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8.1 ABSTRACT
Mothers with disabled children living in poverty face numerous daily challenges 
which aff ect their wellbeing. Their experiences, however, are inadequately researched, 
often resulting in unsuitable programs and policies. This article helps fi ll this lacuna 
in research by refl ecting on a two-year Participatory Action Research (PAR) project 
with mothers of disabled children from a poor urban settlement in South Africa. This 
provides an understanding of their daily realities and identifi es successful approaches 
to change their wellbeing. Field notes of participant observation served as primary 
data, complemented by eight interviews and one group discussion. A situation initially 
conceived of as ‘inactionable’, due mainly to mothers’ severe emotional stress,  turned 
into a profound transformation in terms of wellbeing. The main driver of these unlikely 
changes proved to be the sharing of stories between the women and the resulting 
collective emotional labor. Indeed, collective action, as per PAR theory, could only be 
imagined and developed after these changes. Results indicate the need to rethink 
the PAR learning cycle when aiming for social change and improved wellbeing with 
people in extremely vulnerable contexts. We suggest directions for future research 
and propose a preliminary practical solution for conducting wellbeing-oriented 
research with those who are multiply marginalized.
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‘I’ve always felt that it is impossible to engage properly with … a person without engaging  
with all of the stories of … that person. The consequence of the single story is this: 

It robs people of dignity. … Stories matter, many stories matter. … 
Stories can … be used to empower and to humanize’.  

Chimamanda Ngozi Adichie (Nigerian novelist, Ted Talk)

8.2 INTRODUCTION
While mothers of disabled children generally experience a range of diffi  culties in 
their lives that aff ect their wellbeing, those living in resource-poor areas face even 
greater challenges. Research in this fi eld consistently points towards a detrimental 
combination of poverty, gender, disability and care. Women are often faced with a 
dearth of social, medical and human resources, and care options which strongly aff ects 
their psychological and physical wellbeing (Van der Mark et al. 2017).

As  both academic and professional literature is scarce on this topic, professionals and 
policy makers in low- and middle-income countries often resort to adopting support 
program-models based on research from high-income countries (ACPF 2014). This 
assumes that the experiences of mothers of disabled children worldwide are similar. 
At best, this approach might marginally ameliorate the situation for women with 
disabled children in poorer areas despite a lack of primary data. At worst, however, it 
may entrench neocolonialist or orientalist perceptions, amount to intellectual laziness 
and/or sticking-plaster politics, and be highly ineff ective. For example, a study of 
the African Child Policy Forum (ACPF) showed that implemented programs such as 
community-based rehabilitation services for children with disabilities reach only a 
small percentage of targeted families as these programs often do not take into account 
local circumstances like poor health literacy, lack of access to transport and severe 
stigma (2011). For good reason, United Nations Children’s Fund (UNICEF) calls for more 
research on children with disabilities and their families in low- and middle-income 
countries, and in particular for involving caregivers and their children in research and 
policy and program design to avoid this pitfall (2013).

To help fi ll this gap in knowledge about the experiences of mothers with disabled 
children living in resource-poor areas, and simultaneously investigate mechanisms of 
change for improved wellbeing in such a context, we set up a two-year Participatory 
Action Research project called Mothers in Action (MIA) with mothers of disabled 
children in Khayelitsha, a poor urban settlement in South Africa. In this article we 
refl ect on this project and explore the mechanisms for change which were eff ective 
in this challenging context.
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8.2.1 Participatory Action Research and Wellbeing

Participatory Action Research (PAR)
Participatory Action Research emerged as a response to positivist epistemologies by 
emphasizing local knowledge and combining research with social action (Chambers 
1997). It aims at empowering those concerned to make structural changes in their lives. 
In this process, according to PAR proponents, it nurtures personal agency, critical self-
refl ection and enables the participants to “educate themselves to the possibilities of 
controlling their own destiny” (Zakus and Lysack 1998: 2). In addition, it aims to design 
interventions that refl ect the daily realities of the people involved. Despite the various 
schools of thought in PAR, it always assumes a cycle of analysis-action-refl ection. In 
other words, “PAR involves all the relevant parties coming together to study a common 
problem, devise plans to deal with it and implement these plans” (Ngwenya 2018: 96). 
It is a local, participatory, contextual and situated approach set on reducing the role of 
the researcher and increase the role of the ‘researched’ (Khanlou and Peter 2005). Their 
voices and stories, all the stories of a person as Chimamanda Ngozi Adichie beautifully 
refers to in the opening quote, become signifi cant and guide the process of change.

These characteristics of PAR suited two of the central goals of our research: gaining 
contextualized knowledge about mothers with disabled children living in poverty 
and investigating situated mechanisms for wellbeing transformation. Following 
PAR theory (Israel et al. 2012; Ngwenya 2018), we aimed to establish a learning 
cycle of: conscientization on their social realities, analysis of infl uential factors and 
challenges, and planning and action to tackle these challenges towards a higher level 
of wellbeing, followed by analysis and refl ection on the results of change and re-
planning accordingly.

Wellbeing
We loosely adopted the concept of wellbeing from the Center for Development Studies 
of the University of Bath, which was designed to understand “the social and cultural 
construction of wellbeing in developing countries” (Gough and McGregor 2007: 316). 
This wellbeing concept has emerged as a response to conventional development 
frameworks which tend to focus on money-metric poverty measurement (Gough and 
McGregor 2007). In previous decades this narrow notion of poverty has increasingly 
been challenged, for example by the Human Development Index (HDI) and the 
capabilities approach by Sen (Sen 1999). The University of Bath’s wellbeing approach 
attempts to integrate all these diff erent notions of poverty, such as income poverty, 
basic needs and capabilities deprivation, into a wider, and methodologically sound 
concept.
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Placing “people at the center of the picture” (White and Jha 2014: 63), wellbeing is 
conceptualized as the result of the interaction between 1) the available resources in a 
person’s life; 2) a person’s needs and goals which can be fulfi lled with those resources; 
and 3) the value a person attaches to the goals they achieve and to the processes in 
which they engage to achieve them (McGregor 2006). All of these components are 
fundamentally shaped by societal and contextual relations. By using the wellbeing 
approach, we placed the issue of disability and care in a broader developmental 
framework, acknowledging the fact that it is shaped by complex structural 
environments and factors such as poverty. We adopted three main wellbeing elements 
as the preliminary objectives for change: increase resources, develop strategies and 
improve quality of life; all three of which were deemed extraordinarily limited at the 
start of the project as we will discuss below.

8.2.2 The Mothers in Action Project
The Mothers in Action project (MIA) was executed between February 2015 and February 
2017 in an impoverished part of the urban settlement Khayelitsha in South Africa. 
Khayelitsha lies at a fairly isolated 25 kilometers from Cape Town. A majority of the 
400,000 primarily black African residents migrated to Khayelitsha from the rural areas 
after the apartheid’s ‘infl ux control’ law was abolished. Khayelitsha is reported to be 
largely overcrowded, and scourged with crime, gang violence, and drug abuse (Brunn 
and Wilson 2012; Cluver and Orkin 2009; Terreblanche 2002). “Poverty is widespread, 
with the majority of Khayelitsha’s residents living cheek by jowl in overcrowded shack 
settlements, accessing electricity illegally, sharing communal water taps, and relying 
on grossly inadequate sanitation arrangements (such as outdoor portable toilets)” 
(Super 2015: 1). Unemployment levels are estimated to be over 45 per cent (Seekings 
2013). During the last census in 2011, the median income was R20,0001 per household 
per annum. Though social and medical services exist in Khayelitsha, they are often 
overstrained, ineff ective and inaccessible to a vast majority (Vaaltein and Schiller 2017). 
These characteristics in combination with a general “disruption of family life” and high 
prevalence of HIV/AIDS has led to a situation in which most Khayelitsha women bear 
the brunt of the social and economic survival of the family, that is being both the main 
caregiver and breadwinner (Budlender and Lund 2011: 926).
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Regarding disability, prevalence data is scarce. Estimates suggest fi ve to 10,7 per cent 
of South African children have a disability (ACPF 2011), which would mean roughly 
7,500 to 16,000 in Khayelitsha (City of Cape Town 2013). Stigma and abuse of these 
children are widely reported. Also, discrimination and abuse against mothers is 
pervasive as society often blames mothers for giving birth to a disabled child (DSD 
2016; DSD et al. 2012). It is in this challenging context that particularly women care for 
their children, grandchildren and/or young siblings with a disability.

Following the learning cycle of PAR, the overall aims of the MIA project were to enable 
these Khayelitsha mothers to refl ect on their daily realities, categorize their main 
challenges, and identify and execute interventions to enhance wellbeing. We used a 
purposive sample to gain access to female carers, by recruiting via a reputable day-care 
center for disabled children2, and viva voce with carers from the wider community. 
Of the 53 carers invited to join the project, 30 isiXhosa-speaking women caring for 
a disabled child (57 per cent response rate) participated (see Table 7 on next page).

Our mixed-methods approach consisted of one questionnaire on basic socio-
demographic information and ‘status-quo’, semi-structured interviews at the start of 
the project, participatory group sessions every other week throughout the two-year 
period, and participant observation by spending time informally with the mothers. 
The participatory group sessions included a few introductory sessions, 24 creative data 
collection sessions, four training workshops facilitated by fi eld experts, and numerous 
goal setting sessions and intervention planning and execution sessions.

To facilitate group dynamics necessary for eff ective group action such as mutual trust, 
recognizing and accepting the other, and safe and open communication (Johnson and 
Johnson 2003), we started with low-threshold introductory sessions, which entailed 
personal introductions, sharing of daily life experiences, and discussions of their views 
on disability and care. After these, we scheduled the semi-structured interviews, the 
four training workshops with experts, and the creative data collection sessions. During 
the latter, creative methods such as ranking, peer interviews and photo voice were set 
to be explored with the mothers.
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Table 7. Characteristics of participating carers and their children of the MIA project

Carer n Child n

Age (years) Age (years)

     21–30 6      0–5 8

     31–40 9      6–10 8

     41–50 6      11–15 8

     51–60 4      16–20 2

     >61 3      21–25 4

     Missing 2

Relation to child Gender

     Mother 26      Boy 17

     Grandmother 3      Girl 13

     Sister 1

Marital status Type of disabilitya

     Single 10      Cerebral palsy 16

     Relationship, not living with partner 5      Cannot walk, talk, sit 5

     Relationship, living with partner 10      Cannot walk 1

     Divorced 1      Down syndrome 1

     Widowed 4      Blind 1

Highest level of education      Mental disability and seizures 1

     Primary 5      Spinal cord injuries 1

     Secondary 21      Left side does not work 1

     Vocational training 1      Prader-Willi syndrome 1

     College 1      Special need 1

     Missing 2      Slow learner 1

Number of household members

     Mean 5.1

     Median 5

Average monthly income (South African Rand) 

a In carers’ words (although the given types of 
disabilities might not be in line with language 
guidelines, we consciously chose to show 
the terms carers used on our demographics 
questionnaire).

     <2000 (± £98,=) 17

     2001–4000 6

      >4000 (± £195,=) 1

     Missing 6

Most important source of income

     Own job 5

     Own income-generating activities 2

     Other household member’s job 4

     Learnership 1

     Social grant 18
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8.2.3 Unanticipated Turn of Events
Even though we had substantial reconnaissance prior to the project, and had planned 
fl exibly in accordance with a variable and non-linear process, we had not foreseen 
the start of the project as it turned out. As early as the social introductions at the 
beginning of the very fi rst session the PAR learning cycle proved not to match the 
reality on the ground.

Almost all mothers were overcome with emotion when speaking about themselves 
and their child. It took one mother three sessions before she could introduce herself 
and her child at all, and even then, she was constantly in tears. During semi-structured 
interviews and several group sessions that followed, it turned out this was not a 
singular event. Many mothers continuously struggled to answer questions and 
participate in creative methods because of their overwhelming emotions, let alone 
refl ectively analyze their responses. Indeed, they viewed their whole lives as agonizing 
and could not prioritize their issues. We feared that our PAR-inspired aim to gradually 
disentangle the issues these women faced would not work out at all, essentially 
rendering the whole situation utterly ‘inactionable’.

H owever, over time, many women started expressing signifi cant changes in their 
wellbeing, aptly phrased by Funeka, a mother of a four-year-old girl, during her last 
interview: ‘Because of this project, I am a brand new Funeka!’. Moreover, eventually 
several women became a collective of passionate change makers who registered their 
own non-governmental organization (NGO) under which name they published their 
fi rst children’s book catering to the needs of their children with disabilities. How could 
a seemingly ‘inactionable’ project result in such tangible positive outcomes? Which 
mechanisms of change were underlying this shift? In other words, how did the group 
of women manage to overcome their individual emotional states of mind, engage 
with the PAR project and collaborate towards improved wellbeing; and some of this 
before we thought any ‘action’ was taking place?

In this article, we explore the above question by fi rst discussing our methods. Then 
we take a closer look at the ‘inactionable’ circumstances, and the manifestations 
of change towards wellbeing. Finally, we show which unanticipated mechanisms 
were ultimately the drivers for change, and what this implies for theory and practice 
concerning wellbeing of people in vulnerable circumstances.
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8.3 METHODS
In order to assess the process of change of the MIA project, we studied three sets of 
data, that is all fi eld notes of the main researcher’s participant observation, as well as 
eight semi-structured interviews and one group session (all conducted close to the 
end of the project).

8.3.1 Data Collection
During formal meetings over two-years of the Mothers in Action-project, the main 
researcher (fi rst author) made extensive fi eld notes of her participant observation. 
These served as the fi rst and most important set of empirics. Additionally, she spent 
a considerable amount of time informally with the participants during, for example, 
group lunches and house-visits. This contributed to a deeper understanding of the 
meaning of wellbeing and the dynamics of change in this particular context. Secondly, 
to supplement the observational notes, specifi c qualitative data collection on 
activities, mechanisms and outcomes of the project occurred between October 2016 
and February 2017. In this timeframe, one group discussion was organized between 
the main researcher and fi ve core group participants (see the next paragraph). This 
discussion lasted about an hour. The discussion was executed in both English and 
isiXhosa, with one English-speaking participant functioning as a translator where 
necessary. In addition, eight individual semi-structured interviews were conducted 
with women who had experienced some form of positive change and/or were part of 
the group running the NGO. These lent additional insights into the mothers’ personal 
views on the reasons for change. The interviews lasted 17 minutes on average, varying 
from 8 to 23 minutes. The shortest interview was conducted by telephone (because 
the mother had moved out of the area). Seven interviews were performed in isiXhosa. 
Translation was provided by the previously mentioned English-speaking participant, 
as mothers indicated to be most comfortable with her. Her personal interview was 
in English as this was what she preferred. All interviews and the group session were 
tape-recorded.
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8.3.2 Sampling and Study Respondents
Close to the end of the MIA project when we wanted to start with interviews for 
refl ection, fi ve core participants (who were in charge of the established NGO), out of 
the 10 remaining participants, were asked to participate in this additional small enquiry 
concerning project dynamics and outcomes. Purposive sampling was then used to 
recruit other (previous) participants of the project, based on voluntary response. As 
we wanted to understand the positive shift mothers made, we specifi cally chose to 
include only non-core group participants who at least attended eight or more (= one-
third) of the 24 data collection sessions, because we expected these women to have 
experienced the most signifi cant benefi ts of the project. Six participants matched this 
inclusion criterion; three of whom were still attending regularly, and three had left the 
project. The latter three responded positively and were interviewed. Two of them had 
left the project as they moved out of Khayelitsha and one mother gave birth to a baby 
during the project (Table 8).

Table 8. Characteristics of participating women (n=8) of additional inquiry, out of the 30 participants of 
the MIA project.

Relation to 
child

Age 
(years)

Age 
child 
(years)

Type of disability      
(in carer’s words) Marital Status

Highest 
level of 
education

Average 
monthly 
income (ZAR)

€ 
equiv

Mother 36 5 Cerebral Palsy Single College Missing

Grandmother 55 15 Cerebral Palsy Widowed Secondary Missing

Mother 25 5 Cerebral Palsy Living with 
partner Primary 1410 82

Mother 45 9 Prader Willi 
syndrome

Living with 
partner Secondary 1500 87

Mother 51 11 Cannot walk, talk, 
sit Single Secondary 2700 157

Mother 36 3 Left side doesn’t 
work

Living with 
partner Secondary 3500 203

Mother 24 4 Cerebral Palsy Single Secondary 2000 116

Mother 30 8 Cerebral Palsy Living with 
partner Secondary 1410 82



149

UNLIKELY  TRANSFORM
ATION  TOW

ARDS  W
ELLBEING

8.3.3 Data Analysis
Ethnographic content analysis was applied to the observational notes, the group 
session, and the eight interviews. This analysis synthesized the insights of the ‘insider’ 
participants, and the ‘outsider’ researchers (Geertz 1973; Morse 1994), and aided in 
getting a thorough understanding of context-specifi c experiences (Brohm and Jansen 
2010).

Two native isiXhosa language scholars translated the recordings of interviews and 
the group session from isiXhosa into English whilst transcribing verbatim in English. 
An independent third scholar assessed the transcriptions at random for correctness, 
accuracy and quality. The data analysis process started with open coding of all 
transcriptions and documents using Atlas.ti. This provided a primary overview of 
important themes in the mothers’ complex daily lives, and, more importantly, on the 
course of the project such as before/after the project, barriers for success, and reasons 
for change. We then applied a thematic coding process to further examine the relations 
between themes and herewith specifi cally analyze the underlying assumptions and 
mechanisms of change. The research group then analyzed, categorized and discussed 
the outcomes presented in the Results section.

8.3.4 Ethics
The Senate Research Ethics Committee of the University of the Western Cape granted 
ethical approval (No.15/2/15). Because of the nature of PAR, informed consent was 
a bi-directional process throughout the project, that is an ongoing negotiation 
process between the researcher and the participants (Khanlou and Peter 2005). In 
addition, prior to the project’s start, participants gave written informed consent for 
participation in interviews and group sessions. Therefore, in this additional study we 
did not ask for written consent again but instead respondents gave oral informed 
consent; their rights to remain silent or withdraw from the interview or session were 
emphasized once again. Pseudonyms guaranteed anonymity and confi dentiality. To 
reduce participation barriers we selected proximate research venues, were fl exible in 
scheduling and provisioned for childcare (Minkler et al. 2002).

8.4 RESULTS
In order to assess how wellbeing can be improved for mothers of disabled children in a 
township in South Africa, fi rst we briefl y discuss the living conditions and experiences 
of the group of women, based on our status-quo-interviews at the start of the MIA 
project (published in detail elsewhere, Van der Mark et al. 2018). Then, we dive into 
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the two entwined challenges which initially rendered the project ‘inactionable’ and 
which are illustrative of the deeply complex and sensitive realities of these women. 
Consecutively, we discuss which individual and group manifestations of change 
occurred, despite the ‘inactionability’ of circumstances. Lastly, we show which 
unanticipated change facilitator was required for mothers to move beyond their 
challenges and focus on change.

8.4.1 Status Quo
Most mothers in Khayelitsha face a multitude of personal, communal and societal 
challenges on a daily basis. They generally experience a profound lack of community 
and family support, tremendous diffi  culty to aff ord and access (para-) medical services, 
and very limited fi nancial stability. This generally results in poor provision of basic 
needs. Moreover, persistent (disability-related) discrimination and (domestic) abuse 
force the majority to choose an isolated life at home, caring for their child on their 
own, with minimal external contacts (positively motivated by their notion of good 
motherhood and faith). Consequently, mothers’ psychological and physical wellbeing 
are aff ected; most report experiencing high levels of stress, emotional pain, worry, 
continuous fatigue, headaches, muscular pain and more severe stress-related diseases 
such as high-blood pressure. Lastly, many mothers portray a sense of resignation to 
this complex reality (Van der Mark et al. 2018). They tend to accept life’s struggle and 
do not expect anything to change in their life. It is from this starting point we initiated 
the MIA project and invited the women to participate.

8.4.2 Encountering the ‘Inactionable’
Initially, when the project took off , the women did not really respond to the idea 
of working towards action for change as a group. They stated it was not clear what 
sort of action the researcher meant and how the researcher thought she was going 
to achieve any change. Most mothers emphasized nothing can change in their life 
because ‘people’ don’t care, for example neighbors, public transport drivers, teachers, 
government, etc. Their strong sense of resignation towards life and expecting precious 
little from the future ran as common threads through mothers’ narratives. When asked 
in one of the fi rst group sessions what they would like to change in their life, Aphiwe 
said: “We just don’t think about it anymore. It is painful. This is what it is”.

Of the two factors that were signifi cantly infl uential on mothers’ particular outlook on 
life, the fi rst was the profound intersectionality of daily life challenges. This became 
clear during some of the creative methods introduced as part of the conscientization 
phase of action research, as they did not work the way we expected. The applied 
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methods to incite conversation, debate and refl ection among mothers included 
ranking basic needs by assigning dots, ranking caring strategies by pyramid, photo 
voice and peer interviews. For example, when ranking daily resources (excluding 
basic needs such as food, water and housing), mothers were asked to select fi ve 
pictures representing resources such as education, transport, medical assistance 
and family support that they felt were most important to them and their child. They 
were then invited to divide ten dots among the fi ve pictures, ranking them from their 
most needed resource to the least needed. Lastly, a fi nal column was designated to 
indicating if they were able to fulfi ll the need in their current daily life, using the terms 
‘Yes’, ‘No’, and ‘A Little Bit’ (see Figure 6 for an example).

F igure 6. Ranking resources and needs

Since these methods were not employed merely as data collection methods, but 
as conversation starters, we invited the mothers to ask each other questions about 
their sheets. However, fi rstly, most mothers assigned two dots to each category, not 
prioritizing one need over the other. Secondly, some women did divide the dots in 
uneven numbers, for example Noluthando in Figure 6, yet when asked why she had 
given fi ve dots to medical assistance, she replied: “Because I had fi ve dots left, after 
giving the others a few dots”. At fi rst, we assumed we had not explained the method 
clearly enough. However, as we probed further into the matter, mothers indicated 
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that in their view their whole life is troubled. Distinguishing between one issue or the 
other was impossible. Nceba explains:

It is sort of like a circle, things that we are doing on a daily basis. For example, going 
to R. (hospital) and having to take a taxi, having to meet grumpy people on the 
road who are not able to help you […]. Because those are the things that we get 
to live in our daily lives. (Group session)

How could they argue that the quality of medical assistance is troubling them the 
most, when they cannot access transport to get to a hospital in the fi rst place? 
Similarly, how could accessing transport be assigned to be the most troublesome, 
when going outside to access transport means dealing with severe discrimination? The 
intersectionality of their daily challenges thus came into full view, but also troubled 
the steps we were trying to take in the PAR cycle.

The proposed peer interviews brought a second infl uential factor forward, namely 
mothers’ intense, negative emotions. We invited mothers to participate in data 
collection and suggested that interviewing other women with a disabled child who 
were not yet part of the project, could provide a more comprehensive overview 
of daily challenges. At the same time, this could provide an opportunity for others 
to become involved. Most mothers reacted reluctantly towards this suggestion. 
Their reluctance to adopt this method was aptly explained by Anathi during one of 
our informal lunches: “I really don’t know what to ask such a person. I am not an 
interviewer. And I have enough problems of my own. How can I help her, I can’t even 
help myself” (Fieldnotes)? We were planning to equip the mothers with interviewing 
skills. However, their emotional state of mind seemed to be the biggest barrier as 
most were extremely tearful and overcome with emotions while discussing their lives. 
When one views and experiences life as one giant cluster of problems, life becomes 
emotionally overwhelming, and overwhelmingly emotional. As Lulama, Funeka and 
Nceba stated in their fi nal interview, respectively:

I used to feel lonely and didn’t know what to do with my life.

At fi rst, I didn’t really have a life. I didn’t even think about looking for a job because 
I have this child. I was just very troubled.

I mean, at fi rst [before the project], I used to cry. I used to cry a lot.
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Encountering this ‘inactionable’ situation of intersectionality and stress meant our 
attempts to disentangle, prioritize and make problems ‘doable’ (Fujimura, 1987) did 
not work out as planned, forcing us to critically refl ect and to adjust our approach 
and methods.

8.4.3 Individual Transformations towards Wellbeing
Despite the ‘inactionable’ circumstances, we continued with the group sessions 
whilst trying to adapt them accordingly, still aiming to come to a targeted and 
actionable plan. H owever, gradually, signs of individual transformation and wellbeing 
enhancement came to the fore, even though no action planning had yet taken place. 
Two striking examples were the stories of Funeka and Fundiswa. Funeka slowly began 
to reveal how badly she and her children were treated by her husband. She indicated 
that the group sessions were, apart from informative, a temporary relief for her from 
her family situation. She came to the sessions with her 3-year-old disabled daughter 
and was always half an hour early and the last to leave. She mostly kept quiet, and 
only said something when asked directly. One day, she phoned the main researcher 
and told that she had left her husband and moved in with her cousin living far from 
Khayelitsha. It meant that she would not be able to attend the sessions anymore, but 
at least, she said, “my children and myself will be safe” (Fieldnotes).

Similarly, grandmother Fundiswa had shared her story of how her adult daughter and 
mother of the disabled child, made her “life a pain” (Fieldnotes). The daughter refused 
to care for the child whilst using his social grant money for going out and drinking. To 
aggravate this situation in which Fundiswa was looking after her 15-year-old grandson 
on her own, the daughter made a habit of verbally and physically abusing both her 
mother and her child when drunk. Fundiswa’s demeanor was timid and shy, and during 
her interview and the fi rst group sessions, she cried continuously. The whole group, 
including us researchers, were therefore surprised to learn that she had gone out 
on her own to the South African Social Security Agency (SASSA), the distributor of 
the social grants, to demand the social grant to be put in her name, and on her bank 
account, to prevent her daughter from ‘drinking’ it. Once arranged, she deliberately 
left her bank card unattended at the house, whilst she knew there was no credit on it, 
as she expected her daughter to steal it. Fundiswa had purposefully organized this to 
set clear boundaries from the beginning. When her daughter returned to the house, 
Fundiswa made it clear to her that if she would ever steal her bank card again, she 
would no longer have a place to stay.
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Funeka and Fundiswa were just two of the many (grand)mothers who shared similar 
stories of changes they made in their personal or family spheres over the course of the 
project. Anathi managed to apply for a state wheelchair, Bhabalwa started babysitting 
other children for additional income, and Ndiliswa sent her ‘leeching’ adult son back 
to the Eastern Cape of South Africa. All this occurred while we thought we were 
struggling to move beyond the conscientization, analysis and refl ection phases, and 
were therefore far removed from achieving wellbeing enhancement.

8.4.4 Collective Transformations towards Wellbeing
Simultaneously, most mothers were not only making changes at home, they were also 
becoming more and more talkative, active, and involved in the project. They seemed 
to become more open to the idea of change. Comments about opening a bakery 
together, or protesting at the city hall for better transport were sporadically made, 
resulting in lots of laughter. It encouraged us as researchers to continue to focus on 
prioritizing and analyzing their challenges together to be able to inform intervention 
planning.

After about seven months, a fi rst collective intervention was decided upon and 
planned. The group of mothers agreed to start a sewing project, as they felt income 
was one of their biggest challenges, and more income would pave the way for 
more projects. Also, a sewing project would yield relatively quick results as two 
members knew how to sew and were willing to transfer their skills. To achieve this 
goal, several intervention activities were set up and carried out by a group of nine 
very active mothers, assisted by the main researcher. First of all, four women of the 
group enrolled in an eight-week sewing course, taught by a local female community 
leader. Three other women received fi nancial training (four workshops) from a local 
business woman. Then, the group sought legal counsel to be able to institutionalize 
their sewing endeavors by setting up a non-profi t organization. This was provided for 
free by the University of the Western Cape’s Law Clinic. Several of the group sessions 
were dedicated to teaching the basics of business and project management and 
administration, carried out by the main researcher.

As a result of all the activities, the group of mothers was able to offi  cially register 
their own NGO named Lithemba Organization (meaning ‘hope’), with an aim to 
support and empower mothers with disabled children in the wider community of 
Khayelitsha (Lithemba 2016). Lithemba Organization has three main purposes, namely 
providing a platform for (emotional) support, pursuing solutions on a project basis, 
and being a source of information for individual issues and needs. They actively seek 
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out other mothers caring for a disabled child in the community and encourage them 
to become part of Lithemba. Under the project wing, the mothers established two 
independent projects during the time of the MIA project. The fi rst was the income-
generating project based on sewing, which received its fi rst order close to the end of 
the MIA project. Secondly, they set out to create a children’s learning book, catered 
to the needs of their disabled children for whom educational materials are scarce. 
They focused on content creation and contracting a printing house, whilst the main 
researcher assisted with recruiting an illustrator. In January 2017, their children’s book 
came to fruition (100 copies) and was distributed amongst all members (Figure 7 & 8).

      
Fig ure 7. Cover Lithemba Book   Figure 8. Page Lithemba Book

So, what triggered the process of change from ‘inactionable’ to transformative in terms 
of enhancement of wellbeing? From seeing no possibilities for change to making 
individual life-changing decisions? How did Funeka come to the decision to leave her 
husband? And what happened that caused the group of mothers to become such a 
strong collective group of change makers? In the next section we fi rstly discuss some 
expected factors which are part and parcel of many PAR projects and were indeed 
infl uential in facilitating change. Then we go into the most important, and unexpected, 
driver of change, namely emotional transformation.
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8.4.5 Expected Drivers of Change
Most mothers indicated a substantial need for knowledge at the early stages of our 
project. In fact, the anticipation of gaining knowledge was an important reason for 
many mothers to attend the fi rst few meetings. As Cebisa recounts: ‘[I decided to 
come back because of] all the visitors that we got. … They make you an open-minded 
person. … If we were just sitting at home, we would not know all that stuff ’. As these 
mothers often live isolated lives and have limited opportunities to seek advice and 
training, they hoped to gain insights into their child’s disability and care. The expert 
training workshops early on in the project attempted to fulfi ll this need in combination 
with the data collection workshops.

Secondly, the skills the group of women collectively gained through activities such 
as sewing and fi nancial workshops were instrumental in boosting their individual 
and group confi dence, and reinforcing their belief in the possibilities for change. In 
particular when their fi rst sewing order was placed, they refl ected on where they were 
coming from and where they were heading to. Zimkhita said during an informal lunch: 
‘Look at us now. We can actually grow a business. Who would have thought? There is 
a future in this project now’ (Field notes).

Lastly, all interviewees indicated that the main researcher had been the ‘main pillar’ 
for them to achieve such remarkable change. A person who guided and directed 
them, taught them necessary skills, and provided confi dence by affi  rming their value 
as mothers and human beings, was, according to the group, a condition for success 
of the project. Anathi summarized it as follows: ‘I felt like we were coming to our own 
project but you were there to help us and give us the courage to carry on. We wouldn’t 
be here today if it wasn’t for you’.

8.4.6 How Stories Mattered
The most important change, and driver for subsequent change, that mothers reported 
was emotional transformation: a shift from intense, negative emotions such as grief, 
anger and despair towards more positive emotions and feelings such as joy, pride 
and hope. Throughout the process and during the interviews all mothers showed 
and indicated that individual emotional transformation occurred and needed to occur 
prior to any form of targeted group action, while only being possible through forming 
this group.
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Unanimously mothers attributed their emotional transformation to increased 
knowledge and the sharing of stories with other women caring for disabled children. 
In action research, knowledge generation is known to bring people closer, build 
group confi dence, and provide a clear vision. What is lesser known is the capacity 
of knowledge generation to contribute to individual emotional transformation and 
thereby to enhanced wellbeing itself. Personal strength was cultivated through the 
knowledge that mothers gained during our expert training and creative methods 
workshops. As Lulama explained during the group session: ‘What can I say? Oh, I used 
to cry a lot but I’m fi ne now. I used to cry to the point when I couldn’t even speak. So, 
I’m stronger now, because the knowledge that I gained made me realize that I’m not 
the only one with this problem’.

Additionally, all women attested that these workshops, that we thought would mainly 
provide knowledge and skills for later action, changed their outlook towards a more 
hopeful and positive one.

Ndiliswa:  It [the training and data collection workshops] was very necessary 
  because all those opened our eyes and mind. We didn’t know about 
  most of the stuff  that they told us about. […]
Interviewer:  So, you don’t think we could have done it without?
Ndiliswa:  No, because we would have given up on the way. As we get those, 
  we gain strength. […]
Nceba:  We got information through everything that we were talking about. 
  Otherwise we wouldn’t have come this far had it not been for  
  everything and the people that we invited.
Anathi:  We didn’t know a lot of stuff  that we got to learn through those  
  drawings [creative data collection]. So, if we hadn’t started there,  
  maybe some of us would have given up already.

Gaining knowledge was, however, not the only facilitator of emotional transformation. 
Meeting other people with the same daily life challenges simultaneously sparked a 
journey of  changing perspectives, shifting emotions, and personal growth. The intense, 
psychological stress described earlier was so signifi cant that emotional transformation 
became arguably the most important aspect of the project. The realization that they 
were not the only one with a disabled child, like Lulama, and that they could share 
their experiences, thoughts and feelings freely and without being judged, helped to 
offl  oad the psychological burden.
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Nceba: [What helped was] basically talking to strangers. Now they are sort of part 
of my family because they are people that I can speak to comfortably and not 
fearing anything and not fearing any judgments.

Thozoma: The reason why I kept on coming back was because we kept on talking 
and I realized that I’m not the only one with a child like this. It made me stronger. I 
had already given up hope but it made me really realize other people actually go 
through worse than myself.

With vigorous passion, all interviewed mothers expressed feelings of hope, positivity, 
and greater love towards their child after the project. Some of them expressed how 
their outlook towards life had changed signifi cantly. Funeka and Zimkhita described 
it as follows:

I never thought that I’d be this strong and confi dent while I have this disabled child. 
I always thought there was nothing I could do with my life. […] It [the project] made 
me change into a brand new Funeka.

When I came and met you, I just found people who have the same problem as 
mine. So, I felt that I’ve got a lot of support because sometimes having that baby 
gets stressful and you don’t know how to treat her sometimes; you become angry. 
When I met with the group, I gained confi dence and I love my daughter too much 
now.

All mothers argued that this deeper positive shift within themselves created a 
foundation for their confi dence and mental strength to grow and act. Fundiswa and 
Funeka attributed their signifi cant individual actions and decisions described earlier 
to this positive shift. Consequently, the group of mothers identifi ed this emotional 
transformation as a necessary enabler of  seeing possibilities for change, awareness 
on their level of control and a belief in the future.

Nceba: I think basically being with people that are maybe going through the same 
challenges that you are going through helps in a way. I won’t say that it was the 
fi rst step but basically, it has helped me also towards taking control.

Funeka: The project has showed me that I still have a future. It made me realize 
that this is not all there is to my life. I do not have to just stay with my child and be 
lonely. There’s more I can do with my life, you understand?
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Ndiliswa: At fi rst, I used to question God about why He gave me this child in the 
fi rst place because He knows that I have a lot to do; how was I to do all that with 
this child? Why didn’t He give this child to someone with nothing to do? After the 
counseling, I realized that I’m not the only one and that God didn’t make a mistake, 
because I ám able to take care of her.

So, through activities we had envisioned as preparational and conscientizing, 
knowledge generation and sharing stories cultivated emotional transformation and 
thus enhanced wellbeing. This turned out to be an important change in its own right 
whilst being the main facilitator for further individual wellbeing transformations, 
group confi dence and a clear vision for the future; the last two being prerequisites 
for targeted participatory interventions.

8.5 DISCUSSION
In this article we aimed to explore  how women caring for a child with a disability from 
a resource-poor area in South Africa can eff ectively increase their own and their child’s 
wellbeing, by refl exively assessing our Participatory Action Research case-study called 
Mothers in Action (MIA). We encountered an ‘inactionable’ situation with the women 
at fi rst, but found a puzzling mix of individual life changes soon after our preparation 
started, and a strong collective of change makers in the end with their own registered 
non-profi t organization. Our main interest lies in understanding how this remarkable 
shift could occur.

8.5.1 Refl ections
Refl ecting on our two-year PAR proj ect and its results, we noted fi rst of all that the 
mothers’ severe psychological stress and the strong intersectionality of their daily 
life challenges stand out. The psychological stress relates to how mothers were so 
emotionally overcome that they could not see any possibilities for change and were 
overtly acquiescent and apathetic towards life3. The intersectionality refers to ho w 
mothers were unable or unwilling to prioritize and distinguish between daily issues 
such as accessing medical assistance, facing discrimination, and having limited income. 

Both factors appeared to render the  project ‘inactionable’ at fi rst while shedding light 
on the severity of marginalization these women experience. As they try to grapple 
with the general stressors of living in poverty, the birth of a disabled child proves 
to be a shock which can hardly be absorbed. This is consistent with fi ndings from 
other resource-poor contexts in Kenia, Tanzania and South Africa (Gona et al. 2011; 
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McNally and Mannan 2013; Sandy et al. 2013 respectively). Consequently, most mothers 
(have to) resort to basic survival strategies, mostly in an isolated manner, with little to 
no resources or support, and are often left feeling emotionally overwhelmed. Even 
though the impact of childhood disability on carers’ psychological wellbeing has 
been studied extensively in high-income countries (Patton et al. 2018), it is hugely 
understudied in low- and middle-income countries. In particular qualitative accounts 
of the severity of mothers’ psychological wellbeing living in poverty contexts have, to 
our knowledge, not been reported previously. 

Secondly, initiating a PAR project with participants who have such severe psychological 
stress is insuffi  ciently problematized within PAR theory. Refl ecting on the initial 
‘inaction ability’ of the project, it becomes clear that the cognitive, sublinear (although 
refl exive), learning cycle of PAR (Israel et al. 2012), wherein people engage to analyze 
“collective concerns and generate potential actions to address those concerns” (Schulz 
et al. 2003: 250), did not immediately fi t the context and experiences of the women 
in our study. Our choice of methods and planning, for example possibly introducing 
certain questions and methods too soon, might have infl uenced mothers’ reluctance. 
Yet, we would argue that fi rst and foremost a process of collective emotional labor 
needed to take place prior to any form of cognitive analysis (Hochschild 1983). 

The emotionally nurturing nature of group formation is indeed well-known in PAR 
and Group Theory literature. Johnson and Johnson (2003) point out that “disclosing 
strong emotional experiences to a supportive and caring group can have considerable 
therapeutic eff ects, not the least of which is the realization that one’s problems 
are shared by others and that there is hope of feeling better” (529). However, the 
level of distress the Khayelitsha women were in at the start of the project, which 
even prevented some from introducing themselves, is not something one prepares 
for in PAR. This should be altered when working with people in such vulnerable 
circumstances. It was however precisely an inherent characteristic of PAR, namely 
putting the people in the center of picture, which ultimately provided a starting 
mechanism for change, as it ‘forced’ us to remain fl exible and fi rstly follow the mothers’ 
lead into their deeply emotional narratives about life with a disabled child. 

Thirdly, even before any targeted action, the initial steps of sharing these deeply 
personal and emotional stories helped trigger a process of what we would like to call 
emotional healing. Drawing on Hamber’s (2003) defi nition of healing after violent 
confl ict, we view emotional healing as “any strategy, process or activity that improves 
the psychological health of individuals” (77). Indeed, the women healed individually; 



161

UNLIKELY  TRANSFORM
ATION  TOW

ARDS  W
ELLBEING

but what made healing possible was the formation of a community through the stories 
they shared. Realizing they were not alone and being able to share without being 
judged facilitated a process of changing perspectives, shifting emotions, and personal 
growth. This may well be the empowering and humanizing nature of engaging with a 
person’s stories that Chimamanda Ngozi Adichie refers to in our opening quote. Our 
research leaves room to put a collective spin on her inspiring quote, emphasizing to 
engage with ‘all the stories’ of a collective of individuals.   

In addition, the collective emotional healing turned out to be a prerequisite for the 
subsequent individual and collective wellbeing changes the women established. Their 
enhanced emotional wellbeing increased their sense of self-effi  cacy and collective 
effi  cacy (Bandura 2000), which in turn fostered agency and motivated them to improve 
their social, material, and/or physical wellbeing. Moreover, only after this process could 
collective action planning and interventions in the typical sense be implemented.

Our fi ndings suggest that a diff erent way of theorizing about PAR and ‘intervening’ 
for wellbeing is needed. The layered and continual nature of interventions (Zuiderent 
2002) needs to be well understood when attempting to facilitate social change through 
PAR, particularly with traumatized, isolated and/or vulnerable groups. In essence, in 
our MIA project, the conscientization phase coincided with an intervention and with 
a desired outcome, that is improved wellbeing. Methods, interventions and outcomes 
can thus function as a building block for (more) wellbeing, and so forth. Improving 
wellbeing should thus not always be looked at as an end goal in a PAR project. Indeed, 
when refl ecting on the three main elements of wellbeing we initially set as our project 
goals, namely quality of life, resources, and strategies, an improvement in quality of 
life turned out to function as a resource for further wellbeing enhancements on all 
three levels. Improvements in wellbeing can thus be part of the inputs, processes and 
outcomes of a project. Therefore, following White’s (2014) argument, we emphasize 
that for mothers of disabled children living in poor resource areas, it is more suitable 
to “ … focus on the wellbeing impact of a project that … [is] not necessarily designed 
with wellbeing in mind, or where enhancing wellbeing is the ultimate aim or goal but 
not the specifi c objective of the project or program” (26). 
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8.5.2 Limitations
A particular limitation of our methods lies in the fact that we could only investigate 
change dynamics with women who responded to our invitation at the start of the 
project, and secondly, opted to attend many sessions. We were aware that this 
particular selection of women meant we are now unable to sketch whether the project 
did or did not foster these positive changes with women who attended less often, 
and/or women who left the project without notice. Moreover, we can only speculate 
their reasons for leaving, whether, for example, they had a lack of trust in the process, 
were disappointed in the ‘slow’ progress characteristic of PAR, or could not make 
any sacrifi ces in terms of their responsibilities of life. Our results should therefore not 
be interpreted as relevant to all South African mothers of disabled children living in 
poverty. However, bearing in mind the considerable length of time invested in this 
research and the extensive participant observation, we believe it did provide a credible 
view of general living with a disabled child in Khayelitsha and the (im)possibilities for 
change. 

8.5.3 Implications
Our Mothers in Action-project illust rates how wellbeing enhancement can be achieved 
with particularly vulnerable, marginalized groups. Moreover, it confi rms the potential 
of ‘local–level knowledge’ and community participation in health advancements, as 
opposed to “large–scale ‘technical’ interventions” (Gideon and Porter 2016: 793). It 
however highlights the need to rethink the PAR learning cycle, include a phase for 
collective emotional healing, and sensitize researchers and practitioners alike to the 
level of emotional wellbeing of participants at the start of a project. This can, as it did 
in our MIA-project, turn the tables relatively quickly and foster substantial wellbeing 
improvements. Additionally, our fi ndings emphasize the processual role wellbeing 
can play; wellbeing as a driver for wellbeing. 

These results have, we argue, some implications for future research and practice. 
Several research questions have arisen, such as: How can we get better access to 
these carers assuming they live an isolated life? How can we reduce the number of 
carers leaving a project early and make sure many stories will be heard? How can we 
incorporate male family members into this process? And how would a participatory 
action research approach function if we were to intentionally use wellbeing as a driver 
for wellbeing?
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Furthermore, in future programs with  mothers with disabled children in resource-
poor areas like Khayelitsha, one should be critically aware of their isolated way of 
life, their emotional state, and therefore the expected impact of breaking their 
isolation. A gradual and timely approach in which emotional healing can take place 
is a prerequisite for change to occur. This is not to suggest that future interventions 
should focus solely on healing, but rather, following Wessells’ (2008) argument, 
integrate a process of healing with “collective processes of social mobilization” (3). 
Future participatory action research can play a leading role in answering the above 
questions and making sure the ‘inactionable’ becomes transformative by ‘engaging 
with all the stories of’ these carers.

 1 R20,000 (South African Rand) was approximately £990, =, $1275, =, and €1160, = at the time of this 
research. 

 2 See www.sibongile.org 
 3 The emotional labor involved in care is extensively discussed in sociological and feminist research, 

mostly in reference to professional carers such as nurses. Yet, the concept of emotional labor has also 
been used in relation to family caregivers recently. In case of the Khayelitsha women, their emotional 
labor has become over demanding and unbearable for most. See more on this topic in Hochschild 
1983, James 1992, and Ray and Street 2007. 


