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/A bstract

~

Individuals with multiple disabilities represent one of the most vulnerable and often overlooked populations, facing
complex and unmet needs within society. Despite some efforts by public authorities, significant gaps persist in the
availability and quality of services for adults with multiple disabilities. Families, who are typically the primary
caregivers, often encounter systemic barriers such as prejudice, rigid eligibility criteria, and insufficient support.
This paper explores the evolving landscape of disability services, emphasizing the importance of person-centered
approaches that prioritize individual choice, autonomy, and community inclusion. Recent research challenges
outdated assumptions about the life expectancy and quality of life for individuals with multiple disabilities,
highlighting their ability to thrive when provided with proper care, support, and agency. Central to these
improvements is the recognition of families as integral partners in the caregiving process. Families not only provide
vital care but also advocate for better services, shape care arrangements, and actively participate in the decision-
making process. Additionally, the paper examines the role of staff relationships, emphasizing the need for trained,
empathetic, and responsive care that fosters independence and dignity for individuals with complex disabilities.
Technological innovations, including assistive devices and adaptive mobility tools, are transforming the possibilities
for self-expression and independent living, yet their integration into adult services remains limited. The paper also
addresses the cost-effectiveness of good services, demonstrating that while comprehensive, individualized care may
be more expensive upfront, it offers long-term savings through improved quality of life, reduced healthcare costs, and
diminished burdens on families. Ultimately, the paper calls for a paradigm shift toward more inclusive, innovative,
and person-centered services that empower individuals with multiple disabilities to live with dignity, autonomy, and
a sense of belonging in their communities.
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Introduction

Individuals with multiple disabilities represent one of the most
vulnerable yet often overlooked populations in society. Despite
their complex and pressing needs, families frequently struggle
to access appropriate support services. On the surface, it may
appear that public authorities are making tangible efforts to as-
sist this group. However, significant gaps remain, particularly in
services for adults with multiple disabilities [1].

Many families report facing systemic barriers, including prej-
udice, low expectations, and inflexible eligibility criteria [2]. A
recurring experience is the refusal of services on the basis that
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their needs are “too great” or that public funds would be better
spent on individuals with less complex needs [3]. This utilitari-
an rationale not only ignores moral and human rights consider-
ations but also reinforces structural exclusion.

Raising Our Sights

In the past, society’s understanding of disability, particularly
the experience of those with multiple disabilities, was shaped
by pervasive myths and assumptions. One such assumption was
that individuals with complex disabilities would experience sig-
nificantly higher mortality rates compared to the general popula-
tion, leading to a more diminished view of their life expectancy
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and overall well-being [4].

However, recent research paints a radically different picture. The
UN Disability Report [5] underscores that people with multiple
disabilities do not have dramatically shorter life spans than their
non-disabled peers. In fact, many individuals with profound dis-
abilities live long, fulfilling, and socially engaged lives, often
far beyond what was previously expected. This is not simply a
matter of survival, but of thriving of participating in the fabric
of their communities, cultivating relationships, and exercising
choice and control within their personal lives [6].

It is crucial to shift our focus from thinking about disability sole-
ly in terms of medical diagnosis and limitations, toward a more
expansive understanding of what it means to live with disabil-
ities. People with multiple disabilities, like everyone else, long
for meaningful relationships, autonomy, and active participation
in the social, cultural, and political spheres of life [7]. These ba-
sic human desires for connection and agency remain steadfast,
regardless of the degree of impairment. The widespread pre-
sumption that disability is inherently linked to social exclusion,
disempowerment, or a life of constant suffering fails to acknowl-
edge the capacity for joy, self-determination, and community be-
longing that people with disabilities routinely experience.

In this context, families play an essential role in both the every-
day lives and long-term outcomes of individuals with multiple
disabilities. These families, often acting as the primary care-
givers, are an irreplaceable part of the support network. Their
commitment, which is both emotionally and financially taxing,
remains steadfast despite the challenges. Families not only pro-
vide care, but they also offer love, stability, and security cor-
nerstones of any human experience, particularly for individuals
whose needs may be more complex. But it is important to note
that, while the devotion of family members cannot be under-
stated, their ability to provide comprehensive care is often con-
strained by financial, social, and physical limitations [8]. This
leads to a need for broader systemic support, one that alleviates
the burden on families while ensuring individuals with disabili-
ties receive the quality of life they deserve.

In response to these challenges, a paradigm shift is underway
in the field of disability services. Historically, individuals with
multiple disabilities were often funneled into institutional set-
tings where rigid routines and impersonal care regimens were
the norm. These settings were often devoid of personalized care,
leaving little room for individuals to express preferences, pursue
interests, or exert control over their lives. However, in recent
decades, person-centered service models have gained traction,
providing an alternative framework that emphasizes individual
autonomy, choice, and dignity [9]. These models aim to place
the person not the diagnosis at the center of their care, enabling
people to make decisions about how they want to live, what they
want to experience, and with whom they wish to engage. Instead
of adhering to a one-size-fits-all approach, these models recog-
nize the unique needs, desires, and potential of every individual,
acknowledging that what works for one person may not work
for another. This shift towards a more holistic and individualized
approach to care has the potential to reshape the way society
views disability, offering a more inclusive and empowering vi-
sion of the future.
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Moreover, one of the most transformative changes that is taking
place in the field of disability services involves technological
innovation. Assistive technologies, once considered a luxury or
niche, are increasingly being viewed as essential tools that can
drastically improve the lives of individuals with disabilities. In-
novations such as microswitches, which enable individuals with
severe physical and cognitive disabilities to communicate pref-
erences or control aspects of their environment, have become
increasingly available and effective [10]. These devices allow
individuals to express their preferences in ways that would have
been unimaginable just a few decades ago. For example, using
adaptive switches or sensors, individuals who have difficulty
with traditional forms of communication can select options on a
screen, turn on lights, or even control the volume of a television.
This empowers individuals with profound disabilities to exercise
a degree of agency that was previously out of reach, allowing
them to communicate preferences, engage in decision-making,
and experience a higher degree of independence [11].

Similarly, the field of mobility technology has undergone a rev-
olution. Electric wheelchairs and other assistive devices have
become far more sophisticated, offering features such as motion
sensors, track-following software, and alternative control mech-
anisms that can be customized to fit the specific needs and func-
tional abilities of each user. Where traditional wheelchairs were
purely designed for mobility, newer technologies incorporate
environmental control, enhanced maneuverability, and person-
alized interfaces [12]. These devices open new avenues for inde-
pendence and self-reliance, allowing individuals with physical
disabilities to navigate spaces, interact with their environments,
and perform tasks that they might otherwise be unable to do.
This is more than just a matter of convenience; it is a matter
of human dignity. The ability to choose one’s direction, control
one’s pace, and independently navigate the world not only en-
hances quality of life but also restores agency to individuals who
may otherwise feel overlooked or excluded [13].

Despite these advances, the integration of such technologies into
adult disability services remains disappointingly limited. While
the use of assistive technologies has become more common in
educational settings, where they are used to support students
with disabilities in learning environments, these same tools are
not as widespread in adult services. A variety of factors contrib-
ute to this disparity, including budget constraints, lack of trained
personnel, and the persistence of traditional models of care that
prioritize routine over innovation. As a result, adults with dis-
abilities are often left with outdated equipment, insufficient sup-
port, and restricted opportunities for participation in the larger
social and civic landscape. This gap between potential and re-
ality underscores the urgent need for a more inclusive approach
to disability services, one that embraces technological advance-
ments that can make a tangible difference in people’s lives [14].

The underutilization of assistive technologies in adult services
is a missed opportunity. It is not simply a matter of convenience
or technical advancement; it is a matter of equity. Individuals
with multiple disabilities have the same rights to autonomy,
self-expression, and active participation as any other member
of society. Continued reliance on outdated, institutional models
of care must be challenged. Instead, a more person-centered,
tech-enabled approach must be embraced, one that fosters inde-
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pendence and maximizes potential. This will require significant
investment in both technology and human resources. It will also
require a cultural shift away from viewing people with disabili-
ties as passive recipients of care and toward recognizing them as
active, capable participants in the social fabric [15].

In the end, raising our sights means adopting a more ambitious
and inclusive vision of what people with disabilities can achieve.
It means not only recognizing their humanity but actively pro-
viding them with the tools, resources, and opportunities to live
their lives with autonomy and purpose. By supporting families,
promoting person-centered care, and embracing technological
innovation, we can help to ensure that all individuals, regardless
of disability, are able to achieve the same fundamental human
aspirations: to live, to love, to choose, and to belong [16].

Elements of Good Services

Quality services focus on each person’s unique needs and pref-
erences. Each best practice example demonstrates customized
approaches designed to meet the unique needs and preferences
of each person. Some families manage to create personalized
arrangements through persistent lobbying, advocating for ser-
vices to be shaped in ways that meet their unique needs. Others
take advantage of individualized budgets to achieve similar out-
comes. A key feature of good services is their ability to break
down the barriers between health care and social services, fos-
tering a more integrated and holistic approach to care [17].

Good Services Treat Families as "Experts"

In all examples of best practices, families play a central role in
advocating for their loved ones, often fighting against the indif-
ference or bureaucracy of public services to secure what their
disabled family member needs. These families do not only re-
ceive services; they actively shape them. In most cases, families
use self-managed services, involving budgets that allow them to
control and direct the essential services their loved one requires.
Some families take an active role in recruiting and managing
care staff, while others prefer to leave this responsibility to ser-
vice providers [18].

What sets these families apart is the recognition of their exper-
tise by other professionals and services. For example, in inter-
actions with hospitals and other healthcare services, families
described how professionals listened attentively to their advice
on the best ways to serve their family members with multiple
disabilities. This includes adjusting appointment times, modify-
ing assessment methods, and even adapting treatments to better
suit the person’s needs. The acknowledgment of family exper-
tise ensures that services are not only person-centered but also
family-centered recognizing the family as an integral part of the
caregiving team and respecting their knowledge of their loved
one's needs [19].

Good Services Focus on the Quality of Staff-Recipient Rela-
tionships.

A critical element of good services is the quality of the relation-
ship between the staff and the person with disabilities. Personal-
ized, sufficient assistance is essential not only for safe care and
support but also for enabling the individual to have the best pos-
sible quality of life. When describing the work of a social worker
who supported the family of an individual with profound dis-
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abilities, there was remarkable consistency in the family’s views
on what was important. The most crucial factor was the attitude
of the staff. Families emphasized that the warmth, respect, and
attentiveness shown by staff toward the person with disabilities
was more important than any specific context or the training the
staff had received [20].

However, families also made considerable efforts to ensure that
staff were properly trained to support their family members in
the best way possible. This training often included written poli-
cies and procedures, modeling by more experienced staff, super-
vised practice, and participation in specialized training courses.
Communication was identified as foundational. Staff must be
able to recognize and respond to the full range of communica-
tion methods, including eye movements and other non-verbal
cues, as individuals with multiple disabilities often have com-
plex, non-traditional means of communication [21].

Good Services Support the Care Process

Families also described the importance of reliability and conti-
nuity in essential supplies such as paper towels, rubber gloves,
and medications. Even seemingly small issues, when they fail
to function smoothly, can undermine the quality of life of the
family member with disabilities. Once families had access to the
comprehensive services they desired, many felt confident that
they would continue to be supported. However, others expressed
concerns about the possibility of being forced to justify their
needs repeatedly due to external pressures to cut costs, or the
risk that restrictions could be imposed on how they could utilize
their individualized budget [22].

Good Services are Cost-Effective

There appears to be a lack of specific research on the cost-effec-
tiveness of services for adults with profound disabilities. How-
ever, families using these services reported that they found the
costs to be comparable to alternative options they had consid-
ered. It is well understood that services for adults with multiple
disabilities are likely to be more expensive than those for indi-
viduals with less severe disabilities, as the major cost driver is
personal assistance [23]. These individuals require ongoing sup-
port if they are to maintain a high quality of life. Nevertheless,
the cost-effectiveness of good services for adults with profound
disabilities is more likely to be reflected in the long-term out-
comes . These include:

Improved quality of life: With personalized care, individuals
experience greater satisfaction and independence.

Reduced Costs for Families: This includes both financial sav-
ings as well as non-financial benefits such as reduced stress and
the ability to participate more fully in society. Lower demands in
other areas, such as healthcare: Better management of daily care
needs and greater independence may reduce the need for emer-
gency healthcare services or crisis interventions. Thus, while the
upfront costs of providing high-quality services for individuals
with multiple disabilities may be higher, the long-term benefits
both for the individuals and their families are substantial, lead-
ing to overall cost savings in a broader societal context [24].

Conclusion
In examining the multifaceted nature of disability services, par-
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ticularly for individuals with multiple disabilities, this paper
underscores the critical need for a paradigm shift in how care
and support are structured. The growing evidence suggests that
person-centered approaches, which place the individual not the
condition at the core of service design, lead to better outcomes,
greater satisfaction, and more meaningful integration into so-
ciety. These models emphasize the importance of individual
choice, autonomy, and community inclusion, values that are of-
ten overlooked in more traditional, one-size-fits-all approaches
to care [25].

Central to this vision of high-quality services is the recogni-
tion that families are not merely recipients of care but partners
in care. Families, as the primary advocates and often the most
knowledgeable about their loved ones' needs, must be treated
as experts in the process of service delivery. Their involvement,
whether through self-managed services, personalized budgets,
or active participation in decision-making ensures that measures
are truly tailored to the unique needs of the individual. When
services recognize and respect the role of the family, they not
only empower those who provide care but also improve the
overall quality of life for the individual with disabilities [26].

The importance of staff relationships and the quality of interac-
tions between caregivers and those they support cannot be over-
stated. Genuine care, warmth, and respect create an environment
where individuals with disabilities can thrive, regardless of the
challenges they may face. While formal training and protocols
are essential, the human element of care about how staff engage
with and respond to the individual remains a cornerstone of ef-
fective support. Staff must also be equipped to recognize and
respond to all forms of communication, including non-verbal
cues, ensuring that individuals with complex disabilities have an
authentic voice in their care.

Moreover, the role of technology in improving the lives of indi-
viduals with multiple disabilities offers transformative potential.
Technologies that facilitate independent living—such as adap-
tive mobility devices, communication aids, and environmental
control systems are proving invaluable in empowering individu-
als with profound disabilities to exercise control over their lives.
Yet, as the paper highlights, these innovations remain underuti-
lized in adult services. To truly unlock the potential of these
tools, society must move beyond outdated institutional models
and embrace a more integrated approach to technology and hu-
man-centered care.

Lastly, while the initial costs of providing comprehensive, per-
sonalized services may be higher, the long-term benefits are
clear. Cost-effectiveness is not just about immediate savings but
also about the quality-of-life improvements and reduced burdens
on families and the healthcare system in the long run. By in-
vesting in good services, those that respect individual autonomy,
foster family involvement, support quality staff relationships,
and leverage technology, we can create a more equitable society
where all individuals, regardless of disability, can live with dig-
nity, agency, and belonging.

Ultimately, the true measure of a society’s progress lies in how it
cares for its most vulnerable members. Moving forward, it is es-
sential that we raise our sights and demand services that not only
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meet the basic needs of individuals with multiple disabilities but
also support their aspirations for a meaningful, connected life.
By embracing person-centered care, family expertise, and inno-
vative solutions, we can ensure that individuals with complex
disabilities are not just included but are able to thrive living lives
full of possibility and opportunity.
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