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ABSTRACT

INTRODUCTION

Meaningful activities have a positive impact on identity, well-being and the degree of participation
and inclusion. People with intellectual disabilities attending day-care centres in Flanders depend
heavily on their human service workers (HSW) to engage in meaningful activities. HSW on their part
are also in need of support, and struggle to enable meaningful activities. Moreover, little is known
about the quality HSW offer, about their needs, and what could enable them to provide more

qualitative support.

METHODS AND ANALYSIS

In order to develop a solution based on the specific needs of HSW, an innovative and iterative
approach is needed. A human centered design protocol is constructed, combined with the strengths
of traditional research methods. In a first phase (INSPIRATION phase), the needs of HSW will be
mapped based on qualitative and quantitative approaches. In a second creative phase (IDEATION
phase), in co-creation with the HSW, people with intellectual disabilities and other stakeholders, a
solution will be developed based on the insights of phase one. In the third and final phase, the
solution will be tested in the field by means of living labs and a realist evaluation (IMPLEMENTATION
phase).By adopting this unique protocol, the functionality, quality, usability, and acceptance is
expected to increase, which in turn should result in a decrease of product or service failure. In
contrast to other HCD-protocols, this protocol adopts all phases of the HCD process. Moreover, this
protocol shows the complementarity of HCD with more traditional research methods. People with
intellectual disabilities and the HSW will benefit as the end-result is truly grounded in their specific
needs and wishes. This protocol could inspire researchers in other challenging intervention

development.

ETHICS AND DISSEMINATION
This study was approved by the Ethics Committee of the University Hospital Ghent, Belgium. The

results of this study will be published and presented.
KEYWORDS

Accredited care providers | Disability policy | Innovation | Support Needs | Disability Support
Worker
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STRENGHTS AND LIMITATIONS

The support needs of human service workers, working in day-care centres for people with
intellectual disabilities, to date, have not been thoroughly investigated and this study will fill
that void.

This study is the first study using the complete Human Centered Design process combining it
with the strengths of traditional research methods.

The involvement of the end-user in research is increasingly encouraged. This protocol aims to
become a reference protocol in performing ‘human centered design research’.

By adopting Human Centered Design, the results of this study should be of high quality,
functional, applicable, grounded in the needs of the end-users, and therefore be widely and
more easily accepted.

Human Centered Design is relatively new in comparison to traditional research methods and

therefore could still be open to some scepticism or criticism.
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“Meaningful Activities 4 All (MA4A):
A Human Centered Design Protocol to Support Human Service Workers in Enabling

People with Intellectual Disabilities to Engage in Meaningful Activities

INTRODUCTION

It is generally assumed that the prevalence of people with intellectual disabilities (ID) worldwide
varies from 1% to 3% based on income, age, origin, with the highest rates to be found in low- and
middle-income countries (1). The most widely adopted definition on ID is the one from the American
Association on Intellectual and Developmental Disabilities (AAIDD) (2,3): “Intellectual disability is a
disability characterised by significant limitations in both intellectual functioning and in adaptive
behaviour, which covers many everyday social and practical skills. This disability originates before the
age of 18 (4)”. The AAIDD emphasises the multi-dimensionality of ID (3-5), enabling Human Service
Workers (HSWs) to get a more comprehensive understanding of ID, and allowing them to establish a

more purposeful approach towards people with ID (2).

People with ID have been excluded for a long time from society due to their limited abilities in both
intellectual capacities and adaptive behaviour (6). People with ID need continuous additional support
to participate in society as equal citizens (3,7). Therefore, people with ID who are not adequately
supported, are at risk of being excluded from society (6). In addition, life expectancy of people with
ID increased significantly over the last decade’s (8,9). Consequently, nearly half of the people in day-
care facilities are of older age (9), and have a life expectancy close to that of people without
disabilities. Most people with ID lack age-specific support and when they age this can potentially lead

to inappropriate placement and loss of social networks (8).

One of the most important and influential conventions that address this inequality is the ‘United
Nations Convention on the Rights of Persons with Disabilities” (UNCRPD) (6). By signing the
convention, all member states agree to implement the convention in their national policy on ID
(6,10). Since the convention was adopted, 164 countries signed the convention (11) and 94 ratified
both the convention and the optional protocol (12). The Flemish Agency for Persons with Disabilities
(VAPH) has developed a policy in accordance with the UN Convention and the current vision on ID
(13). The ‘quality of life supports model paradigm’ (14,15), comprised out of four core values (equity,
inclusion, self-determination and empowerment) is at the heart of the policy. In Flanders, the
Flemish part of Belgium with an autonomous government, (at the end of 2018) 7,100 young people
received professional help and 24,677 adults with disabilities received a personal budget (17).

Around 15.000 people with a disability are still on a waiting list for care and support.
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Despite the fact that article 27 of the UN Convention states that all people with disabilities have the
right to work and employment, the majority of people with ID do not work in the regular labour
market due to their complex needs associated with their disability. Day-care is an alternative for
those people. The VAPH defines day-care as "assistance and permanence in group during the day, for
a number of days per week or a whole week" (18).The focus within those centres is on enabling
people with ID to participate in meaningful activities (MA). This is important since activities are
assumed to be essential for all humans to achieve goals in life and to influence their state of health
(19-24). One important prerequisite for having an impact on the state of one’s health is the fact that
these activities should be meaningful for the individual (25,26) and since every person is unique, he
or she makes different choices for activities (27). Engagement in MA is also crucial to improve the
QOL of people with ID (28,29). By participating in MA, they gain a better grip on their own lives,
become more independent and have more opportunities to participate in society. If not, people with
ID are experiencing deprivation, which is detrimental for their health and well-being (30). Although
every person has the right to participate in MA (32—34), this is not always the case for people with ID
(35).

In recent years the personal goals, needs and wishes of people with ID became increasingly
important in enabling MA (9,35,36). It is globally accepted that in a person-centred support system,
there should be an alighment between the wishes and goals of a person, his or her support needs,
the support given and his or her quality-of-life outcome (36), yet not all people with ID are able to
explicitly communicate their goals (9,35). Too often people with ID are dependent on HSWs’ abilities
to communicate at their level and understand them. Therefore HSWs need to depend on their own
experience and those of others (family or other proxies) to understand what is meaningful for the
person with ID in order to tailor and adapt activities to each individual with ID (9,35). The quality of
the communication between HSWs and people with ID is associated with engagement of people with
ID in MA. More specifically, good communication is associated with higher levels of engagement (37).
Unfortunately, the bigger the organisation, the lower the commitment in MA (29). Furthermore,
people with ID experience activities more meaningfully when they are treated respectfully and as
adults (30).

In recent years, support for people with ID has improved significantly. Despite this favourable
evolution, many people with ID still remain segregated from society and have fewer opportunities for
personal development, participation, and inclusion (38). In addition, it is imperative to understand
that people with ID depend upon the quality of support they receive from HSWs (29). More specific,
the higher the quality of the HSW, the more personal outcomes for people with ID (39). Sadly, people
with ID stay under engaged in MA and research on the topic is scarce. More research is needed in
order to establish and understand factors that enable or hinder MA (30). HSWs seems to be left to
fend for themselves too often, which results in poor quality of support (29). Furthermore, a sizeable
portion of HSWs are not qualified adequately to provide the required effective support (40). In

addition, HSW’s are confronted with a great heterogeneity of ID and various roles, duties and tasks
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that are typically determined by the centre in which they are employed. Depending on their
educational background, it is difficult for HSW’s to acquire all skills, knowledge and abilities that are
required to effectively perform their roles (41). In addition, there is a disconnection between EBP and
the competencies of HSW’s (40). However, it is important to underline that working with people with
ID is very challenging for every HSW'’s due to the complex nature of ID (42,43), resulting in HSW’s
being exhausted and not being able to meet de demands related to their job, and even resulting into
burnout (44).

The overall objective of this study is to develop a more qualitative support for people with ID,
enabling them to participate more in meaningful activities and by extension in society. The foregoing
results in the following research question for this study: “What do human service workers, working in
day-care centres, need to enabling people with ID to engage more in meaningful activities?” The
desired outcome for this study is a tool or service that is tailored to the specific needs and wishes of
the human service workers. In doing so, HSW’s will be able to meet the complex demands, inherent
to working with people with ID. In order to develop such a tool or service, a specific co-creative and

innovative research method is needed.

METHODS AND ANALYSIS

Research constantly produces new insights from which products or services emerge. It is generally
assumed that only half of these are implemented in practice and that it takes 17 years on average
before their use becomes routine (45,46). It can be concluded that there is still a research-to-practice
gap (45,47). To overcome that problem new approaches to develop complex interventions are
needed and should have key principles such as being dynamic, iterative, creative, open to change and
pro-active (47). Therefore, this study is based on 'The field guide to human-centered design (HCD)'
developed by IDEO in 2015. IDEO is a global design company that has launched products, services,
and experiences for the profit sector for decades, focusing on the human perspective, where needs
are assessed, and solutions are evaluated based on understanding the needs of customers and
getting feedback from them (48). In recent years, IDEO has also focused on the non-profit sector
because it felt the social sector was ripe for innovation, and needed an approach that has the
potential to unlock true impact (49). HCD is nowadays increasingly accepted in the human services
sector (50-52), however, when used, it is not used standardised or reduced to using some features of
HCD (53,54). Furthermore, there is no consensus definition (53). Therefore, HCD can best be labelled
an 'umbrella term’ (54) for all approaches grounded in the needs of their target population, also
called the end-user, while developing products or services (50,55,56). In essence, HCD puts the
needs, expectations, desires and experiences of the end-user central (53,54,57) and explicitly
searches for the 'deep story' (48). In addition, it especially helps in developing a comprehensive
understanding of the context in which the service or tool will be implemented, and thus helps in

facilitating implementation (52). By adopting these methods in health care, one clearly steps away

7

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

from ‘one size fits all-thinking’ which is reflected in the six principles that characterise HCD (54): (I)
The design is explicitly based on the understanding of the end-user. (Il) The end-user is involved in
the complete process of design and development. (lll) The design is refined by the feedback of the
end-users. (IV) HCD is an iterative process. (V) The design is an answer to the entire user experience.
(V1) Including the context. Understanding the HCD process is one thing, living it and being able to
apply it is another. To fully exploit the benefits of HCD, it is important researchers embrace the
mindsets of HCD. Ideally, the design team consists of multidisciplinary skills and perspectives. IDEO
describes seven mindsets that a human-centered designer should master: empathy, optimism,
creative self-confidence, making, embracing ambiguity, and learning from failure. In addition, it is
important one understands and accepts that HCD is not a linear process. No two processes are the
same, however, each process consists out of the same tree phases: inspiration, ideation, and
implementation (48-50). Each phase has specific tools that can be used to better understand the
end-user (49).

HCD should not be seen as a strict alternative to other approaches but as a complementary strategy
that adds value (48). In this study HCD will therefore be combined with the strengths of several

traditional research methods.

What follows is the concrete HCD protocol for this MA4A-study.

Research team

The HCD research team consists out of one lead researcher (first author), supported by two senior
researchers (last two authors). The lead researcher can rely on 7 junior researchers per HCD-phase to
prevent researcher bias and to enhance credibility (58,59). Depending on the needs at the time, the
research team will be supplemented with specific profiles. A statistical expert joins the research team
in phase 1B, for advice in the construction of the survey and analysis of the data. In addition, the lead
researcher followed an intensive training on HCD, to learn to master the process and apply it in
practice. In phase 2A second author participate to facilitate the ideation phase. The third and fourth

authors will actively participate in the complete process as experts on ID.

End-users

In this study, the HSWs are seen as the end-users because people with ID are dependent on their
quality of care and support. The desired outcome of this study is effective support for HSWs in
enabling MA for people with ID. The HSWs in this study are all working in accredited care facilities in
Flanders (Belgium), more specifically in day-care centres. The profile of HSWs working in day-care are
very diverse since the current vacancies do not seek specific education, but rather people who can
identify with the job profile. People with a degree in occupational therapy, education, social work,
and many more can apply for a vacant position. Both people who have completed their secondary
education and people with a bachelor's or master's degree are employed in day-care centres. In

addition to the HSWs as the end-users, the most important stakeholders, the people with ID, should
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not be forgotten in this process. Their voice counts every step of the way and therefore we include
them in the development process step by step, by means of a sounding board, a member of the

development team, and as the most important partner in the implementation phase.

Phase 1 | INSPIRATION

This first phase, the inspiration phase, consists of two major parts, part 1A is a qualitative approach,
and part 1B, a quantitative approach. In 1A, a wide variety of insights on enabling MA will be sought.

In 1B, these insights will be tested in a larger sample.

Sample

In phase 1A, based on a purposive criteria-based sampling, a minimum of 12 respondents will be
retained and maximum variation will be strived for. Criteria on which participants will be selected are
1) working in day-care for people with ID, 2) minimal 70% of the job description is focused on
enabling meaningful activities and 3) minimal experience of 1 year. No criteria are set based on age
and diploma. Final selection will be made in consultation with the immediate superior to guarantee
the continuity of daytime activities. Furthermore, extra attention will be paid to recruit a diverse
population; new colleagues, recent graduates, experienced colleagues, and working with different
levels of ID. In phase 1B, the quantitative phase, the same criteria will be applied but the percentage
of job description is reduced from 70% to a minimum of 50% to allow more HSWs to complete the

survey.

Phase 1 A

Participatory observations, combined with in-depth interviews, will be conducted in two day-care
centres in Flanders (accredited care providers by the VAPH). A conscious decision was made to
include the two most common forms of day-care centres in Flanders. The so called ‘traditional
approach with workshops’ (organisation 2) and the more ‘inclusive approach’ (organisation 1). In
Organisation 1, situated in the province of Antwerp, activities can be observed in the mornings (12h).
In Organisation 2, in the province of East Flanders, there are no restrictions, and the researchers have
free access to each workshop (24h). The interviews and observations will be performed by the 7
junior researchers, under supervision of the lead researcher. The qualitative research protocol, the
interview guide, and participatory observation forms are prepared by the lead researcher in

continuous alignment with the two senior researchers.

The qualitative in-depth interviews and observations will be analysed in Nvivo, using an Interpretive
Phenomenological Analysis (IPA), since this method is suitable for both qualitative in-depth
interviews and for the analysis of observations of small samples (58). In addition, IPA is concerned
about how individuals experience phenomena and the psychological interpretation about their

experiences (58,59). Both junior researchers and the lead researcher will perform data analysis

9

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

independently, in continuous alignment with the senior researchers. Member check and peer
debriefing is scheduled after data analysis. The final report will be written by the lead researcher
(with feedback all authors) and will be used as a basis for the start of the quantitative part of the

inspiration phase (1B).

Phase 1 B

Based on the data from the qualitative part of the inspiration phase (1A), a web-based online survey
will be prepared using Qualtrics. The survey will be distributed, accompanied with a cover letter, to
all accredited care providers specialised in day-care (n=260). The survey will be pilot tested. In total,
24 respondents will fill in the pilot questionnaire, 8 HSWs working in day-care, 8 healthcare students
and 8 laymen. The data analysis will be carried out via IBM SPSS statistics 27 by the lead and junior
researchers, under supervision of the senior researchers, and in assistance of the statistical expert.

Final report will be written by the lead researcher (again with feedback of all authors).

Phase 2 | IDEATION

This phase, must be as 'restriction-free' as possible, mainly to give free rein to the creativity needed
at this stage (49). By means of a purposive criterion-based sampling, the development team will be
composed. Recruitment of the team will start in the survey (1B). HSWs will be asked whether they
are willing to cooperate in this phase. Specific extra profiles will be sought that are assumed to make
a unique contribution to the project. Which ones depend on the ideas and concepts that arise in this
phase. l.e., for the brainstorm profiles will be selected that have nothing to do with healthcare. In
doing so, the development team welcomes people who are unbiased and more likely to come up

with wild, new, and innovative ideas.

The ideation phase consists of three major phases. First (2A) a World Café (WC) will be organised for
a wide variety of stakeholders (see table 1) as it is a suitable way to enhance a collaborative dialogue
around questions that matter (60,61). It facilitates on open and intimate discussion within a larger
group of people (60). Different topics inherent to the design challenge will be discussed, guided by
the World Café reference Guide (61). Before the start of the WC, the insights from the inspiration
phase (both 1A and 1B) are shared with the participants of the WC (n=24) to make sure they are
aware of the needs and wishes of the end-users, a basic premise before the search for opportunities
begins. The major aim of the WC is to further elaborate on the insights of phase 1, and to tune it to
every important stakeholder. In the second part (2B), a brainstorm will be held to generate lots of
ideas, using de GPS-method (62). Based on the selected ideas in the GPS-brainstorm, the third and
last part of this phase (2C) consists of building prototypes in co creation sessions with the end-users
and stakeholders. The prototypes will be presented very quick to the end-users. This fast way of
asking for feedback is essential and inherent to HCD . "You'll keep iterating, refining, and building

until you're ready to get your solution out into the world” (IDEO, 2015, p75).
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2A 2B 2C
WORLD CAFE GPS-BRAINSTORM CO-CREATION

Description and criteria

Description and criteria

Description and criteria

HSWs (n=8)

e Working in day-care
for adults with ID,

e Minimal 50% of the
job description is
focused on enabling
meaningful activities

e Experience >2 year

HSWs (n=2)

e Working in day-care for
adults with ID,

e Minimal 50% of the job
description is focused
on enabling meaningful
activities

e Experience >2 year

HSWs (n=2)

e Working in day-care
for adults with ID,

e Minimal 50% of the
job description is
focused on enabling
meaningful activities

e Experience >2 year

Supervisor of HSWs (n=4)
e Supervising Human
service worker
working in daycare

e Experience >2 year

Supervisor of HSWs (n=2)
e Supervising Human
service worker working
in daycare

e Experience >2 year

Supervisor of HSWs (n=2)
e Supervising Human
service worker
working in daycare

e Experience >2 year

Expert in ID and daycare (n=4)
e ExpertinID policy

e Expertin day-care

Expert in ID and daycare (n=2)
e ExpertinID policy

e Expertin day-care

Expert in ID and daycare (n=2)
e ExpertinID policy

e Expertin day-care

Person with ID (n=4)
e Full-time attendee
daycare

e Experience > 1 year

Expert in Meaningful Activities
(n=2)

Expert in Meaningful Activities
(n=2)

Expert in Meaningful Activities
(n=4)

Person who has no
connenction with daycare or ID
(n=2)
e Affinity with creative
thinking and

brainstorms

Total n=24

Total n=10

Total n=8

Table 1 — Participants in phase 2

Once the team is assembled, an inspiring and nurturing environment will be sought, an environment
that welcomes and stimulates creativity. For this study, the entire top floor of the building of the
Artevelde University of Applied Sciences (AUAS) will be used for that purpose. In addition, the
FABLAB (a makers lab), which is also situated in that building, can be used at all times. The complete
phase 2 will be facilitated by lead and junior researchers. More specifically in the WC, the lead

researcher will be the ‘café host’ and the junior researchers will be the ‘table hosts’. The lead

11

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

researcher will facilitate both the brainstorm and the co-creation sessions. Also, the final report will

be written by the lead researcher (with feedback of all authors).

Phase 3 | IMPLEMENTATION

Based on the insights of phase 1 and 2, in this final phase, the prototype comes to life and will be
taken to the end-user in a real world context (48,49,63). In the form of a ‘live prototype’, the product
or service will be tested, followed by a ‘pilot’, which is a longer test than the live prototype and is one
of the final iterations (49). In order to realise a working and sustainable end product or service a
prolonged test is needed. Therefore, living labs will be created as they are very suitable in fostering
partnerships, validation and sustainability (64). There is no agreed upon definition on living labs but it
could be best defined as both an environment and an approach that enables researchers to co-create
and develop with the end users and stakeholders (64,65). Both organisation 1 and 2, if necessary
supplemented with two other organisations from different provinces in Flanders, will serve as living
labs. As those living labs are social environments they are subject to human volitions, culture and
language (66,67) and therefore a realist evaluation (RE) is chosen to understand how contextual
factors influence our health interventions. Even though a RE is time-consuming, intensive and
challenging, is has proven to be a method that provides a deeper understanding of how, when, and
for whom a program works (67). Based on scientific literature, the data of previous phases (1A and
1B), the ideas and prototype of (2A, 2B and 2C), an Initial Program Theory (IPT) will be created. More
specific, contextual factors (C), mechanisms (M) and outcomes (O) will be mapped into a CMO-
configuration (66) in order to get a better understanding of how, when en for whom the outcome of

this HCD-process (figure 1) works.

Patient and Public Involvement

HCD carries patient and public involvement in the core of its approach. In this protocol, we took all
possible steps to involve people with ID and the HSW. Firstly, the researchers have all a long-lasting
connection with clinical practice and the reason why this study is undertaken is based on concrete
questions we received from clinical practice. People with ID, who have a strong and trustful relation
with the HSW, indicated that they did not always have access to MA. Contact with Flemish day-care
centres showed indeed that HSW needed support in enabling MA. The HSW advocated the patients’
wishes with the researchers and from these perspectives the person with ID, as well as the HSW
were involved in the overall design of the study. The results of the study will therefore be grounded
in their specific wishes and the results will have high potential of being tailored to their needs. All
results will be shared with all Flemish day-care centres, from the beginning, during and at the end of
the study.
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ETHICS AND DISSEMINATION

Ethical application was submitted to the Ethics Committee University Hospital Ghent (Belgium) and
approved on 06/02/2020. Reference numbers are B670202042983 and PA2021-091. Data collection
(1A) started in March 2020. The complete process is expected to continue until August 2023. All
participants will sign a written informed consent. To ensure confidentiality, all data obtained from
the participants, will be processed pseudonymised. Study results will be written and published. This
protocol at all times takes in account guiding principles concerning the rights of people with

intellectual disabilities.

DISCUSSION

Developing an intervention is often very complex and calls for a specific approach (47). This HCD
research protocol answers to that call and really puts the end-users at the heart of the development
process, which is the main aim of HCD (53,55,56,68—70). Research into the application of HCD is not
evident as it is constantly used interchangeably with other (similar) methods, which systematically
complicates research (53,69). Studies however show that by using HCD in a right way, the
functionality, quality, usability and acceptability increases, which ultimately also causes a decrease in
product failure (48,51). HCD is very intense and challenging (48,63) and that is why this protocol is so
carefully planned. In addition, it is enriched with traditional research methods to reduce bias and
enhance credibility. By performing this protocol, not only will the future support for HSWs be
grounded in their own wishes and needs, but it will also be established by means of an innovative co-
creative approach. An approach that is more likely to be adopted in practice, in comparison to the
output of traditional research methods. People with ID will benefit, and other researchers will have a
reference protocol that will guide them in their own research. Ultimately, HSWs will receive the
proper support they deserve. Because in the end, they are key in enabling people with ID to engage

in meaningful activities.
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FIGURE LEGEND

Figure 1 - Overview of the HCD-protocol
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ABSTRACT

INTRODUCTION

Meaningful activities (MA) have a positive impact on identity, well-being, participation, and inclusion.
Although people with intellectual disabilities (PID) depend on their direct support professionals (DSPs)
to engage in MA, the DSPs need support which could enable them to offer more qualitative care and
support.

METHODS AND ANALYSIS

To identify DSPs’ needs, and to develop a tool/service, an innovative and iterative approach is
developed, based on the human-centred design (HCD) process, combined with traditional qualitative
and quantitative research methods. In the inspiration phase (needs analysis) in-depth interviews will
be conducted in two day-care centres in Flanders using an Interpretative Phenomenological Analyses,
one with a supply-driven-approach and the other with a demand-driven approach, followed by a
survey sent to all Flemish day-care centres. In the ideation phase, the insights of phase one will guide
a co-creation process (comprising a world cafe, brainstorm, and prototype sessions) with the DSPs, PID
and other stakeholders. In the implementation phase, the solution will be tested in the two day-care
centres from phase 1 by means of living labs and a realist evaluation. By adopting this protocol, the
functionality, quality, usability, and acceptance is expected to increase. This protocol adopts all phases
of the HCD process and shows the complementarity of HCD with traditional research methods. PID and
the DSPs will benefit as the end-result is truly grounded in their specific needs and wishes.

ETHICS AND DISSEMINATION

Ethical approval by the Ethics Committee of the University Hospital Ghent, Belgium (Reference
numbers B670202042983 and PA2021-091). All participants will sign informed consent forms. Results
of this study will be submitted for publication in relevant peer-reviewed journals and will be presented

at relevant conferences.

KEYWORDS

Accredited care providers, Disability policy, Innovation, Support needs, Disability support worker
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STRENGTHS AND LIMITATIONS OF THIS STUDY

This Meaningful Activities 4 All study protocol uses a complete human-centred design process

and combines it with the strengths of traditional research methods.

e The end-users will be involved in the whole project from the outset.

e Co-creation with people with intellectual disabilities is challenging and required accessible co-
creation tools and specific support.

e Sample sizes are difficult to determine as there are no exact numbers of direct support
professionals working in day-care facilities.

e Prolonged engagement in practice through living labs facilitates further development and

refinement.

INTRODUCTION

It is generally assumed that the prevalence of people with intellectual disabilities (PID) worldwide
varies from 1% to 3% based on income, age and origin, with the highest rates to be found in low- and
middle-income countries (1). The most widely adopted definition of ID is taken from the American
Association on Intellectual and Developmental Disabilities (AAIDD) (2,3): “Intellectual disability is a
disability characterised by significant limitations in both intellectual functioning and in adaptive
behaviour, which covers many everyday social and practical skills. This disability originates before the
age of 18 (4)”. The AAIDD emphasises the multi-dimensionality of ID (3-5), enabling Direct support
professionals (DSPs) to get a more comprehensive understanding of ID, and allowing them to establish
a more purposeful approach towards PID (2). DSPs are called many names such as human service
workers, disability support workers, and personal care aids (6). DSPs are a group of paid workers who
provide care for PID (7). DSPs work in a variety of settings and provide a wide range of complex services
which include helping people with activities of daily living and promoting physical and emotional well-
being. “DSPs are the ‘backbone’ of long-term services and supports” (6) and have an important role in

health promotion and influencing healthy behaviour (7).

PID have been excluded from society for a long time due to their limited abilities in both their
intellectual capacities and adaptive behaviour (8). Even though PID living in communities are
associated with having higher levels of Quality of Life (QOL) (9), they still need continuous additional
support to participate in society as equal citizens (3,10). Therefore, PID when not adequately
supported, are at risk of being excluded from society (8). In addition, life expectancy of PID increased
significantly over the last decade’s (11,12). Older PID represent nearly half of all PID (12).
Consequently, nearly half of the people in day-care facilities are of older age (12) and have a life
expectancy close to that of people without disabilities. Most PID lack age-specific support and when
they age this can potentially lead to inappropriate placement and loss of social networks (11). Older

PID are a profoundly diverse group with different and complex needs, (12,13) which requires specific
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assessment and person-centred planning and support (12). Although specific risk factors such as
different life course trajectories, older prejudices, networks falling apart and age-related health
problems exist, older PID can be supported in an active way, with specific interventions adapted to
their individual needs (11).

One of the most important and influential conventions that addresses inequality is the ‘United Nations
Convention on the Rights of Persons with Disabilities’ (UNCRPD) (8). By signing the convention, all
member states agree to implement the convention in their national policy on ID (8,14). Since the
convention was adopted, 164 countries signed the convention (15) and 94 ratified both the convention
and the optional protocol (16). The Flemish Agency for Persons with Disabilities (VAPH) has developed
a policy in accordance with the UN Convention and the current vision on ID (17). The ‘quality of life
supports model paradigm’ (18,19), comprised out of four core values (equity, inclusion, self-
determination and empowerment) is at the heart of the policy. In Flanders, the Flemish part of Belgium
with an autonomous government, (at the end of 2018) 7,100 young people received professional help
and 24,677 adults with disabilities received a personal budget (20,21). Around 15.000 people with a

disability are still on a waiting list for care and support.

Despite the fact that article 27 of the UN Convention states that all people with disabilities have the
right to work and employment, the majority of PID do not work in the regular labour market due to
their complex needs associated with their disability. Day-care is an alternative for those people. The
VAPH defines day-care as "assistance and permanence in group during the day, for a number of days
per week or a whole week" (22).The focus within those centres is on enabling PID to participate in
activities. This is important since activities are assumed to be essential for all humans to achieve goals
in life and to influence their state of health (23—25). One important prerequisite for having an impact
on the state of one’s health is the fact that these activities should be meaningful for the individual
(26,27). Meaningful Activities (MA) are activities that an individual consciously engages in to achieve a
personal sense of meaning and fulfilment (28,29) by means of choice, control, and belonging (24). MA
are associated with the personal interests of people and are enjoyable by nature (28,30). MA occur in
a specific social, family, and cultural context and define one as a person and provide us with a sense of
identity (28). People who experience meaning in their activities have a greater sense of well-being (24).
Engagement in MA of older people specifically enables them to feel more productive and connected
with society (31) and is also crucial to improve the QOL of PID (32,33). By participating in MA, they gain
a better grip on their own lives, become more independent and have more opportunities to participate
in society. If not, PID are experiencing deprivation, which is detrimental for their health and well-being
(34). Although every person has the right to participate in MA (32—34), this is not always the case for
PID (35).

In recent years the personal goals, needs and wishes of PID became increasingly important in enabling
MA (12,35,36). It is globally accepted that in a person-centred support system, there should be an

alignment between the wishes and goals of a person, his or her support needs, the support given and
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his or her quality-of-life outcome (36), yet not all PID are able to explicitly communicate their goals
(13,35). Too often PID are dependent on DSPs’ abilities to communicate at their level and understand
them. Therefore, DSPs need to depend on their own experience and those of others (family or other
proxies) to understand what is meaningful for the PID in order to tailor and adapt activities to each
individual with 1D (12,35). The quality of the communication between DSPs and PID is associated with
engagement of PID in MA. More specifically, good communication is associated with higher levels of

engagement (37). Unfortunately, the bigger the organisation, the lower the commitment in MA (33).

When asked, PID suggest that quality of care is related to their immediate situation in receiving care
and services, such as the relationship with the DSPs. In particular, the consistent fulfilment of promises
and commitments made by the DSPs. In addition, PID value ambiance and cosiness, tailor-made care,
and being taken seriously regarding their wishes and competencies (38). Furthermore, PID experience
activities more meaningfully when they are treated respectfully and as adults (34). In essence, the
relationship between the PID and the DSPs is fundamental for providing a high quality of care,

especially in long-term care (39).

In recent years, support for PID has improved significantly. Despite this favourable evolution, many PID
still remain segregated from society and have fewer opportunities for personal development,
participation, and inclusion (40). In addition, it is imperative to understand that PID depend upon the
quality of support they receive from DSPs (33). More specifically, the higher the quality of the DSP, the
more personal outcomes for PID (41). Sadly, PID remain under engaged in MA and research on the
topic is scarce. More research is needed in order to establish and understand factors that enable or
hinder MA (34). DSPs seems to be left to fend for themselves too often, which results in poor quality
of support (33). Furthermore, a sizeable portion of DSPs are not qualified adequately to provide the
required effective support (41). In addition, DSP’s are confronted with a great heterogeneity of ID and
various roles, duties and tasks that are typically determined by the centre in which they are employed.
Depending on their educational background, it is difficult for DSP’s to acquire all skills, knowledge and
abilities that are required to effectively perform their roles (42). In addition, there is a disconnection
between evidence-based practice and the competencies of DSP’s (41). However, it is important to
underline that working with PID is very challenging for all DSP’s due to the complex nature of ID (43,44),
resulting in DSP’s being exhausted and not being able to meet the demands related to their job, and

even resulting in burnout (45).

The overall objective of this study is to develop a more qualitative support for PID, enabling them to
participate more in meaningful activities and by extension in society. The aforementioned results in
the following research question for this study: “What do DSPs, working in day-care centres, need to
enable PID to engage more in meaningful activities?” The desired outcome for this study is a tool or
service that is tailored to the specific needs and wishes of the DSPs. In doing so, DSP’s will be able to
meet the complex demands, inherent to working with PID. In order to develop such a tool or service,

a specific co-creative and innovative research method is needed.
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METHODS AND ANALYSIS

Research constantly produces new insights from which products or services emerge. It is generally
assumed that only half of these are implemented in practice and that it takes 17 years on average
before their use becomes routine (46,47). It can be concluded that there is still a research-to-practice
gap (46,48). To overcome that problem new approaches to develop complex interventions are needed
and should have key principles such as being dynamic, iterative, creative, open to change and pro-
active (48). Therefore, this Meaningful Activities 4 All (MA4A) study protocol is based on 'The field
guide to human-centered design (HCD)' developed by IDEO in 2015. IDEO is a global design company
that has launched products, services, and experiences for the profit sector for decades, focusing on
the human perspective, where needs are assessed, and solutions are evaluated based on
understanding the needs of customers and getting feedback from them (49). In recent years, IDEO has
also focused on the non-profit sector because it felt the social sector was ripe for innovation and
needed an approach that has the potential to unlock true impact (50). HCD is nowadays increasingly
accepted in the human services sector (51-53), however, when used, it is not used in a standardised
way or is reduced to using some features of HCD (54,55). Furthermore, there is no consensus definition
(56). Therefore, HCD can be labelled as an 'umbrella term’ (55) for all approaches grounded in the
needs of their target population, also called the end-user, while developing products or services
(51,56,57). Despite the fact that HCD is sometimes still reduced to a buzzword, there is clear agreement
that the 'human' part refers to the participation of stakeholders, and that there is a real commitment
and focus on human value (55). That, and also the fact that HCD really does focus on equity, has led to
make the HCD process central to this MA4A-protocol. In essence, HCD puts the needs, expectations,
desires, and experiences of the end-user central (54,55,58) and explicitly searches for the 'deep story'
(49). In addition, it especially helps in developing a comprehensive understanding of the context in
which the service or tool will be implemented, and thus helps in facilitating implementation (53). By
adopting these methods in health care, one clearly steps away from ‘one size fits all-thinking’ which is
reflected in the six principles that characterise HCD (55): (I) The design is explicitly based on the
understanding of the end-user. (II) The end-user is involved in the complete process of design and
development. (Ill) The design is refined by the feedback of the end-users. (IV) HCD is an iterative
process. (V) The design is an answer to the entire user experience. (VI) Including the context.
Understanding the HCD process is one thing, living it and being able to apply it is another. To fully
exploit the benefits of HCD, it is important researchers embrace the mindsets of HCD. Ideally, the
design team consists of multidisciplinary skills and perspectives. IDEO describes seven mindsets that a
human-centred designer should master: empathy, optimism, creative self-confidence, making,
embracing ambiguity, and learning from failure. In addition, it is important one understands and
accepts that HCD is not a linear process. No two processes are the same, however, each process
consists out of the same three phases: inspiration, ideation, and implementation (49-51). Each phase

has specific tools that can be used to better understand the end-user (50).
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HCD should not be seen as a strict alternative to other approaches but as a complementary strategy
that adds value (49). In this MA4A-study protocol, HCD will therefore be combined with the strengths

of several traditional research methods.

Research team

The HCD research team consists out of one lead researcher (first author), supported by two senior
researchers (last two authors). The lead researcher can rely on 7 junior researchers per HCD-phase to
prevent researcher bias and to enhance credibility (59,60). Depending on the needs at the time, the
research team will be supplemented with specific profiles. A statistical expert joins the research team
in phase 1B, for advice in the construction of the survey and analysis of the data. In addition, the lead
researcher followed an intensive training on HCD, to learn to master the process and apply it in
practice. In phase 2A the second author participates to facilitate the ideation phase. The third and

fourth authors will actively participate in the complete process as experts on ID.

End-users

In this study, the DSPs are seen as the end-users because PID are dependent on their quality of care
and support. The desired outcome of this study is effective support for DSPs in enabling MA for PID.
The DSPs in this study are all working in accredited care facilities in Flanders (Belgium), more
specifically in day-care centres. The profile of DSPs working in day-care are very diverse since the
current vacancies do not seek specific education, but rather people who can identify with the job
profile. People with a degree in occupational therapy, education, social work, and many more can
apply for a vacant position. Both people who have completed their secondary education and people
with a bachelor's or master's degree are employed in day-care centres. In addition to the DSPs as the
end-users, the most important stakeholders, the PID, should not be forgotten in this process. Their
voice counts every step of the way and therefore we include them in the development process step by
step, by means of a sounding board, a member of the development team, and as the most important

partner in the implementation phase.

Phase 1: Inspiration

This first phase, the inspiration phase, consists of two major parts, part 1A is a qualitative approach,
and part 1B, a quantitative approach. In 1A, a wide variety of insights on enabling MA will be sought.

In 1B, these insights will be tested in a larger sample.

Sample

In phase 1A, based on a purposive criteria-based sampling, a minimum of 12 respondents will be
retained and maximum variation will be strived for. Criteria on which participants will be selected are
1) working in day-care for PID, 2) minimal 70% of the job description is focused on enabling meaningful

activities and 3) minimal experience of 1 year. No criteria are set based on age and qualification. Final
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selection will be made in consultation with the immediate superior to guarantee the continuity of
daytime activities. Furthermore, extra attention will be paid to recruit a diverse population; new
colleagues, recent graduates, experienced colleagues, and working with different levels of ID. In phase
1B, the quantitative phase, the same criteria will be applied but the percentage of job description is

reduced from 70% to a minimum of 50% to allow more DSPs to complete the survey.

Phase 1 A

Participatory observations, combined with in-depth interviews, will be conducted in two day-care
centres in Flanders (accredited care providers by the VAPH). A conscious decision was made to include
the two most common forms of day-care centres in Flanders. The so called ‘traditional approach’ (more
supply-driven) with workshops (organisation 2) and the more ‘inclusive approach’ (which is more
demand-driven) (organisation 1). In Organisation 1, situated in the province of Antwerp, activities can
be observed in the mornings (12 hours in total). In Organisation 2, in the province of East Flanders,
there are no restrictions, and the researchers have free access to each workshop (24 hours in total).
The interviews and observations will be performed by the 7 junior researchers, under supervision of
the lead researcher. The qualitative research protocol, the interview guide, and participatory
observation forms are prepared by the lead researcher in continuous alighnment with the two senior
researchers. The topics that will be addressed within the in-depth interviews are related to how DSPs
experience enabling MA, which fostering or obstructing factors there exist, and which support needs
they have in enabling MA. The complete interview guide can be consulted in supplementary material
1.

The qualitative in-depth interviews and observations will be analysed in NVivo, using an Interpretive
Phenomenological Analysis (IPA), since this method is suitable for both qualitative in-depth interviews
and for the analysis of observations of small samples (59). In addition, IPA is concerned about how
individuals experience phenomena and the psychological interpretation of their experiences (59,60).
Both junior researchers and the lead researcher will perform data analysis independently, in
continuous alignment with the senior researchers. Member check and peer debriefing is scheduled
after data analysis. The final report will be written by the lead researcher (with feedback from all

authors) and will be used as a basis for the start of the quantitative part of the inspiration phase (1B).

Phase 1 B

Based on the data from the qualitative part of the inspiration phase (1A), a web-based online survey
will be prepared using Qualtrics. The survey will be distributed, accompanied with a cover letter, to all
accredited care providers specialised in day-care (n=260). The survey will be pilot tested. In total, 24
respondents will fill in the pilot questionnaire, 8 DSPs working in day-care, 8 healthcare students and
8 laymen. The data analysis will be carried out via IBM SPSS statistics 27 by the lead and junior
researchers, under supervision of the senior researchers, and with assistance from the statistical

expert. Final report will be written by the lead researcher (again with feedback from all authors).
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Phase 2: Ideation

This phase must be as 'restriction-free' as possible, mainly to give a free rein to the creativity needed
at this stage (50). By means of a purposive criterion-based sampling, the development team will be
composed. Recruitment of the team will start in the survey (1B). DSPs will be asked whether they are
willing to cooperate in this phase. Specific extra profiles will be sought that are assumed to make a
unique contribution to the project. Which profiles depend on the ideas and concepts that arise in this
phase. l.e., for the brainstorm profiles will be selected that have nothing to do with healthcare. In doing
so, the development team welcomes people who are unbiased and more likely to come up with new

and innovative ideas.

The ideation phase consists of three major phases. First (2A) a World Cafe will be organised for a wide
variety of stakeholders (see table 1) as it is a suitable way to enhance a collaborative dialogue around
guestions that matter (61,62). It facilitates an open and intimate discussion within a larger group of
people (61). Different topics inherent to the design challenge will be discussed, guided by the World
Cafe reference Guide (62). Before the start of the World Cafe, the insights from the inspiration phase
(both 1A and 1B) are shared with the participants of the World Cafe (n=24) to make sure they are
aware of the needs and wishes of the end-users, a basic premise before the search for opportunities
begins. The major aim of the World Cafe is to further elaborate on the insights of phase 1, and to tune
it to every important stakeholder. In the second part (2B), a guided brainstorm (63) will be held. The
guided brainstorm is structured in time and approach. It starts with generating ideas, followed by
selecting the best ideas. In the final step the ideas are translated into a project sheet. Based on the
project sheet from the guided brainstorm, the third and last part of this phase (2C) starts and consists
of building prototypes in co-creation sessions with the end-users and stakeholders. The prototypes will
be presented very quickly to the end-users. This fast way of asking for feedback is essential and
inherent to HCD. "You'll keep iterating, refining, and building until you're ready to get your solution out
into the world” (IDEO, 2015, p75).

2A 2B 2C
WORLD CAFE GUIDED BRAINSTORM CO-CREATION
Description and criteria Description and criteria Description and criteria
DSPs (n=8) DSPs (n=2) DSPs (n=2)

e Working in day-care e Working in day-care for e Working in day-care
for adults with 1D, adults with 1D, for adults with 1D,

e Minimal 50% of the e Minimal 50% of the job e Minimal 50% of the
job description is description is focused job description is
focused on enabling on enabling meaningful focused on enabling
meaningful activities activities meaningful activities

e Experience >2 year e Experience >2 year e Experience >2 year
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Supervisor of DSPs (n=4)
e Supervising Human
service worker

working in day-care

Supervisor of DSPs (n=2)
e Supervising Human
service worker working

in day-care

Supervisor of DSPs (n=2)
e Supervising Human
service worker

working in day-care

e Experience >2 year e Experience >2 year e Experience >2 year

Expert in ID and day-care Expert in ID and day-care (n=2) Expert in ID and day-care

(n=4) e Expertin ID policy (n=2)
e ExpertinID policy e Expertin day-care e ExpertinID policy
e Expertin day-care e Expertin day-care
PID (n=4) PID (n=2)
e Full-time attendee e Full-time attendee day-
day-care care
e Experience > 1 year e Experience > 1 year

Expert in Meaningful Activities
(n=4)

Expert in Meaningful Activities
(n=2)

Expert in Meaningful Activities
(n=2)

Person who has no connection
with day-care or ID (n=2)
e Affinity with creative
thinking and

brainstorms

Total n=24 Total n=12 Total n=8

Table 1: Participants in phase 2

Based on the ideal numbers to really get co-creation going, to generate as many ideas as possible, and
to keep the creative process going, the guidelines of each specific method were consulted. The World
Cafe will have 4, no more than 5, participants per table (62,64). The brainstorm preferably is organised

with 12 participants (65) and the co-creation sessions should have a minimum of 6 participants (57).

Once the team is assembled, an inspiring and nurturing environment will be sought, an environment
that welcomes and stimulates creativity. For this study, the entire top floor of the building of the
Artevelde University of Applied Sciences (AUAS) will be used for that purpose. In addition, the FabLab
(a makers lab), which is also situated in that building, can be used at all times. The complete phase 2
will be facilitated by lead and junior researchers. More specifically in the World Cafe, the lead
researcher will be the ‘cafe host’ and the junior researchers will be the ‘table hosts’. The lead
researcher will facilitate both the brainstorm and the co-creation sessions. Also, the final report will

be written by the lead researcher (with feedback from all authors).
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Phase 3: Implementation

Based on the insights of phases 1 and 2, in this final phase, the prototype comes to life and will be
taken to the end-user in a real-world context (49,50,66). In the form of a ‘live prototype’, the product
or service will be tested, followed by a ‘pilot’, which is a longer test than the live prototype and is one
of the final iterations (50). In order to realise a working and sustainable end product or service a
prolonged test is needed. Therefore, living labs will be created as they are very suitable in fostering
partnerships, validation and sustainability (67). There is no agreed upon definition of living labs, but it
could be best defined as both an environment and an approach that enables researchers to co-create
and develop with the end users and stakeholders (67,68). Both organisations 1 and 2, and if necessary
supplemented by two other organisations from different provinces in Flanders, will serve as living labs.
As those living labs are social environments, they are subject to human volitions, culture and language
(69,70) and therefore a realist evaluation (RE) is chosen to understand how contextual factors
influence our interventions. Even though a RE is time-consuming, intensive and challenging, it has
proven to be a method that provides a deeper understanding of how, when, and for whom a
programme works (70). Based on scientific literature, the data of previous phases (1A and 1B), the
ideas and prototype of (2A, 2B and 2C), an Initial Program Theory (IPT) will be created. More
specifically, contextual factors (C), mechanisms (M) and outcomes (O) will be mapped into a CMO-
configuration (69) in order to get a better understanding of how, when and for whom the outcome of

this HCD-process (figure 1) works.

Developing a tool or service is often very complex and calls for a specific approach (48). This MA4A-
study protocol answers that call and really puts the end-users at the heart of the development process
(54,56,57,71-73). Within this study, the DSPs are seen as the end-users and the PID as the most
important beneficiary or stakeholder, which made it difficult to determine the role of PID and to what
extent they should be involved in the process. Working with PID in research can be challenging and
asks for accessible co-creation tools (74). In addition, to maximise and optimise the input of PID a solid
‘architecture of involvement’ is needed and pre-planning and training of PID is essential to avoid
tokenistic involvement (75). Within this MA4A-study protocol PID will be actively involved from phase
2, starting with the World Cafe. Concerning the World Cafe, no specific training is prepared. However,
measures will be taken to make the World Cafe accessible for PID. At all times, a visual harvester will
be present to visualise the output of the World Cafe. Every participant on the World Cafe is given
placemats, which can be drawn or doodled on. This can be helpful for PID who have difficulties
communicating in a verbal manner. Each participant with ID can bring a DSP to support them during
the World Cafe. The table hosts will be given the explicit instruction to address the PID, rather than his
DSP. In phase 3 the PID will be at the centre of the research as the study uses a living lab methodology.
Since the organisation of the living labs can only be prepared once the tool or service is known, a
specific pre-planning and training programme for PID can be developed for phase 3 if needed. In

addition, the PID will be in their natural environment, which makes it more familiar and predictable.
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Finally, research shows the benefits for PID to participate in co-creation (75) and it also leads to better

well-being and job satisfaction for DSPs when they work together with PID (76).

Research into the application of the HCD process is not evident as it is constantly used interchangeably
with other (similar) methods, which systematically complicates research (54,72). Studies however
show that by using a HCD process in the correct way, the functionality, quality, usability and
acceptability increases, which ultimately also causes a decrease in product failure (49,52). An HCD
process is very intense and challenging (49,66) and that is why this MA4A-study protocol is so carefully
planned. In addition, it is enriched with traditional research methods to reduce bias and enhance
credibility. The use of traditional research approaches imply that researchers follow a research
protocol, such as determining sample sizes and response rates. Within the qualitative part (1A) of the
study it is difficult to determine sample size as priori because exploratory research looks to explore
phenomena in relation to themes one cannot identify in advance (77). Thus, within phase 1A no
estimate of sample size can be calculated. The concept of saturation (59) is more appropriate within
phase 1A and therefore the aim is to interview until nothing new is being learnt. In phase 1B, for the
web-based online survey, it is difficult to determine the response rate needed to prevent sampling bias
because there are no exact numbers of DSPs working in day-care facilities. In Flanders there are 257
licenced care providers but there are no available figures of the total amount of DSPs. The exact
number of DSPs depends on the degree of care the person with ID needs (the support budget one
receives increases with the degree of support needed) and this in combination with the level of
education of the DSPs (the higher educated the DSP, the higher the cost). In short, each organisation
is free to fill in the available vacancies, which means it is impossible to know how many DSPs there are
in Flanders at any particular point in time (78). After the survey is sent, follow-up mail will be sent to
enhance response-rates (79). In addition, findings from the survey will be benchmarked with other
published data in order to deal with the fact that analysis prior to sending out the survey is not possible
due to the lack of available data (80).

By performing this MA4A-study protocol, not only will the future support for DSPs be grounded in their
own wishes and needs, but it will also be established by means of an innovative co-creative approach.
An approach that is more likely to be adopted in practice, in comparison to the output of traditional
research methods. PID will benefit, and fellow researchers in the field will have a reference protocol
that will guide them in their own research. Ultimately, DSPs will receive the proper support they

deserve. Because in the end, they are key in enabling PID to engage in meaningful activities.

Patient and public involvement

HCD carries patient and public involvement in the core of its approach. In this protocol, we took all
possible steps to involve PID and the DSP. Firstly, the researchers have all a long-lasting connection
with clinical practice and the reason why this study is undertaken is based on concrete questions we
received from clinical practice. PID, who have a strong and trustful relationship with the DSP, indicated

that they did not always have access to MA. Contact with Flemish day-care centres showed indeed
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that DSP needed support in enabling MA. The DSP advocated the patients’ wishes with the researchers
and from these perspectives the PID, as well as the DSP were involved in the overall design of the
study. The results of the study will therefore be grounded in their specific wishes and the results will
have high potential of being tailored to their needs. All results will be shared with all Flemish day-care

centres, from the beginning, during and at the end of the study.

ETHICS AND DISSEMINATION

Ethical application was submitted to the Ethics Committee University Hospital Ghent (Belgium) and
approved on 06/02/2020. Reference numbers are B670202042983 and PA2021-091. Data collection
(1A) started in March 2020. The complete process is expected to continue until August 2023. All
participants will sign a written informed consent form. To ensure confidentiality, all data obtained from
the participants, will be processed and pseudonymised. The results of this study will be submitted for
publication in relevant peer-reviewed journals and will be presented at relevant conferences. This
protocol takes into account the guiding principles concerning the rights of people with intellectual

disabilities at all times.

CONTRIBUTORS

CW, DVdV, and PDV initiated the study, conceptualised the study and designed the first draft of the
study protocol. IDC, GVH and JVL reviewed the study protocol and provided feedback for the
refinement of the protocol. CW wrote the first draft of the final version of the manuscript. All authors

read the manuscript, provided feedback, and approved the final version.

ACKNOWLEDGMENTS

We are indebted to Mike Jarrey for linguistic advice and for proofreading the final manuscript.

COMPETING INTERESTS

There are no competing interests to be reported.

FUNDING
This research received no specific grant from any funding agency in the public, commercial or not-for-

profit sectors.

REFERENCES

1. Maulik PK, Mascarenhas MN, Mathers CD, Dua T, Saxena S. Prevalence of intellectual
disability: A meta-analysis of population-based studies. Res Dev Disabil. 2011;32(2):419-36.

2. Schalock RL, Luckasson R. A systematic approach to subgroup classification in intellectual

disability. Intellect Dev Disabil. 2015;53(5):358-66.
3. Broekaert E, Van Hove G, Vandevelde S, Soyez V, Vanderplasschen W. Handboek Bijzondere
Orthopedagogiek. Antwerpen: Garant; 2012. 515 p.

13

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

oNOYTULT D WN =

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

BMJ Open

AAIDD. Definition of Intellectual Disability [Internet]. 2020 [cited 2020 Mar 16]. Available
from: https://www.aaidd.org/intellectual-disability/definition

APA. Intellectual disability [Internet]. 2013 [cited 2020 Mar 16]. Available from:
https://www.psychiatry.org/psychiatrists/practice/dsm/educational-resources/dsm-5-fact-
sheets

Friedman C. Direct Support Professionals and quality of life of people with intellectual and
developmental disabilities. Intellect Dev Disabil. 2018;56(4):234-50.

Leser KA, Pirie PL, Ferketich AK, Havercamp SM, Wewers ME. The perceived role of direct
support professionals in the health promotion efforts of adults with developmental disabilities
receiving support services. Intellect Dev Disabil. 2018 Feb 1;56(1):40-55.

Matheis M. Philosophy of Care. In: Matson JL, editor. Handbook of Intellectual Disabilities.
Springer; 2020. p. 1133.

McCarron M, Lombard-Vance R, Murphy E, May P, Webb N, Sheaf G, et al. Effect of
deinstitutionalisation on quality of life for adults with intellectual disabilities: A systematic
review. BMJ Open. 2019;9(4).

Van Gennep A. Waardig leven met beperkingen, over veranderingen in de hulpverlening aan
mensen met beperkingen in hun verstandelijke mogelijkheden. Garant; 2007.

Schepens HRMM, Van Puyenbroeck J, Maes B. How to improve the quality of life of elderly
people with intellectual disability: A systematic literature review of support strategies. J Appl
Res Intellect Disabil [Internet]. 2019;32(3):483-521. Available from:
https://onlinelibrary.wiley.com/doi/abs/10.1111/jar.12559

Albuquerque CP, Carvalho AC. Identification of Needs of Older Adults With Intellectual
Disabilities. J Policy Pract Intellect Disabil. 2020;17(2):123-31.

McCausland D, Guerin S, Tyrrell J, Donohoe C, O’Donoghue |, Dodd P. A qualitative study of
the needs of older adults with intellectual disabilities. J Appl Res Intellect Disabil. 2021 Nov
1;34(6):1560-8.

United Nations. Convention on the Rights of Persons with Disabilities (CRPD) [Internet]. 2006
[cited 2020 Feb 27]. Available from:
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-
with-disabilities.html

United Nations. United Nations Treaty Collection, Chapter 4 - 15 [Internet]. 2020 [cited 2021
Feb 15]. Available from:
https://treaties.un.org/Pages/ViewDetails.aspx?src=TREATY&mtdsg_no=IV-
15&chapter=4&clang=_en

United Nations. United Nations Treaty Collection, Chapter 4 - 15.a. [Internet]. 2020 [cited
2020 Feb 15]. Available from:
https://treaties.un.org/Pages/ViewDetails.aspx?src=TREATY&mtdsg_no=IV-15-
a&chapter=4&clang=_en

Beke W. Beleidsnota 2019-2024 Welzijn, Volksgezondheid, Gezin en Armoedebestrijding
[Internet]. 2019 [cited 2020 Feb 2]. Available from:
https://www.vlaanderen.be/publicaties/beleidsnota-2019-2024-welzijn-volksgezondheid-
gezin-en-armoedebestrijding

Gomez LE, Schalock RL, Verdugo MA. A new paradigm in the field of intellectual and
developmental disabilities: Characteristics and evaluation. Psicothema. 2021;33(1):28-35.
Gomez LE, Schalock RL, Verdugo MA. A quality of life supports model: Six research-focused
steps to evaluate the model and enhance research practices in the field of IDD. Res Dev
Disabil. 2021;119(November).

Vandeurzen J. Perspectief 2020 nieuw ondersteuningsbeleid voor personen met een handicap
[Internet]. 2010 [cited 2019 Oct 19]. p. 77. Available from:
https://www.vaph.be/sites/default/files/documents/perspectiefplan-2020-nieuw-
ondersteuningsplan-voor-personen-met-een-handicap-9-juli-2010/perspectiefplan-2020-
nieuw-ondersteuningsbeleid-voor-pmh.pdf

14

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 14 of 19


http://bmjopen.bmj.com/

Page 15 of 19

oNOYTULT D WN =

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

BMJ Open

Statistiek Vlaanderen. Statistiek Vlaanderen [Internet]. 2018 [cited 2020 Feb 2]. Available
from: https://www.statistiekvlaanderen.be/nl/personen-met-handicap-met-
persoonsvolgend-budget

VAPH. Dagondersteuning [Internet]. [cited 2021 Mar 15]. Available from:
https://www.vaph.be/persoonlijke-budgetten/pvb/ondersteuning

Christiansen CH, Townsend EA. Introduction to Occupation: The Art of Science and living. New
Intern. Pearson Education Limited; 2014. 376 p.

Hooker SA, Masters KS, Vagnini KM, Rush CL. Engaging in personally meaningful activities is
associated with meaning salience and psychological well-being. J Posit Psychol [Internet].
2020;15(6):821-31. Available from: https://doi.org/10.1080/17439760.2019.1651895
Pentland W, Mary I, Mccoll A. Volume 75 | Number 3 | Canadian Journal of Occupational
Therapy. 2008;135.

De Vriendt P, Gauwe V, Van de Velde D. Clerver doelen bepalen in de eerste lijn;
Betekenisvolle activiteiten als hefboom om doelgerichte zorg te faciliteren.
Arteveldehogeschool Gent, editor. Uitgeverij Politeia NV; 2019. 174 p.

Christiansen CH, Baum CM. Occupational Therapy Performance, Participation, and Well-Being.
Vol. 52. Slack Incorporated; 2005. 070101 p.

Roberts AEK, Bannigan K. Dimensions of personal meaning from engagement in occupations:
A metasynthesis. Can J Occup Ther. 2018;85(5):386—-96.

Townsend EA, Polatajko HJ. Enabling Occupation 2: advancing an occupational therapy vision
for health, well-being, & justice through occupation. Ottawa, Ontario: CAOT Publications ACE;
2007. 418 p.

Oh A, Gan S, Boscardin WJ, Allison TA, Barnes DE, Covinsky KE, et al. Engagement in
Meaningful Activities Among Older Adults With Disability, Dementia, and Depression. Vol.
181, JAMA Internal Medicine. American Medical Association; 2021. p. 560-2.

Fesko SL, Hall AC, Quinlan J, Jockell C. Active aging for individuals with intellectual disability:
Meaningful community participation through employment, retirement, service, and
volunteerism. Am J Intellect Dev Disabil. 2012;117(6):497-508.

Mansell J, Elliott T, Beadle-Brown J, Ashman B, Macdonald S. Engagement in meaningful
activity and “active support” of people with intellectual disabilities in residential care. Res Dev
Disabil [Internet]. 2002;23(5):342-52. Available from:
http://www.embase.com/search/results?subaction=viewrecord&from=export&id=L36158859
Mansell J, Beadle-Brown J. Active Support: enabling and empowering people with intellectual
disabilities. Philadelphia: Jessica Kingsley Publishers; 2012. 224 p.

Mahoney W, Roberts E. Co-occupation in a day program for adults with developmental
disabilities. J Occup Sci [Internet]. 2009 Oct;16(3):170-9. Available from:
http://search.ebscohost.com/login.aspx?direct=true&db=cin20&AN=105326349&site=ehost-
live&scope=site

Munde VS, Vlaskamp C. Individuals with Profound Intellectual and Multiple Disabilities at
Work?! Activities in Special Day Service Centers in Germany. J Policy Pract Intellect Disabil.
2019;16(3):232-8.

van Loon JHM. Guidelines in Supporting People with Intellectual Disabilities.It’s all About
Values. Glob J Intellect Dev Disabil. 2020;7(1):1-5.

lacono T, Bould E, Beadle-Brown J, Bigby C. An exploration of communication within active
support for adults with high and low support needs. J Appl Res Intellect Disabil [Internet].
2019;32(1):61-70. Available from: https://onlinelibrary.wiley.com/doi/abs/10.1111/jar.12502
Barelds A, van de Goor |, van Heck G, Schols J. Quality of care and service trajectories for
people with intellectual disabilities: Defining the aspects of quality from the client’s
perspective. Scand J Caring Sci. 2010;24(1):164-74.

Scheffelaar A, Hendriks M, Bos N, Luijkx K, Van Dulmen S. Determinants of the quality of care
relationships in long-term care - A participatory study. BMC Health Serv Res. 2019;19(1):1-23.
Schalock RL, Van Loon J, Mostert R. a Systematic Approach To Enhancing the Personal Well-

15

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

oNOYTULT D WN =

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.
52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

BMJ Open

Being of Children and Adolescents. Int J Child, Youth Fam Stud. 2018;9(4):188-205.
Gormley L, Healy O, O’Sullivan B, O’Regan D, Grey |, Bracken M. The impact of behavioural
skills training on the knowledge, skills and well-being of front line staff in the intellectual
disability sector: a clustered randomised control trial. J Intellect Disabil Res [Internet].
2019;63(11):1291-304. Available from:
https://onlinelibrary.wiley.com/doi/abs/10.1111/jir.12630

Nankervis KL, Vassos M V. Agencies and Professions in the Provision of Care. In: Matson JL,
editor. Handbook of Intellectual Disabilities2. Springer; 2020. p. 1133.

Noonan PM, Gaumer Erickson AS. Multidisciplinary Teams. In: Matson JL, editor. Handbook of

Intellectual Disabilities. Springer; 2020. p. 1133.

Devereux J, Hastings R, Noone S. Staff stress and burnout in intellectual disability services:
Work stress theory and its application. J Appl Res Intellect Disabil. 2009;22(6):561-73.
Kozak A, Kersten M, Schillmoller Z, Nienhaus A. Psychosocial work-related predictors and
consequences of personal burnout among staff working with people with intellectual
disabilities. Res Dev Disabil. 2013;34(1):102-15.

Bauer MS, Damschroder L, Hagedorn H, Smith J, Kilbourne AM. An introduction to
implementation science for the non-specialist. BMC Psychol [Internet]. 2015;3(1):1-12.
Available from: http://dx.doi.org/10.1186/s40359-015-0089-9

Pozen R, Kline H. Defining Success for Translational Research Organizations.
wwwsScienceTranslationalMedicine.org. 2011;3(94):1-5.

O’Cathain A, Croot L, Duncan E, Rousseau N, Sworn K, Turner KM, et al. Guidance on how to

develop complex interventions to improve health and healthcare. BMJ Open. 2019;9(8):1-9.
Hartung H, Rottenberg S. Human-Centered Design: Understanding Customers’ Needs Through

Discovery and Interviewing. Acad Entrep Med Heal Sci [Internet]. 2019;1(4-Article 5):1-9.
Available from: https://repository.upenn.edu/ace/vol1/iss4/5

IDEO. The Field Guide to Human-Centered Design. 1st ed. San Fransisco: IDEO.org; 2015. 192

p.
Brown T, Wyatt J. Design Thinking for Social Innovation. Dev Outreach. 2010;Special re.

Moody L. User-centred health design: Reflections on D4Ds experiences and challenges. ] Med

Eng Technol. 2015 Oct 3;39(7):395-403.
Nurjono M, Shrestha P, Lee A, Lim XY, Shiraz F, Tan S, et al. Realist evaluation of a complex
integrated care programme: Protocol for a mixed methods study. BMJ Open. 2018;8(3).

Bazzano AN, Martin J, Hicks E, Faughnan M, Murphy L. Human-centred design in global health:

A scoping review of applications and contexts. PLoS One. 2017 Nov 1;12(11).

Holeman I, Kane D. Human-centered design for global health equity. Inf Technol Dev
[Internet]. 2020;26(3):477-505. Available from:
https://doi.org/10.1080/02681102.2019.1667289

Altman M, Huang TTK, Breland JY. Design thinking in health care. Prev Chronic Dis. 2018 Sep
1;15(9).

Ku B, Lupton E. Health Design Thinking. New York: Cooper Hewitt, Smithsonian Design
Museum; 2020. 223 p.

Adam M, McMahon SA, Prober C, Barnighausen T. Human-Centered Design of Video-Based
Health Education: An Iterative, Collaborative, Community-Based Approach. J Med Internet
Res. 2019 Jan 30;21(1):e12128.

Howitt D. Qualitative Research Methods in Psychology. Third edit. United Kingdom: Pearson
Education Limited; 2016. 578 p.

Taylor RR. Research in occupational therapy: methods of inquiry for enhancing practice.
second edit. Philadelphia: F.A. Davis Company; 2017. 547 p.

Lohr K, Weinhardt M, Sieber S. The “World Café” as a Participatory Method for Collecting
Qualitative Data. Int J Qual Methods. 2020;19.

The World Café Community Foundation. A Quick Reference Guide for Hosting World Café
What are World Café Conversations ? 2015; Available from:

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

16

Page 16 of 19


http://bmjopen.bmj.com/

Page 17 of 19

oNOYTULT D WN =

BMJ Open

http://www.theworldcafe.com/wp-content/uploads/2015/07/Cafe-To-Go-Revised.pdf

63. Flanders DC. GPS-manual. Leuven: Flanders District Of Creativity vzw; 2015. p. 23.

64. Brown J, Isaacs D, The World Café Community. The World Café. Berret-Koehler Publishers;
2005. 264 p.

65. Flanders DC. GPS-brainstormkit.

66. Brown T. Change by design. New York: HarperCollins Publishers; 2019. 294 p.

67. Kim J, Kim YL, Jang H, Cho M, Lee M, Kim J, et al. Living labs for health: An integrative
literature review. Eur J Public Health. 2020;30(1):55-63.

68.  Stahlbrost A, Holst M. The Living Lab Methodology Handbook. Luled Univ Technol CDT — Cent
Distance-spanning Technol [Internet]. 2012;76. Available from:
http://www.ltu.se/cms_fs/1.101555!/file/LivingLabsMethodologyBook_web.pdf

69. Gilmore B, McAuliffe E, Power J, Valliéres F. Data Analysis and Synthesis Within a Realist
Evaluation: Toward More Transparent Methodological Approaches. Int J Qual Methods.
2019;18:1-11.

70. Fick F, Muhajarine N. First steps: creating an initial program theory for a realist evaluation of
Healthy Start-Départ Santé intervention in childcare centres. Int J Soc Res Methodol
[Internet]. 2019;22(6):545-56. Available from:
https://doi.org/10.1080/13645579.2019.1595375

71. Foley SM. Service design for delivery of user centered products and services in healthcare. J
Commer Biotechnol. 2018;24(1):69-77.

72. Ghazali M, Ariffin NAM, Omar R. User Centered Design Practices in Healthcare: A Systematic
Review. User Centered Design Practices in Healthcare: A Systematic Review. 2014.

73. Naar L, Zimmermann A, Bobinet K, Sklar A. The human-centered health system: Transforming
healthcare with design. Doha, Qatar: World Innovation Summit for Health; 2018.

74. Almeida R, Losada Duran R, Cid Bartolomé T, Giaretta A, Segalina A, Bessegato A, et al.
Accesible co-creation tools for people with intellectual disabilities: working for and with end-
users. 2020;(December).

75. Di Lorito C, Bosco A, Birt L, Hassiotis A. Co-research with adults with intellectual disability: A
systematic review. J Appl Res Intellect Disabil. 2018;31(5):669-86.

76. van der Meer L, Nieboer AP, Finkenflligel H, Cramm JM. The importance of person-centred
care and co-creation of care for the well-being and job satisfaction of professionals working
with people with intellectual disabilities. Scand J Caring Sci. 2018;32(1):76-81.

77. Sim J, Saunders B, Waterfield J, Kingstone T. Can sample size in qualitative research be
determined a priori? Int J Soc Res Methodol. 2018;21(5):619-34.

78. VAPH. The Flemish Agency for people with a disability in numbers. 2021; Available from:
https://www.vaph.be/sites/default/files/documents/17929/het_vaph_in_cijfers_-_2020.pdf

79. Polit DF, Beck CT. Nursing Research - Generating and Assessing Evidence for Nursing Practice.
Tenth Edit. Philadelphia: Wolters Kluwer Belgium NV; 2017. 784 p.

80. Halbesleben JRB, Whitman M V. Evaluating survey quality in health services research: A
decision framework for assessing nonresponse bias. Health Serv Res. 2013;48(3):913-30.

FIGURE TITLE
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INTERVIEW GUIDE

Important: when answering the questions, think about an average day. Do not think of
a special day that only goes on once a year.

Introduction question
¢ Can you introduce yourself briefly?
e Can you briefly present the organisation you work for?
o If the function and job description are not clear; "Can you describe your job
within the organisation?

Transition question
¢ How did you end up in an organisation for adults with intellectual disabilities?
o Iflength of employment was not mentioned, "How long do you work with people
with intellectual disabilities?"
o Have you consciously chosen for people with intellectual disabilities? Why did
you or why didn’t you?

Key questions
¢ How would you describe your job?
o Can you give an example of an average day?
¢ How do you experience working with adults with intellectual disabilities?
o What roles do you take on as a professional caregiver?
e What do you think your interventions/activities mean for the person with intellectual
disabilities?
o Can you give an example of a situation in which this is reflected?
o What are ideal activities for persons with intellectual disabilities according to you?
o What conditions should be met to describe it as meaningful daycare?
e When are activities no longer meaningful?
o What are contributing factors in enabling meaningful activities?
e What are obstructing factors in enabling meaningful activities?
e What support do you need in enabling meaningful activities for adults with intellectual
disabilities?
o Where do you feel insecure in enabling meaningful activities?
o What information do you still require concerning meaningful activities?

Final question
e How would you describe 'meaningful activities'?
e Are there things you would like to add to this interview?

Supplementary material 1 Page 1 of 1
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

