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Well-being in long-term care: an ode to vulnerability

Debby L. Gerritsen

Radboud institute for Health Sciences, Radboudumc Alzheimer Center, Department of Primary and Community care, Radboud University Medical 
Center, nijmegen, the netherlands

ABSTRACT
In health care, well-being is considered to be composed of multiple interacting dimensions and to 
regard the subjective (affective and cognitive) evaluation of these dimensions. These dimensions are 
often referred to as physical, psychological, and social domains of life. Although there are various 
disease-specific and group-specific conceptual approaches, starting from a universal perspective 
provides a more inclusive approach to well-being. Indeed, universal approaches to well-being have 
striking overlaps with dementia-specific approaches. Although many initiatives have been launched 
to promote person-centered care and attention for well-being in recent decades, the current COVID 
pandemic showed that the primary focus in (Dutch) long-term care was still on physical health. 
However, a well-being perspective can be a central base of care: it is a means to include positive 
aspects, and it can be applied when addressing problems such as challenging behavior in the sense 
that both are about needs. Furthermore, providing care from this perspective is not only about the 
well-being of frail people and their loved ones but also about the well-being and needs of the involved 
professionals. Increasingly, research shows the importance of the quality of the resident-carer 
relationship, the carer’s behavior, and their well-being for improving the well-being of residents. 
Applying the care approaches ‘attentiveness in care’ and relationship-centered care can contribute 
to the well-being of all involved stakeholders as these uphold the reciprocity of care relationships 
and take the values and attitudes, but also the vulnerability of those involved, into account.

Introduction

Quality of life (QoL) has become a central focus of institutional 
long-term care (de Boer et al., 2011; Moniz-Cook et al., 2008). 
However, genuinely contributing to the QoL of a frail person 
is complex. People needing long-term care have lost personal 
resources for maintaining QoL and often, for instance, in 
dementia, increasingly need help from others to maintain QoL. 
This requires carers to consider individual needs and prefer-
ences of frail persons that may change over time and vary 
between specific situations. Moreover, they need to balance 
efforts to support possibly diminished self-management with 
efforts to compensate for functional decline. This is a complex 
task, not in the least because the issues of what QoL means for 
individuals, how it can be optimally supported, and how 
increasing cognitive impairments affect its meaning are still 
open to debate (Haraldstad et al., 2019).

A universal approach to well-being

In care, well-being is commonly considered to be composed 
of multiple interacting dimensions and to regard the subjective 
(affective and cognitive) evaluation of these dimensions 
(Gerritsen & Steverink, 2017). The dimensions often represent 
physical, psychological, and social domains of life. Although 
there are various group-specific conceptual approaches to QoL 
or well-being (see Brod et al., 1999; Logsdon et al., 2002), the 
necessity and usefulness of a specific approach for people 
needing long term care are questionable (Gerritsen et al., 2004). 

Specific approaches focus on dimensions that may be affected 
by a specific condition, on dimensions that reflect specific 
needs of a target group, and/or needs that are associated with 
that condition. However, in a way, a specific approach reduces 
a person to their condition. It may result in excluding aspects 
of well-being that might not be affected by a condition, for 
instance, having children, but may be highly relevant for the 
well-being of that person and may function as a source for 
optimizing well-being. Furthermore, specific approaches may 
result in a lack of attention for unique characteristics of indi-
viduals within the group because when selecting the specific 
domains considered relevant, the focus is often on the domains 
that are relevant for the entire group, considering their condi-
tion (Gerritsen & Steverink, 2017). Conversely, a universal per-
spective provides a more inclusive approach to well-being 
(Gerritsen, 2017). Indeed, universal, inclusive approaches do 
not have to be that different from specific approaches. To 
exemplify, one of the most important approaches to the needs 
of and care for people with dementia is the social-psychological 
theory of care in dementia proposed by Kitwood and Bredin 
(Kitwood & Bredin, 1992). They formulated five central needs 
of people with dementia: comfort, occupation, attachment, 
inclusion, and identity (Kitwood, 1997). Although the descrip-
tion and content of the domains are dementia-specific, these 
needs have a striking overlap with the central universal needs 
as formulated in the companion theories of Social Production 
Functions (SPF; Steverink & Lindenberg, 2006) and Self-
Management-of-Wellbeing (SMW; Steverink, 2014). SPF-SMW 
theory proposes five basic human social- and physical 
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well-being needs. The two physical well-being needs are com-
fort and stimulation. Comfort is about basic physical needs such 
as eating, shelter, and the absence of pain. Stimulation regards 
a pleasant level of physical and mental activation and the 
absence of boredom. The three needs for social well-being are 
affection, behavioral confirmation and status. Affection is about 
the need to give and receive love and affection. Behavioral con-
firmation is the need to receive endorsement and to belong to 
a group with which one shares norms and values. Status is about 
the need to positively stand out for unique characteristics or 
accomplishments. These needs can be considered the domains 
of well-being. If fulfilled, an individual will experience physical 
and social well-being, and consequently, subjective (or psycho-
logical) well-being (see Figure 1).

SPF-SMW theory also explains how an individual’s internal 
and external resources can be applied when fulfilling needs and 
thus accomplishing well-being. This theory of behavior poses 
that people pursue well-being, consciously and/or subcon-
sciously, and in doing so apply various personal resources. This 
makes the theory especially useful as a basis for interventions 
aimed at improving well-being, because it can guide the oper-
ationalization of these resources and their incorporation as 
working mechanisms of interventions (Gerritsen et al., 2004).

The internal resources that are specified in the theory are 
termed ‘self-management abilities’ (Steverink, 2014) and are 
jointly responsible for adequately managing resources. 
Examples of internal resources are self-efficacy and taking ini-
tiative. External resources include friends, money, healthcare, 
religion. Every person needs other people to fulfill their needs, 
for example, for giving the person affection or behavioral affir-
mation. If a person’s external resources or self-management 
abilities are at stake, others can contribute to that person’s 
well-being by compensating for lost resources, by supporting 
internal resources, or by providing or facilitating external 
resources. In long-term care, in addition to professional carers, 
family members may have an important role in clarifying a per-
son’s capabilities and identity, shaping individual behavioral 
confirmation and status, and making explicit how others can 
contribute to the well-being of a particular nursing home 
resident.

Applying SPF-SMW theory to long-term care, it is noticeable 
that the physical well-being needs of ‘comfort’ and ‘stimulation’ 
have traditionally been the focus of nursing home care. 
Providing comfort has always been the core business of care. 

Moreover, various interventions have existed for decades that 
aim to improve well-being by stimulation; e.g. through exercise 
programs (Windle et al., 2010), through conversation interven-
tions using memories (Woods et al., 2018), and through meth-
ods for pleasant activities (Teri & Logsdon, 1991). Furthermore, 
long-term care, at least for people with dementia, has long 
included the need for ‘affection’ to some extent. However, sup-
posing well-being is universal, social well-being needs deserve 
more attention, especially ‘behavioral affirmation’ and ‘status’. 
Nursing home residents also have the need to feel useful, to 
contribute to their environment, and to be seen as a unique 
person with unique characteristics (van Corven et  al., 2021; 
Vernooij-Dassen et al., 2011).

Covid-19

Unfortunately, although many initiatives have been launched 
to promote person-centered care, to involve family members 
in care, and to increase attention for well-being in recent years, 
the current COVID pandemic showed that, at least in the 
Netherlands, the primary focus in long term care was still on 
physical well-being. Starting 20 March 2020, a visitor ban came 
into force in all nursing homes (Verbeek et  al., 2020). Family 
members were kept away to protect residents and healthcare 
professionals, and also themselves. Initially, most professionals 
considered it terrible but necessary, as was the case for many 
family members (Gerritsen & Oude Voshaar, 2020). However, 
within a few weeks, many residents became lonely or sad, 
showed more challenging behavior, and dreadful dilemmas 
arose (Leontjevas et al., 2020; Sizoo et al., 2020). Applying an 
SPF-SMW theory’s perspective, the focus was on physical 
well-being, predominantly on comfort in a physical sense, sur-
vival, and medical necessity. Attention for stimulation also 
remained. In fact, our research into challenging behavior during 
the COVID crisis suggests that stimulation was better tailored 
to the needs of, in particular, residents with dementia: there 
were fewer appointments and a more tranquil atmosphere, and 
many residents appeared to benefit (Leontjevas et al., 2020). 
However, despite the admirable efforts of professional carers, 
the basic social needs for affection, behavioral affirmation, and 
status suffered considerably by cutting off a crucial source of 
that social well-being: the residents’ social network. The strict 
ban showed that, implicitly, social well-being was not consid-
ered a basic need, and people were not able to live according 

Figure 1. theory of social production functions and self-management of wellbeing (SPF-SMW theory).
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to their social wishes and preferences. However, a well-being 
perspective can be a central base of care: it is a means to include 
positive aspects (Seligman & Csikszentmihalyi, 2000), and it can 
be applied when addressing problems such as challenging 
behavior (Cohen-Mansfield, 2000).

Challenging behavior from a well-being perspective

Challenging behavior is the behavior of a frail person that is 
accompanied by suffering or danger for the person themselves 
or for people in their environment (Zuidema et  al., 2018). 
Around 80% of residents with dementia show challenging 
behavior (Selbaek, Engedal, & Bergh, 2013), but it also occurs 
among other groups in long-term care (e.g. van den Brink et al., 
2020). The causes of challenging behavior may be internal or 
external. Internal causes may be biological (e.g. brain damage) 
or psychological (e.g. being anxious). External causes may 
regard the physical environment (e.g. too many loud noises) 
and the social environment (e.g. a loved one not understanding 
the resident’s message). Usually, a resident’s behavior is the 
result of interactions between internal and external causes. 
Trying to establish the causes of challenging behavior is often 
the key to its treatment, and an extensive functional analysis 
may guide the application of one or more of the various inter-
ventions that have been developed (Moniz Cook et al., 2012; 
Zwijsen et al., 2016).

Cohen-Mansfield (Cohen-Mansfield, 2000) provided an 
important basis for understanding challenging behavior with 
her unmet needs approach, considering three causes for such 
behavior: (1) behavior signals an unmet need, e.g. a resident 
becomes agitated in a busy environment as a result of over-
stimulation; (2) behavior is a way to fulfill needs, e.g. trying to 
resolve one’s disorientation to place by constantly asking for 
directions or continuously shouting to feel, ‘I’m here’; (3) behav-
ior is an expression of frustration about an unmet need. For 
example, hitting a wall because a carer does not understand 
what the resident wants (Cohen-Mansfield et al., 2017).

Given that challenging behavior is often about needs 
(Cohen-Mansfield, 2000) and needs are about well-being 
(Steverink, 2014), challenging behavior can also be linked to 
well-being. From a well-being perspective, a fourth possible 
cause of challenging behavior might be added. In the above-
mentioned causes of challenging behavior, the resident is 
involved in her well-being and tries to increase it. The fourth 
possible cause proposed here is that challenging behavior 
may be a sign that the universal pursuit of well-being is no 
longer active or is obstructed. For instance, the lack of pur-
poseful behavior in apathy may indicate that a resident is no 
longer able to take action to fulfill their needs and is there-
fore not acquiring well-being (cf. Baber et al., 2021). If the 
apathy results from brain damage, this could mean that it 
cannot be treated, which implies that others should help 
with needs fulfillment (Chang et al., 2021). This fourth pos-
sible cause of challenging behavior may also help to explain 
depressive symptoms, which have been shown to be nega-
tively associated with well-being (Smalbrugge et al., 2006). 
Depressive symptoms may not only express unmet needs, 
they may also be a signal that the well-being process is ‘bro-
ken’: that someone may no longer be trying to increase their 
well-being, may not be using their resources adequately, or 
that fulfillment of needs no longer leads to a positive expe-
rience. Consequently, these different possible explanations 

of challenging behavior require different ways of man-
aging it.

Research into the relationship between challenging behavior 
and well-being has produced inconsistent results. Among peo-
ple with dementia, challenging behavior has repeatedly been 
found to be associated with reduced well-being (e.g. van der 
Wolf et al., 2021; Winzelberg et al., 2005), but not always (e.g. 
Ballard et  al., 2001). In addition, this relationship was mainly 
found using proxy measurements for well-being. Using self-re-
port, no association was found repeatedly (Yap et  al., 2008; 
Zimmerman et al., 2005). The relationship between challenging 
behavior and well-being being dependent on the cause of that 
behavior may possibly explain these different results. If the 
behavior itself fulfills needs, such as the example of continuous 
shouting to feel that one is alive, there may be a positive rela-
tionship between that behavior and well-being.

The described causes of behavior point towards a high 
involvement of the resident’s social environment (loved ones, 
professionals, other residents). First, the social environment may 
contribute to the cause or continuance of challenging behavior, 
for instance, because they do not understand a resident’s mes-
sage resulting in frustration in that resident, or because they 
realize too late that the resident is over-stimulated. Second, 
challenging behavior poses a significant threat to achieving 
well-being given that the people who are needed for the pro-
vision of status, behavioral confirmation, and affection may be 
less inclined to give a hug or a compliment to a resident having 
behavior that disconcerts them. Accordingly, challenging 
behavior may lead to a downward spiral for the resident. Third, 
a resident’s challenging behavior may also imply that the 
well-being of their social environment is threatened. Challenging 
behavior can be stressful for carers (Hazelhof et al., 2016), which 
may, for instance, result in them feeling over-stimulated or sad. 
In turn, this may have an impact on the resident.

Shared management

When people become frail, external sources may disappear, and 
they may lose skills or no longer be able to use them properly. 
SPF-SMW theory’s substitution principle (Steverink, 2014) 
explains what happens to well-being when losses occur: If losses 
occur with one need, meeting the other needs may compensate 
to some extent. A person may still experience physical or social 
well-being. However, the way in which a person needs others 
changes when frailty surpasses a certain threshold, and the 
social environment must act from that new situation. In doing 
so, the social environment faces the question of how they can 
support a person, and to what extent, before they actually take 
over matters in pursuing well-being.

Several studies among elderly people empirically support 
SPF and SMW (e.g. Elzen et al., 2007; Steverink & Lindenberg, 
2008). However, the question is how to apply the theory’s notion 
of self-management, a concept that is receiving increasing 
attention in long-term care (Quinn et al., 2016), to this popula-
tion, especially residents with dementia. Apart from being a 
conceptual challenge, this is a relevant practical and ethical 
issue: given their dependence on others, the well-being of a 
very frail person becomes the result of several active agents, i.e. 
of ‘shared management’. Shaping shared management in daily 
practice is not self-evident and may evoke dilemmas for the 
people involved, for example, when efforts to self-manage by 
an individual with (severe) cognitive impairment are perceived 
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as burdening for their social environment. Herein, SPF-SMW 
might benefit from insights into the care approaches relation-
ship-centered care (McCormack et al., 2012) and attentiveness in 
care (Klaver & Baart, 2011). Applying these approaches can con-
tribute to the well-being of all involved stakeholders as these 
uphold the reciprocity of care relationships and consider the 
values and attitudes but also the vulnerability of those involved, 
as will be discussed in the following section.

Relationship centered care

In the last decade, support for the importance of the quality of 
the relationship and the behavior of carers for resident well-be-
ing has increased (McGilton et al., 2012; Willemse et al., 2015). 
The attitude (Boumans, van Boekel, Baan, & Luijkx, 2019), posi-
tive behavior (van Weert et  al., 2005), and person-centered 
behavior (Gilmore-Bykovskyi et al., 2015) of carers appear to be 
associated with a reduction in challenging behavior. Focusing 
on the capabilities of residents may improve their well-being 
(Norbergh et al., 2006), and a more hopeful attitude of carers 
was found to be associated with improved social well-being 
and less challenging behavior of residents with dementia 
(Gerritsen et al., 2019).

‘Attentiveness in care’ means attuning to the other person 
and their needs, skills, and preferences (Klaver & Baart, 2011). 
Indeed, these aspects are important for managing challenging 
behavior according to healthcare professionals (Mallon et al., 
2019) and have been shown to be important for their job satis-
faction (Edvardsson et al., 2011). ‘Being attentive’ requires good 
communication skills when interacting with the resident and 
their loved ones and as professionals mutually (Spector et al., 
2013). It also means investing emotionally as professionals 
(McCarty & Drebing, 2003) and creating meaningful interaction 
by including the professionals’ own needs and uncertainties 
(Timmermann, 2010). This is the case, for example, if a carer tells 
the resident how their behavior affects them and then strives 
for improvement together with that resident. It is not only about 
‘being there’ as representatives of a discipline but about being 
there as a person. This resonates with relationship-centered care 
and with the belief that good care originates in the reciprocal 
relationships of those involved, that all bring their own values   
and beliefs (Nolan et  al., 2004; Westerhof et  al., 2014). 
Relationship-centered care is not only about the resident, family, 
and one professional but about all professionals and residents 
involved, all with their own well-being needs (Nolan et al., 2004).

Although the behavior of those involved may cause or main-
tain challenging behavior in a resident, it can also be an import-
ant source of status, behavioral affirmation, and affection – and 
thus of well-being. For others to contribute to the well-being of 
a resident requires insight into one’s own behavior and personal 
leadership, daring to critically examine oneself and others, and 
one’s role, communication, and attitude. It also includes daring 
to discuss one’s thoughts and insecurities and taking each other 
to task (Berg et  al., 1998; Younas et  al., 2020). For registered 
nurses, doctors and psychologists, this self-awareness is an 
important competence that they are taught (Rasheed et  al., 
2019), but this should also be the case for all nursing staff mem-
bers. Working from a relationship-centered care perspective may 
also help to continuously improve care. Continuously learning 
and innovating takes courage, and people often become inse-
cure when asked to change their ways or when doing things for 

the first time (Nilsen et al., 2019). And in doing so, care profes-
sionals and managers alike will have to show their doubts and 
considerations. Leadership, be it management or personal lead-
ership as a professional, requires courage and vulnerability.

In conclusion, an inclusive, universal approach to well-being 
that addresses residents, their loved ones and professionals is 
crucial in long-term care. Such an approach may contribute to 
focusing on positive aspects of life, to attentiveness in care, and 
also to addressing difficulties in care such as challenging behav-
ior. In this way, the well-being of all stakeholders can be 
increased. The COVID pandemic has shown that long-term care 
requires more commitment to individual well-being and may 
benefit from a well-being perspective. Changing the paradigm 
of institutional long-term care towards a well-being perspective 
and shaping this according to relationship-centered care 
requires research into the content of well-being and into how 
well-being works, into how one can best support well-being in 
a way that suits relationship-centered care, and into how vul-
nerability and personal leadership can be put into practice in 
long-term care. Participative research designs involving the 
residents themselves, professionals, and institutions for educa-
tion and training are necessary to do this in a way that is relevant 
to daily practice. By involving stakeholders in defining a prob-
lem, designing and testing potential solutions (e.g. interven-
tions, implementation strategies) and performing effect studies, 
research results become more applicable and thus more likely 
to change and improve daily practice (Day et al., 2016; Nomura 
et al., 2009). If all people involved are committed to continuously 
improving and learning together, this will provide the means 
for optimal care for long-term care residents (Zorginstituut, 2021).
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