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Abstract

Non-communicable diseases (NCDs) are among the leading causes of morbidity and
mortality globally. While international strategies for their prevention and control call for
greater civil society participation, many observers regret the lack of a broad social
movement to address these diseases. This study focuses on diabetes patients’ associations
engaged from 1991 to 2014 in Bamako, Mali, and explores what factors influenced their
capacity to build a collective national movement to address this disease and shape policy
reforms in this area. Our findings show that the emergence of such a movement was
limited by several constraints. The focus of diabetes patients’ associations on technical
biomedical issues silenced the daily embodied experience of patients and reduced the use
of human-rights approaches. Moreover, few financial, material and social resources
coupled with a fragmented base limited the scope and strength of claims made by
patients’ associations to obtain treatment at reduced coasts. Finally, modes of actions
performed failed to challenge more structural inequalities and imbalances of power.
Exacerbated by limited political opportunities, these constraints weakened the
associations’ ability to drive policy change on diabetes. They reflect some of the current

weaknesses of the global mobilisation to address diabetes and NCDs.
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Introduction

Non-communicable diseases (NCDs) are among the leading causes of morbidity and
mortality globally (Roth et al., 2018; Vos et al., 2020, p. 376). WHO’s strategies for
their prevention and control call for civil society organisations to participate in policy
development, resource mobilisation, information dissemination, advocacy and
accountability (WHO, 2013, 2018, 2019). Still, to many observers, social mobilisation
remains very limited in this area. In 2011, the then CEO of the International Diabetes
Federation regretted that, compared to the HIV/AIDS movement, ‘the NCD movement
still has work to do to ensure that people with diabetes and NCDs are involved at all
levels’ and called ‘people with these diseases to stand up and demand their right to
health and to universal access to medicines’ (Keeling, 2011, p. 164). More recent
reports and studies come to the same conclusion. The Global coordination mechanism
on the prevention and control of NCDs complains of ‘delays in creating a multi-
stakeholder social movement to address NCDs’ as a whole (WHO, 2018, p. 15).
According to an article addressing the process of prioritisation of NCDs at global level
(Heller et al., 2019), despite the advocacy work done by the NCD Alliance since its
creation in 2009, ‘civil society movements behind the four main diseases [cancer,
cardiovascular diseases, chronic respiratory diseases, and diabetes], remain relatively
fragmented and weak’ (p. 376).

This concern for the engagement of civil society organisations in general and
social movements particularly acknowledges the role they have played in addressing a
variety of global health issues, such as HIV/AIDS, women’s health or breast cancer.
Their engagement has empowered lay people with medical information, promoted self-
care and self-help, and progressively led to changes in healthcare delivery, research and

policies (Brown et al., 2011; Brown & Fee, 2014). This is why Brown and Zavestoski



(2004) define health social movements as ‘collective challenges to medical policy,
public health policy, belief systems, research and practice’ (p.679).

Four main lines of analysis emerge from literature on social movements. The
first relates to the collective and temporal nature of such movements. According to Tilly
(2004), collective claims on targeted authorities involve different parties whose
interaction is sustained and goes beyond any single event. This implies considering
what groups and individuals engage in social activism (Crossley, 2002), as well as the
context in which events and processes occur, their duration, trends and cycles (Tarrow,
1993). The second line of analysis relates to collective action frames, i.e. the ‘schemata
of interpretation’ (Goffman, 1986) which form the rationale behind the engagement of a
social movement. For Snow and Benford (1988), social movement organisations define
problems, solutions, and motivations through framing processes that shape the
movement’s cause. The resulting frames may change over time and intra- and inter-
organisational disputes may occur (Benford, 2013). A third line of analysis relates to the
resources upon which social movements can draw. These include the movement’s base
and its structure (McCarthy & Zald, 1977), financial resources, expertise and leadership
(Grossman & Saurugger, 2006), relationships with stakeholders like public authorities,
medical and private actors (Mathieu, 2012). The fourth line of analysis concerns the
modes of action (petitions, media declarations, demonstrations, etc.) that movements
perform to pursue their goals and make collective claims. In this regard, Tilly’s notion
of ‘repertoire of action’ recalls that people use actions available to them, such as what
they know and what they are expected to use, in a particular context (Tilly, 1978).

Extensive literature deals with social movements that have emerged all over the
world in relation to communicable diseases and notably HIVV/AIDS (Barbot, 2002;

Broqua, 2018; Eboko et al., 2011; Epstein, 1996). Social movements on NCDs have



been mostly studied in high-income countries and in relation to asthma and breast
cancer (P. Brown et al., 2004). With respect to diabetes, a systematic review on how
qualitative methods have been used in over 30 years of international diabetes research
shows that this issue has been mostly explored in a medical perspective within the
framework of individual patient-doctor relationships and self-care (Hennink et al.,
2017). Literature related to African contexts pays particular attention to social
representations of diabetes (A. de-Graft Aikins, 2002; A. de-Graft Aikins et al., 2012;
Mshungane et al., 2012; Mwangome et al., 2017; Rutebemberwa et al., 2013) and
patients’ experience of their illness (Amoah et al., 2018; Ama. de-Graft Aikins, 2003).
These articles mainly explore factors that influence illness action at individual level and
aim to suggest strategies for diabetes intervention at community level (A. de-Graft
Aikins et al., 2015). What has been generally neglected is a macro and more political
approach focused on collective action performed by civil society organisations and its
impact on public policies to prevent and manage diabetes. At an international level,
Chaufan and Saliba (2019) adopt a political economy lens to study how discourses and
practices of three non-profit organisations fighting against diabetes (in Canada, the
United States, and at international level) have influenced global health strategies and the
reduction of health inequities. A few additional studies explore collective action on
diabetes by comparing interventions made by different single-disease associations. Best
(2012) studies how advocacy groups addressing a total of 53 diseases have influenced
medical research priorities in the United States. An article comparing how different
stakeholders engaged to fight chronic diseases in Ghana and Cameroon mentions the
work done by the Ghana Diabetes Association but analyses it together with associations
addressing other NCDs and comes to global conclusions (A. de-Graft Aikins et al.,

2010). In the same line, Heller and colleagues (2019) give some information on how the



NCDs Alliance, including the International Diabetes Federation, has contributed to the
process of prioritisation of NCDs at global level; their focus is however more general on
agenda-setting than on social mobilisation per se.

A similar trend can be found in studies carried out on diabetes in Mali. Here the
issue has been mostly studied from an epidemiological (Fisch et al., 1987; Imperato et
al., 1976) and a biomedical perspective (Beran & Yudkin, 2010; Besancon, 2009;
Pichard et al., 1988; Sidibé et al., 2000). Anthropological research focuses on lay
knowledge and practice of patients and health professionals (Gobatto & Tijou Traoré,
2011; Tijou Traoreé, 2010, 2017), and attention is given to self-care and the way it has
been supported by either public policies (Gobatto et al., 2016) or NGO programs
(Besancon et al., 2016). The few articles about collective action implemented by civil
society remain mainly descriptive of the story and work done by single organisations
like the first patients’ association (Besangon, 2006) and a French non-governmental
organisation (NGO) (Besancon et al., 2015; Besancon & Sidibé, 2012; Besancon et al.,
2018). A broader political approach is taken by Martini and colleagues who study how
different stakeholders have contributed to put diabetes into the policy agenda of Mali
(Martini & Fligg, 2011; Martini et al., 2019b) and what contextual political
opportunities have shaped the participation of patients’ associations to the fight against
diabetes over time (Martini et al., 2019a).

This article aims to broaden and deepen the knowledge on how collective action
on diabetes was developed by patients’ associations in the context of Mali. It does it by
drawing on a social movement perspective and the four lines of analysis mentioned
above. After tracing the history of patients’ associations that engaged to address
diabetes in Bamako from 1991 to 2014, it investigates how they framed their

engagement, upon which resources they drew, and which actions they performed. In



doing so, it explores what factors influenced the capacity of patients’ associations to
build a collective national movement and to shape policy reforms addressing diabetes
(and NCDs). It gives insights into what may have limited the emergence of a
comprehensive social movement related not only to diabetes but also to NCDs at global

level. For this reason the case of Mali is interesting for the scope of this article.

Material and methods

Mali is a low-income country ranked 184 out of 189 countries according to the last
human development index (UNDP, 2020). It remains highly dependent on international
donors, who funded about 45% of the health budget during the period studied (MHPH
etal., 2014). At least until the military coup of March 2012, the country was considered
by most donors as a success story of democratic transition in Africa (Wing, 2002). After
the democracy was established in 1991, the number of civil society organisations, NGO,
political parties and medias rapidly increased (Raghavan, 1992; Thiriot, 2002). This
growth was related to the liberalisation of political life (Wing, 2013) but also to the
support that international donors provided to civil society with the aim of promoting
good governance (Roy, 2010). In all cases, it did not result in increased conflicts and the
country was most known for its weak protest tradition (Siméant, 2014). Like other Sub-
Saharan African countries, the Malian health system has long been directed towards the
prevention and control of infectious and acute diseases (Beaglehole & Yach, 2003). Yet,
cases of diabetes were reported in Bamako and rural areas since at least the 1970s
(Imperato et al., 1976). Since then, the country has been ranked as one with low
diabetes prevalence, which was recently 1.9% according to the International Diabetes
Federation (IDF, 2019). However, accurate data is still missing, and local studies report

a higher prevalence rate of about 9% (MHPH, 2014). In terms of patients’ associations,



Mali has experienced an early mobilisation around diabetes and has long been one of
the few in West-Africa to host a community centre specialised in diabetes care
(Besancgon, 2006).

This research was conducted in Bamako, where both the first diabetes patients’
association and community centre are situated. Bamakao is the political and economic
capital city of Mali and concentrates most university hospitals and specialised care
services. In the early 2000s, diabetics patients from all over the country came here for
treatment, notably in the community centre for diabetes care and in two hospitals where
the only diabetologist of the country and one endocrinologist worked. A
decentralisation strategy for diabetes care was started only at the end of the 2000s
through ongoing training of doctors and nurses working in secondary health centres.
Among them, the health centres situated in the 6 municipalities of Bamako.

Field surveys were conducted in 2008 (12 weeks), 2010 (3 weeks), 2012 (2
weeks), and 2014 (1 week) by the first author. This was done in the framework of
successive projects to which the first author initially participated as an intern and then
as a researcher and PhD student. Some of the projects were coordinated by the second
author and the PhD was supervised by the third author. Carrying out the research over a
long period of time allowed to retrace the history of diabetes patients’ association in
depth and to study their development in its making. It also involved a series of
challenges. They were related to the expectations that local stakeholders had from the
research project, which increased over time in parallel with the increased attention given
to diabetes at international level. The research was welcomed at the beginning by the
few local stakeholders engaged in diabetes at the time, who saw it as a mean to let their
cause be known internationally. Over time however, the arrival of some international

funding and the creation of new patients’ associations came along with increased



tensions among local stakeholders and let it more difficult to obtain interviews and
spontaneous speeches from the interviewees. At the end of the research, further
challenges related to contextual changes and notably the sudden political and security
instability meant that it became too difficult to conduct field surveys and delayed the
final restitution that had been planned in Bamako with key stakeholders.

Data collection was carried out by means of qualitative interviews and non-
participant observations. Interviewees and events were identified by document and
internet searches, as well as by a snowball method that involved identifying new
persons or events through key informants. All in all, 55 stakeholders were interviewed
among those involved in the health sector and the fight against diabetes like
representatives of international donors (17), NGOs (16), national public servants (9),
patients’ associations (8), and health professionals (5). In line with its scope, this paper
focuses on data collected from the representatives of patients’ associations. Their point
of view and their role of spokespeople make them key players in framing the identity,
scope and activities of the associations they are representing (Hassenteufel, 1991). In
this case, they represent 6 out of the 7 diabetes patients’ associations that are based in
Bamako. In fact, only one association could not be met, due to organisational and time
constraints. As table 1 shows, they span three stages of the mobilisation around diabetes

and some representatives were met several times over time.

Tab. 1. Representatives of diabetes patients’ associations interviewed.

2008 2010 2012 2014
First-stage association
A B B
(1 out of 1)
Second-stage association
C C
(1 out of 1)
D D+E D
Third-stage associations F F
(4 out of 5) G
H

Source: by authors. Each line represents a single association; each letter identifies an interviewee. The label used to
identify the association refers to the stage of the mobilisation on diabetes when the patients’ association was
created.



All interviews were conducted in French and face-to-face by the first author,
either at the interviewee’s home, the association headquarter or the health facility.
Verbal consent to participate was always obtained at the beginning of the interviews,
which were recorded upon agreement. The interview grid covered the following themes:
the association’s history, its goals and missions, its organisation and partnerships, the
activities performed, lay knowledge and its use. Data were supplemented by non-
participant observations conducted for example during visits in the health centres or
events organised for World Diabetes Day and which allowed supplementary informal
exchanges with the stakeholders. Documentary sources were also collected, including
policy documents, activity reports, and advocacy tools.

Concerning data analysis, all interviews were transcribed and analysed
inductively. A vertical analysis of each single interview was performed; information
collected from different sources was then triangulated through a horizontal analysis of
each theme coded. The analysis was progressively refined with the new data collected
in successive surveys (Bazeley, 2013). Data collection was stopped when no new
themes and no significant increase in the sophistication of analysis emerged (Saunders
et al., 2018). The thematic analysis explored the four lines of analysis associated with
social movements: the collective and temporal nature of patient associations’
mobilisation, their collective action frames, resources available, and actions undertaken.
The frame analysis aimed to understand how patients’ associations constructed
problems, solutions and motivations in order to raise engagement around diabetes

(Benford & Snow, 2000).



Results

The collective and sustained mobilisation around diabetes

From 1991 to 2014, patients living with diabetes in Bamako gradually gathered to
create seven patients’ associations and two coordination mechanisms at regional
(district) and national level respectively. This collective mobilisation went through three

main stages, each being marked by specific contexts and trends (fig.1).
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Fig. 1. History of the mobilisation of diabetes patient associations in Bamako. Source: by authors.

The first stage started when local patients supported by the only diabetologist of
the country founded the first diabetes association in 1991. Their mobilisation played a
pioneering role in the fight against diabetes. At policy level, diabetes did not figure in
any strategy and no department tackled NCDs. This stage peaked in 1998 when the

association opened a community non-for-profit centre for diabetes care, the first of its
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kind in Mali and among the few in West-Africa at the time. For more than a decade this
remained the only association specifically dedicated to the fight against diabetes, as its
label indicated. Despite the fact that doctors were members of its board, it was generally
presented as a patients’ association. Its headquarter being in Bamako, it tried to promote
local branches in other regions of Mali.

The second stage at the beginning of the 2000s was one of renewed political
opportunities and partnerships. For the very first time, NCDs were addressed by the
National Health Directorate and included in the social and health program (PRODESS
I1); the drafting of a diabetes policy was also initiated. At the level of civil society, a
French NGO started to provide technical assistance for the prevention and control of
diabetes in Mali, including for the decentralisation of diabetes care in the six
municipalities of Bamako and outside the capital city. As detailed below, these
interventions inspired the creation of a second association in one of Bamako’s
municipality. The label it chose specifically targeted it as a patients’ association.

The third stage between 2008 and 2015 saw important changes. The diabetes
policy draft was included in a more comprehensive NCD policy, whose elaboration was
initiated in 2009. The Malian prime minister participated in the United Nations High-
Level Meeting (UN-HLM) on NCDs held in New York in 2011. Concerning diabetes,
five additional patients’ associations were created in the five remaining municipalities
of Bamako where a diabetes unit had also opened its door. They were also specifically
labelled as patients’ associations. The collective nature of their mobilisation was further
institutionalised through the creation of a regional coordination in Bamako in 2010 and
of a national federation in 2012. Two years later, the latter brought together about 25

patients’ associations across Mali. Despite these achievements, latent conflicts emerged.
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Hereafter motivations, resources and forms of actions that characterised the

associations engaged in Bamako are presented more in depth.

How did the associations frame their mobilisation?

The gradual engagement of diabetes patients relied on collective action frames that were
slightly different from one stage to another depending on the existing health system
context.

At the first stage, problems were identified in service provision and the solution
was sought in the engagement of those patients (and doctors) willing and able to
campaign for the opening of a community non-for-profit centre. As a patient
representative recalled in 2012, the overarching goal was ‘to have a place where to treat
all diabetics of Mali, because all diabetics of Mali came to doctor [name], with a small
office’”. The association creation fell in the aftermath of the democratic transition, when
civil society started engaging in all areas of society. Members’ motivation built on a
pragmatic and disenchanted approach about Malian state’s (in)capacity to give them
support. As the representative continued, ‘The authorities gave us this old building [...]
we looked for a partner because the minister had been clear, he said they had no means
to renovate it and, even less, to give material’. Another representative said in 2008,
‘Only the good will can help the poorest to have appropriate care, since the state cannot
ensure full coverage of [...] a disease’.

Access to care was still a key concern for the association created in Bamako
during the second stage of the fight against diabetes in the mid-2000. A representative

described in 2008, ‘only one diabetes centre exists here in Bamako, people must travel

T Translated from French by authors.
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[...] to seek care [...] not only it’s far, but it is expensive too’. However, solutions were
linked to the decentralisation process that Malian government had initiated with the
support of the French NGO. As recalled by the association representative in 2008, ‘I
wondered whether it would not be better with a patients’ association’ [within the
premises of the municipal health centre]. In particular, the association was motivated by
the possibility of implementing projects funded by the French NGO to facilitate
patients’ access to diabetes care at municipal level.

During the third stage at the end of the 2000s, the creation of five additional
associations reveal collective action frames similar to those of the second-stage
association. The new associations pointed to problems related to service provision and
linked solutions to the ongoing decentralisation process. Each association also worked
closely with the health centre of a specific municipality of Bamako. Contrary to the
second-stage association however, motives did not result from an endogenous process.
In fact, their creation was a direct output of an international project funded from 2008 to
2010 by a consortium of international NGOs. A patient representative recalled, ‘They
gave us the idea to build. [...] The project manager [...] came to us’ (2012).

During this last stage, two main problems related to diabetes management were
similarly framed by all representatives, regardless at which stage their association was
created. First, the problem of access to care was now related not only to geographical
difficulties but also to financial costs. All described diabetes as a ‘disease for rich
people’ due to high treatment costs, thus contesting the longstanding view of diabetes as
a ‘disease of the rich’. Second, little awareness among the population and little
adherence of patients to diet and physical activity were considered problematic in the

fight against the disease.
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What resources were available to the associations?

This section presents three specific resources available to patients’ associations: their
mobilisation base, their social resources, their material and financial resources.

Concerning the mobilisation base, the internal cohesion of each patients’
association was limited by two main shortcomings. First, although the associations
officially counted between 100 (for some municipal associations) and 3000 members
(for the first-stage association), most ordinary members were depicted as passive
adherents with little will and ability to engage actively. Overall, they were mainly
involved as health-care users. The use of membership cards shows this last point: they
were delivered to allow care at reduced costs more than to create a sense of community.
Secondly, all representatives had a high socioeconomic and educational status, while
ordinary members were mostly low-income patients. Representatives’ discourses
mirrored this distance from the associations’ members. The latter were referred to using
the third person and diabetes’ patients were generally described as being undisciplined
because of their poor adherence to treatment, although most representatives also lived
with diabetes.

Still exploring the mobilisation base, but now looking at the relationships
between diabetes associations, the second stage was a period of renewed partnerships,
since links were sought between the first- and second-stage associations. Yet, with the
emergence of additional municipal associations and the greater institutionalisation
during the third stage came tensions. These tensions may be linked to the scope of each
association and to the difficulty for the first-stage association, which pursued a national
scope, to fit the newly formal structure organised into local, regional and national

levels. These tensions may also be explained by struggles for legitimacy, each
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association claiming it on the basis of either its temporal coverage, local or international
roots.

Regarding the social resources, partnerships established with external actors
were mostly based on personal ties that board members had, notably with local private
stakeholders or Malians living abroad, notably in France. These partnerships however
highly depended on the good will and availability of such donors. More sustained
partnerships were established by the first-stage association with a local branch of an
international not-for-profit association and with the IDF; while the municipal
associations, including their organisation into a regional coordination and a national
federation, were supported by the French NGO. These partnerships however mostly
targeted specific initiatives, such as the renovation and functioning of the diabetes care
centre, World Diabetes Day, or projects funded by the French NGO. Furthermore, all
associations were closely linked with health professionals. As said above, caregivers
were among the founders of the first-stage association and seated in its board.
Moreover, during the 1990s, French doctors helped the association to train caregivers
working in the diabetes centre and outside Bamako. The second and third-stage
associations closely collaborated with health professionals working in the municipal
diabetes units for the implementation of prevention and education activities. All
associations also established links with pharmaceutical representatives, since they
offered treatments at reduced costs. In all cases, partnerships were strictly focused on
diabetes. Despite the absence of partnerships with organisations and movements
addressing other health issues, diabetes associations were inspired by them in terms of
goals to pursue and actions to undertake, ‘We really want care to be free, like it is for
malaria, tuberculosis and HIV/AIDS’ (second-stage association, 2008); ‘Why care is

free for them? Because [people] formed a group!” (third-stage association, 2010).
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Concerning material and financial resources, all associations faced several
constraints over the three stages. Membership fees provided all associations with some
revenue, but not without difficulties, ‘Often people say: we pay later, but we wish to
adhere!" (a representative of the second-stage association, 2008). Aside from the
important funding received for the renovation of the care centre premises, the first-stage
association received mostly occasional financial and material donations (mainly drugs
and treatments). Its membership to the IDF provided with campaign materials and
opportunities to participate at international fora and trainings; however, not only did this
support mainly revolve around World Diabetes Day, but it often targeted caregivers
more than care-receivers. The second and third-stage associations mainly depended on
the French NGO and particularly on the funding that the latter obtained from

international donors to implement activities and fund infrastructures and materials.

What actions did the associations perform?

The modes of actions performed to address diabetes show that patients’ associations
mainly engaged in care and awareness activities, while being only occasionally
involved in policy process, overt advocacy, demonstrations, or research.

Concerning their involvement in policy processes, the lack of any official policy
during the first stage limited contacts with the Ministry of Health, which mainly
revolved around administrative issues related to the centre for diabetes care. During the
second stage, the drafting of a diabetes policy offered a seat at the table to the first-stage
association; however, the policy support was mainly delegated to a doctor among the
association’s founders. During the third stage, the first-stage association attended a
preparatory meeting for the UN-HLM in New York thanks to funding from IDF;
however, it was little involved in the drafting of the Malian NCDs policy. In this

16



respect, the second- and third-stage associations were mainly represented by the French
NGO.

In terms of advocacy, the regional coordination gathering the municipal patients’
associations sent a letter to the Ministry of Health and the Ministry of Social
Development respectively in 2010; material and financial support was demanded for
members of the municipal associations, including free tests, insulin, and treatment for
diabetes foot. Further advocacy, however, was not undertaken, ‘We wait now before
contacting other policy-makers, to influence their decision, since those we wrote to
haven’t replied (third-stage representative, 2010).

Activities like demonstrations and public speaking were mostly held on World
Diabetes Day. On this occasion, all associations aimed to raise awareness among the
population and to draw the attention of local and national authorities. Patients’
representatives participated on radio or television programs at national level. Awareness
activities were also organised within the health centres premises, notably education
activities and to a lesser extent testimonies of the daily embodied experience of patients.
Distinguished guests were invited, like the First Lady in 2010 or the Prime Minister in
2012. And public marches were held either at municipal level or through Bamako, like
the march to Parliament organised in 2009 by the first-stage association. These marches
included bands and overt protests never took place. The scope of the claims focused on
access to care delivery and did not address social inequalities in health nor human
rights.

Finally, the associations engaged in little research. Overall, patients’ expertise
was rarely spotlighted nor used to challenge medical knowledge and practice. The first
peer educator activities started in 2011, following the support of the French NGO to the

second and third-stage associations. On the other side, representatives’ discourses about
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diabetes and its management largely aligned on technical and clinical recommendations,

blurring the frontiers between lay and scientific knowledge.

Discussion

This article has applied a social movement perspective to explore why and how patients
living in Bamako engaged in collective action to address diabetes between 1991 and
2014. 1t has identified which different associations and collective structures were
created over time; it has explored how they framed problems, solutions, and motivations
to engage; it has analysed the resources available to them and the actions they
performed. This approach centring on collective action developed by patients’
associations is new in the study of the fight against diabetes in Mali and has been
relatively little used in other contexts. A previous study on Mali showed that limited
external political opportunities had negatively affected the associations’ capacity to
participate in policy processes on a regular and ongoing basis (Martini et al., 2019a).
This paper took the other end of the spectrum by exploring the endogenous processes
that underlaid the development of patients’ association and their capacity to build a
strong collective movement able to influence policy reforms addressing diabetes (and
NCDs). This shed light on dynamics that have also been observed in relation to NCDs
at global level (Heller et al., 2019; WHO, 2018) and which help explain why the
emergence of a comprehensive international social movement has been very limited

around these diseases. These dynamics are further discussed hereafter.

Patients’ associations as pioneers of collective action around diabetes

By tracing the history of diabetes patients’ associations in Mali, this article has

highlighted the gap between their early mobilisation and the late uptake by government.
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It shows the key role they played in driving collective action and improving access to
care, when diabetes was not yet a public health priority. These findings confirm
observations made for diabetes (and NCDs) in other countries and at global level. In
Africa, the first diabetes association was created in Senegal in 1967 and about 20
countries had already one association member of the International Diabetes Federation
prior to 1995 (data collected by the authors from IDF, 2021). Nevertheless, the adoption
and the implementation of national policies at country level have remained uneven, in
Africa (as shown for Ghana and Cameroon by A. de-Graft Aikins et al., 2010) but also
in low-income countries more generally (WHO, 2016). And the management of these
diseases in low- and middle-income countries has been largely neglected
internationally: the issue of a ‘global diabetes epidemic’ has become visible in
international fora only since the late 1990s (Besson et al., 2010), and the UN officially
addressed NCDs only 10 years later.

Literature associates this late prioritisation at policy level to different factors: the
dependency on international (limited) funding (A. de-Graft Aikins et al., 2010), the
framing of several different diseases under a common label (Allen & Feigl, 2017),
actors’ little influence on sectors other than health and the late role of guiding
institutions and international civil society (Heller et al., 2019). This paper goes more in
depth on this last point by analysing what has prevented the emergence of a broad social
movement on diabetes (and NCDs) and more specifically what has weakened the
pioneering role that some patients’ associations have played. The case of Mali
particularly shows that framing processes, resources available, and modes of action
performed contributed to limit their ability to have their claims heard and make

sustained changes at policy level. These factors are further discussed below.
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A fight for medical services more than against broader social inequities

This paper shows how framing processes and priorities set by patients’ associations
were not only an eye opener of the specific context of Mali, but they also took social
and policy debates in specific directions.

The priority that patients’ associations gave to accessibility of diabetes services
and treatment brought out the critical need to improve the availability, quality, and
affordability of diabetes care within a health system that had long neglected NCDs
(Sidibé et al., 2007) and that was challenged by low resources and lack of universal
health coverage. Their claims echoed the experience of Malian ordinary patients for
whom diabetes was ‘the worst disease ever’ due to its high costs and to the national and
international neglect (Tijou Traoré, 2010). In fact, while no subsidy existed for diabetes
treatment during the period of our study, free care policies were largely supported by
international donors for HIV/AIDS. These framing processes fit what Brown and
Zavestoski (2004) define as a ‘health access movement’, i.e., one that targets ‘equitable
access to healthcare and improved provision of healthcare services’ (p.685). Yet, the
focus on access to care moved public and policy debates towards technical biomedical
issues, and obscured the social and psychological impact that diabetes had on patients.
De facto, claims made by patients’ representatives often silenced the moral suffering
experienced by patients as a consequence of their diabetes, for example their partner’s
departure after they were diagnosed with the disease (Tijou Traore, 2017).

The other priority given to information and awareness echoed patients’ existing
frustration for a disease that had long been silenced in public debate, being considered a
‘disease of the rich’ and due to the lack of epidemiological data (Martini & Fligg, 2011).
Yet, this focus on awareness also moved public and policy debates towards preventive

issues and behaviour changes at an individual level, with the result that broader
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economic and social problems, as well as the need for structural changes, were not even
discussed.

These two priorities reveal a collective mobilisation that was only partially
connected to patients’ experience. This is a crucial difference compared to other health
movements that built their collective identity on patients’ experience and understanding
of their illness from the very beginning of their mobilisation, for example those
addressing HIV/AIDS (Epstein, 1996) and cancer (Derbez & Rollin, 2016) in Northern
countries. Brown and Zavestoski (2004) define them as ‘embodied health movements’,
since the embodied experience of patients played a central role in framing what they
call “a politicised collective illness identity’ (P. Brown et al., 2004, p. 60). Framing
processes were politicised in that the associations overtly blamed broader social issues;
they pointed to structural inequalities and imbalance of power in society as root causes
of the diseases.

The tendency to direct public and policy debates towards technical issues and
behaviour change is not limited to Mali nor to diabetes. It has been largely observed for
NCDs at international level (Clark, 2014; Stuckler & Siegel, 2011; Yang et al., 2018).
Yet, it grasps with studies conducted in various contexts and that clearly show social
and cultural constraints cause suffering to many diabetes patients (Boivin, 2009;
Browne et al., 2013). It also grasps with the large literature existing on the
macroeconomic and social structural causes of NCDs (Beaglehole & Yach, 2003; Buse
etal., 2017). To conclude this section about framing processes, as Ferguson and
colleagues (2016) acknowledged, ‘more work has been done to link human rights with
communicable diseases’ (p.1201), and the potential role that civil society may play in

using rights-based approaches has yet to be fully realised for NCDs.
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Little resources coupled with a fragmented base

This paper shows that Malian patients’ associations lacked resources all over the three
stages of their mobilisation. Yet, literature on social movement stress the importance of
having sufficient and various resources to engage effectively (Grossman & Saurugger,
2006; Mathieu, 2012; McCarthy & Zald, 1977).

Concerning the mobilisation base and particularly the internal cohesion of the
patients’ associations studied, the gap found between their representatives and their
members converge with what it is found in literature addressing collective
mobilisations. In fact, engaging in the public space and participating to policy processes
relies upon skills that much depend on socio-economic conditions (Fillieule et al.,
2010). Our results, however, contrast about the impact that this gap has. In the literature,
the higher socio-economic status of associations’ representatives is often considered as
a facilitator that gives them access to more effective repertoires of collective action and
increases their chance to succeed (Derbez & Rollin, 2016). Conversely, our results raise
the question of whether the higher socio-economic status of the associations’
representatives has not weakened their capacity to build a collective illness identity. In
fact, in the context of a low-income country like Mali where the health system does not
ensure quality and affordable care for all, patients experience their illness very
differently depending on their status. During the period investigated, better off
associations’ representatives could often access a broader range of diabetes services,
such as expensive treatment and care provided abroad, compared to (often poorer)
ordinary members; a situation that has well been assessed in other African contexts
(Dimé, 2013).

In addition to this intra-organisational problem, tensions between single

associations often gave rise to various separated mobilisations on diabetes rather than to
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a whole national mobilisation. This fragmentation at country level is also found at
global level where advocacy for specific diseases rather than for NCDs as a whole has
been observed for over twenty years (Beaglehole & Yach, 2003; Heller et al., 2019). It
should be noted that these tensions are well acknowledged in literature on social
movements and are inherent to their network nature (Diani & McAdam, 2003). Recent
studies underscored for example the multiplicity of mobilisations on HIV/AIDS in Sub-
Saharan Africa (Broqua, 2018). Fragmentation in this area is however linked to a
context that is significantly different from that observed in the case of diabetes in Mali :
increased funding since the beginning of 2000, an enlarged scope of actions, as well as
the quest for autonomy from Northern partners.

Limited external social resources have further reduced the capacity of diabetes
associations to build an effective national movement. Social movement theory shows
how transnational partnerships provide organisations not only with material and
financial resources, but also with knowledge and know-how (della Porta & Tarrow,
2005). Linking to previous movements, to networks of activists and to social relays is
also underscored as being key in strengthening the scope and capacities of a social
movement (Tilly & Tarrow, 2006). The few external partnerships and the lack of social
relays observed around diabetes in Mali, may be linked to a context where low
resources and health system dysfunctionalities favour competition for funding rather
than collaboration. Still, this might also be linked to the long prevailing view of diabetes
as a disease of affluence (Martini et al., 2019b), to the association of the disease with
individual misbehaviour, and to the limited references made to human rights. According
to Stuckler and Siegel (2011), these cognitive factors have reduced the solidarity

towards patients and limited the emergence of a larger collective engagement for NCDs.
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Finally, the lack of financial and material resources can be much related to the
neglect of diabetes by international donors (Martini et al., 2019b). During the period
investigated, Malian patients’ associations fighting against AIDS obtained support more
easily and did not face the same material and financial constraints (Gobatto et al., 2016).
This study also shows the challenges associated with receiving short-term funds, since
their impact may not be sustainable. It should be noted that the void left by public
(national and international) partners was often filled in by private organisations,
including for-profit ones. The latter are currently key in the fight against NCDs at
international level (Clark, 2014; Stuckler & Siegel, 2011). This dependency on private
actors like pharmaceutical firms or commercial industries raises however the issue of

potential conflicts of interests.

Service provision more than militant actions

In relation with forms of action performed, the priority given by diabetes patients’
associations to service provision is in line with current international strategies calling
for the involvement of civil society organisations (CSO) in the prevention and control of
NCDs (WHO, 2013, 2018, 2019). Yet, while these strategies promote whole-of-society
approaches and public-private partnerships, the early mobilisation of diabetes patients’
associations filled the voids left by public authorities and mirrored a disillusionment
against the State’s capacity to intervene for diabetes in Mali. It also reflected the
privatisation of public services that international financial institutions have promoted
since the 1980 (Roy, 2005), making service provision a main action in the repertoire
available to local CSOs.

Forms of actions related to the participation in policy processes highlight the
lack of space and voice given to lay knowledge and know-how. As said, the
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participation was often delegated to caregivers or the French NGO, and patients’ lay
expertise was rarely claimed by diabetes associations. A similar trend was observed in
relation to the global agenda on NCDs, which has been largely dominated by the
professional view of health experts (Clark, 2014). One factor that may explain this
passive approach is the fact that sound scientific knowledge on diabetes (and NCDs) has
been long established. As Akrich and colleagues show (2009), little room for lay
knowledge may remain in such a context. In their study of the rise of international
advocacy, Siméant and Taponier (2014) also show that advocacy is a primarily western-
centred instrument pushed by donors from late 1990s as the normative character of the
ideal civil society. In this light, the few advocacy activities observed in Bamako were
undertaken by the municipal associations in the framework of an international funded
project; their short course revealed the difficulty of sustained advocacy when it is
externally funded and not directly owned by patients’ associations.

All in all, the paper shows that overt protest and militant actions were absent
from the repertoire of Malian patients’ associations. Several factors may explain their
softer modes of actions. According to Tilly and Tarrow (2006), forms of engagement
strongly depend on the type of regime within which organisations are active. As said
above, if violent forms of protest took place in Malian history (Thiriot, 2002), the
country has been most known for its weak protest tradition. A study conducted before
the military coup in 2012 showed that organised marches were most often peaceful due
to either administrative control or institutionalised state-society relationships (Siméant,
2014). Another factor may be linked to the use of modes of actions supported by
international donors, notably service provision, but also to a lesser extent advocacy. In
this regard, it has been showed that externally funded advocacy often entails more

conformist forms of criticism as they are highly standardised by international assistance
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(Broqua, 2018; Siméant & Taponier, 2014). Beside these contextual factors, the analysis
presented here raises the question of whether the absence of protest may not also be
linked to the discipline expected from chronic patients at therapeutic level (Manderson
& Smith-Morris, 2010). The interviews revealed a deep concern about patients’
adherence to treatment. This goes beyond Mali and treatment only: for example, a
statement by the representative of the French Diabetic Association spotlighted the
responsibility of this association by linking it to the fact that ‘it is not an association of
activists’ (Raymon, 2013, pp. 227-228). This distinction contrasts with the key role
played by activist-oriented organisations in driving important public health changes. To
succeed and progressively affect existing balances of power, these organisations overtly
challenged medical and scientific paradigms and often worked outside the system to

produce knowledge (P. Brown et al., 2004; Landzelius, 2006).

Limitations

This study focused on diabetes patients’ associations active in Bamako. It would be
interesting to explore how associations addressed diabetes outside the capital city.
Moreover, the period of our study mostly covers the situation of Mali before the
military coup in 2012. Since then however, security problems and political instability
have greatly disrupted the health system and changed development cooperation into
humanitarian aid. This may have had an impact on diabetes associations’ frameworks,
resources and actions undertaken. Their study may advance the understanding of factors

influencing the evolution of the collective mobilisation on diabetes (and NCDs).
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Conclusion

The use of a social movement approach to study how diabetes patients’ associations
engaged in Bamako from 1991 to 2014 has highlighted some of the constraints that
weakened their capacity to build a collective national movement able to drive effective
policy change over time. In terms of collective action frames, the focus of diabetes
patients’ associations on technical biomedical issues silenced the daily embodied
experience of patients and reduced the use of human-rights approaches. Moreover, few
financial, material and social resources coupled with a fragmented base limited the
scope and strength of claims made by patients’ associations to obtain treatment at
reduced coasts. Finally, modes of actions performed failed to challenge more structural
inequalities and imbalances of power. While partly exacerbated by the context of Mali
and particularly by limited political opportunities (Martini et al., 2019a), these
constraints reflect some of the current weaknesses of the global mobilisation to address
diabetes and NCDs. They should be taken into account when designing and
implementing multi-stakeholders’ strategies for their prevention and control both at

national and global level.
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