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Methods to collect stigma data
There may be several phases in your project when you need to collect  
and analyse data on stigma. In this section we focus on useful methods  
to use at different stages:

1.	Early in the design and planning, when 
deciding whether to address stigma.

2.	During development of the theory  
of change.

3.	At project inception stage to describe/
establish your starting point (baseline).

4.	To further refine your planned 
approaches, such as testing  
stigma materials. 

As we have already detailed, people can talk 
about stigma and discrimination in different 
ways. It can also be hard to talk openly 
about sensitive, taboo issues. 

Sometimes it’s easier to collect data 
on concrete discriminatory actions and 
examples of exclusion, yet as part of a 
good situational analysis it’s important 
to understand any stigma that underpins 
discriminatory behaviour. 

Collecting data can take many forms. You 
can use a range of tools as illustrated in the 
case studies or included in the Resources 
page of this section, or in Section 5: 
Measuring change. 

On the following pages are case studies that 
might suit your project and context. 

Note that these are examples only, and this 
is not an exhaustive list of approaches to 
planning and design for stigma reduction.
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Mixed methods used

•	 Research (in-depth interviews 
and focus group discussions) 
and consultation with a range of 
stakeholders, including OPDs, at 
different stages in the design and 
planning process.

•	 Participatory co-design workshops: 
these were key in the design of 
language guides.

•	 Stigma materials: these were pre-
tested with people with disabilities 
and other local key stakeholders to 
ensure relevance and acceptability to 
the local context.

Case study: Participation and co-design, Ghana

As part of Sightsavers’ Ghana Somubi 
Dwumadie (Ghana Participation 
Programme), inclusion champions 
participated alongside a wide range of 
stakeholders in various consultation and  
co-creation workshops.

Some findings from the project’s preliminary 
(formative) research showed:

•	 that stigmatising language around 
disability was one of the key drivers  
of stigma. 

•	 the double stigma of poverty and 
disability, with an example of young 
people who have a disability and also 
cannot contribute financially to the family. 

Watch the video below to see how people 
with disabilities were involved in co-
designing and delivering the programme.

www.youtube.com/
watch?v=XMW7vPz0kvA

Various stakeholders, including people with 
disabilities, participated in workshops to 
develop a positive language guide adapted 
to different Ghanaian regions. People 
with disabilities explained what language 
was acceptable to them; in some cases 
contradicting the ‘experts’. 

This was seen as positive and empowering 
for those who participated and resulted 
in disability language guides that were 
acceptable and relevant to the setting. 

People with disabilities and other partners 
also pre-tested and adapted stigma materials 
for posters and radio jingles.

Approaches to reducing poverty were 
achieved by identifying complementary 
partners at the planning stage to support 
poverty-reduction measures, including 
access to economic empowerment 
opportunities, which can also help  
to reduce stigma. 

https://www.sightsavers.org/programmes/ghana-participation-programme/
https://www.sightsavers.org/programmes/ghana-participation-programme/
https://www.youtube.com/watch?v=XMW7vPz0kvA
https://www.youtube.com/watch?v=XMW7vPz0kvA
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Mixed methods used

•	 In-depth interview and focus group 
discussions with men and women 
with different types of disabilities, and 
across different sites. This explored 
the lives of people with disabilities 
and explicitly included questions 
about stigma and discrimination. This 
informed the radio drama and other 
media approaches.

Case study: Research for a radio drama, Nigeria

BBC Media Action conducted qualitative 
research into barriers affecting access to 
family planning services for people with 
disabilities in Nigeria. 

This included a stigma research objective: 
to explore perceptions, among both people 
with disabilities and non-disabled people, 
about the discrimination and stigma faced by 
people with disabilities in relation to access 
to, and use of, family planning services – 
particularly to understand who and where 
the stigma is from 

In-depth interviews and focus  
group discussions were conducted.  
Findings showed:

•	 Regional variations in stigma and 
discrimination that people experienced, 

•	 Differences in stigma across  
disability type. 

•	 Low visibility of people with disabilities 
within Nigerian media.

Building on this, the project developed 
a social behaviour change strategy. One 
element was a popular radio drama called 
Madubi, which was adapted to include 
plotlines and characters that portrayed 
information about the lives of people in 
Nigeria with disabilities. 

The scripts highlighted the stigma and 
discrimination they faced, across different 
types of disability and disability rights. 
The aim was to reduce social stigma by 
normalising disability and positively framing 
the capabilities of people with disabilities. 

Alongside the radio drama, public service 
announcements and posts on social media 
were included. The project also identified 
the need to strengthen the capacity of local 
radio stations about disability inclusion.

https://www.bbc.co.uk/mediaaction/insight-and-impact/insightblog/nigeria/disability-and-srhr-blog
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Case study: People with disabilities as co-researchers  
in Liberia 

The aim of the Redress project, run by  
the London School of Hygiene and Tropical 
Medicine, was to improve care, and reduce 
stigma, for those affected by severe 
stigmatising skin diseases. 

It employed a participatory action research 
approach in its design, development, 
implementation and evaluation. 

The research used people-centred 
approaches and, for example, trained and 
employed people with lived experience  
of skin-related neglected tropical diseases 
(NTDs), alongside community health service 
staff, as co-researchers. It used mixed 
methods to help with the planning, design 
and implementation. 

Findings that fed into the stigma reduction 
design included:

•	 Health staff lacked knowledge and 
motivation, and held stigmatising 
attitudes toward people affected  
by NTDs.

•	 There were significantly higher levels  
of mental health conditions (anxiety and 
depression) among people with NTDs, 
and particularly high amongst women

•	 An assessment of power dynamics 
helped the team develop a more effective 
community engagement strategy to 
address social stigma. For example, 
understanding the leadership structures 
in the affected communities, and what 
spaces people have to participate  
and be heard.

•	 During the research process, the  
co-researchers supported others with 
the same condition, which helped them 
to feel valued, and supported treatment 
adherence, helping to address internalised 
stigma as part of the process. 

Mixed methods used:

•	 Surveys to assess health worker 
knowledge and attitudes and 
understand the impact of disease  
on mental health.

•	 Power analysis tool to understand  
who to engage with in the community.

•	 Photovoice to amplify the voices  
of people with disabilities.

https://www.lstmed.ac.uk/projects/redress-reducing-the-burden-on-severe-stigmatising-skin-diseases#:~:text=REDRESS%20is%20a%20%C2%A33.5%20million%20programme%20awarded%20to,caused%20by%20severe%20stigmatising%20skin%20diseases%20in%20Liberia.



