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Abstract

Introduction: Empowerment of families raising children with developmental
disabilities (DDs) is essential to achieving rights-based service development.
Methods: In this qualitative study, we investigated stakeholder perceptions on the role of
advocacy and empowerment in developing caregiver interventions for families of children
with DDs in a global context. Participants had experience with at least one intervention,
namely the Caregiver Skills Training developed by the World Health Organization (WHO).
Participants were clinicians, caregivers and researchers representing five continents, and
representatives of WHO and Autism Speaks. Two focus group discussions and 25
individual interviews were conducted. Data were analysed thematically.

Results: Three themes were developed: empowerment as independence and as a right;
the role and practices of advocacy; and using evidence to drive advocacy. Many
professional participants defined empowerment within the realms of their expertise,
focusing on caregivers' individual skills and self-confidence. Caregivers expressed that
this expert-oriented view fails to acknowledge their intuitive knowledge and the need
for community-level empowerment. Participants discussed the challenges of advocacy
in light of competing health priorities. The gap between the rights of caregivers and the
availability of services, for example, evidence-based interventions, was highlighted as
problematic. Scientific evidence was identified as a key for advocacy.

Conclusion: Rights-orientated empowerment of caregivers and advocacy may make
vital contributions to service development for children with DDs in contexts worldwide.
Patient and Public Contribution: Research questions were revised based on views
presented during focus group discussions. Participant feedback on preliminary

themes informed the development of the interview guides.
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SZLAMKA ET AL

1 | INTRODUCTION

Caregivers of children with developmental disabilities (DDs), includ-
ing autism and intellectual disability, often struggle to claim the rights
of their child, such as access to health and social and financial
support.! Empowerment approaches aim to address this struggle,
despite critiques that the term empowerment lacks clear definitions
and meaning.? Empowerment can take place on an individual,
organizational and community-based level.> Empowerment ap-
proaches often rely on experts empowering beneficiaries. These
approaches may mean psychological empowerment that focuses on
the skills and resources of an individual,* community-based empow-
erment highlighting societal power imbalances® and economic
empowerment targeting the economic well-being of individuals and
communities.® An example is the World Health Organization's (WHO)
community-based rehabilitation guidelines that identify empower-
ment as one of the five key components of improving the lives of
persons living with disabilities.” WHO's definition of empowerment
encompasses advocacy and communication, community mobilization,
engaging with self-help groups, political participation and represen-
tation in Disabled People's Organizations.”

Evidence from well-resourced settings indicates that caregivers
rely on their educational and professional backgrounds to advocate
and access services.2 Meanwhile, in lower-income settings advocacy
groups of self-advocates or caregivers might not exist or there might
only be a few of them.” When they exist, they often focus on local
communities instead of a national or continental advocacy cam-
paign.'® Numerous barriers, such as low literacy and lack of internet,
may limit access to advocacy-related information.'® Literature from
both low and higher resource settings suggests that barriers to being
an advocate include cultural differences between health providers
and caregivers,® or caregivers feeling uncomfortable speaking up
publicly.'* The socioeconomic status of caregivers can pose further
limitations in advocating for their children because of work
schedules, financial resources and sometimes a lack of access to
information about their children's rights.'?

Caregiver advocacy is described as a set of behaviours, including
obtaining support or services for the child, being a voice for a child,
creating opportunities, facilitating change and educating the commu-
nity about the child's needs. Similar to empowerment, the concept
of caregiver advocacy has been inconsistently defined in the
literature. Some scholars focus on what the key goal of advocacy
is, suggesting for example to achieve social justice.'®* Meanwhile
others define advocacy as such that it has overlapping elements with
the definitions of participation and empowerment.’* Rights-based
approaches give a theoretical grounding to advocacy for DDs.®
These approaches originate from the aim of implementing a human
rights framework in health: so that access to services and empower-
ment, as human rights, should serve as key principles for the
provision of care.!® From the perspective of disability inclusion, it
means that persons with disabilities should be able to enjoy

citizenship on an equal basis with others.*
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Caregivers often describe advocacy as one of the many roles
they play, alongside being carers, partners, and educators.!” Active
engagement in advocacy, including for service development, is valued
by caregivers as a constructive way to respond to the difficulties they
face.'® Based on the idea that caregivers are essential in developing
services for DDs, there are examples of training interventions for
caregivers to become advocates for services,'? for example, for
Latino families in the United States.?° Family peer advocates have
been shown to be effective in facilitating service access for minority
groups, for example among black and Hispanic caregivers of children
with autism.?! Engaging in advocacy is shaped by caregiver access to
cultural®® and social capital®* and resources.!® Existing literature
outlines conceptual challenges with empowerment and advocacy,
and core empowerment frameworks rely on expert views. Little is
known about the diversity of understandings regarding empower-

ment and advocacy for families with DDs.

11 | Aims

The aim of this study was to investigate advocacy and empowerment
in relation to service development for families of children with DDs in
low- and middle-income country settings. We studied the following

research questions:

1. How is empowerment understood among stakeholders support-

ing families with a DD, or raising children with a DD?

2. How do stakeholders perceive the role that advocacy and

empowerment play in service development for DD?

3. What are the ways in which evidence is used for advocacy and

empowerment for DDs?

2 | METHODS

This qualitative study took a phenomenological approach to focus on
the individual experiences of stakeholders (25). The study questions
were applied to general service development for caregivers of
children with a DD and to a specific caregiver intervention, the
WHQ's Caregiver Skills Training (CST). This programme was chosen
as it represents a global effort to make services available for
caregivers irrespective of their socioeconomic setting. Besides, there
is a wide range of stakeholders involved in its adaptation and
implementation, including caregivers and advocacy organizations.??
The CST grew out of a collaboration between WHO with Autism
Speaks (a leading nongovernmental organization for autism research
and advocacy) and international partners.?® CST is a low-intensity
training intervention for caregivers of children between 2 and 9 years
with DDs or in whom a developmental delay has been identified but
who have not yet received a formal diagnosis. The programme is
evidence-informed and consists of nine group sessions and three

home visits.??
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First, two focus group discussions (FGDs) were conducted during
a technical consultation meeting of the WHO CST in Xiamen, China
on 8-9th November 2018. This event was attended by country
teams adapting and implementing CST and leads of CST in WHO and
Autism Speaks. Overall, 15 participants attended the FGDs, 10 in the
first and 5 in the second group. The FGDs focused primarily on
adaptations of caregiver interventions and the findings have been
presented in a separate paper.2* Empowerment and advocacy were
identified as preliminary themes in this first part. Following on from
the FGDs, 25 semi-structured individual interviews were conducted.
Interviews took place online, using a video chat software convenient
to participants. Twenty-three interviews took place in English and
two in Spanish. The interviews focused on further exploring the

preliminary themes developed using data from the FGDs.

2.1 | Patient and public contribution

This study was initiated following reflections on conversations with
caregivers who participated in the local adaptation of CST and with
CST team members in different countries. The views shared by
stakeholders during the initial FGDs also framed the final research
questions and informed the topic guides for the in-depth interviews
that followed. Preliminary themes developed based on the analysis of
FGDs were summarized and presented to FGD participants in the
form of a summary document. Participants had the opportunity to
provide their feedback on these preliminary findings. Their feedback
informed the development of the interview guides for individual

interviews.

2.2 | Participants

Study participants were included in the study if they were clinicians,
researchers, caregivers of children with a DD or representatives of
WHO or Autism Speaks. A further inclusion criterion was that
participants had previous experience with caregiver interventions.
For the FGDs, potential participants had to be present during the
WHO CST consultation meeting in Xiamen. Potential participants
were excluded from the study if they did not speak English or
Spanish. Interviewing WHO and Autism Speaks representatives
helped data source triangulation as it provided a global perspective
on the research questions.?> For details of FGD participants see
Table 1; for interview details see Table 2. Participants did not receive

financial incentives to participate in the study.

2.3 | Interview guides

The interview guide for FGDs and individual interviews were both
designed based on previous literature on empowerment.*?%?” The
interview guide was adjusted and further refined iteratively after each
interview. A separate topic guide was developed for participants from

TABLE 1 Characteristics of participants in focus group
discussions
Region Overall Clinicians Caregivers Researchers
FGD1
Africa 1 1
Americas
North America 0
Central and South 4 2 2
America
South-East Asia 1 1
Europe 0
Eastern Mediterranean O
Region
Western Pacific 4 2 1 1
FGD2
Africa 0
Americas
North America 1 1
Central and South 4 3 1
America
South-East Asia 0
Europe 0
Eastern Mediterranean 0
Region
Western Pacific 0

WHO and Autism Speaks. Along with interviews, contextual informa-
tion and reflections on the main topics were noted in an interview

diary. All interview guides can be found in the Supporting information.

2.4 | Analysis

Following transcription by Zsofia Szlamka, data were anonymized and
analysed using thematic analysis in NVivo 12.2% Thematic analysis
was chosen because of its flexibility and the exploratory nature of the
study.?? Themes were developed iteratively following discussions
between all authors, allowing for investigator triangulation.?> First,
inductive coding strategies were used to develop preliminary themes
based on the FGDs. This preliminary codebook served as a starting
point for analysing the individual interviews. Analysis was also
informed by literature on the exercise of power in global health,
equity in global health partnerships®® and empowerment of families
with DDs.*®! Therefore, deductive coding was used to identify the
role of power and stakeholder partnerships in the data. For example,
theme one on empowerment was a result of deductive coding. Once
main themes were developed, they were compared across regions

and stakeholder groups.
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TABLE 2 Characteristics of

participants in individual interviews Region Overall  Clinicians  Caregivers  Researchers WHO/AS
Africa 2 1 1
Americas
North America 4 4
Central and South America 11 6 3 1 1
South-East Asia 1 1
Europe 1 1
Eastern Mediterranean Region 1 1
Western Pacific 5 3 2

3 | RESULTS

The following key themes were developed from the data and
informed by literature: (a) Empowerment as independence and as a
right, (b) the role and practices of advocacy and (c) using evidence to
drive advocacy. Each theme will be discussed in detail, with
illustrative quotes. All additional relevant quotes can be found in
File S1.

3.1 | Empowerment as independence and as a right
Informants reported that empowerment should concern all family
members and allow for the person with a DD to develop their full
potential. All participants thought that the empowerment of families
with DDs is a key aspect of service development. However,
professionals and caregivers had different perspectives on what
empowerment means and what outcomes can be expected from it.

Most professional participants shared the view that empower-
ment starts with changing attitudes. Some gave the example that if
caregivers learn more about DDs as part of an intervention, they
could understand what their children could achieve. They could also

involve them in suitable tasks and responsibilities.

We were able to empower these parents...because those
parents did not think that children with disabilities are
supposed to be given tasks. PCP18, interventionist,
African Region

Many informants working with families with DDs defined
empowerment outcomes within their area of expertise. They had a
strong focus on the child with DD and the family and less emphasis on
wider societal action. For example, participants working in governments
or disability organizations thought that a key aspect of empowerment is
being able to grow financially and have income-generating activities.
Meanwhile, some clinicians explained that an empowered caregiver can
better improve the child's social and communicational skills. Other
clinicians reported that empowerment means developing a stronger

relationship between caregivers and children.

When | say empowerment, | mean caregivers having
more skills, more tools, more knowledge and thus having
more power...to influence and to impact positively their
son's or daughter's development. So, when we talk about
empowerment, we mean caregivers learning how to
better promote development in their kids. PCP4, clini-

cian, Americas Region

A view that professional participants shared was that being
empowered has an element of self-care and self-confidence.
Informants thought that an empowered caregiver is confident, feels
useful in society, does not feel ashamed and takes care of oneself.
They added that the empowered caregiver has the relevant
knowledge to support the child with a DD and decreases the need
to receive help from others. Some participants pointed out that
empowerment may be defined differently across contexts. They
suggested that goals such as relying on oneself might be alien to
certain communities. Others suggested that families in different
countries may be empowered to a different extent due to contextual
differences between countries. An example they added was that
caregivers in higher-income settings like the United States of America
may have more opportunities for empowerment and advocacy. They
also thought that factors such as acceptance of a disability in a family,
civil society mobilization and the availability of advocacy organiza-

tions for DDs in a setting can facilitate empowerment.

| saw in United States, there is very common for families
to be very empowered and have an institution and have
their own government, like a lobby, to get things and [...]
to get laws [...] and here in our country this is very new
and we need to educate the people to get these things
[advocacy organizations lobbying for new policies].
PCP16, clinician, Americas Region

Professional participants had different views regarding what
format empowerment may take. Some saw empowerment as a set of
steps and milestones that caregivers might achieve. Many clinicians

thought that being in a group of caregivers can be empowering. They
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believed that group dynamics can reduce their stress levels while
experiencing a higher level of power, leading to broader advocacy for

change. Others saw it as a journey:

We've been looking at the journey of parents and they
start to implement some of the strategies and amplify
what they have done, generalising it to different areas of
their work and then finally coming to a stage where they
are advocating for their children, not just for themselves
but for other children, creating better services, pushing
for better services, legislature, policies, changes in the
communities, that's a long journey, that's what we see
from the parents. PCP5, clinician, South-East Asia

Region

Caregivers thought that empowerment is about rights and
control over their decisions. They discussed that their expertise by
experience and intuitive knowledge about supporting their children
can be used to work towards the inclusion of children with DD in
society. They shared the view that caregivers can play a crucial role
in advocating for service development and closing the gap between
rights and services available. They shared that a key pillar of their
work is parent-to-parent mentoring and peer support. In this process,
caregivers suggested they learn how to take an active role in helping
their children.

...what we intuitively know...parents, we know. So we
don't know how, but we know. So it's very important that
they [professionals] teach us how to, but what we do
intuitively...l have personally been doing that for 10 years
without a format when we started a parents group, and
parents learn from older parents how to and then they do
the same with the younger. PCP2, caregiver and NGO
representative, Americas Region

Many participants from all stakeholder groups involved observed
a discrepancy between the rights of caregivers and what is practically
available in many contexts. Caregivers thought that this incongruence
has a large impact on their life in many areas and they mentioned
access to education as an example. Despite the fact that the inclusion
of persons with disabilities in education is a right outlined by the law
in many countries, there are no schools available for children with
DDs. Moreover, there is a lack of trained teachers who would know

how best to include children with DDs.

When school says | cannot have your child and they are
breaking the law in the face of the mother and the
mother does not know the law and they are trespassing
all the human rights of the children...So you have to
empower parents, not only from helping how to be in
bathroom, but also know that your right is...For example
a school says okay, | cannot accept you but | will make

you a favour and accept you. You have to know that that

is a lie. And maybe you can say okay, and shut up
because you decide to shut up, because that's the only
school available at the moment and something very
different is to believe that it is right what they are telling
you. PCP2, caregiver and advocate, Americas Region

Caregiver participants added that the reason why caregiver
empowerment is especially needed is to address this gap between
their theoretical rights and services available in practice. Beyond this,
many caregivers reported that empowerment can also help more
caregivers become advocates for service development, develop the
service themselves and take an active role in supporting their

children.

We won't wait [for] the government, we are gonna [going
to] do it by ourselves, so you have to make a step, and go
to the training and you will help yourself through us.
PCP14, caregiver and NGO representative, Americas

Region

3.2 | The role and practices of advocacy

Participants from all stakeholder groups described the key features
and challenges of advocacy in light of competing health priorities.
Informants involved in local advocacy thought that civil society is key
to advocating for service development for DDs by the government.
Others added that civil society can contribute to the design of free
and accessible services tailored for caregivers of children with DD.
Some thought that advocacy and awareness-raising should also be

the responsibility of service providers.

If we leave everything in the government's hands, nothing
will happen, as part of the civil society we insist that it
[caregiver intervention] is applied and utilised. PCP10,

caregiver and advocate, Americas Region

Informants thought that one of the key areas where advocacy
can support service development is pushing for having more services
available. Most participants agreed that practitioners cannot always
choose which intervention to use based on available scientific
evidence. Rather, they often choose any intervention that is available

in their setting.

It's always a bit related to chance and possibilities there
are in a country, to determine the programme. Or if there
is a training of that programme in your country and
there are people who have been trained in it...generally
it's not based in okay which ones are evidence-based and
let's go with the evidence-based things, no, it's what do
we have at hand and let's go with that and we will try out

that, mostly. PCP4, clinician, Americas Region
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Advocacy can help so that DDs are considered health priorities,
show how DD affects areas like education and gain visibility among
policymakers. Overall, participants maintained that personal connec-
tions, media communication and taking advantage of opportunities
play a role in raising awareness of DDs in a community.

Look, in our country, things work through other people. |
talked about [DDs] on a TV channel, in a journal, on
Twitter, in a Facebook story, so that other people,
stakeholders, like the politicians react to it. We have to
be very persistent to get to them. PCP10, caregiver and
advocate, Americas Region

Informants described practices that can help advocate for DDs.
Some thought that gaining support from people in leadership
positions, for example, in government, can help advocacy. Others
added that cooperating with well-known international organizations
can help buy-in from governments and civil society for an
intervention. Some mentioned that in certain settings the coopera-
tion of a well-known organization is necessary to receive govern-
mental support. Finally, they added that the need to develop services
for DDs can be approached from different perspectives, for example,
from that of gender. In contexts where caregiving is primarily done by
women, initiating a caregiver intervention could take place through

cooperation with women's organizations.

In this country, it is good to be their [government]
friends...because you basically can't have an NGO
without some kind of government support...it's [advo-
cacy] geared towards disability but it's really coming from
a women's perspective and the main driver for the fact
that the country wants a women's foundation to be
involved in this work is because whenever you have a
child diagnosed with a disability like autism in the family,
it's usually the women who quit their job. PCP23,
international organization representative

Participants mentioned the challenges of advocacy. Examples
they mentioned include conflicting organizational interests that cause
delays in service development. Another example they added is
segmented organizations, where colleagues in related fields do not
work closely together. This means that it is harder for the advocate to

make sure all relevant stakeholders take part in service development.

3.3 | Using evidence to drive advocacy

While changes may happen by chance or due to opportunism,
participants did also see a role for scientific evidence in
supporting advocacy. They mentioned that when talking about
evidence, there are at least two types of data that can help the
work of advocates: country-specific prevalence rates of DDs and
data regarding intervention outcomes. Some informants pointed

to the lack of prevalence data in certain countries and suggested
that this makes it more difficult to push for the development of
support services. Perceptions of what it means if an intervention
is evidence-based ranged widely across participants: from having
run a randomized control trial to observing changes on a child-by-
child basis. Participants discussed that data can be used in
support of different goals. Some thought that such goals can be
receiving funding, gaining buy-in from local government or
convincing caregivers to choose and attend an intervention. A
few informants noted that an evidence base for caregiver
interventions is a tool for advocacy, helping the initiation and
funding of an intervention. They thought that data regarding the
local implementation of the intervention was the most effective

data to best support advocacy.

In our countries, in LMICs, you know there is almost
nothing done in research. So when you have the
evidence and you can show to government agencies
and say you know we did this, and look what
happened, so we need more funding, so it's like a
presentation card. Like the invitation letter...it is not
done in the UK, it is not done in the US, it is done in
that country, so it works, you know?. PCP24, interna-

tional organization representative

Other informants also added that having an evidence base for a
programme may not be relevant for all stakeholders. Policymakers
may require data to support a programme. However, caregivers,
especially in lower resource settings, might accept the help they can
access and that meets their sociocultural context, without asking for

evidence.

When you talk to policy makers, being able to say that it
[the intervention] is supported by science or informed by
science, makes a huge difference...whereas families,
especially in low-resource settings, whether it's evidence
base or not, may or may not make that big of a
difference. | think for many families just having access to
something, that's supposed to work, is a major step
forward for them. PCP23, international organization
representative

4 | DISCUSSION

In this study, we investigated the role that empowerment and
advocacy play in shaping service development for families raising
children with DDs. Overall, three key themes were developed:
empowerment as independence and as a right, the role and practices
of advocacy, and using evidence to drive advocacy. Our work adds to
the existing literature by revealing differing understandings of
empowerment for DDs.
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The main theme that participants discussed was what empower-
ment means to them and what outcomes they expect from an
empowering process. Professional participants defined empower-
ment within the realms of their expertise and tended to focus on
empowerment at the individual level. They tended to focus on the
situation of the caregiver and child with DD, for example, as having
skills to improve the child's symptoms or as economic empowerment.
Some suggested training caregivers on such skills, sometimes
suggesting ‘correcting’ their attitudes towards DDs. The idea that
empowerment takes place by offering information and education to
caregivers is not without risks. Those delivering educational
programmes, such as international agencies or highly trained
professionals, are often able to do so because their knowledge is
given more value due to their position and their organization's
power.32 Therefore, they may exclude the voices and give insufficient
weight to the intuitive knowledge of caregivers and expertise by lived
experience. On the other hand, when caregivers cannot access
information this risks entrenching marginalization. Those who lack
services the most may lack the power to ask for what they need
most, for example, evidence-based interventions, inclusive law or
education.

In the view of many professional participants, empowerment
is also about independence and self-confidence: being empow-
ered means being able to take care of oneself. Many of them
thought that an empowered caregiver relies less and less on
others and is knowledgeable about how best to help his/her child
with DD. This view of empowerment is strongly related to
Western values of individualism, whereby dependence is under-
stood as potentially harmful. These results are aligned with how
psychological empowerment is defined in the existing literature:
with a heavy focus on individual characteristics and skills.* This
expert-oriented view offers a deficit-oriented view of DDs and it
does not acknowledge rights as a primary aspect of empower-
ment. This perspective misses the point as to what caregivers
think they need, and how they define empowerment and it
does not acknowledge their intuitive knowledge regarding DDs.
Caregiver participants emphasized the importance of a rights-
based

means knowing what their rights are as a starting point. When

approach. They suggested that being empowered
caregivers know their rights, they are more likely to be aware of
all their options. This then leads to them being in control of their
own decisions, even in cases if services are largely unavailable in
a particular context. These caregiver perspectives suggest that
including information on caregiver rights in parent-mediated
interventions might be a useful approach.

Rights-based, participatory approaches to empowerment may
address this by focusing on the process of empowerment without
presupposing the outcomes.>*!> In this way, empowerment may
become a tool for caregivers to overcome marginalization and
underpin effective advocacy for ‘what matters most’ to them and
their children with DDs. Such an approach could be synergistic with
more skills-focused approaches such as CST. Existing examples
include studies from global mental health, for example, empowering

service users to engage in stigma reduction activities®® or in setting
priorities to strengthen mental health systems.®*

The differentiation between individual and community empow-
erment has been described in previous work.2>3¢ Meanwhile, some
of our participants thought that empowerment is a process in which
both caregivers and professionals take part. This understanding of
empowerment can bridge the gap between experts' and caregivers'
perspectives as it defines empowerment as a process in which
different stakeholders interact. In previous literature this journey
from the diagnosis to being empowered was linked to advocacy:
caregivers find it helpful to have their voices heard.™®” This
interactive and community-oriented view resonates with
community-based approaches to empowerment, focusing on shared
power, knowledge and information.®

Informants agreed that caregiver and professional advocacy can
play a key role in service development, indicating a participatory
approach involving both experts and lay people.®® They took a goal-
oriented approach to advocacy, focusing on practical next steps of
service development and less so on more abstract goals such as
advocating for rights. Stakeholder groups involved in advocacy
usually include self-advocates, caregivers, other family members®?
and health workers.*® Informants mentioned the difficulty of
bringing different sectors and organizations together to work
towards service development, a challenge more often encountered
in global mental health advocacy.*? Many thought that using
personal connections, buy-in for interventions from people in
positions of power and taking advantage of opportunities that arise
are key techniques of advocacy. This reflects that many advocates
lack access to positions of power. Meanwhile, the literature
suggests that opportunism may also serve as a means of effective
advocacy if coupled with a framework of longer-term goals.*?
Possible ways forward to improve the impact of advocacy are to
connect organizations at the grassroots with one another® and on a
global scale to other stakeholders working in the field of DDs.*®
Some strides in this direction are being made, for example, the
African Autism Advocacy Leadership meeting organized by WHO
and Autism Speaks in January 2020, which brought together African
researchers, grassroots advocates and representatives from inter-
national agencies. These types of initiatives can support caregivers
and health workers in grassroots organizations to have a voice in
setting health priorities. Informants shared the idea that caregivers
can be advocates themselves and can take an active role in shaping
service development for DDs. They agreed that empowerment
practices and caregiver interventions can facilitate this. Some
thought that there is a gap between the rights of caregivers and
services and professionals available and added that one of the goals

of empowerment is to overcome this gap.

41 | Implications and future research

Our participants suggested that evidence can be a useful tool for
advocacy: practicing advocates may use existing evidence to gain
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interest from stakeholders, receive funding or convince care-
givers to participate in interventions. While policymakers often
require evidence to support an intervention, caregivers (both
from high and low resource settings) may not be in the position to
ask or know whether an intervention is backed by evidence. This
shows inequality in access to information and to evidence-based
interventions, a phenomenon that health practitioners may find
relevant to take into account when working in primary care. As
some participants suggested, caregivers may not say no to a
programme that is not evidence-based and would accept any help
they can access. This puts service providers in a position of power
and responsibility since some caregivers are more likely to accept
the help that may not be evidence-based, support from someone
less qualified or they might not be interested in the evidence base
at all.

Based on the results of this study, we also suggest that further
research is needed to develop caregiver-oriented empowerment
frameworks. Moreover, the inequity in the availability and access to
evidence-based practices across income settings may be further
studied.

5 | LIMITATIONS

The study is limited in terms of its geographical representation.
Most participants came from the Americas, while regions such as
the African or the European regions were not well represented.
Besides, interviews were conducted, transcribed and translated
by the first author, who is neither a native English nor a native
Spanish speaker. This may have lost some of the subtlety of the
idiomatic use of language. The first author's positionality
influenced the ways in which participants shared information.
For example, participants' discussions about scientific evidence in
advocacy were driven by the first author's question about the use
of evidence during the FGDs. The first author, who conducted the
interviews, had previously met some of the informants: this
created a stronger rapport between the researcher and those
participants. Certain participants may have thought that the first
author works as part of the global CST team. This perceived role
of the first author may have had an impact on how much
participants were willing to share and to what extent they were
willing to disclose their experiences. Participants were all
connected to the WHO CST programme, despite having experi-
ence with a range of other interventions. Having participants not
involved in WHO CST could have added another layer of
experiences to explore. Similarly, participants who are self-
advocates of DDs were also missing from this study. Because
the WHO CST intervention targets young children, none of our
informants were self-advocates, and that means an important
perspective is missing from our study. Finally, a further limitation
of this study is the low number of caregivers in the FGDs

compared to professionals.

6 | CONCLUSION

Empowerment of caregivers of children with DDs and advocacy for
the rights and service access for families can play a key role in
developing services in an inclusive manner. However, stakeholders
working with DDs define empowerment and its outcomes in different
ways. Professionals focus on the realms of their area of expertise and
psychological empowerment. Meanwhile, caregivers focus more
heavily on their rights, having control over their decisions and using
advocacy for service development. From a rights-based perspective,
it is essential that caregiver voices are taken into account when
developing and scaling up interventions for DDs across contexts and
resource settings. Needs assessment and participatory approaches
could help in doing so. Advocacy is a key in service development and
caregivers can play an active role in it. Stronger collaboration across
stakeholders could support this advocacy work. There should be a
stronger research and policy focus on understanding power
imbalances among stakeholder groups in DDs: those in positions of
power are more likely to have their knowledge and views
represented in services, while the voices of others might be

underrepresented.
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