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ABSTRACT

Introduction On average, people with disabilities face
many difficulties in accessing healthcare and experience
worse health outcomes. Yet, evidence on how to overcome
these barriers is lacking. Participatory approaches are
gaining prominence as they can generate low-cost,
appropriate and scalable solutions. This study protocol

is for the pilot testing of the co-created Participatory
Learning and Action for Disability (PLA-D) groups to assess
feasibility.

Methods and analysis We will pilot test PLA-D in five
groups in Luuka district, Uganda during 2023. Each

group will include approximately 20 members (people
with disabilities, family members, carers) who will meet
every 2-3 weeks over a 9—11 month period. The groups,
guided by a trained facilitator, will identify issues about
health and healthcare access and plan and implement
locally generated solutions (eg, raising awareness of
rights, advocacy and lobbying, establishing health savings
and financing schemes). We will collect diverse sources

of data to assess feasibility: (1) in-depth interviews

and focus group discussions with group participants,
non-participants and group facilitators; (2) monitoring

of group activities; (3) direct observation of groups

and (4) quantitative survey of group participants at
baseline and endline. Data analyses will be undertaken

to assess feasibility in terms of: acceptability, demand,
implementation and practicality. We will develop and refine
evaluation tools in preparation for a future trial.

Ethics and dissemination Ethical approval for the study
has been received by the London School of Hygiene &
Tropical Medicine and the Uganda Virus Research Institute
ethics committees. Informed consent will be obtained from
all study participants, making adaptations for people with
disabilities as necessary. We will reach different groups
for our dissemination activities, including (1) people with
disabilities (eg, community meetings); (2) policy and
programme stakeholders in Uganda and international (eg,
individual meetings, evidence briefs) and (3) academics
(journal articles, conference/seminar presentations).

STRENGTHS AND LIMITATIONS OF THIS STUDY

= Key strength of the pilot study is that the feasibility
of the programme will be assessed using mixed-
method approaches, with participation from people
with disabilities.

= A limitation is that the pilot study is only in one set-
ting and will therefore allow assessment of some
domains of the Bowen feasibility framework (ac-
ceptability, demand, implementation, practicality)
but not others (adaptation, integration, expansion,
limited efficacy).

= The limited number of participants included in the
pilot study may make it difficult to draw inferences
for feasibility for different subgroups, such as people

with different impairment types.

INTRODUCTION

There are at least 1.3billion people with
disabilities globally, more than 80% of whom
live in low and middle-income countries
(LMICs)." 2 People with disabilities include
those who have long-term physical, mental,
intellectual or sensory impairments which, in
interaction with various barriers, may hinder
their full and effective participation in society
on an equal basis with others.?”® People with
disabilities face a wide range of discrimina-
tion and negative attitudes.” They are conse-
quently more likely to be poor, and excluded
from education, employment and societal
participation.” Another key challenge facing
many people with disabilities is exclusion
from healthcare and difficulties achieving
good health,1 247 which is the focus of the
current study.
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People with disabilities frequntely experience worse
health than others in the population.! > *° By defini-
tion, people with disabilities have an underlying health
condition and impairment (eg, diabetes, physical
impairment), which are linked to other health risks (eg,
stroke, pressure sores). They are also on average older,
poorer and more marginalised, and have a higher prev-
alence of a range of risk factors (eg, violence, phys-
ical inactivity, diabetes, hypertension).' > ® People with
disabilities therefore, on average, have greater general
healthcare needs than others in the population. * They
will also require regular healthcare services like anyone
else in the population (eg, vaccinations) and potentially
specialised healthcare services (eg, physiotherapy).
However, they frequently experience widespread
barriers to accessing healthcare, including lack of acces-
sible transport and facilities, poor skills of healthcare
providers around disability and high costs." 7 Conse-
quently, people with disabilities are 41%-57% more
likely to have unmet healthcare needs, according to the
WHO’s World Report on Disability.” Quality and afford-
ability of healthcare services are also often worse for
people with disabilities. They are twice as likely to find
healthcare providers’ skills and facilities inadequate,
three times more likely to be denied healthcare and
four times more likely to be treated badly in the health-
care system.” The WHO report also found that half of
people with disabilities cannot afford healthcare, and
they are 50% more likely to suffer catastrophic health
expenditure.” As a result of all these factors, people with
disabilities on average have worse health and higher
mortality rates than others in the population, including
in the African context.” *'' These patterns can also
be observed in Uganda, the context for the current
study, where the 2014 census estimated that 12.5% of
the population have disabilities.'* Studies have shown
that people with disabilities in Uganda are more likely
to experience poverty and exclusion, poor health and
difficulties accessing services and information.'*”

Improving access to healthcare for people with disabil-
ities is therefore an important priority for a number of
reasons. We will fail to achieve health targets and devel-
opment goals without an explicit focus on disability,
including Sustainable Development Goal (SDG) 3 on
‘Good health for all’ and Universal Health Coverage.'®
Other SDGs, including those related to education and
employment, will also not be met if people with disabili-
ties continue to have poor health. Exclusion from health-
care is a violation of rights of people with disabilities, as
set out in the United Nations Convention on the Rights
of Persons with Disabilities and in the laws of most coun-
tries, including Uganda.'® ' Good healthcare also matters
to people with disabilities and their families as it affects
their ability to survive and enjoy good health. Moreover,
improving healthcare access for people with disabilities
has the potential to be costsaving,' as it may prevent
unnecessary costs for the health system and improve
health services for all through universal design.

Rationale for development of a participatory intervention to
improve access to healthcare for people with disabilities

Two systematic reviews on access to general and specialist
healthcare for people with disabilities in LMICs found few
examples of interventions to address the widespread gaps
observed.”” *' An Evidence and Gap Map on disability-
inclusive development also failed to identify good
examples of disability-inclusive health interventions.*
The WHO has made specific recommendations for the
promotion of disability-inclusive health,' * including (1)
removing physical barriers to health facilities, informa-
tion and equipment, (2) making healthcare affordable,
(8) training all healthcare workers in disability issues
including rights and (4) investing in specific services
such as rehabilitation. These ‘top-down’ interventions
are important, but unlikely to be sufficient since barriers
will vary locally.” Participation of people with disabili-
ties is therefore critically important for developing new
locally appropriate solutions—particularly in light of
the ‘Nothing about us, without us’ ethos of the disability
movement. Participatory approaches are also recom-
mended by the new WHO report on health equity for
persons with disabilities."

Participatory approaches are gaining attention from the
global health community as they can empower communi-
ties to work together to identify local issues and together
generate low-cost, appropriate and scalable solutions. A
leading example is the Participatory Learning and Action
(PLA) approach, which was designed to reduce maternal
and neonatal mortality.23 Through PLA, women’s groups
are convened and facilitated to identify underlying
barriers to care and care-seeking and then develop, imple-
ment and evaluate local solutions to address these issues
(figure 1). Examples of solutions implemented include
the creation of emergency crisis funds to pay for medical
care for those in poverty, arranging a bicycle ambulance
to bring people to hospital and lobbying local health
authorities for more staff. PLA supports care-seeking
and home-based care practices through these pathways,
thereby improving health and well-being and reducing
mortality in women and newborns. A meta-analysis of
seven randomised controlled trials (RCTs) from four
countries found that PLA was associated with a 22% reduc-
tion in maternal mortality and 20% reduction in neonatal
mortality.23 Subgroup analysis of four RCTs where at least
30% of pregnant women participated in groups showed
even greater reductions in both maternal mortality (49%)
and neonatal mortality (33%) 2 Evidence also shows that
the PLA methodology is sustainable,” scalable® and
equitable.”® It is recommended by WHO as a strategy for
improving maternal and newborn health and reducing
mortality, particularly in rural settings where mortality
rates are high and access to services is low.”” PLA has been
successfully implemented in 15 countries, including in
several settings in Uganda.

To date, PLA has not been used explicitly for people
with disabilities. However, evidence from Nepal showed
that there was no difference in group attendance between
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Figure 1 The PLA-D group cycle has 11 meetings across four phases. PLA-D, Participatory Learning and Action for Disability.

women with and without disabilities.”® A non-PLA partici-
patory approach has been used in the Philippines to try to
improve access to sexual and reproductive healthcare for
people with disabilities through establishment of commu-
nity groups—W-DARE project (Women with Disability
taking Action on REproductive and sexual health).* Five
groups of women with disabilities (established by impair-
ment type) and one group of parents of children with
disabilities met fortnightly for 10 meetings to identify and
discuss key sexual and reproductive healthcare access
issues. A qualitative evaluation highlighted positive bene-
fits of the programme, including increased knowledge
and confidence of the women to seek services.” Other
participatory approaches to promote disability inclusive
health are lacking.

We hypothesise that PLA for Disability (PLA-D) would
improve healthcare access, health and well-being and
reduce the mortality of people with disabilities in Uganda.
The PLA-D approach is expected to work from the
bottom-up as people with disabilities identify and tackle
locally relevant barriers. The potential drivers of action
are that group meetings allow people with disabilities to

meetand identify local issues, and develop and implement
solutions that are self-resourced. Existing programmes
show that solutions implemented address a range of
issues, such as lack of awareness (eg, education on health
issues and rights), lack of decision-making authority on
health (eg, lobby families to fund healthcare of person
with disabilities) or poverty (eg, livelihood programmes).
The intervention will be supported by health system
strengthening activities to improve healthcare access and
quality by improving the knowledge, attitudes and skills
of healthcare workers and helping identify and address
issues around accessibility of facilities. Furthermore,
groups also frequently undertake advocacy activities, for
instance, to encourage other members of the commu-
nity to become involved and take action (eg, support
transport to healthcare facilities). Groups can also lobby
decision-makers to encourage policy and programme
change and raise awareness of disability. Through these
actions, people with disabilities are anticipated to expe-
rience better access to healthcare, improved health and
well-being and ultimately reduced mortality. The current
protocol focusses on the group meetings (PLA-D). We
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have been guided by the Medical Research Council
framework in the development of the PLA-D approach,
and proposed feasibility assessment, and in the future
plan to undertake an evaluation of the intervention.”

Adaptation of PLA for people with disabilities
In 2022, we undertook qualitative research with people
with disabilities with a range of impairment types (n=27),
healthcare workers (n=15) and other stakeholders,
including carers (n=11), to describe barriers and facili-
tators to accessing healthcare by people with disabili-
ties in Uganda and assess the demand for PLA-D. We
also reviewed the literature to identify good practice for
improving access to healthcare for people with disabili-
ties, including existing systematic reviews,”’™ key source
documents® ®** ¥ and a good practice compendium.**
This activity was supplemented through interviews with
key stakeholders, including PLLA experts, Organisations of
Persons with Disabilities (OPDs), inclusive health experts.
We held a 4-day design workshop in October 2022 to
co-create the adapted PLA approach to be accessible,
relevant and appropriate for people with disabilities in
Uganda (PLA-D), facilitated by Women and Children
First. Participants included the research team (n=7), PLA
experts (including Amref and Makerere University, n=5),
health system stakeholders (eg, District Health Officers,
n=2), district disability focal person from the community
development office (n=1), people with disabilities and
representatives from National OPDs (n=8). The group
worked together to agree how to adapt the logistics of the

Figure 2

intervention delivery (eg, identifying who the facilitators
should be, where groups should be convened, addressing
accessibility) and identified appropriate local implemen-
tation and OPD partners (figure 2). The PLA content
was then adapted with reference to recommendations
from the PLA evidence base and literature, including
the facilitator manual, materials (eg, pictures, cards) and
session plans. We updated the Theory of Change for PLA
to reflect how the intervention is anticipated to have the
expected impact (figure 3).

This protocol is for a study to pilot test the co-created
PLA-D groups in order to assess their feasibility, and to
inform the design of a future cluster RCT).

METHODS AND ANALYSIS

Overview

A mixed-methods pilot study will be undertaken in 2023
to assess the feasibility of the PLA-D groups and inform
the future development of a cluster RCT. The research
will be undertaken in Luuka district, Eastern Uganda,
as a partnership between researchers from the London
School of Hygiene & Tropical Medicine, MRC/UVRI
& LSHTM Uganda Research Unit (‘Uganda Research
Unit’), Makerere University and the Non-Governmental
Organization (NGO) Women and Children First, UK
and Amref Health Africa in Uganda. Luuka district had a
population of 238000 in the 2014 census. It is the setting
of ongoing research by Makerere, and so Makerere has

Decisions reached on design of PLA-D. PLA-D, Participatory Learning and Action for Disability.
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Figure 3 PLA-D theory of change. PLA-D, Participatory Learning and Action for Disability.

strong existing networks in the district which will facilitate
project implementation. The population is >95% rural
and almost all households are engaged in agricultural
activities.

Conceptualisation of disability

The UN Convention on the Rights of Persons with
Disabilities conceptualises people with disabilities as ...
‘those who have long-term physical, mental, intellectual
or sensory impairments which in interaction with various
barriers may hinder their full and effective participation
in society on an equal basis with others.”” This definition is
in line with the interpretation of disability in the Uganda
Persons with Disabilities Act, 2020 as ‘a substantial func-
tional limitation of a person’s daily life activities caused by
physical, mental or sensory impairment and environment
barriers, resulting in limited participation in society on
equal basis with others and includes an impairment spec-
ified in Schedule 3 to this Act.” For the purpose of the
pilot study, people will self-identify as whether they have
a disability or not.

Pilot of the content and implementation of PLA-D groups

We will establish five pilot PLA-D groups in one sub-
country in Luuka district, in May—June 2023. The sample
size was selected based on logistical feasibility (time,
costs) and our previous experience of pilot testing a
group-based intervention suggested that this number was
sufficient to assess the feasibility of the intervention.”

In collaboration with the District Health Officers, we will
select the communities to represent a variety of contexts
(eg, very rural or semi-urban, remote or less remote
areas). We will work with local community members (eg,
community health workers (CHWSs) or community health
extension workers) to identify people with disabilities
in the community. People with disabilities will then be
given information about the purpose and structure of the
PLA-D groups and invited to attend. Membership will also

be open to family members/caregivers of people with
disabilities, although emphasis will be given to the partici-
pation of people with disabilities. We anticipate that each
group will include approximately 20 people, potentially
at least half of whom will be people with disabilities.

Potential group members, with and without disabilities,
will be identified and recruited through the community
engagement meetings held at the five different parishes
(one per group). Information about the study and groups
will be provided and those interested in participation will
be asked to sign up/register their names and contact and
will be contacted individually by the research team. Addi-
tional people with disabilities will be invited to attend by
the focal person with disabilities at the district level, and
by people with disabilities who attended the community
engagement meetings.

Groups will meet every 2-3 weeks over a 9-month
period (ending December 2023 /January 2024), and will
go through the PLA cycle (figure 1). The groups will
together choose the location of the meetings, ideally
selected to promote accessibility, as well as the timing.
The PLA cycle includes sessions on identifying issues in
accessing healthcare, developing and implementing solu-
tions (eg, savings schemes, growing nutritious food) and
self-evaluating their impact. Other community members
will be reached through regular community members.

The groups will be facilitated by a facilitator (person
with disabilities from the local community and/or a
CHW). The facilitators will be supported by trained
supervisors and managers, which will be coordinated by
the NGO Amref. The facilitators, managers and super-
visor will be involved in a week-long hands-on PLA-D
training, led by Women and Children First, Amref and the
Uganda Research Unit, based on the developed manual.
The training will cover aspects including understanding
of disability, the PLA-D cycle, how group meetings will
be conducted and management and facilitation of the
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groups in the community (eg, safeguarding, managing
expectations, progress recording and reporting).

Feasibility assessment

We will use the Bowen framework to consider the feasi-
bility of the PLA-D groups.”® Our main focus will be on
the first four components of the framework: acceptability,
demand, implementation and practicality. We will not
consider the components of adaptation, integration and
expansion for this pilot study, as they relate to issues of
scaling existing programmes. Limited efficacy is also
not considered, but effectiveness will be considered in a
future RCT. We will develop and refine evaluation tools of
the groups to inform this future study.

There are four main sources of data collection.

1. Programme monitoring

Attendance of sessions and frequency of sessions will
be monitored through a simple register which will be
collected by the facilitators.

2. Pre-post quantitative survey (online supplemental ma-
terials 1,2)

A survey will be completed by adult PLA-D group
participants with disabilities at the programme first and
last session (either directly, or via a proxy). These will be
developed in English and translated into Luganda and
Lusoga (administered in the language of choice of the
respondent) and will include:

» Sociodemographic characteristics of the participant.
» Disability assessment (Washington Group Enhanced

Short Set).

Quuality of Life (WHO-BREF).

Health condition and nutrition.

Healthcare utilisation.

Participation.

Attitudes.

Main goals for the intervention.*

Review of goals achieved.**

Satisfaction with group programme.**

*Only asked at baseline; **only asked at endline.
Questionnaires are based on existing tools (WHOQOL
BREF, WOPS questionnaire from cohort in Uganda,
WHO Model Disability Survey and SINTEF survey), which
have all been widely used. Any potentially controversial
questions have been removed (eg, SINTEF questions on
violence). A separate questionnaire has been developed
for children aged 5-17 years, to be completed by the
parent/carer as a proxy. Questionnaire data will not be
collected for children <5 years.

All questionnaires will be interviewer-administered in
order to maintain consistency and uniformity in inter-
pretation of the questions. Interviews will be undertaken
by researchers from the Uganda Research Unit. All ques-
tionnaires will be translated in Lusoga and Luganda, the
most common local languages in Luuka district. Proxy
respondents will be used for adults with difficulties under-
standing or communicating, and with children aged <18
years. Children aged 8-17 will be asked to give assent to
the questionnaire being completed on their behalf.

VVYVYVYYVYYVYY

3. Semistructured interviews and Focus Group Discus-
sions (FGDs) (online supplemental materials 3-6)

Qualitative data will be collected from a range of
groups, led by researchers from Uganda Research Unit.

Semistructured in-depth interviews (IDIs) will be
conducted with the group facilitators after each session.
The researchers will conduct phone interviews with the
group facilitator after each session to review the progress
of the session, identify areas that went well, challenges
that arose and areas for improvement. This information
will be used to allow fast-track learning so that future
sessions by that or other groups can be adapted in line
with recommendations (eg, tips for promoting inclusion,
location of meetings, etc).

Additionally, semistructured IDIs and FGDs will be
undertaken with group participants and facilitators
after the final session. The IDI will be undertaken in the
language of choice of the respondent (English or Luganda
or Lusoga) with a focus on: (1) satisfaction with the
groups, (2) perceived challenges, facilitators and barriers
to successful group implementation, (3) group capacity,
(4) areas for improvement and (5) perceived positive
and negative impacts. Interviews will conducted face-to-
face (wherever possible) or remotely. Proxy respondents
will be used for adults with difficulties understanding or
communicating, and with children aged <18 years.

The IDIs and FGDs will include:

» FGDs with PLA-D participants of the five groups
excluding those who participated in the IDIs (6-8
participants per group, 30—40 in total).

» IDIs with 10-15 PLA-D group participants (2-3
participants per group). Participants will be selected
to reflect a range of types and severity of disability,
gender and socioeconomic profile. They will include
people with disabilities and caregivers of persons with
disabilities and PLA-D members without disabilities.
These interviews will support triangulation of data
from the FGDs and further inquiry of areas for further
exploration raised during the FDGs.

» IDI with 10-15 people eligible to be PLA-D group
participants, but who attended three or fewer sessions
(including no sessions). Participants will be selected
to reflect a range of types and severity of disability,
gender and socioeconomic profile. They will include
people with disabilities and caregivers of persons with
disabilities.

» IDI with each of the group facilitators (total=5).

Topic guides are available in the supplement.

We anticipate that each interview will take approxi-
mately 45-60 min, and the FGD 60-90 min. Carer/proxy
interviews will be conducted for people with severe difficul-
ties understanding or communicating even with available
adaptations (eg, people with hearing loss, illiterate and
with no knowledge of sign language; people with severe
intellectual/cognitive impairments). Inclusion of people
with disabilities will be supported through sign language
interpretation as needed, accessible interview sites and
transport, and researchers skilled at communicating with
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people with cognitive impairments. Carer/proxy inter-
views will also be used for children with disabilities below
the age of 18 years.

4. Direct observation of groups (online supplemental

material 7)

Direct observation of sessions will be undertaken by
the local researchers using a checklist guide. The check-
list will contain information about the participatory
approaches used by facilitators, the level of interest and
engagement of participants and notes on any aspects of
the group meeting which went well or did not go well.

Data management and storage

The interviewers will audio record the interviews/FGD.
Interviews will be transcribed and translated to English
(for those conducted in Luganda or Lusoga). Anony-
mised transcripts with pseudonyms will be used during
the analysis. Quantitative survey data will be anonymised
using participant codes and entered into a REDCap data-
base for analysis. All data will be kept as per General Data
protection regulation requirements.

Data will be kept strictly confidential (eg, anonymi-
sation of data to remove personal identifiers, upload/
download of data through secure networks and password-
protecting files). Names of participants will not be given
on any documentation and no individuals will be identi-
fied in any publication.

Analysis plan

We will use the data to evaluate the feasibility of PLA-D
implementation focusing on four of the Bowen compo-
nents of feasibility (table 1).%° Qualitative analysis will
be led by two researchers from the Uganda Research
Unit (ASS, FBM), who are both Ugandan nationals and
both have postgraduate degrees in qualitative research.
A thematic approach will be used to analyse qualitative
data. The data will be coded using NVivo V.12, specialist
software for qualitative data analysis, and the data will be

analysed to develop a fuller framework of themes and
subthemes. Particular attention will be given to the feasi-
bility of implementation for people across the full range
of impairment types, and whether it addresses the needs
of both adults and children.

We will perform a descriptive analysis of quantitative
data using STATA by a trained epidemiologist (HK). In
particular, we will provide data on the levels of knowl-
edge, attitudes and behaviours, self-rated health and
health-seeking behaviour for the study population at
baseline and endline. We will analyse data as means with
SD, medians with IQRs, or frequencies or perecentages,
depending on the indicators. Differences in outcomes
between baseline and endline will be described (eg,
comparing change in means or proportions), using
appropriate tests (eg, t-tests, x” tests), comparing both all
participants and then participants only with both baseline
and endline data. Indicators for inclusion in the future
RCT will be considered (eg, based on feasibility of collec-
tion, range in answers provided). Indication will also be
given of potential effect sizes for the planned RCT, based
on pre-post differences, to allow calculation of required
sample size.

Patient and public involvement

The development and pilot testing of PLA-D will be in
partnership with people with disabilities. During the
development phase this included: sharing plans with
OPDs and people with disabilities; interviewing people
with disabilities on their perceived healthcare needs and
suggestions for group activities; including people with
disabilities in the advisory group and in the co-design
workshop. People with disabilities will also have strong
involvement in the implementation and pilot testing of
PLA-D, as: group members; group facilitators (wherever
possible); research study participants; researchers/data
collectors (wherever possible); advisory group members.

Table 1

Feasibility assessment of PLA-D: domains explored and data to be used®®

Bowen domain To what extent...

Example outcomes

Data used

Acceptability ... is PLA-D judged as suitable, satisfying
or attractive to programme recipients
(people with disabilities and other

potential PLA-D members)

Demand ... is PLA-D likely to be used?

Implementation ... can PLA-D be successfully delivered

to intended participants?

... can PLA-D be carried out with
intended participants using existing
means, resources and circumstances

Practicality

PLA-D, Participatory Learning and Action for Disability.

Reported satisfaction; perceived
appropriateness; intent to
continue use

PLA-D group attendance;
perceived demand; expressed
interest

Direct observation;
qualitative data;
questionnaire

Monitoring data; qualitative
data

Delivery of meetings; success or Qualitative data; direct
failure of PLA-D implementation; observation

facilitators and barriers to

implementation

Solutions implemented; positive/ Monitoring data; qualitative
negative impacts on participants; data

cost analysis
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ETHICS AND DISSEMINATION

Ethics and consent

Ethical approval for the study has been received from
the London School of Hygiene & Tropical Medicine, the
Uganda Virus Research Institute ethics committee and the
Ugandan National Council for Science and Technology.

Consent to participate in the study will be sought from
each participant only after a full explanation has been
given, an information leaflet offered and time allowed
for consideration. Signed participant consent will be
obtained (including thumbprint if necessary). The right
of the participant to refuse to participate without giving
reasons will be respected. All participants are free to with-
draw at any time from the study without giving reasons
and without prejudicing further treatment or PLA-D
group participation. For any participant with communi-
cation or intellectual impairments, we will seek consent
from their caregiver. Carer/parent interviews will also be
used for children with disabilities below the age of 18. We
will seek verbal assent from children aged 8-17 years for a
questionnaire to be completed on their behalf.

There is a chance that participants may become
distressed or upset during the interviews when discussing
stigma and discrimination. To minimise the risk of distress
during interviews/questionnaires/FGDs: (1) the right of
the participant to refuse to answer questions or withdraw
from the study at any point will be emphasised and (2)
interviewers will be trained to listen non-judgementally,
provide short breaks, be aware of signs of distress, fatigue
or anxiety and to address concerns appropriately and
signpost to available support mechanisms.

Referrals and reimbursement

Group facilitators will make PLA-D group participants
aware of local health services available and will encourage
them to attend for services if they have an expressed
healthcare need. If disclosures are made in the group
of safety concerns (eg, experience of violence) then the
group facilitator will liaise with the local researcher for
course of action.

We will provide reimbursement of 25000 Ugandan
Shillings (approximately £5.60) for participants in inter-
views, questionnaires, or FGDs to compensate them for
their time, and in compliance with Ugandan guidance.
Refreshments will be provided at group meetings.

Dissemination plan

Research is most worthwhile if it can be used to improve

policy and practice. We will develop tailored strategies for

engagement and communication with our key audience
to facilitate influence of policy and practice, using our
strong national and international networks, including:

» Community members and people with disabilities:
hosting dissemination meetings in the community
and with OPDs.

» Policy and programme stakeholders in Uganda (eg,
health systems actors, OPDs and NGOs): individual

meetings with key organisations, production of policy
and evidence briefs, relevant to Uganda.

» International policy and programme stakeholders:
production of policy and evidence briefs, including
through the Missing Billion Initiative, meetings with
key stakeholders, contribution to WHO World Report
on Disability and Health.

» Academics: peerreviewed journal articles, presenta-
tions at conferences/seminars/webinars and use
of material in teaching, including LSHTM’s online
teaching and online research seminars (eg, LSHTM,
Uganda Research Unit).

Potential limitations

A key limitation is that the pilot study will only be
conducted in one setting. Consequently, it will only allow
assessment of some domains of the Bowen feasibility
framework (acceptability, demand, implementation, prac-
ticality) but not others (adaptation, integration, expan-
sion, limited efficacy). It will therefore not be possible to
make inferences on feasibility in other settings, or poten-
tials for scale and impact. Moreover, we will include a
limited number of participants in the pilot study, which
will make it difficult to draw inferences for feasibility for
different subgroups, such as people with different impair-
ment types. We plan to undertake a full RCT following the
feasibility study, which would allow assessment of impact
and exploration of feasibility for different subgroups.
There is a concern that participants will respond posi-
tively about the feasibility of the intervention because
of social desirability bias. We will therefore use objective
markers of feasibility (eg, group attendance), as well as
subjective measures (eg, reported satisfaction), and will
train the interviewers carefully about how to avoid this
bias (eg, asking neutral questions).

Author affiliations

"International Centre for Evidence in Disability, Department of Population Health,
London School of Hygiene and Tropical Medicine, London, UK

2MRC/UVRI and LSHTM Uganda Research Unit, Entebbe, Uganda

*Division of Physiotherapy, Department of Health and Rehabilitation Sciences,
Stellenbosch University, Cape Town, South Africa

“Women and Children First, London, UK

%School of Public Health, Makerere University College of Health Sciences, Kampala,
Uganda

®Department of Global Public Health, Karolinska Institutet, Stockholm, Sweden
"Amref Health Africa in Uganda, Kampala, Uganda

Contributors The study concept and design was conceived by HK, TS, FBM and
PW. JD, MR, PK and PW informed the development of PLA-D. FBM and ASS will
lead on the data collection. Analysis will be performed by HK, FBM and ASS. HK
prepared the first draft of the manuscript. All authors provided edits and critiqued
the manuscript for intellectual content.

Funding This work is supported by NIHR grant number NIHR301621.
Conceputalisation of the programme was supported by the PENDA grant from the
Foreign, Commonwealth and Development Office.

Competing interests None declared.

Patient and public involvement Patients and/or the public were involved in the

design, or conduct, or reporting, or dissemination plans of this research. Refer to
the Methods section for further details.

Patient consent for publication Not applicable.

Kuper H, et al. BMJ Open 2023;13:074217. doi:10.1136/bmjopen-2023-074217

"ybBuAdoo Aq parosioid 1sanb Aq €202 ‘2T 1qWBAON uo /wod fwag uadolwagy/:dny woly papeojumod €20z loquiardas gz uo /TzZy/0-£202-uadolwa/oeTT 0T Se paysignd 1sii :uado NG


http://bmjopen.bmj.com/

Provenance and peer review Not commissioned; externally peer reviewed.

Supplemental material This content has been supplied by the author(s). It has
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been
peer-reviewed. Any opinions or recommendations discussed are solely those

of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and
responsibility arising from any reliance placed on the content. Where the content
includes any translated material, BMJ does not warrant the accuracy and reliability
of the translations (including but not limited to local regulations, clinical guidelines,
terminology, drug names and drug dosages), and is not responsible for any error
and/or omissions arising from translation and adaptation or otherwise.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits
others to copy, redistribute, remix, transform and build upon this work for any
purpose, provided the original work is properly cited, a link to the licence is given,
and indication of whether changes were made. See: https://creativecommons.org/
licenses/by/4.0/.

ORCID iDs
Hannah Kuper http://orcid.org/0000-0002-8952-0023
Tracey Smythe http://orcid.org/0000-0003-3408-7362

REFERENCES

1 WHO. Global Report On Health Equity For Persons With Disabilities.
Geneva: World Health Organzation, 2022.

2 WHO. World Report on Disability. Geneva: World Health
Organisation, 2011.

3 UN. Convention on the rights of persons with disabilities. New York:
United Nations; 2006.

4 Kuper H, Heydt P. The missing billion. London: LSHTM; 2019.

5 Missing Billion Initiative and Clinton Health Action Inititiative.
Reimagining health systems that expect, accept and connect 1
billion people with disabilities. Missing Billion Initiative and Clinton
Health Access Inititiative; 2022.

6 UNDESA. UN flagship report on disability and development.
UNDESA; 2018.

7 Hashemi G, Wickenden M, Bright T, et al. Barriers to accessing
primary healthcare services for people with disabilities in low and
middle-income countries, a meta-synthesis of qualitative studies.
Disabil Rehabil 2022;44:1207-20.

8 Prynn JE, Dube A, Mkandawire J, et al. Self-reported disability in
relation to mortality in rural malawi: a longitudinal study of over 16
000 adults. BMJ Open 2020;10:e034802.

9 Kuper H, Mathenge W, Macleod D, et al. Mortality during 6 years of
follow-up in relation to visual impairment and eye disease: results
from a population-based cohort study of people aged 50 years and
above in Nakuru, Kenya. BMJ Open 2019;9:e029700.

10 Goémez-Olivé FX, Thorogood M, Bocquier P, et al. Social conditions
and disability related to the mortality of older people in rural South
Africa. Int J Epidemiol 2014;43:1531-41.

11 Abuga JA, Kariuki SM, Kinyanjui SM, et al. Premature mortality in
children aged 6-9 years with neurological impairments in rural Kenya:
a cohort study. Lancet Glob Health 2019;7:e1728-35.

12 Uganda Bureau of Statistics. The national population and housing
census 2014 - national analytical report on persons with disabilities.
Kampala, Uganda: Uganda Bureau of Statistics; 2019.

13 Abimanyi-Ochom J, Mannan H, Groce NE, et al. HIV/AIDS
knowledge, attitudes and behaviour of persons with and without
disabilities from the Uganda demographic and health survey 2011:
differential access to HIV/AIDS information and services. PLoS One
2017;12:e0174877.

14 Wandera SO, Golaz V, Kwagala B, et al. Factors associated with self-
reported ill health among older Ugandans: a cross sectional study.
Arch Gerontol Geriatr 2015;61:231-9.

15

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

Nakamanya S, Siu GE, Lassman R, et al. Maternal experiences

of caring for an infant with neurological impairment after neonatal
encephalopathy in Uganda: a qualitative study. Disabil Rehabil
2015;37:1470-6.

Scholten F, Mugisha J, Seeley J, et al. Health and functional status
among older people with HIV/AIDS in Uganda. BMC Public Health
2011;11:886.

Nyirenda M, Newell M-L, Mugisha J, et al. Health, wellbeing, and
disability among older people infected or affected by HIV in Uganda
and South Africa. Glob Health Action 2013;6:19201.

Kuper H, Hanefeld J. Debate: can we achieve universal health
coverage without a focus on disability BVIC Health Serv Res
2018;18:738.

Government of Uganda. Uganda persons with disabilities act; 2020.
Bright T, Kuper H. A systematic review of access to general
Healthcare services for people with disabilities in low and middle
income countries. Int J Environ Res Public Health 2018;15.

Bright T, Wallace S, Kuper H. A systematic review of access to
rehabilitation for people with disabilities in Low- and middle-income
countries. Int J Environ Res Public Health 2018;15.

Saran A, White H, Kuper H. Evidence and gap map of studies
assessing the effectiveness of interventions for people with
disabilities in low-and middle-income countries. Campbell Syst Rev
2020;16:e1070.

Prost A, Colbourn T, Seward N, et al. Women's groups practising
participatory learning and action to improve maternal and newborn
health in low-resource settings: a systematic review and meta-
analysis. Lancet 2013;381:1736-46.

Sondaal AEC, Tumbahangphe KM, Neupane R, et al. Sustainability of
community-based women'’s groups: reflections from a participatory
intervention for newborn and maternal health in Nepal. Community
Dev J 2019;54:731-49.

Nair N, Tripathy PK, Gope R, et al. Effectiveness of participatory
women's groups scaled up by the public health system to improve
birth outcomes in Jharkhand, Eastern India: a pragmatic cluster non-
randomised controlled trial. BMJ Glob Health 2021;6:e¢005066.
Morrison J, Osrin D, Alcock G, et al. Exploring the equity impact of
a maternal and newborn health intervention: a qualitative study of
participatory women's groups in rural South Asia and Africa. Int J
Equity Health 2019;18:55:55.:.

WHO. Every newborn action plan. Geneva: WHO; 2014.

Morrison J, Colbourn T, Budhathoki B, et al. Disabled women’s
attendance at community women’s groups in rural Nepal. Health
Promot Int 2017;32:464-74.

Vaughan C, Zayas J, Devine A, et al. W-DARE: a three-year
program of participatory action research to improve the sexual and
reproductive health of women with disabilities in the Philippines.
BMC Public Health 2015;15:984.

Devine A, Ignacio R, Prenter K, et al. Freedom to go where |

want: improving access to sexual and reproductive health for
women with disabilities in the Philippines. Reprod Health Matters
2017;25:55-65.

MRC. Developing and evaluating complex interventions. London:
MRC; 2006.

WHO. Policy Brief On Disability-Inclusive Health Systems.
Copenhagan, Denmark: WHO EURO, 2021.

UNDESA. Toolkit on disability for Africa; inclusive health services for
persons with disabilities; 2016.

Mission Billion. Good Practice Compendium. 2022.Available: https://
www.themissingbillion.org/good-practices

Duttine A, Smythe T, Calheiros de Sa MR, et al. Assessment of the
feasibility of Juntos: a support programme for families of children
affected by congenital Zika syndrome. Wellcome Open Res
2022;7:77.

Bowen DJ, Kreuter M, Spring B, et al. How we design feasibility
studies. Am J Prev Med 2009;36:452-7.

Kuper H, et al. BMJ Open 2023;13:074217. doi:10.1136/bmjopen-2023-074217

"ybBuAdoo Aq parosioid 1sanb Aq €202 ‘2T 1qWBAON uo /wod fwag uadolwagy/:dny woly papeojumod €20z loquiardas gz uo /TzZy/0-£202-uadolwa/oeTT 0T Se paysignd 1sii :uado NG


https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
http://orcid.org/0000-0002-8952-0023
http://orcid.org/0000-0003-3408-7362
http://dx.doi.org/10.1080/09638288.2020.1817984
http://dx.doi.org/10.1136/bmjopen-2019-034802
http://dx.doi.org/10.1136/bmjopen-2019-029700
http://dx.doi.org/10.1093/ije/dyu093
http://dx.doi.org/10.1016/S2214-109X(19)30425-5
http://dx.doi.org/10.1371/journal.pone.0174877
http://dx.doi.org/10.1016/j.archger.2015.05.006
http://dx.doi.org/10.3109/09638288.2014.972582
http://dx.doi.org/10.1186/1471-2458-11-886
http://dx.doi.org/10.3402/gha.v6i0.19201
http://dx.doi.org/10.1186/s12913-018-3547-2
http://dx.doi.org/10.3390/ijerph15091879
http://dx.doi.org/10.3390/ijerph15102165
http://dx.doi.org/10.1002/cl2.1070
http://dx.doi.org/10.1016/S0140-6736(13)60685-6
http://dx.doi.org/10.1093/cdj/bsy017
http://dx.doi.org/10.1093/cdj/bsy017
http://dx.doi.org/10.1136/bmjgh-2021-005066
http://dx.doi.org/10.1186/s12939-019-0957-7
http://dx.doi.org/10.1186/s12939-019-0957-7
http://dx.doi.org/10.1093/heapro/dav099
http://dx.doi.org/10.1093/heapro/dav099
http://dx.doi.org/10.1186/s12889-015-2308-y
http://dx.doi.org/10.1080/09688080.2017.1319732
https://www.themissingbillion.org/good-practices
https://www.themissingbillion.org/good-practices
http://dx.doi.org/10.12688/wellcomeopenres.17419.1
http://dx.doi.org/10.1016/j.amepre.2009.02.002
http://bmjopen.bmj.com/

	Is it feasible to implement a community-­based participatory group programme to address issues of access to healthcare for people with disabilities in Luuka district Uganda? A study protocol for a mixed-­methods pilot study
	Abstract
	Introduction﻿﻿
	Rationale for development of a participatory intervention to improve access to healthcare for people with disabilities
	Adaptation of PLA for people with disabilities

	Methods and analysis
	Overview
	Conceptualisation of disability
	Pilot of the content and implementation of PLA-D groups
	Feasibility assessment
	Data management and storage
	Analysis plan
	Patient and public involvement

	Ethics and dissemination
	Ethics and consent
	Referrals and reimbursement
	Dissemination plan
	Potential limitations

	References


