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ABSTRACT
Organisations of Persons with Disabilities (OPDs) are critical 
to promoting and protecting the rights of people with dis-
abilities. However, little is known about the extent to which 
people with disabilities are aware and members of OPDs. 
This study uses data from nine population-based surveys in 
low- and middle-income countries to explore OPD awareness 
and membership. Across settings, about a third of people 
with disabilities were aware of OPDs and fewer than 15% 
were members. Awareness and membership were lower 
amongst older adults, women, people with difficulties com-
municating, remembering and with self-care, people with 
less education, in poverty and in rural areas. 
Underrepresentation of certain groups may indicate a need 
to seek out the voices of people less likely to be associated 
with OPDs. Further, low total membership may be a cause 
for concern in settings where OPDs are relied upon to deliver 
essential services in the absence of state structures.

Points of interest

• Organisations of Persons with Disabilities can serve many roles, includ-
ing advocacy, policymaking and service provision. The increasing 
involvement of Organisations of Persons with Disabilities in direct 
provision of essential services, particularly in low- and middle-income 
countries, is often a result of poor availability and quality of inclusive 
public services.
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• This study explores awareness and membership of people with 
disabilities across nine low- and middle-income countries using 
population-based surveys.

• About a third of people with disabilities were aware of Organisations of 
Persons with Disabilities across settings, ranging from 12% in Lesotho 
to 73% in the Maldives.

• Fewer than 15% of people with disabilities were members across settings, 
ranging from 3.5% in Zambia to 14% in Vietnam (Cam Le district).

• Awareness and membership were generally lower amongst older adults, 
women, people with difficulties communicating, remembering and with 
self-care, people with less education, in poverty and in rural areas.

• Given the increased role of Organisations of Persons with Disabilities 
in direct service delivery, low total membership may indicate that 
many people with disabilities – particularly the most marginalised or 
experiencing the greatest need – are not being reached.

• Additional efforts may also be needed to seek out the voices of groups 
underrepresented in Organisations of Persons with Disabilities, partic-
ularly for advocacy and policymaking.

Introduction

A key principle in the disability rights movement is ‘nothing about us without us’ 
(Charlton 2000). This approach mandates that people with disabilities must be 
directly involved in decision-making which affects them, particularly in the 
co-creation of strategies to remove barriers to participation and to improve inclusion.

As Charlton (2000) highlights, and as documented in many studies (Hahn 
1988; Driedger 1989; Shakespeare 1993), Organisations of Persons with 
Disabilities (OPDs, also known as Disabled People’s Organisations - DPOs) 
are central to the realisation of the vision of ‘nothing about us without us’. 
Most modern OPDs emerged from the late 1960s and early 1970s onwards 
and are democratic, voluntary associations in which most voting participants 
are people with disabilities. These organisations are part of the third sector, 
being neither market-oriented, nor part of the state, and many have their 
ideological basis in the redefinition of disability as political, not medical 
(Putnam 2005). In their origins, most OPDs are campaigning and/or self-help 
organisations (Campbell and Oliver 2013; Charlton 2000; Driedger 1989), but 
many have developed service provision elements, usually as part of inde-
pendent living or economic empowerment programmes (Zhang 2017; 
Waldschmidt et  al. 2015). Although initially more prevalent in high income 
countries, OPDs are now increasingly active in many low- and middle-income 
countries (LMICs), and are engaged in a wide range of activities including 
advocacy, policymaking, self-help and service provision (Young, Reeve, and 
Grills 2016; Zhang 2017; Opoku and Nketsia 2021; Birtha 2013). The expansive 
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roles of OPDs and their active involvement in service delivery may be due 
in part to the relative scarcity of state programmes available to people with 
disabilities in these settings (Meyers 2019).

‘Nothing about us without us’ as a mandate, and OPDs as a vehicle of 
mobilisation, arose in the context of ongoing experiences of paternalism 
towards people with disabilities, and a lack of meaningful consultation in 
the design and delivery of both mainstream and disability-targeted policies 
and programmes (Waldschmidt et  al. 2015; Yeo and Moore 2003). The failure 
to actively include people with disabilities in decision-making has often 
resulted in exclusionary policies and programmes, resulting in poor quality 
and inappropriate provision of services and missed opportunities to support 
the active social participation of people with disabilities (Opoku and Nketsia 
2021; Kett et  al. 2019).

It is now increasingly accepted that where people with disabilities and 
their representative organisations are included as core members in the 
decision-making process, better and more appropriate solutions are likely 
to be found (Kuper et  al. 2021; Woodburn 2013; Opoku and Nketsia 2021). 
OPDs have played instrumental roles in advocating for national and inter-
national policies and programmes that foster greater participation and inte-
gration of people with disabilities (Woodburn 2013). For example, a strong 
OPD may be able to change attitudes, win concessions from governments 
or service providers, resist entitltement cutbacks and thus improve the sit-
uation for its members and other people with disabilities. At the global level, 
the coalescence of people with disabilities and their representative organi-
sations was essential for the creation, passage and propagation of the United 
Nations’ Convention on the Rights of Persons with Disabilities (UNCRPD), 
which provides the legal framework for protecting and promoting human 
rights for people with disabilities (United Nations Office of the High 
Commissioner on Human Rights 2006; Woodburn 2013).

More generally, the involvement of affected persons in decisions which 
involve them is a key tenet of a Human Rights Approach to development. 
Processes of development should be ‘participatory, accountable and trans-
parent’ – democracy, as well as development, is a priority, with participation 
as non-negotiable (Sengupta 2000). As a result, international bilateral and 
multilateral actors in international cooperation expect participation of affected 
parties in any interventions or policies. When it comes to disability, Article 
29 of the UNCRPD (United Nations Office of the High Commissioner on 
Human Rights 2006) specifies that State Parties undertake:

‘(b) To promote actively an environment in which persons with disabilities can effec-
tively and fully participate in the conduct of public affairs, without discrimination and 
on an equal basis with others, and encourage their participation in public affairs, 
including:
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ii. Forming and joining organizations of persons with disabilities to represent persons 
with disabilities at international, national, regional and local levels.’

This commitment means that governments of the 185 states who have 
ratified the Convention must promote the involvement of OPDs in their 
broader development strategies, as well as in their domestic disability work. 
OPDs are also recognised as a Stakeholder Group for reviewing progress 
towards the 2030 Sustainable Development Agenda to fulfil its promise of 
‘no one left behind’ (United Nations General Assembly 2013).

In addition to collective benefits, membership in OPDs can also carry 
advantages for people with disabilities directly (Putnam 2005; Charlton 2000; 
Hahn 1988; Butcher et  al. 2021). To the individual, membership can be a 
source of community and acceptance, and strengthen people with disabilities’ 
sense of identity and self-esteem (Tajfel and Turner 1986; Grills et  al. 2020; 
Butcher et  al. 2021). Being in a group with others, and discussing issues 
that are of concern, can lead to the identification of disabling societal bar-
riers (Shakespeare 1993). It may also be empowering to learn about disability 
rights and the social model of disability (Hahn 1994; Hasler 1993), a process 
related to what Paulo Freire (1972) called conscientization. Further, uniting 
around common causes and engaging in political action can foster agency 
and power (Young, Reeve, and Grills 2016). OPDs also are increasingly playing 
active roles in service provision, particularly in areas with poor availability 
of state-run services (Opoku and Nketsia 2021; Waldschmidt et  al. 2015; 
Riddell et  al. 2005). For example, a two-year randomized controlled trial in 
India found that people with disabilities who were supported to form OPDs 
had increased access to services (e.g. accessible toilet facilities, rehabilitation 
and social welfare) as well as improved self-reported well-being and social 
participation (Grills et  al. 2020). Further, OPDs played a central role in pro-
viding people with disabilities in many countries with essential goods and 
services during the COVID-19 pandemic, such as information in accessible 
formats and emergency assistance that were not provided by the state 
(Brennan 2020; Ned et  al. 2021).

It is clear that OPDs have important benefits for both their members 
directly, as well as collectively for advancing the views and concerns of 
people with disabilities in various decision-making spaces. However, evidence 
is lacking on the coverage and composition of OPDs, particularly in low- and 
middle-income countries (LMICs), despite concerns over their representative-
ness (Yeo and Moore 2003). This data is important for assessing both the 
reach of OPDs and the extent to which their membership is reflective of 
the broader population of people with disabilities. Consequently, the aim of 
this study is to explore the extent to which people with disabilities are aware 
of and participating in OPDs in nine LMICs, and seeks to understand how 
representative OPD membership is of the broader population of people with 
disabilities in each country.
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Research process

Design

This research uses data collected from nine population-based, cross-sectional 
surveys of disability in LMICs: Botswana (Eide and Mmatli 2015), Nepal (Eide, 
Neupane, and Hem 2016), Lesotho (Kamaleri and Eide 2011), Malawi (Eide and 
Munthali 2017), Maldives (Banks et al. 2020), Vietnam (Banks et al. 2019), Uganda 
(Eide, Nanono, and Omona 2020), Zambia (Central Statistical Office and Ministry 
of Community Development and Social Services 2018), and Zimbabwe (Ministry 
of Health and Child Care 2015). These surveys were conducted between 2010–
2020. Eight were nationally representative surveys (Botswana, Nepal, Lesotho, 
Malawi, Maldives, Uganda, Zambia, and Zimbabwe) and one was regional 
(Vietnam – Cam Le district). All surveys used population-based, probability 
sampling with response rates ranging from 82-99%. Details on the methodol-
ogies for each survey are summarised in Table 1.

Participants

Participants were sampled in each site according to a predetermined sam-
pling frame, based on a sample size calculation, and representative sampling 
of census-based enumeration areas. Sampled households were approached 
by members of the survey team, who sought details on the functioning of 
all members of the household (ages 2 or 5+ depending on the site) to 
determine disability status.

All sites used the Washington Group questions to screen for disability 
(Table 1). The Washington Group questions are recommended by the United 
Nations Statistical Commission and other experts for robust, internationally 
comparable estimates of disability (Groce and Mont 2017). These question 
sets have been validated in multiple LMIC settings (Washington Group On 
Disability Statistics 2009; Groce and Mont 2017). The Washington Group 
questions focus on functional limitations an individual experiences perform-
ing everyday activities, rather than on the presence of impairments – in-line 
with the UNCRPD definition of disability (United Nations Office of the High 
Commissioner on Human Rights United Nations, 2006). The Washington 
Group questions sets vary by number of questions and types of functional 
limitations covered. For example, the Short Set (used in all but one study) 
has six questions and focuses on seeing, hearing, walking/climbing stairs, 
remembering/concentrating, self-care and communicating. The Short Set 
Enhanced (used in the Maldives) includes the six questions from the short 
set, with an additional six questions on upper body functioning, anxiety and 
depression (Washington Group on Disability Statistics 2017). For most ques-
tions in the Washington Group question sets, the individual is asked about 
their level of difficulty performing that activity (response options: difficulty, 
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some difficulty, a lot of difficulty or cannot do). Anxiety and depression 
(Maldives only) were assessed through two questions on the severity and 
frequency of symptoms. For the purpose of this study, disability was defined 
as experiencing ‘a lot of difficulty’ or ‘cannot do’ for at least one activity, or, 
for anxiety and depression, experiencing daily symptoms at an intensity 
described as ‘a lot’.

Individuals predominantly reported on their own functioning, except in 
Vietnam, where the head of the household reported on all household mem-
bers’ functioning. Data on disability was collected on all household members 
ages 2 or 5+, depending on survey; however, analyses for this paper are 
restricted to adults (18+ years).

Outcome measures

People who were identified in the population-based surveys as having a 
disability then answered questions about their social participation. OPD 

Table 1. survey methodologies.

country
year of 

reporting location

sample size, 
adults (18+) 

with a 
disability

approach for measuring 
disability in adults

Definition of disability 
used in this analysis

botswana 2015 Nationally- 
representative

767 WGss, self-report ‘a lot of difficulty’ or 
‘cannot do’ for any 
domain

lesotho 2010 Nationally- 
representative

445 WGss, self-report ‘a lot of difficulty’ or 
‘cannot do’ for any 
domain

Malawi 2018 Nationally- 
representative

2167 WGss, self-report ‘a lot of difficulty’ or 
‘cannot do’ for any 
domain

Maldives 2017 Nationally- 
representative

318 WGss enhanced + write-in 
options, self-report

‘a lot of difficulty’ or 
‘cannot do’ for any 
domain; reporting 
daily symptoms of 
anxiety/ depression at 
an intensity described 
as ‘a lot’; has a health 
condition that would 
be eligible for the 
Disability allowance 
(e.g. autism, 
psychosocial 
disability)

Nepal 2016 Nationally- 
representative

869 WGss, self-report ‘a lot of difficulty’ or 
‘cannot do’ for any 
domain

Vietnam 2016 cam le district 135 WGss, head of household 
report

‘a lot of difficulty’ or 
‘cannot do’ for any 
domain

Uganda 2020 Nationally- 
representative

1611 WGss, self-report ‘a lot of difficulty’ or 
‘cannot do’ for any 
domain

Zambia 2018 Nationally- 
representative

580 WGss, self-report ‘a lot of difficulty’ or 
‘cannot do’ for any 
domain

Zimbabwe 2015 Nationally- 
representative

3800 WGss, self-report ‘a lot of difficulty’ or 
‘cannot do’ for any 
domain
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membership and awareness was assessed through the following two 
questions:

1. Are you aware of organizations for people with disabilities (DPO)?
2. [If aware] Are you a member of an organization for people with dis-

abilities (DPO)?

People who were not aware of OPDs were assumed to be non-members.

Data analysis

Tabulations of the proportion of people with disabilities who reported being 
aware, and were members of OPDs were calculated for each country. 
Proportions were also disaggregated by age (18–64, 65+), gender, type of 
functional difficulty (seeing, hearing, walking, communication, remembering, 
self-care), education (ever vs never attended) and receipt of a disability-targeted 
cash transfer (Maldives, Nepal and Vietnam only). Differences by socioeco-
nomic status were also calculated in six settings, through principal compo-
nent analysis of household assets and housing characteristics (Maldives, 
Vietnam) or an additive asset count (Botswana, Nepal, Malawi, Zimbabwe). 
Differences amongst sub-groups were assessed for statistical significance 
using multivariate regressions adjusted for age and sex. Data was analysed 
using SPSS 27 and STATA 16.

Ethical considerations

Ethical approval was received from the London School of Hygiene & Tropical 
Medicine for two studies (Vietnam, Maldives) and from national ethics com-
mittees / advisory bodies in each country. Seven studies were registered 
with the Norwegian Agency for Shared Services in Education and Research 
(Botswana, Lesotho, Malawi, Nepal, Uganda, Zimbabwe, Zambia). All partic-
ipants provided written consent (signed or thumbprint) or recorded oral 
consent (Maldives only) before beginning any interview.

Results

The results of this analysis are presented in Table 2 (awareness) and Table  3 
(membership).

Approximately a quarter to a third of all people with disabilities were 
aware of OPDs in all settings, except the Maldives. The proportion of people 
with disabilities who were aware of OPDs ranged from a low of 12.4% in 
Lesotho, to a high of 73.3% in Maldives. For membership, fewer than 15% 
of all people with disabilities were part of an OPD in every country (Table  2). 
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The proportion that were members ranged from a low of 3.5% in Zambia 
to a high of 14.1% in Vietnam.

By gender, women were less likely to be aware of OPDs (significant in 
Malawi − 26.9% vs 35.3%, Nepal − 25.5% vs 45.2%, Zimbabwe 18.7% vs 
23.9%, all p < 0.01) and in many settings less likely to be members of OPDs 
(significant in Nepal − 7.1% vs 11.2% and Zimbabwe − 6.1% vs 8.7%). In all 
settings, older adults (65+ years) were less likely to be aware and be mem-
bers in OPDs compared to working-age adults (18–64 years), which was 
statistically significant in three settings for membership (Botswana − 4.4% 
vs 11.0%, Malawi − 2.0% vs 4.9%, and Nepal − 3.9% vs 10.6%,) and six 
settings for awareness (older adults vs working age adults: Malawi − 25.4% 
vs 33.2%, Maldives − 61.8% vs 78.7%, Nepal − 24.2% vs 38.6%, Vietnam − 
17.3% vs 38.6%, Uganda − 22.4% vs 28.1%, Zimbabwe − 18.9% vs 22.3%).

Awareness of and membership in OPDs varied by type of functional dif-
ficulty across sites. People with mobility limitations had the highest level of 
awareness and membership in OPDs across all countries (statistically signif-
icant for awareness in Nepal and Uganda, for membership in Uganda only). 
In contrast, people with difficulties in remembering, self-care, and/or com-
municating showed consistently lower awareness of and membership in 
OPDs in most sites. This trend was particularly true for people with difficulty 
remembering, who had significantly lower likelihood of being aware of OPDs 
in six countries (Botswana, Malawi, Nepal, Uganda, Zimbabwe, and Zambia). 
For membership, people with difficulties in self-care (Botswana, Zimbabwe) 
and communicating (Nepal, Zimbabwe) had lower likelihoods of being OPD 
members than people with other disabilities.

Five countries had data on socioeconomic status. In Zimbabwe, Botswana 
and Malawi, people with disabilities from the poorest quintiles of socioeco-
nomic status were less likely than individuals from higher socioeconomic 
groups to be aware of OPDs (poorest two quintiles vs richest quintile: 
Botswana − 17.9% vs 34.4%, Malawi − 29.4% vs 46.8%, Zimbabwe −12.2% 
vs 31.8%; all p < 0.001). In Malawi, people in the poorest quintile were half 
as likely to participate in OPDs compared to the richest (3.1% vs 6.0%).

By education, people who had never attended primary school showed 
significantly lower awareness of OPDs in all settings (significant in Botswana 
− 19.4% vs 37.6%, Malawi − 23.2% vs 34.7%, Nepal − 22.3% vs 64.4%, Uganda 
− 19.5% vs 32.7%, Zimbabwe − 12.9% vs 24.2% and Zambia − 24.4% vs 
36.9%; all p < 0.01). Never attending primary school was associated with 
lower likelihood of membership in three of five countries (significant in 
Botswana − 6.5% vs 11.3%, Nepal − 4.6% vs 19.2%, Uganda − 4.6% vs 8.8%; 
all p < 0.05). By location, people with disabilities living in urban areas were 
more likely to be aware of OPDs in the 7 settings with this data available 
(significant for Botswana −35.6% vs 17.6%, Malawi − 41.4% vs 29.9%,  
Nepal − 50.7% vs 32.4%, Uganda − 32.1% vs 25.5% and Zimbabwe − 34.3% 
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vs 15.3%; all p < 0.05), and were more likely to be members in four settings 
(significant in Botswana − 11.2% vs 5.9%, Malawi − 11.1% vs 3.4%,  
Nepal − 13.8% vs 8.2%, and Zimbabwe − 9.7% vs 5.7%; all p < 0.05). In the 
Maldives, people with no education were more likely to be OPD members 
(14.3% vs 5.7%). Finally, Disability Allowance receipt was linked to significantly 
higher likelihood of OPD membership in the two countries with this data 
(Nepal − 25.6% vs 1.3% and Vietnam − 30.0% vs 4.7%; p < 0.001).

Discussion and conclusions

Overall, this study finds that in most included settings approximately a 
quarter to a third of people with disabilities were aware of OPDs, and less 
than 10% were members. Both awareness and membership were generally 
lower amongst older adults, women, people with difficulties communicating, 
remembering and with self-care and people living in poverty. Receipt of 
disability-targeted cash transfers was associated with greater likelihood of 
being an OPD member in two of three settings.

Relatively little other evidence is available on the coverage and compo-
sition of OPDs. Others have voiced concern about equality in access to OPDs 
amongst people with disabilities – for example, Yeo and Moore (2003) noted 
that OPDs are dominated by ‘men with physical impairments’. Similarly, qual-
itative studies have indicated concerns from stakeholders on the underrep-
resentation of certain demographic groups in OPDs, particularly people with 
intellectual (Waldschmidt et  al. 2015; Callus and Camilleri-Zahra 2017) and 
psychosocial disabilities (Waldschmidt et  al. 2015). However, data reinforcing 
these observations have been lacking.

The observed differences in OPD awareness and membership amongst 
people with disabilities in this study may be explained by several factors. 
First, by functional limitation, people with cognitive impairments (e.g. people 
difficulties in remembering, communicating) and self-care difficulties, who 
tended to have lower awareness and membership in OPDs, may be excluded 
due to lack of targeted outreach or needed accommodations for 
self-representation. This postulation is plausible given the evidence that 
people with more severe impairments, and ones which affect communication, 
tend to face additional marginalisation (Kim et  al. 2016; Temple et  al. 2020). 
Further, many OPDs have traditionally been focused on one disability type 
– particularly associations for blind, deaf or people with physical impairments 
- with umbrella, multi-disability organisations emerging more recently 
(Charlton 2000; Driedger 1989; Campbell and Oliver 2013). This origin of 
OPDs may explain the relatively higher awareness of and membership in 
OPDs amongst people with physical, and to a lesser extent, sensory func-
tional limitations. Additional research is needed to map the focus of OPDs 
in these and other countries (e.g. cross-disability vs focused on specific 
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impairments) to explore in greater depth whether different types of disabil-
ities are represented across available OPDs. Second, lower awareness of and 
membership in OPDs amongst older adults may be due to common con-
ceptualisations that functional limitations due to ageing are not disability 
(Loeb, Eide, and Mont 2008; Mont 2007), leading older adults with disabilities 
avoid self-identifying as having a disability or OPDs to overlook them during 
recruitment. Third, women, people living in poverty and people with lower 
education often face additional marginalisation on account of gender and 
socioeconomic status (Banks, Kuper, and Polack 2017; Kavanagh et  al. 2015; 
Kabia et  al. 2018), potentially limiting knowledge of and membership in 
OPDs. For example, people with low levels of education or with limited 
financial means may be less able to access information about OPDs (e.g. 
low literacy, poor access to internet, phones and other modes of commu-
nication) (United Nations 2019), while women may be dissuaded from engag-
ing in certain activities or groups due to restrictive gender norms (Kabia 
et  al. 2018). Additionally, lower awareness and membership in rural areas 
may reflect that many OPDs are urban-based and are underfunded to con-
duct outreach, particularly in remote areas. Finally, Disability Allowance enrol-
ment might increase knowledge and access to membership in OPDs if people 
with disabilities are linked to OPDs during registration; alternatively, OPDs 
may be helpful in connecting members to services, including social protec-
tion (Banks et  al. 2021; Opoku and Nketsia 2021; Riddell et  al. 2005; Hameed 
et al. 2023).

Several limitations should be taken into account when interpreting the 
findings of this research. Importantly, sample sizes were likely underpowered 
to detect smaller differences amongst people with disabilities, particularly 
for OPD membership given that so few respondents were members, and by 
type of functional limitation. As such, the lack of statistically significant 
associations by some characteristics does not necessarily indicate that in 
actuality there is no difference in awareness or membership between 
sub-groups. Additionally, some respondents may have misinterpreted the 
questions’ meaning to include any organisation focused on disability (e.g. 
NGOs, service providers), rather than an organisation led by and for people 
with disabilities. If so, the proportion of people with disabilities aware of 
and participating in OPDs would be overestimated. Further qualitative 
research is needed to explore people with disabilities’ awareness of and 
distinction between organisations of people with disabilities in compared 
to organisations for people with disabilities. Similarly, information was not 
collected on the level of involvement of OPD members. The characteristics 
of OPD leadership – who are most likely to be involved in consultation and 
collective decision-making processes – may be different still from general 
members. Further, not all individual-level characteristics of interest were 
explored (e.g. race, ethnicity) which could be other sources of important 
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differences. Included countries were also highly diverse in terms of country- 
and regional-level factors, such as politics and governance structures, which 
may also influence the types of OPDs that can be formed and the activities 
they are permitted to engage in. Further research is therefore needed to 
understand the political and community-level factors that affect the formation 
of OPDs in these and other countries, and people with disabilities’ ability 
and willingness to engage with them.

However, this research also carries several key strengths, namely in that 
it includes data from nine nationally-representative representative surveys 
(and one district-level survey), collecting data on over 10,000 people with 
disabilities in low- and middle-income countries. The findings from this 
analysis on the reach and representativeness of OPDs carries several impli-
cations for policy and practice.

First, OPDs are essential stakeholders in determining priorities for action 
and are often viewed as representing the voice and concerns of people with 
disabilities within their given catchment area. Governments, international 
agencies and other organisations often work through OPDs when seeking 
input from people with disabilities (Zhang 2017; Waldschmidt et  al. 2015). 
However, the priorities of some groups of people with disabilities (e.g. 
women, people with intellectual impairments, older adults, people in rural 
areas and with little education) may not be given sufficient weight if OPD 
membership is skewed toward certain demographic groups (e.g. men, people 
with physical impairments, people with higher levels of education, working-age 
adults, urban-based). It should be noted that representativeness is a challenge 
affecting not only OPDs, but also other representative groups (e.g. women’s 
organisations, trade unions) and national and local governments (Riccucci 
and Van Ryzin 2017; Celis et  al. 2008; Kahn and Louw 2011). As with these 
other representative groups, efforts may be needed to diversify membership 
and conduct outreach to people not adequately represented.

Second, people with disabilities not associated with OPDs may be excluded 
from the direct benefits of membership. In addition to services provided 
directly by OPDs, OPDs are often entry points for governments and other 
organisations to identify people with disabilities. For example, stakeholders 
like governments, funders, relief organisations often work with OPDs to 
identify people with disabilities who would be eligible for their services or 
programmes (Opoku and Nketsia 2021; Riddell et  al. 2005). Indeed, one of 
the main functions of OPDs can be to link organisations providing services 
and opportunities with people with disabilities. When funds were released 
at the start of the COVID-19 pandemic to support people with disabilities, 
for instance, they were at times allocated to OPDs (Pring 2020). However, if 
the majority of people with disabilities do not belong to these organisations, 
and in many cases are not even aware of their existence, then these avenues 
for reaching and involving people with disabilities may be limited. Further, 
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the data from this study suggests that individuals experience intersecting 
layers of vulnerability according to gender, age, socioeconomic status, and 
education are least likely to be members of OPDs, and so it is arguably 
those who are most in need to the kinds of supports and opportunities 
which OPD memberships may provide that are not being adequately reached.

Finally, many studies recruit participants with disabilities through OPDs, 
particularly with the increasing use of remote research methods with the 
onset of the COVID-19 pandemic (Banks et  al. 2022). However, this research 
suggests that OPDs are often not representative of the broader population 
of people with disabilities, which then would carry implications for the 
generalisability of any findings emerging from solely OPD-recruited samples.

To be clear, this research is not in any way diminishing the importance 
of OPDs. OPDs must continue to be key actors in driving the disability 
movement, research agendas and broader national and development plan-
ning, and should receive governmental and other forms investment. However, 
additional actions are likely needed to reach and capture the views and 
concerns of people with disabilities less likely to be affiliated with OPDs – 
particularly women, older adults, people living in poverty, rural residents 
and with impairments affecting cognition and communication. OPDs may 
also consider strategies to diversify their membership, including identifying 
and addressing barriers to membership among certain demographic groups. 
Importantly, states, international funders and other actors must increase 
investment in OPDs so that they have the resources that are required to 
carry out their critical activities, and funding could help in outreach efforts. 
States must also invest in disability-inclusive planning and service delivery 
so that OPDs are not overburdened as being one of the few vehicles for 
providing essential goods and services to people with disabilities.
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