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Abstract

Background

The specific advantages and disadvantages of strategies that caregivers use to sup-
port self-determination in individuals with profound intellectual and multiple disabilities
need to be known. This study explored consensus on advantages and disadvantages
of support strategies from the perspective of users.

Method

A four-round Delphi study was conducted with 10 relatives and 13 professionals
experienced in self-determination support. In Round 1, qualitative data were collected
and thematically analysed. Subsequent rounds used Likert scales and participant
feedback to explore consensus.

Results

Thematic analysis of Round 1 produced 79 themes, on which 72 consensus was
reached across later rounds. On 63 themes, consensus was found across both
groups. Users reported advantages such as mutual trust, reciprocal learning, and a
more unified and efficient approaches to support self-determination. For individuals
with disabilities, advantages included improved health, participation, and increased
influence over their lives. However, disadvantages included preconditions that are
often unmet in practice, such as consistent use of communication aids, sufficient
time, and stable staffing.
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themes derived from participant interviews. The
original dataset consists of video and audio
recordings of individual interviews, as well as
SPSS files containing participants’ original
codes and arguments in Dutch. These data
include personally identifiable information. Due
to ethical and legal restrictions related to par-
ticipant privacy and the General Data Protection
Regulation (GDPR), these data cannot be
shared publicly or upon request. Participants
did not provide consent for data sharing with
third parties, and therefore, the Ethics Review
Board of Tilburg University has determined that
neither the full nor an anonymized dataset can
be made available.
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Conclusion

Promoting self-determination in this population requires attention to their interac-
tions with support networks and the quality of collaboration. Each support strategy
has specific advantages and disadvantages that should be examined in light of the
diversity within this population and their networks. Future research and practice could
address identified barriers and build on advantages of support strategies by evaluat-
ing their applicability and relevance in individual cases.

Introduction

Every day, family members and healthcare professionals who support people with
severe or profound intellectual and multiple disabilities face the critical challenge of
fostering self-determination [1]. For this population, self-determination is associated
with reduced self-injurious behaviours, increased adaptive functioning, community
participation, and overall quality of life [2—5]. Historically, self-determination was
assumed to require high cognitive capacities [6]. However, in the last two decades, the
potential for self-determination among individuals with severe or profound intellectual
and multiple disabilities, contingent on adapted environments, has gained increas-
ing recognition [7]. This shift aligns with the social model of disability and the United
Nations Convention on the Rights of Persons with Disabilities (UNCRPD) framework,
emphasizing autonomy, dignity, and free will as fundamental human rights [8,9].

Despite these advances, the assumption that this population experiences lower
levels of autonomy and participation compared to other populations prevails [10,11].
People with severe or profound intellectual and multiple disabilities usually have
severe or profound intellectual impairments (IQ <20-35), and complex neuromotor
and sensory disabilities [12]. Their communication is often described as pre- or proto-
symbolic, expressed through subtle body movements, muscle tension, vocalizations,
and idiosyncratic behaviours with individual and across variations. These variations
may also contribute to the variations in communication, language and motor capabili-
ties seen across people within this group [12—14].

Individuals with severe or profound intellectual and multiple disabilities are typically
highly dependent on others for daily care and support and often have limited verbal
communication. As a result, their preferences and intentions are frequently inter-
preted and mediated by significant others. Most individuals with severe or profound
intellectual and multiple disabilities grow up within their family environment, where
self-determination is often intuitively supported by family members [1]. Parents grad-
ually develop expertise in understanding their child’s behaviour, needs, and prefer-
ences and frequently translate this knowledge to others involved in care [15]. Siblings
are also commonly involved in caregiving and may eventually assume parents’ roles
over time [16]. Throughout the life course, family members typically receive assis-
tance and guidance from healthcare professionals, who fulfil various roles in sup-
porting the individual [17]. Consequently, the degree, frequency, and nature of family
members’ and healthcare professionals’ involvement and collaboration may change
over time [16].
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The communication forms used by people in this target group, while meaningful, are often difficult to interpret accu-
rately, which can hinder the identification of opportunities to support self-determination [9,18]. Nevertheless, emerging
evidence suggest that changes to the social environment may support self-determination. Individuals with severe or
profound intellectual and multiple disabilities may experience self-determination when supporters, both family members
and healthcare professionals act as facilitators rather than gatekeepers of autonomy [7]. Central to this approach are
person-centered strategies, grounded in the deep, often tacit, knowledge that supporters have of the individual [7]. Such
relationships are key to recognizing preferences, interpreting subtle cues, and fostering participation in decision-making
[18—19]. Other reported practices include promoting choice-making, facilitating communication, providing assistive tech-
nology, and cultivating sustainable support networks [20]. Finally, collaborative approaches of family members and profes-
sionals are assumed to shape environments supportive of self-determination [21]. Furthermore, as the present study was
conducted in the Netherlands, it is relevant to consider the national care context in which it is embedded. Dutch disability
care policies and programmes increasingly emphasise the promotion of self-determination, including for individuals who
are highly dependent on others [21,22]. This socio-cultural and policy context may shape both professional practices
and family expectations regarding autonomy and support. At the same time, cultural differences and variations in service
organisation across countries should be considered when interpreting the findings, as their transferability to other national
contexts may be limited [23].

Given the range of potentially effective strategies, it is important to consider their relative advantages, guided by estab-
lished theoretical frameworks. Self-determination among people with disabilities may be understood by integrating insights
from Self-Determination Theory (SDT) and Causal Agency Theory (CAT). SDT and its mini-theory of basic psychological
needs posit that the pursuit of autonomy, competence, and relatedness constitutes self-determination, which is subjec-
tively experienced in the form of autonomous motivation and wellbeing [24]. CAT offers a framework for understanding
how people become self-determined, in the sense that they develop actions and beliefs that allow them to take charge of
their own lives. Previous research suggests that the needs identified by SDT can also be used to understand self-
determination in individuals with severe or profound intellectual and multiple disabilities [18]. However, operationalising
these needs within this population is challenging, as internal experiences are often not directly accessible and must be
interpreted through proxies who rely on non-symbolic behaviours [26-27]. CAT complements SDT by emphasising that
self-determination is not merely about exerting control, but also about learning how one’s actions bring about desired
changes [27]. From this perspective, the function of an action for the individual, specifically, whether it enables them to
influence their environment is central. Thus, while SDT focuses primarily on the fulfilment of psychological needs, CAT
highlights the development of observable behavioural and relational processes through which these needs may be
expressed and supported. For individuals with severe or profound intellectual and multiple disabilities, whose inner expe-
riences are often difficult to assess directly, this integrated perspective is particularly relevant. Self-determination should
therefore be examined within individuals’ interactions with their support networks, taking into account both psychological
needs and the contextual conditions that enable causal agency.

However, although previous studies have identified several strategies that may support self-determination in this popu-
lation, important questions remain unanswered. Existing research has helped to describe relevant strategies and to relate
them to broader theoretical frameworks [25,26]. However, a key step is to discern the relative advantages and disadvan-
tages of these strategies across individuals, situations, and support contexts. In addition to these theoretical and meth-
odological gaps, support strategies may also be constrained in practice. The contexts in which self-determination can be
supported are highly diverse, and strategies that appear useful in one situation may be less feasible or effective in another
[28-32]. Their applicability may depend on individual factors, such as health status or communication preferences [21,31],
as well as contextual factors including caregiver workload, organisational rules, and institutional routines [7,28]. Yet, the
literature offers only limited insight into how relatives and healthcare professionals experience such constraints in daily
practice, and how these may shape the perceived value of different strategies.
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To conclude, important open questions include which support strategies are most beneficial, what barriers may hinder
their use, and how judgements on these questions may differ between stakeholder groups. Because people with severe
or profound intellectual and multiple disabilities are often unable to express their inner experiences directly [7], insights
from relatives and professionals who apply these strategies are essential [10,21]. This study therefore focuses on how
these stakeholders perceive the advantages and disadvantages of current support strategies. Prior research suggests
that relatives and professionals may differ in how they support self-determination, drawing on either intuitive, relational
knowledge or formal training and policy [1]. Examining both perspectives may help clarify what works for whom, under
what conditions, and with what possible limitations. By synthesising experiential and practice-based knowledge, this study
aims to answer the research question: What are the advantages and disadvantages of support strategies used to promote
self-determination in people with severe or profound intellectual and multiple disabilities?

Method
Study design

The current study employed the classic Delphi design [33], known for its potential to find expert consensus on understud-
ied topics with divergent opinions [34,35]. This method involves multiple iterative rounds of anonymous feedback among
participants, minimizing the influence of hierarchy and groupthink, thereby promoting equitable collaboration. This collab-
orative process can lead to detailed and comprehensive knowledge about topics under investigation. The Delphi method
has been effectively applied in various fields, including intellectual disability research [25,36—38]. Additionally, an Advisory
Commission of experts by experience recommended interviews in the first round instead of a questionnaire, to avoid bur-
dening participants with writing requirements on an underexplored topic more suitable for an open discussion.
Ethical approval was obtained from the Ethical review board of Tilburg University [TSB_RP1186].

Participant recruitment

A purposive expert sampling method was employed (Powell, 2003). In Delphi studies, a panel of 10—15 experts with a
70% response rate per round is typically sufficient to yield reliable results [39]. Taking into account an expected attrition
rate of 20—24 percent [40], the recruitment target was set at 24 participants.

Participants were recruited through the contact persons of The Academic Collaborative Center Living with an Intellec-
tual Disability (AWVB). These contact persons from affiliated healthcare organisations approached eligible individuals
based on predefined inclusion and exclusion criteria. These criteria required participants to be relatives or healthcare
professionals (16 years or older) involved in the care of individuals with severe or profound intellectual and multiple
disabilities, as defined by Nakken and Vlaskamp [41]. This definition includes a combination of intellectual disabilities (1Q
below 20-35), neuromotor and sensory impairments, and a developmental age below five years [42]. A minimum calendar
age of three years was set for the person with disabilities, reflecting the typical developmental onset of autonomy between
18 months and three years, and the beginning of conscious parental autonomy support [43]. Relatives included first- or
second-degree family members, friends, or legal representatives. Healthcare professionals were required to have at
least two years of experience working with the target population [1]. A heterogeneous sample was sought to improve the
generalisability of the findings [39]; thus, no restrictions were placed on the occupational roles of healthcare profession-
als. To maximise the likelihood of relevant expertise, participants were purposively selected based on their direct experi-
ence in supporting individuals with severe or profound intellectual and multiple disabilities. Inclusion criteria were defined
according to the participant’s relationship to the support recipient: either being a first- or second-degree relative or having
at least two years of professional experience working with the target population. In addition, participants received a brief
overview of the identified support strategies and confirmed their familiarity with these practices. They were also provided
with a short-written introduction to self-determination as conceptualised within Self-Determination Theory (SDT) to ensure
a shared conceptual basis. Although no formalised or standardised criteria for expertise were applied, consistent with
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previous Delphi research [33], sustained practical involvement in supporting self-determination was considered sufficient
to qualify participants as expert informants for the purposes of this study.

Interested participants received an email containing an information letter explaining the study’s purpose and proce-
dures, and an informed consent form. The form clarified that participants could withdraw their participation at any time
without consequences or needing to provide a reason. Participants signed the consent form, filled in a brief demographic
questionnaire and returned these through e-mail. Recruitment of participants took place from May 15t to October 8th, 2024,
when participants had returned their signed consent forms, interviews with those participants could already take place,
therefore the timing of recruitment and data collection collided. Interviews took place from 6™ of June to 17" October 2024
and questionnaire data were collected for all rounds between 19" of November 2024—16%" of April 2025. During and after
data collection, all data containing privacy sensitive information were pseudonymized. Data can only be traced back to the
person by the means of a key file located on a protected drive of the University, only accessible to the executive research-
ers. All participants were compensated with a 25-euro gift card after completing participation.

A total of 23 participants enrolled in the study; 10 relatives and 13 healthcare professionals. As all recruitment avenues
where exhausted at this point, recruitment was concluded. Relatives included five mothers, three fathers, one brother,
one sister, and one friend/legal representative. Their ages ranged from 25 to 75 years (mean=58, SD=14.7). Their
family members with disabilities included seven males and three females, aged 9-68 years (mean=26, SD=16,7), all
with severe to profound intellectual and multiple disabilities. Healthcare professionals included 12 females and one male,
ranging in age from 22 to 59 years (mean=41, SD=11.8). Their work experience with the target population ranged from 2
to 39 years (mean=14.7, SD=11.4), and they occupied a variety of professional roles (see Table 1 for further details).

Table 1. Participants demographics.

Family members

Mother & father together
Mothers

Fathers

Sibling

Friend/legal representative

=N W o =

Gender
Male 5
Female 6

Age range (years) 25-75

Healthcare professionals

Direct support staff

Team-leaders

Project managers

Nurse practitioners

Care coordinator

Project quality manager

Treatment coordinator

aAalalalaln AN~

Therapist

Gender
Male 1
Female 12

Age range (years) 22-59

Work experience (years) 2-39

https://doi.org/10.1371/journal.pone.0349403.t001
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Delphi procedure

Preparation phase. Prior to initiating the four-round Delphi process, an overview of strategies used to support
self-determination in individuals with severe or profound intellectual and multiple disabilities was compiled, similar to
approaches in previous Delphi studies [36,37]. This overview was based on four key sources: 1) a systematic review
of intervention studies [20], 2) a concept mapping study [21], 3) an earlier Delphi study on self-determination for this
population [25], and 4) Dutch healthcare practice literature [44,45]. The overview prioritized empirically supported
interventions, with a particular focus on those used in the Netherlands, while also integrating international literature.

The first author screened all materials and extracted interventions specifically targeting self-determination, using
terminology consistent with prior work [20,21,25]. A comparative matrix was created to identify overlapping strategies,
particularly within core domains such as autonomy and choice-making. To validate this overview, an online advisory group
meeting was held with six specialists (three relatives, two professionals, one with dual roles) who did not participate in
the final Delphi study. Prior to the meeting, they received an outline of the proposed strategies and the Delphi procedure.
Feedback focused on the applicability, clarity, and relevance of each strategy. Revisions were made from their input. The
matrix is available in the supplementary materials.

This process resulted in the identification of six core strategies: 1) Equal cooperation of relatives and healthcare profession-
als to create an environment optimal for self-determination; 2) Build and maintain sensitivity; 3) Purposeful application of total
communication; 4) Support and encourage choice making; 5) Implement technology and aids; and 6) Create and maintain a
network of acquaintances around the person. A summary is provided in Table 2; further details are available upon request.

Delphi rounds. To explore the perspectives of relatives and healthcare professionals on the advantages and
disadvantages of six strategies to support self-determination in individuals with severe or profound intellectual and
multiple disabilities, a four-round Delphi design was employed. Based on advice from the advisory group, the first
round consisted of individual online interviews in Microsoft Teams. The interviews lasted around 30—45 minutes where
participants explained their experienced advantages and disadvantages of each strategy consecutively, with flexibility
to revisit strategies if needed. The subsequent three rounds were conducted through online questionnaires distributed
via email. Questionnaire completion times ranged from approximately 10—30 minutes. In line with previous research [1],
intervals of five weeks were maintained between rounds to allow for analysis and preparation. Each round was planned

Table 2. Overview of self-determination support strategies presented to participants in round 1.

Strategy Description

1.Equal cooperation of relatives and healthcare Collaborative efforts to understand the individual’s behavior, communication, preferences, and
professionals to create an environment optimal for needs. Diverse expertise of all parties is equally valued, fostering an environment promoting
self-determination. self-determination.

2.Build and maintain sensitivity Observe and interpret subtle behaviour (e.g., vocal sounds, body movements, muscle tension) to
accurately recognize and respond.

3.Purposeful application of total communication Utilize communication methods/assistive technologies tailored to individuals communication
style, developmental level, abilities, and context. Regular re-evaluations to accommodate evolv-
ing needs.

4.Support and encourage choice making Identify individuals’ ability to make choices. Align choice-making opportunities with developmental
level, communication- and sensory abilities, and specific contexts.

5.Implement technology and aids Assess/apply suitable assistive technologies (e.g., microswitches, optical pointers, tablets,
AAC systems) to facilitate communication, choice-making, and monitoring of physical/mental
well-being.

6.Create and maintain a network of acquaintances | Establish/sustain a network of acquaintances familiar with the individual to share and transfer
around the person knowledge.

Notes; AAC systems =augmentative and alternative communication systems.

https://doi.org/10.1371/journal.pone.0349403.t002
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to remain open for 14 days, with reminder emails sent after one and two weeks. Due to delays in retrieving the filled in
questionnaires, interval between rounds was extended. The procedures and focus of each round are described in detail
below.

Round 1: Item generation through interviews. The objective of the first round was to generate a broad set of perceived
advantages and disadvantages for each of the six strategies. Each interview lasted approximately 30—-45 minutes and was
guided by open-ended questions designed to elicit participants’ views and experiences related to the proposed strategies.
Prior to the interviews, participants reviewed the strategies in detail. Interviews were audio-recorded with consent (verbal
and written) and transcribed verbatim. The interviews yielded 619 individual responses, which were thematically analysed
and organized into 79 overarching themes (see Data Analysis section for further details). These themes encompassed
both positive and critical perspectives and were subsequently carried forward to the second round.

Round 2: Initial evaluation and consensus testing. The second round’s objective was to evaluate the level of agree-
ment with themes generated in Round 1. Participants received an online questionnaire via the Qualtrics platform, in which
they rated each theme using a 5-point Likert scale ranging from 1 (strongly disagree) to 5 (strongly agree). Themes with at
least 70% agreement or disagreement within each group were considered to have reached consensus and excluded from
further rounds [46].

Round 3: Re-evaluation with feedback. The purpose of the third round was to further evaluate the remaining themes
that did not reach consensus in Round 2. The questionnaire followed the same format as in the previous round, themes
were not reformulated but included controlled feedback to facilitate reconsideration [35,36]. This feedback included each
themes’ mode score from the group’s responses in Round 2. If a participant’s rating differed from the group mode, they
were prompted to briefly explain their reasoning. This process aimed to promote deeper reflection and increased aware-
ness of differing viewpoints within the panel. In this round, one relative could not participate due to personal circum-
stances, but returned for round 4. Additional attrition included three professionals (see Table 3. for further details).

Round 4: Final evaluation and consensus determination. Round four served as the final opportunity for finding con-
sensus. Themes that still lacked consensus after Round 3 were re-presented, this time with additional feedback. Partici-
pants were shown their own previous responses, the group mode, and a summary of anonymized qualitative arguments
provided by participants whose ratings differed from the majority. This inclusion of peer reasoning provided further context
for participants to re-evaluate their positions. After completing their ratings, themes that continued to fall short of the 70%
agreement threshold were considered non-consensus items and excluded from the final results.

Data analysis

Round 1 item generation. In line with prior research [25,47], data from Round 1 were analysed using Braun and
Clarke’s [48] six-step reflexive thematic analysis approach, allowing for a systematic identification of patterns in the
qualitative interview data. First, the first two authors and an independent researcher familiarised themselves with the data
by repeatedly reading all interview transcripts to develop an in-depth understanding of participants’ perspectives. Second,
the first author and the independent researcher used ATLAS.ti software [49,50] to independently conduct open, inductive
coding of each interview, focusing specifically on statements related to the perceived advantages and disadvantages of
the identified support strategies. Codes were developed close to participants’ original wording and reflected meaningful
features relevant to the research question. After coding all interviews, codes were compared and discussed with the

Table 3. Participants response- and retention rate (%) in each round.

Participants Round 1 Round 2 Round 3 Round 4
Relatives 10 10 (100%) 9 (90%) 10 (100%)
Professionals 13 10 (76.9%) 11 (84.6%) 11 (84.6%)

https://doi.org/10.1371/journal.pone.0349403.t003
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third author. In line with a reflexive thematic analysis approach, these discussions were not intended to establish coding
consensus as a marker of reliability, but to deepen interpretative engagement with the data and critically reflect on
similarities and differences in coding. Reflexivity was considered throughout the analysis. The first author, who conducted
the interviews, was familiar with participants’ non-verbal expressions, vocal tone, and interactional context. While this
provided valuable contextual sensitivity, it may also have shaped the interpretation of the data. To maintain a shared
analytical basis between coders, the analysis focused primarily on the transcript content available to both coders, while
recognising that interpretation remained shaped by the researchers’ perspectives and involvement in the study.

Third, related codes were grouped into preliminary themes by the first and second authors and the independent
researcher. While some codes clustered into coherent themes, others were initially categorised as miscellaneous and
were further examined during the refining process. Fourth, the preliminary themes were reviewed against both the coded
extracts and the full dataset to ensure coherence and alignment with the data. To enhance clarity and credibility, a peer
debriefing procedure was conducted with two independent researchers. These researchers were not involved in the data
collection or coding process. Both had extensive experience with qualitative research (especially thematic analysis) and
professional and research expertise regarding the target group and the topic (self-determination), which enabled them
to assess both the analytical coherence and the practical relevance of the theme labels. Their position outside the pri-
mary analysis process allowed them to provide critical reflection on the clarity, coherence, and internal consistency of the
themes. Without access to the original codes or transcripts, they reviewed the theme labels, after which minor revisions
were made based on their feedback. Finally, all authors contributed to defining and naming the themes to ensure concep-
tual clarity and accessibility for participants in the subsequent Delphi rounds. The finalised 79 themes were then incorpo-
rated into the Round 2 questionnaire analysed using the SPSS software version 29 [51]. All finalized themes were
translated into English by a certified language center and are available in Tables 4-9.

Results

In round one, all 13 participants together provided 619 responses. Thematic analysis of the responses from round one
yielded 79 themes, which were subsequently rated for consensus in round two. These themes, along with consensus
levels per participant group and per round, can be found in Tables 3 to 8. Fig 1 shows a flowchart representing how many
themes reached a consensus per round. In total, no consensus was reached on 8 of the 79 rated themes. Additionally, dif-
ferences emerged between the two groups regarding which themes reached consensus and in which round this occurred.
These findings are presented per support strategy. For each strategy, the advantages and disadvantages that reached
consensus among both groups are presented first, followed by statements where only one group reached consensus or
where consensus was not reached, accompanied by participants’ arguments for disagreement.

“Strategy 1: Equal cooperation of relatives and healthcare professionals to create an environment optimal for
self-determination

Advantages. Participants provided five statements regarding the advantages of Strategy 1. Four reached consensus
in Round 2 and one in Round 4. Both groups agreed that this strategy promotes mutual learning between stakeholders,
contributes to greater clarity and calmness for the individual, and improves support for self-determination. Participants
also emphasised that cooperation benefits relatives by helping them feel involved and supported by professionals, and by
preparing them for transitions in care.

Disadvantages. Five disadvantage statements were identified, three of which reached consensus in Round 2. Both
groups agreed that effective collaboration depends on conditions that are not always met in practice, such as stable staff,
active involvement of relatives, and clear communication among those involved in the person’s care. Group differences
were also observed: professionals agreed that collaboration may expose conflicting opinions and create ambiguity
regarding responsibilities, whereas most relatives disagreed with these concerns in Round 2.
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Table 4. Agreement per group and rounds on advantages/disadvantages of strategy 1: Equal cooperation of relatives and healthcare profes-
sionals to create an environment optimal for self-determination.

Round 2 3 4
Advantages Relatives Professionals | Relatives Professionals | Relatives | Professionals
This strategy enables stakeholders to learn from 100% agree 100% agree

each other’s knowledge and experience

This strategy helps improve the quality of life of 90% agree 100% agree

individuals with disabilities by providing more clarity,

calmness and better support of self-determination

This strategy makes relatives feel that healthcare 100% agree 100% agree

professionals involve them, listen to them, and offer

them advice and support in difficult situations

This strategy helps relatives prepare for the tran- 70% agree 50% neutral 60% agree 90% agree
sition when healthcare professionals take over the 50% agree 40% neutral

care duties for their loved ones

This strategy creates trust and connection between | 100% agree 90% agree

all involved, benefitting the quality of care that an

individual receives

Disadvantages

This strategy may reveal differences in opinions 40% disagree | 80% agree 77% disagree

and perspectives of relatives and healthcare profes- | 30% neutral 11% completely

sionals that can hinder their collaboration 30% agree disagree

This strategy is more time-consuming in terms of 30% disagree | 30% disagree | 67% agree 70% agree 78%
reaching consensus 10% neutral 30% neutral 33% disagree agree

60% agree

40% agree

This strategy can lead to disagreement or uncer-
tainty about task divisions

50% disagree
20% neutral
30% agree

20% disagree
30% neutral
50% agree

78% disagree

60% agree
40% neutral

70% agree

This strategy is sensitive to changes in personnel

70% agree

70% agree

This strategy is difficult to implement if the relatives
are not very involved

70% agree

80% agree

In this strategy, an individual’s capabilities
could end up not being taken into consideration
sufficiently

50% disagree
20% neutral
30% agree

30% disagree
40% neutral
30% agree

78% disagree

50% neutral
30% agree
20% disagree

80% neutral
20% disagree

https://doi.org/10.1371/journal.pone.0349403.t004

Strategy 2: Build and maintain sensitivity

Advantages. Participants provided five statements on the advantages of this strategy. Four reached consensus
in Round 2 and one in Round 3. Both groups agreed that this strategy enhances self-expression in individuals with
disabilities and enables communication partners to interpret and respond more effectively through a more coordinated
team approach. Participants also noted benefits for interaction and relationships, as well as increased professional
development and job satisfaction among professionals. Relatives additionally indicated that this strategy may reduce their

own stress.

Disadvantages. Six disadvantage statements were identified. One reached consensus in Round 2 and others in
subsequent rounds. Both groups agreed that this strategy depends on conditions that are not always present in practice,
including consistent interpretation of behaviour across people and settings, manageable workload, sufficient time, and
stable personnel. Group differences were also found. Relatives considered this strategy time- and effort-intensive for
professionals, whereas professionals disagreed, arguing that initial time investment may save time in the long term.

PLOS One | https://doi.org/10.1371/journal.pone.0349403 May 19, 2026
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Table 5. Agreement per group and rounds on advantages/disadvantages of strategy 2: Build and maintain sensitivity.

Round

2

3

4

Sentence

Relatives

Professionals

Relatives

Professionals

Relatives

Professionals

This strategy allows individuals with disabilities to
express themselves better and helps the communication
partner to respond to an individual's needs and wishes

100% agree

100% agree

When the knowledge that this strategy yields is shared
within the team, the team adopts a more unified
approach to interpreting behaviour and responding to it

90% agree

90% agree

Implementation of this strategy by healthcare profession-
als reduces pressure on relatives

80% agree

10% disagree
40% neutral
50% agree

90% agree

This strategy promotes interaction, job satisfaction and 80% agree 100% agree
personal development among healthcare professionals
This strategy strengthens the relationship of healthcare | 80% agree 80% agree

professionals with individuals and their relatives

Disadvantages

This strategy is very time-consuming and work-intensive
for healthcare professionals

10% disagree
30% neutral
60% agree

40% disagree
20% neutral
40% agree

89% agree

50% disagree
10% complete
disagree

20% agree
20% neutral

70% disagree

This strategy can be challenging to implement, as
sensitivity is a skill that requires constant attention and
refinement

70% agree

10% disagree
30% neutral
60% agree

70% agree

This strategy can be difficult to implement because
interpretations of behaviour can differ, depending on the
person and the situation

70% agree

80% agree

This strategy is difficult to implement due to workload,
time constraints and staff shortages

30% disagree
20% neutral
50% agree

10% disagree
30% neutral
60% agree

56% agree
45% disagree

70% agree

90% agree

This strategy is difficult to implement if one doesn’t know
the individual well

70% agree

20% disagree
30% neutral
50% agree

70% agree

In this strategy, having a large team size could yield
many different opinions and interpretations of an individ-
ual’s behaviour

10% disagree
60% neutral
30% agree

20% disagree
30% neutral
50% agree

89% neutral

100% agree

89% neutral

https://doi.org/10.1371/journal.pone.0349403.t005

Professionals also expressed concern that large care teams may increase the risk of divergent interpretations, while

relatives remained neutral.

Strategy 3: Purposeful application of total communication

Advantages. Participants provided eight statements on the advantages of this strategy. Six reached consensus in
Round 2 and one in Round 3. Both groups agreed that total communication provides structure and predictability, supports
self-expression and self-esteem, and increases opportunities for individuals to influence their own lives. It was also
perceived as fostering mutual understanding, reducing frustration and stress, and potentially preventing self-harming
behaviours. Relatives believed this strategy could promote independence, whereas professionals remained neutral,
pointing to variation in the target group’s ability to be independent.
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Table 6. Agreement per group and rounds on advantages/disadvantages of strategy 3: Purposeful application of total communication.

Round

2

3

4

Advantages

Relatives

Professionals

Relatives

Professionals

Relatives

Professionals

This strategy gives individuals with disabilities structure
and predictability

100% agree

70% agree

This strategy allows individuals to express themselves to
others more clearly and gain greater influence over their
own lives

100% agree

70% agree

This strategy is a low-key approach that helps reveal an
individual’s preferences

90% agree

40% neutral
60% agree

100% agree

This strategy strengthens the bond between individual
and caregiver, lowering frustration and stress and poten-
tially preventing self-harming behaviour

100% agree

80% agree

This strategy promotes connection and contact, allowing
healthcare professionals to better understand an individ-
ual and respond to their needs

100% agree

90% agree

This strategy increases an individual’s self-esteem and
autonomy

100% agree

80% agree

This strategy helps determine what an individual needs to
communicate based on his/her developmental level and
capabilities

100% agree

90% agree

This strategy makes individuals less dependent on others

60% agree

20% disagree
40% neutral
30% agree

89% agree

70% neutral
20% disagree
10% agree

70% neutral
20% disagree
10% agree

Disadvantages

This strategy can cause an individual to experience
confusion when healthcare professionals from different
locations (e.g., daycare centres versus long-term care
facilities) do not use communication aids uniformly

90% agree

80% agree

This strategy can lead to under- or overestimation of an
individual’s capabilities if communication aids are used
that do not fit well with the individual's developmental
level

80% agree

90% agree

In this strategy, deploying communication tools and learn-
ing how to work with them is very time-consuming

10% disagree
30% neutral
60% agree

70% agree

89% agree

In this strategy, a successful implementation of aids is
influenced by an individual’s health status and the motiva-
tion of all those involved

70% agree

90% agree

This strategy can make it difficult for an individual to
regain skills if the use of communication aids is temporar-
ily interrupted (e.g., due to illness or injury)

50% neutral
50% agree

80% agree

89% neutral

89% neutral

The disadvantage of this strategy is the potentially high
cost of the communication aids and the required training
programs and courses, which are also difficult to organize

30% disagree
20% neutral
50% agree

100% agree

89% agree

https://doi.org/10.1371/journal.pone.0349403.t006

Disadvantages. Seven disadvantage statements were identified: three reached consensus in Round 2 and two in
Round 3. Both groups agreed that this strategy requires appropriate and consistent use of communication aids across
settings, and that implementation may be hindered by the cost of aids and associated training. Professionals additionally
expressed concern that temporary discontinuation of aids, for example due to illness, could disrupt communication
development, whereas relatives remained neutral. Relatives also pointed to work pressure among professionals as a
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Table 7. Agreement per group and rounds on advantages/disadvantages of strategy 4: Support and encourage choice making.

Round 2 3 4
Advantages Relatives Professionals | Relatives Professionals | Relatives | Professionals
This strategy stimulates the growth and autonomy of 80% agree 100% agree
individuals with disabilities
This strategy gives individuals more influence over their | 90% agree 90% agree
own life
This strategy contributes positively to individuals’ mental | 100% agree 90% agree
and physical health
This strategy promotes a client-centred approach, which | 100% agree 100% agree
improves the quality of care
This strategy promotes job satisfaction and alertness 90% agree 100% agree
among healthcare professionals
This strategy promotes individuals’ social inclusion and | 70% agree 70% agree
societal involvement
This strategy boosts individuals’ self-esteem and 90% agree 80% agree
self-confidence
Disadvantages
Implementing this strategy is difficult due to time con- 10% disagree 20% disagree 89% agree | 70% neutral 80% neutral
straints and staff shortages 40% neutral 40% neutral 20% disagree
50% agree 40 agree 10% agree
Implementing this strategy may limit an individual’s 10% disagree 50% neutral 100% agree | 60% agree 90% agree
autonomy if his/her choices are misunderstood 40% neutral 50% agree 40% neutral
60% agree
This strategy may not fit every level of the target group, | 80% agree 90% agree
which could limit its applicability (as not everyone is able
to make choices)
This strategy can demand a lot of energy from an 20% disagree 90% agree 78% neutral 78%
individual, increasing the risk of overestimating his/her | 40% neutral neutral

capabilities

40% agree

This strategy may make things difficult for healthcare
professionals if an individual's choices conflict with their
own values or those of the individual’s relatives

70% agree

70% agree

In this strategy, freedom of choice is often limited to
pre-selected options, depending on the individual’s
capabilities and the rules within the facility

80% agree

100% agree

In this strategy, it is important to find a good balance
between self-determination and safety, but explaining
this to an individual is difficult

70% agree

100% agree

https://doi.org/10.1371/journal.pone.0349403.t007

barrier to implementation. Professionals did not reach consensus on this point, noting that effective communication may

save time in the long run.

Strategy 4: Support and encourage choice making

Advantages. Seven statements described the advantages of this strategy, all of which reached consensus in Round 2.
Participants agreed that encouraging choice making promotes autonomy, personal growth, and participation in preferred
activities. It was also seen as contributing to professionals’ job satisfaction and to more client-centred care.

PLOS One | https://doi.org/10.1371/journal.pone.0349403 May 19, 2026
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Table 8. Agreement per group and rounds on advantages/disadvantages of strategy 5: Implement technology and aids.

Round

2

3

4

Advantages

Relatives

Professionals

Relatives

Professionals

Relatives

Professionals

This strategy helps individuals with disabilities
express desires, needs and problems clearly, making
it easier for others to understand them

90% agree

70% agree

This strategy helps individuals make choices at their
own pace and provides access to a wider range of
activities when the technology is tailored to an individ-
ual's developmental level

100% agree

80% agree

This strategy helps caregivers analyse an individu-
al’s condition and adapt their approach accordingly,
saving time and money

70% agree

10% disagree
30% neutral
60% agree

70% agree

This strategy offers individuals a simple and effective
way to maintain contact with others

10% disagree
30% neutral

70% agree

67% agree

80% agree

60%agree
This strategy promotes individuals’ involvement in 40% neutral 70% agree 89% agree
activities 60% agree

This strategy helps an individual develop more
independence, potentially lowering work pressure and
increasing efficiency

40% neutral
60% agree

40% neutral
60% agree

67% agree

70% agree

70% agree

This strategy increases an individual’'s autonomy;,
competence and relatedness to others

40% neutral
60% agree

70% agree

89% agree

Disadvantages

One disadvantage of this strategy is that technology
can be expensive and unstable, which involves prac-
tical challenges such as battery life, portability, and
development and maintenance of user skills.

80% agree

90% agree

One disadvantage of this strategy is that technology
does not always align with an individual’s devel-
opmental level or specific circumstances, possibly
leading to an overestimation of capabilities, fatigue
and frustration.

80% agree

80% agree

This strategy entails security and privacy risks (asso-
ciated with the use of technology)

30% disagree
30% neutral
40% agree

20% disagree
20% neutral
60% agree

78% agree

50% agree
30% neutral
10% agree
10% disagree

70% agree

A disadvantage of this strategy is that not all health-
care professionals possess the required user skills
for technology, plus maintaining these skills can also
be hampered by time constraints, personnel changes
and workload

90% agree

80% agree

Implementing this strategy is very time-consuming for
relatives and healthcare professionals

70% agree

80% agree

This strategy may involve excessive use of technol-
ogy, which may lower an individual’'s motivation to
use technology or engage in other activities (such as
going outside)

10% disagree
40% neutral
50% agree

70% agree

67% neutral
33% agree

90% neutral

This strategy can entail high costs that health insurers
do not always reimburse

40% neutral
60% agree

70% agree

89% agree

This strategy can lead to confusion for an individual
when healthcare professionals do not use a technol-
ogy uniformly

70% agree

90% agree

https://doi.org/10.1371/journal.pone.0349403.t008
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Table 9. Agreement per group and rounds on advantages/disadvantages of strategy 6: Create and maintain a network of acquaintances

around the person.

Round 2 3 4
Advantages Relatives Profession- | Relatives Profession- | Relatives Profession-
als als als
This strategy enables individuals with disabilities to have | 90% agree 90% agree
new experiences and discover new interests by engaging
with a wide variety of people, in this way strengthening
their connection to society and enriching their living
environment
This strategy offers advice and support to individuals and | 70% agree 80% agree
their relatives, ensuring that healthcare professionals can
take over the care duties when relatives are not available
In this strategy, team members learn from each other’s 90% agree 100% agree
knowledge and expertise, improving the quality of care
and promoting an individual’s autonomy, competence and
relatedness to others
By incorporating the knowledge of relatives, this strategy | 100% agree 90% agree
offers healthcare professionals a more comprehensive
understanding of an individual, allowing for customised
care
This strategy makes it easier for new employees to sup- | 80% agree 80% agree
port an individual’s self-determination
Disadvantages
Implementing this strategy is difficult when there are 20% disagree | 70% agree 100% agree
frequent personnel changes 20% neutral
60% agree
This strategy can shrink the network or even make it 20% disagree | 80% agree 89% agree
disappear as an individual becomes older or moves to 20% neutral
a facility, leading to a loss of important knowledge about | 60% agree
the individual
This strategy requires extensive consultation and proce- | 70% agree 70% agree
dures, in which the individual is not always involved
In this strategy, different opinions within the network can | 40% disagree | 80% agree 89% disagree
make it difficult to arrive at a joint approach 10% neutral
60% agree
A disadvantage of this strategy is that creating and 30% disagree | 80% agree 56% disagree 100%
maintaining a network is difficult in a society that is highly | 20% neutral 45% agree disagree

individualistic (a societal culture emphasising personal
freedom, independence and individual goal attainment)

50% agree

This strategy is disadvantageous because differing views
and historical data (such as an individual’s previous
preferences) can make people cling to how things have
always been done and be less open to new things and
possibilities

10% disagree
40% neutral
50% agree

40% neutral
60% agree

67% agree

60% agree
30% neutral
10% disagree

100% agree

70% agree

https://doi.org/10.1371/journal.pone.0349403.t009

Disadvantages

Four disadvantage statements reached consensus in Round 2 and one in a later round. This strategy has limited applica-
bility, as not all individuals in the target group are able to make direct choices, and available options are often pre-selected
by others and restricted to a small number of alternatives. Participants also noted the challenge of balancing choice mak-
ing with health and safety concerns and with their own values. Professionals added that supporting choice making near
the limits of a person’s abilities may become overly demanding and of limited value, particularly when preferences are
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« Relatives Professionals
3 79 statements 50 statements 60 statements
2 presented on reached reached
[~4 Likert-scales consensus consensus
29 statements presented with visual 19 statements presented with visual
2 & written feedback. & written feedback
<
=
& 15 statements reached a consensus 9 statements reached a consensus
- 7 statements presented with visual 10 statements presented with
= /written feedback and argumentation visual/written feedback and
3 argumentation
~ 6 statements reached a consensus
6 statements reached a consensus

Overall 72 statements reached a
consensus (69 agree) (3 disagree)

Overall 72 statements reached a
consensus (71 agree) (1 disagree)

4 statements did not reach a consensus 4 statements did not reach a consensus

(neutral) (neutral/no agreement)

Fig 1. Schematic display of procedures and statements consensus per round. Figure shows procedure of the study and number of items reaching
consensus per group and round.

https://doi.org/10.1371/journal.pone.0349403.9001

already known. Relatives remained neutral on this point. Relatives also reported that time constraints and staff shortages

can hinder implementation, whereas professionals remained neutral, suggesting that opportunities for choice making can
be created through careful planning.

Strategy 5: Implement technology and aids

Advantages. Participants provided seven statements describing the advantages of this strategy. Two reached
consensus in Round 2 and five in later rounds. Both groups agreed that technology can support self-expression, choice
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making, social contact, and participation when tailored to the individual. Technology may also help professionals analyse
conditions, adapt support, and enable individuals to do things themselves, potentially saving time, reducing costs, and
increasing efficiency.

Disadvantages. Five disadvantage statements reached consensus in Round 2 and two in later rounds. Both
groups agreed that technology may be expensive, unstable, and difficult to implement because of issues such as
limited insurance reimbursement, short battery life, portability, privacy concerns, staff changes, workload, limited
time, mismatch with developmental level, and inconsistent use. Professionals additionally expressed concern that
overreliance on technology might reduce motivation to engage in other activities, such as going outside. Relatives
remained neutral on this point, noting that some technologies are still in a pioneering phase and that a better balance
may emerge over time.

Strategy 6: Create and maintain a network of acquaintances around the person

Advantages. Five advantage statements reached consensus in Round 2. Participants agreed that this strategy
enables individuals to encounter new people, experiences, and interests, thereby enhancing their sense of societal
connection. They also noted that a broader network facilitates the integration of relatives’ knowledge, supports a more
complete understanding of the individual, and contributes to smoother transitions when professionals take over care.

Disadvantages

Participants provided six disadvantage statements. One reached consensus in Round 2 and three more in later rounds.
Both groups agreed that this strategy requires extensive consultation and coordination, during which the individual is not
always actively involved. They also noted that networks of relatives may diminish over time, especially when individuals
age or move into institutional care, leading to a loss of valuable personal knowledge. In addition, participants agreed that
reliance on historical information may lead people to adhere to established routines and become less open to new possi-
bilities. Professionals further noted that building and maintaining a network may be challenging in a highly individualised
society. Relatives disagreed, emphasising that even when professionals change, relatives remain constant. Professionals
also worried that differing views may hinder the development of a unified approach, whereas most relatives disagreed with
this concern in Round 2.

Discussion

This study aimed to explore relatives’ and healthcare professionals’ potential consensus on their perceived advantages
and disadvantages of various strategies aimed at supporting self-determination in people with severe or profound intellec-
tual and multiple disabilities. A consensus was reached on 72 statements by both groups, reflecting a substantial degree
of agreement. Yet, some divergences emerged, highlighting distinct roles, experiences, and perspectives. Such differ-
ences align with earlier research showing how self-determination support is shaped by the nature of one’s relationship to
the individual [21].

One of the most salient findings centered on the collaborative dynamic between relatives and professionals. Collabo-
rative partnerships allow relatives to share crucial knowledge accumulated over years of caregiving, which can then be
integrated into professional care to ensure continuity and quality. This dynamic helps relatives prepare for transitions when
the primary caregiving responsibility shifts to professionals. Prior studies highlight how parents often worry about their tacit
caregiving knowledge getting lost after they are no longer present, making knowledge transfer an essential aspect of col-
laborative support [52,53]. However, collaboration can be undermined by factors such as unclear communication channels
and frequent personnel changes, preventing professionals from developing the in-depth understanding needed to provide
care aligned with relative’s values and individual’s unique needs [54,52]. Given these challenges, fostering stable and
communicative partnerships is imperative to maximize benefits of self-determination support.
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Sensitivity to the individual's behaviour signals emerged as another critical factor. Participants emphasized that caregiv-
ers can develop and maintain a shared sensitivity, allowing for a unified approach across caregivers in responding to the
individual's behaviour. Furthermore, healthcare professionals reported that cultivating sensitivity contributes positively to
their own job satisfaction, sense of fulfilment, and the quality of their relationships with those they support [10]. Yet, devel-
oping sensitivity requires ongoing effort, training, and adequate time—resources that are frequently strained due to staff-
ing shortages and high workloads [31]. Interestingly, professionals suggested that investing time to build sensitivity yields
long-term time savings through quicker and efficient responses to behavioural cues, highlighting the need to prioritize time
for professional development in this area [25].

The purposeful application of total communication, which includes personalized communication aids tailored to the
individual’s abilities, was also highlighted as a foundation of autonomy as it supports communication and expression [55].
Moreover, participants noted that total communication strengthens the caregiver-individual bond, reducing frustration and
stress. Such reductions are important as self-harm behaviours are unfortunately prevalent in this population, often trig-
gered by frustration due to being misunderstood [56,57]. Simultaneously, increased caregiver responsiveness is linked
to lower levels of stress and challenging behaviour [58—60]. However, inconsistent application of communication across
caregivers can cause individual’s confusion, emphasizing regular communication assessments and collaboration with
experts (e.g., speech therapists) to ensure appropriately tailored and cohesive communication strategies [21,61].

Supporting and encouraging choice-making was recognized as a powerful means to enhance autonomy, confidence,
health, and personal growth, aligning with previous research showing correlation between choice making and improved
quality of life [62]. Choice-making also opens pathways for increased societal participation according to participants.
However, people within the target group often experience low levels of social participation, partly due to direct support
staff focusing less on societal inclusion [63,64]. This gap points to an important area for further exploration—understand-
ing how professionals can better facilitate societal involvement through supported choice-making. Choice making also has
other limitations. Not everyone within this population can make explicit, direct choices due to communicative or cognitive
challenges. Caregivers must be adept at interpreting less direct expressions of preference to honour the individual’s
wishes [7]. Ethical dilemmas were also mentioned, such as when individuals choose actions that may pose risks—like
refusing appropriate clothing or engaging in potentially unsafe activities. Caregivers often struggle to balance respecting
autonomy with ensuring safety and health, a challenge well documented in caregiving literature [65].

Technology’s role in supporting self-determination was viewed positively by participants, who noted that various devices
can positively influence autonomy, activity participation, self-expression, and social contact [55]. Technology also aids
caregivers in monitoring individual’s physical and mental condition, providing objective data to inform care decisions.

This capability is particularly valuable during transitions, such as when individuals transit between caregivers or settings
[66,67]. However, these benefits may be undermined by inconsistent technology use across care settings. For instance,
when equipment is not transferred between residence and day-care settings due to limited portability, short battery life,
and communication barriers between professionals [21].

Creating and maintaining a network of acquaintances and social contacts around individuals was identified as an
important advantage for promoting participation and connection to society. Participants shared stories illustrating how
exposure to different cultures, introduced by professionals from diverse backgrounds, allowed individuals to experience
new foods, music, and customs, opportunities that might otherwise be unavailable to them. One participant described how
attending church with a new professional enabled an individual to build relationships and become part of a new commu-
nity. Exposures like these may enrich the target group’s experience of the world and foster their social inclusion [21,68].
According to participants, networks can also provide professionals access to family knowledge. In turn, relatives may feel
more confident in professionals’ ability to care appropriately for the individual in their absence. This suggests that strong
collaborative networks may help address relatives’ concerns about professionals’ ability to provide adequate support
[15,52]. However, participants also noted that networks can deteriorate over time, particularly as individuals age and move
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into institutional care—an environment associated with reduced informal contact [11,64]. Contributing factors include aging
relatives and staff turnover, challenging sustained engagement. Professionals observed broader societal trends toward
individualism where people are increasingly busy with personal obligations, reducing network building. Relatives contin-
ued to view themselves as stable, enduring network members, a perspective aligning with prior findings [15].

The differences between relatives and healthcare professionals in how they evaluated the advantages and disad-
vantages of self-determination support strategies may partly reflect differences in role, knowledge base, and positional
influence within support contexts [21]. Relatives often draw on long-term, relational, and tacit knowledge of the person,
whereas professionals may rely more strongly on formal training, organisational routines, and considerations of feasi-
bility, accountability, and risk [21]. These differing epistemological positions may help explain why relatives more often
emphasised continuity, familiarity, and practical barriers such as staff shortages, while professionals were more likely
to raise concerns about conflicting interpretations, division of responsibilities, and the conditions needed for consistent
implementation.

In addition, the two groups operate in different care contexts and under different constraints. For relatives living with
the person, support is embedded in everyday family life, whereas relatives of individuals in residential settings may take
on a more consultative or advocacy-oriented roles [15,21]. Professionals, in turn, often work within institutional structures
that shape what is feasible in practice through time limitations, staffing patterns, organisational policies, and accountabil-
ity requirements [69]. These contextual differences may also create unequal influence over how support strategies are
enacted: professionals may have greater formal control over implementation in daily care, while relatives often provide
continuity of knowledge across changing care situations. Taken together, these differences in role, knowledge, and institu-
tional positioning may help explain why the two groups did not always evaluate the same strategies in the same way.

Strengths and limitations

A key strength of this study lies in the inclusion of a diverse group of relatives and professionals who represented various
roles and occupational backgrounds, enhancing the validity of the findings. Additionally, the use of the Delphi method
allowed stakeholders to express their views independently, without the influence of group dynamics [47]. Nonetheless,
several limitations should be noted. The study involved a relatively small sample (23 participants), which may limit the
generalizability of the findings. However, previous research shows that Delphi studies with similar sample sizes produce
reliable results [70], and methodological guidelines suggest that panels of around 10 participants per group are generally
sufficient [39].

Additionally, as the study was conducted in the Netherlands, the transferability of the findings to other countries
requires consideration. There is considerable variation in how disability services are organised and implemented across
countries [23]. Differences exist not only between geographically distant countries operating under distinct legal, financial,
and service delivery systems, but also among countries that formally align their policies with shared frameworks such as
the United Nations Convention on the Rights of Persons with Disabilities. Furthermore, variation in the implementation of
policies regarding access to assistive technologies, supported decision-making, inclusive education, and the adaptation of
disability care to individual needs is observed even among geographically proximate countries operating under common
regulatory structures, such as within the European Union [23,71,72].

These structural and cultural differences may influence the roles of family members and professionals, the availability
of resources, and the extent to which person-centred and autonomy-supportive practices are embedded in daily care.

As this study was conducted within the Dutch disability service system, characterised by relatively well-developed formal
support structures [22], the applicability of these findings may differ in contexts where services are primarily family-based,
differently organised, or more limited in resources. These contextual differences may influence how self-determination is
conceptualised, prioritised, and operationalised in daily practice. Consequently, a limitation of this study is the restricted
transferability of its findings to settings with substantially different cultural norms or service systems.
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Another limitation of this study concerns the operationalisation of participants’ expertise. Although participants were
selected based on sustained practical involvement with the target population, no formal or standardised criteria were used
to validate or stratify their level of expertise. While this approach aligns with previous Delphi research [33], it may have
resulted in variability in the depth and type of expertise within the panel, which could have influenced the nature of the
consensus achieved. Previous research indicates that factors such as occupational role and length of experience in com-
municating with individuals from the target group shape how professionals conceptualise and describe their support for
self-determination [21]. It is therefore possible that participants with more extensive experience were better able to articu-
late a broader and more nuanced range of advantages and disadvantages in the earlier rounds, whereas participants with
less experience may have been more likely to engage with perspectives introduced by others in later rounds. As such,
the consensus reached may not always reflect uniformly grounded expertise, but rather the convergence of perspectives
shaped by differing forms and levels of experience. An additional limitation concerns the reliance on relatives and profes-
sionals to report on the advantages and disadvantages of support strategies. While their interpretations provide valuable
practical insights, the findings reflect their perspectives and may not fully capture the subjective experiences of support
recipients themselves on advantages and disadvantages of support strategies. As such, the results should be interpreted
as stakeholder perceptions rather than direct evidence of impact on the persons with disabilities. The use of interviews
in the first round may have given greater weight to participants who are more verbally articulate, potentially limiting the
extent to which the perspectives of participants with more limited verbal expression were equally represented. Lastly,
while the Delphi method is thought to reduce conformity pressure, consensus in rounds 3 and 4 may have been affected
by participants’ tendency to conform to the majority [36,73], especially as themes were not reformulated between rounds
and participants were asked to explain their answers.

Implications for future research

To our knowledge, the effectiveness of current support strategies remains difficult to test, largely because it remains
unclear how self-determination in people with severe or profound intellectual and multiple disabilities should be mea-
sured [25,26]. This study aimed to provide insights into the perceived advantages of such strategies from the per-
spective of those who apply them. To interpret the findings, we integrated insights from Self-Determination Theory
(SDT) [24] and Causal Agency Theory (CAT) [27,74], thereby considering both the psychological needs underlying
self-determination and the ways in which these needs may be expressed behaviourally and responded to by the social
environment.

In SDT, autonomy refers to experiencing one’s behaviour as volitional and aligned with one’s own preferences and
values. Strategies such as supporting choice making, using total communication, and applying assistive technology may
facilitate the expression of preferences and intentions, thereby supporting autonomy, particularly when individuals have
limited verbal communication [55]. Cooperation between relatives and healthcare professionals may further support
autonomy by improving the consistency with which preferences and behaviours are interpreted and responded to [25]. At
the same time, CAT highlights that these strategies may also strengthen the individual’s capacity to act as a causal agent
by increasing the likelihood that their behaviour has meaningful effects in the environment.

However, the present findings also suggest that existing theoretical assumptions may require refinement when applied
to this population. In individuals with severe or profound intellectual and multiple disabilities, preferences and intentions
are often not directly accessible and are frequently inferred through behaviour and interpreted by others. This means that
autonomy cannot always be understood solely as an internally experienced or independently expressed phenomenon.
Rather, our findings suggest that autonomy may need to be conceptualised as a relational and interpretative process, in
which the accurate recognition of preferences depends on sensitive, responsive, and coordinated support. In this sense,
the findings extend SDT by highlighting the interpersonal and contextual conditions under which autonomy-supportive
practice becomes possible when preferences cannot be expressed symbolically or independently.
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Competence, defined as the experience of effectiveness in interacting with the environment, may be supported when
individuals receive sensitive and attuned responses to their communicative attempts [7,19]. When behaviour reliably
leads to meaningful environmental responses, individuals may develop expectations of efficacy, which aligns with CAT’s
emphasis on causal agency [27,74]. Maintaining a broad social network may primarily support relatedness by promot-
ing social inclusion and meaningful interpersonal connections [63]. At the same time, from an integrated SDT—CAT
perspective, such relationships also form the interpersonal context in which causal agency can be realised, as support-
ive others are needed to recognise and respond to the person’s actions. Taken together, the findings suggest that the
value of support strategies lies not only in their potential to support autonomy, competence, and relatedness, but also
in the extent to which they enable individuals to act as causal agents through observable interaction with a responsive
environment

Given the small sample size (n=23), formal statistical analyses examining age-, experience-, or gender-related dif-
ferences would be underpowered and potentially unreliable. Therefore, no generalizing statements are made regarding
demographic differences. Nevertheless, a tentative pattern was observed in the qualitative data from the first Delphi
round. While participants across age groups emphasised the importance of long-standing knowledge of the person,
some of the statements concerning potential limitations of relying predominantly on historical knowledge were initiated by
relatively younger relatives and healthcare professionals. These participants highlighted that individuals with severe or
profound intellectual and multiple disabilities continue to develop over time, with emerging behaviours, preferences, and
interests requiring ongoing recognition. Similarly, several statements advocating for broader support networks and expo-
sure to new people and experiences were introduced by younger participants. These observations are exploratory and
based on the origin of statements rather than on statistically tested subgroup differences in agreement levels. As such,
they should be interpreted with caution. However, they may suggest potential generational differences in emphasis, war-
ranting further investigation in larger and more diverse samples.

Not only is it important to include larger samples providing stronger evidence of associations, but also to study if
stakeholder’s perspectives reflect the perspectives of the person with disabilities. Future studies should move beyond
correlational analyses and proxy reporting by incorporating inclusive methods aiming to capture the perspectives of
individuals with disabilities [75,76]. Inclusive approaches often use ethnographic methods to incorporate the experiences
of individuals through interpretation of informed proxies—such as relatives or professionals—who can attempt to articu-
late the lived realities of the person [7,75]. This relational autonomy, positions proxies as essential communicators of the
individual’s experiences, making them a vital component in inclusive research [75]. Although such methodologies are still
evolving, they hold significant promise and merit further exploration. Future research could also explore whether insights
into the advantages and disadvantages of support strategies can aid decision-making in practice. Although people with
severe or profound intellectual and multiple disabilities share certain characteristics, they are highly heterogeneous in
their abilities and needs [37], which may lead to individual differences in how these strategies are experienced. Further
studies could examine how relatives and professionals can be supported in assessing which strategies are likely to be
beneficial or burdensome for a specific individual, thereby improving tailored decision-making. Ahmadi and colleagues
[77] conducted a Delphi study to examine which teacher behaviours were most strongly associated with support for
autonomy, competence, and relatedness. Based on expert consensus, they proposed a classification system of motiva-
tional behaviours that provides concrete behavioural descriptions of how these psychological needs may be supported or
hindered in practice. Although developed in an educational context, this approach offers a useful methodological exam-
ple for future research on individuals with severe or profound intellectual and multiple disabilities. Future studies could
adapt a similar classification approach to examine which support behaviours of relatives and healthcare professionals
are most likely to foster autonomy, competence, and relatedness in this population. This may help strengthen the con-
nection between theory and practice and contribute to a more precise operationalisation of self-determination in every-
day support contexts.
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Implications for practice

The results of this study offer several implications for practice and policy by identifying conditions that may help relatives
and healthcare professionals to sustain support for self-determination in everyday care. Across strategies, the perceived
benefits were often accompanied by barriers or preconditions, suggesting that the successful use of support strate-

gies depends not only on their content, but also on the organisational and relational conditions under which they are
implemented.

First, participants indicated that technology and assistive communication aids may help individuals express needs
and preferences, support choice making, and assist professionals in assessing and responding to the individual’s condi-
tion. However, these benefits were often limited by practical barriers such as insufficient funding, inconsistent use across
settings, and lack of continuity between caregivers. To address this, organisations could implement shared care plans that
specify how communication aids should be used across home, residential, and day-care contexts, supported by regular
multidisciplinary meetings and clearly defined responsibilities. The use of shared reporting formats or accessible digital
communication systems may further improve continuity between relatives and professionals [21].

Second, difficulties in collaboration between relatives and professionals suggest a need for more explicit structures for
knowledge exchange. As individuals often grow up in family contexts where self-determination is supported through rela-
tional and experiential knowledge [1,15], and later move into services shaped by professional routines and organisational
values [20], effective support depends on integrating these different forms of expertise [21]. Practice and policy should
therefore prioritise conditions that facilitate collaboration, including protected time for consultation, formal expectations for
family involvement in care planning, and training for professionals in partnership-oriented working [21,77,78].

Several existing initiatives may support such implementation. For example, the ‘Skills for Growing Up—Profound Intel-
lectual and Multiple Disabilities’ (SGU-PIMD) tool developed by Luitwieler and colleagues [29] could be embedded in
routine transition planning to support communication among young people, parents, and professionals. Similarly, the
structured group dialogue described by Kruithof and colleagues [79] could be incorporated into periodic care evaluation
meetings to support discussion about future caregiving roles. Additional evidence-based programmes used in the Neth-
erlands and internationally [44,45] should also be systematically evaluated and, where appropriate, adapted for broader
implementation in adult services.

Third, participants identified time pressure, staff shortages, and personnel turnover as major barriers to the use of
self-determination support strategies. This suggests that practice-level improvements alone are unlikely to be sufficient
without organisational and policy support. Organisations may benefit from staffing policies that prioritise continuity of care,
such as maintaining small and stable teams and reducing frequent staff reassignments [52]. In addition, previous research
highlights the importance of participatory management, supervisor support, professional development opportunities, man-
ageable workloads, fair compensation, and realistic job expectations for staff retention and person-centred service deliv-
ery [80]. At the policy level, these findings point to the need for sustained funding, workforce planning, and investment in
training and onboarding procedures to ensure that self-determination support can be implemented consistently over time
[79-81].

Conclusion

This study highlights a recurring tension in the support of individuals with severe or profound intellectual and multiple
disabilities: the need to balance structured strategies (such as standardized communication aids and formal collabora-
tion) with relational flexibility, including sensitive intuitive action. This tension reflects a broader challenge in care systems;
ensuring stability while leaving space for adaptive learning and human connection [21]. Policy could adopt a dual focus:
investing in professional frameworks that offer consistent resources, while empowering support network members to build
relationships with care recipients and with each other. Self-determination for people with severe or profound intellectual
and multiple disabilities does not occur in isolation, it depends on coordinated efforts among relatives, professionals, and
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broader networks. Support strategies are most effective when enacted collaboratively, thus self-determination is not solely
an individual trait but a shared responsibility within the support network [7,19]. Therefore, further research should focus
on identifying practical solutions to the barriers experienced by families and professionals in their collaborate efforts to
support self-determination.

Supporting information

S1 File. Overview of Strategies for Supporting Self-Determination in Individuals with Severe or Profound Intellec-
tual and Multiple Disabilities: Pre-Delphi Process Compilation. This supplementary file presents an overview of strat-
egies to support self-determination in individuals with severe or profound intellectual and multiple disabilities, compiled
prior to the Delphi process. The overview is based on a systematic review, concept mapping study, prior Delphi study, and
Dutch healthcare practice literature, with emphasis on empirically supported interventions.
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