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Abstract 
The experience of being in hospital critical care has major impacts upon the patient, their family and carers. This 
situation is likely to be stressful, fast changing and challenging for those involved. Crucial to this encounter are factors 
relating to information sharing between the clinical team, the patient, family and carers. Focus groups at a UK hospital 
site with former patients, their families and carers provides insight into their journey and the factors that influence this. 
Issues that emerged included the format of information, how and who delivered this, communication transition out of 
critical care and leaving hospital. While participants expressed the need for personalised information, they also requested 
practical guidance at appropriate times in accessible formats. The encouragement from staff to keep diaries and record 
the patient’s journey was very valued and helped recall and share progress in difficult and challenging situations. Support 
and coordination of care when leaving critical care and the hospital also requires planning and communication with the 
patient, their family and carers and relevant health care teams. The experience of patients, their families and carers is 
important to understand in order to ensure future services can be tailored to meet their requirements. 
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Introduction 
 
Information is a significant factor in the critical care 
journey, both for the patient1 and the family.2  Critical care 
patients and their families have identified a lack of 
information/knowledge as a key factor that influences 
their experience of critical care.3,4 Systematic review 
evidence supports the use of printed information and 
structured communication to improve family emotional 
outcomes and to reduce length of stay and treatment 
intensity in critical care.5 There is also evidence to suggest 
that personalised information provided to families in 
neonatal intensive care via library/knowledge services 
improves family satisfaction.6 It is therefore crucial that 
critical care patients/families have access to accurate, 
evidence-based information so that care can be truly 
patient-centred.7 Further research on patient and family 
experiences of information and factor impacting upon this 
are key to addressing these issues. 
 

Description 
 
Two focus groups were held at a UK critical care hospital 
site. Participants were recruited via a purposive sampling 
methodology,8 inviting local previous patients and their 
families and carers. Contributors to an online discussion 

group ICU Steps (Intensive Care Patient Support Charity) 
were also invited to participate. The groups were 
independently facilitated by two researchers (JG – FG1, 
SK – FG2) using an 8 item question schedule exploring 
participant experiences of critical care and what factors 
impacted upon this positively and negatively, with a critical 
care staff member supporting each session to address any 
clinical queries. A total of 19 (n=19) participants attended 
the groups (10 men and 9 women varying in age from 21 
to 70), both lasting approximately 1 hour. Ethical 
permission was granted Via the IRAS system (IRAS ID: 
180509, REC reference: 15/LO/2027). 
 
Thematic analysis was used to identify and describe ideas 
emerging from the data. The coding of the data was 
undertaken by the project researchers with support and 
verification of interpretation from the project management 
team. The coding process was undertaken in 6 phases9: 
data familiarisation, creating initial data codes, identifying 
themes within codes, reviewing themes, defining themes 
and writing a final report. All authors were involved in the 
iterative analysis process.  
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Results 
 
Data from both groups was integrated, with 5 themes 
emerging from the analysis: information format and 
delivery, patient and family journey, patient 
communication, transition, and leaving hospital.  
 
Information format and delivery 
Participants had very variable thoughts and requirements 
relating to information format. Paper leaflets or 
documents were preferred generally as a useful resource to 
refer back to depending on the events unfolding at the 
time. However, this was not always the case as some felt 
paper information was used as a ‘fob off’ by those who 
preferred face to face contact: 
 
“I think to start giving people pieces of paper. I think it sort of 
almost says ‘we can’t be bothered talking to you, read that’….. 
Definitely. Human face to face for information. I don’t really think 
you want to be given bits of paper.” Participant 1, FG2 
 
Nurses were seen to be the main providers of day to day 
information, they were also a consistent presence which 
reassured families, as they built up trust in the relationship: 
 
“You know what I found was good as well, each nurse that was on, 
because a different one’s changing shift all the time. When they were 
doing something they’d explain to you exactly what they were 
doing… they were telling me even though I didn’t know, which I 
thought was nice because otherwise you would be sitting there thinking 
‘what are they doing now?’ They explained everything.” Participant 
8, FG2 
 
Patient and family journey  
Issues relating to cascading and sharing information 
between family and carers arose in discussion, including 
nominating a central person to coordinate patient updates 
and practical guidance (where to get food, parking 
restrictions, ward round times) were, along with 
experiences relating to negotiating time off work. The 
benefits of keeping diaries for patient and family reflection 
was also highlighted as key information on the journey, 
with patient suggesting how this could be enhanced: 
 
“Well I couldn’t take it all in, so I wrote it down. We have such a 
big family that when I was relaying ‘well, you didn’t tell me that’, 
‘sorry I forgot’ so I just made sure I wrote everything down. Even to 
the extent of having to phone insurance company, cancel direct debits, 
things like that or go to the bank, just keep a diary of who I’d 
spoken to, when I’d spoken to them, what the outcome was, because 
there is so much going on, you just can’t remember.” Participant 1, 
FG1 
 
Patient communication  
Patients who were not capable of communicating during 
their stay in critical care spoke in detail about their inability 
to understand what they were told, and their experiences 

relating to delirium. The need for clinical staff to repeat 
information was mentioned by patients, family and carers. 
This was acknowledged as traumatic by a number of 
patient participants. Patient distortion of information also 
arose as an issue: 
 
“I was in a coma for 10 days and there was no way I could receive 
information anyway, but when I was coming round, my brain was so 
chewed up with delirium, I was so incapable of receiving any 
information, so whatever the nurses told me I couldn’t take in and 
process, and also…. well, I didn’t believe it because I was living in a 
world where everyone was out to get me, taking my organs and selling 
them, so it was a conspiracy against me” Participant 5, FG1 
 
Transition  
The processes and procedures relating to transition onto a 
general ward garnered many comments. Patients, in 
particular, found this a very challenging situation as they 
lost security and dedicated staff relationships, alongside 
increased noise and activity. Family and carers also found 
transition a difficult time due to inadequate and unsuitable 
provision of ongoing care: 
 
“I felt as if I had been left in limbo sort of thing, they lost medication 
and the nurse put it somewhere when I first arrived, and no one could 
find it. In the end it was like the day after, it was found stuffed 
behind the computer screen…. but my concern was that people were 
coming in with all sorts of infections and every time, really nice people, 
but every time someone came you were worried what they had… I 
still had a feeding tube in and I’d only just really got used to doing 
that two steps to the chair and suddenly I was there and there was 
nothing.” Participant 7, FG1 
 
Leaving hospital  
Patients spoke about how distressed they had felt after 
going home, and the anxiety and worry they felt about 
their health and the possibility of falling so seriously ill 
again. There was some difference in post-care experience – 
some patients spoke about the importance of a follow up 
after care meeting as part of their recovery process, while 
some did not receive this. One family member spoke 
about how positive the follow up meeting had been in the 
patient’s overall recovery: 
 
“…that follow-up meeting helped XX to come to terms with dealing 
with why he was feeling the way he was. It was reassuring that this is 
normal, because he was thinking ‘all these things that are happening 
to me, and all these flashbacks and things’ that are still in his head 
now, but to know that they’re stored as a memory and they’ll be 
there. It’s learning to deal with them.” Participant 8, FG2 
 
“I mean, we don’t know this follow-up meeting. We wouldn’t know 
at what point that was supposed to take place. I mean, it’s the first 
I’ve heard of a follow-up meeting.” Participant 7, FG2 
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Lessons Learned 
 
How patients, family and carers received information 
varied significantly in this study. As has been evidenced in 
previous research,10 this is a key factor in patient family 
satisfaction. Our findings highlight the importance of 
repeatedly providing personalised information to patient 
and family by clinical staff, and that addressing individual 
information needs at appropriate times in accessible 
formats is crucial. Identifying resources to effectively 
support this process could involve collaboration with the 
clinical library to ensure relevant, reliable information is 
provided.11 
 
The use of diaries and other aids such as photographs of 
patients while in Critical Care were seen as key moments 
documenting progress in the recovery process. Family and 
carers also found these resources helpful, as a way of 
recalling and sharing information as events occurred with 
their wider family networks. As identified in a recent 
review,12 encouraging staff, family and the patient to work 
in partnership is imperative. The joint production of 
diaries and other resources is a very positive way to do 
this.  
 
Leaving critical care was reported as being problematic and 
poorly managed, creating additional anxiety for patients 
and family/carers worried about future provision of care 
and losing the close relationship they had built up with 
critical care staff. As previously acknowledged,13 
appropriate coordination of care is crucial to improving 
family satisfaction. Ensuring a trusted nurse or staff 
member can accompany the patient as they move on from 
critical care would be very beneficial.  
 
Finally, delirium and fear were very vivid in the minds of 
patients who had experienced this. The sense of trauma 
(particularly of those who had not received follow up care) 
was evident. Interventions such as the delirium 
management bundle14 and professional joint working 
could provide support for patients and families in future.  
 

Conclusions 
 
The impact of a stay in critical care has a significant effect 
upon the patient and their family. This can be improved by 
the direct delivery of timely, appropriate information, and 
promoting joint working between nursing staff and 
families in producing a patient diary. Organised follow up 
meetings are also an important part of the patient and 
family recovery process.       
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