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Abstract
Background and Objectives: As new models of care aiming to reduce hospitalizations from nursing homes emerge, their 
implementers must consider residents’ and relatives’ needs and experiences with acute changes in the residents’ health 
situations. As part of the larger INTERCARE implementation study, we explored these persons’ experiences of acute 
situations in Swiss nursing homes.
Research Design and Methods: 3 focus groups were conducted with residents and their relatives and analyzed via reflexive 
thematic analysis.
Results: The first theme, the orchestra plays its standards, describes experiences of structured everyday care in nursing 
homes, which functions well despite limited professional and competency resources. The second theme, the orchestra 
reaches its limits, illustrates accounts of acute situations in which resources were insufficient to meet residents’ needs. 
Interestingly, participants’ perceptions of acute situations went well beyond our own professional view, that is, changes in 
health situations, and included situations best summarized as “changes that might have negative consequences for residents 
if not handled adequately by care workers.” Within the third theme, the audience compensates for the orchestra’s limitations, 
participants’ strategies to cope with resource limitations in acute situations are summarized.
Discussion and Implications: Our findings suggest differences between care providers’ and participants’ perspectives 
regarding acute situations and care priority setting. Alongside efforts to promote staff awareness of and responsiveness to 
acute situations, care staff must commit to learning and meeting individual residents’ and relatives’ needs. Implications for 
the development and implementation of a new nurse-led model of care are discussed.
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Background and Objectives
Globally, residential long-term care facilities, or nursing 
homes (NHs), are challenged by both professional organi-
zations and government regulators to deliver high-quality 
care to their residents (Larson et al., 2019; Silvestre et al., 
2015). However, maintaining high care standards in NHs 
is often hampered either by staff shortages or by high ratios 
of low-qualified care staff, and lack of access to in-house 
geriatric expertise or general practitioners (GPs) often leads 
to avoidable hospitalizations (Colombo et al., 2011; Trein, 
2018).

Avoidable hospitalizations from NHs often result from 
lack of awareness, late detection, or slow responses to 
acute situations, defined as slight or rapid deterioration of 
residents’ general condition or decrease of functional per-
formance, either of which may signal injury, infection, or 
exacerbation of chronic illness (Ouslander et  al., 2010). 
Considering that any hospitalization typically causes major 
stress and disruption for residents, leaving them in a more 
vulnerable state with reduced quality of life, avoidable 
ones also indicate poor quality of care (Kirsebom et  al., 
2014; Ouslander et al., 2010). Still, estimates indicate that 
in Canada, the United States, and Switzerland, between 
20% and 60% of hospitalizations from NHs are poten-
tially avoidable, for example, due to an exacerbation of a 
change in condition of a chronic heart disease detected late, 
or the management of pneumonia or end-of-life care that 
could have been handled in the NHs (Muench et al., 2019; 
Ouslander et al., 2010; Walker et al., 2009).

Therefore, new models of care have been designed to ac-
tively support NHs in their mission to improve care quality 
by targeting common causes of avoidable hospitalizations, 
several of which have proved effective (Cacchione, 2020). 
The most successful of these rely on interprofessional care 
teams. Shifting from a traditional physician-managed med-
ical care model, they maximize the roles of nurses by having 
them comanage care alongside physicians (Cacchione, 
2020). Such models are called nurse-led models of care, 
focusing on nurses exerting their full scope of practice, 
interprofessional collaboration, person-centered care, ca-
pacity building of care workers, and advance care planning 
(Cacchione, 2020; Testa et al., 2020).

Residents’ and Relatives’ Involvement

Patients’ involvement is necessary to redesign and im-
prove service and care delivery (Denegri, 2015; Selby et al., 
2012). In particular, efforts to include patients’ first-hand 
insights into their experiences of care services and living 
environments, like, for example, in NHs, and their needs 
concerning their health conditions are essential in order 
to develop interventions (O’Cathain et  al., 2019). Their 
input can positively impact the quality and patient cen-
teredness of interventions and sustainably address high-
priority problems (O’Cathain et  al., 2019). However, to 

date, NH residents’/relatives’ involvement in the redesign 
or development of interventions or models of care is rarely 
described (Ahouah & Rothan-Tondeur, 2019; Backhouse 
et al., 2016). The most common reasons for the limited in-
volvement of residents/relatives are power relations with 
staff, unsupportive NH culture, and/or lack of research 
resources or skills (Ahouah & Rothan-Tondeur, 2019; 
Backhouse et al., 2016). Hence, to overcome such barriers 
and avoid developing interventions solely based on pro-
vider or researcher input, thoughtful use of the methodo-
logical approach is needed to integrate residents/relatives in 
the model development.

Addressing the Involvement Gap

Both to fine-tune a new nurse-led model of care and to in-
form its implementation, this study explored NH residents’ 
and relatives’ experiences and needs regarding acute 
situations. It was conducted within the multicenter imple-
mentation study “Improving INTERprofessional CARE 
for better resident outcomes” (INTERCARE; Zúñiga et al., 
2019). The INTERCARE nurse-led model of care supports 
NHs in improving their quality of care and reducing avoid-
able hospitalizations. By placing registered nurses in ex-
panded roles—as INTERCARE nurses—it also supports 
in-house geriatric decision-making. A  protocol for this 
study, describing that intervention and its implementa-
tion in detail, has been published elsewhere (Zúñiga et al., 
2019).

The development of the INTERCARE model’s initial 
version began with a literature review and case studies 
(Figure 1). In the next step, we elicited input from national 
stakeholder groups via a modified Delphi method to define 
the competencies necessary for the INTERCARE nurses 
(Basinska et al., 2020). Lastly, to fine-tune the INTERCARE 
nurses’ roles and align in-house decision making with end-
users’ needs, the current study explored residents’ and their 
relatives’ experiences and needs in situations involving 
acute changes in residents’ health.

Method
Design
We used a qualitative descriptive research design to de-
scribe direct experience and perceptions of participants 
(Sandelowski, 2010). To add to the transparency of the 
study reporting, we followed the guidelines of O’Brien and 
colleagues (2014).

Setting

During the INTERCARE model’s development phase, 
directors of nursing or medical directors from the nine 
involved NHs were asked whether they would agree 
to focus groups with samples of their residents and 
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relatives. Of the nine NHs approached, three (two 
German- and one French-speaking) agreed to recruit 
residents and relatives (NH characteristics are described 
in Table 1). These NHs were highly motivated to offer 
their residents and relatives an opportunity to talk about 
their experiences and to learn from the results. Six other 
NHs declined to participate due to a lack of resources 
to recruit participants and to organize the setup for the 
focus groups.

In Swiss NHs, approximately 70% of the overall per-
sonnel are care workers, including 40% of nursing aids 
with on-the-job training or 3-month education, 35% of 
licensed practical nurses with 2–3 years of education and 
just 25% of registered nurses with 3−6 years of education 
(Bundesamt für Statistik, 2020). Residents’ average length 
of stay in a NH is 2.3 years, and three out of 10 residents 
are 90 years old or older.

Participants

A local nurse expert recruited residents and relatives (in-
clusion and exclusion criteria are described in Table 2). 
Using maximum variation sampling (Marshall, 1996), we 
ensured the inclusion of (a) residents and relatives with di-
verse family relations and (b) relatives of residents with 
dementia. Before the interviews, the local nurse experts 
informed participants about the study, supplied them 
with written study information, and obtained informed 
consents.

Data Collection

We conducted focus groups, including both residents and 
relatives, to explore their individual and shared meanings 
and perspectives. With this approach, we aimed to allow 
participation for (a) residents who are limited in their 
verbal communication and (b) residents with impaired 
cognitive function to be represented by relatives (Krueger 
& Casey, 2000). We conducted one focus group per NH 

between May and June 2018 with both residents/relatives 
of the respective NH together, to allow physically frail 
residents’ participation. Overall, seven residents and 11 
relatives participated in one of three focus groups lasting 
80, 86, and 73 min. Among these were four dyads; all others 
participated independently (for participants’ characteris-
tics, see Table 1). All focus groups were audio-recorded and 
transcribed verbatim. Two moderators, using open-ended 
questions and facilitating discussions about life in the 
NHs and experiences with and needs in acute situations, 
conducted the interviews (e.g., “Tell us about a situation 
where you had a serious problem with your health, here in 
the NH”; for complete interview guide, see Supplementary 
File 1). For extensive description of data collection, see 
Supplementary File 2.

Data Analysis

We conducted reflexive thematic analysis to find patterns 
of meaning that are not mapped directly from the inter-
view questions (Braun & Clarke, 2006, 2019). The anal-
ysis, combined with a constructivist orientation, served the 
analytical goal of constructing knowledge to understand 
participants’ experiences and needs in situations involving 
acute changes in residents’ health (Appleton & King, 2002; 
Lincoln & Guba, 1994). An eight-member qualitative re-
search team, including nursing PhD students, PhD-prepared 
nurses, a public health expert, and a NH consultant, 
analyzed the data supported by Maxqda Analytics Pro 
(VERBI Software, 2018). See Table 3 for steps of the anal-
ysis, reflexivity, and trustworthiness, and Supplementary 
File 3 for an illustration of the coding.

Ethical Approval

Ethical approval (EKNZ BASEC Req-2017-00938) for this 
study was waived by the ethics committee of northwest/
central Switzerland because it presents minimal risks to 
participants and no personal data were to be collected.

Figure 1. Steps of the development phase of the INTERCARE nurse-led model of care. Note: The figure was self-developed using OmniGraffle soft-
ware (The Omni Group, 2020).

http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnab027#supplementary-data
http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnab027#supplementary-data
http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnab027#supplementary-data
http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnab027#supplementary-data
http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnab027#supplementary-data
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Results
Overview
At the beginning of each focus group, residents and relatives 
were invited to describe what they appreciated about daily 
nursing care. Given this opportunity, they described their 
experiences of everyday structured care, which functions 
well despite perceived limited professional resources and 
competencies. This is presented in the first theme, the orchestra 
plays its standards. This theme provided a useful background 
against which to contrast acute situations where these limited 
resources failed to cover their needs. This is described in the 
second theme, the orchestra reaches its limits. Although this 
study’s focus was on increasing our understanding of acute 
situations that may have led to hospitalizations, remarkably, 
the participants’ perspectives broadened that focus consid-
erably. Whereas we had defined acute situations as slight or 
rapid deterioration of residents’ general condition or decrease 
of functional performance; residents’ and relatives’ under-
standing of acute situations encompassed virtually any sit-
uation that might have negative consequences for residents 
if not handled appropriately by care workers. From their 
perspective, acute situations included not only changes in 
health situations, but also changes in basic care activities 
and relationship maintenance. The third theme, the audi-
ence compensates for the orchestra’s limitations, summarizes 
participants’ strategies to deal with resource limitations during 
acute situations. Throughout the interviews, the participants 
referred to different professional groups, which we referred to 
as nurses if registered or licensed nurses were meant, and care 
workers, if nurse aids were included.

The Orchestra Plays Its Standards

The metaphor of an orchestra playing its standards 
facilitates an analogy of the NH as an orchestra that plays 
its standard repertoire well, although it includes only a 
limited number of musicians with different competencies. 
Although the participating NHs’ specific characteristics, 
for example, geographic location, bed capacity, number 
of staff and residents, and mean length of stay, differed, 
all participants shared similar experiences. In general, 
while they found everyday care provision sufficient, they 
also highlighted their perceptions that care workers and 
GPs were limited both in their availability and in their 
competencies.

Residents considered their care well organized, well 
planned, and sufficient to cover daily needs and emphasized 
the kindness of the care workers. Relatives considered 
residents generally well looked-after, receiving morning as-
sistance for bathing, dressing, and having their meals. They 
also noted that nurses kept them well informed regarding 
their NH’s routines. One resident with a major physical im-
pairment described the situation as follows:

In general, I must say, they look after you well. Maybe 
they have fewer [registered] nurses, but the staff are 

friendly, adorable, they are available, they are listening. 
And the women [nurses], they do their best (…) under 
such difficult working conditions. Hats off [to the 
nurses]. (Resident 3)

Despite feeling well cared for, participants observed that the 
care workers had limited resources on several levels. Some 
described that few “trained” (registered) nurses were avail-
able to support care aids. More specifically, one relative 
explained that because too few nurses with competencies to 
prepare medications are present, her partner often received 
his medication too late. One resident’s wife shared that her 
husband, who had early-onset dementia, had received an 
inappropriate medication for several months. She added 
that not only trained nurses but overall more care workers 
specialized in dementia care would be needed:

I wish they had more care workers specialized in de-
mentia, because … 80% of the older people there are al-
ready a bit demented or senile somehow, and I miss [care 
workers with dementia expertise] a bit. (Relative 6)

Other participants more generally commented that nurses 
were usually short of time and they could not check regu-
larly on residents. One resident’s daughter asserted that two 
nurses were simply not enough to continuously cover 30 or 
more residents’ needs. In particular, residents perceived all 
care workers as constantly under time pressure and inflex-
ible about their care plans. A resident with physical impair-
ment described the situation as follows:

In the dining room there are about six people at the 
table ... I am now 100% care-dependent, because I can’t 
walk. And when others want something and they [care 
workers] inform me that I  will have to wait, because 
they don’t have time. They promise to come later but 
often they just forget because of the many tasks and 
requests. They just leave me sitting and I  don’t think 
that’s right. (Resident 2)

As with the registered nurses, some participants mentioned 
having limited opportunities to see a GP: either because 
GPs have no in-house residency or because participants had 
no easy access to an in-house GP. One resident explained 
this as follows:

You just don’t have a direct contact person because the 
doctor office is downstairs or you have to tell somebody 
if you want to see a doctor if you have pain, it is diffi-
cult for me to see one, you don’t have a direct access. 
(Resident 6)

Additionally, some relatives perceived that the GPs respon-
sible for their NH’s residents lacked geriatric competencies, 
particularly regarding geriatric-specific polypharmacy.

Irrespective of the perceived resource limitations, all 
participants had come to terms with the situation. They 
explained that “there is not a lot one can do about [care 
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workers’ shortages and competency deficits]” and had ac-
cepted their situation (“one needs to get used to the new 
situation”). They generally perceived conditions as ade-
quate on an everyday basis, and expressed their gratitude 
towards the care workers, who were doing their best. This 
attitude was summarized by one relative:

So, I  have to put nurses’ kindness at the center. But 
I  mean sometimes, when a nurse comes in and says, 
‘What do you want now?’ I mean, you can’t blame her 
for that. Because she has so many other residents to 
take care of. And I don’t think there’s much left to wish 
for, I believe we must have understanding for the situ-
ation, and sometimes just say yes, well, it is like it is. 
(Relative 4)

The Orchestra Reaches Its Limits

The metaphor of an orchestra reaching its limits illustrates 
how, if the music repertoire suddenly needs to change, the 
orchestra reaches its limits, leading to disharmony. In the 
NH context, disharmony is analogous to inappropriate 
or nonexistent responses or otherwise inadequate atten-
tion to residents’ care needs in acute situations. The data 
indicated that from the participants’ point of view, acute 
situations emerged not only from changes in residents’ 
health situations that could lead to hospitalizations due to 
physical symptoms. The acute situations also emerged from 
a range of situations they believed could lead to negative 
consequences for residents if not handled appropriately 
by care workers, resulting in the subthemes problems per-
forming basic care activities or maintaining relationships. 
Because of limited resources in NHs, care workers and GPs 
either did not react or were unable to execute appropriate 
or timely reactions, which triggered feelings of distress, 
helplessness, and dissatisfaction.

Close to our definition of acute situations (“slight or 
rapid deterioration of the resident’s general condition or 
decrease of functional performance”), participants noted 
acute changes if they saw or felt physical symptoms, for 
example, pain or itchy skin, that they experienced as wor-
rying. However, when they spoke to care workers, their 
concerns fell on deaf ears. This was also the case with other 
acute situations. Several talked about a vague but ominous 
sense of a deteriorating health situation. For example, one 
relative working in health care said that, while visiting 
one resident, she had a “fuzzy yet serious feeling” that her 
health situation had changed dramatically. Although she 
acknowledged the home’s resource limitations, she still felt 
abandoned when she did not receive the decision-making 
support she needed to decide whether a hospitalization was 
warranted:

I saw him and then I also felt very uncertain, I couldn’t 
make a diagnosis … the [registered] nurse came to see 
him, she did the right thing, but at some point she also Ta
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had something else to do and then, then I  realized a 
little bit also the limits and I  found myself a little bit 
confronted with the fact that I had to make the decision 
(…). They left it up to me to decide, but I couldn’t de-
cide. (Relative 2)

What is more, participants described acute situations 
linked to personal care activities such as eating, drinking, 
and hygiene. One physically impaired resident and his wife 
described how problematic it was to have to wait long 
periods for toileting assistance: if the needed assistance reg-
ularly came too late, it could lead to infection, which even-
tually might trigger a hospitalization. Moreover, the wife of 
the resident with dementia said that, because care workers 
had no time to discuss the menu with the residents, her 
husband was not getting the food he liked and was not 
eating enough. The husband of another resident with ad-
vanced dementia explained that, because his wife could 
not verbally express her needs, she was not getting enough 
to drink. He explained that he felt disappointed that 
her needs were being neglected, with potentially serious 
consequences for her, including an infection that might lead 
to a hospitalization:

My Frida has always been thirsty. She drank two liters 
of mineral water [each day]. Already before the break-
fast, she had a glass. And here [in the NH] she gets a 
little bit, just a little bit, a little bit too little (water) and 
if she doesn’t get enough she gets a bladder infection 
afterwards. (…) Here she gets a little bit too little water. 
(Relative 7)

Lastly, relatives spoke about acute situations related to 
maintaining meaningful social interactions with residents. 
Bonding with residents gives both the residents and their 
relatives a feeling of belonging and meaning. For relatives of 
residents with dementia, this is particularly true. Relatives 
emphasized how crucial it was for them to have meaningful 
social interactions with their fully care-dependent family 
members. Relatives felt that meaningful social interactions 
made the residents feel loved and happy, while the sense of 
having established relationships gave them a sense of se-
curity. The wife of one resident shared that when she vis-
ited her husband, she would expect the care workers to 
have prepared (i.e., dressed and toileted) him to go for a 
walk or do some other activity he enjoyed to keep him 
in physical health. If he was not prepared and it was im-
possible for them to go out together, she feared the lack 
of these bonding activities would weaken their emotional 
connection and eventually divide them. The same relative 
described once feeling that her husband was receiving un-
necessary sedative medication, reducing both his physical 
strength and the positive impact of their social interactions. 
She described both situations:

Often I found him wet. Then I could not go for a walk 
with him either. My husband is still relatively young. 

And he has the [dementia] disease already, he got it at 
a very young age and he was always a very sporty guy 
and everything. And I  simply tried to get a little bit 
more quality of life for him … [here]. My husband got 
a little restless and walked around the department a 
little too much. And then they gave him this medicine 
(...). I have a video where he just sits there at the table. 
Just like a drug addict. He was sedated, and that hurt 
me to watch, because he was only hanging there. We 
couldn’t do anything together anymore. (Relative 5)

While participants had generally accepted the limited re-
sources regarding everyday care, this was not the case for 
exceptional acute situations: all feared and several had ex-
perienced such situations’ negative consequences regarding 
their or their loved ones’ well-being and health. Such 
failings invoked negative emotions such as frustration and 
sadness. In particular, relatives wanted to actively do some-
thing to overcome the health care workers’ lack of reaction.

The Audience Compensating for the Orchestra’s 
Limitations

The metaphor of the audience compensating for the 
orchestra’s limitations illustrates the importance of the au-
dience for whom the music plays: positioned to detect both 
harmony and disharmony, they can give valuable feedback, 
or sometimes even step in to show how to play a new piece. 
Similarly, relatives/residents may try to counteract unmet 
care needs by speaking up, thereby preventing potentially 
serious consequences such as hospitalizations due to dehy-
dration, malnutrition, or falls; and if that is not enough, 
they can take over responsibility for their loved ones’ care.

Once the participants recognized that they would not 
receive the necessary attention from the care workers, 
they began intervening to prevent negative consequences. 
Several explained that the people to whom they would 
“speak up” were care workers on their wards. For the resi-
dent with abdominal pain, when her problem was initially 
ignored, that meant insisting—including pointing out 
blood in her urine—so that the care staff would respond 
to her problem before it gets too serious to be managed 
in the NH. In cases of residents with cognitive impair-
ment, who could not verbally express themselves, relatives 
acknowledged that they needed to speak up on their be-
half in acute situations. Aware of the care workers’ heavy 
workload, they were careful to speak up only where it 
was necessary to prevent negative consequences regarding 
their family members’ well-being and health. Examples of 
this attempt to balance personal need with collective re-
sources include the husband who told the care workers his 
wife should receive more to drink to avoid future bladder 
infections, or the wife who approached the staff because 
her husband living with dementia disliked the food they 
were serving him and was undereating:
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[The resident] often didn’t get what he really wanted 
to eat and drink. So, I had to discuss this with him very 
slowly and then explain to the nurses [care workers] 
what he would like to have or not. (Relative 1)

Overall, participants emphasized that it was of vital impor-
tance for residents to have relatives to speak up for them:

You have to have someone to help you out, you just 
have to have someone to help you out; otherwise you 
are lost. Like a contact person or representative who 
says, “it doesn’t work like this.” (Resident 5)

The participants described that even when they did 
speak up, they did not get a care worker’s reaction. They 
explained that this happened because the care workers had 
no available resources, and as a result the situation would 
deteriorate further. The relatives would take responsibility 
for the care tasks if possible or involve other professionals 
either in- or outside the NH. The wife whose husband re-
ceived unnecessary sedatives said that she involved several 
professionals and although they did not react in the begin-
ning, she insisted until the medication was changed, thus 
avoiding an exacerbation of the situation and reducing the 
risk for falls and fractures:

I talked to a nurse. But she didn’t want to talk about 
the medication (...). And then I  asked for a psychia-
trist, I asked for a psychiatrist to come, not the GP. He 
doesn’t understand this medication stuff, does he? But of 
course, he prescribed this medication, so they just keep 
on administering. But then finally they moved him to an-
other ward. There he doesn’t need even half of the medi-
cation. It worked! He is human again, not the zombie he 
was before. (Relative 5)

In another case, a resident’s daughter had a “fuzzy yet 
serious feeling” that her father’s health situation had 
changed. However, the registered nurse was not able to 
give the medical advice and she called the GP. However, 
even that had no effect, as the GP was unable to provide a 
judgment regarding hospitalization over the phone. In the 
end, the daughter assumed responsibility and decided upon 
hospitalization without medical advice. Based on a pre-
vious experience regarding hospitalization and its negative 
consequences for her father’s health, she experienced this 
lack of support as extremely stressful.

Overall, participants and particularly relatives used a 
range of strategies to prevent negative outcomes. However, 
this process often required considerable persistence and 
was accompanied by negative feelings such as frustration, 
anger, or helplessness.

Discussion
On the one hand, our reflexive thematic analysis shows 
that NHs lack care workers and access to geriatric 

expertise. On the other, the results challenge the conven-
tional understanding of acute situations, which are based 
solely on changes in health situations that could require 
hospitalization if not dealt with. We learned that our 
participants also perceived situations related to basic per-
sonal needs or to relationship maintenance as acute. This 
difference suggests that residents have a broader view of 
care priorities—one that oversees physical and psycholog-
ical health and well-being. Notably, our findings show that 
residents’/relatives’ involvement during an intervention’s 
development phase is essential to tailor care models to 
residents’/relatives’ expectations and needs (Denegri, 2015; 
O’Cathain et al., 2019).

To explain residents’ and relatives’ perceptions of acute 
situations, the first theme, the orchestra plays its standards, 
involves structured everyday care functioning with limited 
personnel and professional resources. Limited resources 
addressed by participants, such as scarce registered nurses 
staffing, deficits regarding geriatric competencies, and 
poor access to GPs, are all long-standing quality issues for 
policymakers, NH leadership, and the public (Colombo 
et  al., 2011; Kirsebom et  al., 2014). The described 
perceptions of structured care have also been discussed 
in a qualitative meta-synthesis of four unrelated research 
studies, suggesting that, in every NH, regardless of the 
country, care processes remain routinized and ritualistic 
(McCormack et  al., 2010). The common denominator is 
very likely a shortage of professional competence.

As described in The Orchestra Plays Its Standards, 
participants in our study are aware and compose with 
limited NH resources. Comparably, a Swedish qualitative 
study (Holmgren et al., 2014) has shown that if relatives 
are aware that the NH cannot always meet residents’ needs 
due to working overload, relatives very likely accept the 
suboptimal care, as they heavily rely on care services. Other 
studies indicate that if residents perceive NH placement 
as a necessity, they will lower their expectations to make 
the best out of the situation (Baxter et al., 2020; Bergland 
& Kirkevold, 2006). Indeed, in our study, some residents 
emphasized that they were admitted to the NH at a time 
when care at home was not feasible anymore. Additionally, 
the suboptimal care received can be compensated by 
pleasant and kind care workers (Baxter et al., 2020).

The second theme, the orchestra reaches its limits, 
illustrates relatives’ and residents’ perspectives of acute 
situations. This key finding expands the traditionally 
narrow understanding of providers and researchers about 
acute situations. They are usually related solely to phys-
ical health to design interventions focusing on reducing 
hospitalizations and impacting clinical decision making. 
From our participants’ perspectives, acute situations can 
also include activities focusing on basic personal care 
or relationship maintenance. If not addressed by care 
workers, it may lead to negative consequences regarding 
residents’ health and well-being, and indirectly lead to 
hospitalizations. Importantly, as described in our study, 
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other qualitative studies also highlight that residents’ and 
relatives’ concerns and needs were not followed up by NH 
care workers (Baumbusch & Phinney, 2014; Holmgren 
et al., 2014).

The experience of acute situations highlights a wide 
gap regarding experiences of care rationing in NHs. On 
one hand stand residents’ and relatives’ acute care needs 
and, on the other hand, care providers missing out on tasks 
fulfilling these needs. Missed care has been associated not 
only with high workload and inadequate teamwork but 
also with care workers’ perception of inadequate staffing 
(Nelson & Flynn, 2015; Song et al., 2020; Zúñiga et al., 
2015a). Indeed, findings of studies in the United States 
(Nelson & Flynn, 2015) and Canada (Song et  al., 2020) 
indicate that tasks our participants considered acute such 
as taking residents for walks, talking to them, toileting, 
bathing, feeding, and dressing them, are reported by up to 
57.4% of registered nurses as missed during their last shift 
worked, with up to 65.4% reporting rushing at least one 
such task (Nelson & Flynn, 2015; Song et  al., 2020). In 
contrast to the above-cited studies, Zúñiga and colleagues 
(2015a, 2015b) found that up to 76% of Swiss NH care 
workers rarely or never miss care related to activities of 
daily living; however, if necessary, care workers sacrifice at-
tention to residents’ and their families’ social needs (Zúñiga 
et al., 2015a, 2015b). Even if missed care may be lower in 
Swiss NHs than internationally, a Swiss qualitative study 
conducted in a NH highlighted that residents perceived 
nursing interventions as rushed or delivered poorly. This 
resulted in residents feeling uncomfortable, vulnerable, 
and the care not being individualized (Braun et al., 2018). 
Differences between care providers’ and residents’/relatives’ 
perspectives represent a widespread need to acknowledge 
residents as individuals with specific needs and preferences 
shaped by particular life experiences to redesign care de-
livery towards person-centered care practices (Ahouah & 
Rothan-Tondeur, 2019). Additionally, on the policy level, it 
requires revising the financial systems accordingly.

The final theme, the audience compensates for the 
orchestra’s limitations, indicates that relatives are censoring 
themselves in dealing with limited resources and do not feel 
empowered to advocate and speak-up unless the situation 
is dire. Studies from Canada (Legault & Ducharme, 2009) 
and Norway (Helgesen et al., 2013) indicate that relatives 
only advocated on behalf of the residents if quality of 
care falls below an acceptable level (e.g., basic care needs 
like eating and drinking were not covered). Additionally, 
advocating for residents causes feelings of distress and 
helplessness (Jakobsen et al., 2019).

Studies show that advocating relatives carefully con-
sider the timing of dialog with care workers and stra-
tegically use diplomatic communication style to not 
provoke negative consequences for vulnerable residents 
(Harnett, 2010; Hewison, 1995; Holmgren et al., 2014; 
Legault & Ducharme, 2009). Caution in advocating, 
rooted in social and relational power structures, may ex-
plain why relatives in our study advocated for residents 

only in certain situations. On the one hand, relatives 
may fear that their complaints would result in retalia-
tion against residents (Bern-Klug & Forbes-Thompson, 
2008; Holmgren et  al., 2014; Legault & Ducharme, 
2009). On the other hand, relatives may feel they could 
be perceived as demanding and burdensome by care 
workers and therefore left out from care processes in the 
future (Harnett, 2010). A study of daughters of residents 
with dementia found a relationship between relatives’ 
empowerment and advocacy. Relatives who do not feel 
empowered are less likely to advocate and even feel 
marginalized if they try to do so (Legault & Ducharme, 
2009). Therefore, relatives visit residents regularly to 
check on them (Davies & Nolan, 2006), as participants 
in our study noted.

These findings highlight how crucial it is to facilitate 
residents’ and relatives’ involvement in care—a participa-
tive process that depends on understanding their expecta-
tions and needs and overcome power imbalance (O’Cathain 
et al., 2019). Relatives’ involvement can help improve care 
for residents living with either cognitive decline or de-
mentia, representing up to 80% of NH residents in Europe 
(Røen et al., 2017). For residents without families to advo-
cate for them, guardians or support persons might be nec-
essary to ensure that their needs are addressed.

Reshaping the Orchestra With INTERCARE Model

Residents’ and relatives’ perspectives reshaped the 
INTERCARE nurse-led model to incorporate their needs 
and not solely concentrate on medical care to reduce 
hospitalizations (Zúñiga et  al., 2019). In a specifically 
developed curriculum, the INTERCARE nurse will ac-
quire knowledge and skills about person-centered care 
and advance care planning to prepare residents/relatives 
for changes in health situations and allow care teams to 
better handle acute situations. To address care workers’ 
limited competencies, the INTERCARE nurse will coach 
them daily, such as for conducting residents’ biography 
records. The INTERCARE nurse is also present in clinical 
practice to support relationship building between residents/
relatives and care workers, for example, by evaluating care 
and emotional needs and tailoring care plans to residents’ 
preferences to improve the orchestra’s routine work. The 
INTERCARE nurse will implement instruments to support 
observation and communication between care providers 
and support care workers in the preparation for GP visits to 
assure that residents’ needs are heard. To prevent relatives’ 
concerns falling on deaf ears, they will be involved in care 
processes at admission to discuss expectations and needs.

Limitations

This study has certain limitations. Firstly, only three of the 
nine invited NHs enabled their residents/relatives to par-
ticipate in this study. Residents of nonparticipating NHs 
might have very different experiences and unvoiced needs 
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that should be integrated into our model’s development. 
Secondly, there is a sample bias in our study. Participants 
with moderate–severe-to-very severe cognitive impair-
ment (scores of ≥4 on the Cognitive Performance Scale; 
Morris et al., 1994) were excluded and only represented by 
relatives’ voices. Therefore, we suggest conducting further 
ethnographic research within residents’ live environment 
to explore this population’s experiences and needs (Brink 
& Edgecombe, 2003). Moreover, nurse experts might 
have recruited participants compliant with the “nurse-
led” model; however, their narratives reflected broad 
experiences.

Implications for Practice and Research
While we found that the care workers in NHs han-
dled routine care needs well, shortages of personnel and 
competencies, particularly of nurses, commonly left 
residents and their families feeling abandoned and power-
less in acute situations. These included both physical dete-
rioration and personal needs such as inadequate toileting 
or water provision, which, left unchecked, could easily lead 
to avoidable hospitalizations. Nurses need to voice their 
concerns and act politically to promote the need for staff 
improvements. A  balanced staff-to-patient ratio adapted 
to the resident needs would provide the basis for person-
centered care. Residents and relatives expressed also deep 
concern over acute emotional situations, for example, care 
deficits that limited residents’ interaction with visiting 
family members. Regarding residents with dementia or 
cognitive decline, relatives worried that such deficits would 
erode the residents’ emotional bonds. Nurse-led models of 
care, which include measures to strengthen care workers’ 
geriatric expertise and provide highly qualified resource 
persons (possibly nurse specially trained to provide addi-
tional support for NH staff on a daily basis), offer one pos-
sible way to improve NH care quality, particularly in acute 
situations, while fostering person-centered care.

Most importantly, it is essential that residents and 
relatives influence care practices—not only as service users 
but as full partners in NH continuous quality evaluation 
processes, for example, by regular individual interviews 
or observations on experiences and needs, having expert 
residents/relatives in advisory boards, or providing feed-
back on projects. In the INTERCARE study, residents and 
relatives influenced the development and evaluation pro-
cess with their experiences and perceptions (Backhouse 
et  al., 2016). This led to the necessary fine-tuning of 
planned intervention. Moreover, an ongoing understanding 
of these persons’ concerns, experiences, and needs should 
be demanded not only of all levels of NH care staff and 
leaders, but of policymakers. It should be considered a pre-
requisite for any research aiming to improve care practices.
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