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Introduction

A growing percentage of patients (5%–10%) survive an 
acute critical illness to develop chronic critical illness 
(Kahn et al., 2015). Those with chronic critical illness 
suffer a constellation of complex physiological, meta-
bolic, immunological, neuroendocrine, neuromuscular, 
cognitive, and psychological disturbances, with repeat 
episodes of infection and organ dysfunction (Nelson 
et al., 2010; Wiencek & Winkelman, 2010). Although 
definitions vary, individuals with chronic critical illness 
have not recovered to the point of liberation from life-
sustaining therapies, with prolonged mechanical ventila-
tion considered a clinical hallmark (Carson, 2012; Nelson 
et al., 2010). Additional therapies might include organ 
support with vasopressors, inotropes, and renal replace-
ment therapy, several courses of broad-spectrum antibiot-
ics for ongoing or recurrent infections, and enteral 
nutrition (Carson & Bach, 2002; Nelson et al., 2010). 
The chronically critically ill population is expected to 
increase because of advances in resuscitation techniques, 
mechanical ventilation protocols, metabolic control, and 
treatment of sepsis (Nelson et al., 2010). Despite these 

advances, patient outcomes are poor, with over 50% dead 
within 1 year and fewer than 19% making it home and 
independent (Damuth et al., 2015). In Canada, those with 
chronic critical illness are increasingly discharged to a 
residential care facility capable of providing ventilator 
care. In the United States, individuals with chronic criti-
cal illness are often cared for in facilities termed long-
term acute care hospitals, which are among the fastest 
growing segments of the health care system (Kahn et al., 
2010).

Emerging research suggests that individuals with 
chronic critical illness experience a high symptom burden 
and significant gaps in communication (Cox et al., 2009; 
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Nelson et al., 2004, 2007). Furthermore, surrogate deci-
sion-makers have overly optimistic expectations for 
recovery (Cox et al., 2009). In an American study of sur-
rogates of patients receiving prolonged mechanical venti-
lation, only 26% (33 of 126) of surrogates reported that 
physicians discussed what to expect for patients’ future 
survival, general health, and caregiving needs (Cox et al., 
2009). In a rare study that examined the experiences of 
patients and surrogates, Lamas et al. (2017a) docu-
mented poor quality of life for patients, surrogate stress 
and anxiety, optimistic health expectations, poor plan-
ning for medical setbacks, and disruptive care transi-
tions. However, Lamas et al., (2017a) exploratory study 
was conducted in a long-term acute care hospital in the 
United States. It is unknown whether these findings 
would be generalizable to other contexts. Moreover, 
greater detail of the factors that underlie and exacerbate 
the psychological burden of chronic critical illness is nec-
essary to inform care that meets the unique needs of those 
with chronic critical illness.

In our prior analysis, a remarkable number of indi-
viduals with chronic critical illness who lived in a 22-bed 
specialized unit in a residential care facility in British 
Columbia, Canada, experienced unplanned acute care 
hospital readmissions. Over 2 years (August 2014 to 
August 2016), there were 105 unplanned acute care vis-
its from residents with chronic critical illness, resulting 
in a total of 725 acute care hospital days. Through our 
clinical and research collaborations, residential care 
facility staff and decision-makers expressed difficulties 
providing care to these residents and their family mem-
bers. Staff and decision-makers articulated the clarifica-
tion of resident distress as a necessary step to improving 
the care and well-being of this community. Exploration 
of expectations about health and disease prognosis was 
also considered a priority. Patient-perspective evidence 
articulating the challenges experienced by those with 
chronic critical illness is vital to developing patient-cen-
tered interventions and models of care for this unique 
and rapidly expanding population (Rose et al., 2019). An 
initial purpose of this research was to examine sources of 
distress experienced by residents with chronic critical ill-
ness related to their disease prognosis and their health 
care, from the perspectives of residents themselves and 
their family members. During the study, however, it 
became evident that the experiences of residents and 
family members were intertwined with those of health 
care providers (HCPs), and so we deemed it necessary to 
also learn from HCPs to construct more comprehensive 
findings. Thus, we also aimed to describe HCPs’ per-
spectives of resident distress and their experiences car-
ing for residents with chronic critical illness. We will 
report on expectations about health and disease progno-
sis in a future article.

Method

This qualitative interpretive description (Thorne, 2016) 
research was designed and conducted by our collaborative 
team of researchers, clinicians, health care administrators, 
and patient and family partners, in line with the tenets of 
integrated knowledge translation (Kothari & Wathen, 
2013) and patient-oriented research (Alberta SPOR 
SUPPORT Unit, 2018). Interpretive description was cho-
sen because it is an applied qualitative approach to con-
structing subjective and experiential knowledge relevant 
to practice disciplines and clinical application (Thorne, 
2016). Consistent with this approach, we considered the 
reality to be complex, contextual, constructed, and subjec-
tive (Thorne et al., 2004). Interpretive description allows 
for interpretation and explanation that rests upon the epis-
temological directionality of the applied disciplines, rather 
than an extant theoretical framework (Thorne, 2016). 
Using this methodology allows for the articulation of pat-
terns and themes that are relevant and potentially useful 
for knowledge users in the clinical setting. Thus, this study 
was conceptualized and designed by our research team of 
diverse disciplines, expertise, clinical responsibilities, and 
lived experiences that also represented the intended audi-
ences for study findings. That is, we designed the research, 
including the research purpose, sampling approach, and 
data collection and analysis, to generate findings that 
would meet the knowledge needs of the providers and 
decision-makers in the facility, with an eye to application. 
Our team included two critical care clinicians (a nurse 
practitioner and a physician) who provided outreach to the 
practice setting; two administrators from the practice set-
ting; two patient and family partners with related lived 
experience though not in the specific clinical setting; a 
nurse researcher and a nurse research assistant.

Our integrated knowledge translation (Kothari & 
Wathen, 2013) and patient-oriented approach (Alberta 
SPOR SUPPORT Unit, 2018) to this study meant that all 
team members were considered equal partners in all 
phases of the research. Integrated knowledge translation, 
with the focus on partnerships between researchers and 
decision-makers (clinicians, managers, etc.), and patient-
oriented research, with the focus on engaging patient-
partners, directed us to promote ongoing involvement of 
all team members. We participated in regular group meet-
ings typified by open dialogue about study design, evolv-
ing data collection, analysis and findings, and individual 
and group reflexivity. We focused on experiential knowl-
edge, mutual learning, openness, and respect to promote 
equal partnerships in these meetings (Abma et al., 2009). 
Team members provided input into all aspects of study 
design and reviewed study documents, such as consent 
forms and interview guides, as well as data analysis, as 
described below.
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Beginning at data collection and continuing through-
out the analysis, we engaged in group reflexivity as a way 
to reflect on how we were influencing the data collection 
and analysis, and ultimately the overall findings. This 
involved self-reflection, both written and through intro-
spection, and then the sharing of our insights with the 
larger team during team meetings. For example, at the 
beginning of data collection, each team member reflected 
on the following questions, which we then discussed: 
What are your motivations for being involved in this 
research? What interests you the most in this research? 
What are your assumptions about the following: the indi-
viduals living at [Facility], the family of individuals liv-
ing at [Facility]? the care provided at [Facility]? During 
data analysis, the team members who conducted the ini-
tial open coding reflected on and discussed the following: 
What strikes you as important? What surprises you? 
What emotions does this evoke? What questions arise for 
you? During analysis, our larger team also discussed sim-
ilarities and differences with how each of us was inter-
preting data. Our reflections and group discussion were 
structured initially but then evolved such that we dis-
cussed our insights regularly in team meetings.

Setting and Study Participants

This research was conducted in a specialized unit in a 
residential care facility in British Columbia, Canada, 
which is dedicated to the care of ventilated residents with 
chronic critical illness. This represents the second largest 
cohort of individuals with chronic critical illness in a resi-
dential care facility in the province. Following approval 
from the Fraser Health and University of British Columbia 
Ethics Boards, a member of the resident’s circle of care 
team approached all residents and a family member des-
ignated by the resident, to obtain consent for the research 
team to invite them to participate in the study. Inclusion 
criteria for the residents with chronic critical illness 
included being cognitively intact (as indicated by the 
attending physician), English speaking, and ventilator 
dependent but able to communicate verbally, by mouth-
ing words, or through use of adaptive technology. We 
sought to enroll a family member of the residents who 
were not cognitively intact or who were unable to vocal-
ize, write, or be understood by the interviewer via spell-
ing board or assistive communication devices. Family 
members were included who were the designated surro-
gate decision-maker and spoke English. After potential 
participants (residents and family members) consented to 
be contacted by a member of the researcher team, who 
was not a member of the resident’s health care team, we 
explained the study and obtained informed consent. Of 
the eight residents who consented to be contacted by the 
research team, one declined participation and another 

passed away. While interviewing residents and family 
members, it became clear that HCPs figured prominently 
in their narratives. Thus, we deemed it necessary to also 
interview HCPs to understand the complexity of experi-
ences. All 45 HCPs employed to provide care on the spe-
cialized unit were invited to participate, of which 21 
contacted the research team and provided informed con-
sent to participate.

The participants in this study consisted of six residents 
with chronic critical illness, 11 family members, and 21 
HCPs, for a total of 38 individuals. The six residents and 
11 family members represented a total of 12 individuals 
with chronic critical illness who currently or in the past 
resided in the facility. See Table 1 for participant demo-
graphic information and disease characteristics.

Data Collection

We conducted semi-structured interviews with residents 
with chronic critical illness, family members, and HCPs. 
In-person interviews with residents and family were con-
ducted either at the resident’s bedside, in a separate private 
conference room at the facility, or off-site at a community 
center, as per participant preference. Interviews lasted 45 
to 120 minutes. Family participants were also given the 
option of a telephone interview to accommodate their busy 
schedules. We conducted resident and family interviews in 
locations preferred by participants and that enhanced our 
ability to maintain their confidentiality. Depending on 
resident preference, these interviews were either con-
ducted independently or in conjunction with a family 
member. Two interviewers were present in all interviews 
including a resident to facilitate interpretation of commu-
nication. We developed the interview guides through 
research team input and also built on Lamas et al., 
(2017b) conversation guide for chronic critical illness to 
include questions about sources of distress. These inter-
view guides (see Supplemental File) were constructed to 
query sources of distress (the research purpose explored 
in this article) as well as expectations of health and dis-
ease prognosis (the research purpose explored and to be 
reported on elsewhere). Of note, however, these inter-
view guides were not strictly adhered to, but rather, 
served as a means of facilitating conversation and encour-
aging participants to communicate their experiences. As 
such, the interviewers followed the participant’s lead by 
encouraging elaboration, through prompts and follow-up 
questions, on aspects of illness and distress that were 
raised by participants. The interviewers also asked addi-
tional questions that emerged through dialogue. We col-
lected resident demographic and medical information 
from the medical chart after the interviews. HCP inter-
views were conducted via telephone by a nurse research 
assistant rather than at the facility to maintain participant 
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Table 1. Characteristics of Study Participants.

Residents Characteristics Represented by 
Both Resident and Family Participants N = 12

Age (years)
 20–39 2
 40–59 4
 60+ 6
Gender
 Male 5
 Female 7
Cultural background
 Asian 3
 Caucasian 7
 South Asian 2
Most recent primary intensive care unit admission diagnosis
 Trauma 1
 Sepsis 4
 Respiratory failure 5
 Neurological Insult 2
Time from admission to interview
 <1 year 6
 1–5 years 4
 >5 years 2
Advanced care directive
 Cardiopulmonary resuscitation (CPR) 7
 Do not resuscitate (DNR) 5
Method of communication
 Verbal 6
 Mouthing words 3
 Blinking and nodding 2
 Eyegaze technology 1
Level of function
 Wheelchair, independent 4
 Wheelchair, dependent 7
 Bedridden 1

Family Members Who Participated in an 
Interview N = 11

Age (years)
 20–39 1
 40–59 8
 60+ 2
Gender
 Male 2
 Female 9
Relationship to resident
 Parent 2
 Spouse 2
 Child 5
 Sibling 2

Health Care Providers N = 21

Position
 Nurse 16
 Other health care provider 2
 Administrative 3

Mean Length of employment (years) 6.42
Mean Age (years) 32

confidentiality. The HCP interview length ranged from 
30 to 45 minutes. All interviews were audio-recorded, 
professionally transcribed verbatim, de-identified, and 
checked for accuracy.

Data Analysis

Our analysis was guided by the applied analytic direction 
of interpretive description, involved research team input 
throughout, and was assisted by the data management 
software NVivo™ version 10. Data collection and prelim-
inary analysis occurred concurrently and iteratively. 
Following each interview, the two interviewers discussed 
the insights and experiences shared by participants. Based 
on these discussions, the interviewers asked additional 
questions in subsequent interviews as a way of extending 
and elaborating on earlier interviews. Four research team 
members, who were not staff at the facility, initially read 
the transcripts multiple times and used open coding tech-
niques to illuminate data segments in each of the tran-
scripts that were indicative of key ideas, patterns, 
diversities, and exemplars of resident and family member 
accounts of distress. This open coding provided the scaf-
folding to develop our preliminary coding frame. This 
preliminary coding frame was discussed at length by the 
larger research team and revised accordingly, resulting in 
15 codes. One team member then applied the revised cod-
ing frame to resident and family interview data in NVivo. 
As analysis progressed, three team members used con-
stant comparative techniques to compare pieces of data 
(an interview, a statement, a code) from data that were 
extracted for each of the codes. Through group discus-
sion, we grouped and regrouped analytic codes into 
broader categories (the 15 codes were eventually 
regrouped into five broader categories), reflecting higher 
levels of conceptualization, such that key ideas were 
highlighted with examples and quotes from the data 
(Charmaz, 2006; Strauss & Corbin, 1998; Thorne, 2016). 
For example, the individual codes of loss of meaning, 
loss of purpose, loneliness, boredom, and sadness/depres-
sion/despair were combined into the broader category of 
feeling sad and alone. All team members reviewed the 
regrouping of codes into five broader categories along 
with the extracted supporting data (produced through 
NVivo coding), and as a team we discussed details of 
these categories and how they fit together. One team 
member then applied the revised coding frame to the 
HCP data. We compared and contrasted resident and fam-
ily data to HCP data because of emerging divergence in 
their accounts. As the analysis progressed, we refined the 
analytical categories into themes that represent a descrip-
tive interpretation of sources of distress experienced by 
residents, from the perspectives of residents, family 



554 Qualitative Health Research 31(3)

members, and HCP, as well as HCPs’ experiences of pro-
viding care. That is, during a subsequent meeting wherein 
all team members provided input on the preliminary writ-
ten findings, we came to a consensus that our five broader 
categories were best described as one overarching theme 
(the tension between medical care and an unmet need for 
a sense of home), which was related to, and explicated in, 
the four themes specified in the results.

To maintain participant confidentiality, we did not 
report demographic information when providing exam-
ples or quotes. Our research team reviewed the text with 
the explicit aim of deleting or changing participant details 
that could identify individuals (e.g., gender, the relation-
ship of a family member to a resident, the type of HCP) in 
quotes or examples. However, we acknowledge the pos-
sibility of deductive disclosure (Kaiser, 2009), wherein 
an individual with extensive knowledge of the facility, 
the residents, and the staff could associate individual par-
ticipants with presented results.

Results

Rather than discuss physical symptoms, such as pain, 
breathlessness, or fatigue, the sources of distress for resi-
dents were connected to feeling as though they were a 
patient receiving medical care as opposed to an individ-
ual living in their home. The accounts of residents, family 
members, and HCPs suggest that the tension between 
medical care and an unmet need for a sense of home was 
related to (a) care beyond the physical being overlooked, 
(b) being dependent on others but feeling neglected at 
times, (c) frustration with limited choice and participa-
tion in decision making, and (d) feeling sad and alone. In 
describing each of these four themes below, we draw 
attention to resident and family perspectives and experi-
ences first to center the results around their accounts and 
then describe HCP perspectives.

Care Beyond the Physical Being Overlooked

In this theme, we describe the resident and family unmet 
need for holistic care wherein residents felt known, care 
beyond the physical wherein residents felt seen, and a 
physical environment that contributed to a sense of home. 
We then describe HCPs’ reasoning for, and experiences 
of, prioritizing medical care and being limited in their 
ability to provide care beyond physical needs.

The residents and family perceived that on a day-to-
day basis, their medical care, particularly concerning 
their mechanical ventilation, was the priority of the HCPs 
and the facility. Overall, the residents and family were 
confident in the “good vent care” and complimentary of 
the HCPs’ knowledge and skills in managing this aspect 
of their care. Although acknowledged as necessary, the 

prioritization of the highly technical medical care was 
seen by some to be at the expense of HCP recognition and 
attendance to other symptoms or care needs. Coupled 
with resident cognitive and communication impairments, 
some residents and family highlighted the challenges 
HCPs appeared to face in coming to know the residents in 
a holistic sense, as individuals with unique personalities, 
preferences, and care needs. This was exemplified by the 
following example shared by a family member:

The other day the nurse said to me, and it was kind of, the tone 
of voice I didn’t appreciate really. She was kind of laughing at 
my mom in a sense that, oh, your mom thinks you’re going to 
come and get her today. And I said, oh yeah, like that’s normal. 
But that nurse has been taking care of her for quite a long time 
now. I’m thinking well why doesn’t the nurse recognize this 
as normal behavior for her? I certainly do. Sometimes I 
wonder how much they, pay attention, to her, symptoms, or to 
her problems. I know that they take care of the trach, fantastic. 
I’ve no, no problems with that at all. They seem to have that 
under control one hundred percent, but she has other issues 
that they don’t seem to take into account.

The absence of holistic care left residents and family feel-
ing that the resident was not known or understood as they 
would be in a place that engendered a sense of home.

It was widely reported that resident dependence on life-
sustaining technology and the complexity of their own 
and other resident care needs demanded an established 
daily and weekly routine of care. For some, this routine 
provided structure to their days and comfort from know-
ing what to expect. Yet, for others, HCP strict adherence to 
routine restricted resident choice and participation in 
meaningful activities, wherein the routine was articulated 
by a family member to be, “basically it’s just plug her in, 
because of the vent, and let her sit in one spot.” The 
“basic,” “simple,” and “little things,” such as bathing, 
grooming, dressing, and personal care, enhanced resident 
well-being, contributed to their feeling cared for, and was 
a resident priority, as conveyed by a family member:

She just wants to get comfort care here. I think the most 
important for her, is that her basic needs are met. You know, 
combing her hair, changing her clothes. You know she’s 
really into her appearance. So yeah she likes to try different 
clothes. And make sure she has her lotion on. Like when she 
gets a shower, you know even once a week.

These components of care were particularly important 
because, as one resident stated, they had “lost all else,” 
and yet, this care was thought to be overlooked at times, 
which became a source of distress for some. One resident 
commented that,

Getting me up and getting me in my chair, yeah, they do that 
well. The grooming, not so much. They don’t really care if I 
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look good or feel good. They just care that I’m up and 
dressed, basic. They don’t take the time. They don’t see who 
I am. I’m invisible.

When care beyond the physical was overlooked, the resi-
dents did not feel cared for, seen, or valued, which 
detracted from a sense of living in their home.

The residents and family also described the physical 
environment as reflecting the prioritization of highly 
technical, medical care, wherein the HCPs could ensure 
regular and emergency care when required. Individual 
resident rooms were equipped with lifts, enteral feeding 
equipment, mechanical ventilator equipment, assistive 
communication technology, and emergency airway 
equipment for example, which at times did not leave 
space for personal items. For some, the physical environ-
ment was more akin to a hospital and perceived to con-
flict with a sense of home, as described by a family 
member:

Her room and even the whole area, has gotten to be more and 
more, of a hospital. More and more for the benefit of the 
nurses rather than for the benefit of the residents. Like her 
room, and they keep tacking stuff on the walls. Like for, 
emergency equipment, and, all these different things. She 
had quite a bit of furniture, but they asked me to get rid of 
some of the furniture because it’s in the way now. And so I 
did take most of it away. But now they’ve just kind of shoved 
the rest of the furniture to the side. And, I just, feel that they, 
they forget that this is where the people live.

The HCPs described the residents as “living on a 
razor’s edge,” considering their degree of frailty and 
dependence on life-sustaining technology. They empha-
sized the need to prioritize medical care, particularly 
mechanical ventilator care, considering the real risk of 
death in the event of a miss or mistake. Overall, HCPs 
were confident and took pride in the “good care” they 
provided. Following protocols with exactitude enabled 
them to attend to equipment monitoring and ensure resi-
dents were “clean and comfortable.” Some HCPs insisted 
they had “good staff to patient ratios,” but others pro-
vided contradictory evidence wherein they portrayed a 
routinized “task-oriented” environment in which they 
struggled due to time constraints. An HCP explained how 
staff members were required to adhere to a specific care 
plan, but because “baseline staffing levels were never 
met,” they felt forced to deny resident requests for any-
thing beyond specifications in the plan. Several HCPs 
described how they “stretch themselves” by helping a 
resident send a text or allowing them to take an hour to 
bathe, but then they worried that deviation from routine 
would become a “baseline expectation.”

Several HCPs also mentioned difficulties caring for 
residents who expressed anger and resentment; however, 

they linked these situations to the challenges of inform-
ing a declining resident that more invasive technology 
would be required daily. One HCP acknowledged that 
the prioritization of medical and ventilator care excluded 
any physical or recreational therapy for residents. This 
participant reflected that “I don’t think we’re residential, 
we’re sub-acute,” as though reclassifying the facility 
might better explain the efficiency-based, medicalized 
environment without any pretense of providing a sense 
of home.

Being Dependent on Others and Also Feeling 
Neglected

In this theme, we describe resident and family distress 
associated with the resident being dependent on others 
and also feeling neglected. Feelings of neglect under-
mined resident self-worth, dignity, and sense of safety, 
which detracted from a sense of home. We also describe 
the challenges HCPs experience in attempting to meet the 
multiple competing demands of residents.

All of the residents experienced a loss of indepen-
dence in almost all aspects of their lives, which contrib-
uted to their feeling frustrated, sad, exhausted, and 
impatient, particularly when their needs were not met. 
Several residents expressed a desire for greater control in 
their day-to-day lives. Navigating ways in which to inter-
act with HCPs, upon whom they were entirely dependent, 
was not always straightforward. A few residents and fam-
ily members described feeling ignored, dismissed, or 
neglected by HCPs when their basic or medical care 
needs were not met, and also when their only interaction 
with an HCP was related to their need for medical assis-
tance. These experiences undermined their sense of value, 
self-worth, and dignity. One resident described this 
suffering:

No one comes in, does anything. No range of motion, no 
anything. And they just, they’re really comfortable basically 
letting you sit in your, what feels like, just letting you be 
alone in your room for the rest of your life. That’s what it 
feels like. And, if I don’t call my call bell, no one will come. 
Cause they’re always preoccupied. But that’s what it feels 
like. It feels like, they just left you in a room, room to die.

But the residents and family also acknowledged the com-
plex medical care and demands of providing complete 
care for residents to be challenging for HCPs, requiring 
substantial yet unrealistic time and resources. The HCPs 
were considered to be busy, run ragged, tired, stretched to 
the limits, and unable to meet the resident’s needs at 
times, as shared by a family member:

It takes 20 minutes to get her into a chair. . . They’re [HCPs] 
stretched to the limits. It’s not, their fault that they can’t do 
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it. . . And then you can’t get her out of the chair. . . One 
person covers the whole floor kind of like. So, when she 
wants to get back out of the chair, she can’t, because there’s 
nobody to cover, to take her out of the chair. . . . It’s that they 
are just run ragged.

Cognizant of HCP workload, residents and family com-
monly reported worrying about being a “nuisance,” “bur-
den,” or “bother” to HCPs, and thus limited their requests 
for assistance. Other residents noted that because they 
were not “demanding,” their needs were not attended to 
by HCPs, as described by a resident:

Sometimes I feel like they [staff] aren’t listening because I 
see other residents being helped because they are more 
aggressive. And my style isn’t to be aggressive so they 
ignore me. I just wait and hope.

Moreover, several residents and family members 
expressed fear and worry that HCPs might not respond, 
even in the event of an emergency. Not feeling safe 
detracted from a sense of home. While they recognized 
their own or their loved ones’ poor prognosis, they did not 
want death hastened because of a medical mistake or 
neglect, as explained by a family member:

I just hope they’re able to respond to her vent alarm in a 
timely manner . . . I don’t want her to go like if somebody 
made a mistake. If they’re not able to respond. Because a 
couple, like, five times it happened she speed-dialed my 
number, and I wasn’t able to get a hold of the nurse . . . So I 
was able to call them. And they, they went there. But that’s 
my biggest fear. They’re not able to get her in a timely 
manner. . . . And, uh, it just that’s my biggest fear.

HCPs described an environment in which they per-
ceived it was impossible to provide for various human 
needs that arise for totally dependent residents unable to 
turn over, scratch an itch, speak or communicate without 
a lengthy assisted interaction. HCPs spoke about resi-
dents’ competing demands for their attention and the dif-
ficulty they faced maintaining residents’ scheduled care 
(i.e., a regular bath time) as well as spontaneous requests 
for help. The staff was aware that residents also became 
frustrated when daily schedules were changed or delayed 
due to emergencies, illness, or staffing issues. HCP com-
mentaries portray a lose–lose situation, in which some of 
the residents strategized ways to gain more attention and 
staff felt the pressures of limited time and deflected or 
stalled those requests. An HCP remarked that residents 
relied heavily on staff because “they’re basically isolated 
in the room and not everyone’s family visits regularly.” 
These interviews also confirmed the gap between family 
expectations of individualized care and the gap HCPs 
confirmed between what residents needed and what the 
structure of the care permitted them to provide. For 

instance, an HCP described how routinized protocols 
dictated her interactions. She said when she entered a 
room to get the resident up in the morning, “10, 15 min-
utes are gone, for doing nothing, like open the curtains, 
close the window . . . come on that side, fix my arm.” 
Other HCPs expressed more understanding of these 
everyday human needs and felt the same restrictions jug-
gling residents’ requests. Adding to the challenges, HCPs 
stated that there were limited physical or psychosocial 
services that might ameliorate a resident’s frustration liv-
ing in a locked body.

Frustration With Limited Choice and 
Participation in Decision Making

In this theme, we describe resident and family frustration 
with having limited opportunities to make choices and 
participate in decision making, which were considered as 
important aspects of a sense of home. We also describe 
HCPs’ challenges attempting to facilitate resident choice 
and decision making in the context of complex resident 
care needs and entrenched medical routines.

Resident communication impairments, difficulties 
obtaining information, and HCP routines were perceived 
as interfering with opportunities for the resident to par-
ticipate in decisions or make choices related to activities 
of daily living. These activities included bathing, mobi-
lizing, leisure activities, such as doing a puzzle or read-
ing, as well as medical care. The freedom to make choices 
was considered an important aspect of a sense of home, as 
shared by two residents:

You know if it’s your home, in your home, you have the 
freedom to choose and to do things that you want to do and 
that, that’s not necessarily something I feel here.

Life is about making choices. And living the way you like to 
live. I need that. This is my home! Yes, it’s a medical facility, 
but treat it like my home, where I have a say.

The residents and family described struggling to adapt to 
communication impairments related to dependence on a 
ventilator, loss of ability to verbalize, overall weakness 
and fatigue, and difficulties using assistive technologies, 
such as tablets or eye gaze technology. These communi-
cation impairments limited resident self-expression and 
the ability of others to help actualize resident choices and 
decision making. When asked what the resident struggles 
with most in their day-to-day life, one family stated,

That you’re understanding her. Communication wise . . . . 
I’ve tried a tablet, and I’ve tried a laptop. She doesn’t have 
the strength, it doesn’t work. It just doesn’t work. Even 
pointing at letter boards. That doesn’t work. . . . it’s hard, 
hard time communicating.
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As shared by another family member, “I know they [resi-
dent] wanted to talk to [staff] the other day. They [resi-
dent] just could not tell him [staff], what they wanted to 
get across. It just wouldn’t come out.” These communica-
tion impairments restricted the ability of some residents 
to engage in conversations necessary to make choices. Of 
equal importance, communication also required signifi-
cant time and skills for others to understand what the resi-
dents were expressing. This was seen to be time that 
HCPs did not always have and contributed to the com-
monly expressed feeling that residents’ choices were not 
considered because HCPs “do not listen.” Not feeling lis-
tened to resulted in the diminishing of the residents’ sense 
of home. Family members further highlighted resident 
frustration when the resident did not remember or was 
confused about their own medical condition or restric-
tions in their abilities to communicate, mobilize, or per-
form activities independently for example.

Regardless of resident and family understanding of 
their medical condition, both commonly reported that 
they “get the scraps” and had to “bug staff” for updates 
and information, thereby limiting their ability to consider 
future medical possibilities or options. A few residents 
highlighted their desire to choose activities or medical 
options they understood to be inconvenient for the staff or 
medically “risky,” such as postponing or changing their 
medications, changing the type of tracheostomy or venti-
lator settings, or eating by mouth. In these situations, resi-
dents believed that many HCPs did not understand or 
appreciate their wishes and were unwilling to acquiesce 
to their choices, as shared by the following resident:

I’m aware of the consequences of what I’m asking to try but 
they don’t listen—or they listen but the next day they have 
no desire to help me. So they don’t give any consideration to 
my choice. They make decisions and they don’t tell me why. 
I have to ask because they don’t even share their intentions.

Being unable to participate in decisions, exercise their 
autonomy, or take informed risks contributed to some resi-
dents feeling as though they had few choices, they were 
not heard by HCPs, and “things are done to me, not with 
me.” These feelings culminated in anger and frustration, 
as well as conflicts with HCPs. As one resident stated,

It’s either their way or nothing [for] everything and anything. 
It’s a vicious setting. I get the silent treatment. It’s really 
hard cause they’re [staff] mad at me over and over and over.

Another resident explained how they are, “trying to make 
more noise. I’m getting really angry because I don’t have 
much time left.”

The commentaries from HCPs offered specific exam-
ples of how residents attempted to exert some small 

measure of control over their daily routines. A staff mem-
ber conveyed a common situation whereby some resi-
dents refused care from new or casual staff, rather than 
trust an unfamiliar worker who may not understand their 
particular bodily limitations. This HCP asserted how 
nursing care should be flexible and adapt to resident 
needs, changing shower days or times to accommodate 
resident choices for example. However, it was also clear 
that the entrenched routines were not flexible and failed 
to offer residents any negotiation or choice in their day. 
For this reason—the complete absence of choice in daily 
life—an HCP remarked, “When you tell them this is their 
home, how could you possibly . . . [call] this home?” 
Several HCPs noted that the concept of home was at odds 
with the lack of choice inherent in the medical routines. 
Yet, rather than imagining a more flexible approach with 
some degree of resident choice, HCPs recommended that 
new residents and their families needed to downgrade 
expectations and “prepare their mind” for how operations 
run.

HCPs repeatedly commented on the challenges of 
learning how to communicate with residents, but over 
time they described developing confidence and learning 
the subtleties of communicating with residents unable to 
speak or gesture. However, communication restrictions 
could interfere with understanding what residents wanted 
on a daily basis. Furthermore, as residents deteriorated, 
communication issues interfered with the resident’s 
ability to express wishes or make choices about future 
treatment and care. For example, one HCP described a 
situation where a resident had communicated that they 
had wanted full resuscitation but after a respiratory and 
neurological decline, the resident was no longer able to 
discuss or revisit their decision not to limit medical treat-
ment. HCPs perceived that most residents were not fully 
able to realize the trajectory of their illness and instead 
the residents focused on small day-to-day events. This 
limited any potential negotiations about significant 
changes in treatment or care.

Feeling Sad and Alone

In this theme, we describe the resident emotional despair 
and distress stemming from being chronically critically 
ill and anticipating a truncated future, feeling lonely and 
isolated, and not engaging in meaningful activities, all of 
which diminished the residents’ sense of home. We pro-
vide further details from the perspective of HCPs and 
their suggestions to begin to meet residents’ emotional 
and social needs.

The residents and family conveyed a sense of deep 
sadness. They described the residents’ feelings of hope-
lessness, worthlessness, depression, and despair, which 
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waxed and waned for some, and persisted for others. For 
many residents, these emotions stemmed from feeling as 
though life had “lost all importance” and that they “have 
no future.” One resident shared their despair:

I feel like just generally, like if I didn’t have my family I 
wouldn’t even care to be alive. Like I just don’t even care. 
There’d be no point in all honesty. It just feels like I’m just a 
little waste of a resource or, just taking up space.

Unresolved anxiety, frustration, and deep sadness often 
accompanied setbacks in residents’ health.

Pronounced loneliness and social isolation were com-
mon among residents, wherein they described being 
alone most of the time and having “no one to really help 
you through things.” This was attributed, in part, to few 
opportunities to socialize because of immobility and 
communication impairments, as well as differences in 
resident interests. Moreover, the limited available activi-
ties that resulted in residents “confined to” and often stay-
ing in their rooms were reported as distressing, as shared 
by the following resident:

I really learned to be alone. Like I’ve had to learn to be 
alone. Like it’s like survival, otherwise, I would have broken 
down, like, out of. I would have died already, or, gone into 
like, like a psychotic state or something. It’s frustrating. It’s 
annoying, it’s tough.

For most residents, family members were their only visi-
tors and the primary people with whom they socialized, 
aside from HCPs. Those whose family visited regularly 
expressed deep gratitude, yet some family members were 
unable to visit, and other residents had no family or 
friends. Overall, feeling lonely, disconnected, and unable 
to share in meaning-making with others contributed to 
residents’ diminished sense of home.

Some family reported that their loved one had lost 
motivation or interest in those things that might help to 
alleviate their psychosocial distress, such as venturing 
outside their room, engaging in leisure or meaningful 
activities (e.g., reading, going to the church service), and/
or socializing with others. One family member recounted 
this decline:

She’s not even interested in reading anymore. I found the 
level of interest has declined as well. She watches television. 
If somebody would come by and read a book. Say, okay, 
what kind of novels do you like? Or, read to people, visit 
people. The violinist. That was lovely. And there was about, 
oh 50 people, all around, just, you know it was people that 
were volunteering their time to play. It was nice. She 
remembers it. It does, it really does [make a difference].

Family members also described the anxiety and distress 
some residents experienced in relation to these activities, 

particularly leaving their room or the facility, and fearing 
that their ventilator or other vital equipment might fail. 
Past experiences wherein residents had a “close call” 
when outside the facility (e.g., vehicle lift malfunction, 
ventilator battery almost empty, unable to hear ventilator 
disconnection alarm) were recounted and factored into 
subsequent resident decisions, often resulting in limiting 
activities, as described by one family member:

She’s really choosing to isolate herself to her room. I try, you 
know when I’m here we’ll try and get her to at least, go for 
a walk in the courtyard. But that’s a bit stressful for her. So 
you know usually it’s just a short walk.

And yet, residents and family also spoke about how 
engaging in leisure and meaningful activities was essen-
tial for “feeling human.” The residents yearned for simple 
experiences with “different stimuli,” such as going for a 
walk, seeing and interacting with animals, listening to 
music or to someone reading a book. One family member 
described this as follows:

When I push her out on the street, there’s, there are people 
walk by with a dog. And they’ll let us touch it. And, it was 
like, she’ll put her hand out, and like to touch the bush, just 
when I’m wheeling her just so she can feel something that’s 
not, in the room, like. The bush looks pretty. She goes, it 
looks soft. I say, well, you know, and so she’ll try to touch 
the bush. And it’s just different stimuli.

Again, this reflected the tension between the prioritiza-
tion of medical care and a sense of home, where home 
included engaging in meaningful activities and doing 
things that brought comfort and joy.

The HCPs confirmed that the facility provided mini-
mal psychosocial services or support groups, although a 
social worker and psychiatrist were available. Nursing 
staff acknowledged the importance of psychological and 
recreational support but their skills and workload routines 
precluded HCPs from providing such activities. Almost 
all HCPs commented on the need for recreation and/or 
psychosocial services for residents. A staff member said, 
“. . . it would be a win-win situation.”

The staff recognized the boredom residents faced 
when confined to their rooms. They noted that most resi-
dents did not have daily contact with family or friends, 
which meant they lacked support to leave their room or 
enjoy a simple activity. Several HCPs suggested that resi-
dents would benefit from spending time with others, 
either through the creation of a volunteer program or by 
expanding a social work program. One HCP stated that 
everyday residents “get turned [in bed] and watch TV but 
maybe if they had some different stimulation they would 
feel better . . .” When asked, HCPs were able to generate 
various activity ideas that could alleviate the isolation 
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and hopelessness residents faced with no social outlets. A 
staff member disclosed the guilt she felt not being able to 
take time for residents:

Each time you pass by [residents in front of the TV] you feel 
kind of guilty because they’re calling you and you can’t 
go. . .if I have a resident looking at me, staring at me, I know 
that she looks okay but she just needs somebody to talk to.

Although the limitations of mechanical ventilation 
overshadowed what staff could envision to improve resi-
dents’ psychosocial quality of life, they shared how intro-
ducing therapeutic pets, training volunteers in special 
communication to sit with residents, or incorporating rec-
reation assistants who could play games, music, or read 
aloud to residents would be a significant improvement—
for everyone.

Discussion

This exploratory qualitative study adds to the emerging 
literature that describes in depth the experiences of indi-
viduals with chronic critical illness and their family 
members, which also includes the perspectives of HCPs. 
This is also the first to describe individual and family 
experiences in the Canadian residential care context. The 
findings from this study suggest that distress among resi-
dents with chronic critical illness was connected to the 
tension between medical care and the unmet need for a 
sense of home. This tension arose from care beyond the 
physical being overlooked, being dependent on others 
and also feeling neglected at times, frustration with lim-
ited choice and participation in decision making, and 
feeling sad and alone. The perspectives of HCPs in this 
study illuminate the difficulties they encountered in pro-
viding care to these unique, medically complex, and vul-
nerable residents within a specialized, publicly funded 
long-term care setting.

Physical and Psychological Symptom Burden

Based on prior research, we expected a poor prognosis 
and the high physical symptom burden to be a significant 
source of distress for the study participants with chronic 
critical illness. The uncertain and life-threatening nature 
of chronic critical illness is thought to elicit states of cri-
sis for individuals and their family systems (Hickman & 
Douglas, 2010). In an American study by Nelson and col-
leagues (2004), individuals with chronic critical illness 
on a tertiary-care respiratory unit self-reported a high 
physical symptom burden; 40% reported pain at the high-
est levels, with the majority also reporting shortness of 
breath, lack of energy, insomnia, dry mouth, and nausea. 
Yet, prognosis and physical symptom distress were not 

prominent in the resident, family, or HCP commentaries 
in our research. Perhaps, if explicitly measured, these 
would have been highlighted. It is also possible that our 
sample represents a later stage in the chronic critical ill-
ness trajectory when physical symptoms were overshad-
owed by the more concerning psychological symptoms 
and challenges related to communication, daily living, 
and care.

Indeed, Nelson and colleagues (2004) also reported 
that more than 60% of chronically critically ill partici-
pants reported psychological symptoms at the highest lev-
els, as well as feelings of worry, sadness, and nervousness. 
Ninety percent also reported severe distress due to diffi-
culty communicating (Nelson et al., 2004). In their explo-
ration of the experiences of individuals with chronic 
critical illness in a long-term acute care hospital and their 
surrogates, Lamas, Owens, Massaro, Pertsch, Gass, et al. 
(2017) described poor patient quality of life, noting diffi-
culty communicating, boredom, and poor mobility. Our 
findings extend these earlier studies by describing in 
greater detail some of the factors that appear to underlie 
and exacerbate psychological distress. These were evident 
in the day-to-day struggles of individuals with chronic 
critical illness and included their complete dependence on 
others, limited freedom of choice, not feeling listened to, 
ongoing grief, inability to participate in meaningful activi-
ties, and social isolation. This is similar to the documented 
experiences of ventilator-dependent individuals, although 
not necessarily with chronic critical illness, who feel fear 
and frustration due to dependence on a ventilator, impaired 
verbal communication, loss of control over their life, and 
uncertainty and powerlessness in getting their needs met 
(Carroll, 2007; Tsay et al., 2013). There is sufficient evi-
dence to support the implementation of processes of care 
that focus on timely, frequent, and empathic communica-
tion with individuals and family (Rose et al., 2019).

The incidence and prevalence of anxiety, depression, 
symptoms of post-traumatic stress disorder (PTSD), and 
complicated grief remain unknown among individuals 
with chronic critical illness. Although these psychologi-
cal sequelae might never be fully understood among 
those with chronic critical illness and communication 
impairments, psychological challenges were clearly evi-
dent in the narrative accounts of our study participants. 
One German study did find that 17.6% (23 of 131) of 
individuals with chronic critical illness suffered from 
major depressive disorder up to 6 months following 
intensive care unit discharge (Wintermann et al., 2018). 
Variables that predicted depression included perceived 
helplessness, recalled experiences of a traumatic inten-
sive care unit event, symptoms of actuated stress disor-
der, and the diagnosis of PTSD after intensive care 
(Wintermann et al., 2018). Therapeutic interventions to 
address the psychological symptoms experienced by 
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individuals with chronic critical illness are yet to be 
developed and tested in this population but deserve 
future research attention. Our study suggests that strate-
gies to enhance communication, elicit and incorporate 
individual choices in everyday activities, and exposure 
or participation in activities are important to residents. 
As our research was conducted in partnership with facil-
ity decision-makers who became aware of these resident 
needs during the study, steps already taken to incorporate 
meaningful activities into care, particularly recreational 
therapy, have been implemented with anecdotal reports 
of benefits to residents and staff. Indeed, the addition of 
recreation therapists has helped to reduce conflicts 
between residents and family, and HCPs. There is quite 
likely an important role for recreational therapists in 
considering ways of engaging individuals with impaired 
physical, cognitive, and communication function in 
meaningful activities.

Importance of Trust and Caring

The importance of trusting and caring relationships with 
HCPs has been articulated in studies of ventilator-depen-
dent individuals, with HCP patience, empathy, and con-
sistent and reliable care highlighted as key to quality care 
(King et al., 2019; Tsay et al., 2013). While individuals 
with chronic critical illness in our study received tremen-
dous reassurance from the competent medical care they 
received, it was well recognized by residents, family, and 
some HCPs that trusting, caring relationships with staff 
were essential, although not always the reality or consid-
ered possible. The highly technological care was seen to 
be incompatible with the more humane, holistic, person-
centered care desired by residents. By necessity, the staff 
prioritized the technological, task focussed care that sus-
tained life and enabled them to attend to the basic medical 
needs of all residents, with the unintended consequence 
of crowding out other resident health priorities. In prior 
research with ventilator-dependent individuals, the igno-
rance and attitudes of uncaring HCPs created suffering, 
while deeply committed and competent carers helped to 
alleviate suffering (Lindahl et al., 2006). Of significance, 
without regulations, standards, processes, and profes-
sional and organizational support that allow for staff flex-
ibility to attend to resident priorities and preferences, 
HCPs are put in an impossible situation.

Although our study population is somewhat unique, 
prior research investigating resident–provider relation-
ships in long-term care is particularly relevant. Research 
suggests that the development of these relationships is 
crucial to resident thriving, quality of life, and well-being 
(Bergland & Kirkevold, 2005; Carpenter, 2002; Custers 
et al., 2012; McGilton et al., 2012), although what con-
stitutes a positive or close relationship and how this is 

achieved varies. In a Canadian study, residents thought a 
close relationship included staff acting as their confi-
dants, while family focused on actions staff took to con-
vey a caring attitude and a genuine sense of concern 
(McGilton & Boscart, 2007). In contrast, HCPs consid-
ered close relationships to be primarily about feeling con-
nected with the resident (McGilton & Boscart, 2007). In 
other research, residents have reported quality of care to 
include care-as-relating that emphasized the affective 
aspects of care, wherein care demonstrated friendship 
and allowed residents to show reciprocity with HCPs 
(Bowers et al., 2001). Factors found to be important in 
the development of close resident–HCP relationships 
relate to characteristics of the resident, such as cognitive 
status, ability to get along and converse with the provider, 
and understanding and appreciating that the HCP is doing 
their best (McGilton & Boscart, 2007; Roberts & Bowers, 
2015). Characteristics of HCPs and the facility are also 
influential in building patient–provider relationships 
(McGilton & Boscart, 2007; Roberts & Bowers, 2015). 
Although much research shows the significance of trust-
ing and caring relationships, an important finding that is 
relevant to those with chronic critical illness is that resi-
dent preferences concerning the intensity and role of staff 
in the relationship vary and ought to be discussed and 
considered in the provision of care (Custers et al., 2012).

Alternative Approaches to Care

Individuals with chronic critical illness represent a het-
erogeneous population whose challenges and associated 
care needs are not fully understood and for whom evi-
dence-based models of care have not been fully devel-
oped (Rose et al., 2019). Despite the exploratory nature of 
our study, the findings suggest that alternative approaches 
be considered in the future delivery and design of health 
services for those with chronic critical illness. The Timing 
It Right framework has been used to conceptualize the 
four key elements of social support (emotional, instru-
mental, informational, and appraisal support) across the 
critical illness survivor care continuum, from the time of 
intensive care unit admission throughout discharge home 
or to the community (Czerwonka et al., 2015; King et al., 
2019). Although arguably those who progress to chronic 
critical illness have increasingly divergent support needs 
than those expected to recover, which require articulation 
in future research, a method, tool, or questionnaire to 
identify and document the residents’ greatest needs could 
help target and ensure consistency in care. Moreover, 
providing realistic upstream information about the expe-
rience of chronic critical illness might enable residents 
and families to make more informed choices about their 
care and to communicate their priorities and wishes for 
the future.
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As suggested by others (Lamas et al., 2017), a pallia-
tive approach to care would likely be beneficial for 
individuals with chronic critical illness. This approach 
emphasizes patient- and family-centered care that 
focuses on the person and not just the disease, where 
quality of life is the primary goal (Sawatzky et al., 
2016). This approach draws attention to the importance 
of therapeutic relationships with HCPs, with essential 
characteristics being (a) the adoption of foundational 
principles of palliative care and adaptation of palliative 
care knowledge and expertise to individuals, (b) an 
upstream orientation that ensures individual and family 
needs are addressed early and throughout the illness tra-
jectory, and (c) integration and contextualization of this 
approach across health care systems (Sawatzky et al., 
2016). However, there is also emerging evidence that 
the implementation of a palliative approach might 
require specific strategies to empower HCPs, primarily 
nurses at the everyday point of care, as well as practice 
supports such as educational initiatives (Sawatzky et al., 
2017). Sawatzky and colleagues (2017) further suggest 
that guidelines and pathways for care, as well as means 
of tailoring the approach to the specific setting and pop-
ulation might be necessary. Arguably, future research 
into how a palliative approach could be tailored to the 
unique and complex care of individuals with chronic 
critical illness is warranted.

Limitations

The findings of this small exploratory research must be 
considered in the context of the study limitations. Study 
participants were from one Canadian facility designed to 
provide specialized ventilator care and we do not claim 
that our results are generalizable to other care contexts. 
Moreover, resident participants were cognitively intact, 
English speaking, and ventilator dependent and able to 
communicate verbally, by mouthing words, or through 
the use of adaptive technology. Although we also included 
family members of residents with chronic critical illness 
who were unable to participate, these were still proxy 
accounts and family interpretations might not always 
align with residents themselves. The HCPs only included 
staff who were willing to participate and thus might not 
represent the full spectrum of perspectives. Rather than 
be generalizable, our findings provide insights that might 
be relevant to other care environments, other individuals 
with chronic critical illness, and other HCPs caring for 
the chronically critically ill. It must also be noted that our 
study might not have represented the full diversity of 
experiences of individuals with chronic critical illness, 
including those expecting to transition home. Instead, our 
study was bolstered by the depth of information, or infor-
mation power, garnered through in-depth interviews and 

interpretation that incorporated clinical expertise (Thorne, 
2016).

Conclusion

This study highlights sources of distress for ventilator-
dependent individuals in residential care with chronic 
critical illness that enables a more comprehensive under-
standing of their challenges, particularly in everyday life, 
as well as the struggles staff encounter in attempting to 
meet their complex needs. Although there has been much 
progress, identifying and implementing strategies to pre-
vent evolution toward chronic critical illness, interven-
tions, and approaches to care that address the unique needs 
of this population are urgently needed. Future exploratory 
research across multiple care settings with various models 
of care and geographic diversity are required to further 
characterize the experiences of those with chronic critical 
illness. Further work to develop therapeutic interventions 
to address psychological challenges and improve relation-
ships with HCPs is also required. Explicit attention to 
social support needs throughout the illness trajectory and 
a palliative approach to care appear particularly relevant.
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