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(3)Abstract 


An estimated one billion people live with some form of disability globally. Yet, persons with 
 disabilities continuously face discrimination, inequality and neglect as a result of barriers based on 
 unawareness, ignorance and exclusion. This thesis explores the importance of specific focus on 
 inclusion of persons with disabilities in situations of risk and humanitarian emergencies, with 
 particular reference to Médecins Sans Frontières’ incentive to ensure this. The following discussion 
 explore different approaches to humanitarian organizational change and the philosophy of MSF, as 
 well as the essentiality of inclusion of persons with disabilities in humanitarian with regard to the right 
 to health. In addition, the focus will be on the responsibility of humanitarian actors to provide 


inclusive work and measures to ensure equal inclusion, with particular focus on the global Covid-19 
 pandemic. Ultimately, this thesis argues that persons with disabilities require both increased and 
 specified awareness and measures in order to prevent exclusion of people in an already vulnerable 
 state, specifically in line with the CRPD and UDHR, and especially in contexts of humanitarian action. 


In other words, while medical humanitarian needs remain immense, humanitarian actors must 


consciously and continuously work to confront and overcome the identified barriers that persons with 
disabilities face in order to work under humanitarian conditions of equality, impartiality and neutrality. 
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(7)1  Introduction 


Approximately 15 per cent of the world’s population, an estimated one billion people, live with 
 some form of disability.1 Though already a significant group of society, as stated by the Charter 
 on  Inclusion  of  Persons  with  Disabilities  in  Humanitarian  Action,  persons  with  disabilities 
 (hereinafter referred to as PWDs) ‘are disproportionately affected in situations of risk and hu-
 manitarian emergencies, and face multiple barriers in accessing protection and humanitarian 
 assistance, including relief in recovery support’.2 In addition, PWDs are at significant risk of 
 being victims of violence, abuse and/or exploitation – including gender-based and sexual vio-
 lence. 


In a natural catastrophe or in an epidemic outbreak, or during routine vaccination campaigns 
 and general health screenings, this group consistently risk exclusion of their right to health and 
 access  to  treatment.  Indeed,  the  International  Covenant  on  Economic,  Social  and  Cultural 
 Rights (ICESCR) declare the universal human right to health as ‘the right of everyone to the 
 enjoyment of the highest attainable standard of physical and mental health’.3 Furthermore, in 
 order to establish the evident importance and recognition of the right to health, it is also well-
 established in the preamble of the World Health Organization’s (WHO) preamble – noting that: 


‘the enjoyment of the highest attainable standard of health is one of the fundamental rights of 
 every  human  being  without  distinction  of  race,  religion,  political  belief,  economic  or  social 
 condition’.4


That being said, PWDs are faced with additional barriers (especially in low-income countries) 
 in order to attain the full enjoyment of and access health services and treatment on a general 
 level  as  well  –  referring  to  attitudinal,  environmental,  and  institutional  barriers.5  Attitudinal 
 barriers includes prejudice, discrimination, and stigmatization of PWDs, environmental barriers 
 refers  to  restrictions  linked  to  access  to  public  transport,  hospitals  and  schools,  and  public 


1 World Health Organisation (WHO), ‘World Report on disability’ (2011) 29 


2 Charter on Inclusion of Persons with Disabilities in Humanitarian Action (2016) para 1.7 


3 International Covenant on Economic, Social and Cultural Rights (adopted 16 December 1966, entered into force 
 3 January 1976) 993 UNTS (ICESCR) 


4 World Health Organization, Constitution (signed 22 July 1946, entry into force 7 April 1948) preamble 


5 Humanitarian Advisory Group, ‘Inclusive Humanitarian Action: A study into Humanitarian Partnership Agree-
ment (HPA) Agency practice in the Nepal earthquake response’ (2016) 2 



(8)information systems.6 Lastly, institutional barriers concern the exclusion of PWDs in settings 
 of employment or education.  


Thus, although the UN Convention on the Rights of Persons with Disabilities (CRPD) commits 
 to ‘promote, protect and ensure the full and equal enjoyment of all human rights and fundamen-
 tal freedoms by all persons with disabilities, and to promote respect for their inherent dignity’, 
 the barriers generate health exclusion of a vulnerable minority group. Indeed, especially with 
 regards to low-income countries in which the abovementioned barriers are greater and disability 
 prevalence is higher (18 per cent, compared to 11.8 per cent in high-income countries).7 Fur-
 thermore, humanitarian aid has proven less progressive in its systematic approaches to include 
 PWDs in humanitarian missions according to research.8 That is, despite the fact that studies 
 find that PWDs constitute a vulnerable group during humanitarian disasters and the subsequent 
 response.9 For instance, a recent study based on Syrian refugees disclosed that 22 per cent of 
 the participants did indeed have an impairment, including 6 per cent that qualified as to have a 
 severe impairment.10  


In this context Médecins Sans Frontières (MSF), as an independent and neutral humanitarian 
 actor, encounter PWDs that require access to treatment in line with their global humanitarian 
 response and mission. Yet, research conducted by MSF found that approximately 60 per cent 
 of international staff and 80 per cent of national staff think that they should have or ought to do 
 more with regards to ensure inclusion of PWDs during field missions.11 This included, amongst 
 other things, ensuring universal access for wheelchair users (both for staff and others), or have 
 to increase focus on PWDs in missions heavily affected by torture.12


6 Ibid 2. 


7 World Health Organization (n 1) 27 


8 CBM, Humanity & Inclusion, International Disability Alliance, ‘Charter on Inclusion of Persons with Disabilities 
 in Humanitarian Action. Update on Progress since the World Humanitarian Summit’ (2017) 3 


9 HelpAge International, ‘Hidden victims of the Syrian crisis: disabled, injured and order refugees’ (2014) 6 


10 Ibid 12: The standard for severe impairment reflect cases where the level of impairment completely or almost 
 completely affect one or more bodily functions 


11 Médecins Sans Frontières, ‘MSF national and international field staff survey on inclusion of persons with disa-
 bilities’ (2017) 


12 Ibid 



(9)In total, MSF is made up of 42 000 members and is the largest medical emergency organization 
 in the world.13 The organization has the majority of their (approximately) 400 projects in low-
 income countries, and as a result MSF are continuously confronted with situations in which 
 PWDs encounter barriers of institutional-, attitudinal, and environmental character. Thus, the 
 MSF movement voted in favor of the 2016 Motion to Promote Disability Inclusion in MSF, 
 subsequently  adopting  the  motion  throughout  the  organization  through  the  power  of  MSF’s 
 International General Assembly (its highest governing body).14  


As a result, the “Transformation Investment Capacity” (TIC) project on inclusion of PWDs was 
 established in order to assist the motion implementation in MSF.15 Nevertheless, despite initia-
 tives as this, the absence of adequate and necessary data on PWDs as well as their access to 
 health services are limited and far from achieving a state of progression and satisfaction. For 
 instance, there is a pressing need for – though a continuous shortcoming in – a sign of products, 
 programs, and services as referenced in the Convention on the Rights of Persons with Disabil-
 ities.16 Therefore, this thesis project aims to contribute to an increased level of academic re-
 search and awareness of PWDs in humanitarian missions.  


This thesis will research MSF’s engagement with ensuring the inclusion of PWDs in field mis-
 sions and projects in accordance with their adopted motion. Specifically, it aims to provide a 
 sufficient base upon which to build understanding of MSF’s efforts to ensure access to health 
 services for PWDs. Thus, the project will research MSF’s process of inclusion of PWDs, and 
 further analyze both previous and current challenges in field projects. Moreover, it will aim to 
 identify  key  methods  of  inclusion  that  corresponds  with  a  universal  design  with  regards  to 
 PWDs as referred above. In order to illustrate the challenges and findings, a case study on the 
 2019/2020 Covid-19 pandemic is provided. 


1.1.1  Research questions 


13 Médecins Sans Frontières, Who we are: We are Médecins Sans Frontiéres (n.d.) 


14 See Patrice Vastel, Motion 1: Promote Disability Inclusion in MSF (2016) 


15 Patrice Vastel, Taking forward the motion on People with Disabilities (2018) 


16 UN General Assembly, Convention on the Rights of Persons with Disabilities (adopted 13 December 2006, 
entered into force 3 May 2008) UNGA Res/61/106 2515 (CRPD) Art. 2 



(10)In order to explore how MSF work to include PWDs in field projects and missions, the research 
 presented in this thesis is all based on three main questions – reflected through the three main 
 chapters. Each of these will include one to two sub-questions in order to specify the research 
 and thus provide structure to the thesis project. The research questions are as follows (provided 
 with their sub-questions respectively): 


-  Why is inclusion of persons with disabilities essential in humanitarian action in partic-
 ular? 


•  1st sub-question: why is it relevant to focus on inclusion of persons with disabil-
 ities? 


•  2nd sub-question: how does the inclusion of persons with disabilities in humani-
 tarian action relate to the human right to health? 


-  How can persons with disabilities sufficiently be included in MSF projects? 


•  3rd sub-question: who are the patients that do not access MSF services? 


•  4th sub-question: what are the barriers which hinder persons with disabilities to 
 access MSF services? 


-  How does MSF work to include persons with disabilities in field missions and projects? 


•  5th sub-question: to what extent has MSF established inclusive structures? 


1.1.2  Research approach 


This thesis project will research the process of how MSF works in order to include PWDs in 
their projects. Ultimately, that entails elaborating on importance of PWD inclusion and how it 
ought to be an essential and active focus in humanitarian action in order to ensure equal access 
to health services. Thus, the research requires an analytical approach towards both previous and 
current challenges in MSF projects. Furthermore, data collection is based on empirical refer-
ences – both in forms of academic journals and articles, as well as interviews and internal MSF 
documents. The interdisciplinary approach combined with the qualitative approach will first 
establish a discussion on different approaches to transformative measures among development 
and humanitarian actors. Then, a legal basis of the right to health is presented through interna-
tional conventions and legal treaties, before establishing the importance of PWD inclusion spe-
cifically in relation to MSF.  



(11)The thesis will also explore the MSF’s effort to actively reach out to disabled people’s organi-
 zations (DPO’s). These organizations create a basis for theorical framework through their re-
 search and surveys, essentially helping to establish an understanding of PWDs’ challenges lo-
 cally. Additionally, some of the main organizations contributing to this thesis are: HelpAge 
 International (through its “Age and Disability Capacity Programme”); International Disability 
 Alliance  (through  its  “Humanity  and  Inclusion”  inititive);  and  World  Health  Organization 
 (WHO).   


1.2  Methodology 


Previous research argues that raising awareness of PWDs and identifying barriers is key in order 
 to progressively create inclusion – which is the overall common consensus. As a result, research 
 conducted in order to establish an academic basis in this particular context, has relied on peer-
 reviewed journals. Furthermore, this thesis is multidisciplinary – i.e. it includes components 
 from different legal and political science approaches and perspectives. In this regard, interna-
 tional conventions and treaties will create the legal basis. Consequently, the research will be 
 based upon a qualitative methodology, where primary sources ensure a specific relevance to 
 MSF.  


The primary methods of research were a qualitative study, and subsequent data collection are 
 based on Alan Bryman’s book on social research methods. As part of the qualitative study, an 
 interview was conducted with the appropriate considerations of professionalism and protection 
 of the source. Further research methods, limitations and ethics is elaborated below. 


The primary sources are through connections made in the MSF movement. Former General 
Director of MSF Norway, Patrice Vastel, is the current coordinator for promoting PWD inclu-
sion in MSF internationally, and subsequently represents a focal point in the primary research 
presented.  Permission  was  given  to  use  his  full  name  and  title  for  this  research  project.  He 
additionally represents a part of the PWD community as he himself has a hearing disability, 
although he does not obtain the experience as a patient. Moreover, in accordance with the news-
letters provided through his project, further information provided by primary sources (primarily 
MSF fieldworkers) is referenced and analyzed.  



(12)Due to Covid-19, the interview with Vastel was conducted through an online meeting the 29th
 of April 2020, as well as small follow-up sessions after. Prior to the interview, he was provided 
 a  research  participant  consent  form  which  was  signed  in  advance  of  the  session  in  order  to 
 ensure that the appropriate ethics of research is maintained. Research ethics is further elaborated 
 in section 1.2.3.   


The literature review will set the theoretical framework through textual analysis, as well as to 
 examine theories through different standpoints, both in general and in an MSF context. This 
 corresponds with the comparative legal methods of law-in-context. That is, essentially to argue 
 that law is a social phenomenon both due to strong role in society, and as a result of how the 
 quality of law is heavily reliant on societal factors and belief.17 Furthermore, the literature re-
 view will also include official reports from NGOs, academic journals, and UN documents (both 
 legal and non-legal).  


Through the abovementioned referred methodology, both barriers and corresponding key meth-
 ods of inclusion will be analyzed in order to establish a universal design of products, programs, 
 and services to ensure PWD inclusion in MSF field missions and projects. 


1.2.1  Case study 


In order to put the theory into practice, a case study is presented that will explore to which 
 extent MSF has established inclusive structures in the field. The case study will be based on 
 MSF’s measures to ensure inclusion of PWDs in its Covid-19 response during the first six-
 seven month of 2020. Moreover, the case study contributes to illustrate the importance of case 
 approaches for evaluating organizational human resources (HR)- and policy measures in MSF. 


More specifically, this will entail analyzing the organizational structure alongside the conclud-
 ing practical measures in field projects – e.g. always providing both visual and audio infor-
 mation.   


1.2.2  Research limitations 


17 Carlo Focarelli, International law as a social construct: the struggle for global justice (1st edn. Oxford University 
Press 2012) 33 



(13)Firstly, although Foucault did argue that ‘one ought to read everything, study everything’, the 
 simple essence of this is unachievable.18 As a result, a potential limitation to this study can be 
 the failure of including all relevant research and texts. Paradoxically enough, part of this thesis 
 focus on the inadequacy and limited research and data on PWD inclusion in humanitarian mis-
 sions. Thus, the probability of engaging with recent and relevant research is considered high. 


Indeed, several humanitarian actors as well as academics have engaged in efforts and created 
 reports and recommendations on this, however not specific to this context. As a result, the re-
 search aims to have a well-rounded representation of humanitarian organizations’ commitment 
 to ensure inclusion of PWDs. In particular, MSF’s organizational efforts of inclusion, as well 
 as the fieldworker’s practice, and the patients’ experience.  


The data collection is based on both primary, secondary, and tertiary sources – essentially es-
 tablishing a representative foundation for post-modern standpoint theory.19 This theory aims to 
 create an increased understanding and point of view of the case in study (e.g. PWDs). Thus, 
 creating an objective outlook in order to fully comprehend the standpoint of the excluded and 
 oppressed. Nevertheless, difficulties related to the process of monitoring and assessing the in-
 clusion of PWDs in humanitarian action might occur as a consequence of the narrow scope of 
 research already conducted and available. Particularly in relation to MSF. Furthermore, limita-
 tions can occur – especially with regards to the recorded experience of patients. Due to patient’s 
 health and sensitivity, much of the information and references corroborating patients with dis-
 abilities is based upon secondary references based on the experience of humanitarian actor(s).  


Second, the access for relevant interview subjects proved to a be a challenge. Both due to patient 
 sensitivity and the subsequent confidentiality of MSF, as well as the broad stigmatization of 
 PWDs in many cultures. In this regard, the main interview subject, Patrice Vastel, has had an 
 absolute essential role. Therefore, ethical research considerations are of essence as elaborated 
 in 1.2.2. Furthermore, as MSF provide free health services, the possibility for blurred lines and 
 a conflict of interest in an interview setting is not unthinkable for a former patient turned pri-
 mary source.    


18 Michel Foucault, Aesthetics, Method, and Epistemology (The New York Press 1998) 263 


19 Sandra Harding, ‘After Mr. Nowhere: What Kind of Proper Self for a Scientist?’ [2015] 1(1) Feminist Philoso-
phy Quarterly 2 



(14)Lastly,  this  thesis  was  impacted  by  the  worldwide  pandemic  of  Covid-19  in  2020  –  mostly 
 related to deadlines and the process of interviews. 


1.2.3  Research ethics 


When engaging with primary sources and conducting interviews, it is of absolute essence to 
 maintain  ethical  research,  and  subsequently  preserve  professionalism  and  protection  for  the 
 source. George Ulrich argues that it is in fact possible to restrict the number of basic normative 
 considerations and commitments.20 He thus identifies five categories in total to address ethical 
 considerations in human rights research: 


(i) no-harm issues, i.e. the direct, indirect, physical, material, or psychological (imme-
 diate or long-term) affect of one’s actions and decisions upon others;  


(ii) recognition and respect, i.e. acknowledging and recognizing the autonomy of re-
 search participants, and ensure correlation of research expectations;  


(iii) beneficence and justice, i.e. issues regarding promoting the greater good, and pre-
 venting wrongdoing, and ensure fair distribution of goods;  


(iv) collaboration and possible conflicts of interest, issues regarding correct conduct, 
 and ensure the absence of deception;  


(v) scientific and professional standards, issues regarding compliance and institu-
 tional policies.  


For instance, in order to ensure correlation of research expectations, the researcher provides the 
 interview subject(s) with a copy of the thesis. That is (often in addition to the participants per-
 sonal interest), to guarantee an accurate reflection of the interview and its outcome. Further-
 more,  the  interview  participant  was  provided  with  an  approved  and  informed  consent  form 
 which was signed in advance of the interview in order to clarify and ensure the abovementioned 
 research ethics. 


20 George Ulrich, ‘Research ethics for human rights researchers’ in Bård A. Anderassen and others (eds.) Research 
Methods in Human Rights. A handbook’ (Edward Elgar Publishing 2017) 194, 195 



(15)In addition, conducting ethical research also entail thorough evaluation of the following princi-
 ples: ‘(i) whether there is harm to the participants; (ii) whether there is a lack of informed con-
 sent;  (iii)  whether  there  is  an  invasion  of  privacy;  (iv)  whether  deception  was  involved’.21
 Therefore,  in  order  to  ensure  the  four  abovementioned  principles,  the  interviews  conducted 
 aimed to be open-ended in order to avoid deception or influence by the researcher. In addition, 
 the interview subjects were provided an approved and informed form of consent to ensure con-
 sent and simultaneously avoid harm. 


1.3  Key concepts  


Accessibility 


A cornerstone of inclusive humanitarian aid. Concerns how an environment, service, or product 
 can be accessed by as many people as possible. 22 Progressive access includes identifying and 
 improving barriers to ensure accessibility. 


Barriers 


The overall present or absent factors in person’s environment that limit functioning and create 
 disability.  These  include,  but  are  not  limited  to,  attitudinal,  environmental,  and  institutional 
 barriers.23  


Humanitarian aid 


Humanitarian action and aid is a reaction to humanitarian needs, e.g. food, clean water, and 
 basic health. Therefore, it can take various forms, including ‘provision of money, food, seed, 
 clean water, irrigation, training of medical professionals, medical services and equipment’.24


Inclusion 


The Humanitarian Advisory Groups defines ‘inclusion’ accordingly: ‘actions taken to ensure 
 the right to information, protection and assistance for all persons affected by crisis, irrespective 


21 Alan Bryman, Social Research Methods (3rd edn. Oxford University Press Inc 2008) 118 


22 Supriya Akerkar and Rhea Bhardwaj, ‘Good practice guide: embedding inclusion of older people and people 
 with disabilities in humanitarian policy and practice’ (2018) 


23 Centers for Disease Control and Prevention, Disability Barriers to Inclusion (2018) 


24 Jennifer Szende, ‘Humanitarian Aid’ in Deen K. Chatterjee (eds.) Encyclopedia of Global Justice (Springer 
2011) 509 



(16)of age, sexual and gender identity, disability status, nationality, or ethnic, religious or social 
 origin or identity’.25 In addition, the act of inclusion also mean ‘identifying and removing bar-
 riers so that those individuals and groups who are vulnerable, marginalized and/or excluded can 
 participate  in  decision-making  and  benefit  from  humanitarian  action  on  an  equal  basis  with 
 others’.26


Médecins Sans Frontiéres (MSF) 


A  non-profit  and  member-based  non-governmental  organization  (NGO)  working  to  provide 
 medical assistance to persons impacted by epidemics, conflict, disasters, or health care exclu-
 sion. It is directed by medical ethics as well as based upon the principles of impartiality, neu-
 trality and independence.27


Persons with disabilities 


This thesis basis its understanding of “persons with disabilities” on the United Nations Con-
 vention on the Rights of Persons with Disabilities’ (CRPD) definition of persons with disabili-
 ties, i.e. ‘those who have long-term physical, mental, intellectual or sensory impairments which 
 in interaction with various barriers may hinder their full and effective participation in society 
 on an equal basis with others’.28


2  Literature review 


In order to contextualize and provide a theoretical framework for the inclusion of PWDs in 
 MSF field projects, this literature review will address central core literature related, ongoing 
 debates on humanitarianism, organizational change in MSF, as well as to establish a discussion 
 on a rights-based approach (RBA). That is, in order to analyze and compare the current MSF 
 build-up and structure of PWD inclusion in relation to the more conventional RBA. Thus, re-
 latable literature includes NGO reports on disability inclusion in relation to conflict, disaster 


25 Humanitarian Advisory Group, ‘Inclusive Humanitarian Action: A study into Humanitarian Partnership Agree-
 ment (HPA) Agency practice in the Nepal earthquake response’ (2016) 4 


26 Australian Red Cross, ‘Disability Inclusion and Disaster Management’ (2015) 3 


27 Médecins Sans Frontières, (n 13) 


28 UN General Assembly, Convention on the Rights of Persons with Disabilities (adopted 13 December 2006, 
entered into force 3 May 2008) UNGA Res/61/106 2515 (CRPD) 4 



(17)management and emergencies, as well as debates on the human rights responsibilities of non-
 state actors.  


The obligation of States to protect and ensure the PWDs is outlined in the UN Convention on 
 the  Rights  of  Persons  with  Disabilities  (CRPD).  This  especially  is  in  reference  to  PWDs  in 
 situations of risk – including armed conflict.29 Still, disabilities have been thought to be ne-
 glected and receive less attention in humanitarian action despite solid documentation proving 
 that PWDs are increasingly vulnerable in situations in need of humanitarian aid.30 Indeed, the 
 Office of the United Nations Disaster Relief Coordinator argued in 1982 that ‘it is not suffi-
 ciently widely realized how greatly the disabled members of a community are dependent upon 
 others  because  of  their  physical  and/or  mental  impairments  or  disabilities,  nor  that  they  are 
 unable to respond to emergency warning as others do’.31  


Disability is a broad term that refer to a spectrum of impairments. The UN Convention on the 
 Rights of Persons with Disabilities (CRPD) define PWDs as ‘those who have long-term physi-
 cal, mental, intellectual or sensory impairments which in interaction with various barriers may 
 hinder their full and effective participation in society on an equal basis with others’.32 Never-
 theless, even though it is not a disability per definition, health exclusion also frames those who 
 are  members  of  the  LGBTQI+  community,  or  minority  political  or  religious  affiliations.33  
 Moreover, it additionally affects those that have a short-term disability as well – e.g. pregnancy, 
 or temporary illness or injury. Pregnancy and reproductive health are also one of the key factors 
 exposing women to a heightened risk of acquiring a disability – that includes long-term and 
 permanent impairment as well.34


Although there have been some recent definite and vital research and measures taken in order 
 to ensure awareness and inclusion of PWDs in humanitarian action, there are still big gaps. 


Valuable  research  includes  key  messages  that  point  out  the  importance  of  strengthening 


29 Maria Kett and Mark van Ommeren, ‘Disability, conflict, and emergencies’ [2009] 374(9704) The Lancet 1801 


30 Arnold R. Parr, ‘Disasters and disabled persons: An examination of the safety needs of a neglected minority’ 


[1987] 11(2)  


31 UNDRO, Disasters and the Disabled (1982) Office of the United Nations Disaster Relief Coordinator Ch. 4 


32 UN General Assembly (n 16) 4 


33 LGBTQI+ referring to the lesbian, gay, bisexual, transgendered, queer, and intersexual community. 


34 Stine Hellum Braathen, Poul Rohleder, Gloria Azalde, ‘Sexual and reproductive health and rights of girls with 
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(18)assessment tools, developing guidance and tools accustomed for the disability context, strength-
 ening national shelter systems, and promote investments in disability inclusion projects.35 Yet, 
 disability inclusion suffers negligence and exclusion as a result of lacking universal measures 
 for NGOs.  


In order to illustrate how PWDs are often overlooked, an example is from the recent Economic 
 and Social Commission for Western Asia (ESCWA) report on ‘Disability in the Arab Region’. 


According to the report, only 2 per cent of the Arab population is reported to have a disability 
 – in severe contrast to the global average of 15 per cent.36 Moreover, it reported an internal 
 variation in the region of people living with a disability from 0.2 per cent in Qatar to 5.1 per 
 cent in Morocco. As a result, it becomes even more clear that disability remain one of the most 
 overlooked matters, despite being one of the most significant causes of disadvantage and mar-
 ginalization.  


Luckily, MSF have put efforts to make organizational change in order to ensure inclusion and 
 this thesis aim to provide a sufficient base to comprehend MSF’s efforts to ensure just that: 


access to health services for PWDs. It will argue that by adopting a rights-based approach, MSF 
 could increase organizational transparency and accountability. Nevertheless, on the account of 
 efficiency, a right-based approach could subsequently create more bureaucracy due to neces-
 sary reporting and stricter implementation. 


2.1  Exploring a rights-based approach (RBA) 


First, even though there is some debate on whether to draw a distinction between the terms 


‘rights-based approaches’ and ‘human rights-based approaches’, or if they are indeed one and 
 the  same  thing,  this  thesis  (like  many)  adopts  the  latter  assumption.  That  is,  although  some 
 consider “human” to imply an ‘eminence of the legal implications and normative quality of 
 human rights as defined within international law’, others simply regard ‘rights-based approach’ 


as an umbrella for both terms.37


35 Global Shelter Cluster, ‘Disability Inclusion in Shelter and Settlements Programming’ (2019)  


36 Economic and Social Commission for Western Asia, ‘Disability in the Arab Region’ (2018) 14 
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(19)Rights-based approaches (RBA) were first developed through the development sector and later 
 emerged in other areas. For scholars and development actors, RBA is currently the predominant 
 approach of human rights practice and discourse.38 As it commenced, the main focus concerned 
 the shift from targeting vital ‘needs’ to then claiming and protecting ‘rights’.39 In practice, the 
 approach is dependent upon active participation involving advocacy in order to aid the poor and 
 excluded.40 Moreover, RBA requires analysis and programming based on rights standards and 
 principles as well as acknowledging the evidential duty-bearer role of the State.41  


In this regard, and as will be referenced in later chapters, the duty-bearer role of the State in-
 cludes both negative and positive obligations in reference to international human rights law. 


The positive obligations of States are in correlation with Asbjørn Eide’s tripartite typology to 
 analyse the nature of economic and social human rights. Essentially, this entailed three layers 
 of State obligations: to respect-, to protect-, and to fulfil human rights.42 The obligation to pro-
 tect recognises the assumption that third parties can potentially interfere with the freedoms of 
 right holders to fulfil their own rights. Thus, States obtain a positive duty to ensure protection 
 against such interreference – meaning States have to take necessary measures in order to protect 
 a right. Or rather, ensure protection by adopting reasonable and appropriate measures in order 
 to safeguard the right of individuals.43


Although it is hard to pinpoint the exact moment of its emergence, several development actors 
 began to adopt and promote RBAs from the mid-1990s onwards – including UN agencies, non-
 governmental  organizations  (NGOs)  and  social  movements.44  Together  UN  agencies  have 
 agreed that a RBA have a number of essential characteristics: 


38 Hannah Miller and Robin Redhead, ‘Beyond ‘rights-based approaches’? Employing a process and outcomes 
 framework’ [2019] 23(5) The International Journal of Human Rights 700 
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(20)-  the  main  objective  of  development  policies  and  programs  should  be  to  fulfil  human 
 rights; 


-  a RBA identifies and focus on strengthening rights-holders and their entitlements, and 
 corresponding duty-bearers and their obligations; 


-  the guideline for all development and programs should be based on international human 
 rights treaties.45


The approach is foremost concerned with the relationship between a state and its citizens. As 
 abovementioned, RBA identifies both duty-bearers (the State) and right-holders (the citizen) in 
 order to establish a balance of human rights legal obligations and accountability.46 By address-
 ing inclusion of PWDs by a RBA through States and UN agencies has resulted in the establish-
 ment of the Charter on Inclusion of Persons with Disabilities in Humanitarian Action. Moreo-
 ver, and perhaps more importantly, the Convention on the Rights of Persons with Disabilities 
 (CRPD) is another essential outcome of a RBA to inclusion and legal accountability in reference 
 to PWDs.  


Based on the above definition, a rights-based approach to PWD inclusion ought to be a given. 


It should subsequently be the preferred and most effective method of implementation for MSF. 


However, sociologist Hannah Miller argues that as the hegemony of RBA increases, so does 
 the inability to conduct humanitarian agendas in an effective and sustainable manner simulta-
 neously.47 Meaning, when humanitarian actors adopt a RBA, the organization risk being less 
 sufficient in their social mission – much due to more bureaucracy and reporting, and less hand-
 on work in the field. Thus favoring an approach outside of RBA when arguing that ‘much more 
 can be done with human rights’, especially in consideration of the level of human rights inte-
 gration and development outside the borders of RBA.48 It could also include the ways in which 
 activities are assessed in line with human rights norms, however not directly through a RBA.49


45 Jakob Kirkemann Boesen and Hans-Otto Sano, ‘The implications and value added of a human rights-based 
 approach’ in Bård A. Andreassen and Stephen P. Marks (eds.), Development as a Human Right. Legal, Polit-
 ical and Economic Dimensions (2nd edn, Intersentia 2010) 50, 51 
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48 Peter Uvin, ‘From the right to development to the rights-based approach: how ‘human rights’ entered develop-
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49 See Laure-Hélène Piron with Tammie O’Neil, ‘Integrating Human Rights into Development: A synthesis of 
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(21)Or  perhaps  RBA  could,  as  a  result  of  explicit  incorporation  of  human  rights  strategies,  set 
 boundaries for the organizational change and development.50 Nevertheless, adopting the struc-
 ture of a RBA is arguably not the better fit for MSF and similar organizations. Both on the 
 account of the necessary levels of accountability resulting in increased resources devoted to 
 reporting and implementation, in addition to a more demanding standard of transparency. This 
 will be addressed later in this chapter.   


2.1.1  How do INGOs adopt RBA? 


In general, there is broad compliance that an RBA acknowledges people as key actors in their 
 own development, and that the duty-bearer is responsible for enabling the rights-holders to rec-
 ognize and exercise their rights.51 Moreover, the RBA have been adopted as a strategy prone to 
 address inequalities through measures of empowering marginalized groups as well as strength-
 ening the level of accountability.52 Hence it has also been greeted with optimism based on the 
 opportunity humanitarian actors now obtain to embrace a strengthened approach to interven-
 tions.53  


A different method to approach humanitarian aid projects, it through a needs-based approach. 


The needs-based approach aims to add increased objectivity to the process of determining who 
 receives aid and how, primarily by using documentation and testimonies to reflect the need.54
 Thus, the approach introduce an effective and efficient method of intervention. Nevertheless, 
 the needs-based approach also has a tendency to be based on the values of the political elite – 
 which not necessarily reflects the values nor the perspectives of those in need of aid. This is 
 because  the  needs-based  approach  essentially  values  the  achievement  of  established  goals, 
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(22)instead  of  the  process  of  developing  the  goals.  Thus,  potential  negative  outcomes  are  often 
 associated with the personal attributes and/or behaviors of the group or individual receiving 
 aid.55


For instance, in a needs-based approach, a person diagnosed with a mental disorder will often 
 receive services based on the authorities or expert’s own determination of what is best for the 
 person. As a result, it is often assumed that the mentally disordered person in unable to make 


“good” choices. Thus, success (in this scenario) is measured according to adherence to the pre-
 scribed treatment plan – a plan that is essentially prescribed by an authority that could disregard 
 subject needs, objections, or personal assessments.56


Thus, by adopting an RBA, the human services and humanitarian organizations have responded 
 to this issue. In moving from a needs-based approach, humanitarian actors enable an enhanced 
 practice of organizational democracy and practices of progressive politics through adopting a 
 RBA.57 The aspect of using rights as a more active component in order to emphasize the per-
 spective of the person(s) concerned, and consequently removes the “deficit” that is apparent 
 and inherent in a needs-based approach.58  That makes a RBA arguably a more effective method 
 compared to deficit-based approaches which essentially emphasize people’s deficiencies – that 
 is, creating a forum of alliance and accountability between the humanitarian actor and the per-
 son in need of aid.59  


Another approach to humanitarian work is through rights-based development. A rights-based 
 development (RBD) approach is a comprehensive process that advance beyond social, cultural, 
 and political spheres in order to aim for “constant improvement” – i.e. continuous and dynamic 
 improvement of well-being.60 The perhaps most essential aspect of RBD is the application of 
 the concept of rights – similarly to a strict rights-based approach.61 Indeed, RBD focus on the 
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(23)efforts  to  actually  fulfil  rights,  and  not  only  as  efforts  of  charity.  As  a  result,  development 
 through a rights-based approach contribute to a human rights realization for the right-holders – 
 in addition to advocating for claiming their rights. 


Though not rigorously the same, the right to development encompasses the approach of rights-
 based development. The right to development is defined by the Declaration on the Right to 
 Development  through  the  Preamble  and  Article  1:  ‘The  Right  to  Development,  which  is  an 
 inalienable human right, is the right to a particular process of development in which all human 
 rights and fundamental freedoms can be fully and progressively realized’.62 RBD is distinct 
 from the more traditional definitions of development through measures of Gross National Prod-
 uct (GNP), industrialization, exports-growth, or capital inflows.63 Meaning that the process of 
 RBD require genuine participation, alongside a fair and equitable distribution of benefits that 
 consequently result in the progressive improvement of everyone – not only certain economic 
 groups.64


That is not to say that a process of RBD and the right to development is necessarily the same 
 thing. Meaning, that any process of development, can indeed be rights-based – given that the 
 process implements and is consistent with human rights standards. Thus, when that process of 
 development is able to be a right and subsequently claimed as a right, it can be set in the name 
 of the right to development.65 In sum, the rights-based process of development can be object of 
 the  right  to  development  by  conforming  the  human  rights  standards  in  consistence  with  the 
 definition of development in the Declaration on the Right to Development. 


2.1.2  RBA and RBD in the humanitarian sector 


Traditionally in political theory, human rights are both moral and legal entitlements for indi-
 vidual protection from political and societal threats.66 This includes protection from threats to 
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(24)the rights related to freedom, a decent living, as well as functions of political, economic and 
 social behavior. During the period of modern history, instances of authoritarian and totalitarian 
 state  power,  and  the  subsequent  abuses  of  state  governance,  have  generated  a  risk  of  such 
 threats. Consequently, the original human rights vision became to regulate and humanize state 
 power – thus creating a global sphere of decent governance standards for state behavior along-
 side respect of basic human rights.67  


Yet,  how  do  non-governmental  organizations  (NGOs)  fit  in  the  framework  of  human  rights 
 responsibilities? Generally, the state has obtained the privilege of defining state-citizen rela-
 tionship. Furthermore, the state will continue to be the absolute key force of human rights for 
 now. Nevertheless, the UN Independent Expert on the Right to Development argued that the 


‘obligation to facilitate the rights-holders’ realizing of their claims falls not only on States na-
 tionally and internationally, but on international institutions, on the civil society, and on any-
 body in the civil society in a position to help. NGOs are one constituent of civil society that can 
 and has often played a very effective role in the implementation of human rights.68


Although  many  theoretical  matters  with  regards  to  international  human  rights  law  require  a 
 state-centric structure, one can conclude that the application of human rights law in order to 
 establish human rights responsibilities for non-state actors and organizations is advancing.69
 Particularly with regards to Transnational corporations (TNCs), however also when considering 
 NGOs,  as  both  sectors  are  influenced  by  human  rights  soft  law  and  voluntarism  simultane-
 ously.70 Moreover, non-state actors are additionally affected by national case law with reference 
 to international human rights law for definitions as well as specifications of human rights re-
 sponsibilities.71      


Therefore, when considering the human rights responsibilities of NGOs alongside the prevail-
 ing stigmatization of PWDs and the constant impact of barriers encountered, it is evident that 
 PWDs are included and emphasized in humanitarian action. Not only in accordance with the 
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(25)moral and legal human rights protections, however also with regards to ensuring ethics and 
 mandates established by NGOs.  


However, with regards to medical emergency management, neither awareness nor inclusion of 
 PWDs  is  adequate  –  that  is,  in  spite  of  both  the  high  number  of  PWDs  identified  and  their 
 subsequent  condition.72  Furthermore,  the  majority  of  research  conducted  on  the  subject  ad-
 dresses the emergency structures and disaster management from a State-oriented point of view. 


In this regard, Kyoo-Man Ha found that different nations and various cultures do indeed have 
 contrasting models of conduct when addressing PWDs. For instance, Ha indicated that moral 
 inclusion was favored in Indonesia – primarily as a result of the compassion and empathy other 
 residents have for PWDs. Meanwhile Korea focused extensively on inclusive medical treat-
 ment, and the US aim attention towards social inclusion. Still, Ha also concluded that PWDs 
 have not successfully been entirely included – regardless of nationality. 


As a result, it is crucial that the humanitarian sector direct attention towards PWDs awareness, 
 and thus identify barriers in order to concur them in emergency responses. Consequently, the 
 Humanitarian Advisory Group together with CARE, Oxfam, Caritas Nepal, Plan Australia and 
 others set forth a report addressing PWDs in the aftermath of the earthquake in Nepal in 2015.73
 This report concluded that despite the strong commitment towards inclusion among the human-
 itarian sector, more action ought to be taken in order to systematically reach and ensure access 
 to treatment of PWDs. In addition, the report found that the necessity of having a universal 
 structure  and  design  is  essential,  hence  the  recommendation  that  this  would  be  achievable 
 through trainings, preparedness, response and recovery programming, as well as continued re-
 search. 


Nevertheless, despite increased awareness of PWDs and the subsequent enhanced adoption of 
 a rights-based approach to inclusion in the humanitarian sector, PWDs are still subject to dis-
 crimination and exclusion. In 2015 the Global Shelter Cluster (GSC) published a report in col-
 laboration  with  CBM,  Handicap  International  and  IFRC,  essentially  arguing  in  favor  of  a 
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(26)transformation in humanitarian organization’s approach to both inclusion and accessibility.74
 The report defines ‘inclusion’ as a ‘rights-based approach to community programming, aiming 
 to ensure persons with disabilities have equal access to basic services and a voice in the devel-
 opment and implementation of those services’.75


Ultimately,  a  RBA  would  be  inadequate  if  it  failed  to  achieve  a  positive  transformation  for 
 development  and  humanitarian  actors.76  Thus,  by  adopting  a  RBA,  MSF  can  examine  their 
 strategy and how it affects the lives of their patients and their subsequent claim for accounta-
 bility.77 Moreover, it could strengthen the level of critical self-awareness in MSF, in addition 
 to contributing to increased focus on inherent inequalities in MSF missions. Therefore, a RBA 
 would arguably be the preferred approach to address PWD inclusion in the humanitarian sector 
 – and MSF in particular. 


Adopting a RBA has also proven to be a challenge for parts of the humanitarian sector none-
 theless.  Specifically,  disability-specific  NGOs  and  disabled  people’s  organizations  (DPOs) 
 have long seen themselves as responsible for advocacy and supporting PWDs in claiming their 
 rights.78 When the CRPD ratified these rights, several of these organizations found themselves 
 expanding their role to broader reach as ‘facilitators of disability mainstreaming in develop-
 ment’.79 Thus, somewhat changing the organizations’ identity and strategic direction: that is, 
 from a position as implementer or activist to instead an organizer of change; moreover, reposi-
 tioning their focus on PWDs to an increased focus on social actors that implement the CRPD. 


Consequently, to how such change requires allocating resources and funding, both NGOs and 
 DPO  were  hesitant  to  implement  a  influenced  RBA.  Not  only  is  it  necessary  to  allocate 
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(27)resources internally when adopting a RBA, studies also found that NGOs must progress their 
 selective measures when determining who to receive funding from as well.80  


Nevertheless, the actions of MSF are first and foremost medical. Although the RBA discussion 
 have been prevalent internally, MSF is, at the end of the day, not a human rights organization 
 – meaning that is does not actively promote human rights as such. The organization provides 
 medical aid based on the principles of medical ethics (elaborated in the below section), which 
 is essentially the core of MSF. In brief, MSF does not defend human rights per se, but it defends 
 inherent humanity and ethics – which in many ways is reflected in human rights treaties. Thus, 
 RBA is arguably not the better fit for the MSF structure. 


Metaphorically put, an example of MSF’s philosophy of how human rights ought to be and is 
 a “given” to all humanity is through a legal case in Italy in 2016. As food theft in Italy is not 
 ruled a crime if one is poor and hungry because ‘ad impossibilia nemo tentur’ – no one is ex-
 pected to do the impossible; that is, survive without food or water.81 In a similar matter, MSF 
 expects human rights and its standards to be upheld – just as the basic standard of life is reflected 
 in this instance by not punishing the theft. MSF does not adopt a RBA because it considers 
 human rights to be universal to humans – regardless of race, religion, ethnicity, nationality, or 
 disability. Thus, MSF adopts a natural school of thought with regards to human rights, i.e. hu-
 man rights are considered as universal simply because it is an inherent moral of human nature.82
 As a result, humans have human rights simply because we are human beings. Through this 
 perspective, MSF does not need a RBA because ‘the source of human rights is man’s moral 
 nature’ – i.e. a given – and is therefore based on medical ethics as approach.83


In addition to based on a medical ethics approach, MSF also adopts a patient-based approach 
 through its work. Therefore, aligning their primary mandate – i.e.  to bring emergency medical 
 assistance to populations in need. A patient-based approach focuses on the respect, empower-
 ment,  involvement,  access,  support  of  the  patient  in  order  to  better  meet  the  needs  of  the 
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(28)patients.84 It therefore differs from a RBA and RBD; namely due to its primary patient-centered 
 focus, in contrast to a “outward” focus on rights that aim to benefit the patient. Thus, essentially 
 creating an approach of need-based and patient-centered medical humanitarianism.85  


2.2  What are ‘medical ethics’?  


MSF was first created by French doctors and journalists in 1971, namely as a result of ideolog-
 ical disagreement with the established practice of political silence during the Biafran War in the 
 Red Cross Movement.86 MSF is subsequently based on the ideas of medical action and témoign-
 age – i.e. the principle of “bearing witness” through vocalizing occurrences and circumstances 
 from the field. Moreover, the organization is made up of 24 associations which ensures a dem-
 ocratic was of governance. Even though the scope of activities for the organization is predom-
 inantly based on emergency relief, MSF has taken on a broader range of schemes by extending 
 the term ‘crisis’ to include neglected diseases, underserved populations, acute disasters, and 
 conflicts.87 In  1999, MSF was awarded the Nobel Peace Prize ‘in recognition of the organiza-
 tion’s pioneering humanitarian work on several continents’.88 The prize money helped to create 
 MSF’s Access Campaign – a campaign with aim to increase advocacy and engagement related 
 to global health policies and access to health. 


As abovementioned, the actions of MSF are first and foremost medical. It is therefore evident 
 to have a good comprehension of the definition of ‘medical ethics’. Ethics derives for the Greek 
 ethos, meaning ‘custom or practice, a characteristic manner of action, a more or less constant 
 mode of behavior in the deliberate actions of men’.89 Essentially, ethics helps us to judge both 
 the morality of the good and bad of our actions. Under medical circumstances, ethics often 
 involve life and death.90 Which is natural – as medical ethics involves the obligations of doctors 
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(29)and nurses towards the patient. This also includes the rest of the health care facility, as well as 
 other health professionals and society.91


Generally, medical ethics means that medical professionals must provide services to humanity 
 with complete respect for dignity of the profession and humans. Thus, financial gain or rewards 
 is a subordinate concern. Medical ethics are commonly built on four pillars of basic principles: 


autonomy,  i.e.  the  patient’s  autonomy  of  thought,  intention,  and  action  with  regard  to  their 
 health  care;  justice,  i.e.  the  burdens  and  benefits  of  treatments  must  be  distributed  in  equal 
 manners among society; beneficence, i.e. conducting procedures with intent to benefit the pa-
 tient; non-maleficence, i.e. conducting procedures that will not harm the patent or others.92
 2.3  The responsibility of humanitarian actors 


International  humanitarian  law  (IHL)  implementation  is  essentially  based  on  the  respect  by 
 combatants for the specific obligations and laws, particularly with regards to the protection of 
 civilians during conflicts as well as respect towards the work of humanitarian organizations.93
 Furthermore, instead of depending on postmortem justice, the first concern of humanitarian law 
 is to reduce the consequences of violence. Thus, the Geneva Conventions as well as their Ad-
 ditional Protocols have provided a crucial steppingstone to humanitarian organizations. Mean-
 ing that humanitarian actors are enabled to negotiate and implement relief activities in corre-
 spondence with the rights of the victims and humanitarian principles.94  


In accordance with IHL, humanitarian organizations have (inter alia) the right to:  


-  at any time, offer their assistance to parties to the conflict. That is, without the risk of 
 being interpreted as interfering with the States domestic affairs; 


-   verify  that  there  is  no  suffering  as  a  result  of  excessive  hardship  based  on  a  deficit 
 supply of essentials for survival – i.e. medical supplies and food; 


-  overall assist through means of relief action when populations suffer from shortages of 
 such essentials, and subsequently monitoring the distribution; 
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(30)-  assist and care for the sick and wounded, as well as ensure that the treatment is in com-
 pliance with medical ethics and equality; 


-  ensure that displaced or detained persons are able to claim their right of protection and 
 assistance; 


-  provide assistance to all protected persons in line with the rights and protections guar-
 anteed by humanitarian law.95


Despite being a global medical humanitarian actor, MSF ultimately does not hold a status of a 
 formal institution. It much rather is a civil society organization with takes root in its action 
 based on impartiality, neutrality, and independence. Though being described as a humanitarian 
 organization, it does not necessarily mean it is bound by IHL per se – that is, in the same way 
 as States or other parties to the conflict. Kate Mackintosh found that ‘The Geneva Conventions 
 [do  not]  confer  rights  or  impose  obligations  upon  humanitarian  agencies.  The  Conventions 
 simply do not address these actors’.96 Still, as medical organizations generally work in zones of 
 conflict in which IHL apply. Naturally, MSF abides the conditions following IHL as a result. 


Furthermore, MSF is able to benefit from complying with and respecting the establishment of 
 IHL – for instance in terms of operational spaces and access to patients.97


As a result, the responsibility and duty of protection for victims of armed conflict does not only 
 lie  with  parties  of  the  conflict.  It  also  dependent  on  the  impartiality  and  professionalism  of 
 humanitarian organizations – in accordance with the Geneva Conventions.98 However, human-
 itarian organizations are not imposed strict legal obligations that could result in penal sanctions 
 according to the 1949 Conventions, as well as their 1977 Additional Protocols. Thus, by having 
 a strong active humanitarian presence as well as a patient-based approach, MSF is responsible 
 for patient relief, in addition to negotiating working conditions with belligerents.99 In order to 
 provide patient relief in crisis, MSF must subsequently ensure access to health services based 
 on impartiality, neutrality and independence.  


95 Ibid. See also e.g.: The First Geneva Convention for the Amelioration of the Condition of the Wounded and 
 Sick in Armed Forces in the Field (1949) 75 UNTS 31 art. 9; The Fourth Geneva Convention relative to the 
 Protection of Civilian Persons of Time of War (1949) 75 UNTS 287 art. 4 


96 Kate Mackintosh, ‘The Principles of Humanitarian Action in International Humanitarian Law. Study 4: The 
 Politics of Principles: the principles of humanitarian action in practice. HPG Report 5’ (2000) 4 


97 Ibid 


98 Bouchet-Saulnier (n 93) 


99 Bouchet-Saulnier (n 93) 
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