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Take Home Message 

Patients and caregivers experienced a range of challenges across the transitions of care from ICU to the 

community and used comparable problem-solving strategies. A care pathway specifically designed to 

meet the needs of ICU survivors and their caregivers warrants investigation. 
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ABSTRACT 

 

Objective 

Investigate the challenges experienced by survivors of critical illness and their caregivers across the transitions of 

care from intensive care to community, and the potential problem-solving strategies used to navigate these 

challenges. 

 

Design 

Qualitative design - data generation via interviews and data analysis via the Framework Analysis method. 

 

Setting 

Patients and caregivers from three continents, identified through the Society of Critical Care Medicine’s THRIVE 

international collaborative sites (follow-up clinics and peer support groups). 

 

Subjects 

Patients and caregivers following critical illness. 

 

Interventions 

Nil 

 

Measurements and Main Results 

From 86 interviews (66 patients, 20 caregivers), we identified the following major themes: 1. Challenges for 

patients – Interacting with the health system and gaps in care; Managing others’ expectations of illness and 

recovery; 2. Challenges for caregivers – Health system shortfalls and inadequate communication; and Lack of 

support for caregivers. 3. Patient and caregiver-driven problem solving across the transitions of care – Personal 

attributes, resources, and initiative; Receiving support and helping others; and Acceptance. 

 

Conclusions 
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Survivors and caregivers experienced a range of challenges across the transitions of care. There were distinct and 

contrasting themes related to the caregiver experience. Survivors and caregivers used comparable problem-solving 

strategies to navigate the challenges encountered across the transitions of care.
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INTRODUCTION 

Critically ill patients and their caregivers navigate and adjust as they move through the health system. Challenges 

are especially prominent at the transition points, from the immediate health shock of a critical care admission, to 

discharge to the ward or rehabilitation program, and then on to return to the community. Challenges encountered 

may include communications gaps, lapses in medical judgement and empathy, adverse events, loss of 

rehabilitative gains, and fragmentation of care (1-5). Concurrently, support needs often change across the 

trajectory of recovery (6, 7). 

 

In the intensive care unit (ICU), patients, families, and clinicians are often inadequately informed about the issues 

of survivorship following ICU discharge (8). After leaving the hospital, communication gaps between secondary 

and primary care can exacerbate these challenges and impede recovery. Due to the complexity of their healthcare 

and related psychosocial issues, lack of comprehensive care in this population can lead to early rehospitalisation 

(9). Additionally, prolonged weakness, difficulty concentrating, sleep problems, anxiety and depression, may 

further impede recovery when untreated (10). Beyond hospital discharge, the opportunity for ICU patients and 

their caregivers to receive help can be limited. Few survivors or caregivers will have access to specialised supports 

such as follow-up clinics or peer support groups (11), and must rely on primary care (12). 

 

Patients and their caregivers may also adapt well to such challenges. In a single-site study of the post-hospital 

phase, 63% of survivors had normal resilience, and 9% had high resilience, while only 28% had low resilience 

(13). Based on the work of Maley and colleagues in critical care survivors, the following definition of resilience 

can be used where it has been defined as: “a modifiable psychological trait, relates to one’s ability to adapt and 

adjust ” (14). Attributes of resilience and coping in caregivers of the critically ill may also impact the degree of 

emotional distress experienced (15-17). These data suggest patients and their caregivers may possess inherent 

psychological attributes and internal resources they can draw on to help them problem-solve and navigate 

transitions of care.  

 

The aim of this study was to investigate in an international cohort, the challenges experienced by patients and 

their caregivers across the transitions of care, and to identify potential problem-solving strategies they used to 

navigate these challenges. 
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METHODS 

This study was reported using the Consolidated Reporting of Qualitative Research (COREQ) checklist (18). 

Setting and ethical approval 

This study was conducted across 14 hospital sites in the United States (US), United Kingdom (UK), and Australia 

who participated in the SCCM Thrive Peer Support Collaborative and/or Clinic Collaborative, described 

elsewhere (19). Ethical approval was obtained from the institutions of the lead principal investigators (CS, JM, 

KH), in their respective countries. 

Study design 

Qualitative study design (Framework Analysis (20)) was used to understand the participants’ experiences of the 

transitions of care. This design was chosen to understand in their own words, the experiences of patients and 

caregivers across the arc of care (ICU to post-hospital settings). 

Participants, sampling and recruitment 

Potential participants were invited to participate in the study by the lead clinicians running the program, if 

attending a post-ICU program at the respective sites, or on social media. Purposive sampling was used to promote 

socio-demographic and geographic diversity in the sample by seeking participants from various international 

hospital sites, educational levels, and employment statuses. We also sought to understand different recovery 

trajectories across time and recruited patients at different time-points in the post-hospital phase.  

Participants were screened against the following: i) inclusion criteria - English-speaking patients older than 18 

years admitted to the ICU; ii) exclusion criteria - ongoing severe neurological and/or cognitive impairment, or 

continued inpatient status in a hospital or rehabilitation setting at the time of the study. If willing to participate, 

an interview was arranged with the respective study coordinator in each country, who was not involved in the 

patient’s care, and verbal consent sought at the time of interview. 

Data collection and generation 

Data were collected using a semi-structured interview guide (Supplementary Appendix 1). These questions were 

informed by prior literature in the field, discussion amongst the research team, and underwent independent review 

by a patient consultant and an expert qualitative researcher. Interviews were completed by four researchers (JM, 
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LB, JJ, EH) who were experienced in qualitative methods, and were known to participants through prior 

involvement in their clinical care. Interviews were conducted via telephone, were audio-recorded and 

professionally transcribed verbatim and lasted between 20-60 minutes each. 

Data analysis and rigor 

Framework analysis was used to analyse the data, with ‘content analysis’ as its methodological orientation  (20) 

(see Supplementary Appendix 2). Qualitative analysis software (Dedoose) was used to develop initial coding. 

After preliminary analyses were conducted on a third of the transcripts by four experienced coders (KH, EH, TH, 

NL), the team met to group the data manually and elicit major themes until data saturation was reached. Two 

separate working analytical frameworks for patient and caregiver data were developed (Supplementary Tables 1 

and 2) and remaining data were charted to these matrices with supporting quotes; data were interpreted as a group. 

We also compared and contrasted themes between the patient and caregiver data. To ensure rigor, regular 

crosschecking of analyses and data was undertaken by the research team (KH, EH, TH, NL). The research team 

met weekly during data analysis to discuss issues as they arose.  

RESULTS 

Eighty-six interviews were completed with 66 patients and 20 caregivers. As shown in Table 1, the majority of 

participants were from the US, had participated in an ICU recovery program, and were more than two years post-

ICU discharge. Patients and caregivers described the initial health shock of critical illness, then recovery and 

adaptation, as they left hospital and returned to their communities (Fig. 1 Patient and Caregiver Transitions of 

Care). Caregivers followed a parallel journey to the patient, but in a role of intimate observer, and transitioned 

from spouse (or other familial relationship) to caregiver, and then returned to a former/altered role as the patient 

recovered (Fig. 1 Patient and Caregiver Transitions of Care).  

 

The major themes identified within the three study domains were: 

1. Challenges encountered by patients across the transitions of care (mapped to Fig. 1 Patient and 

Caregiver Transitions of Care) - Interacting with the health system and gaps in care; and Managing 

others’ expectations of illness and recovery.  

2. Challenges encountered by caregivers across the transitions of care (mapped to Fig. 1 Patient and 

Caregiver Transitions of Care) – Health system shortfalls and inadequate communication; and Lack 

of support for caregivers. 
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3. Patient and caregiver-driven problem solving across the transition of care (summarised in Fig. 2 

Patient and Caregiver Problem-Solving) - Personal attributes, resources, and initiative; Receiving 

support and helping others; and Acceptance. 

 

1. Challenges encountered by patients across the transitions of care 

 

Patients described challenges when interacting with the health system, and reintegrating with their community. 

Additional quotes are provided in Supplementary Table 3. 

 

Interacting with the health system and gaps in care. Patients described that within the hospital, inadequate 

communication and a lack of empathetic care from clinicians were key issues that caused distress: “I’ve tried not 

to think about much of the experience because there were so many issues… it was just a nightmare” (Participant 

63). The decline in support across the transitions of care was particularly challenging. This stemmed from limited 

communication and management of expectations for ongoing support – first, when they left ICU for the ward: 

“we were told we were leaving [ICU] and ‘you're only a press [of] a button away from assistance’, well that 

never happened…” (Participant 16). Second, when they left hospital: “There was no support... Because when I 

left the hospital, nobody called up to say, ‘Hey, how you doing?’” (Participant 10). Third, following hospital 

discharge, when transitioning to community-based care: “there was such a long, long wait from when I got home 

till I could get into a rehab session” (Participant 1). Patients also struggled with the lack of understanding about 

ICU survivorship in the primary care setting: “When I first went to my GP… he had no idea what I’d been through 

– he just said… you will be right in a couple of weeks, well that wasn't quite the case…” (Participant 3). 

 

Managing others’ expectations of illness and recovery. Patients found it difficult to manage how others 

regarded their illness and post-ICU disability. They felt others could not relate to them that ultimately led to 

feelings of loneliness and isolation. For some, this lack of understanding occurred within their immediate family: 

“I’ve gotten to the point where family members are like… ‘This happened, but it’s over, so get over it’ basically” 

(Participant 59). For others, it occurred within their workplace or social networks: “I do find my life has changed 

a lot since I’ve been out. I had friends that tried to disown me because they didn’t understand that I was not the 

same person when I got out of hospital” (Participant 61). This lack of social understanding was tiresome for 

patients and some actively worked to avoid being in these social situations: “in a way, you get tired of hearing 
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‘you look good’. So that's one reason I go to the balcony in the church. Because when it's over, I can leave, and 

go right straight outside. I don't have to congregate with anyone and have to be asked those questions” 

(Participant 8). 

 

2.  Challenges encountered by caregivers across the transitions of care  

The following theme of health system shortfalls and inadequate communication was similar to what patients 

described. However, we found a contrasting theme - lack of support for caregivers. Additional quotes are provided 

in Supplementary Table 3. 

 

Health system shortfalls and inadequate communication. Caregivers described shortfalls in care that were 

notable at times of transition: “like emotional support and information in the hospital, you know, post-ICU when 

he was recovering on the regular floor… there was nothing in discharge teaching or discharge information…” 

(Participant 22). Caregivers described a lack of communication and expectation management at some of the key 

transitions of care: “to let the patient know that once you get out of the hospital, the expectation isn't that you feel 

fabulous... To expect depression, to expect anxiety…” (Participant 24). Caregivers highlighted inequities in 

healthcare – for example, in rural areas that made it difficult for the dyad to access support: “I mean around here 

you're not going to find any medical help that's going to be decent. We're just so far removed from everything” 

(Participant 21). Participants also highlighted other inequities in receiving healthcare related to socioeconomic 

and educational backgrounds: “…people are human beings, and if we lived in a perfect world, everyone would be 

treated equally, but we don't.” (Participant 27) 

 

Lack of support for caregivers. Across the transitions of care, caregivers described a general lack of support for 

them as individuals to help them as they cared for the patient. For some this was specific to accessing 

psychological support: “If there's anything the hospital could do to… maybe open up more counselling, because 

it's so hard to get into… the waiting lists are so long” (Participant 2). For others, this was specific to receiving 

post-hospital help: “…home health is a lot of marketing… you get home and they don't really help you… they just 

come in and kind of end up in your home” (Participant 1). This lack of support for caregivers led to feelings of 

isolation and loneliness following hospital discharge: “Feeling so alone and isolated, that was horrendous for 

me” (Participant 79). 

 



 13 

3.  Patient and caregiver-driven problem solving across the transitions of care 

Despite these wide-ranging challenges, patients and caregivers employed various problem-solving strategies to 

help themselves across the transitions of care – from illness to recovery. We identified the following three major 

themes that were similar across both patient and caregiver data (Fig. 2 Patient and Caregiver Problem-Solving). 

Further details and supporting quotes are provided in Supplementary Table 4. 

 

Personal attributes, resources and initiative 

Patients drew upon their own internal attributes of resilience and will power: “The most successful part of my 

recovery was just, my determination actually. The fact that I just kept going” (Participant 63). Patients maintained 

a positive outlook for their recovery, relying on their own internal resources of self-motivation and encouragement 

to keep propelling themselves forward: “These things don't come easy. You have to push yourself” (Participant 

8). Patients also used straightforward practical solutions to help themselves: “So writing things down, and finding 

tools that will help me keep up with what's going on in my life, what day of the week is it, what time is it, those 

things were very important” (Participant 3). To meet the gaps in care such as mental health support, patients used 

their initiative to seek out resources to inform and educate themselves, as one explained: “I have different books 

about anxiety, PTSD” (Participant 59), while others turned to the internet as a primary information source: “I 

started looking stuff up online because I was so upset with what I was feeling. I was trying to figure out what was 

going on” (Participant 10). 

 

Receiving support and helping others 

Participants relied on their existing social networks for support: I had a couple of my friends coming in and helping 

me. That really meant a lot to me. I think the emotional thing that people were giving me was important” 

(Participant 32). Others also described establishing new social support networks, where they described 

altruistically helping others in their recovery, and highlighted the value of peer support groups: “We thought that 

if we could give something back, you know, if somebody was struggling like we were, that we could tell them – ‘I 

can see you and you're exactly like me, and look at me now, you know this is what I found helpful’…”(Participant 

2) 

 

Acceptance 
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Over time participants accepted and adapted to their post-ICU state: “It was just a matter of accepting his 

limitation” (Participant 5). Caregivers appeared to adjust and accept their role over time: “I think that as the 

months went on, I felt a lot more comfortable as a caregiver” (Participant 27). Once the patient recovered, for 

some caregivers they recalibrated their role: “Him being able to really take care of himself… kind of gave me 

back myself” (Participant 79). 

 

DISCUSSION 

For the first time, in a large international qualitative study, we found several varied challenges survivors and their 

caregivers navigated across the continuum of care. Additionally, we found survivors and their caregivers were 

highly adaptable and resilient, and utilised various problem-solving strategies to help themselves, and improve 

the future care of others. 

 

Our findings are particularly novel as we compared and contrasted patient and caregiver data. We found new and 

distinctly contrasting themes between patients and caregivers that have not been previously reported in the critical 

care literature. Contemporary and novel themes were related to inequities in healthcare - the challenges of 

receiving care in rural settings, and the influence of socioeconomic and educational backgrounds that impacted 

care. We also found similarities between patient and caregiver data related to their interactions with the health 

system such as gaps in care and communication issues, consistent with prior international literature (9).  

 

Another unique aspect of our findings was the problem-solving naturally adopted by patients and caregivers. To 

date, the critical care recovery literature has largely focused on describing the problems and post-ICU impairments 

experienced by patients and their caregivers. There has been less of a focus on the more positive aspects of 

recovery including attributes such as resilience, coping, and post-traumatic growth, and how these can be fostered 

by health systems to support and promote optimal recovery (21, 22). These positive attributes are important to 

investigate as they can mitigate the negative impacts of post-ICU outcomes such as post-traumatic stress syndrome 

(9), and inform the design of future interventional trials. Further, from a clinical perspective, problem-solving 

skills and positive attributes could be focused on and deliberately enhanced in ICU recovery programs – for 

example, peer support groups are a mechanism through which survivors can share the strategies they used to 

counteract their challenges and adapt to their post-ICU health state (23-25). 
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This study adds valuable data to the field by highlighting the dynamic problems across the continuum of care that 

critical care survivors and their caregivers must navigate and problem-solve. Within the critical care survivorship 

literature, there are few studies designed to encompass this continuum of care. This study highlights the need for 

establishing a comprehensive care pathway or bundle of care for ICU survivors and their caregivers in a similar 

way that other bundles of care have been designed and tested for comparable patient cohorts such as cardiac 

surgery (26), stroke (27), and cancer (28) patients.  Such a care pathway could help clinicians better consider how 

their own implicit biases affect how they communicate, and more intentionally offer additional supports, 

particularly to vulnerable ICU patient and caregivers across the transitions of care.  Specifically, an ICU care 

pathway could include functional reconciliation and follow up to ensure impairments are identified and 

rehabilitated in a standard way, following recommendations from a recent international consensus conference 

(29). It could also encompass written information to help manage patient and caregiver expectations across the 

transitions of care, help identify those patients/caregivers who may be at risk (30) and who may require additional 

supports such as early referral to psychology and/or social work services, provide comprehensive communication 

between secondary and primary care including possible post-ICU impairments to screen for.,  

 

A limitation of this study was that the majority of participants attended some type of recovery program, so likely 

used this as their frame of reference when describing their experiences. This is not the typical experience of critical 

illness survivors worldwide given the existence of recovery programs internationally are limited, and therefore 

our results need to be considered in this context. A strength of this research was inclusion of international 

participants, however there is lack of representation from low-and-middle income countries and we only included 

English-speaking participants which is a further limitation. It will be important for future studies to investigate 

transitions of care in low-and-middle income countries as well as the experiences of participants from culturally 

and linguistically diverse backgrounds. Whilst the majority of patients were from United States, which has a 

distinctly different health system to the United Kingdom and Australia, we found the themes were universal across 

participants, irrespective of geographical location. Future research should consider how these data contribute to 

delayed recovery for patients and caregivers following a critical care admission, as well as investigating the 

experiences of specific and homogenous ICU sub-populations such as those with sepsis or acute respiratory 

failure. 
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CONCLUSION 

Patients and caregivers experienced a range of challenges across the transitions of care from ICU to the 

community. We found patients and caregivers used comparable problem-solving strategies to navigate the 

challenges encountered across the transitions of care. A care pathway specifically designed to meet the needs of 

ICU survivors and their caregivers warrants investigation. This may help mitigate challenges and leverage the 

inherent problem-solving skills of survivors and their caregivers. 
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