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In the Global South children with disabilities have often been left out of
research projects. A method which has the potential to increase inclusion of

children with disabilities in research is participatory photography and video.

In this participatory research project 32 children with disabilities and their peers
aged 8 to 14 living in Central Uganda, were asked to describe their daily life
experiences through drawings, photos, and films. The project was nested within
a larger intervention study which aims to improve inclusion, which used an
African childhood disability studies framework with Afrocentric methods,
involving the children’s family and community networks. In five participatory
workshops, each followed by home and school follow up visits, children co-
created 3 short films and 1 documentary film together with their peers, family

members, teachers, and communities.

The short films and documentary were shared with stakeholders and have been
utilized by civil society organizations and organizations of persons with
disabilities in advocacy and training initiatives on disability inclusion in Uganda
and abroad. Participants felt positive about the outcomes, going forward they
suggested making more short films featuring the experiences of children with
different types of impairments to build the confidence of children with
disabilities, reduce stigma and advocate for family and community support.

Participatory film is a feasible and meaningful way of including children with
disabilities in research in the Global South when we acknowledge the
importance of interdependence, step away from predefined ideas, reflect on
voice and hierarchy, make ethical considerations, and allow space and time for a

nonlinear and complex process.

Introduction

Despite efforts to ensure children and young persons with disabilities have
the same opportunities as their peers, they still have poorer health, education
and social outcomes (Kuper et al., 2014; United Nations Children’s Fund,
2022). In the Global North researchers have increasingly developed and used
participatory methodologies that include children in the research process
(Goodley, 2013; James & Christensen, 2008; Richards & Clark, 2018).
Whilst progress has been made in including children’s narratives in research

in the Global South, in Uganda especially in the field of children’s rights,
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HIV, and war trauma-related research (Bernays et al., 2015; Vindevogel et
al., 2015; Witter & Bukokhe, 2004), inclusion of narratives of children and
young persons with disabilities remain limited (Curran & Runswick-Cole,
2014). A recent scoping review on participatory research with children and
youth with disabilities in low income countries by Schlebusch et al. (2020)
which included 20 studies including 6 from Sub-Saharan Africa, confirmed
this, and specifically pointed out the lack of involvement of children with
chronic health conditions. To involve children with disabilities in research
there is a need to provide space for children to express their views, facilitate
their voices, ensure an audience to listen to their perspective and mobilize
action (Lundy et al., 2011). In a paper critically reflecting on the International
Centre for Evidence in Disability’s participatory research projects, Kuper et
al (2021) described that successful participatory research with persons in
low income countries can be equitable and respectful if a shift in power
from researchers from high income countries to people with disabilities and
researchers in low income countries is made and participation is measured
using appropriate tools. To achieve this, the authors state, there is need for
‘commitment, planning and adequate resourcing’ (Kuper et al., 2021, p. 335).

In research with children, it is common to combine traditional research
methods used with adults, such as participant observation and (activity-
based) interviews, and techniques considered more suitable for children.
These may include drawing, photography, videography, co-narration, and
activity worksheets (Eisen et al., 2019; Punch, 2002; Stafford, 2017). The
method of participatory photography and film, with reasonable modifications
depending on the child’s needs, has been documented as an effective
qualitative research method to learn about the experiences of children with
disabilities (Eisen et al., 2019).

In the past visual ethnographies were used by anthropologists and
filmmakers to describe cultural practices, ways of living, and belief systems
in the Global South. More recently disability researchers have explored
integrating photo and film in academic research to document children’s
experiences in disability studies (Benjamin-Thomas et al., 2019; Vandecasteele
et al., 2019; Vandenbussche et al., 2020; Wickenden & Kembhavi-Tam,
2014). Participatory photo and film can provide a space for children with
disabilities in which they can voice their perspectives to a larger audience
beyond their own communities and influence societal change (Lundy et al.,
2011; Wickenden & Kembhavi-Tam, 2014).

Participatory video or filmmaking is a process in which community
members use cameras to document, explore and engage with their
environment and create a film that communicates information, reveals hidden
social relationships and stimulates community action (Gubrium et al., 2015).
There is no fixed way of conducting participatory film making, but broadly
the steps include brainstorming ideas, getting to know the equipment,
storyboarding, shooting the films, watching, and reflecting on the films and
the process and dissemination. In India for example, Benjamin-Thomas et al
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(2019) created a short film with 6 boys with disabilities aged 10 to 17 years
to explore the perspectives from children with disabilities on participation in
everyday activities, the barriers and the ways to overcome those barriers and
give support.

In this paper, we describe the participatory film making process with
children with disabilities who participated in the ‘Obuntu bulamu’
intervention study in Uganda. The ‘Obuntu bulamu’ study uses an African
Childhood Disability studies framework (Chataika & McKenzie, 2013).
Whilst it has links to the social and right based models of disability, the
framework emphasis is on mutual responsibility towards persons with
disabilities, interdependence versus independence, and places the social and
cultural understandings and concepts of disability first. African childhood
disability studies which use this framework engage families and communities
as key persons in care, participation and research and give a strong focus
on the intersection with poverty (Chataika & McKenzie, 2013; Owusu-
Ansah & Mji, 2013). We explored children, their peers, families, teachers,
and community members views on inclusion at home, in school and in the
community. In our approach the child’s voice, as amplified in research in
the Global North (Lundy et al., 2011), is important and key to the visual
narratives created, but exists and is developed with the persons they are
interrelated to and interdependent with (Mkabela, 2005; Owusu-Ansah &
Mji, 2013).

In this paper, we use the United Nations Educational, Scientific and
Cultural Organization’s (UNESCQO’s) description of inclusion as made in the
Cali commitment to equity and inclusion in education in 2019:

Inclusion is a transformative process that ensures full
participation and access to quality learning opportunities for all
children, young adolescents, and adults, respecting and valuing
diversity, and eliminating all forms of discrimination in and
through education. The term inclusion represents a commitment
to make schools [...] and educational settings, places in which
everyone is valued and belongs, and diversity is seen as enriching.

We will focus on inclusion specifically whilst considering African
knowledge systems and intersectional lines of difference such as gender,
religion, and socio-economic status (Chataika & McKenzie, 2013; Owusu-
Ansah & Mji, 2013; United Nations Educational Scientific and Cultural
Organization, 2021).

Methods
Ethical considerations

Ethical approval was obtained from the Uganda Virus Research Institute,
Research Ethics Committee (GC/127/18/02/633). Research clearance was
received from the Uganda National Council for Science and Technology
(HS SS4557). All parents and teachers gave written informed consent to
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participate in the study and specifically agreed to the visual narrative drawing,
photo, and film activities and sharing of outcomes in the public domain.
Where possible children assented to participate; adult consent was received
on behalf of children with moderate to severe neurocognitive impairments,
who could not assent to participate by themselves. Consent was received from
the heads of schools where photo and film footage was taken and workshops
took place. The heads of schools informed the school community and asked
parents if they had any objection to have their children filmed as part of main
character’s classroom and school setting. The filmmaker obtained permission
from the relevant authorities to film in public spaces, such as markets,
following Ugandan local policies and guidelines. Reasonable accommodation
was made to promote participation of children who required an aid to
communicate and others who required an aid to support mobility. The
measures to accommodate these needs included sign language interpretation,
provision of easy read and picture materials were provided during the
consenting and data collection process. Most of the aid at home and during
the workshops were provided by parents or siblings, whilst peers or teachers
often took on the role of an aid in the filming in the school setting.
Participants and persons providing aid received reimbursement for their time
as well as a transport refund where meetings took place away from their
home and school locations, following national guidelines for compensation
(Uganda National Council of Science and Technology, 2014, 2022).

Specific attention was paid to explaining the possible benefits and risks
of participating in film making and sharing of visual materials with a wider
audience. The discussions with the children, families, teachers, and
community members in the consenting process included privacy, sensitivity
of footage, and possible responses of others when watching the film. These
included both positive (for example being known and raising profile) and
negative responses due to stereotyping and misunderstanding of impairment
related needs (for example discussing incontinence and difficulties in
learning).

Study setting

The Obuntu bulamu intervention is a peer-to-peer support disability
inclusion intervention, which aims at improving participation and inclusion
of children with disabilities in Uganda, East Africa. It was co-created by a
team of Ugandan children, parents, teachers, disability rehabilitation workers,
and academics. The intervention uses indigenous interpretations of belonging
and humanity which are closely linked to the Ubuntu philosophy and
emphasises the capabilities of community and society, building solidarity
and support (Bannink et al., 2020; Bannink Mbazzi, 2023). The Ubuntu
philosophy of humanness has been described as an African framework which
could change and improve disability inclusion in low-income countries
(Berghs, 2017). In Central Uganda, it represents an accepted and consistent
behaviour that signifies a shared set of values, which promote well-being,
togetherness and unity (Karlstrom, 1996; Otiso, 2006).
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The intervention consists of training sessions, peer support meetings and
activities for children, family members, and teachers (Bannink Mbazzi et
al., 2020). It was developed, tested and evaluated using a mixed methods
approach in which the research team immersed themselves culturally and
socially with the children, parents, and teachers who were part of the project,
something which has earlier been described as Africentrism by Mkabela
(2005) and Owusu & Miji (2013).

The intervention training sessions and activities were initially developed
and piloted (2017-2019) by a multidisciplinary team of rehabilitation
workers, psychologists, education specialists, parents, teachers, and children.
After the pilot showed good feasibility and acceptability of the co-created
intervention, we commenced testing the intervention in a cluster randomized
control trial in 20 schools and communities in Wakiso and Masaka district in
Central Uganda (2020 — 2024).

The participatory film narratives were developed during the pilot testing
phase and are utilized in training in the intervention group in the randomized
control trial.

Study participants

A group of 15 children with disabilities, 15 peers, 30 parents, and 5
teachers were purposively selected from the larger Obuntu bulamu pilot
participants, taking into account impairment type, age, gender, school and
community location, and social-economic status with the aim to ensure an
equitable representation. Of those invited to participate, 11 children with a
disability, 11 peers, 22 parents, and 4 teachers accepted. The children with
disabilities aged 8 to 14 years (5 male, 6 female) had different impairments
including visual and hearing impairments, neuro-disabilities, intellectual
disabilities, and autistic spectrum disorder. In the study each child was
matched with a peer of their choice. The children, their peers and parents
took part in 4 participatory workshops, engaged in data collection at home
between workshops, and a feedback meeting. In addition, another 22 children
with disabilities, 22 peers (of which 2 also had an impairment), 44 parents,
and 24 teachers involved in the larger project attended the fourth workshop
in which the rough cuts were displayed and discussed.

Data collection

The participatory film making followed the general preparatory,
participatory research, and action phases (Benjamin-Thomas et al., 2019)
with 4 participatory workshops to ensure co-research and joined efforts to
create content and share this with a larger audience (Lorenz & Kolb, 2009)
and evaluation meetings.

In the preparatory phase we worked with children, parents and teachers
and researchers involved in the Obuntu bulamu project to brainstorm about
how best we could develop a visual narrative with the cohort of children that
were enrolled in the project. The research team had already built rapport with
the participants through the co-creation of the Obuntu bulamun intervention
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Table 1. Content of participatory workshops in the ‘Obuntu bulamu’ film making process

Workshop Activities

1

e Rapport building activities and objectives setting.
e Visual narrative creation through drawings and audio recordings.

Summarize observations from the drawings and oral narratives.
Identification of most important concepts and areas of inclusion.
Training on the use of instant still photo cameras and film cameras.
Follow up: participants take photos at home and school.

Feedback meetings about the photos, audios and footage collected.
Each child displayed and discussed their photos and audio or film clips.
Training on story boarding: who, what, when, where, and why.

Drafting of storyboards in pairs and presentation to the group.
Selection of 3 three stories to be filmed by a professional filmmaker.
Follow up: shooting through various home, school and community visits.

e Display of 3 draft film narratives for feedback with participants.
e Discussion of and drafting script for documentary narrative.
e Follow up: shooting of documentary and editing of 3 short narratives.

e Discussion of draft documentary in 3 groups (due to COVID-19 outbreak).
e Planning dissemination strategies.
e Follow up: finalize films, share online and on DVDs with all participants.

earlier in the project. The participatory visual narrative creation built on
these relationships. In the participatory phase we identified and prioritized
the focus of the narratives: inclusion and participation at home, in school and
communities. We trained children on handling the camera and held feedback
meetings about the data collected. In between workshops, home and school
visits were conducted to follow up on each child individually. As part of
the community action phase, we met to discuss the dissemination strategies
and shared the film narratives with national and international stakeholders
and included some of the film narratives as training material in the Obuntu
bulamu intervention. The film was shown to local stakeholders to elicit
discussion and action to address some of the participation barriers raised in
the film and shared at various international research and public events.

Participatory film-making process

The children, peers, and at least one parent or older sibling were asked
to participate in four participatory workshops over one year before the
COVID-19 pandemic, followed by a fifth workshop 18 months later, after
the peak of the COVID-19 pandemic and the easing of containment
measures. Home and school follow up visits and phone calls were conducted
in between the workshops (Table 1).

In the first workshop, children described their daily lives through drawings
and oral narratives. They were asked to continue making drawings about their
daily life experiences at home and were provided with materials which they
would bring back in the second workshop or hand over to the study staff
during a home follow up visit. Children with visual impairments were asked
to record voice messages instead and with the support of their peers provided
visual information to illustrate their messages.
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In the second workshop, a summary of the observations from the drawings
and oral narratives was given after which participants formulated important
concepts and areas of inclusion they wanted to be photographed or filmed.
The workshop consisted of various practical assignments in which parents
and children took photos and filmed shots of their environment and one
another. Children were given and trained in the use of instant still photo
cameras and film cameras and were followed up at home and in school by a
member of the research team. Children were asked to take photos of what is
important to them in their daily lives, what they enjoy, and what they dislike
or find difficult. These were earlier defined as ways to elicit inclusion and
participation with the larger study population.

The photos and film clips were discussed in a third workshop. Each child
displayed their photos and film clips and discussed why they took these.
Peers and parents provided support for children who were unable to verbally
express themselves or required support in describing the visual images due
to their impairment. Each child then developed an idea for a film script
together with their peer about their daily lives. They were explained how
story boards are used in film making and asked to mention what they
thought should be the story of their film, who should feature in the film,
and which experiences should be included. After drafting the storyboards,
the children shared and discussed their ideas with their parents, teachers,
and members of the research team for input. Peers played an important role
in describing the inclusiveness of the schools, especially peers of children
with severe neurocognitive or multiple disabilities. From the ideas presented,
the children, parents, and research team members selected three stories to
be scripted and filmed by a professional filmmaker. The filmmaker and
research team worked together with the three selected children and families
to further develop the storyboards and film them in their homes, schools,
and communities, with the permission of all those involved. This involved
regular home, school and community visits including different film shoots
and drafts which were discussed with the families. There was a constant
dialogue between the team members in the co-creation of the film with very
regular feedback on rough cuts during the filming process.

The three draft film narratives were shared in a fourth workshop in which
the participants as well as other children, parents, teachers, and research team
members involved in the Obuntu bulamu project gave feedback. Comments
and suggestions were captured and further adjustments to the films were
made. In this meeting, a suggestion was made to create a documentary
describing the Obuntu bulamu intervention and activities that all participants
were part of with a specific focus on inclusive education. Participants believed
that this could be used as an advocacy tool for inclusion in schools and
communities and could be shown in conjunction with the case studies, which
they too felt were not only a research outcome but equally an awareness
raising tool to give voice to children with disabilities and advocate for
inclusion. A script for the documentary was co-developed with the workshop
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participants, filmmaker, and research team. The films of the three short
narratives were shared with the participants on DVDs and were made
accessible online.

Due to the illness of the filmmaker and the COVID-19 outbreak, the
originally planned fifth workshop to discuss the draft documentary had to be
postponed until 2021. At that time, due to the restrictions on large meetings
during the COVID-19 outbreak, the draft documentary film was shown for
feedback and input in three small groups: to children and parents, teachers,
and stakeholders separately. As with the three short films, changes were made
based on the inputs of the participants and a final version was developed and

published online.
Data analysis

All workshop and home visit discussions were audio recorded, and some
parts were video recorded. Summary reports were written after the meetings
and shared with participants and research team members. The research team
members took field notes during all activities and kept a log of reflections
about the process during the project. All recorded and handwritten data
was transcribed and analysed manually using a thematic analysis approach
(Braun & Clarke, 2006). We used an interactive and informal process with
feedback from the various participants along the way on interpretations and
observations from the visual and narrative data collected.

Based on the messages and topics in the films listed by the children during
the process (making the storyboards) and retrospectively after having watched
the films, the research team developed a codebook. The research assistants
who worked most closely with the children, families and teachers developed
the codebook, which was reviewed by the study coordinator and investigators.
After coding, themes were derived by the research team. The codes and
themes were discussed and checked with the children, their peers, family
members, teachers and community members, following the Afrocentric
method of close collaboration and cultural and social immersion in the lives
of the study participants. In addition to the analysis of the narrative content,
we evaluated the participatory process with the participants through informal
evaluation discussions with individual participants and all participants
together after display of the films to stakeholders. These data were analysed
thematically by the research team and checked with the participants.

Findings
Themes in the films and documentary
Three short films and one documentary were created. Descriptions of the
films are outlined in Appendix I. Themes identified in the film narratives,
drawings, and photos were friendship; play; belonging to a family; parents’
(mostly mothers’) care and resilience in looking after and loving their child

with a disability despite negative attitudes from relatives and community
members; poverty; lack of services; and inaccessibility of schools and other
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Figure 1. Photo made by a child, theme ‘(in)accessibility’

public places. Whilst some themes were disability or impairment specific,
such as the social stigma of persons with disabilities, as well as difficulties
in access to buildings for children with mobility difficulties (Figure 1), the
majority of narratives focused on relationships with family and friends. These
themes were similar for children with disabilities and their non-disabled peers:
the importance of play (Figure 2); having a friend; and having someone who
cares for you and supports you (Figure 3). The wider themes of poverty and
lack of health and social services for all (often more pronounced for children
with disabilities) were identified through descriptions of daily challenges and
desires. These were occasionally mentioned as direct challenges in the films
but literally appeared as background in all of them.

Use of the films in training and advocacy

The short films and documentary were displayed to various audiences to
invite scholars, policymakers, and implementers to listen to the voices of
children, parents and teachers and embrace African descriptions and models
of inclusion and belonging in disability inclusion policy and practice. Table 2
summarizes the different training and advocacy initiatives the film narratives
contributed to.

First, a dissemination meeting was held with participants and stakeholders
including the Ministry of Education and Sports, discussing the potential of
the Obuntu bulamu training manuals and films in advocacy and training.
As a result, the Obuntu bulamu team was requested to contribute to the
development and review of the national Continuous Professional
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Figure 2. Drawing by child, theme ‘importance of play’

Figure 3. Still image of film narratives, theme ‘care and support’

Table 2. Summary of use of Obuntu bulamu film narratives in training and advocacy

Contributions of the Obuntu bulamu film narratives in training and advocacy:

Contributed to the National Continuous Professional Development training manual for primary school teachers on inclusive education in Uganda
As training and advocacy materials by parent groups and organizations working in disability inclusion in Africa and South America

As educational materials in lectures for academic students at the London School of Hygiene and Tropical Medicine and Ghent University

In sharing study findings and raising awareness on international conferences and film festivals in Europe and Africa.
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Development training for primary school teachers on inclusive education.
Large parts of the Obuntu bulamu training manuals and films were adopted
in the development of the national training manuals.

Secondly, the participatory films were included as training materials in the
Obuntu bulamu training manuals, which were uploaded on the Ubuntu hub
of the London School of Hygiene and Tropical Medicine. Interested civil
society and government organizations from different countries in Africa and
South America have used the training materials in their setting. The short
film of James was adopted by the Baby Ubuntu project in their training
manual on togetherness and belonging. Within Uganda parents’ groups and
teachers have utilized the films to advocate for the inclusion of children with
disabilities.

Thirdly, the films were advertised to an academic audience through the
university websites of the London School of Hygiene and Tropical Medicine
and Ghent University. Both universities have utilized the films in academic
teaching for master students on disability inclusion in low-income countries.
The films were displayed at various international scientific conferences,
advocating for including alternative, indigenous concepts of belonging and
inclusion in disability and inclusive education research, e.g. at the AfriNEAD
conference in Cape Town, South Africa in 2023.

Lastly, the Obuntu bulamu documentary was selected for display at the
Africa Film Festival in Ghent, Belgium in 2022. Three of the authors travelled
to Ghent to introduce the film and have a panel discussion about the making
of the film, including the mother of a child with a disability who features
in the documentary, the research team coordinator who worked with the
children throughout the process and the study team lead who designed and
guided the co-creative process.

Experiences from film-making process

The process of creating the films itself was an experience in which a web of
connections was made visible. From the start, children included their peers,
parents, teachers, and community members. The film scripts were focused
on telling ‘their’ story in the plural: children asked parent(s) to talk about
their early years, their experiences with hospitals and schools, and asked their
teachers and peers to talk about school. The voices were entangled, children
described their lives from a perspective of ‘we’, our home, our school, our
church. When speaking about ‘I’ they shifted to individual achievements in
school, and what they would like to do in future. Each child returned to the
‘we’, describing how in future they would take care of their parents, and be
part of their community. In all photos and films interdependence rather than
autonomy dominated the narratives and was interlinked with the collective
responsibility and duty of care values of Obuntu bulamau.

The research team which was used to working closely together with
children with disabilities in the project, reflected on the participatory
filmmaking process, in particular the participatory and community action
phases. In the design process the research team reflected on their own
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background and ideas about the films and importance of representation of
impairment, gender, and social-economic background. For example, many
had a list of areas they felt should be represented in the film if speaking
about inclusive education, such as accessibility, inclusive methods including
differentiation, school policies and teaching practices, yet children, parents
and teachers did not necessarily raise these as the most important aspects they
wished to share. Their focus was first and foremost on the relationship with
others and ‘being given a chance’ to participate.

In the participatory phase the research team had to let go of predefined
ideas on how best the films would describe the daily lives of children with
disabilities as per ‘international’ ideals of what inclusive education looks like.
To ensure the process was led by children and their family and community
networks, the researchers carefully prepared and reflected on their roles in the
film making process and evaluated how in each workshop issues of hierarchy
and influence could be mitigated. The researchers deliberately refrained from
giving directives and worked as collaboratively as possible, participants were
given moderation roles in the workshops. Through this approach,
participants who were first inclined to wait instructions and directions from
the research team, would share their ideas and take ownership of the
development process, which enabled a shift in power dynamics. The research
team also allowed for various storyboards to be developed and filmed to
ensure participants had sufficient footage to watch, experiment with, and
choose from. The filmmaker was very generous with his time and edits to
allow for this process to take place.

The researchers felt that the community action phase was inclusive and
particularly successful in involving children in the dissemination to
stakeholders in Uganda. It was more difficult to engage children in
international meetings for practical and ethical reasons. Firstly, we did not
want to interrupt their schooling or parents’ work schedules. Secondly,
planning international travel, even during holidays, is almost impossible for
children and parents from low-income households due to international travel
and visa restrictions for African minors.

The evaluation of the process and final product indicated that the
participating children, peers, parents, teachers and community members were
positive about the outcomes. They were happy with the way the stories
were designed, their involvement and say in the process, and the final films.
They felt the films represented their experiences well and involved the most
important persons in their lives. The participants were proud about featuring
in the films and participation (either in person or remotely) in the national
and international community action events. The children were particularly
excited about being ‘film stars’ and being able to ‘show’ others their home,
friends, family, and community. Parents reflected on feeling that their child
‘mattered’ and they, their teachers and community members were ‘important
enough’ to be filmed and their stories to be ‘heard’. The teachers often
took a ‘teaching approach’ in their participation, expressing the need to
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share recommendations and best practices in the films. Community members
were overall excited about being part of the film making, even if featured
in the background. Some reflected to have acknowledged and supported
children with disabilities and their families in their communities more after
the engagement.

In discussing what might have been done differently retrospectively,
participants mentioned that physical, communication and cognitive
impairments were well represented, but felt additional short films about a
child with hearing and a child with a visual impairment, as well as a child with
albinism, would have been helpful from an advocacy perspective. Participants
felt that this could help children with this type of impairment to identify
more with the lead film character, which could build their confidence, reduce
stigma and improve family and community support. Similarly, other films
focusing on advocating for access to health care for children and youth with
disabilities were suggested. Due to budget constraints, the project was not
able to fund all these ideas.

Conclusion

In this exploratory study, we used participatory film to describe the
experiences of inclusion of children with disabilities, closely linked in with
their peers, families, teachers, and communities.

The development of the photo and film narratives had many layers. Whilst
the workshops and the activities in between can be described as a linear
process in time, adjacent layers of influence of the research team, the
filmmaker, and all participating were added in each phase of the project.
All research team members are Ugandan or have been resident in Uganda
for over 20 years but were taught in education systems in or based on the
Global North’s disability frameworks and were trained to use ‘international’
definitions and interpretations of disability and inclusion. The use of photo
and film narratives helped to give more weight to interpretations of non-
verbal narratives and reduce the use of imported terminology and language.
It heightened our awareness of sensory perceptions of inclusion, including
meaningful places, colours, and sounds. Earlier, Vandecasteele (2019)
reflected in her visual narrative disability research on how using art and film
opens up access to spaces in which words are inadequate, zooming in and
out whilst researching moments over an over again, discovering new layers of
meaning (Vandecasteele et al., 2019).

The children focused on the importance of belonging to a family, having a
parent who cares, and changing negative attitudes: they communicated how
friendship and interdependence make life worthwhile amidst poverty and lack
of health and social services. The children too, felt proud to be the main
characters in the films. Parents narrated the shifting attitudes and support
they experienced over time and made suggestions for actions to inclusion,
together with teachers and community members. Most of them saw the film
as an advocacy tool. Parents too experienced a sense of recognition of their
child and their family, and their voices in the process. This closely relates to
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the importance of ‘being given a chance’, earlier described in our theory of
belonging in the development of the Obuntu bulamu intervention (Bannink
et al., 2020; Bannink Mbazzi et al., 2020).

The children’s oral, drawn, photographic, and film narratives showed how
Obuntu bulamu makes it inherently impossible to produce individual voices:
rather, Obuntu bulamu considers the forces producing voice in a complex
web of interdependent relationships. This follows Mazzei’s (2016, p. 153)
suggestion to think of distributed voices and ‘look at voice as a process of
connections [...] and the forces at work producing voice as an entanglement’
(Mazzei, 2016).

The process of the film creation is valuable in itself and can, together
with the outputs and related challenges on participatory dissemination in
the Global North, incite critical discussions on disability, childhood,
ethnocentrism and post colonialism in the Global South.

Interaction between different subjects in creating the ‘research outcome’
was a chaotic, and complex process, influenced by colonial paradigms, the
historicity of society, and power relations (Grech, 2011; Meekosha, 2011;
Owusu-Ansah & Mji, 2013). When conducting ‘participatory research’ there
is a need to reflect on these factors critically and accept that methods,
including film, have an element of ethnocentrism (Ogunyemi, 2014; Owusu-
Ansah & Mji, 2013), and power dynamics must carefully be navigated (Kuper
et al., 2021).

This study shows, together with a few others (Benjamin-Thomas et al.,
2019; Chappell et al., 2014; Walton, 2011; Wickenden & Kembhavi-Tam,
2014), that involving children with disabilities in co-creative participatory
research using visual narratives in the Global South is feasible and indeed,
required — even if complicated due to ethical considerations and power
relations - if we want to develop more in-depth knowledge of childhood

disability in the Global South.
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Appendix I Film narrative descriptions

Short film 1 - Mercy

Mercy is 12 years old. When she was born, she got an infection and
her head started to enlarge. Her mother had difficulties finding appropriate
healthcare services to treat Mercy at the time, community members attributed
her illness to witchcraft. Mercy’s father left her mother when he noticed
she had a disability. Mercy’s mother received support from her mother, who
encouraged her to show Mercy to the world. She eventually remarried, after
establishing that her new husband would accept Mercy. Now Mercy goes to
school and helps her mother in the market. She has friends she moves with
to school and participates in the classroom activities, even if at times these
are hard for her to understand. Her mother explains that if given time and
repeated training, Mercy can learn and acquire new skills. Mercy feels cared
for and loved by her mother, when she grows up, she would like to build her
mother a house to make her happy.

Short film 2 — Josephine

Josephine is 8 years old. She lives with her mother and siblings in Kampala.
She loves playing and dancing. She uses crutches to move around and
catheters to manage her bladder due to incontinence. Her mother explains
she is a very happy and curious girl who is eager to try out anything that
comes her way. She has a group of friends who play with her and support
her when needed. When Josephine was young, others discouraged her mother
from taking care of her, they said she would not grow, and she was wasting
her time. Josephine’s mother proved them wrong. She takes her to church,
where she participates like others and argues with her teachers to include her
in school. She explains the need for accessible toilets and the understanding
and patience of teachers. Josephine’s mother does worry that Josephine does
not know her father and she is unable to provide Josephine with all that she
needs. In the film, we see the 2 roomed house Josephine lives in with her
mother and her siblings. Josephine’s mother has dreams for Josephine: she
would like her to become a doctor so that she can help other children with
disabilities.

Short film 3 - James

James is 13 years old. He is in his sth year of primary school and lives in
a semi-urban area outside Kampala. James is unable to walk due to a defect
in his spine, he uses a wheelchair to move around. James’ father and mother
have always looked after him very well. James’ father has said that he chose
to love James because the doctors explained his disability. He explained that
of all his children, James is special. He is able to learn, wash his clothes, and
look after his younger siblings. James” mother explained that the counselling
and training given to the family at the hospital was important. She said
this comforted her and made her patient. James loves his mother more than

Journal of Participatory Research Methods

19



The ‘Obuntu Bulamu’ Visual Narratives: Participatory Research and Film Making About Inclusion of Children With Disab...

anything else in the world. He thinks that other children like him deserve to
go to school and that children can get used to people with disabilities if they
would see more of them. He explained that they sometimes abuse children
like him, or think he is not able, not out of hate but out of ignorance: “I
would like to tell those who look down on us that we are not bad children,
and we ask of them to love us like we love them too, so that it is easy for
them to live with us”. James’ best friend is Abdul, they support each other
in school and share everything. James always makes Abdul laugh. James’
mother would like him to become a computer expert. His father advises all
parents and teachers to take care of children with disabilities and to love
them. James’ teachers make sure he can access his classroom and sit close to
the blackboard. They gave him turns to participate in classroom activities just
like other children in his class and encouraged him to participate in school
prefect elections. Although some children were unsupportive at first, James
was elected by others. He spoke about disability and inclusive education in
a school assembly. This helped other students and teachers to become more
involved and supportive towards the education of children with disabilities.

Documentary

The documentary gives a description of the Obuntu bulamu intervention
and provides information about children with disabilities and inclusive
education in Uganda. The film provides an account of the complexity of
cultural beliefs and attitudes of community members towards young children
with different disabilities, as well as the change that can occur over time
when the child continues to grow with dedicated support, mostly from
mothers. It shows the importance of peer-to-peer support and community
for parents of children with disabilities and provides an explanation of how
parent groups have been able to change attitudes and behaviour over time.
While the narrative in the film acknowledges the challenges of raising a child
with a disability with limited resources and support, there are also suggestions
on how to make schools and communities more inclusive of children with
disabilities. The visuals in the film show various situations of inaccessibility,
exclusion of play and limited adaptations in learning, but also bring out
the potential of peer support for children, parents, and teachers to explore
belonging and togetherness. The documentary shows a glimpse of the film
making process and gives voice to children, parents, teachers, and community
members.
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