability
78. Gender_women_children_violence
79. Govt to Govt
80. Govt to_from local authorities
81. Govt to_from NGO
82. Hospital to_from Govt
83. Hospital to_from NGO
84. NGO to NGO
85. Referral

12. Human Rights and
Disability

Role of human rights and 
disability sector in Timor-Leste 
and the lives of people with 
mental illness and their families; 
beliefs in the right to health or 
need to make reasonable 
accommodations or need to 
protect people with mental 
illness; reported human rights 
violations against people with 
mental illness  

86. Right to health_reasonable 
accommodations

87. Protection and security
88. Treated like an animal
89. Confinement _ chaining

13. Illness Conceptualisations of mental 
illness; aetiological explanations 
for the cause of mental illness; 
beliefs about capacity and abilities 
of people with mental illness; 
beliefs about the duration and 
severity of illness; explanations of 
the different manifestations of 
mental illness; description of 
mental illness as a normal part of 
life or Timorese tradition 

90. Capacity _abilities
91. Cause
92. Duration_ Burden _severity
93. Manifestation
94. Normal _Timorese tradition
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Appendix E: Chapter 8 supplementary material 



Table: Summary of key government strategies and law pertaining to mental health in Timor-Leste 

Data source and 
primary responsible 
stakeholder 

Key points relevant to mental health 

National Mental 
Health Strategy 2018-
2022 (1); Ministry of 
Health 

Objectives 
1. “Scale up human resources for mental health
2. Strengthen leadership and governance for a multi-sectoral response to

mental health
3. Increase promotion and prevention strategies for mental health
4. Provide comprehensive community-based mental health and social 

services 
5. Ensure access to necessary infrastructure and equipment for service

delivery
6. Improve information systems, monitoring and evaluation, research and

evidence for mental health;
7. Mobilise resources to effectively finance mental health care”

Specific to intersectoral action and participatory governance: 
a) MoH to work with all relevant sectors to ensure that mental health is

integrated and implemented according to human rights instruments 
including UNCRPD

b) MoH to engage stakeholders from all relevant sectors, including persons 
with mental disorders, carers/family members and informal sectors, in the
development and implementation of policies, laws and services relating to
mental health

c) MoH to establish mechanisms to formalise participation of people with
mental illness and psychosocial disabilities in health policy, law and
services.

National Health Sector 
Strategic Plan 2011-
2030 (2); Ministry of 
Health 

Objectives: 
1. Strengthen the stewardship role of Ministry of Health
2. Ensure access to quality primary, secondary and tertiary health care,

especially for vulnerable groups (i.e. children, women, others)
3. Bolster human resources
4. Deliver sufficient health infrastructure including facilities, medical

equipment, transport, data management
5. Strengthen health administration and management.

Specific to mental health: 

• Mental health is a crucial component of primary health care

• Recognise the marginalisation and stigmatisation of people with mental 
illness

National Strategy for 
Prevention and 
Control of 
Noncommunicable 
Diseases (NCDs), 
Injuries, Disabilities 
and Care of the Elderly 
& NCD National Action 
Plan 2014-2018. (3); 
Ministry of Health 

Objectives: 
1. Lead multi-sectoral partnerships
2. Create healthy environments to promote health and reduce the risk of

development of NCDs
3. Improve access to health care services and NCD-literacy of health

professionals
4. Establish a sustainable surveillance, monitoring and evaluation system 

Specific to mental health: 

• Increase availability of clinical psychologists.

Comprehensive service 
package for primary 
health care (4); 
Ministry of Health 

Objectives 
1. To provide comprehensive and integrated Primary Health Care services;
2. To enhance the access, improve equity, quality and efficiency of health

services;
3. To meet the diverse, simple and complex health needs of the population;

and
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4. Using primary health care as the means to extend health care to the entire
population

Summary of items in policy relating to mental health: 

• Mental health care is provided through the primary health care
programme

• People with disabilities and chronic health conditions are identified as
priority population groups.

• Each health post (suku level) is tasked with providing assistance to families 
affected by mental illness; mental health care is provided by the
administrative post and municipality health staff

• Family is the unit of the community at which interventions are aimed

• Mental illness and disability are referred to as separate categories 
throughout the document

Mental health components of package to control and prevent NCDs: 

• Mental health and epilepsy promotion; Home visits; Counselling to people
with mental illness and epilepsy and their families; Diagnosis and
treatment; and provide community-based rehabilitation

National Policy for 
Inclusion and 
Promotion of the 
Rights of People with 
Disabilities (5); 
Coordinated by the 
Ministry of Social 
Solidarity; 
coordination with 7 
partner ministries and 
secretaries 

Objectives: 
1. Promote equal opportunities, active participation and improving the

quality of life for people with disabilities.
2. Define areas of and strategies for prevention, treatment, rehabilitation

and integration of the people with disabilities. 
3. Create a mechanism of cooperation and coordination for intersectoral 

action
Summary 

• Includes people with temporary or permanent ‘mental inability’

• Policy specifies strategies for: health, education, vocational training and
employment, social assistance, justice, culture and sports, Accessibility
and Mobility, Information and Communication, and Gender Equality. 

• Specifies 11 strategies to increase health access for people with
disabilities, including:  dissemination of information about disability; early
intervention activities for children with disabilities; provide holistic
physical and mental rehabilitation services; secure the issuing of medical
statements certifying the temporary or permanent disability of the
disabled person; increase specialised human resources for disability.

National Action Plan 
for People with 
Disabilities 2014-2018 
(unapproved but 
unofficially referred 
to); Ministry of Social 
Solidarity; 
coordination with 10 
partner ministries and 
secretaries   

• Provides 10 sector action plans for relevant ministries/secretaries to
include in implementation of existing and future action plans: (1)
education; (2) employment and vocational training; (3) gender equality;
(4) justice; (5) health; (6) information and communication; (7) accessibility
and mobility, public works; (8) transport and communication; (9) sport
and culture; and (10) social assistance. 

Specific to mental health: 

• Development of health professionals with specialized mental health
training including psychiatrists, psychologists, psychiatric nurses, social 
workers, occupational therapists

Timor-Leste Strategic 
Development Plan 
2011-2030 (6); 
Government of the 
Democratic Republic 
of Timor-Leste 

Objectives for Health: 
1. Ensure quality primary health care services are accessible to all Timorese
2. Focus on the needs of children, women and other vulnerable groups
3. Develop a hospital service, including specialist care.

Specific to mental health: 
• “Improve access to health facilities and treatment for all people with

mental illness or epilepsy
• Provide acute care facilities at referral hospitals for mental health patients
• Introduce a comprehensive multi-disciplinary team of psychiatrists, 

psychiatric nurses, psychologists and mental health technical professionals 
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who are appropriately skilled and have reached specific standards of 
training  

• Increase community awareness and understanding of mental illness and 
epilepsy through advocacy, education and promotion”.

Specific to vulnerable families 
• Includes strategies to protect vulnerable families, including people with

disabilities
• Rehabilitation and reintegration of prisoners
• Create employment, income and training opportunities for vulnerable

families
• Ensure access to education

National Policy on 
Inclusive Education 
2016 (7); Ministry of 
Education 

Specific to mental health: 
• Promote the physical and psychosocial health of teachers and pupils,

especially vulnerable children
• Support for children's psychological and emotional health by combatting

bullying and corporal punishment
• Develop standards for inclusive education and tailor teaching and schools 

to meet the age, gender, psychosocial needs of vulnerable students
including, children with disabilities, out-of-school children, unsuccessful 
students;

Timor-Leste 
Constitution (8); 
Government of the 
Democratic Republic 
of Timor-Leste 

• Section 16: General principles. Specifies non-discrimination on the basis 
colour, race, marital status, gender, ethnical origin, language, social or
economic status, political or ideological convictions, religion, education
and physical or mental condition.

• Section 21: Disabled citizens. Promotion and protection of the rights and
duties of persons with disabilities, except for the rights and duties which
the person with disability is unable to exercise or fulfil due to their
disability. 

• Section 32: Limits on sentences and security measure. States that in case
of danger as a result of mental illness, security measures may be extended
successively by judicial decision

Justice Sector Strategic 
Plan for Timor-Leste 
2011-2030 (9); Council 
of Coordination for 
Justice (i.e. Minister of 
Justice, President of 
the Court of Appeal 
and Prosecutor 
General) 

• General principles specify recognition of all citizens equally before the law
and grant them the same rights and obligations, and non-discrimination
on the basis of race, gender, civil status, ethnic origin, language, social
status or economic situation, political and religious convictions, education
or physical and mental condition.

• Specific mention to increase access to the formal justice sector for
‘disadvantaged and vulnerable groups’ (women and children named).

• Specifically identifies a challenge to prison implementation as improving
health and mental health to detainees, particularly those with mental 
illness
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1 

Mental Health Research Briefing 1 

June 2019 

Social inclusion and exclusion of people with 
mental health problems in Timor-Leste 

Teresa Halla, Ritsuko Kakumab, Lisa Palmera, Harry Minasa, João Martinsc, Michelle Kermodea 

Background
Social inclusion is a human right (1). Globally, people 
with mental health problems and their families face 
stigmatising attitudes and discrimination, which 
negatively affects their health and well-being, access 
to essential services and livelihoods (2). Around 
11.6% of the Timorese population experience mental 
health or substance use problems (3). As Timor-Leste 
develops its mental health system, it is important to 
incorporate the priorities of people with mental 
health problems and their families into initiatives 
seeking to promote social inclusion. This research 
investigated the experiences of social inclusion and 
exclusion of people with mental health problems and 
their families in Timor-Leste. 

Methods 
The research was conducted from September 2017 
to August 2018 across multiple locations in Timor-
Leste (Dili, Baucau, Venilale and Laclubar). In-depth 
interviews were conducted with 85 people who 
were: (1) people with mental health problems and 
their families; (2) mental health and social service 
providers; (3) government decision makers; (4) civil 
society members; and (5) other community and 
international organisations. Framework analysis was 
used to analyse interview transcripts. Ethical 
approval was obtained from University of Melbourne 
and National Institute of Health in Timor-Leste. 

Key points
• Social inclusion is a human right and an important part of recovery for people with mental health

problems. Social exclusion adversely effects health and well-being, access to health, education,
employment and social systems, and perpetuates disadvantage.

Challenges 

• Many people in Timor-Leste believe that
persons with mental health problems are
dangerous and incurable.

• Some people with mental health problems
experience bullying, physical and sexual
violence, and confinement in the
community.

• They face barriers to employment,
education, social protection and the legal
system.

Opportunities 

• Timorese family and community structures
promote inclusion and acceptance of people with
mental health problems.

• People with mental health problems participate in
livelihood activities that contribute to
intergenerational well-being.

• Some Timorese people with mental health
problems have benefited from receiving the
disability pension and human rights training and
advocacy.
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Key findings 
Mental distress in Timor-Leste is attributed to 
multiple sociocultural causes. These include: a 
spiritual imbalance resulting from ancestral or 
natural spirits, and stress from economic instability, 
problematic or violent relationships. Family are seen 
to be responsible for people with mental health 
problems. 

Challenges 

Stigmatising beliefs exist that people with mental 
illness are dangerous or incurable. They may 
experience bullying, physical and sexual violence, and 
confinement in their homes. They may be physically 
restrained when families feel they have no other 
choice and an unwell family member is at risk from or 
may harm community members. 

"I don't know what I did wrong, but I think [the 
community] think I'm not good, that's why they 

beat me. But I've never done anything wrong."  (29 
years, male, Venilale). 

People with mental health problems often cannot 
access, or are removed from, health, education, 
employment social protection and legal systems.   

Opportunities 

People with mental health problems were included 
through family and community structures that 
promoted unity and acceptance.  

"I feel included because every time the community 
have some activities, they will invite me to cook" 

(38 years, female, Venilale).  

They also had opportunities to participate in 
activities of family life and livelihoods that contribute 
to intergenerational well-being. Some Timorese 
people with mental illness benefit from the disability 
pension, training programs and human rights 
advocacy.  

Conclusions
The social exclusion of people with mental illness and 
their families can be reduced by harnessing Timorese 
cultural strengths.  

Policy recommendations 
• Increase population mental health awareness.

Incorporate the sociocultural conceptualisations
of mental distress and address practical barriers
families face when caring for unwell family
members (i.e. time and resource demands).

• Adopt a family-centred approach to mental
health care, reduce stigma, and increase social
inclusion.

• Facilitate the participation of Timorese people
with mental health problems and their families in
health system strengthening.

• Bolster rights-based, culturally-grounded mental
health services to promote recovery and social
inclusion.

• Integrate psychosocial disability into existing and
future disability-inclusion efforts.

• Support emerging networks of people with
mental health problems within civil society

• Ratify the United Nations Convention on the
Rights of Persons with Disabilities (UNCRPD)

• Promote inclusive and accessible services and
systems across sectors.

• Train intersectoral organisations (i.e. social
solidarity, education, justice) to work with people
with mental health problems.

• Support research on the extent of these
experiences in different regions of Timor-Leste.
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Rezumu Peskiza Saúde Mental 1 

Juñu 2019 

Eskluzasun no inkluzaun sosiál ba ema ho 
problema saúde mental iha Timor-Leste 

Teresa Halla, Ritsuko Kakumab, Lisa Palmera, Harry Minasa, João Martinsc, Michelle Kermodea 

Kontextu
Inkluzaun sosiál ne’e direitu umanu ida (1). 
Globalmente, ema ho problema saúde mental no sira-
nia família hasoru atitude estigmatizasaun no 
diskriminasaun, ne’ebé negativamente afeta sira-nia 
saúde no bein-estár, asesu ba servisu esensiál no meius 
ba subsisténsia sira (2). Kuaze 11.6% husi populasaun 
Timor oan mak sofre problema saúde mental ka uza 
substánsia (droga) (3). Hanesan Timor-Leste dezenvolve 
daudaun ninia sistema saúde mental, importante atu 
inkorpora prioridade-sira husi ema ho problema saúde 
mental no sira-nia família sira iha inisiativa sira atu buka 
promove inkluzaun sosiál. Peskiza ida-ne’e investiga 
esperiénsia sira kona-ba inkluzaun no eskluzaun sosiál 
hasoru ema ho problema saúde mental no sira-nia 
família sira iha Timor-Leste. 

Métodu-sira 
Pesikiza ida-ne’e hala’o husi fulan-Setembru 2017 to’o 
Agostu 2018 iha fatin lubuk ida iha Timor-Leste (Dili, 
Baucau, Venilale no Laclubar). Ami hala’o entrevista 
aprofundada ho ema na’in 85 hirak ne’ebé inklui: (1) 
ema ho problema saúde mental no sira-nia família sira; 
(2) Fornesedór servisu saúde mental sira; (3) pesoál
governu sira ne’ebé halo desizaun; (4) membru
sosiedade sivíl; no (5) organizasaun komunitária no
internasionál sira seluk. Ami uza kuadru análize
estruturadu hodi analiza transkrisaun entrevista no nota
husi observasaun sira. Ami hetan aprovasaun étika husi
University of Melbourne no Institutu Nasional da Saúde
iha Timor-Leste.

Pontu prinsipál sira
• Inkluzaun sosiál nu’udar direitu umanu ida no hanesan parte importante ida iha rekoperasaun ba ema

ho problema saúde mental. Eskluzaun sosiál iha efeitu negativu ba saúde no bein estár, asesu ba saúde,
edukasaun, empregu no sistema sosiál, no hamosu dezvantajen ne’ebé laiha rohan.

Dezafiu-sira 

• Ema barak iha Timor-Leste fiar katak
ema ho problema saúde mental sira
ne’e perigozu no labele kura.

• Ema balun ho problema saúde mental
sofre maltrata, violénsia fízika no
seksual, no izolamentu iha
komunidade.

• Sira hasoru dezafiu ba iha asesu
empregu, edukasaun, protesaun sosiál
no sistema legál sira.

Oportunidade -sira 

• Familia Timor oan sira no estrutura komunidade sira
promove inkluzaun no simu situasaun ema ho
problema saúde mental sira.

• Ema ho problema saúde mental partisipa iha atividade
buka moris ne’ebé kontribui ba bein-estár hosi
jerasaun ba jerasaun.

• Ema Timor oan balun ho problema saúde mental
hetan ona benefísiu husi pensaun ba ema ho
defisiénsia sira no simu treinamentu no advokasia
kona-ba direitus umanus.
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Rezultadu Prinsipál sira 
Distúrbius mental iha Timor-Leste liga ba kauza sósiu-
kulturál lubuk ida. Hirak ne’e inklui: dezekilíbru 
espirituál ne’ebé mosu husi espíritu naturál ka bei’ala 
sira, no presaun husi instabilidade ekonomia, relasaun 
violentu ka problemátiku sira. Evidénsia hatudu katak 
família mak tau matan ba ema ho problema saúde 
mental sira. 

Dezafiu-sira 

Iha fiar ne’ebé estigmatizadu katak ema ho moras 
mental sira ne’e perigozu no la bele kura. Sira bele sofre 
maltratu, violensia fízika no sexual, no izolamentu iha 
sira-nia uma. Família sira bele kesi metin sira bainhira 
sente katak sira la iha ona opsaun seluk no membru 
família ne’ebé moras iha risku husi ka bele hakanek 
membru komunidade sira seluk. 

"Ha’u la hatene ha’u halo sala saida, 
maibé ha’u hanoin [komunidade] 

hanoin katak ha’u ladi’ak, tan ne’e 
mak sira baku ha’u. Maibé ha’u 

nunka halo sala ruma.”  
(otas tinan 29, mane, Venilale) 

Ema ho problema saúde mental dala barak labele asesu, 
ka esklui husi, sistema legal, protesaun sosiál, empregu, 
edukasaun no saúde sira.    

Oportunidade-sira 

Ema ho problema mental inkluidu iha estrutura família 
no komunidade ne’ebé promove unidade no 
aseitasaun.  

"Ha’u sente inkluidu tanba bainhira 
komunidade iha atividade ruma sira 
sempre konvida ha’u atu te’in’’ (otas 

tinan 38, feto, Venilale). 

Sira mós iha oportunidade atu hola parte iha atividade 
sira vida família no buka moris nian ne’ebé kontribui ba 
bein estár entre jerasaun ba jerasaun. Timor oan balun 
ho moras mental hetan benefísiu husi pensaun ba ema 
ho defisiénsia sira nian, programa treinamentu no 
advokasia direitus umanus sira.  

Konkluzaun-sira
Eskluzaun sosiál hasoru ema ho moras mental no sira-
nia família bele redús liuhosi aproveita Timor oan sira 
nia forsa kulturál ne’ebé iha tiha ona.  

Rekomendasaun Polítika sira 
• Hasa’e koñesimentu husi populasaun kona-ba

saúde mental. Inkorpora konsetualizasaun sósiu-
kulturál kona-ba distúrbiu mental no resolve
bareira prátika sira ne’ebé família hasoru bainhira
fó kuida ba membru família sira ne’ebé moras (n.i.
ejijénsia tempu no rekursu sira).

• Adopta abordajen ida-ne’ebé tau família nu’udar
sentru ba kuidadu saúde mental, hamenus estigma
no aumenta inkluzaun sosiál. Fasilita partisipasaun
husi Timor-oan sira ho problema saúde mental no
sira-nia família sira iha fortalesimentu sistema
saúde nian.

• Reforsa servisu saúde mental sira ne’ebé bazeia iha
direitu no kultura atu promove rekoperasaun no
inkluzaun sosiál.

• Integra defisiénsia psikolójika ba iha esforsu
inkluzaun-defisiénsia ezistente sira no iha futuru.

• Apoia rede foun sira husi ema ho problema saúde
mental sira nian iha sosiedade sivíl nia laran. 

• Ratifika Konvensaun Nasoins Unidas nian kona-ba
Diretu Ema ho Defisíensia (UNCRPD)

• Promove sistema no servisu asesivel no inkluzivu
sira iha setór hotu-hotu.

• Treina organizasaun intersetorál (n.i. solidariedade
sosiál, edukasaun, justisa) atu serbisu ho ema ho 
problema saúde mental sira.  

• Apoia peskiza kona-ba nivel esperiénsia sira ne’e
iha rejiaun oin-oin iha Timor-Leste.

Informasaun no referénsia sira ba 
artigu 
a University of Melbourne, b London School of Hygiene and 
Tropical Medicine, c Universidade Nacional Timor Lorosa’e.
ami-nia agradesimentu ba partisipante-sira iha estudu ne’e no 
serbisu haluha-kolen husi Francisco de Almeida, Valeriano Da 
Silva, Jhalia Ximenes, Neila Belo no Pelagio Doutel ba tulun iha 
peskiza ne’e no ba tradusaun. 

1. United Nations General Assembly. Convention on
the Rights of Persons with Disabilities. Geneva, Switzerland:
United Nations; 2007.
2. Drew N, Funk M, Tang S, Lamichhane J, Chávez E,
Katontoka S, et al. Human rights violations of people with
mental and psychosocial disabilities: an unresolved global
crisis. The Lancet. 2011;378(9803):1664-75.
3. (IHME). IfHMaE. Share of population with any
mental health or substance use disorders Seattle: United
States: Global Burden of Disease Collaborative Network; 2016
[Available from: http://ghdx.healthdata.org/geography/timor-
leste.
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Mental Health Research Briefing 2 

June 2019 

Strengthening mental health services in Timor-Leste
 

 

Teresa Halla, Ritsuko Kakumab, Lisa Palmera, Harry Minasa, João Martinsc, Michelle Kermodea 

Background
Processes are underway to strengthen the mental 
health system in Timor-Leste. High rates of poverty, 
unemployment, violence and trauma collectively 
influence population mental health in Timor-Leste (1-
4). Around 11.6% of Timorese people experience 
mental health or substance use problems (5). We 
conducted a detailed situation analysis of mental 
health and social services to assist with 
implementation of the National Mental Health Strategy 
Timor-Leste 2018-2022 (1). 

Methods 
The research was conducted from September 2017 to 
August 2018 in Dili, Baucau, Venilale and Laclubar. In-
depth interviews were conducted with 85 people who 
were: (1) people with mental health problems and 
their families; (2) mental health and social service 
providers; (3) government decision makers; (4) civil 
society members; and (5) other community and 
international organisations. Government and non-

government mental health and social services were 
also observed. Framework analysis was used to analyse 
interview transcripts and observation notes. Ethical 
approval was obtained from University of Melbourne 
and National Institute of Health in Timor-Leste. 

Key findings 
Family-centred approach to mental health 

Families are expected to and do assume responsibility 
for caring for their unwell family member: they decide 
where and from where treatment is sought (i.e. 
traditional healers, church, government services); they 
navigate health and social services; they meet basic 
needs and protect loved ones with mental illness from 
potential acts of aggression by members of the broader 
community (e.g. name-calling, discrimination and 
violence).   

Families had needs for increased knowledge about 
mental health, and material and financial support for 
caring for their loved one with mental illness.  

Timorese people with mental illness with no family 

Key points 
Opportunities 

• Family-centred approach to mental health
• Exisiting mental health care

o Mental health care integrated into
government primary health care

o Psychosocial support by Pradet
o Acute support by São João de Deus in

Laclubar and national hospital
o Long-term stay option at Klibur Domin
o Violence support and women services

• Growing understanding of mental health
• Broader focus on human rights in Timor-Leste

Challenges 

• Low resources for mental health (financial,
medication supplies, human resources)

• Stigma and discrimination towards people with
mental health problems and their families

• Access issues to general health and violence
support services for people with mental health
problems and their families

• Staff capacity, training and supervision
• Reliance on biomedical interventions and

neglect of broader social determinants of
mental health and well-being
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support are particularly vulnerable because they 
cannot access health or social services. 

"When you go to a family affected by mental illness, 
you're not only approaching that person; you have 

to get approval from their family.”       
(Civil society member) 

Available supports for mental illness 

Health care-seeking from traditional or faith-based 
healers was widely reported before and alongside 
formal mental health care. Despite being community-
based, government mental health care focused on 
biomedical interventions (i.e. distributing medication, 
limited mental health education). 

A social approach to mental health was available that 
included: treating people with mental illness with 
respect and kindness; providing basic needs (e.g. food, 
clothing); intensive strategies to promote community 
re-integration such as psychosocial rehabilitation 
provided by NGO Pradet. Access to social activities was 
often contingent on medical intervention. 

Most participants including those with mental health 
problems, thought a government psychiatric hospital 
was needed in Timor-Leste to promote recovery and 
alleviate pressure on families during times of crisis. 

Health and social service access and challenges 

Outreach services – house visits and the monthly SISCa 
outreach program – increased service access for 
families affected by mental health problems. Barriers 
to health care access for families included: direct costs 
and indirect costs (i.e. time conflicts with 
work/domestic priorities); long geographical distances; 
and shortage and safety of transport. 

Limited funding for mental health was amplified by 
broader health system challenges, including shortages 
of human resources and medicines, and limited health 
information for service planning. Essential psychotropic 
and anti-convulsant medications were not reliably 
available. 

There was consensus that there were insufficient 
trained mental health personnel in Timor-Leste. 
Participants called for increased training opportunities 
and improved supervision of mental health service 
providers to increase patient safety, staff confidence 
and service quality. Some staff did not feel safe 
providing care for people with severe mental illness, 
particularly when conducting house visits alone. Most 
disability and violence support service providers had 
not received mental health training. 

Policy recommendations 
• Increase investment in mental health services in

Timor-Leste
• Adopt a family-centred approach to mental health

care, stigma reduction and social inclusion. Create
service options for people with mental health
problems who have no family support.

• Increase population mental health awareness.
Incorporate the sociocultural conceptualisations of
mental distress and address practical barriers
families face when caring for unwell family
members (i.e. time and resource demands).

• Government mental health services should focus
more on promoting recovery and social inclusion.
Outreach services are critical for this.

• Strengthen intersectoral action between health
and social sectors, including recognition of the key
role of NGOs in supporting people with mental
health problems.

• Bolster health information and medication supply
systems.

• Strengthen supervision, training and career
structures for mental health staff to promote staff
confidence and retention.

• Train disability and social care providers to work
with people with mental health problems.

Article information and references 
a University of Melbourne, b London School of Hygiene and 
Tropical Medicine, c Universidade Nacional Timor Lorosa’e. We
thank the participants of our study and the tireless work of 
Francisco de Almeida, Valeriano Da Silva, Jhalia Ximenes, Neila 
Belo and Pelagio Doutel for research assistance. 

1. Ministry of Health Timor-Leste. National Mental Health Strategy
2018-2022: for a Mentally Healthy Timor-Leste. Dili, Timor-Leste; 2018. 
2. United Nations Development Programme. Human Development 
Report: Briefing notes for countries - Timor-Leste. New York: UNDP; 2015. 
3. The Asia Foundation. Understanding Violence against Women
and Children in Timor-Leste: Findings from the Nabilan Baseline Study – 
Main Report. Dili, Timor-Leste: The Asia Foundation; 2016. 
4. Silove D, Liddell B, Rees S, Chey T, Nickerson A, Tam N, et al. 
Effects of recurrent violence on post-traumatic stress disorder and severe 
distress in conflict-affected Timor-Leste: a 6-year longitudinal study. Lancet 
Global Health. 2014;2(5):e293-300. 
5. (IHME). IfHMaE. Share of population with any mental health or 
substance use disorders Seattle: United States: Global Burden of Disease 
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Rezumu Peskiza Saúde Mental 2 

Juñu 2019 

Haforsa servisu saúde mental iha Timor-Leste  

 

Teresa Halla, Ritsuko Kakumab, Lisa Palmera, Harry Minasa, João Martinsc, Michelle Kermodea 

Kontextu
Prosesu sira la’o dadaun ona atu haforsa sistema saúde 
mental iha Timor. Númeru taxa kiak no dezempregu ne’ebé 
aas, violénsia no trauma sira ne’ebé iha mak sai kauza 
koletivu ba populasaun ho saúde mental sira iha Timor-Leste 
(1-4). Timor oan sira besik 11.6% mak esperiénsia problema 
saúde mental ka problema uza substánsia (droga) sira (5). 
Ami halo análize situasaun detallada ida kona-ba saúde 
mental no servisu sosiál sira atu tulun implementasaun 
Estratéjia Nasionál Saúde Mental Timor-Leste nian ba tinan 
2018-2022 (1). 

Métodu-sira 
Peskiza ida-ne’e hala’o husi fulan-Setembru 2017 to’o 
Agostu 2018 iha Dili, Baucau, Venilale no Laclubar. Ami 
hala’o entrevista kle’an ho ema na’in 85 hirak ne’ebé inklui: 
(1) ema ho problema saúde mental no sira-nia família sira;
(2) fornesedór servisu saúde mental sira; (3) pesoál governu
sira ne’ebé halo desizaun; (4) membru sosiedade sivíl; no (5)
organizasaun komunitária no internasionál sira seluk. Ami
mós observa servisu sosiál no saúde mental públiku no

privadu sira. Ami uza kuadru análize estruturadu hodi analiza 
transkrisaun entrevista no notas husi observasaun sira. Ami 
hetan aprovasaun étika husi University of Melbourne no 
Institutu Nasional da Saúde iha Timor-Leste. 

Rezultadu prinsipál sira 
Abordajen ne’ebé tau família nu’udar sentru ba saúde 
mental 

Iha espetiativa katak família sira mak asume 
responsabilidade atu tau-matan ba sira-nia membru família 
sira ne’ebé moras: sira mak deside tratamentu ne’e mai husi 
ne’ebé no iha ne’ebé (n.i. matan-dook sira, igreja, no servisu 
governu nian); sira mak buka no kontrola servisu sosiál no 
saúde sira nian; sira mak atende nesesidade bázika no 
proteje oan/membru familia hirak-ne’ebé hetan moras 
mental husi poténsia agresaun husi membru komunidade 
sira seluk (n.i. abuzu, diskriminasaun no violénsia sira)  

Família sira iha nesesidade ba aumenta koñesimentu kona-
ba saúde mental, no apoiu material no finanseiru ba 
oan/membru familia hirak-ne’ebé hetan moras mental.  

Pontu prinsipál sira
Oportunidade-sira 

• Abordajen ne’ebé tau família nu’udar sentru ba saúde
mental

• Kuidadu saúde mental ne’ebé oras neé eziste
• Kuidadu saúde mental integra iha governu nia kuidadu

saúde primaria
• Apoiu psikolójika husi Pradet
• Apoiu maka’as husi  São João de Deus iha Laclubar

and Ospitál Nasionál
• Opsaun hela tempu naruk iha Klibur Domin
• Servisu apoiu feto no vitima violensia
• Ema nia kompriensaun komesa aumenta kona-ba

saúde mental
• Fó atensaun luan liután ba direitus umanus iha Timor-

Leste

Dezafiu-sira 
• Rekursu ne’ebé menus ba saúde mental

(finansiamentu, fornesimentu aimoruk, rekursu
umanu)

• Estigma no diskriminasaun ba ema ho problema
saúde mental no sira-nia família

• Problema asesu ba servisu saúde jerál no apoiu
vitima violensia ba ema ho problema saúde mental
no sira-nia família sira

• Funsionariu sira nia kapasidade, treinamentu, no
supervizaun

• Dependensia ba intervensaun biomédika sira no
abandona determinante sosiál ne’ebé luan liu kona-
ba saúde mental no ben estár sira.
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Timor oan sira ho moras mental ne’ebé la hetan apoiu husi 
família mak grupu ne’ebé vulneravel liu tanba sira labele 
asesu ba servisu sosiál no saúde sira. 

"Bainhira Ita bá família ne’ebé 
afeta ho moras mental, Ita labele 
hakbesik kedas ho ema ne’e, Ita 

tenke hetan aprovasaun husi sira-
nia família.”          

(Membru sosiedade sivíl) 

Apoiu ne’ebé disponível ba moras mental 

Iha divulgasaun barak haktuir katak ema buka tratamentu 
dahuluk ho kuradór tradisionál no relijiozu sira no akompaña 
ho tratamentu formal ba saúde mental sira. Maski ho baze 
komunitária, tratamentu saúde mental husi governu nian 
foka liu ba intervensaun biomédiku sira (n.i. prioritiza iha 
fahe ai-moruk, edukasaun saúde mental limitadu). 

Abordajen sosiál ba saúde mental ne’ebé mós eziste ona 
inklui: trata ema moras mental sira ho respeitu no kariñu; 
fornese nesesidade báziku sira (n.i. ai-han, roupa); estratéjia 
intensivu atu promove re-integrasaun komunitária hanesan 
reabilitasaun psikolójiku fornese husi ONG Pradet. Asesu ba 
atividade sosiál sira dala barak depende ba intervensaun 
médiku. 

Maioria partisipante sira inklui hirak ne’ebé ho problema 
saúde mental, hanoin katak governu presiza harii ospitál 
psikiátriku ida iha Timor-Leste atu promove rekoperasaun no 
hakmaan presaun ba família sira durante tempu krize nian.  

Asesu servisu sosiál no saúde no dezafiu-sira 

Servisu divulgasaun sira – vizita domisiliar no programa 
divulgasaun SISCa nian – aumenta asesu servisu ba família 
sira ne’ebé afetadu husi problema saúde mental sira. Bareira 
ba asesu kuidadu saúde ba família sira mak inklui: kustu 
diretu no indiretu sira (n.i. konflitu tempu ho oras serbisu 
nian/prioridade sira uma laran nian); distánsia jeorgráfiku 
ne’ebé dook; no transporte ne’ebé limitadu no la seguru. 

Finansiamentu ne’ebé limitadu ba saúde mental sai susar 
liután ho dezafiu-sira sistema saúde nian, inklui falta ba 
rekursu umanu no ai-moruk, no informasaun saúde ne’ebé 
limitadu ba planeamentu servisu sira. Ai-moruk esensiál ba 
psikotrópiku no antikonvulsivu sira la sempre disponivel 
bainhira presiza.  

Iha konsensu katak númeru pesoál treinadu ba saúde mental 
la sufisiente iha Timor-Leste. Partisipante-sira ezije atu 
aumenta oportunidade treinamentu no hadi’ak supervizaun 
ba fornesedór servisu saúde mental sira atu aumenta 
pasiente sira nia seguransa, konfiansa entre pesoál 
funsionáriu sira, no kualidade servisu sira. Pesoál balun sente 
la seguru bainhira fó tratamentu ba ema moras mental 
todan, liu-liu bainhira hala’o mesak vizita ba sira nia uma. 
Maioria fornesedór servisu apoiu ba ema ho defisiénsia no 
vítima violénsia sira seidauk simu formasaun kona-ba saúde 
mental nian. 

Rekomendasaun Polítika sira 
1. Hasa’e investimentu iha servisu saúde mental iha

Timor-Leste

2. Adota abordajen ida-ne’ebé tau família nu’udar
sentru ba kuidadu saúde mental, hamenus estigma
no aumenta inkluzaun sosiál. Kria opsaun servisu
sira ba ema ho problema saúde mental sira ne’ebé
la hetan apoiu husi família.

3. Hasa’e koñesimentu husi populasaun kona-ba
saúde mental. Inkorpora konseitu sósiu-kulturál
kona-ba distúrbiu mental no resolve bareira prátika
sira ne’ebé família sira hasoru bainhira fó kuida ba
membru família sira ne’ebé moras (n.i. ejijénsia
tempu no rekursu sira).

4. Governu nia servisu saúde mental tenke foka liu ba
promove rekoperasaun no inkluzaun sosiál. Servisu
divulgasaun sira importante tebes bai da ne’e.

5. Hafosa asaun intersetorál entre saúde no setór
sosiál sira, inklui rekoñesimentu ba papél
importante husi ONG sira ne’ebé apoia ema-sira ho
problema saúde mental sira.

6. Reforsa sistema fornesimentu ai-moruk no
informasaun saúde.

7. Haforsa supervizaun, treinamentu no estrutura
karreira ba pesoál saúde mental sira atu promove
sira nia kompeténsia no permanénsia.

8. Treina fornesedór kuidadu sosiál no ema ho
defisiénsia sira atu serbisu hamutuk ho ema-sira ho
problema saúde mental.

Informasaun no referénsia-sira kona-
ba artigu  
a University of Melbourne, b London School of Hygiene and 
Tropical Medicine, c Universidade Nacional Timor Lorosa’e. ami-
nia agradesimentu ba partisipante-sira iha estudu ne’e no 
serbisu haluha-kolen husi Francisco de Almeida, Valeriano Da 
Silva, Jhalia Ximenes, Neila Belo no Pelagio Doutel ba tulun iha 
peskiza ne’e no ba tradusaun. 
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Neglected  in  health  and
development:  a  call  to  action on
mental  health  and  psychosocial
disability
By Teresa Hall, Becca Allchin, Aleisha Carroll, Bhargavi Davar and Helen
Fernandes

Mental health and psychosocial disability are key to sustainable development and
humanitarian responses yet are woefully neglected areas. A mere 1% of health
funding is spent on mental health in low- and middle-income countries. Disability-
inclusive  development  has  so  far  failed  to  reach  people  with  psychosocial
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disabilities,  such  that  similarly  low  investments  have  been  made  within
community-based inclusive development initiatives for people with psychosocial
disabilities.  We  echo  previous  and  mounting  calls  for  increased  action  and
investment in mental health and inclusion of people with psychosocial disability in
international development efforts within the Asia and Pacific region. A human
rights approach to mental health and psychosocial disability is needed. That is,
one  that  recognises  that  people  are  disabled  by  the  interaction  of  their
functioning  and  health  conditions,  and  unsupportive  social  and  physical
environments. We see psychosocial wellbeing as a universal development strategy
and outcome.

Despite the development of international conventions and goals over the past
decade,  people  with  psychosocial  disabilities  across  the  world  confront
discriminatory  laws  and  policies,  stigmatising  attitudes,  discrimination  in
development, social exclusion, and violence. Families affected by psychosocial
disability  are  more  likely  to  become  poor,  and  equally,  poverty  and  social
inequalities can negatively impact mental wellbeing.

Below we offer  some best  practice  recommendations,  based on international
programs and research, for development practitioners from all sectors to change
the current confronting and unacceptable situation for people with psychosocial
disabilities throughout the Asia and Pacific region.

1. Address  widespread  stigma  and  misunderstanding  about
psychosocial  disability

Negative beliefs and associated prejudice drive much of the exclusion of people
with  psychosocial  disabilities  in  communities  and  development  efforts.  Often
psychosocial disability is viewed solely as a health issue; something to be ‘fixed’,
shunned, or shackled away from view. Dedicated human rights and psychosocial
training, led by people with psychosocial disability, is needed to help practitioners
and the communities they work in, and with, to understand and negotiate the
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relationships between mental health and disability. Efforts need to go beyond just
raising awareness or improving access to treatment, to build lasting sociocultural
contextual understandings of and attitudes towards psychosocial disability.

2. Create collective voice and advocacy about psychosocial disability

Changing  structurally-maintained  exclusion  must  be  led  by  people  with
psychosocial  disabilities  themselves.  Supporting  people  with  psychosocial
disabilities  to  use  collective  voice  can  be  achieved  by  encouraging  existing
disabled peoples organisations (DPOs) and support groups to consider the needs
and interests of people with psychosocial disabilities through training, support for
carrying out situational analyses, and providing linkages between organisations in
the region. Working with psychosocial disability specific movements is also key.
Collaborating with less ‘official’ networks of people with psychosocial disabilities
will  help  to  support  emerging  coalitions.  Mentorship  and  South-to-South
collaboration  between  psychosocial  DPOs  from  different  countries  can  be
facilitated through TCI Asia Pacific who advocate for the unique experiences of
people with psychosocial disabilities in the region.

3. Take a family-centred approach to inclusive development

Family relationships are a core building block for community functioning in many
parts of the Asia Pacific. Families affected by psychosocial disability experience
stigma –  and  often  perpetuate  stigma  –  and  have  their  livelihoods  affected.
Family-centred approaches, including family support and self-help groups, and
peer educators are needed to build a family’s understanding of and strategies to
approach psychosocial disability to decrease family tension. Strengthening family
relationships is particularly important for enhancing children’s wellbeing, and can
be achieved through programmes that build positive parenting strategies and
family understanding.

4. Inclusion in livelihood generation opportunities
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Creating opportunities for people with psychosocial disabilities and their families
to  participate  in  livelihoods  is  critical.  Targeting  people  with  psychosocial
disabilities  and  their  families  for  livelihood  generation  through  development
programs can alleviate poverty and enable inclusion in communities. Ensuring
that economic empowerment and education programs include focus on reducing
barriers to access for people with psychosocial disability, including addressing
harmful attitudes of staff and employers, is integral to them having the resources
to participate in civil society activities. Good examples from the region include
self-help groups, skills training, start-ups, and small business training.

5. Address gender inequalities

Women and girls  with  psychosocial  disabilities  are  particularly  vulnerable  to
violence  and exclusion  from society,  education  and employment.  Gender-lens
development programming is strengthened by integrating the broader concept of
mental  health  and  wellbeing.  Initiatives  that  target  women’s  empowerment,
leadership, skill building, and health initiatives should include specific provisions
to increase access for women with psychosocial disabilities.  For example, the
‘Psychosocial  support  in  Gender  Based  Violence  Prevention  and  Response
project’, implemented by the Centre for Mental Health and Counselling (CMC)-
Nepal and UNFPA in Nepal,  works to address the psychosocial  needs of  the
survivors and their families, and perpetrators.

6. Community-based psychosocial support

Community-based  psychosocial  support  involves  ensuring  people  with
psychosocial disabilities have equal access to opportunities, including jobs, health
services, addressing housing needs, skill development, food, water security and
sanitation to enable persons to live in communities on an equal basis with others.
The Seher program in Pune, India mobilises families and communities around
wellbeing along the eight domains of recovery: self-care, nutrition, addressing
social and community justice issues, family empowerment, enabling immediate
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group support, mobilising social capital, comprehensive health care, and linking
the person with a variety of support systems and services. The solution lies in
providing a wide matrix of choices to customise mental health interventions to
address a diversity of needs.

Without intentional actions like those described above, people with psychosocial
disability and mental health issues will continue to be left behind in development
efforts. International development work will  be enriched and enabled through
consideration of  mental  health and the inclusion of  people with psychosocial
disabilities. The time for action on mental health and psychosocial disability is
now.
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