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Abstract
Background
Recognition of the psychological needs of critical care patients has been an area of
increasing interest in recent years. Use of critical care diaries written on behalf of
critically ill patients is one intervention that has been adopted in the study site in
South Wales. Little is known about the benefits, limitations or potential for harm of
such diaries and fundamentally there is a lack of representation of patients’ views in
diary use and development. The aim of this longitudinal qualitative study was to
provide an in-depth insight into critical care survivor experiences and use (or not) of
a critical care diary during the first 12 months of their recovery to inform development
of a theory and future diary use.
Method
Glaserian Grounded Theory (GGT) was the selected methodology for this particular
study. It was important that patients’ perceptions and experiences were captured and
that a theory about diary use could emerge. Serial qualitative interviews (SQI’s) were
used at 2, 6 and 12 months post- ICU discharge. The longitudinal process was
fundamental in capturing participants’ experiences, views and interaction with their
diary, or not, during the first year of their recovery.
Key findings
The substantive theory is that humans seek coherence about what happened during
their critical illness. Part of the process encompasses patients being ready to know
what happened. Those patients who feel ready to know need to replace the
disruption or rift that has occurred in the normally intact timeline of their lives. In
order to do this, patients draw on relevant information available to them. Having a
critical care diary can be instrumental in helping patients resolve the uncertainty,
anxiety and stress that negatively impacts on their health and recovery. However it
can also fail to allay concerns and thus increase anxiety and rumination where
questions are left unanswered; acting as a potential hindrance to recovery.
Conclusions
The original contribution to knowledge is in the provision of a longitudinal qualitative
study that provides in-depth insight into critical care survivors’ experiences of critical
illness, recovery and use, or not, of their diary during this process. Restoring a sense
of coherence to disrupted life and identity is important in the aftermath of critical
illness and diaries. Diaries may act to help or hinder the recovery process and
therefore appropriate supportive mechanisms need to be in place. A diary is one of
many means of supporting patients, but should not be used in isolation.
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Chapter 1

1.0 Introduction

The need to address the psychological needs of critical care survivors has become
an area of growing interest in the United Kingdom (UK) in the past decade. Patient
experiences and memories of critical care can impact on individuals’ lives after
discharge from hospital (Myhren et al., 2010, Misak, 2011). According to Ewens et
al. (2013) some patients remember and retain strong emotions and anxiety related to
their experience. The psychological implications for patients admitted to critical care
has become a topic of interest in the last decade with studies linking memory
disruption or delusional thoughts to physical and psychological symptoms
manifesting in survivors of critical care (Deacon, 2012, Elliot & Rattray, 2012). This
has led some critical care units to introduce patient diaries as a memory aid for
patients to read after the critical illness event and discharge home in an effort to help
patients make sense of what is often a period of time they do not remember (Jones
et al., 2010, Egerod et al., 2011a, Egerod et al., 2011b).

It is estimated that around 9,000 patients per year are admitted to one of the 16
existing critical care units in Wales at a cost of around £1932 per night. Advances in
healthcare mean that approximately 75% patients will survive and are discharged
home to recover (Welsh Government, 2013). In 2006 ‘Designed for Life: Quality
Requirements for Adult Critical Care in Wales’ identified the need for a psychologist
role in critical care to assess, identify and provide advice for those patients at risk of
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psychological problems (Welsh Assembly Government, 2006). However investment
in provision of Clinical Psychologist roles in critical care in Wales and the UK remain
limited with only eleven currently in post (Highfield, 2016).

In 2009 the National Institute for Health and Clinical Excellence (NICE) ‘Clinical
Guideline 83: Rehabilitation after critical illness’ recommended development of
services to meet the rehabilitation needs of critical care survivors. Years later and
the rehabilitation needs of critical care survivors remains an area requiring
development, not only in Wales, but nationally. There has been an increase in
research published on physical aspects of rehabilitation with a focus on early mobility
and exercise during patients’ stay in critical care (Koch et al., 2011, Adler, 2012,
Parker & Needham, 2013). However, the psychological ramifications related to
surviving admission to critical care still seem to be of secondary importance to the
issue of physical debility (Jones et al., 2010, Rattray, 2013). In 2013 the Welsh
Government published ‘Together for Health-A Delivery Plan for the Critically Ill: A
Delivery Plan up to 2016 for NHS’. This document does not identify rehabilitation and
recovery of critical care survivors in the key issues outlined within it, but it does
advocate for further research. ‘A Strategic Vision for Critical Care Services in Wales’
(2013) which was produced by the Critical Care Networks notes the need to include
patients and carers in shaping the experience of critical care.

Essentially critical care priorities centre on provision of enough beds in Wales to
facilitate effective care and management of critically ill patients during the immediacy
of their life threatening event. The psychological needs of critical care survivors have
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been acknowledged, but investment in provision of support in the aftermath of
patients’ critical illness remains to be seen. It is not surprising that some critical care
units have adopted critical care diaries as one mechanism that could possibly be
beneficial to patients who struggle to understand what they have been through. A
concern has to be that there is a lack of research supporting patient diary use and
what patients think of them.

This thesis focuses on a longitudinal qualitative in-depth exploration of patients’
experiences of critical illness and the role (or not) that their diary has played during
the following twelve months of their recovery. This in-depth insight from the patient
perspective will be used to provide recommendations and inform future diary use.

1.1 Study intent

The initial literature review is outlined in Chapter 2: it identifies that, despite the
growing interest in use of patient diaries in critical care, there is a lack of patient
focused research. This means that diaries are currently being adopted without
patient feedback on how they feel or what they want from their diary. The evidence
base to support diary use in critical care remains contentious, with existing research
yet to substantiate their usefulness for patients (Ullman et al., 2014).

The research approach selected for this study is Glaserian Grounded Theory (GGT)
and is appropriate to use where little is currently known (Holton & Walsh, 2016). It
was important that patient’s perceptions and experiences were captured and that a
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theory about diary use could emerge. Serial qualitative interviews (SQIs) were used
at two, six and twelve month’s post- ICU discharge. The longitudinal approach was
fundamental in capturing participants’ experiences, views and interaction with their
diary during the first year of recovery.

In GGT the research does not usually start with a research question as this emerges
from participant data. However, for the purposes of the research proposal, grant
application and transfer report, the following research questions that capture the
gaps in the existing evidence base were used:



What are patients’ experiences following critical illness?



What role, if any, do diaries play in their recovery?



What insight does this provide for future critical care diary use?

The aim of this study is to provide an in-depth insight into critical care survivor
experiences and use (or not) of a critical care diary during the first twelve months of
their recovery to inform development of theory and future diary use. Therefore the
following objectives were identified:

To critically explore participants’:
1. Experiences of critical illness and their ensuing recovery during the first 12
months.
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2. Use of their critical care diary (or not) including if, when, and how they used it
and to elicit how diaries may be useful at different time points during their
recovery and rehabilitation.
3. Perceptions of diary content (type, breadth and depth), impact of this and role,
if any, they felt their diary had for them during their recovery.
4. Environmental and demographic factors that may impact on perceptions of
the diary

Clearly with a set period of time for starting and completing the PhD process it was
important to identify gaps in the current evidence base. The most obvious research
gap was that the patient voice was minimal or missing from the existing evidence.
Pivotally, research is required to establish patient perceptions of having a critical
care diary kept on their behalf which they can read post-discharge from hospital,
during their recovery. It is vital to hear what patients have to say about their diary
and their experiences, to empower them in a process of which they currently have no
part.

1.2 Context of critical care and diary use

Patients may require admission to critical care for a plethora of reasons including
pneumonia, trauma, myocardial infarction, sepsis and Guillain Barré Syndrome
(Adamson et al., 2004, Löf et al., 2008, Toien et al., 2010). Survivors of critical care
are known to exhibit physical and psychological problems (Adamson et al., 2004,
Knowles & Tarrier, 2009, Jones et al., 2010, Bäckman et al., 2010). Comparisons
between studies are fraught with the problem that researchers have used different
5

approaches, timeframes, case mix and tools to assess psychological impact of
illness.

Critical care units, also known as intensive therapy units (ITUs), intensive care units
(ICUs) and high dependency units (HDUs), aim to meet the needs of patients who
require closer observation and support than can be provided in ward environments.
Admission to critical care is deemed a crisis for both the patient and the relatives; it
can be likened to a traumatic event (Stayt, 2007).

Critical care environments contain various forms of technical devices used to support
the physiological needs of the critically ill, such as ventilators for respiratory support
and infusion devices to deliver medications and fluids in a controlled manner
(Almerud et al., 2007, Meriläinen et al., 2010). The critical care unit tends to be busy
twenty four hours a day and consequently this can impact on the patient experience
because of disruption to normal night and day routines (Tamburri et al., 2004). It has
been identified that short term exposure to noise can cause surges in adrenaline
secretion with subsequent vasoconstriction and high blood pressure, altered heart
rate and increased respiratory rate, which in turn disrupt the quality of sleep (Hweidi,
2007, Meriläinen et al., 2010). These issues can lead to psychological problems
during recovery in patients who have been ventilated and sedated. Patients
potentially have a gap in memory or recall of events that have occurred while they
have been critically ill or a distorted perception of the reality of what has happened
(Almerud et al., 2007, Storli, 2009). It has been postulated that critical care patients
have a desire to know what is happening and what has happened to them thus

6

providing constant reorientation of past and present (Hupcey & Zimmerman, 2000,
Bäckman & Walther, 2001, Egerod & Bagger, 2010). However this may not be true
of every individual with some patients preferring not to dwell on what they have been
through (Litz, 2008).

Diaries were implemented in 2009 as part of care delivery in the South Wales critical
care unit that forms the study site for this research: the first known use of patient
diaries in Wales. The diary is written on behalf of the sedated and ventilated patient
in critical care by nurses, other healthcare professionals (HCPs) and relatives. It is
thought that the diary can potentially form a bridge between a patient’s sense of
incomprehension of their critical illness journey and the reality of what has
happened.

The diary is commenced for patients who are critically ill and require ventilation for
two days or longer as the literature suggests these patients are most at risk of
amnesia (Jones et al., 2010). It has been claimed that a diary can used to try to fill in
memory gaps and some researchers have considered this as being beneficial in
helping the patient to be realistic about their recovery process (Bäckman & Walther,
2001, Egerod & Christensen, 2010). It is believed by some that the diary can provide
patients with insight into the path their illness journey took while they were
unconscious (Bäckman & Walther, 2001, Combe, 2005). The potential harmful
effects of diary use have not been explored in the literature (Ullman et al., 2015).
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1.3 Significance of the study

Critical care diary use is on the increase because it provides one way of supporting
patients and their families psychologically during a traumatic period in their lives
(Egerod et al., 2011a). Psychological needs of patients remain a secondary
consideration in the current clinical setup of critical care where managing life
threatening events has to be the priority. Therefore critical care diaries written on
behalf of patients for them to read during their recovery seem a simple idea. A
fundamental concern is that the evidence base to support use of patient diaries is
sparse. Particularly troubling is the lack of patient centred research about an
intervention that is meant for their use. It is yet to be established what patients think
of their diary, if, how, or when they may use it, if at all. This study provides the first
known UK longitudinal qualitative study and in-depth insight into these concerns in
the context of participants’ critical illness, recovery and potential diary use as
highlighted in the study aim and objectives.

1.4 Justification for the study
There is a paucity of research exploring diary use and representation of patients’
views is currently lacking. Diary use seems to be motivated by and tailored to meet
nurse’s perceptions of what patients may value from a diary. The idea behind
introducing critical care diaries is to help patients and this makes them an attractive
proposition for HCPs who try to achieve this on a daily basis. Unfortunately this has
led to a variety of approaches to diary format, and processes that are subjective.
There is potentially a lot that can be done well or badly in terms of constructing and
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handing over a diary to a patient (Jones, 2009a). Implementing a critical care diary
cannot be a quick fix approach. It has complexities that nurses and other HCPs need
to understand and consider prior to participating in the diary writing process. Gaining
insight into participants’ perceptions of their diaries enables their voice to impact on
its evolution in clinical practice in the UK and beyond. There appears to be an
assumption from current research on diaries that they are purely beneficial to
patients, but without asking patients this remains unclear.

1.5 Reflexivity

Using reflexivity on their research is a way in which the researcher can overcome
predetermined ideas of what Glaser meant by “remaining open to what is actually
happening” (Glaser, 1978, p.3). The final hurdle for many grounded theory
researchers is that they must have the ability to be aware of their own personal bias
throughout the research process through reflexivity.

My career was based in critical care nursing, both in England and Wales and I had
no experience or prior knowledge of diary use in critical care until my involvement in
this study. I ran a module on psychological consequences of critical illness and
developed an interest in the impact of critical illness on patient, families and HCPs.
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Personal bias throughout the research was a risk because of my background as a
critical care nurse. However, the current study involved something of which I had no
prior knowledge. While patient diary use was new to me, I had depth of insight into
the critical care aspect of care and management. At times prior knowledge of critical
care did act as a barrier in thought processes. Although I knew there were
psychological implications for patients following critical care admission, I had no idea
of the realities that patients and family faced in the community, during their recovery.
This meant I found it all interesting and experiences at times overshadowed
perceptions of diaries.

I joined the Grounded Theory Institute online at the outset of the PhD as I recognised
that support via blogs and the quarterly journal articles could be beneficial. I kept a
grid of the terminology so that I could keep referring back to it when I felt confused
and this was helpful. I attended a Grounded Theory Masterclass early on in the study
to help me focus more clearly on the requirements of the methodology. I met with the
diary team to establish a relationship and to discuss the study and work out a plan to
take things forward.

The initial literature review in the next chapter was intentionally limited as Glaser
points out that literature can increase preconceptions and biases prior to data
collection, which can undermine the emergence of theory based on participant data
as opposed to the literature.
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1.6 Outline of thesis chapters

Chapter 2 provides an intentionally limited initial overview of literature related to
critical care diary use, this was required in order to provide context to inform
development of the research study protocol and in gaining research grant approval.
Chapter 3 focuses on the study methodology and methods. Findings are presented
in Chapters 4 to 7, these chapters outline and explore the conceptual categories and
associated codes that emerged and are used to inform the discovery of the
substantive grounded theory. A grounded theory of needing coherence: repairing the
rift in life story and self-identity after critical illness and establishing the role of a
critical care diary is explored in Chapter 8. Chapter 9 provides study conclusions,
recommendations and outlines the original contribution to knowledge.
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Chapter 2: Initial literature review: patient diaries in critical care

2.0 Overview of the chapter
This chapter forms an intentionally limited initial literature review on patient diaries in
critical care, it was used to provide knowledge and understanding of the current
evidence base and inform development of the study protocol. The literature search
strategy is outlined and rationale for diary use is explained. The literature review
section sets the context of current research, types of diary, structure and diary
writing. The role of the diary and existing theories about diaries are acknowledged.

The literature review conducted for the purposes of the research proposal and grant
application identified a lack of research to support diary use and patients’ views were
not at the forefront of existing research.

2.1 Literature review in Glaserian grounded theory (GGT)

The current chapter is representative of an intentionally limited initial literature review
regarding critical care diaries. It was conducted over the first year of the study to
inform the research proposal and grant application. This is in keeping with the
principles of GGT where Glaser emphasises against developing too broad an insight
into the topic area, so as not to undermine the process of following data to identify
relevant literature based on what patients say (Glaser, 2010). This is an important
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aspect of maintaining theoretical sensitivity in GGT and the need to establish
originality (Glaser, 1978; Glaser, 2012).

According to McGhee et al. (2007) the argument for conducting a literature review
prior to developing a research proposal lies in providing justification for the research
study to meet requirements for PhD proposals and research ethics committees. It
also enables the researcher to avoid conceptual and methodological pitfalls. The
literature review highlights the extent of current knowledge on the topic and can
determine if grounded theory is an appropriate choice for the research.
Acknowledging this, the researcher did find that a preliminary review of the current
evidence base on patient diaries in critical care was useful in ensuring her study
addressed a research gap. Prior to reading the existing evidence base she had been
considering looking at critical care diaries and incidence of Post-traumatic Stress
Disorder (PTSD). However, the literature indicated that the evidence base for this
aspect was already growing, but fundamentally patient perceptions were lacking with
little actually known about diary use, patient expectation and potential benefits or
limitations.

Dunne (2011, p.111) states that Grounded Theory is an appropriate method for a
topic where there is little ‘extant’ knowledge. According to Procter (1995) the crux of
the process is how the data collection and raw data lead the way. As such, the
researcher has been reliant on her ability to detach, refresh and conceptualise
information based on the eventual interplay of data and constant comparative
analysis.
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Thornberg (2012) argues that a rigid stance on use of literature in GGT means that
researchers would be unable to carry out studies in their own area of expertise. It is
more realistic to accept that researchers should start their study admitting their
theoretical understandings and preconceptions. Another criticism is that not doing a
literature review at the outset in GGT is tantamount to laziness and a researcher
could choose to use GGT for the wrong reasons (Suddaby, 2006).

Glaser (2010) has a less rigid stance than his original work suggested. He says the
researcher can do a literature review at any time to meet demands for research
proposals and grant applications. However, he states that if you have to do it, do it,
but be open to it not being of any relevance. He points out that the literature is
beside the point and that getting data is fundamental. The literature that the
researcher ends up integrating consists of literature you would not have dreamt of
including in the very beginning. It is at the writing up stage of the current study that
the literature the researcher has used within the conceptual categories and theory
demonstrates the diversity of literature that Glaser indicates is required.

2.2 Literature search methodology

The initial literature review was conducted in 2010-2011 to explore the use of diaries
in critical care and aid in forming the study protocol. The literature review was
conducted with no year restrictions using CINAHL, Medline, PubMed, PsycINFO and
Google Scholar.
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Inclusion criteria:







Published Qualitative or quantitative research studies
Published evaluations or descriptions of critical care diary use
Adult critical care patients
General critical care admissions
Diary use
English language

Exclusion criteria:




Not focused on adult critical care patients
Not about patient diaries in critical care
Not translated into English language

Search terms used were diary, patient, critical care, intensive care, ITU, ICU, critical
care survivors, psychological problems and coping. CINAHL provided 516 citations
for diaries as a general term with Medline 4655 and PubMed 4802. The keywords
used to refine the search were used singularly and in combination resulting in
CINAHL citations of relevance as outlined in Figure 1 below. The citations were
reviewed for duplicates and excluded via title or abstract. Individual citations that
remained were scrutinized individually for relevance and Google Scholar citations
identified a further 5 citations resulting in 24 critical care patient diary specific articles
as detailed in Figure1 below:
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Figure 1: the initial literature review on patient diaries

Electronic database search results:
Total: n=113
CINAHL: n= 64
PubMed: n=24
PsycINFO: n=10
Medline: n= 9
Cochrane library: n=0
Google search/ reference lists
added: n=8

Duplicates removed: n=29
Total n=86 for scrutiny

Selection of papers from databases
refined by title and abstract and
inclusion criteria: n= 24
Records excluded using search
criteria: n=62
Rationale:
Diaries not mentioned: n=4
Another setting: n=2
Different population: n=4
Psychological focus not
diary: n= 52

Full text articles sourced:
Databases: n=10
Google: n=8
Library Resource Centre request:
n=2
BACCN journal membership: n=4

Papers included in the literature
review: n=24
All relevant to patient diary use in
critical care.

The review of the literature in a systematic manner resulted in twenty four full text
articles that met the search criteria. These consisted of two pilot studies, two
randomised and one non randomised control trial, three narrative analyses, two
qualitative interview studies, four surveys and one comparative study, one focus
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group, one qualitative questionnaire based study, five evaluations or descriptive
articles, one dissertation and one description of a patient composed diary. These are
identified in table 1 below:
Table1: Literature related to critical care diary use

Type

Author

Method

Notes

Limitations

4 surveys

Egerod et al.,
2007 (Denmark)
Åkerman et al.,
2010 (Sweden)
Gjengedal et al.,
2010 (Norway)
Nydahl et al.,
2010 (German)

Telephone
surveys

Allocation &
structure of
diaries

The surveys replicated each other.
Culminating in Nydahl discovering no one
in Germany knew about diaries. All
studies noted on the left confirmed a lack
of awareness of the purpose of keeping a
diary and a lack of standardisation of diary
processes- criteria, format and content and
lack of guidelines.

1
comparative
study

Egerod et al.,
2011b
(Denmark,
Norway &
Sweden)

Comparative
study based on
above surveys
data

2 RCTs

Knowles &
Tarrier, 2009
(UK)

Pragmatic RCT,

Jones et al.,
2010 (UK,
Portugal, Italy,
Denmark,
Norway,
Sweden)

Pragmatic RCT

Bäckman et al.,
2010 (Sweden)

HRQoLlongitudinal
study

1 non
randomised
study

Comparative overview of what is currently
known about diary use in Scandinavia.
Secondary analysis of qualitative data from
telephone surveys.

Anxiety &
depression

Knowles & Tarrier: timing of assessment
process was time1- 1month, time 2- 7
weeks a longitudinal approach would have
assisted in eliciting if there was change
over time the Principle Investigator was not
blinded and did the psychological
assessment. Low numbers for RCT.
Differences between control & intervention
group.

New onset PTSD

Multiple methods of assessing
psychological impact ICUMT at 1 month &
3 months post ICU discharge. PTS-14
when randomised & 3 months. Posttraumatic diagnostic scale & diagnostic
interview at 3 months. Self-completed
questionnaire from patients. Blinding of
participants is a concern. Excessive
assessment seems almost desperate to
prove diaries work- adds bias as same
authors pro diary stance potentially.

HADS anxiety &
depression
scores

Both RCT studies
predicted and
reported reduced
psychological
symptoms by
diary use in these
studies.
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Diary to
improve
recovery

Use of historical records and the disparities
between the 2 groups studied in terms of
age, size and severity of illness call into
question the reliability and validity of the
findings and the authors do note that a
larger and randomised study is required.

3 narrative
analysis

Roulin et al.,
2007
(Switzerland)
Egerod &
Christensen,
2009 (Denmark)
Egerod &
Christensen,
2010 (Denmark)

Diaries

Diaries
Diaries &
charts

Descriptive overview of content
analysis of diaries provided in all
these studies and lack research
focus.

Gap is patient perspectives of the
diary

n=9 and interviewed 1 year post ICU.
Interviews 15-40min-Did try to elicit patient
views, but method needs improvement.
n=19 patients, n=13 relatives. 6-12 months
may provide different responses- a better
selection of timeframe may have helped. 2
settings- general & thoracic surgical unitdon’t really compare & not really
multicentred. Convenience sample with
interviews-individual & paired? Small
sample size.

Engström et al.,
2009 (Sweden)
Egerod et al.,
2011a
(Denmark)

Qualitative
Interviews at 12
months

Bergbom et al.,
1999 (Sweden)

Questionnaire

Patient &
Relatives

n=10 patients & n=4 relatives- brief and
needs development to represent patients
views.

Combe, 2005
(UK)

Structured
Interviews 2, 6,
12 months
(Panel used)

Retrospective
then
prospective
diaries

n= 8 retrospective diary-too impersonal
n=35 prospective diaries. 22 M & 13 F so
gender imbalance. Panel made up of
follow up team may negatively impact on
honesty of participants.

1 focus
group
(subsidiary
study to
RCT)

Egerod &
Bagger, 2010
(Denmark)

Focus group

Patient &
diary

n=4 and female participant dominated the
group. Gender difference 1 F & 3M. Poor
representation of individuals experience of
diary use as a result.

1
observational
questionnaire

Bäckman &
Walther, 2001
(Sweden)

Questionnaire 6
months

Patient &
diary,
structure.
Debrief tool

n=41 with 100% response which is
unusual- was there coercion? More
research required to elicit patient views of
diaries over time.

4 evaluation/
descriptions

Robson, 2008
(UK)
Storli, 2009
(Norway)
Jones, 2009a
(UK)
Hale et al., 2010
(UK)

Questionnaire
Described
poster
Described diary
Described diary

Diary use

Robson-Evaluation using postal
questionnaires. 36 sent and 20 returned.
Some interesting aspects that need
research

Rier, 2000
(Israel)

Notebook for
communication
formed diary

Patient voice

2 interview
based
studies

2 pilot
studies

1 patient
composed
diary

Qualitative
multicentre
design-in-depth
semi-structured
Interviews at 612months
Grounded
Theory
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Patients

Patient &
relatives

Patient voice still missing in favour of
nurses perceptions

Sociologist first person account of their
illness using notes he made while critically
ill. Interesting, but not specific to the diary
use being researched.

2.3 Background

Wider literature is not represented in this initial literature review chapter, but it is
integrated in chapter 7 and 8. The purpose of this chapter was to establish an
overview of existing literature at the outset of the current study just to inform
development of the research proposal.

The writing of a diary on behalf of a patient was first described in Denmark in the
1980s when brief notes were made about key events that happened to patients, their
environment and the world outside and were kept by nurses and relatives (Nortvedt,
1987). The rationale for this note keeping came from identification of the loss of time
and memories experienced by patients following critical illness and was based on the
‘dialogue in nursing’ concept introduced in a Danish hospital in 1984. The project
was designed to promote patient involvement in their care. However, the use of
patient progress notes as an open source of information between staff and patient
(open charting system) came under scrutiny from a legal viewpoint regarding
confidentiality and the practice was ended as a result (Egerod et al., 2011b). Since
then the use of critical care diaries as an adapted process (where official patient
records are not part of the process) has spread throughout critical care units in
Scandinavia.

In the 1990s Schou et al. (1993) in Norway, modified Nortvedt’s (1987) idea and they
began offering critically ill patients hand written notes. The principle behind patient
diary development was to provide the story behind the patient’s critical illness event;
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it had been identified that patients often had difficulties remembering what had
happened to them. The diary was considered to be a therapeutic intervention, which
included provision of a diary (the story) and follow-up after discharge from hospital in
order to put the story together (Schou et al., 1993). Diaries have evolved to include
nurse led dialogue (Bäckman & Walther, 2001, Egerod et al., 2007, Gjengedal et al.,
2010) with the addition of photographs originating in Sweden (Bergbom et al., 1999,
Bäckman & Walther, 2001). The rationale for including photographs was that it was
thought that photographs provided insight into how unwell the patient had been. This
it was believed, enabled patients to be more realistic about their recovery and
rehabilitation (Bäckman & Walther, 2001, Jones, 2009a).

Replicated telephone surveys in Denmark and Norway have demonstrated that 40%
of the critical care units in their countries used a patient diary (Egerod et al., 2007,
Gjengedal et al., 2010). The telephone survey to compare the use of patient diaries
in Sweden since their introduction in 1991 identified that 75% of their 85 critical care
units used patient diaries with 65 of these having used diaries for almost 7 years
(Åkerman et al., 2010). However, all the survey findings indicated that there was no
consensus on the approach to diary use; they also stated that the effect of diaries on
patients remains unknown and advocated further research (Egerod et al., 2007,
Gjengedal et al., 2010, Åkerman et al., 2010).

More recently diaries have been adopted in the UK (Combe, 2005, Robson, 2008,
Jones, 2009a, Hale et al., 2010, Jones et al., 2010). The numbers of critical care
units currently using patient diaries in the UK is growing as a result of Regional
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Critical Care Network discussions, Scandinavian publications and conference
presentations. The actual extent of use of patient diaries in critical care beyond the
Scandinavian survey data remains unclear. Indeed Nydahl et al. (2010) attempted to
replicate the Scandinavian surveys in Germany only to find that no critical care units
in his chosen geographical areas had even heard of them. In the UK diaries have
been introduced in a sporadic manner over recent years, but currently there is very
little UK based research.

Despite nearly two decades of diary use in critical care units in Scandinavia there
remains no consensus on the criteria for allocation and commencement of the diary
or indeed on the structure, compilation, handover or follow-up processes aligned to
them (Egerod et al., 2011b). Furthermore in the UK there has been a slow adoption
of diaries without evidence based research or consensus on how to develop and
support the process.

2.4 Diary implementation

It appears that key individuals act as the catalyst for diary use (Egerod et al., 2007,
Gjengedal et al., 2010). It has been suggested that colleagues’ experience or
awareness of diaries were the contributory factor in units choosing to adopt them
rather than the driver being research based evidence (Egerod et al., 2007, Åkerman
et al., 2010). Motivators for diary writing tend to be members of diary teams. Diary
teams, described in the evaluation of implementation of diaries and use in a UK
hospital by Jones (2009a), are described as providing a means of quality control
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regarding standards of the diaries. Jones (2009a) described the diary team nurse’s
proof reading, editing diary entries if necessary and providing clarification if needed,
prior to handover to the patient and this is supported by Gjengedal et al. (2010)
observations of nurses involved in diary use during her study conducted in Norway.

There is variation in diary allocation criteria amongst critical care units with most
stating that a diary is commenced on any patient expected to stay more than 2-3
days in critical care requiring ventilation and sedation. This group has been identified
as most likely to suffer memory distortion or amnesia (Egerod et al, 2007, Åkerman
et al., 2010, Gjengedal et al., 2010). A concern for nurses trying to implement diary
use is that literature currently demonstrates a disparity in diary implementation
processes (Åkerman et al., 2010, Gjengedal et al., 2010, Egerod et al., 2011b).
Primarily it highlights that diaries are being adopted without nurses and HCPs
understanding what patients’ perceptions and needs may be following critical illness
(Ullman et al., 2014, Ullman et al., 2015). Each diary team uses their own approach
and learning from other people’s diary experiences about what does and does not
work, is not always evident from the literature (Jones, 2009, Egerod et al., 2011b).
According to this initial literature review diary use has been limited to ventilated and
sedated patients and so there is no evidence concerning diary use in other types of
critical care patients.

Combe (2005) in a qualitative combined prospective and retrospective study of diary
use that included a prospective sample (n=25) and retrospective sample (n=8) in the
research study of patient diaries highlighted that retrospective diaries can feel
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impersonal as they look back at what has occurred. There is also the risk that a
retrospective diary entry is less accurate as it is written after the event and is reliant
on the accuracy of someone else’s documentation and not necessarily the bedside
nurse involved. There is a statistically significant discrepancy between numbers of
diaries reviewed and it would perhaps have been beneficial to have explored the
retrospective element of diary use further. In the study retrospective diary entries by
nurses were perceived as being impersonal because the nurses found it difficult to
capture the patient perspective in the narrative they provided (Combe, 2005).
However, this could potentially have been corrected with some training. It is possible
that retrospective elements of diary writing need to be included in order to provide
the coherence that patients may seek about the missing time in critical care.

Prospective diary writing (written at the time for the patient to read in the future)
appears in the literature to be the method of choice with entries completed as closely
as possible to the event being documented. It is believed diary writing should aim to
capture the situation while it is fresh in the mind (Egerod & Christensen, 2009).
However, with the criteria for commencing a patient diary being cited as after 48-72
hours in the literature, it could be argued that the life threatening phase of the
patient’s admission to critical care could have been omitted from the diary. This
could negatively impact on the story that the diary provides for the patient. In this
situation surely a retrospective element is essential to provide that crucial missing
part of the patient journey.
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It was identified that diaries can be ambiguous with variation in the way they are
structured. Concern was raised about the lack of information regarding diary use and
evaluation of their effect with no follow-up process in place. Egerod et al. (2007)
suggested that diaries were being introduced in an experimental manner rather than
as part of a therapeutic measure and consideration about follow-up support or
evaluation of diary effect.

It was proposed by Egerod et al. (2007) that National Clinical Guidelines on diary
use should be developed to provide agreement and uniformity in the patient diary
approach. However in 2009 Egerod & Christensen argued that use of guidelines
could affect the voluntary and spontaneous approach to diary writing and confine
nurses’ writing. They obviously changed their view again and went on to develop
National Guidelines in Denmark (Egerod et al., 2011a, 2011b). These guidelines
were used as part of the randomised control trial incorporating six countries (Jones
et al., 2010). Currently there remains disparity in the criteria for allocation of a diary
and indeed diary construction (Egerod et al., 2007, Gjengedal et al., 2010, Åkerman
et al., 2010, Egerod et al., 2011b). The challenge of agreeing on the patient diary
approach remains; and will arguably continue until patients have a voice in their
evolution.

In some places diaries are photocopied and filed in the medical notes for future
access by the patient or they can be destroyed after twelve months has passed
(Jones, 2009a, Hale et al., 2010). However, a note of caution has been raised:
some patients who do not collect their diary do make contact around the twelve

24

month anniversary of their illness wishing to access it (Jones, 2009a). Human beings
have different needs and ways of coping at different timeframes in their life and it is
difficult to predict when or if, the critical care diary may, or may not be, of use to the
patient.

Empirical evidence in the literature suggests patients like to see visual images of
themselves in the critical care environment; including staff and family members
(Bergbom et al., 1999, Bäckman & Walther, 2001, Jones, 2009a, Jones et al., 2010).
Bäckman & Walther (2001) felt that a detailed narrative of events during critical
illness formed a useful debriefing tool for patients, enabling them to cope with their
experiences through using the diary and photographs as a guide to explain the
patient’s journey through their illness. It provides a source of information beyond the
second hand detail that their relatives would normally supply (Egerod & Bagger,
2010). It was also highlighted that photographs and dialogue provide an insight for
the patient that would otherwise be hard to capture (Bäckman, 2011).

According to Jones (2009a) it is important that the content is appropriate for the
patient to read and any writing that may be misunderstood is clarified or edited
appropriately. Editing implies censorship of material. Gjengedal et al. (2010)
espouse that authors of the diary continue to develop this skill of narrating for
another and that legal, professional and ethical aspects need to be balanced;
arguably without compromising authenticity (Phillips, 2010). However, there is little
available on this important facet of diary use.
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What is documented may lack enough detail and one criticism of the diary has been
that nurses reflect their actions as opposed to patient reactions (Gjengedal et al.
2010). Some patients have noted that the diary has failed to capture key episodes of
their critical illness and behaviour, which has left them feeling concerned. They had
hoped the diary might shed light on why they were agitated or aggressive during
their illness, but this depth of material was not forthcoming and the diary has been
accused of glossing over or neglecting serious life threatening episodes (Egerod &
Bagger, 2010). Therefore careful consideration of what to include and how to
incorporate the information in a tactful manner is required by those who contribute to
the diary. Capturing good practice in diary authorship is difficult, possibly because it
is unclear what the standard for good practice should be without further research to
support the developing body of knowledge related to diary use.

Further research is required to determine the impact of the vicarious diary writer in
terms of how and what they write and choose to include or exclude and the potential
differences in style and content. These factors may impact on the meaning of the
diary for the patient. Therefore, it can be argued that the diary will only be as good as
its authors. Capturing the nurses’ and other HCPs understanding of diary use and
ensuring the diary meets patient expectation is pivotal if they are going to be used as
part of a psychological support process.

It has been highlighted that diary entries need to be clear and jargon free as it is
being written for the patient to read and to make sense of their admission to critical
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care (Bäckman & Walther, 2001, Combe, 2005). Some diaries have included the use
of a glossary of terms and even labelled photographs of equipment with the aim of
enhancing the descriptions provided in the diary (Jones, 2009a). Dialogue can be
provided for every day so that a chronological portrayal of the critical illness is
evident and reflects patient milestones and progress or deterioration (Bergbom et al.,
1999, Bäckman & Walther, 2001, Jones et al., 2010).

The current situation in the UK remains subject to variability in diary practice, and is
dependent upon key individuals or diary teams who drive the process forward
(Jones, 2009a, Hale et al., 2010). Further research is required to determine what
information is useful and how dialogue should be provided to optimise the perceived
‘value’ of the diary for patients.

Knowles & Tarrier (2009) conducted a small pragmatic RCT in the UK (n=36) aiming
to evaluate the effect of prospective patient diaries on emotional well-being in critical
care survivors over a period of a year during 2006-2007. The study included patients
who had been in critical care for more than 48 hours. They were randomised to
either a control group who did not have a diary kept on their behalf, or the
intervention group for whom diaries were kept; these included entries about patient’s
physical condition, any interventions and key events both in critical care and
occurring in the outside world. They hypothesised that recent critical care patients
receiving a diary would show less symptoms of emotional distress after one month in
comparison to the control group. During the timeframe of the study there were n=115
eligible participants identified; of which 40 died before they could be included. This
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left n=75; of which n=14 were not eligible, n=9 were transferred, lost contact details
or readmitted to hospital. This left n=52 with n=16 declining and n=36 enrolled on the
study. The control and intervention groups consisted of n=18. The initial assessment
using the hospital anxiety and depression scale (HADS) identified that half of the
patients fitted the disorder likely category (n=16 scored 44% for anxiety and n=17
scored 47.2% for depression). These results are not surprising given they were
elicited after one month following ICU admission. The second phase of assessment,
was conducted three weeks after the first, results demonstrated a reduction in
symptoms in the intervention group. There are a few concerns related to the
reliability and validity of this study, firstly there is a lack of a study protocol or clinical
trial registration.

Participant numbers are low for an RCT and this leaves the results open to scrutiny.
Ideally a larger sample size would have given the results more credibility and it is
unclear if the significance level was adjusted with this in mind or not. The principal
Investigator conducted the psychological assessment and was not blinded,
increasing risk of bias. There were crucial differences between the control and
intervention groups regarding length of stay and APACHE II scores, both of which
could lead to increased risk of PTSD. The timing of assessments is too close to the
event to be representative of emotional impact over time post ICU admission.

Diaries have been described as a debriefing tool for patients who have been
ventilated and sedated, as well as a means of trying to alleviate memory deficits and
psychological symptoms by aiding in the setting of realistic goals for recovery. This
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is achieved by ensuring the patient understands the reality of the implications of their
critical illness (Backman & Walther, 2001, Combe, 2005, Robson, 2008).

The diary as a debriefing tool was explored by Jones et al. (2010) in the RACHEL
group Randomised Control Trial (RCT) (RACHEL stands for Raising Awareness
after Critical Illness of Adverse Health Events in the Long term). Jones et al. (2010)
European (6 countries with 2 ICU s per country) pragmatic RCT (n=322) suggested
that the use of a diary kept by nurses and/or the multidisciplinary team is effective in
reducing symptoms of new onset (associated with their critical care admission)
PTSD. However, criticisms of the RCT include multiple methods of assessment used
to establish symptoms of PTSD and the lack of experience of the researchers in this
specialised process. Scrutiny of their RCT has found the method of collecting the
data did not meet the expected standard of a clinically conducted interview carried
out by someone with expertise. The blinding process of participants and researchers
is a concern as they describe it being impractical as patients volunteered their use.
Furthermore they described a lack of training at three month follow-up with
researchers trained in interview and administration of the post-traumatic diagnostic
scale, with participants providing a self-completed questionnaire. The study
timeframe of data collection all within a three month period does not allow for
representation of psychological changes over time and a longitudinal approach may
have increased validity of the study. Therefore the study findings are deemed
inconclusive.
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Bäckman et al. (2010) in a non-randomised prospective RCT hypothesised that use
of diaries would improve patients’ health related quality of life (HRQoL) by filling in
gaps in memory following critical illness requiring critical care admission. The study
was conducted with n=38 participants who had diaries kept on their behalf compared
with n=224 who did not have a diary. Findings suggested that the diary enabled the
patient to re-orientate from critical illness to normal life and it is possible that more
realistic goal setting has a positive influence on physical recovery (Bäckman et al.,
2010). However, the use of historical records and the disparities between the two
groups studied in terms of age, size and severity of illness call into question the
reliability and validity of the findings and the authors do note that a larger and
randomised study is required. Research using appropriately selected and consistent
approaches that can be compared is required.

Sustainability of critical care diaries has been a subject of concern in the literature. A
Norwegian qualitative designed survey, using semi-structured telephone interviews
identified that diary writing can vary with staff over time with some only writing
sporadically (Gjengedal et al., 2010). Participation in diary writing is generally
described as being on a voluntary basis (Jones, 2009a, Hale et al. 2010). Jones
(2009a) stated that when diaries were introduced in one unit they formed a diary
interest group in order to facilitate the process. The use of diary teams seems to
form the sustaining element of the diary process and there is concern that not all
patients who should have a diary actually receive one (Gjengedal et al., 2010). If the
process is voluntary and investment in it is subject to variability amongst staff, then
this is a concern in regard to sustainability of the critical care diary process.
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The handover of the diary to the patient has been described as an opportunity for
clarification and explanation (Jones, 2009a). However the handover process and
provision of follow-up support were described as inconsistent in the literature. Indeed
according to Åkerman et al. (2010) in another in the series of Scandinavian
qualitative descriptive survey studies, some critical care units were unable to explain
the purpose behind use of a diary. Instead data identified that diary implementation
had occurred through colleagues interest in diary use rather than on research based
evidence (Åkerman et al., 2010). It is a concern that diary use without an
underpinning purpose has been adopted in critical care units (Egerod et al., 2011b).
The risk is that diaries have limited value for the patient if those involved in writing
them do not understand their purpose. Indeed that the diary could prove harmful for
some patients unprepared for what HCPs may tell them in their entries.

According to Engström et al. (2009) in a study using qualitative personal interviews
(n=9), reading the diary is painful and demanding for patients and she advocates use
of follow-up support beyond that of a one off event at diary handover. The study uses
small numbers and as a qualitative study provides useful insight, but more research
is indicated to explore the implications of a dairy as a source of difficulties for
patients in the form of being painful and demanding for them to read. The
psychological impact on critical care patients, associated with knowing what has
happened needs to be investigated. What has been identified is that diary use alone
may provide incomplete information and should be provided in tandem with provision
of follow-up (Egerod & Bagger, 2010; Gjengedal et al., 2010). This means that HCPs
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would be ill advised to adopt diaries as a quick means to address the mounting
awareness of psychological consequences of critical illness for patients. Critical care
diary implementation needs careful consideration to avoid leaving patients potentially
unsupported in dealing with the aftermath of reading the contents.

2.4.1 Nurses and diary writing

For nurses and other HCPs there is the potential vulnerability of writing events in a
diary for the patient and their accountability in participating in this process.
According to Egerod & Christensen (2010) in a qualitative, descriptive, comparative
design study exploring 25 patient diaries and interviewing n=10 patients, diaries are
very different to hospital records and serve a different purpose. They identified that
diaries were perceived as personal and supportive, while hospital records were
technical, fragmented and impersonal. This highlights that writing in a patient diary is
not an easy task for HCPs. Knowing what to include or omit, and how to say it, is not
simple and support, explanation and training of staff is required when implementing
critical care diaries.

Storli & Lind (2008) conducted a qualitative hermeneutic- phenomenological study
based on participants attending follow-up. Initially they made field notes from n=10
patients attending follow-up appointments at three months. Next they interviewed
n=8 patients at six months and finally n=6 at eighteen months post-ICU discharge. It
is interesting to see how participant numbers reduced over time. While drop out may
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be congruent with most longitudinal studies, perhaps it also indicates the enormity of
the impact of critical illness for the individuals involved.

Storli & Lind (2008) concluded that the diary is associated with ‘normalising’ by
helping patients understand the source of strange experiences or memories. The
nurse who discussed the diary with the patient is described as important as a
‘qualified listener’ who knew what the patient had been through and gave them time
to question and understand events described in the diary without being ‘dismissive’
of the dreams and memories of the patient. The diary, according to Storli & Lind
(2008), is also seen as a means of ‘confirming patient experiences’. In agreement,
Egerod et al. (2011a) describe the diary narrative as providing a way for the patient
to confront and confirm their illness journey through reconstructing the events and
making sense of them. Another aspect the Storli & Lind (2008) study mentions is
returning to the critical care environment and the bed space and enabling sensory
experiences to be related to the environment. The researcher feels that it has to be
noted that not all patients would want to return to the critical care environment and
such a decision needs to be the patient’s choice. As noted previously there is the
concern that not all patients may wish to explore what they cannot remember. In
HCPs efforts to acknowledge critical care survivors experiences and psychological
needs care needs to be taken to avoid unintentional harm.

Gjengedal et al. (2010) in their qualitative descriptive study, using semi-structured
telephone interviews, found only 10 units (n=30) described diary writing as a
significant investment of their time and the rest suggested writing varies over time to
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sporadic writing, with only a few patients who may benefit from a diary actually
receiving one. A few units included other HCPs in diary writing, but most included
relatives’ entries either directly into the diary or on separate sheets. The paper a
patient used to write on to try to communicate was seen as significant by some units
and nurses would include them as part of the diary and comment on these. This fits
with Riers (2000) development of a diary while he was a patient. Some nurses
suggested that writing a diary for a patient improves the care they provide as the
writing changes from medically orientated to a more ‘human’ style and there is an
increased awareness of patient facial expressions and nursing interaction as a
result. Gjengedal et al. (2010) refer to this as awareness of the patient as a person.
Potentially then a diary could act as a vehicle to capture the relationship between
nurse and patient for them to look back on during their recovery.

It is advocated that patient diaries should try to capture key events/ milestones
patients have achieved (Bäckman & Walther, 2001, Egerod & Christensen, 2009,
Gjengedal et al., 2010). However this is not always feasible and some nurses may
choose not to contribute to patient diaries. Diary writing should be on a voluntary
basis as enforcing it on people would risk negativity and could impair the quality of
the diary for the patient (Jones, 2009a). This could potentially leave gaps in the
chronological story expected by the patient.

Titchen (2001) describes the nurse patient relationship in terms of a ‘Skilled
Companionship Model’. This is not something previously applied to diary use, but it
captures elements described in existing diary literature. The Relationship Domain of
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this model provides useful insight that a nurse could draw on to support development
of the nurse patient relationship in terms of writing a diary on behalf of the patient.
Arguably if the diary is for the patient to read during their recovery it needs to capture
how the nurse looked after them, what interactions occurred, not only health related
needs, but considerations they made for that person as an individual as noted below.

Titchen describes ‘Particularity’ as knowing the patient in terms of their illness and
context of their lives. This involves two ways of knowing; firstly knowing the patients’
responses and how they function physically. Secondly knowing how patients may
feel; perceptions, beliefs, thoughts, expectations, memories, attitudes, meanings and
self-knowledge about and interpretations of health and illness. The nurse needs
awareness of the patient experience of illness and concerns and of significant social
relationships, life events and experiences. Consideration needs to be given to how
the nurse understands the critical care survivor’s perspectives through their
experiences and recovery. Integration of patient stories and their feedback into
training and education may be beneficial to provide insight. Actually being involved in
meeting critical care survivors and their family may have more impact than reading
about it and could facilitate the stage outlined below.

Reciprocity is described by Titchen (2001) as an exchange of concern, knowledge
and caring that occurs in a close interpersonal nurse patient relationship. It is
possible that vicarious diary writing enables the nurse to express this concern.
Mutuality refers to a dual effort in nurse and patient meeting needs and is the
forming of a genuine relationship which again can potentially be demonstrated
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though diary dialogue. Graceful care is reference to the nurse using their own
physical, humanistic and spiritual ability to promote the health and recovery of the
patient. This could be attained through the little touches such as art, poetry and
words used within the diary (Gjengedal et al., 2010). Finally Titchen (2001) notes the
need for ‘authenticity’ of the nurse in delivery of care and in the forming of a genuine
relationship with the patient.

Therefore, a diary initiated and written on the patient’s behalf by the nurse could
provide a means of facilitating the connections required in a functional nurse patient
relationship, especially as critical care survivors may have little or no memory.
Understanding the purpose of a critical care diary is fundamental to the nurse and
their involvement in the process. Current literature identifies diversity in the manner
in which nurses implement diaries and consensus on approach is lacking, possibly
because existing research fails to build on the body of knowledge in favour of
replication of what is already known.

Diary entries should reflect what the patient may want to know during recovery, but
there is very little information to provide guidance on what patients need from their
diary. Further research is required to establish the desired content of a diary for
patients and the missing connection it has potential to provide between nurse and
the patient who has been unconscious and unaware of the interactions involved.
Roulin et al. (2007) describe the diary as conveying commitment and care provided
by nurses. It is possible that diaries provide a unique insight into the nurse-patient
relationship: the diary as a window to nursing care and as such nurses need to be
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mindful of the professional responsibilities and accountability associated with diary
use (Nursing and Midwifery Council, NMC, 2015).

2.4.2 Legal and professional considerations
A fundamental concern regarding diary writing on behalf of a patient is that, unlike
nursing and medical notes, a diary is currently not perceived or supported to be an
essential part of patient care or a legal requirement. Therefore the diary forms a
record of non-essential clinical data. It is important to note that a critical care diary
may be potentially either beneficial or harmful for some patients depending on many
factors; one of which is the manner in which it is written.

In terms of a patient diary, the author (be that a nurse, other HCP or relative) needs
to remember that it is the patient’s diary and not their own and therefore, what is
written ‘vicariously’ requires more consideration than traditional diary keeping for
one’s own benefit. Egerod et al. (2007) stated that patient diaries are ambiguous
documents; they are neither the property of the hospital nor the patients and they
identified that legal and ethical issues remain to be resolved. According to Åkerman
et al. (2010) the diary is described as the patient’s property and 35% of critical care
units surveyed had sought ethical/legal advice regarding diary use. Egerod &
Christensen (2009) say that diaries expose and hide information and this will be
reliant upon the author, their knowledge and understanding of the diary purpose and
confidence in writing for another in a more personal manner. They also state that
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diaries provide new insight into nurses’ performance in the context of caring for the
patient.

In diary writing nurses may censor what they say as they do not want to cause
further trauma to the patient reading the information (Jones, 2009a). The diary can
be too superficial for some people (Gjengedal et al., 2010). There is not necessarily
a feedback mechanism for nurses on patient’s perceptions and experiences of their
diary (Egerod et al., 2011a). If there was feedback perhaps this could increase HCP
engagement in the process and to adapt and enable the diary to evolve to meet
patient’s needs. Therefore in some cases HCPs may feel a diary is unhelpful when
they have patient care to prioritise and it can be perceived as another paperwork
burden (Nydahl et al, 2010).

Egerod et al. (2007) noted that HCPs who choose to make diary entries must avoid
‘intimacy’ with the patient, referring to the need for professionalism. Gjengedal et al.
(2010) called it ‘candour’ and ‘avoiding offence’. Egerod & Christensen (2009)
question whether nurses should be confined to guidelines if writing the diary is
voluntary. Conversely without guidelines, nurses could be opening themselves to
potential complaints or litigation. A diary could form evidence as part of a complaint
or concern about care.

A consideration for the HCP is the potential vulnerability of writing events in a diary
for the patient and their accountability in participating in this process. Gjengedal et al.
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(2010) states that diary entries should be professional but narrative and should be
addressed to the patient. Entries should be dated and signed. This could imply
accountability is being taken for the content of the documentation (NMC, 2015). It is
also a means by which the patient can identify a name of a nurse who cared for them
and is potentially important to the missing nurse-patient relationship.

There is potential for patient diaries to be a source of ‘judgment’ regarding standards
and quality of care and the service provided to the patient. In which case, the nurse
can be held to account (NMC, 2015). An element of self-control or self-governance
(censorship) regarding what is written by nurses may occur to avoid perceived
potential complaints or litigation. The process of selective dialogue or selfgovernance and control (censorship) may restrict the openness of information
provided for the patient, there is a need to balance professional integrity, to avoid
complaints and litigation, with the best interests of the patient and an authentic
account of their critical illness journey. Nurses are bound to feel some reservations
about how ‘exposed’ they wish to be in their diary entries. As noted by Egerod &
Christensen (2010) earlier in the chapter, at present hospital records and diaries
serve different purposes for patients, and the differentiation is significant. If critical
care diaries were to become a means for complaint about care this could derail the
idea.

Currently relatives are approached for consent to commence the diary on behalf of
the unconscious patient, with retrospective consent being sought from the patient
when they are able to be asked e.g. at diary handover (Jones, 2009a). There is
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vulnerability in not having patient consent for something which the patient may not
want and in the interim requires holding potentially confidential data on them (Data
Protection Act, 1998). If the family are invited to participate in writing in the diary then
there is a potential conflict regarding what can and cannot be included and if the
patient would want that individual to contribute to the diary and read the content of
the diary. Potentially the relatives use the diary during the patient stay in critical care,
but the patient may never wish to see it. There is also the potential for relatives to
misconstrue the purpose of the diary and anecdotal evidence suggests some have
used the diary as a source for raising complaints about care.

There is a concern about how long the diary should be held before being destroyed
and there appears to be some variation in practice related to this. Currently it
appears that the diary teams, who choose to participate, police the diary. It could be
argued that the medical notes, which can be accessed by the patient using the Data
Protection Act (1998), would suffice in terms of follow-up and explanation of the
patient’s critical illness. However, the alternative view would be that the diary adds
context and is written in a ‘patient friendly’ manner that differs significantly from
medical notes (Egerod & Christensen, 2010).

Aspiring to help patients’ psychological well-being is a worthy position for nurses and
other HCPs to hold. However providing a diary with lack of explanation or follow-up
could have a detrimental impact. Therefore diary implementation requires strategic
planning, education and preparation of those who wish to contribute. It also needs
investment in follow-up provision.
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2.5 Theories about critical care diaries

There are three distinct themes that can be derived from the existing research. One
refers to the continuing struggle to gain a consensus on allocation criteria and
structure or compilation of the diary used in the realms of critical care (Åkerman et
al., 2010, Gjengedal et al., 2010, Nydahl et al., 2010, Egerod & Bagger, 2010). The
second pertains to the diary and potential impact on the psychological well-being of
the patient in terms of quality of life and reduction of symptoms related to anxiety,
depression and PTSD (Knowles & Tarrier, 2009, Jones et al., 2010, Bäckman et al.
2010). The third theme that is evolving surrounds the exploration and understanding
of the diary narrative or dialogue (Egerod & Christensen, 2009, Gjengedal et al.,
2010). This has led to a few theories about critical care diaries.

One theory is that the diary demonstrates caring and keeps the focus on the patient
as a human being or person (Egerod & Christensen, 2009, Storli & Lind, 2009). This
would be dependent upon the manner and content provided in the diary entries.
Anyone implementing critical care diaries would need to consider what works and
what does not for patients and currently there is little research on what patients feel
this entails.

A critical care may convey the commitment and care provided by the nurses and
may include personal touches for the patients to read (Roulin et al., 2007). However
it is also possible that a diary could be too superficial or has key HCPs who did not
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contribute and this could cause a patient to question the commitment and care they
actually received. Instead of providing reassurance it could be counterproductive.

Therefore critical care diaries are reliant on the way in which the diary narrative is
written. According to Storli et al. (2008) and Egerod & Christensen (2009) a critical
care diary can give meaning to potentially meaningless experiences. A concern with
this perspective is that some people prefer to cope with stressful or traumatic
situations by not knowing what has happened. Although critical care diaries may be
being introduced with the best of intentions the outcome may sometimes be harmful
rather than beneficial.

Another theory pertains to the diary as provision of therapy or as a debriefing tool, in
that it enables a void in the patient’s memory to be filled by providing objective
information and orientating the patient to reality (Hupcey & Zimmermann, 2000,
Bäckman & Walther, 2001, Combe, 2005, Jones et al., 2010). The National Institute
of Health and Clinical Excellence (NICE) and Cochrane Review (Rose, Bisson &
Wessley, 2007) based on the results of 11 randomised control trials (RCTs), do not
recommend one-off debriefing sessions following a traumatic event. Three of the
eleven studies associated debriefing as a positive experience for patients whereas
six studies identified no benefit and the remaining two studies identified debriefing as
having a negative outcome for patients. Studies indicate that debriefing needs time
and should not be rushed as time limiting a session can exacerbate problems.
Arendt & Elklit (2001) identified five studies with debriefing lasting over an hour and
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having a positive effect as oppose to six studies with a negative effect associated
with sessions lasting less than an hour.

Timing of the debriefing needs consideration as debriefing too soon after a traumatic
event is seen as detrimental as it is associated with negative patient outcome.
Interestingly Mayou et al (2000) conducted an RCT in survivors of traumatic road
traffic accidents and found that the control group fared better than intervention group
who had received debriefing as their intervention. However, the intervention in the
form of debriefing was conducted in the first 24 hours post event. It is recommended
that debriefing is avoided in the first 24 hours post traumatic event resulting in injury
due to this associated negative impact on patients and the Mayou et al (2000) study
participants probably needed more time to pass before debriefing was initiated and
also the debriefer needs to be trained and experienced whereas the research
assistant had to take over in the Mayou et al (2000) study.

Everly & Mitchell (1999) advocate debriefing between 24 hours and 10 days after the
crisis, but never in the first 24 hours. It is believed that forcing someone to relive a
distressing event in the initial period after it has occurred can actually embed vivid
memories and negatively impact upon their recovery. However according to Everly &
Mitchell (1999) if the event is deemed catastrophic then debriefing should take place
after 3-4 weeks has passed.
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In the context of provision of a critical care diary for a patient as a means of
debriefing there have to be concerns about how the process is conducted to try to
mitigate for potential harmful effects of reading about something of which they most
likely have little or no memory.

Currently the literature fails to consider the potential harmful effects of providing a
critical care diary or the supportive processes that should be integral to provision of a
diary. Existing studies suggest only a few ICUs use diaries in conjunction with ongoing follow-up opportunity for patients. It is almost perceived by HCPs as an easy
option instead of the expense of follow-up provision (Egerod et al., 2011b).

2.6 Research gaps
Research has failed to focus on patients’ views of the diary, how they feel about it,
how they interact or engage with it. Researchers have tended to discuss diaries in
terms of impact on the patient’s psychological health and follow-up support without
first identifying the patient perspective. Diary use seems to have escalated with little
insight into what they do, if they work and if so in what ways. A trend from the
literature is that the patient view is secondary to the main study focus and it is a
fundamental requirement to establish the patient’s views in order to ensure that diary
use is appropriate and if so, that it evolves with the patient in mind to meet their
needs.
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The potential risks associated with keeping a diary on behalf of a patient cannot be
ignored. Indeed these factors need to be considered in any future development of
diaries in critical care to ensure that any potential harm that could occur is avoided or
a least minimised. The following concerns are identified from the literature:



Limited knowledge and understanding by those writing in the diary; be that
nurses, other HCPs or relatives and friends. Therefore a lack of training may
exist regarding diary use in terms of its role and purpose.



A lack of research to support diary use and representation of the patients’
views and what they feel they need from a diary makes the diary a subjective
entity that is open to scrutiny and which may or may not meet patient needs or
expectation.



Resources, time and commitment to diary compilation have been described
as deteriorating over time or dependent upon individual staff views or
assumptions and this raises concern over the sustainability of the process in
the long term. It also highlights a potential disparity in equity of diary use for
patients.



Using a diary without appropriate support mechanisms in place, for example
follow-up meetings: how frequent they should be, who should run these and
what psychological and physical referral processes need to be in place.



The authenticity of the diary with consideration of meeting patient expectation.
There are risks of paternalism and censorship by authors having a direct
influence on the coherence of the narrative (the story) for the patient.



The risk of exposing a patient to diary content which may actually trigger a
psychological concern where there was not one previously. There is a fine line
between restoring a patients’ memory and actually interfering with their
natural coping mechanisms, such as not wanting to remember. It is important
that future research consider if diaries actually work and if so in what
circumstances whilst also considering the potential for a diary to be
detrimental to some and in which circumstances.

A trend from the literature is that the patient view is secondary to the main study
focus, when it should be the primary concern. Researching critical care diaries
without first establishing patient perceptions has created an intervention that lacks a
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robust evidence base to support its use. Questions that need to be asked refer to the
diary content and what patients feel is beneficial to them. Also consideration needs
to be given to what triggers the patient to want to read their diary, or not, at what
point and in what circumstances. It needs to be established when the patient would
like to have their diary and how they feel the handover process should be managed.
Furthermore patients’ views about follow-up provision are important.

There appears to be a core of researchers interested in diary use who have
published papers, often working collaboratively on material, which introduces
researcher bias that may undermine the clarity of the research based evidence
(Egerod et al., 2007, Egerod & Christensen, 2009, 2010, Jones, 2009a, Jones et al.,
2010, Bäckman et al., 2010). They have provided insight into the many facets of
diary implementation and use, but impartial evidence is required to help create a
body of evidence to help diaries evolve to meet patient needs. Research priorities
need to be identified and good quality qualitative and quantitative research studies
developed that provide the missing consistency of case mix, valid tools of data
collection using robust methods and selecting similar participant groups to aid
comparison.



There is currently minimal representation of the critical care patient in the
development of the diary process.



Research is required to establish views of patients who collect their diary.



The views of patients need to be explored over time to capture potential
change in perspectives and insight into diary use during the recovery phase.



The role the diary may play needs further exploration and explanation
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The existing research regarding diary use is of poor quality be that quantitative or
qualitative studies (Ullman et al., 2014). The Scandinavian series of studies using
telephone surveys were replicated with limited influence on the diary process and no
representation of patient views (Egerod et al., 2007, Åkerman et al., 2010, Gjengedal
et al., 2010, Nydahl et al., 2010). Even the RCTs noted in this chapter had impeded
impact due to the methods of data collection and an inability to compare studies due
to the diversity of approaches used. There is a lack of longitudinal studies conducted
which would be beneficial in representing the initial year of recovery critical care
survivors face and where the most changes can occur (Agård et al., 2012). Hence
the research focus for the current study needed to start with capturing the patient
voice and using a longitudinal approach to capture any significant changes during
the first year of recovery.

The current study will focus on an in-depth longitudinal insight into critical care
survivors’ experiences of critical illness, recovery and use, or not, of their diary
during this process. Patient perspectives of critical care diaries are lacking in the
current literature. Diary use needs to be based up on what works for patients instead
of on assumptions made by nurses and other HCPs in order to provide a scientific
basis for critical care diary use.
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2.7 Reflexivity

Arguments against a literature review at an early stage are posed around preventing
constraint, contamination or inhibition in the researcher. This, it is proposed,
prevents recognised or unrecognised assumptions forming and also prevents the
focus from being on the literature rather than the emerging data. The researcher, as
a novice, admits to an initial inability to see the broader implications of her area of
research and it was hard to detach herself from a focus on the diaries and to be
open to the stories of critical care survivor experiences.
There were times when literature was interesting and then it was difficult to separate
that from what participants had to say and to ensure analysis maintained the original
integrity of the data.

2.8 Summary of chapter

The value of a diary for critical care patients has yet to be established. Research
tends to focus on the assumption that critical care diaries are purely beneficial and
more work is required on identifying any potential harmful effects associated with
critical care diary provision.

The diary may or may not capture information that the patient can use to gain
clarification of events at a later date. Patients do not have central control concerning
the diary which is intended for their use after discharge from hospital to home.

48

Guidelines and best practice in relation to diary use remain undefined and therefore
it can only be assumed what patients want from their diary and it is vital to establish
this to inform future development of diaries.

A lack of consistency and robustness of studies render comparisons and
extrapolation of the role of a patient diary a challenge for HCPs to comprehend. The
lack of clarity about diary implementation, structure and content adds to the
potentially haphazard approach taken by well-meaning HCPs. A lack of knowledge
and understanding of the purpose of critical care diaries and patient’s needs and
interactions with their diary during the recovery process means there is a danger that
rather than being beneficial the diary could be harmful for some patients. Research
in to critical care diaries needs to be strengthened though ensuring the quality in
both qualitative and quantitative approaches with consistency of case mix, validity of
tools used for data collection and using each study to inform the next to build a
series of research that contributes to the developing body of knowledge about critical
care diaries. Since conducting this initial limited literature review, in keeping with
GGT, there has been additional research which has been integrated within the
findings chapters.
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Chapter 3: Methodology and methods
3.0 Introduction

The methodology is a series of choices, outlining the research approach taken by the
researcher (Polit & Beck, 2012). The methodology is the systematic process used to
address the study purpose and informs the choice of research methods adopted by
the researcher. It should provide a logical explanation for selection of methods used
to conduct the study and rationale for rejection of other research methods. This
enables the researcher’s decisions and findings to be open to evaluation by the
researcher and others (Parahoo, 2014).

This longitudinal qualitative study requires depth and insight regarding critical care
survivors’ perceptions of their diary and initial twelve month recovery period, in order
to develop a detailed understanding of their experiences and the implications these
may have for developing theory and future diary use.

In the current study the research questions, aim and objectives identified are:

Aim: To provide in-depth insight into critical care survivor experiences and use (or
not) of a critical care diary during the first 12 months of their recovery to inform
development of theory and future diary use.
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Research questions:


What are patients’ experiences following critical illness?



What role, if any, do diaries play in their recovery?



What insight does this provide for future critical care diary use?

Objectives: To critically explore participants’:
1. Experiences of critical illness and their ensuing recovery during the first 12
months.
2. Use of their critical care diary (or not) including if, when, and how they used it
and to elicit how diaries may be useful at different time points during their
recovery and rehabilitation.
3. Perceptions of diary content (type, breadth and depth), impact of this and role,
if any, they felt their diary had for them during their recovery.
4. Environmental and demographic factors that may impact on perceptions of
the diary.

Having clarified the focus of the study this chapter will explore how best to conduct
the study and key methodological decisions made. An exploration of paradigms and
selection for this study will be provided to clarify the researcher’s structure of inquiry
and methodological choices. Data analysis, research design and ethical issues are
explored.

51

3.1 Research paradigms

The first stage in formulating the research design requires the researcher to
determine their ontology. Ontology can be described as what constitutes reality and
how existence can be understood (Parahoo, 2014). In a research context this
requires the researcher to decide whether they approach their study from an
objective or subjective position. An objective perspective considers reality as
consisting of solid objects that can be measured and tested, while a subjective
perspective looks at reality consisting of perceptions and interactions of living
subjects (O’Gorman & MacIntosh, 2015). Social Sciences tend to use an objective
ontology to study and explain universal principles and facts through robust and
replicable methods. A subjective ontology is used to explore variation in human
behaviour, interaction and experiences in relation to a chosen topic. Subjective
ontology perceives that there are multiple realities in the context of differences in
how an individual experiences their place and time in the world (Parahoo, 2014).

Epistemology can be described as what constitutes valid knowledge and how it can
be obtained (Parahoo, 2014). An objective ontology is typically aligned to a positivist
epistemological approach to knowledge, while a subjective ontology tends to be
based on an interpretivist epistemology. Positivists posit and explain principles, while
interpretivists interpret and understand relationships (O’Gorman & McIntosh, 2015).
An objective ontology with a positivist epistemology generally represents a
quantitative methodology. A study that expresses a subjective ontology and an
interpretivist approach tends to represent a qualitative methodology (Draper, 2004).

52

Qualitative research can facilitate the opportunity to pose difficult and sensitive
questions that do not fit with the precise measurements associated with quantitative
research. Using an interpretivist epistemology facilitates use of methodologies that
enable the inductive and holistic gaining of greater understanding. It provides
explanation of human experiences and phenomenon, as opposed to seeking
external causes or principles (Parahoo, 2014). Interpretivism is associated with
methodological approaches that aim to capture the participant voice, concerns and
interactions, which suit the context of this study (Austin & Sutton, 2014).

The objective ontology and positivist epistemology associated with quantitative
research was rejected for the purpose of this study because of its objective, rigid
approach required in the application of quantitative research methods. These
aspects are not suited to research involving the subjective nature of peoples’
experiences. Bearing these issues in mind qualitative research best fitted the area of
study and the research questions identified because exploration of participant
experiences and perceptions are subjective.

3.2 Grounded theory
Glaser and Strauss (1967) developed grounded theory together as a systematic
qualitative research method in the social sciences, with the emphasis on generating
theory from the data gathered through research using constant comparative
analysis. Their seminal work ‘The Discovery of Grounded Theory: Strategies for
Qualitative Research’ emerged during a period when the use of qualitative
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methodology was viewed sceptically and quantitative/positivist research was the
focus in the scientific community (Corbin & Strauss, 2014).

Grounded theory (GT) incorporates traits from the quantitative paradigm through its
systematic and methodical approach and traits from the qualitative paradigm with its
inductive approach to analysis and emerging theory ‘grounded’ in the data (Glaser,
2008). The essence of GT is development of theories that are grounded in the data
that is gathered and analysed. GT is advocated for researching topics where little is
known and it forms a means of gaining in-depth insight into participant experiences
(Parahoo, 2014). GT is appropriate for the current study as it is best able to achieve
the research questions, aim and objectives.

There are various forms of GT and the following section will discuss them and
provide the researcher’s rationale for selection of the GT approach used in this
study. The following section explores GT, explaining what it is, how it developed and
which version was selected for the current study.

3.3 Grounded theory approaches
3.3.1 What is grounded theory?
There is some debate about what constitutes grounded theory, but it is generally
described as an approach for looking systematically at data, most often qualitative in
nature (Suddaby, 2006). The purpose of grounded theory is the discovery of theory
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from the data which is inductively derived from the study of phenomena and is
discovered through systematic data collection and analysis (Glaser & Strauss, 1967).

Advantages of using grounded theory lie in the systematic approach to data analysis
that is incumbent in all versions of grounded theory. All versions require a coding
process, but interpretations of how to do this differ. They all use constant
comparative analysis, but there are differences in when literature is introduced to the
process. The emerging theory is reliant on the identification of codes that inform
development of categories and ultimately an area of core concern. These are reliant
on use of researcher memos and there are differences in approaches used to
achieve this.

There are three main contentions that surround the different approaches to grounded
theory. These contentions arise around the role of induction in grounded theory
(abstraction, not description) or emergence versus forcing, discovery (or emergence)
versus constructivism and a focus on social processes versus individual experience
(Bryant & Charmaz, 2007). The different versions of GT are explored in the next
section.

3.3.2 The development of grounded theory approaches
According to Fernandez (2012) there are four main versions of grounded theory:
Glaserian grounded theory (Glaser, 1978), qualitative data analysis (QDA) or
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Straussarian grounded theory (Strauss and Corbin, 1990), Feminist grounded theory
(Wuest, 1995) and Constructivist grounded theory (Charmaz, 2006).

Following their collaborative publication in 1967, philosophical differences led Glaser
and Strauss to pursue interpretations of the original work separately. Strauss
published Qualitative Analysis for Social Scientists (1987) followed by Basics of
Qualitative Research: Grounded Theory Procedures and Techniques with Corbin in
1990. Glaser (1992) contested the Grounded Theory represented by Strauss and
Corbin in his publication Emergence versus Forcing: Basics of Qualitative Research:
Grounded Theory Procedures and Techniques. Glaser argued that it was a different
methodology altogether, with techniques that in his opinion did not facilitate
discovery. Stern (1994) claimed the differences between the researchers had always
been apparent, but it was not until Strauss published detailed guidance on GT
(Strauss, 1987, Strauss & Corbin, 1990) that the differences widened. Glaser
suggested Straussarian GT constituted conceptual description, not grounded theory
(Stern, 1994).

Two main characteristics of grounded theory research design are constant
comparative analysis with emerging categories and theoretical sampling to maximise
similarities and differences of information (Creswell, 2009). Coding is a key part of
GT and it forms a part of content analysis, whereby issues identified from data are
conceptualised, but as identified in Table 2 (p.58) there are differences between
Strauss & Corbin’s approach and Glaser’s view on this process (Heath & Cowley,
2004). Concepts are codes that are grouped together into themes following analysis.
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Categories are formed when concepts are grouped and regrouped for more depth of
detail. It is the evolution of codes and categories in this manner that leads to
emergence of the theory (Ke & Wenglensky, 2010).

Glaser and Strauss both agreed on the approach to data analysis, but disparity
occurred in the labelling or coding of the data from which categories are created. The
relationships between the categories in GT are identified to determine core
categories leading to the core concern. The coding phase for Glaser (1992) is called
substantive coding and is data dependent, while Strauss terms his equivalent phase
open coding followed by axial coding and selective coding using an analytic
technique. Glaser (1992) argued that grounded theory is about the emergence of
theory through data conceptualisation and that axial coding introduces
preconceptions into analysis that are not compatible with the premise of grounded
theory.

Strauss’s difference of opinion was based on a more structured approach to data
using constant comparative analysis resulting in a full conceptual description through
the use of verification (of relationships between categories, of emerging theories).
Strauss & Corbin maintained that the process of verification is part of the research
process itself and espouse use of both deductive and inductive approaches. In
contrast Glaser (1998) argued the need for a purely inductive approach and that GT
is about abstraction and not the description advocated by Strauss and Corbin (1990).
Table 2 below outlines the differences in approach:
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Table 2: Strauss & Corbin versus Glaser (Heath & Cowley, 2004, p.146)

Strauss’ version of GT was rejected for the purpose of the current study on the basis
of the contention around coding and verification processes that could potentially
undermine emergent theory.

Wuest (1995) introduced the notion of feminist grounded theory, she used reflexivity
to ensure respect for both a feminist and grounded theory approach was maintained.
This feminist approach was aimed at studies purely focused on female participants,
which mine was not. Therefore, it was discounted as a choice for the current study.

Charmaz was a student of Glaser & Strauss and she has been pivotal in the
introduction of constructivist grounded theory through her book Constructing
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Grounded Theory (Charmaz, 2006). The constructivist grounded theory approach
espoused by Charmaz (2006) is perceived by Glaser as yet another remodelling of
GT to fit the needs of qualitative data analysis; losing the abstraction process he
views as vital to emerging theory (Glaser, 2002).

In constructivist grounded theory there is more emphasis on the role the researcher
plays in the process (co-producer); using reflexivity, finding meaning and using
imagination. In Glaserian grounded theory (GGT) the strategy is to seek data,
describe observed events, and answer fundamental questions about what is
happening, and then develop theoretical categories to explain it through the theory
that emerges (Holton, 2008). While the constructivist approach had potential to be
used for the study, the researcher felt that GGT had the most potential to remain true
to the participant data.

Whilst criticism of the Strauss & Corbin version suggested that differences in the
methodological approach had potential to overpower what data had to say (Evans,
2013). Charmaz’s (2000) constructivist version of GT faced criticism for being a
prescriptive and directive approach over emphasising construction and losing
abstraction (Simmons, 2011).

The theoretical basis of constructivist grounded theory is that the study is the vessel
through which participants’ experiences and meanings are interpreted to form
grounded theories that reflect these imposed constructions of reality. The
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researcher can see the merits of using constructivist grounded theory. However,
Charmaz (2006) seems to have created a grounded theory approach with emphasis
on applying multiple questions to data analysis and coding that could potentially
sabotage the emergence of theory (Glaser, 2004).

Constructivist grounded theory was not perceived as the most appropriate manner to
elicit the participant voice in this study and was therefore rejected. GGT retains the
participant voice; thus was identified as the most appropriate version of grounded
theory for this study, remaining as pure as possible to what the data have to say.

3.3.3 Why Glaserian grounded theory?

The researcher had some experience of phenomenology as a methodology, but had
never considered GT. Phenomenology does not have to be descriptive and it can
culminate in development of a theory, but requires use of additional frameworks to
achieve this. It was feasible, but GGT was the most appropriate method to answer
the research questions, aim and objectives posed in the current study as outlined on
page 50 of this chapter. Selecting GGT was the right decision as it has reflected
participant views and experiences remaining true to what they have said.

GGT has philosophical flexibility and is perceived as unbiased; therefore it is
applicable to any study and type of data where the intent is to generate a
conceptually generated theory (Holton & Walsh, 2016). A strength of grounded
theory lies in the ability to move data from a descriptive to a conceptual level, but this
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can be a confusing process (Artinian et al., 2009). In grounded theory the researcher
can benefit from knowing little about the subject being studied to having expert
knowledge of the theory that emerges. The theory can be modified if new data
indicate new categories or properties of categories.

The problems in grounded theory tend to originate from the researcher rather than
the method. It is usually the researcher’s preconceptions about participants’
responses that can sabotage the process (Simmons, 2011). Another researcher
based difficulty is the need to tell every detailed aspect of the story. It can be a
challenge for the researcher to leave aspects behind that are not specific to the core
category. Story telling like Charmaz’ work (1999) is what Glaser describes as
qualitative data analysis, but he does not construe it as grounded theory. Sample
size cannot be predicted at the outset and relies instead on homogeneity of the
sample and data saturation. Glaser does not advocate use of interview guides, but
for novice researchers this may be a necessary part of the process. He argues that
audio taping interviews create an information overload rather than capturing the main
ideas (Artinian et al., 2009).

3.3.4 GGT overview of process
Grounded theory is the systematic generation of theory through a systematic
approach that follows rigorous research procedures that lead to the emergence of
conceptual categories. The relationship between the conceptual categories forms a
theoretical explanation of the actions that continually resolve the participants’ core
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concern in a substantive area (Glaser, 2012). In grounded theory, participants
identify the research problem through their perception of what has been significant to
them and telling the researcher how they manage that problem (Simmons, 2011).

GGT method is about abstract conceptualisations with the key focus on the
substantive area of inquiry in order to enable a true emerging theory to be generated
(Glaser, 1998). The aim is that the researcher can answer questions that lead to
understanding the complex processes that are occurring. It is seen as an appropriate
way to study an area where little is currently known. In GGT the unit of analysis is
not the person, but the incident. These incidents may be numerous in a GGT study.
When comparing many incidents in a certain area, the emerging concepts and their
relationships are in reality probability statements. So the results of GGT are a set of
probability statements about the relationships between concepts, or an integrated set
of conceptual hypotheses developed from empirical data (Glaser, 1998).

The researcher may have sensitising concepts, which are described as not having
specific attributes, rather they provide a general sense of direction in which to work
(Bowen, 2006).They capture issues of background interest, assumptions about the
area of study, but a hypothesis is not tested in favour of detailed analysis facilitating
the emergence of theory (Lingard et al., 2008). It has an iterative study design with
cycles of simultaneous data collection and analysis. The analysis informs the next
cycle of data collection, theoretical (purposive) sampling and system of analysis
(Lingard et al., 2008). Glaser (2004) says to avoid descriptive interpretation and
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instead use abstract conceptualisations using constant comparison, this in his view
facilitates emergence of stable patterns in data/concepts.

Glaser has maintained induction as a key process in GGT, moving from data to
empirical generalisation and developing theory (Bulmer, 1979). The role of induction,
deduction and verification is outlined in Figure 2.

Figure 2: GGT process (1978, 1992) place of induction, deduction and verification
in grounded theory analysis (Heath & Cowley, 2004 p.144)

Glaserian Grounded Theory
data

data

data

Emerging questions & patterns
Deduction/ verification

data

data

data

Induction is seen as the fundamental process in developing theory (Glaser, 2011).
As data are analysed and coded, ideas and potential insights are developed and
recorded in theoretical memos (Evans, 2013). Imagination and creativity used in
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memoing are vital to ensure development of a theory which captures and enhances
knowledge and understanding of the substantive issue (Glaser, 2011). Deduction
and verification are subservient to emergence, whereas Straussarian GT disagrees
on this aspect of the process (Holton, 2008). Ideas generated must be verified by all
data and categories are constantly refitted (Glaser, 1978) to ongoing comparisons of
incidents in old and new data, being mindful of forcing data (Glaser, 1992).

The data inform theoretical sampling, which is the process of data collection for
generating theory where the researcher jointly analyses data, creates codes and
decides what data to collect next and where to find it, in order to develop a theory as
it emerges (Glaser, 1978).

The relationship between the question that the researcher sets out to answer and the
research design used to answer the question are pivotal to any study. It was
important to ensure that an appropriate design was chosen to answer the question,
because an inappropriate design leads to undermining of the quality of the study.
The research question is dependent upon the purpose of the research, what the
researcher wants to know, what is known already and what type of data will be
generated. The following section explores the researchers’ decision making
regarding the design of the study in keeping with use of GGT.
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3.4 Research design

A research design can be defined as a plan outlining how, when and where data are
to be collected and analysed (Parahoo, 2014). The research design provides a
framework for the collection and analysis of data and reflects the decisions made by
the researcher regarding the tools chosen for these processes (Polit & Beck, 2008).

The following sections of this chapter explore the researcher’s decisions regarding
the research design.

3.4.1 The research setting
At the commencement of the study in 2010, there was only one critical care unit in
Wales with a diary team and where patient diaries had been implemented. They
wanted evidence to identify if investment in patient diaries was indicated, or not, as
there was little research based evidence to support their use. The researcher had
expressed an interest in doing a PhD and was invited to meet with the critical care
team involved in diary use and that led to this study.

The critical care unit involved in this study is split between two distinct environments;
these being the intensive care unit (ITU) and high dependency unit (HDU). ITU
consists of twelve beds and two side rooms; while HDU has six beds and one side
room. Internal rotation of staff between the two environments is practised.
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The critical care unit covers a large geographical area and is based in a district
general hospital. Patients require referral and transfer should their treatment require
more complex interventions that can only be provided in the regional specialist
hospital.

3.4.2 Participants and recruitment
Once ethical approval processes were complete and the study could begin, a
meeting was held between the researcher and diary team to discuss the recruitment
process: referral to the study inclusion and exclusion criteria, contents of the study
information packs and to answer any questions they had. One hundred ready-made
study information packs were provided for the diary team to address and send
alongside the diary invitation to patients who they were inviting to collect their diary.
Their practice was to send the invitation at six weeks after patients had been
discharged to their home. The diary team tracked patients through the healthcare
system to identify this information and also to identify any deaths and avoid sending
information to bereaved families. Study packs included information about the study,
contact details and Freepost envelopes if people wished to participate.

In hindsight the researcher should have been at the forefront of the recruitment
process and considered alternative strategies to aid in the process; such as adding
the personal touch of face to face explanation of the study and seeking to recruit in a
more personal manner than was actually implemented. Study packs could have
been construed as too onerous to read so soon after post-ICU discharge.
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All participants were admitted to the critical care unit at the study site and met the
study inclusion/exclusion criteria (see Table 3 below).
Table 3: Study inclusion/exclusion criteria
Inclusion criteria:
Adults age 18 years or above
Critical Care Survivors
≥48 hours intubated and ventilated
Patients who are capable of providing informed consent to participate.
Exclusion criteria:
Patients who are unable to provide consent to participate.
Patients who remain too unwell to participate.

Most participants were approached to take part in the study by postal invitation.
However, some were also recruited while attending the appointment to collect their
diary. The diary team prompted them about the study information packs and asked if
they wanted to participate in the study. In hindsight, this meant sampling would have
favoured a sample representative of those patients who did want their diary.
Furthermore, the fact that some participants were attending an appointment to
collect their diary may have influenced their willingness to participate in the study.

A total of fifty nine participant information packs were distributed with ten returned.
The researcher was not aware at the time that her main link in the diary team for
recruitment had changed jobs and it is possible that key information was not handed
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over about the study inclusion/exclusion criteria. It was clear that the inclusion/
exclusion criteria may apply on face value when looking at patient notes, but there
was the reality that recovery from critical illness, once home, could lead to a
participant not actually being well enough to take part.

3.4.3 Sample
Sampling was purposive (selection against pre-determined criteria i.e.: the
inclusion/exclusion criteria above). The benefit of purposive sampling is the ability to
gain in-depth information about the area of interest directly from those who have
experienced it (Polit & Beck, 2008). The aim was for the sample to provide a
purposive selection of patients who had been critically ill and had a diary written on
their behalf, with the intention of capturing participants who did, and did not, want to
collect their diary (Guest et al., 2006). The researcher had anticipated recruiting
participants who wanted to collect their diary, as well as those who did not. In reality
this strategy was limited with only one participant was recruited who had no intention
of collecting his diary. One participant (Participant 8, Harry) was suffering ill health
and the researcher felt it inappropriate to interview him on a third occasion. This was
discussed at the end of his second interview and he seemed comfortable with that
decision. The researcher was concerned that the participant (participant 9- no
pseudonym given), who withdrew, did not meet the study inclusion criteria and was
going to meet him to assess the situation as she felt he was sent the study pack
erroneously. Therefore, it was not possible in the remit of this study to establish
perceptions of patients who did, and did not, want their diary.
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A sample size of n=10 participants was recruited for this study, with one withdrawal
prior to their first interview. The actual sample consisted of six women and three men
n=9. This was a small sample size, but that is acceptable within qualitative in-depth
studies (Francis et al., 2010). Using a qualitative paradigm within a grounded theory
means numbers recruited will be small. In qualitative ontology small numbers of
participants enable the researcher to explore experiences in more detail (Polit &
Beck, 2012).

There is a gender imbalance in the sample with more women represented than men.
The concern with this is whether the sample is truly representative of the population
being studied and perhaps as described above a different recruitment strategy
should have been employed. However, despite the gender imbalance all participants
provided similar perceptions and data saturation was reached where no new
information was forthcoming. It could be argued that had recruitment altered to
capture participants who did not want their diary that may have introduced
information pertaining to why some patients preferred not to collect their diary and an
opportunity to compare these different viewpoints was lost. Another consideration
was that if there had been equal representation of gender that may have led to
further insight. It is important to note that no sample strategy will be perfect (Holland
& Rees, 2010).
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3.4.4 Patient demographic data
The diary team were asked to complete a participant demographic data collection
sheet providing brief background details such as date of admission to determine
length of stay, reason for admission, length of time in critical care and in hospital
overall, gender and age. It was anticipated that socio-demographic data would be
useful in identifying potential trends in patient demographics that could have
impacted on participant perceptions of diary use, or their experiences, during
recovery from critical illness. However, more often than not these forms were not
completed due to clinical workload pressures. The researcher was able to use
regular contact meetings with the diary team to complete any missing information
and clarify with participants, but the information proved useful only for background
context.

Table 4, p.71 below outlines the participants, their pseudonym and dates of the three
phases of interviews. It also identifies, in brackets, if the interview was conducted
alone or with the significant other present. In some participant interviews having the
significant other was helpful as they were able to prompt discussion, particularly
when participants could not remember certain aspects. Some significant others
needed to tell their story of events before handing over to the participant to carry on
the interview.
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Table 4: Participant data
Participant &
pseudonym

Reason for
admission

Length of stay Length of
in ICU
hospital
admission
1 week
2 months

Interviews

1 Alice
(recruited prior
to diary
collection)

Respiratory,
Gastrointestinal
& sepsis

2 Beth
(had diary)

Respiratory,
Cardiac,
neurological
Sepsis and
Cardiac Surgery

10 days

2 weeks

01/02/12(husband)
14/05/12(husband)
12/10/12(husband)

1 month

4 months

08/02/12(husband)
11/06/12(husband)
19/10/12(husband)

4 Diane
(had diary)

Respiratory and
renal

1 week

1 month

23/02/12(alone)
20/06/12(alone)
16/10/12(alone)

5 Emily
(had diary)

Respiratory and
sepsis

5 days
+ 2 days

7 days + 10
days

6 Fran
(had diary)

Neurological

5 days

2 months

7 Graham
(recruited prior
to diary
collection)

Sepsis &
Cardiac Surgery

6 weeks

2 months

06/03/12(alone)
27/06/12(alone)
04/12/12(alone)
02/05/12(husband)
17/10/12(alone)
11/02/13(alone)
15/06/12(wife)
16/10/12(wife)
31/01/13(wife)

8 Harry
(recruited prior
to diary
collection)

Gastrointestinal
and sepsis

2 weeks

1 month

02/07/12(alone)
15/10/12(alone)
Ill health

9

Withdrew from
study
Gastrointestinal
and sepsis

2 weeks

6 months

12/11/12(wife)
28/02/13(alone)
12/06/13(alone)

3 Clara
(recruited prior
to diary
collection)

Male

10 Ian
(had diary)

27/12/11(alone)
29/03/12(husband)
22/10/12(alone)

The age of participants ranged from 40-73 with a mean age of 58.4 years. Length of
stay in critical care and hospital overall varied, with some spending one week to the
longest stay of six weeks in critical care. The majority spent two months or longer in
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hospital as a result of their critical illness. One participant was unfortunate enough to
have two admissions to critical care as a result of the same condition (participant 5,
Emily). Two participants were transferred to a specialist hospital for further
treatment (participant 3, Clara and participant 7, Graham). One participant,
(Participant 10, Ian), had a complex critical illness trajectory and whilst only spending
two weeks in critical care he required six months recovering in the hospital prior to
discharge home.

3.4.5 Data collection
In a pure GGT approach unstructured interviews are used by choice, but as a novice
researcher, unequipped with the necessary knowledge and skills, semi-structured
interview guides were used (see Appendix 2, p.385). A longitudinal qualitative design
using Serial Qualitative Interviews (SQIs) enabled the data collected for analysis to
be reflective of what was actually happening to participants in relation to diary use,
experiences since discharge home and recovery over a period of a year post critical
illness (Kvale & Brinkmann, 2009).

In GGT the sample were interviewed sequentially at two, six and twelve months in an
overlapping process of constant comparative analysis where interviews were used to
inform the next and were transcribed and analysed simultaneously. The longitudinal
approach was beneficial in that it facilitated insight into critical care survivor’s
recovery process over the period of a year; capturing the most significant period of
recovery (Rattray, 2013).
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There are various interview techniques that can be utilised for research purposes,
such as, formal interviews that include structured, semi-structured and unstructured
interviews. In order to ensure this study was representative of other longitudinal
qualitative research studies using a twelve month timescale; the researcher chose to
use interviews, which were sequential to facilitate a longitudinal approach at two, six
and twelve months post-ICU discharge (Löf et al., 2006, 2008, Agård et al., 2012). In
longitudinal qualitative research using Serial Qualitative Interviews (SQIs) the timing
of recruitment is important to capture perceptions of the area of study at the most
useful time points (Murray et al., 2009).

Murray et al. (2009) propose that longitudinal qualitative research enables
researchers to gain greater insight into the participants’ individual and changing
experiences of their illness than would ordinarily occur from a one off interview.
They highlight that SQIs facilitate a participant and researcher relationship that can
enable participants to be more open about sensitive or emotive personal concerns
related to their illness, care or recovery.

The selection of two months for the initial interview gave time for potential
participants to have been discharged from hospital and to have received the
invitation to collect their diary and study information. Interview at six months would
reflect the midpoint of the recovery period being studied and aim to capture any
changes in perceptions, interaction with their diary and aspects of recovery that the
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participants felt significant to share. The last interview at twelve months was an
opportunity to further explore and clarify key issues identified from data and to
ascertain patterns in participant perceptions of their recovery and the role their diary
may have played.

Using SQIs offered the added benefit of establishing a rapport between the
researcher and participants. However, the researcher had to be mindful of her role
and purpose in the interview process; meaning it was not about counselling or health
advice (Murray et al., 2009). It is important that a suitable environment (such as a
room away from the critical care area or at the participant’s home), time and place
are organised at the participant’s convenience for data collection (Robinson, 2006,
Mapp, 2008). In the case of this study, all participants chose to be interviewed in
their own homes.

According to Murray et al. (2009) the qualitative interview may be the only
opportunity the participants get to tell their story and this can be empowering for
them. In SQI’s a relationship can develop whereby they are more open in their
disclosure of thoughts and feelings about their experience.

The participants and significant others said that they found the interviews clarified
things and helped their mutual understanding. They had found the process useful in
terms of it allowing them to tell their stories and some expressed concern that had
they not taken part in the study, there would have been no opportunity for them to be
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listened to or followed up after their critical illness experience . SQIs took place
between 27th December 2011 and the final interview was conducted on 12th June
2013, therefore taking just over 18 months to complete the three phases of data
collection.

According to Holland et al. (2006) data overload is a risk for the researcher,
especially when interview phases overlap. A concern about using this approach is
the enormous amount of data that the researcher has to contend with and
organisation and planning are seen as essential (Kvale & Brinkmann, 2009). Field
notes were used to aid in capturing emotions, behaviour and key points that may
otherwise have been lost.

Table 5 below outlines the amount of data collected for each interview phase during
the current study.
Table 5: Amount of data collected for each interview phase
Amount of data collected for each interview phase
2 months
6 months
12months
829 mins= 13.8 hours
675 mins=11.25 hours
436 mins= 7.26 hours
Total amount of data
1,940 mins= 32.30 hours
from this study

According to Murray et al. (2009) the qualitative interview may be the only
opportunity the participants get to tell their story and this can be empowering for
them. In SQI’s a relationship can develop whereby they are more open in their
disclosure of thoughts and feelings about their experience.
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The researcher noticed that when something significant had occurred, participants
would refer back to it at each interview. Over time their views sometimes altered
from a negative to a positive stance and having a significant other present at
interview had helped some participants and their families to have a greater
understanding of each other’s perspective. Some expressed how they talked about
events, but did not really think about some of the concerns each had raised during
the interview conversation. This had proven to be helpful to the dynamics of the
couple in the post-ICU recovery period. Conducting the research with these
participants, willingly sharing such intimate and significant experiences was a
privilege.

Theoretical sampling is described as data collection for generating theory and
requires the researcher to jointly code and analyse data to adjust subsequent data
collection in order to develop theory as it emerges (Evans, 2013). Ultimately
theoretical sampling helped the researcher prioritise the questions asked of
participants. Interview questions were also adjusted by using theoretical sensitivity,
which forms from accessing literature pertinent to the themes emerging from the
interviews (Glaser, 1978). Once no new data were evident during interviews the
researcher felt data saturation had been achieved and data collection stopped
(Holloway & Norton, 2010). This was confirmed when data analysis was complete
and theoretical saturation was evident in the data and no further data collection was
required (Simmons, 2011).
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All interviews were conducted during the daylight hours. The researcher abided by
the university lone working policy; ensuring that her whereabouts during the
interview phases were known to one university appointed individual and contact was
made on both entry and exit from the interview.

3.4.6 Data analysis
The goal in GGT is not description, but generating concepts that explain people’s
actions, regardless of time and place. Description is only used to explain the
concepts. In GT the unit of analysis is not the person, but the incident. These
incidents may be numerous in a GT study. The findings of GGT are a set of
probability statements about the relationships between concepts, or an integrated set
of conceptual hypotheses developed from empirical data (Glaser, 1998). Therefore,
analysis and data inform each other continuously and constant comparative analysis
was carried out between each interview conducted in this study to facilitate emerging
working propositions and grounded theory (Glaser, 1998, 2011).

GGT consists of the following stages of data analysis:

1. Initial coding, which is substantive and data dependent
2. Intermediate phase, continuation of above with constant comparative
analysis.
3. Constant comparative analysis itself has four stages (Glaser, 2008):


Comparing incidents applicable to each category



Integrating categories and their properties

77



Delimiting the theory



Writing the theory

4. Emerging theory synchronised with the above processes through theoretical
development, refitting and refining of categories which integrate around a core
concern. The theory should have scope and modifiability
(Adapted from Heath & Cowley, 2004, p.146).

Figure 3, p.79 below outlines the connecting processes required for conducting
GGT. Although displayed as a flowchart, in reality the processes overlap. The
processes in the flowchart are explored in this section of the chapter.
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Figure 3: data analysis
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Constant comparative analysis is central to GT, it is a complex process that leads to
the redesigning of the research as new concepts emerge and relationships amongst
the variables develop. The incidents in the data lead to concepts that become
categories. Incidences related to categories are then compared allowing the
formation of the properties of categories. Categories are subsequently compared
with each other and refined until no new information is identified, thus saturation has
occurred and no further categories arise and old categories no longer expand
(Glaser & Strauss, 1967).

Constant comparative analysis is about generating accurate evidence about the area
of study. Generalisations are made and explored to generate new theory which
captures the maximum behavioural variation from participants (Holton, 2008,
Simmons, 2011, Stern & Porr, 2011).

3.4.6.1 Transcription and use of NVivo
The initial analysis of transcripts and field notes should begin immediately with
subsequent SQIs continuing to generate data, thus enabling emerging themes and
concepts to be tested and developed in subsequent interviews (Murray et al., 2009).
The researcher completed her own transcribing, which she felt aided the coding
process and development of concepts.

It is advocated that interviews should last between 60 – 90 minutes and that they are
transcribed verbatim (Lundqvist et al., 2002). Table 6 below outlines the average
interview length in relation to each phase of SQI. It is interesting to note that the
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initial interview was the longest, but this fits with establishing the participants’ stories
and responses to initial questions. At six and twelve months the interview length
decreases as these interviews were aimed at clarifying previous data and exploring
new codes and categories that had emerged from the data. This is demonstrated in
Table 6 below.

Table 6: the average length of interview for the three phases of SQI’s

2 months
92 mins=1.53 hours

Average length of interview
6 months
75mins= 1.25 hours

12months
54.5 mins

The interviews were transcribed verbatim in English and anonymity was maintained.
This was done by anonymising participants’ identity, initially using numbers and
eventually applying pseudonyms. The transcripts were saved in NVivo 10 and
backed up on the hard drive on the researchers password protected computer in a
locked office. By listening to and replaying interviews the researcher was able to
clarify what was said and to make note of emotional responses. Field notes added
context of behaviour and body language at certain points in the interviews.
Transcription was done in full for every interview and the researcher found it useful
to print transcripts, maintaining confidentiality and anonymity, so they could be read
and re-read. It was useful to write memos in the margins and to highlight key words
or points of interest.

As transcription progressed the researcher was able to make memos about codes
and concepts and connections began to emerge as part of the constant comparative
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analysis between each interview. NVivo 10 helped the researcher to establish
relationships between data and to form codes in order to manage the large amount
of data.

There are pros and cons to using computer software or manual handling of data in
the management of qualitative data. Computer Assisted Qualitative Analysis
Software (CAQDAS) like NVivo 10 is compatible for use of grounded theory; the
nodes facilitate formation of a coding structure and development of conceptual
categories. This is possible through a manual approach with the researcher using a
paper trail to develop the process rather than a database system. The amount of
data to be handled can be overwhelming if done manually and using a system like
NVivo 10 centralises the study paperwork and removes some of the anxiety around
locating specific information (Zamawe, 2015). Manual analysis can be complex with
colour coding, cutting and pasting or using post it notes, securing the information is
not as easy as if it is done electronically (Burnard & Davis, 2006).

Using NVivo 10 and documents of the transcripts in a combined manner worked
well for the researcher and essentially provided an audit trail of the development and
progress of the study (available on request).

3.4.6.2 The coding process followed
The main concepts in grounded theory are codes, coding and development of
categories. Data are collected and from this data key points are identified as codes:
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the codes are grouped to form concepts which become categories that inform the
generation of theory or hypothesis (Glaser, 2011, 2012). The process of identifying,
refining and integrating categories leading to the emerging theory requires the use of
strategies or key features, such as constant comparative analysis, theoretical
sampling and theoretical coding (Lingard et al., 2008).

All interviews were analysed individually and compared with those conducted
previously, as expected with constant comparative analysis. Coding required reading
transcripts line by line, to identify key words, phrases or incidents. Over time new
codes became less likely and there were clear patterns emerging in the data.

Using NVivo 10 and discussion with one of the supervisors, an initial coding
framework was agreed (see Table 7 below). As a novice researcher this was
necessary to clarify the process.
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Table 7: Initial coding framework
Initial coding framework emerged
from NVivo 10
Attitudes
Autonomy
Background data
Come to terms ( in-vivo code)
Communication
Control
Critical care
Dignity
Feelings
Family
Illness story
Lost days/time/ out of it
Making sense
Memory
Mortality
Perceptions of care
Recovery
Diary

The codes identified eventually linked to form categories or key themes that
encircled the core category (concern/variable). Writing the findings chapters and first
draft of the thesis, encompassing memos, enabled the researcher to develop a more
detailed theoretical view of the study.

Glaserian grounded theory (GGT) uses two forms of codes: substantive and
theoretical as outlined below:

Open coding is about the researcher searching in order to code anything and
everything; using an overview and microscopic level of insight and developing
categories which inform theoretical coding (Denscombe, 2003, Grix, 2004). Initially
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coding is a busy process which slows as patterns emerge. Open coding continues
until data forms a set of categories which are relevant to theory integration (Glaser,
2003). Substantive coding entails open coding followed by selective coding aiming to
conceptualise the empirical substance of the area being studied.

The table below outlines the resulting substantive coding produced through constant
comparative analysis of the data.

Table 8: Substantive coding
Critical care experience
“Being out of it”
Memory
“Is it normal to feel like this?”
“Lost days”
“Lost time”
Existence
“Surreal” versus “reality”
Dreams
Hallucinations
Nightmares
Waking
Information, communication & explanation
“Making sense”
Being ready to know
Behaviour
“Shock”
Avoidance
“Mentally what a patient has to go through”
“Try to understand”
“Need to know”
“Filling in”
Family support
Consequences
“Realise how ill I was”
“Setback”
Facing own mortality
“Coming to terms”
Leaving critical care
“Reality of coming home”
Family experience
Family “tougher time”
Family “coming to terms”
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Diary process
Collecting the diary
Staff as strangers
Seeing critical care
Narrative content: diary entries
Photographs
Perceptions of care
Diary Expectations
Diary limitations
The diary role
Recovery & progress
Anniversary
Moving on
Gratitude & appreciation
Security

According to Glaser (2013a) theoretical codes (TC’s) are emerging abstract models
from mature memos that result in a potential substantive theory. They are
conceptualisations of substantive codes that create hypotheses towards theory
development. According to Glaser substantive coding comes easier than theoretical
coding and hence he says they tend to be implicit (range, dimensions or process)
rather than explicit in writing up of grounded theory because the novice GT
researcher struggles to represent them in their theory. TCs essentially are abstract
models that integrate categories and their properties forming a theory. A TC needs to
integrate the substantive codes in such a way that their fit and relevance is explicit in
the theory (Glaser, 2013b). Substantive codes are essential to TCs and the most
common TC represents dimensions of a core concept. The integrative interactions
between substantive and TCs are what substantiate generation of GT. A core
category may be a TC that has been named.

In this study theoretical memos, which are discussed later, helped form the
theoretical coding and the relationship of these themes to conceptual categories.
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The conceptual categories are depicted in bold above the associated codes that
inform the theory is outlined in Table 9. These are explored in Chapters 4-7 and
Chapter 8:
Table 9: Theoretical development from codes to formation of conceptual
categories and subthemes that developed into the ensuing chapters
CODING
Critical care, “out of it”
“Lost days”, “lost time”, “exist”
Memory, dreams, hallucinations, “surreal”,
“reality”
“control”
“Existence”

Mentally, shock, life threatening
Understand, appreciate how ill, not
knowing, journey
Recovery, progress, setbacks, limitations

Not knowing, understanding, explain,
Worry, panic, scared
“Family support” once home, “emotional”,
“dependent”, “not telling me everything”,
“families go through it more than you”,
“stressful”
“unable to move”, “weak”, “shock”, “stay
strong”, “explanation”, “out of my control”,
care and attention, “coming to terms”,
“accepted it”, “questions”, “answers”,
“confidence”, experiences,” trapped”,
flashbacks, stronger
“shock”, “limitations”, “realise”, “accept”

Process- participant perceptions, angry,
expectations
“harsh realities”, “go down that road”
“Jigsaw”, “limitations”, “story”, “journey”
Needing to know what happened, Family
control of information, feelings, reading it,
care, nurses contribution, personal to them,
reassure, peace of mind, control, comfort,
chronological, missing dates, black hole
Follow-up, aftercare, confrontational,
coping, questions unanswered, emotive,
unsupported process.

CONCEPTUAL CATEGORIES (Bold) and
associated codes
“Being out of it”
“lost days”
Memory loss
Loss of control
Existential crisis and self-identity
Recovery: “Is it normal to feel like this?”
“Mentally what a patient has to go through”
“Realise how ill I was”; “anniversary”
Recovery & progress: “the struggle”
“Something I must know”
Communication
Family role

Uncertainty, “regaining confidence” and
“coming to terms”

“Regaining confidence”; “coming to terms”
“It’s a piece of jigsaw”
The diary process
“Being ready to know”
Capturing what happened
Constructing the critical illness story

Benefit versus harm
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“Reassuring”, “personal”, “comfort”, “peace
of mind”, “make sense”, “answers”,
“journey”, “story”, “jigsaw”, “lost days”

Diary role

3.4.6.3 Memos
Memoing and capturing of ideas are essential to the actual write up of what emerges
from data, its analysis, and theory generation. The researcher is required to theorise
in their write up of ideas about codes and their relationships with no concern for
grammar to minimise risk of writer’s block (Glaser, 2004). The premise is that
memos can be modified as more data has impact and the ideas develop (Glaser,
2013b). Once theory is concrete enough, literature related to what the researcher is
finding in the data is then analysed and integrated if relevant. Memos form a means
of tracking the development of GT from the starting point of substantive to theoretical
coding and finally to theory development (Glaser, 2013b). The memos identified in
Table 10 below demonstrate how notes were made alongside participant quotes to
help in the coding process (see Appendix 3, p.386 for further examples).
Table 10: example of memos from the current study
Memos
Evolves into potential detachment from the situation! Consider this more. Loss of
control over all this as no memory consider this.
“My family talks to me obviously, but they tell me what’s happened” (Alice 2 months)
Family as a resource for information about what happened
“Which upset them obviously, more than me, cos they could see I was in pain, which
I wasn’t feeling” (Alice 2 months)
Family going through more than the patient?
In vivo code: “come to terms with” or alter to coming to terms with
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“It’s something I must know” (Alice 2 months): Knowing what happened is
important, seems to be relying on family as a source of information, but possibly
feels this is not enough: ‘something I got to know.’

Memos are modified and refined as the research develops and Glaser advocates
memo development is kept in chronological order (Glaser, 2012). Theoretical memos
are a means of unlocking connections between ‘conscious, unconscious and
preconscious mind’ (Glaser, 2013b). Something considered early on may not seem
significant, but in final sorting of memos the researcher finds relevance.

The researcher used hand written memos and digital voice recorded memos to work
through ideas and eventually develop theoretical memos. The example in Figure 4
below outlines how developing concepts were mapped with ideas to help them
evolve into categories.
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Figure 4: Example theoretical memo from the current study

Listening back to recorded memos enabled clarification of thoughts and informed
written memos so they could evolve theoretically as required in GGT. Without this
process key concepts could have been missed or lost. Memo development benefited
from the researcher transcribing the data herself. As confidence increased and the
data grew, some coding and memoing was able to be integrated during transcription,
using bold or different colour coding where data were of interest.
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3.5 Ethical considerations
The experience of being critically ill often means the patient has come close to dying
and therefore it is an emotive and confrontational topic to study. The research needs
to be carried out sensitively and compassionately from start to finish for each
participant (Lowes & Gill, 2006). The researcher needed to carefully consider the
potential ethical issues that could occur within this study both for the novice
researcher and each participant who agreed to take part. Discussion with the
supervision team and other experienced research colleagues enabled the researcher
to identify and consider the key ethical concerns pertaining to the study.

The researcher also attended the Good Clinical Practice Training for researchers,
this raised awareness of ethical issues (28/03/2011). These issues incorporated
informed consent, discussing emotive or sensitive topics and maintaining
confidentiality as espoused when dealing with human beings. The study site Health
Board research risk review was approved on 6th May 2011 and Health Board
Research and Development research scrutiny was approved on 11th May 2011 (see
Appendix 4, p.391). Ethical approval for the study was sought from the University
Faculty Ethics Board and was approved on 25th July 2011. On 20th September 2011
the study gained favourable opinion from South East Wales Research Ethics
Committee for the National Research Ethics Service (NRES), providing independent
scrutiny (see Appendix 5, p.394). Thus the necessary research approval was gained
prior to commencing the study.
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3.5.1 Consent
A challenge associated with this longitudinal research design was continued access
to the participants for the period of the study (Steinhauser et al., 2004). The consent
form included the need to meet on three occasions during the study, but equally
allowed participants to withdraw at any time they wished without detriment, but with
consent to use data collected to that point. Steinhauser et al. (2004) highlight that
establishing a good researcher and participant relationship at the outset reduces
attrition. Generally participants that engage in the study will try to see it through;
death or deterioration of illness is usually the cause of attrition in these cases.

Participants received the study information pack (see Appendix 6, p.396) The
information was intended to fully inform participants of the purpose of the study and
requirements associated with participation, so that they could make an informed
decision to take part or not (Holland & Rees, 2010).

If the individual wanted to participate, a mutually agreeable date and venue were
decided for the interviews. All participants wanted to be interviewed in their own
home. Participants were asked to participate in three agreed scheduled interviews
with consideration given to their length to avoid overburdening the participant
(Murray et al., 2009).

Most participants had read the study information pack prior to the first interview and
seemed enthusiastic about taking part. There were just a few who benefited from
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going through the information and who clearly had not read the documents. It was
vital for clarification about the study and informed consent to ensure all participants
understood the study. The researcher went through the study information pack with
each participant prior to obtaining their written consent (signed and dated) and reaffirmed this prior to each interview (see Appendix 7, p.401).

The researcher sought participants’ permission to digitally record their interviews and
explained why. She reiterated the purpose of the study and the information included
in the study information pack, confirmed written and verbal consent for her records
and clarified contact details. Continued consent to participate in the study was
checked prior to each subsequent interview.

3.5.2 The harm versus benefit ratio
The researcher needs to ensure that the benefit derived from the study outweighs
the amount of risk. A study is deemed ethical if there is a favourable risk-benefit ratio
(Ioannidis et al., 2004). It was essential consideration was given to ensure
participants’ safety, minimising harm, maintaining dignity and respect, well-being and
the integrity of the research, the researcher role and responsibilities, throughout the
study. A crucial step in this process was ensuring participants knew exactly what the
study was about and what participation would entail.

The well-being of the participants in this study was paramount. The initial interview
occurred at an early point in their recovery and it was important not to add any
pressure. Qualitative interviews can be emotive when asking a patient to recall
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experiences related to illness. However, for participants, talking about emotive
experiences can be cathartic (Lowes & Gill, 2006). Prior to commencing the
interview the participants were advised that they could pause, stop or withdraw from
the interview at any point without detriment. Interestingly, feedback from participants
was that if they cried, often they commented that it was the first time they had
showed that emotion since it happened and they had needed to be strong for their
family, or it just had not hit them until they started talking about it openly.

Before starting the interview the researcher tried to engage the participant in general
conversation to try to alleviate their anxiety and to start to develop a rapport. The
researcher tried to demonstrate that she was genuine, interested and professional,
but approachable. When a participant became tearful the researcher was attentive
and empathic, providing reassurance. It was important to acknowledge how they
may be feeling and to give them time to work through it. No participants experienced
lengthy episodes of emotion. When it did occur the researcher checked if they felt
able to continue or if they wished to stop.

It was important to allow participants time to express their emotions and at the end of
the interview to ensure they had composed themselves again by engaging in general
conversation rather than discussing their critical illness experience. Most participants
were not alone during the interviews and this offered them family support when the
researcher left. There were no occasions when the researcher felt unable to leave
because the participant was in a distressed state.
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However, the researcher was aware that participants could experience a delayed
emotional response. All participants were reminded after each interview that if they
needed support they could access this through their General Practitioner (GP) or use
the support links supplied with the study information pack. Prior to commencing the
study the researcher met with the Health Board Clinical Psychology team who
agreed to provide a consultancy role should any concern regarding participants’
psychological well-being arise during interviews.

The aim was to safeguard the participant in terms of appropriate and prompt referral
if the circumstance arose. Fortunately, none of the participants required referral for
support either via counselling and most were in regular contact with their General
Practitioner (GP). One participant had two interviews before alerting the researcher
to health concerns that were being dealt with by the GP; this resulted in the decision
that it would be inappropriate to interview for a third time. Some support service
details that participants might find useful were attached to the participant information
sheet included with the study information pack.

The benefits of participation were not overplayed and participants were made aware
that their views might inform the future direction and development of diaries in critical
care or follow- up provision post -ICU discharge.
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3.5.3 Anonymity and confidentiality
It was vitally important to maintain anonymity and confidentiality of participants
throughout this study. All participants were given a participant number initially, which
was changed to a pseudonym for writing up purposes in order to relate to them as
people. Participants consented to use of anonymous direct quotations for the
purposes of sharing their stories, teaching and education.

All data collected; (transcripts, field notes and any other documents associated with
the study) were managed and stored securely using the university NVivo 10 software
programme or PhD folder stored on the hard drive of the researcher’s work based
computer. The computer was password protected, used only by the researcher and
was stored in a locked office. Paper copies of transcripts, chapters, as examples,
were anonymous and stored in a locked cupboard in a locked office. On completion
of the study all information will be moved into the university archive storage facility
and stored for five years, at which point it will be disposed of securely.

The researcher had a printed and bound version of interview phase one, two and
three, and eventually a combined version of all interviews. This approach helped the
researcher to explore data and maintain memo records. These resources were never
left unattended and when not used were locked in a cupboard in a locked office.
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3.6 Reflexivity

Conducting this research has been a journey for me both personally and as a
researcher. It is not just a process that you follow, it requires you to engage, often
intensely, and you need to adapt, learn and grow within the process. This has been
challenging at times, but also rewarding. The challenges have been developing and
sustaining a team approach while working closely with the diary team and
maintaining effective communication throughout the five years it has taken. I also
needed to develop my confidence in conducting research, through the recruitment
process, interviews and analysis using Glaserian Grounded Theory.

I explored methodologies that were appropriate for the research question. In effect it
was a decision between phenomenology or grounded theory. I explored both in
detail and both were eligible approaches. I felt more affinity with grounded theory,
specifically the Glaserian version because of its ability to focus on the patient voice
through the data. I am an organised person and like a sense of control over what I
do. So it was a major challenge for me when using GGT as it is very intense with all
aspects occurring at the same time in continuous cycles of data collection,
transcribing and analysis. My ability to be organised was useful, but the loss of
control I had over key elements of the research, such as participants and the
interviews, was difficult to adapt too initially.

The research journey has not been an easy one. I have had positive moments and
negative moments, which is normal in such a long process. Using GGT has been
challenging, but it is an approach that you continue to develop and understand
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during your research career. I will certainly use it again, but with more confidence in
the process through my research experience in conducting the current study.

I feel that despite trying to be organised and efficient, nothing can prepare you for
the reality of being responsible for conducting a study and the intensity of the
processes involved in interviewing, analysing and crafting the work. I feel I have
been through an enormous, but rewarding learning process. I acknowledge that
sometimes it was difficult to comprehend the data analysis and adhering to GT
processes was fraught with hurdles. The literature says that GT is something that
you learn to do better each time you use it. I think once you have experienced the
pitfalls that occur you are better able to avoid them in subsequent research.

In hindsight I appreciate that I lacked confidence in the interview process and this did
impact on my ability to maintain focus on participants’ perceptions of their diary. I can
now see that in allowing participants to tell me their story, then picking up and
exploring the relevant points raised, and asking focused questions at the end was a
mistake. This served to create more data that was about their critical care
experience as well as the focus on the diary. If I were to do it again I would be
confident about using the interview guide properly.

I had the support of my supervisors throughout the research journey and attended
monthly supervision sessions. Counselling or debriefing after interviewing is
recommended as it is seen as an emotionally charged process, especially when
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using serial qualitative interviews (SQIs). Support was available to me and was
accessed.

So for me, conducting this research has been a journey about knowing myself as
much as it has been about developing my knowledge of research. My experience
made me respectful of participants’ stories and their need to be heard and
acknowledged.

3.7 Achieving academic rigour

The rigour and quality of studies using qualitative methodologies which include
ethnography, phenomenology and grounded theory, as examples, have been subject
to debate. Therefore the robustness of the study findings are expected to be
effectively evaluated. As previously stated, scientific research held prominence for
many years leading to an assumption that quantitative evaluation criteria of internal
and external validity, reliability and generalisability were transferable measurement
tools for assessing the rigour and quality of qualitative research.

There are contentions that arise in the literature regarding how individuals can
determine whether the qualitative research produced is worthy research, or not
(Mason, 2010). The quality and standard of the study should emanate from the way
in which the researcher has demonstrated adherence to the tenets of their chosen
methodological approach, in this case GGT (Simmons, 2011).
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3.7.1 Assessing quality within qualitative research
Qualitative research has been criticised as biased, it often relies on small sample
sizes, is anecdotal and therefore lacks rigour (Hallberg, 2006, Bryant & Charmaz,
2007). Subsequently, it has been recognised that quantitative requirements for
validity and reliability are not suitable for evaluating qualitative studies (Sandelowski,
1996). Others have argued that qualitative research conducted well can be
unbiased, in-depth, valid and reliable, credible and rigorous (Mason, 2010,
Anderson, 2010).

While qualitative researchers agree on the importance of producing research of a
high quality, Denzin & Lincoln (2011) are critical of the need to shoehorn qualitative
research into different propositions for assessing or evaluating it. They argue that
qualitative research has plentiful methodological rules and interpretive guidelines,
which they feel are subject to change and to different perspectives. They feel it is
inappropriate to try to apply a single gold standard for evaluation of the plethora of
qualitative research methodologies and approaches that exist.

Lincoln & Guba (1985) suggested evaluation of trustworthiness of qualitative
research, which considers credibility, transferability, dependability and
conformability. These elements of evaluation are perceived as equating to the
assessment of internal validity, external validity, reliability and objectivity in
quantitative research (Polit & Beck, 2012).
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Regardless of the differing perspectives on evaluating qualitative research, as a
novice researcher writing a thesis it was important to carefully consider how the
current study could be evaluated.

3.7.2 Demonstrating rigour in the current study

Rigor in the current study was achieved by adhering to the GGT process, using
reflexivity throughout, and maintaining an audit trail of all documentation for
processes as they progressed.

Criteria for assessing the quality of grounded theory were posed by Glaser & Strauss
(1967, p.237-250) and reaffirmed by Glaser (1978, p.4-6). They remain the standard
by which the quality of a grounded theory should be assessed. In meeting the
standard for quality in the current study the following processes were followed. In
GGT the fit, relevance, workability and modifiability afforded to the substantive theory
provide evidence of achieving trustworthiness. Trustworthiness and credibility in GT
are addressed by remaining true to the method and avoiding re-modelling (Glaser,
2004). Trustworthiness of data was maintained by my ability to track my steps
throughout the various stages of the GGT process.

Conceptual codes and categories emerged from the data as outlined in the figures
provided at the start of each findings chapter, Chapters 4-7, and not from
preconceived or existing codes and categories (outlined in the conceptual map figure
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11 p.251). The substantive grounded theory identified (p.304) is able to interpret,
explain and predict future critical care survivor behaviour given the same
circumstances. A core concern was identified within the substantive area and is
conceptually grounded in the data. This means the core category is significant and
relevant because it is reflective of the participant experience and perceptions (see
chapter 8, p.245). The grounded theory produced was amended when new and
relevant data were compared to existing data and continually modified as new data
emerged: producing new categories, properties or dimensions of the theory.

As an aid to rigorous grounded theory development Glaser (1998, p.40) proposed
the following questions be asked:


What is this data the study of?



What category does this incident indicate?



What is actually happening in the data?



What is the main concern being faced by the participants?



What accounts for the continuing resolving of this concern?

More recently Glaser (2001, p.123-124) has provided further clarification of reliability
and validity in GT. The process of categories being constantly compared to vary
them for application and to develop new properties, ensures that the theory is
generalisable. These processes were fundamental to the emergence of theory in the
current study. Glaser says the theory fits, works, is relevant and modifiable and
credible. In terms of transferability Glaser says it transcends experience, it moves
from description to a conceptual level and because it is abstract of time, place and

102

people it can easily be applied to different situations and still fit. This provides
external validity in that the theory both fits the situation from which it emerged, but
can also be generalised to other situations through constant comparison. These
aspects from the current study have been outlined in the current chapter. This
provides dependability where all categories and properties are constantly verified
with new data or conditions requiring modification to account for variation and
enhancing the theory. Finally confirmability and the problem of reproducibility,
replication and objectivity is deemed by Glaser as not pertinent in GT because the
goal is conceptualisation not description. The concepts once discovered, stand on
their own and new data will only extend or modify the theory

Anderson (2010) points out that consequently a rigorous process is in place and
emerging theory is therefore an original product of the research. Reflexivity (already
discussed) is an important component of rigour.

Exploring research publications highlighted that individual interpretations of what
constitutes GT abound and it was challenging to filter out variations of GT that could
undermine my chosen methodological approach: GGT (Evans, 2013). An audit trail
of the processes used to conduct this study has been maintained through the
researcher’s combined use of NVivo 10 and saved chronological documentation that
could be produced on request. Glaser (2012) says that this is not necessary if his
approach is used well. However, the researcher had to be realistic about her
inexperience as a researcher, the responsibility of having been funded and the end
point of thesis submission for scrutiny. Logically, it was important to methodically
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capture the study development and progress. Therefore, providing traceable steps of
the research journey was an important facet of this thesis.

3.8 Summary of chapter

This chapter has discussed research paradigms, ontology and epistemology, which
inform the researcher’s philosophical stance taken toward the research. The
rationale for the choice of methodology was provided, a detailed exploration of
grounded theory was presented ending with a focus on the selected GGT approach
and application of it throughout the research design and data analysis process.
Evaluation of the GGT study and contention surrounding rigour has been explored;
identifying the criteria that are applied to establish the quality and originality of the
grounded theory that is the end product of a well conducted GGT study.

The study aim of providing an in-depth insight into critical care survivor experiences,
and use (or not) of a critical care diary during the first twelve months of their
recovery, to inform development of theory and future diary use was achieved. This
encompassed achievement of objectives 1-3. Objective 4 pertaining to
environmental and demographic factors that may impact on perceptions of the diary
was not found to be of relevance with the participants recruited in this study.

The next part of the thesis explores the conceptual categories in Chapters 4 through
to 7. The conceptual categories that emerged are “being out of it”, Recovery: “is it
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normal to feel like this?”, “something I must know” and finally critical care diary: “it’s a
piece of jigsaw”. The grounded theory that emerged will be explained in Chapter 8.

The following figures provide a summary of the conceptual categories (central circle)
and associated codes and the chapter in which they are discussed. These are
replicated at the outset of each of the findings chapters 4 through to 7. They are
provided here to sign post the reader to the ensuing content.
Figure 5: outline of chapters 4-7
Chapter 4

"LOST
DAYS"

"LOSS OF
CONTROL"

"BEING
OUT OF
IT"

Existential
crisis &
selfidentity
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MEMORY
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Chapter 5
"MENTALLY
WHAT A
PATIENT HAS
TO GO
THROUGH"

RECOVERY: "IS
IT NORMAL
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"REALISE
HOW ILL I
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RECOVERY &
PROGRESS:
"THE
STRUGGLE"

"Anniversary"

Chapter 6

"REGAINING
CONFIDENCE"
COMMUNICATION
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Chapter 7

THE DIARY
PROCESS
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"IT'S A
PIECE OF
JIGSAW"
BENEFIT
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HAPPENED

VERSUS
HARM
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THE ILLNESS STORY
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Chapter 4: “Being out of it”

4.0 Overview of chapter
This chapter aims to identify the longitudinal issues identified by participants in the
study in relation to their critical illness experiences and potential critical care diary
use, or not, over time. “Being out of it” (the conceptual category) represents
participant’s notion of a period of unconsciousness. This also encapsulated “lost
days” in relation to their time in critical care and this code explores the concerns they
identified related to the impact this had on their existence; thus on their sense of
identity. Participants shared concerns about “memory loss” and this code explores
participants’ concerns related to not remembering critical care and on awakening,
their awareness of surreal experiences that were difficult to differentiate from reality.
Ultimately, participants described being left with a sense of “loss of control” and this
code explores the impact this had on participants’ ability to relate to happened to
them. Existential crisis and self-identity code captures the impact of the critical illness
upon participants regarding the rift that now exists in their lives and how lost time
and loss of control have impacted on their sense of self- identity and resulted in
participants needing coherence to try to make sense of the life threatening event.
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Figure 6 below provides an outline of the conceptual category and coding used as a
framework for discussion in this chapter:

Figure 6: Conceptual category “being out of it” and associated concepts

"LOST
DAYS"

"LOSS OF
CONTROL"

"BEING
OUT OF
IT"

MEMORY
LOSS

Existential
crisis &
selfidentity

Most participants used the exact words "out of it” to describe their critical illness
experience. “Being out of it” has connotations about loss of self and control in sense
of time, memory, and identity.
“…its part of my life that’s gone which I don’t know about, because I didn’t
know which day was what…” (Ian 2 months)

As demonstrated by Ian in the quote above “being out of it” was a part of their lives
that they could not account for and what happened, unbeknown to them, during that
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time was a source of concern for those participants who wished to understand what
happened. They were left reliant on others to authenticate their time in critical care.
“Being out of it” was an unusual event for participants as in everyday life there is a
sense of continuity and self-identity through active engagement and participation in
things that happen.

4.1 “Lost days”

One of the underlying issues for participants pertains to the conceptualisation of their
“lost days”, which required understanding of what happened during the rift in their life
story for those who wanted to know.

“I think what I find the most difficult is I have lost ten days of my life haven’t I?
It’s not like going on holidays...they are completely gone and there is nothing
anybody can do about that is there?” (Emily 2 months)

There is expression in the quote by Emily above that she needs coherence to make
sense of what has happened to her, but at this stage of her recovery she has not
found that.

“It’s not real in some ways...I am accepting that it has happened, but it is quite
strange to really have six weeks of your life and there is nothing... my friend
said...about the riots in London and I went (shrugged shoulders) what? I didn’t
know because the family never spoke about that...Now and then things come
up that I don’t know.” (Alice 6 months)
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Alice’s quote highlights the fact that during participants’ recovery they were
continuing to try to piece together the story of their life during critical illness. Added to
this there was the impact of trying to catch up with events that occurred in everyday
life, be that family life or daily news. Alice talks about acceptance that this has
happened to her at the six month stage of recovery. Participants expressed a need
to understand what happened to them as a person and expressed the struggle they
had with their self-identity when they were unable to consciously interact and engage
with the world around them (Tembo et al., 2012).

4.2 “Memory loss”

It is clear from Emily’s quote that despite her feeling she has no memory of critical
care; in reality she does have some limited recall:
“...when I was out of it I want to remember things, because I think that would
explain it. Maybe I could come to terms with that better, because at this
moment in time there is nothing...just a bit of a spaceship...and can remember
being rolled over to be changed.” (Emily 2 months)

The uncertainty related to her memory does seem to be a cause of unease for Emily,
who describes herself as a private person. She clearly feels anxious about the
vulnerability of others being responsible for her dignity and privacy.
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Ringdal et al. (2006) and Samuelson et al. (2006) identified that over 50% of
intensive care patients retain factual memories regarding their admission.
Interestingly Toien et al. (2010) point out that factual memory in association with
critical illness may actually be related to increased risk of developing PTSD.

The data in the current study suggests that although participants described dreams
and hallucinations it was not possible to ignore that some may have been triggered
by actual experiences: Beth trying to get attention and being ignored, then being
incontinent:
“I had vivid dreams... He kept disappearing and walking about with a piece of
paper in his hand and writing. And I was there for ages, so of course I wet
myself, but this is a dream, because that wouldn’t happen on a ward. Well I
wouldn’t have thought.” (Beth 2 months)

Alice highlighted that even at six months she felt confused by the blurring of reality
and dream state that had occurred in critical care:

“Now and then I think, did I remember, did I hear that or did I make it up or did
I think I heard it or not.” (Alice 6 months)

Clara described how strange the high dependency unit environment felt to her and
the manifestation of stories that she lived through using poignant metaphors and the
association between surreal and reality:
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“...It was just so alien, it was almost like surreal...Nothing was making sense.
Why were these numbers up if they weren’t the dates? Why did I keep going
into this sort of, you know as if you were on some sort of trip, going into
something or other? You know and they were desperate at night to get me to
go to sleep and I couldn’t sleep. I was wide awake, starring, involved in this
whole episode of stories.” (Clara 2 months)

At six months the stories remained vivid for Clara and she still felt as if it was real, but
she tried to explain why this occurred and that perhaps it was down to the manner in
which her mind was trying to make sense of what was happening to her:

“...the storylines are still very very vivid to me, as if it was a reality, you know
and its almost as if everything that has gone into your subconscious is coming
back and in very strange formats, like people in your life were in these
storylines and everyone who has touched you in some way was appearing in
them and it was as if the mind was emptying itself of everything, but putting it
into weird and wonderful storylines and it was incredible because it was so
real...” (Clara 6 months)

Clara shows insight into how she felt her psychological well-being was maintained by
her experiences of trying to understand the surreal and the reality of her memories
and dreams. The diary helped Clara gain insight and in conjunction with discussion
with her husband helped her to understand what had happened to her in a
chronological and coherent manner.
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It is evident from the literature that ‘conflict resolution’ in terms of marrying memory
and experience with reality is not something that all patients wish to adopt (Adamson
et al., 2004). Indeed some would argue that expecting certain patients to confront
what has happened to them could actually be detrimental and incur psychological
harm where there was none (Tahir, 2014).

Participants demonstrated more detail about events in their interviews at six and
twelve months, but this seemed to be due to their incorporation of the stories their
family shared with them about their time in critical care and in association with critical
care diary use. In some cases when they visited the critical care unit to collect their
diary it prompted some new memories about the environment, such as light versus
darkness of the unit, the curtains or bed area.

“Memory loss” or perceived amnesia was expressed by all participants, even if they
could provide some overview of distorted memories; their perception was that they
did not remember anything. Over time they were better able to integrate what they
now understood about their critical illness experience to form a sense of coherence
of their missing life story related to that missing time.
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4.3 Existential crisis and self-identity
Participants in the current study referred to their period of unconsciousness and
subsequent lack of memory as a period where they were not ‘living’:

“I don’t feel I exist and that’s not easy to accept, these days have gone,
because to you it is the same day …I find it really weird... It’s like you have
gone off the face of the earth and it’s hard to explain really. Whereas people
just go on with their life and you take it for granted don’t you.” (Emily 2
months).

Some participants found it an uncomfortable concept to try to grasp; that they were
unconscious, but life for everyone else continued. Participants expressed a need to
understand what happened to them as a person and their identity when they were
unable to consciously interact and engage with the world around them:

“I think I get frightened of the thought of being sort of lost, if that makes sense,
of the fact of waking up there and then sort of like dying in there. That freaks
me out a little bit, thinking would I have been lost somewhere...” (Emily 6
months)

The sense of loss of self- identity and impact on Emily continued over the course of
the year of her recovery:
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“It would be nice for people to feel secure really. You feel as if you have been
lost then…cos the only connection I had with the hospital after was seeing the
Consultant and I think that was a good thing…cos everybody wants to be
reassured don’t they?” (Emily 12 months)

Emily’s quotes depict how she struggled with her recovery because she did not feel
reassured and supported following her critical illness, despite having her diary.

Clara provided a concise and insightful explanation of how she felt having obviously
given it a lot of thought over the year:

“...because your memories are there, they are made when you are awake and
you can file that away, but you know, it’s that black hole of when you weren’t
with life...” (Clara 12 months)

This life threatening event has happened to them, but the critical care phase is
something that participants do not feel they experienced and therefore they feel a
sense of detachment from it. The ‘unknown’ dimension that this adds to their already
complex experience is challenging for participants to comprehend.

There is an underlying impact of critical illness on participant’s identity and
comprehensiveness of their life. This is evident in the way participants refer to
themselves as not living or existing and in the context of perceived amnesia, lost
time and their existence.
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Participants appear to be questioning their existence during the period of time that
they feel they cannot remember. The fact that these critical care survivors have
suffered a life threatening event (with no memory of it) seems to have triggered what
is termed an existential crisis. This is said to occur when the answers to questions
pertaining to the meaning of life and our place within it fail to provide comfort and
peace of mind (Henoch & Danielson, 2009).

The majority of publications available focus on palliative care (Ross, 2006). However
the concept is not exclusive to end of life situations and descriptions of existential/
spiritual concerns are raised by participants in the current study in relation to the life
threatening nature of critical illness. McSherry & Ross (2010) highlighted the
importance of spiritual components of the person (mind, body and spirit); its role in
recovery following illness: attaining and maintaining health and well-being and
impact on perceived quality of life. Whitehead (2003) postulated that existential
health requires tangible resources, finding meaning in life events and evaluating
elements of ‘self’. Fundamentally he says that recognition of existential health
‘suggests that individuals’ possess a capacity to initiate a self-healing process by
drawing upon an inner strength resource’ (p.679). Whitehead (2003) seems to be
describing human resilience and a personal positivity or determination to overcome
illness and he criticises HCPs lack of knowledge and understanding of the
importance of using this to improve patient outcome following illness. He suggests
that if HCPs assessed existential health it could enhance patient’s total health and
well-being.
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Existential concerns have been attributed to two main themes in cancer care around
the struggle to maintain self-identity and the threats to self-identity (Henoch &
Danielson, 2009, p.227). In the case of participants in the current study their selfidentity has been disrupted by the period of unconsciousness or ‘being out of it’. The
subsequent threat to their self-identity manifests through their descriptions of
perceived amnesia of their critical care admission and the rift this memory gap has
left in the timeline of their life story. All the participants expressed a need to know
what happened to them.

4.4“Loss of control”

A consequence of the memory loss and “being out it” was the “loss of control” that
participants experienced. One aspect of “loss of control” pertained to the care they
received from HCPs as outlined below:

“It’s not the first time I have done this for you, you know, washing me head to
tail and well of course I didn’t know who the hell he was, did I? I thought he
was a vicar or a preacher or something. It was strange why I would think that.
I probably wasn’t compos mentis upstairs that morning. It was my first time
really awake.” (Beth 12 months)

It must have been unsettling hearing that while you were “out of it” someone was
providing intimate care for you. The trusting relationship that would usually form
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between the nurse and patient had not occurred because the participant was
unconscious and unable to interact.

Emily focused on her “loss of control” in the context of reassurance about
maintenance of her dignity and privacy. She was particularly perturbed that her
husband may have allowed visitors to see her and made it clear that she would not
have liked that:

“…the thought of somebody coming and walking around, oh I would have
died. Not that I would want to stop that for people to get over it, but I think out
of respect for people that are really really poorly. These people they are out of
it and I know they don’t know who has come in or what, but oh I don’t think I
would have liked it.” (Emily 2 months)

There was also the “loss of control” over their independence due to physical debility
that resulted from their critical illness event:

“...I had gone from being the person that was always taking the dog for a
walk or out in the garden or doing something or other to someone who was
laid there incapable of movement.” (Clara 2 months)

Clara, Fran, and Emily used the metaphors “blob”, “lump” and “beached whale”
respectively to explain how they felt .They imply that they felt dehumanised or
depersonalised by their experience and lack of control over it.
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Waking to eventually be well enough to start to comprehend what has happened is
bound to be a challenge, but arguably one that HCPs should be able to acknowledge
and address. However, the current study data suggest that this is not the case and
HCPs assumptions of lucidity may not match the cognitive ability of the patient. This
indicates that explanations may need repeating, and to be included in the diary,
throughout the patient’s transfer to the ward and prior to and after discharge home to
optimise the chance that this information has been understood and retained.

The associated “loss of control” in terms of “lost days” and concept of time, plus their
reduced physical ability were significant issues that participants strove to overcome.
Shock, denial, avoidance and incomprehension were evident from their descriptions
in relation to their critical illness. The participant data discussed in this chapter
demonstrate that unconsciousness leads to a rift in participants’ normally coherent
view of their lives in relation to place, time and context and they are left struggling to
resolve it.

The participants in the current study expressed disbelief that this happened to them.
They woke with a rift in their life story which was hard to comprehend and left them
with vulnerability and unease. The perceived amnesia in participants ranged from a
week for Alice, Diane and Ian, ten days for both Beth and Emily, six weeks for
Graham and Clara. The amnesia meant that participants felt they had no concept of
the passage of time and in effect they had experienced a period of suspended
animation being taken ill one day and waking to find it isn’t the same day. The notion
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of not being an active participant in events that are hugely significant is a complex
one to comprehend for the participants.

“Loss of control” in relation to illness is not new and has been written about by many
over the years (Bandura, 1977; Antonovsky, 1979; Charmaz, 1999). According to
McCormick (2002) ambiguity and vagueness about illness combined with a lack of
information means patients experience loss of control and uncertainty

4.5 Changes over time

At the interview at two months participants could not comprehend what had gone on
and were still striving to piece events together to make some sense of it and there
was hesitancy to face the reality of what had happened and some participants
questioned if they even wanted to know; if they could cope with the information even.
At this stage not all participants had collected their diary and some were uncertain if
they would. There was reliance by participants on their significant other to help them
explain their story of what had happened to them. It seemed important that they had
it right when explaining it to the researcher. In reality this process may also have
benefited participants in potentially being the first opportunity for them to articulate
the critical illness events as a timeline. There was a clear disconnection between the
participant, concept of critical care and staff who may have been involved.
Participants described struggling with how this could have happened to them.
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At six months participants had drawn together information from family, reading their
diary and talking to HCPs at appointments if they had any. At the interview at six
months all participants had read their diary, though some omitted emotional aspects,
such as where family had made entries as at this stage they still found that to
emotive to deal with. Some participants spoke about the shock they felt when they
realised how ill they had been. Participants were less reliant on family to express
their story than they had been at the initial interview. The explanations were more
detailed and in their own words and they explained how they had explored things
that did not make sense to them, such as looking something up on the internet or
asking a HCP, or GP.

At the twelve month interview participants seemed comfortable recanting their critical
illness story and it was articulated as their own story with a reduction in, or no need
to refer to what family or others said to them. They were more confident in providing
quite detailed explanations about their illness and certainly more in control over the
timeline of the events and how they were recovering.

4.6 Summary of chapter

“Being out of it” identified participants’ perception of the rift in the normally
continuous uninterrupted timeline of their lives. Their sense of self-identity and
control was embedded in being able to account for this missing period. Therefore
needing coherence emerged as central to participants’ concept of themselves as a
person. Although they could not remember the critical illness events, they wanted to
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know what happened and this is where the diary could play a part in their recovery
process.

The issues of a rift or disruption to the normal life timeline and impact on self-identity,
and coherence is explored in chapter 8 as part of the emerging theory.
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Chapter 5: Recovery: “Is it normal to feel like this?”
5.0 Overview of chapter
The aim of this chapter is to explore the conceptual category, recovery: “is it normal
to feel like this?” which incorporates codes “mentally what a patient has to go
through”, recovery and progress: “the struggle” and “realise how ill I was” and sub
code “anniversary” of their critical illness. The category and associated codes
highlight the difficulties participants shared in trying to understand their critical illness
and the impact of this on their recovery. The longitudinal approach used in this study
provided opportunity to identify impact of the critical illness on participants over a
year in their life post-ICU discharge. It also facilitated insight into what worked and
did not work in terms of aiding their recovery process and how a critical care diary
had a part to play or not.

The conceptual category and associated concepts, outlined below in Figure 7, form
chapter subheadings that facilitate critical exploration of participant experiences and
outline the challenges they perceived in relation to their recovery.
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Figure 7: Recovery: “Is it normal to feel like this?” and associated concepts.
"MENTALLY
WHAT A
PATIENT HAS
TO GO
THROUGH"

RECOVERY: "IS
IT NORMAL
TO FEEL LIKE
THIS?"
"REALISE
HOW ILL I
WAS"

RECOVERY &
PROGRESS:
"THE
STRUGGLE"

"Anniversary"

5.1 “Is it normal to feel like this?”

Participants shared that following their critical illness event that they did not know
how they should feel or what to expect.

Researcher: “Do you try to explain how you feel and why?”
Emily: “Yes and all I can say is it isn’t normal. I can’t explain what that is.
Perhaps it is because I don’t want to go there, because I don’t want to find
out. “(Emily 2 months)

In terms of her diary use Emily said:
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“Haven’t really gone into it, just flicked through it, but obviously some of it is
not quite finished yet. I think he (husband) was going to get it ready and do it,
because I haven’t really read my get well cards either.” (Emily 6 months)

Emily found it difficult to want to explore what happened and therefore like her illness
she avoided having to deal with it. This resulted in her feeling vulnerable when she
saw her GP because she describes herself as an anxious person and this is evident
in her description:

“This week now I have had to go down the doctors yesterday and I feel as if I
am putting it on…I felt as if the doctors was looking at me as if to say oh you
are so simple…Other people it wouldn’t bother them would it?...If I am not
careful I will probably make myself ill” (Emily 12 months)

More evidence of her avoidance and anxiety is provided when she shares that family
do not talk with her about it and she does not really want that from them anyway:

I think everybody just knows that its coming up to (the anniversary) to the
point where nobody is talking about it…I think we are hoping it will just come
and go, whether that’s a good thing I don’t know, not talking…but everybody
deals (with things) differently don’t they?” (Emily 12 months)

Emily was a different character to the other participants, but her interviews shed
some light on why patients may not want their diary. Her psychological issues
potentially existed prior to her critical illness and were then exacerbated by the
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situation. These initial sections of the chapter do favour Emily because she provides
an antithesis of other participants.

5.2 “Mentally what a patient has to go through”

Emily emphasised the point that ward based nurses do not necessarily have the
knowledge and understanding about what psychological impact critical illness and
admission to critical care may have on a patient.

“...but I think it would have helped to have had something, don’t get me
wrong, the nurses are so busy...it’s just routine, isn’t it?..I don’t think they
realise mentally what a patient has to go through.” (Emily 2 months)

This is something that could potentially be addressed through education and training
and exposure to patient stories about their experiences. Emily never felt anyone took
the time to ask her how she was feeling or to try to explain what happened to her.
Apart from her husband’s story of events she had no acknowledgement that she had
been through something life threatening and traumatic.

“I think the first time was over so quick and I was home. You put on this brave
face that everything is fine and that…I wouldn’t show them how I felt. I
suppose you didn’t have the pressures of home life did you?” (Emily 2
months)
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In the quote Emily clearly uses avoidance and tries to cover up how she is actually
feeling as that is a coping mechanism, but following her critical illness coping has
obviously been difficult and she has had no means of sharing that apart from through
the interviews. She was closely monitored by her GP as she had been there when
she deteriorated and had to call the ambulance. So it seemed she felt able to
discuss things without fear of not being believed.

“Just go straight up to the doctor if there is anything…I had to phone in for a
sick note for work and I think if I had said I wanted a year off he would have
given me a year off…I went from the doctors, they actually phoned the
ambulance, they actually know how ill you are, don’t they? He said if you have
any problems just ring and I will come up straight away.” (Emily 6 months)

It seems that for people like Emily, who use a façade of coping, a relationship based
on trust is needed to help them recover; a diary alone does not suffice. There is a
need to feel that the person will believe them before they feel able to open up and be
honest about their true feelings. Different coping strategies require different means of
support and sometimes a diary is not the best option and perhaps follow-up, support
groups or counselling over time are alternatives that need to be considered.

The difficulties participants had because they had little or no memory were
challenging to their recovery:
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“Sometimes I wish I could remember…well people telling you and going to
the places where you were so ill, it is an eye opener for you and you realise
the care that you had.” (Diane, 6 months)

Having a diary for some aided in providing some awareness of what happened and
reassurance about care received as demonstrated in Diane’s quote above. However,
whilst knowing how ill she had been was an eye opener, Diane also described other
feelings during her recovery at six months:

“getting quite short tempered...Things have got to run smooth for me
otherwise I get all het up. Whether that is a normal thing I don’t know” (Diane
6 months).

In some cases there were lingering potentially chronic after effects that affected their
mood and thus their recovery.
“ Still I have got a really bad back I have had that since I came out of intensive
care, but I have got an appointment with my doctor this month…get down in
the dumps sometimes.” (Diane 12 months)

Depression and PTSD have been highlighted as consequences of critical illness
Hopkins et al., 2008, Jones et al., 2010). Added to the physical debility is the
emotional and cognitive burden that often persists after critical illness (Rattray et al.,
2010, Jackson et al., 2012).
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When participants feel anxiety about what occurred and they are unable to make
sense of events this can start them on a positive or negative cycle of rumination in
their seeking answers:

“If my friends and that eventually read the diary I want them to see…how ill I
was, and what they did… but so and so went, she was in and I’m like, then my
husband’s like, well you were far worse than them, but was I? So how was I
worse than them then? It would have been nice to have said, I can’t believe
how ill you were.” (Emily 2 months)

Some participants highlighted that without their diary they would have had a lot of
unanswered questions that they would potentially have been ruminating on.

“…I think I would have been doing a lot of wondering and it would have been
buzzing around subconsciously in your head all the time I think, knowing me.”
(Beth 6 months)

Prolonged rumination can negatively impact on health and well-being (Smith & Alloy,
2008).

According to Hefferon et al. (2009) people who experience traumatic events can
develop anxiety related to stressors that are beyond their control. In some cases this
psychological impact can be long lasting, even inhibiting return to normal functioning.
Some researchers believe that this is not true for all individuals and that after
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traumatic situations some people will not only recover after the episode, but that the
struggle with adversity can actually increase their functioning afterwards (Charmaz,
1999; Bonanno et al., 2011). This appears to be true of Clara:

“...it is a journey and it’s a journey that’s continuing for me and you can’t sort
of think right that’s over now do this, this and this, because it isn’t, when you
have been through the trauma, major trauma, whatever you want to call it,
there isn’t an end date with it, there is an acceptance of what you have been
through and there’s a sort of right, ok I ask less questions, I don’t need the
reassurance all the time...but you are never totally free of where you have
been...life’s a journey anyway, but this has just been part of it. You know and
the cliché, “what doesn’t kill you makes you stronger” is very true.” (Clara 12
months)

In Clara’s case she felt her critical illness journey, along with her diary and putting
the pieces of what happened together to find coherence actually made her a
stronger person and she did not let it have a negative impact on her self-identity,
rather it became a positive.

Overall the psychological wellbeing of participants over the period of the longitudinal
study demonstrated that certain triggers had a negative or positive impact. The
ability of the participant to gain clarification from both family and the diary is evidently
important and is noticeably lacking for Emily.
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5.3 Recovery and progress: the “struggle”

It is important to note that recovery after critical illness is challenging, especially
when participants were not always sure why they felt the way they did. As Emily
explained, participants did not know how they should feel after their critical illness:

“Is it normal to feel like this?..nobody said to me look you might be feeling a
little bit weird...and that is normal.” (Emily 2 months)

How someone should feel after critical illness may differ between individuals as their
illness trajectories will not be identical and people have different personalities and
ways in which they cope against adversity.

“I took away the toilet seats about a week ago and I said to him we won’t ask
for them to be taken yet, but let’s see if I can cope without it. Don’t even think
about it now” (Clara 2 months).

Clara had a goal driven approach to her recovery as demonstrated above, with her
taking slow steps toward regaining her independence and moving on with her
recovery.

Like the other participants, Alice found it difficult to understand how her critical illness
now meant she had reduced physical ability:
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“...It was a shock to me how weak I was...I thought I was going to come out of
there and be on my feet...That was the hardest part I think, realising what I
couldn’t do and I couldn’t understand why I couldn’t do it, of course it was only
because I was laid down for so long that I had lost the use of my arms and my
legs. Physically and mentally then I was fine, but my body had to catch up
with it all.” (Alice 6 months)

Alice quote demonstrates that there is a mismatch between participants’ expectation
of their body following their critical illness and the reality of what they are able to do.
Although she implies that she felt physical and mentally well, but that her body did
not represent that for her. So it is a dichotomy in that perhaps she still does not fully
accept or understand what happened to her. If you cannot remember something then
it is clearly difficult to make sense of things and come to terms with it afterwards.

Then there is also the reality of coming home and the realisation that things are more
of a struggle when you try to return to normal family life. It is also feasible that Emily
was unrealistic about how she would be physically and psychologically once home
and away from the security and support of being in hospital. She acknowledges this
in the quote below:

“I think when you are in hospital you are in this like a bubble where you feel
really really well because I did feel really well when I was the last sort of like
two days in hospital.” (Emily 12 months)
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Furthermore Emily felt her diary was too brief and when she compared it to what her
husband told her the stories differed. The difference for Emily being that her husband
could tell her a lot, but reading the diary it was very brief, only capturing her initial
admission superficially. She was unable to gain any confirmation; therefore
validation or affirmation of how ill she had been or make sense of the story from
HCPs perspective.

She was so anxious on the day she collected her diary that she did not ask any
questions. There was no follow-up opportunity and in her interviews she was still
trying to make sense of it all. In Emily’s case she said she would not have wanted
her diary if it was just up to her. In some ways collecting the diary has failed to allay
Emily’s anxieties, and instead has possibly increased them. The way Emily would
usually choose to cope would be denial and avoidance and she demonstrated this in
her inability to confront years of warning signs that she was becoming unwell.

Being critically ill and hospitalised for a prolonged period of time is bound to be a
significant experience for patients, but the long term impact was not a welcome one:

“Well I have been tired a lot since coming out of hospital and I don’t seem to
be picking up as I think I should be…but I would like to go back to how I was
feeling before I was ill. It’s coming up to a year now.” (Beth 12 months)
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Some participants saw their recovery as a personal challenge to overcome like Ian.
He was determined to get better and he saw things in a positive light, which seemed
to help him move onwards with his life:

“It was not a terrible time for me really. My mobility was the worse thing…I just
knew I was going to get better.” (Ian 12 months)

The critical care diary was a means for some participants to create a connection with
their illness story and to try to make sense and understand what they had been
through so that they could try to come to terms with it.

“I think that was the biggest one was just coming to terms with it all. I am
convinced that a lot of the time I was in hospital I was still in shock… You
know coming round from it all and everything with it and I found my diary and I
did read another piece. I have read it and cannot say how much that diary is
meaning.” (Clara 12 months)

Clara explained during her interview that she had not appreciated what had
happened and the recovery process, for her, was about coming to terms with events.
She felt that reading her diary and discussing that with her husband was pivotal to
her acceptance of her critical illness and the debility that she was left with
afterwards.

Reflecting on her critical illness journey over the year Clara explained:
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“… it’s all part of the picture and if you are feeling a bit sort of oh sorry for
yourself or whatever, you can go back to that and think hang on a minute I
have been through hell and back. It has got to come out in your body the
same as it has got to come out mentally… they all think is the trauma coming
out in me… You know we continue to go through the journey and we are
where we are with it, you know, and I am very grateful to it…I think people are
shocked with my journey and I don’t think people always believe me with my
journey. You know I have got the physical evidence of the journey.”(Clara 12
months)

Clara suggested that she had begun to forgive her body for letting her down and to
accept that the things that occurred were a response to a life threatening event. She
said she had come to terms with the fact that her body had shown outward evidence
of the traumatic experience in the same way that she acknowledges it has to
manifest psychologically too. Her quote above demonstrates how participants relate
to their recovery as a ‘journey’, but that they are not always sure people appreciate
what it entails. The diary can form a means of sharing the story with friends and
family that were not there at the time.

Not knowing what happened and why they were so physically debilitated were
difficult for participants to comprehend. Their recovery was partly dependent on
information seeking to gain knowledge and understanding of what had actually
happened to them so that they could put things into context and appreciate why their
body was reacting in this way. Having experienced these complications, there was
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an appreciation that their rehabilitation had taken and is still taking time. At twelve
months study data indicated that recovery was continuing for some.

There was an obvious disparity in service provision and support between
participants. Clara had been transferred to a specialised rehabilitation hospital and
after discharge home she was provided with support in washing and dressing by the
START team. This service was not widely available to the others.

“I have had a lot of help from, have you heard of the START scheme?...What
they do is they provide 6 weeks of care as you come out of hospital. My only
real need was to have supervision with the shower, but they provided me with
the toilet adjusters...I am still using the bath seat and they are going to put
grab rails for me in the shower... every morning they come in now and help
me shower.” (Clara 2 months)

Clara found the support she had very enabling in the beginning of her rehabilitation.
This was the opposite of Graham’s experience, where he was transferred to a main
hospital ward that did not specialise in rehabilitation and then sent home with no ongoing support:

“Yes but it was 5 weeks after I come out of hospital and chasing them up a
few times that eventually I got some physio.” (Graham 2 months)
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The same was true of Ian’s experience where he had been the longest inpatient of
all the participants and was sent home unsupported apart from family and friends.
They had to help him into his house as there were steps:

“That is one thing I am surprised at that I haven’t had any form of
physiotherapy this end; out of hospital physiotherapy. It’s not knocking
anybody down there on the physio side, because they could only do what you
would let them do anyway, but I am ready for more now and I think my
progress would be quicker if I got some.” (Ian 2 months)

Diane makes an interesting observation that there is no means of following up the
patient afterwards. She obviously valued being part of the study because she did
have opportunity to talk about her progress.

“At the time when I first came home if I needed anything I had close family
around me. I haven’t had anybody else come and see me since I came home
mind. All I have had is you. Nobody else has been to see how I am
progressing or anything…somebody to talk to you, somebody just to see the
progress that you are making.” (Diane 6 months)

The use of specifically tailored rehabilitation wards was seen as pivotal first steps to
recovery by the two participants fortunate enough to have been provided that option:

“I know they are closing these little hospitals and it’s such a shame cos they
are so wonderful. The support you get there and the encouragement is
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absolutely lovely. No, I think I have been pretty lucky actually with the support
that I have got” (Alice 12 months)

The transitional period between critical care and the ward environment needs careful
consideration and service provision should consider the difference in patient needs
after critical illness, by assessing the appropriate next step in the patient journey and
whether it should be rehabilitation prior to home:

“I was encouraged to do things for myself obviously, because that’s the name
of the game, they want you fit, but there was always a sense of
encouragement and that with it and that you weren’t a nuisance; that
everyone was helping you on this journey you were going through.” (Clara 12
months)

The benefit of a specialist rehabilitation ward for Clara and Alice was that it gave
them time to regain confidence, through encouragement after what they had been
through.

Critical care survivors face a protracted recovery that can take months or years
before a return to the health that they had prior to their life threatening illness
(Rattray, 2013). Furthermore, some may never fully regain the health they might
wish to achieve (Ramsey et al., 2012). Recovery and rehabilitation seems to be
about facing the ‘limitations’ associated with admission to critical care; overcoming
those that are feasible; accepting that ‘time’ may be required to heal or eventually,
that realistically optimum recovery has been met.
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What these experiences demonstrate is a lack of awareness by the HCPs and
supportive services about what individual patient’s needs are following critical illness
and appropriate supportive measures are not consistently assessed and provided
according to a needs based process. Clearly continuity of care between hospital,
discharge and home could be improved.

5.4 “Realise how ill I was”
This code considers the enormity of the critical illness, which is a blank for
participants. They have to rely on being told what was wrong, what was done, what
the challenges were, how they overcame them. Some of what occurred can be
technical and diary use may or may not capture the depth of detail and honesty a
patient may require.

“...I think because you are out of it. I don’t think you can appreciate how ill
you’ve been.” (Emily 2 months)

Use of a diary is dependent upon what it contains and whether it shares the peaks
and the troughs of events clearly enough to correspond with what family have said.
Being so honest in a diary may expose people to reading something they are not yet
ready to know and could be detrimental.
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“God I must have been ill. Yes I don’t think it has sunk in to me really. I
suppose I don’t really know how ill I was. Perhaps I haven’t accepted that I
was that ill, because I was out of it.” (Graham 2 months)

Graham makes the point that it is hard to accept how ill you have been and what has
happened, when you have been unconscious throughout it.

It is clear from the words participants used that they saw their life threatening illness
as a battle that staff ‘fought’ on their behalf:

“If I hadn’t have gone into critical care I wouldn’t have been here today,
because they fought for my life. You know nobody thought I was going to
come out of there.” (Diane 6 months)

Recognising how ill they had been was a step forward in participants’ ability to focus
their recovery in a realistic manner. Acknowledging that they could have died and
being grateful to the HCPs involved in ensuring they had a future was important.
Deacon (2012) highlighted that for critical care survivors it is just the beginning of
their journey from surviving the life threatening event through to regaining their lives
in the aftermath.

Additionally hearing the term life support through reading his diary made Ian all the
more aware of his mortality. Although he knew he may not survive the use of this
term was significant to his understanding of what happened to him:
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“I knew I had been in intensive care, but I didn’t know I had been on a life
support machine and I only knew this, since I seen you...” (Ian 6 months)

Harry did not want to know what went on during his admission to critical care, but
shared that he had been critically ill after a car accident years before and he did not
want to relive that. So in some sense the current critical illness was a trigger for
Harry remembering an old traumatic event and his way of coping was to ensure that
he did not have his diary to read.

“I think about how the hell I am still here when I was so ill, but I am here and
that’s the main isn’t it?” (Harry 6 months)

Harry’s situation demonstrates that having a diary may not be beneficial and may
even perhaps be harmful for some people in some circumstances.

Some participants expressed relief at surviving a life threatening event and some
saw it as an opportunity to make the most of their life:

“I’m still lucky to be here so that’s it, get on with life” (Alice 12 months).

Like other participants, Alice had put life on hold until towards the twelve month
period of her recovery when she had started to accept that her condition was now
going to be a chronic illness.
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5.4.1 Anniversary
While participants had previously been positive about their recovery as the year post
event approached there were two distinct paths people took. One was very much
about continuing to move on with their lives, to feel able to go on holiday without
fear; the other was now coming to terms with the fact that their illness has been a
challenge to cope with, is perhaps now a chronic debility, some had psychological
symptoms as a result, even when they did not expect that to happen.

“I just felt like I was trapped...I was thinking horrible things which is weird, why
a year after? I wasn’t even thinking oh it’s a year or anything. Well this time
last year look I was in hospital. I expect it was stress of Christmas coming up,
but it has taken me until now to sort of get rid of it then, which is weird.” (Fran
12 months)

It seems that for Fran the anniversary affected her subconsciously and it was similar
for Emily, but she experienced the smell of the hospital, making her recollection all
the more vivid to her:

“I don’t know whether it’s coming up to a year, but the other morning I got up
and I could smell the hospital and it’s just little bits of flashbacks you are
having, you know, that I perhaps haven’t had really, but whether it’s coming
up to a year and because it’s playing on my mind.” (Emily 12 months)

It seems the anniversary date did act as a negative psychological trigger for some
participants. The anniversary of the critical illness was also a marker for the length of
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time for physical recovery for participants and also a realisation that full recovery
might never occur and that they might have to adapt to the lingering limitations that
formed the legacy of their critical illness.

People who experience traumatic events can develop anxiety related to stressors
that are beyond their control. In some cases this psychological impact can be long
lasting, even inhibiting return to normal functioning (Cuthbertson et al., 2010, Elliot &
Rattray, 2012, Rattray, 2013). Some psychology researchers believe that this is not
true for all individuals and that after traumatic situations some people will not only
recover after the episode, but that the struggle with adversity can actually increase
their functioning afterwards (Hefferon et al., 2009). This appears to be true of Clara:

“...it is a journey and it’s a journey that’s continuing for me and you can’t sort
of think right that’s over now…because it isn’t, when you have been through
the trauma, major trauma, whatever you want to call it, there isn’t an end date
with it, there is an acceptance of what you have been through...but you are
never totally free of where you have been...life’s a journey anyway, but this
has just been part of it. You know and the cliché, “what doesn’t kill you makes
you stronger” is very true.” (Clara 12 months)

Participants refer to the words ‘accept’ and ‘acceptance’ and it is clear that their
critical care admission and resultant sense of “being out of it”, “lost days” and
“memory loss” manifest as incomprehension of what has actually happened to them.
Recovery includes their experiences of both psychological and physical ramifications
following critical illness. Their understanding of how ill they have been seems to be
an on-going process throughout the year of their recovery captured in the current
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study. Importantly, over time it appears that as they build their critical illness story
from the variety of sources available to them, that they are able to reach a stage of
coming to terms with events and eventually acceptance of what has happened to
them. This quest to piece together the chronological story of their “lost days” and of
discovering and accepting how ill they were is an enormous challenge to their
recovery process.

5.5 ICU survivorship

ICU survivorship is an emerging topic in relation to critical care and this is linked to
an aging population, an increased demand for critical care use and improved
mortality following critical care intervention (Iwashyma, 2010, Needham et al., 2011).
The resulting effect of this is the increasing numbers of critical care survivors and the
growing evidence that has identified sequelae of short and long term physical,
cognitive and mental health problems that form an on-going health related legacy for
critical care survivors (Sukantarat et al., 2007, Desai et al., 2011). The impact on
critical care survivor’s quality of life can be significant with on-going cognitive and
physical debility (Ehlenbach et al., 2010, Iwashyna et al., 2010). Current evidence
from research suggests that there is a realisation that critical care should lead to
further transitions of care provision to optimise recovery in the critically ill.

Despite recognition that critical care survivors need support, two participants had to
chase for physiotherapy after discharge home (Graham and Ian). There seems to be
a lack of co-ordinated aftercare for critical care survivors. Participants had different
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experiences of rehabilitation during their recovery and as mentioned previously Alice
and Clara were sent to rehabilitation wards that were able to cater for their needs
after their critical illness.

Rattray (2013) aimed to provide an overview of physical and psychological problems
faced by critical care survivors that can have a detrimental impact on their HRQoL.
She argued that recovery following critical illness is an increasing problem
internationally. According to Salisbury et al., (2010a) current critical care
rehabilitation is ad hoc and inconsistent and poorly coordinated, if available at all.
Emphasis on service provision in critical care is beginning to change with
rehabilitation of critically ill patients starting whilst in critical care and this requires a
change in HCPs mind set to focus on early mobilisation and exercise (Truong et al.,
2009). Furthermore the team involved needs to have the appropriate training and
skills for early mobilisation, planning and coordination of the challenging manoeuvre
required with critically ill patients and the critical care associated paraphernalia
(Schweickert et al., 2009, Bassett et al., 2012).

Cancer care faced a similar survivorship challenge that is now at the forefront of
critical care provision. As a result cancer care is further ahead in the strategies that
have been instigated as a result of cancer survival increasing, which has in some
respects altered cancer from a life limiting disease to a living with a chronic condition
or in some cases recovery (National Cancer Survivorship Initiative (NCSI) 2015).
This recovery pack could also be adapted to meet the needs of critical care survivors
(See figure 8 below)
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Figure 8: National Cancer Survivorship Initiative (NCSI)

Differences in participant behaviour and needs were evident over time. Some
seemed to find a way to accept what had happened and these participants were
most likely to have a positive attitude toward their recovery and a determination to
progress (Alice, Beth, Clara, Diane Graham, Ian). Some participants struggled and
made negative connections to their experience and appeared to use denial or
avoidance strategies in relation to their illness (Emily, Harry, Fran). However as the
anniversary of the critical illness approached participants shared anxiety about their
experiences. Mental health, psychological well-being differed between participants;
some shared experiences of anxiety, depression or panic during their recovery
(Alice, Beth, Emily, Fran, Harry); while others seemed to adapt and cope (Clara,
Diane, Graham, Ian). Similarly the physical debility participants faced led to different
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experiences: none said they had returned to the level of health they held prior to their
critical illness. This finding emphasised the significance of aftercare and support for
critical care survivors; which is currently lacking.

Post ICU Syndrome is a collective name that has been afforded to the cognitive,
physical and psychological manifestations of debility that often faces critical care
survivors (Elliot et al., 2014). A common means of support for participants once
home was through their own family helping them to meet their daily needs. Rattray
(2013) pointed out that recovery from critical illness is a worldwide concern that will
continue to grow. She identified a significant gap in research related to social
aspects of recovery and argued the need for research on social recovery and more
on recovery after critical illness in general. A multidisciplinary coordinated recovery
and rehabilitation pathway is advocated that begins on admission to critical care
through to discharge into the community. In order to best facilitate this pathway it
requires those involved having insight into critical care patients’ journeys throughout
the process.

Survival of critical care in itself can no longer be a marker of success, but needs to
be considered within the context of return to an acceptable quality of life (Elliot, 2011,
Rattray, 2013). Critical care survivors face a protracted recovery that can take
months or years before a return to the health that they held prior to their life
threatening illness (Rattray, 2013). Furthermore some may never fully regain the
health they might wish to achieve (Ramsey et al., 2012). Recovery and rehabilitation
seems to be about facing the limitations associated with admission to critical care,
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overcoming those that are feasible and accepting that time may be required to heal
or eventually that realistically optimum recovery has been met.

Anniversary: the first anniversary of the critical illness events was pivotal to the
psychological mind-set of the participant in their ability to move on with their life and
look to the future once again. This anniversary date was like a hurdle to be
overcome and a stage at which uncertainty related to their critical illness event
changed to represent a regaining of control of their life and planning for the future.

Information pertaining to participants critical illness events is seemingly garnered
through a variety of different sources over time and the manner in which participants
cope with their illness and associated uncertainty is heavily reliant on family support
and their personal satisfaction with their interpretation and acceptance of the
information they are given during their recovery period. The development of selfefficacy and exploring the meaning of their critical illness form a fundamental part of
their journey to recovery with the anniversary often serving as a pivotal marker for
accepting and moving on from their critical illness.

Bench et al. (2012) have advocated provision of critical care survivor discharge
information in the form of a lay summary. Black & Parahoo (2011) looked at a nurse
led family directed critical care survivor psychological support system. While Peris et
al. (2011) considered a critical care based clinical psychology role. Peskett & Gibb
(2009) a critical care sister and ex patient formed ICU Steps, a support group for
patients and family. Since their inception they have developed information leaflets for
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critical care survivors and the ICU Steps support group has become a regional
initiative where other critical care nurses wish to adopt and facilitate their own group.

Some participants suggested that follow-up in conjunction with diary use could help
in the recovery process by facilitating closure:

“A bit of a follow-up...I think in a sense if they sort of with the diary and
meeting up with somebody to talk about things it would give a sense of
closure. Closure from certain issues and give people a way forward from it
because it’s not something that people go through that often.” (Clara 6
months)

The thing that is evident throughout the current study is that most participants found
their diary useful, but they wanted it in conjunction with follow-up support. The diary
alone provides insight, but not clarification of questions participants may have.
Acceptance of what happened and closure were not achieved by all participants for
various reasons and follow-up could have facilitated this for those who struggled with
their recovery process.

5.6 Summary of chapter

In Recovery: “Is it normal to feel like this?” participants asked a lot of questions
seeking answers about what happened to them. They questioned how they should
feel, seeking reassurance that others have felt that way. They ruminated focusing on
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the source of their distress, causes and consequences rather than on solutions
(Smith & Alloy, 2009). Rumination and worry are linked to anxiety, panic and
depression (Nolen-Hoeksema, 2008). Participants needed coherence about what
had happened during their critical illness in order to understand the reality of how ill
they had been. Pivotally they expressed needing coherence about the physical and
psychological ramifications.

The issues of recovery and impact of healthy or unhealthy rumination and coherence
will be explored in chapter 8 as part of the emerging theory.
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Chapter 6: “Something I must know”

6.0 Overview of the chapter
The aim of this chapter is to explore participants’ experiences of needing to know
what happened to them and to identify the challenges they faced in piecing together
a chronological overview of their lives during their “lost days” and developing insight
into their ensuing recovery, through realising how ill they had been. It will explore key
concepts that emerged from the participants’ experiences of trying to build a
chronological picture of what happened to them in critical care from sources
available to them. It explores communication, family role, uncertainty, “regaining
confidence” and “coming to terms”, which are key parts of the process for
participants as outlined in Figure 9 below.

Figure 9: “Something I must know” and associated concepts
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6.1 Communication

A crucial aspect that participants felt was lacking was the provision of information
and communication throughout their critical illness journey starting from awakening
from their sedation:

“I literally couldn’t move a thing and I think because that is a constant
memory, there is part of me that’s sort of thinks, when you come around
someone needs to very quickly be able to say to somebody, this has
happened to you. So don’t panic now we will explain everything to you...”
(Clara 2 months)

Data from the current study demonstrated that “being out of it”, with “memory loss”
as a result was a frightening concept for participants to grasp. They expressed a
need for information and explanation about what they had been through in critical
care. Clara’s quote above identified the impact of awakening and she said the
inability to move is a lasting memory for her because of the panic she felt. She
highlighted that someone should be ready to reassure and explain to the patient
what has happened from that point onwards. Interestingly, she felt fear and anxiety
until her husband came to support her and try to explain things to her. There is the
reality that nurses are busy and do not necessarily have the time to sit and explain
things to patients, but this quote highlights the on-going impact of omission of those
reassuring conversations.
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Participants expressed a need for more information and explanation about what had
happened to them after critical care before the transition to home. The not knowing
what happened before discharge home was concerning to participants and led to
anxiety regarding their ability to regain health and return to normal life routines.
There is a desire for truth and honesty and seeking confirmation that comes through
from the quote below:

“There is just some things that need a little bit of tweaking perhaps, especially
for people coming out of intensive care. That are not fully alert then maybe
and the understanding of it isn’t it of it all, because I think if you understand
you deal with it 10 times better, cos not knowing coming out of hospital you
were on life support mind and then my husband saying to me one of the
consultants came out and said that be prepared to say your goodbyes.” (Emily
6 months)

As noted above the severity of their critical illness was hard to understand when they
could not relate to it. Finding out their story from other sources was a pivotal part of
coming to terms and acceptance of what happened so they could feel part of
something that made little if any sense to them; but was a significant life threatening
event.

Participants wanted truthful, factual explanation of events to help them understand
their critical illness experience and to help reduce the rumination that unanswered
questions tended to produce:
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“...I think it would help to understand what you are going through with it, to
sort of think you are not going mad. If it had been explained...” (Clara 6
months)

There was almost a sense of loss in terms of knowledge about their critical illness
journey and frustrations around the limited insight that they were provided with
before discharge home. A common participant need was to be able to talk to
someone about the critical illness experience after they had been discharged home:

“...when I first came home things were still going over my head. Things
weren’t clicking straight away as though I was still sedated, that’s how I was
feeling really, so I wasn’t picking up on things, not as quick...I was more
mellow I think, that I, well just as well because I didn’t want to worry myself to
death either.” (Beth 6 months)

While they wanted information, there was also the reality that a one off explanation
was not going to work as they often felt bewildered and cognitively lacked the
capability of retaining the information.

It is important to be mindful of any harm that could be incurred by sharing information
with patients. Some patients may want all the details, while some may not want to
know anything at all:
“I’m scared. I have been told some things, but I don’t want to know. I don’t
remember pulling the drips out and things, but I didn’t want anything done in
the first place, but I would have died of poison otherwise.” (Harry 6 months)
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This suggests that communicating what has happened to a patient needs to be
tailored to each individual. This is a challenging prospect as it is not feasible to offer
something that fits with all eventualities.

Whilst some participants would have liked more information to be provided before
they left the ward to go home, others preferred the possibility of someone taking you
through what happened a few months after the event:

“Actually that would have been quite nice perhaps to know a couple of months
afterwards when you have got over the shock it would be quite nice for
somebody to take you through it.” (Clara 6 months)

It appears that any interventions regarding improving communication, information
and explanation for critical care survivors would need to be tailored to a variety of
needs. Opportunities and signposting for those seeking more information need to be
developed, be that via information leaflets or a ward visit by a critical care nurse
involved in their care or a mixture of both:

“I don’t know whether the nurse, that you’d have somebody come up from
intensive care...Well I didn’t see anybody then from intensive care. It would
have been nice just to have had that, seeing how you were feeling and is
everything ok and I got to be honest it wasn’t until I come out of hospital, I
think it all really started to play on your mind anyway.” (Emily 12 months)
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Some participants suggested, as in the quote above, that someone should visit to
ascertain their progress once home from hospital. It seems that being told they have
been critically ill would imply to participants that someone should check-up and ask
them how they are doing:

“Sometimes I think there could have been somebody calling on you to see
how you are progressing and things like that... I think there could have been
someone that come round and asked how you were getting on and how
things were...” (Diane 12 months)

There is a sense that critical illness has been confusing and complicated enough and
there is a struggle to understand these events. Participants are confounded by this
incomprehension that if they were really that sick would they find themselves
abandoned by the healthcare system during their recovery phase of critical illness.
There is an issue of fragmented care that is highlighted through the participant
experiences shared in the data for the current study. People who have complex care
needs also have involvement in multiple settings and HCPs as a result. Transitions
between settings and different HCPs can lead to reduced quality of care and care
fragmentation (Coleman, 2003). Communication failures are often implicit in such
problems (The Picker Institute, 2008).

It is perhaps important then that participants and future patients be allowed to accept
or decline offers for information sharing and that they be allowed to initiate the
seeking of information at their own pace and readiness. Therefore various
opportunities at different timeframes perhaps need to be available during patients’
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healthcare journeys. Obviously any strategies that are developed to improve service
delivery for patients would need to be mindful of patient choice, resources, time and
cost implications.

6.2 Family role

Participants recognised that although they had no recall, their family had witnessed
the life threatening events as they occurred:

“They (family) had a tougher time than me…well I was out of it…I didn’t know
anything about it because when I stopped breathing and they called them to
get down as fast as…it wasn’t very good for them…it was out of my control…”
(Beth 2 months)

A pivotal part of the participants’ critical illness journey involved their family
members. They were present throughout the events that occurred in critical care but
that the participants could not remember. Participants shared that their family
support was vital to them:

“when I first came home if I needed anything I had close family around me.”
(Diane 6 months)
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It was important for participants to be discharged with help and support at home,
preferably from family members, but as pointed out by Alice, what about people who
do not have that option:

“I’ve got my family support see, so I’ve been fine. I think people on their own,
you know, that haven’t got the support. I think therefore they should maybe
have a health visit on them and you know keep in touch and keep
talking…because I have got my family and I have been able to talk it out with
them and they’ve told me their opinions and things like that. So I have had all
the support I’ve needed…” (Alice 12 months)

Family support, as described by Alice in the quote above meant she felt she was
able to talk to them about what happened and she was able to draw on their opinions
to support her in coming to terms with what happened. This highlights the concern
that, unlike participants in the current study, not all patients would have the social
support from close family and friends and consideration needs to be given to how
best to help patients who may find themselves isolated and alone facing their
recovery process.

Family appear to be left to provide explanation and to support their loved one
through the recovery phase (Hazzard et al., 2013). As already mentioned they have
witnessed the trauma of the critical illness events and therefore arguably may not be
best placed to be the source of this information sharing process that appears to be a
crucial step in illness adaptation and recovery.
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The study data implied that family absorb the role of “filling in” the “lost days” for their
loved one. This information can be potentially controlled with participants talking
about being “drip fed” information by their family.

The majority of participants noted that their family “had a tougher time” and had been
through “hell” explaining that this was because they were “out of it” and knew nothing
about it.

“…when you are in intensive care I think it’s the families that go through it
more than you really because they are seeing it aren’t they and living it, while
you are just out of it. I think you can’t always appreciate it then. I think it is
worse for the people that are watching it.” (Emily 6 months)

It is perhaps no surprise that family had their own difficulties to deal with and might
not wish to confront the anxiety, fear and stress related to the critical illness, threat to
life and survival being in the balance:

“...my husband, he doesn’t really talk about it...he finds it very difficult the
minute he starts talking about it... I feel as if, he’ve been through it, but in a
different way, haven’t he? Post stress or something he said he thinks he
got...he said it was a stressful, he said I never want to go through that again.”
(Emily 12 months)

Supporting this finding Davidson et al., (2012) point out a high incidence of PTSD in
relatives finding themselves in this situation. In response to this Hazzard et al. (2013)
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suggest also giving relatives time to talk through their experience if they are
accompanying the patient to follow- up clinic and, if necessary, advise them to seek
referral for further support.

There has been a recent interest in critical care family members and development of
PTSD with research on this aspect just beginning to develop (Pillai et al., 2010,
Krishnaswamy et al., 2014). The impact of witnessing critical illness events of a
loved one would certainly form one of the key aspects to be considered for further
research from the data provided in the current study.

6.3 Uncertainty

Following their experiences, participants shared the effect that uncertainty had on
them during their recovery. This uncertainty appeared to stem from a need to make
sense of events.

“I think when you are in hospital it’s all a little bit frightening as well isn’t it? I
didn’t really know...what was going on and my husband was trying to
explain... but whether it could be something that a nurse or something that
would come and see you from going into intensive care, coming out into the
ward and maybe going through it, because it’s not being taken in to hospital
on a normal day to day thing is it...it was major and probably half the women
in the ward didn’t even go through what I’d gone through, but yet you was
treated the same.” (Emily 12 months)
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Emily said she tried to stay strong for her family and it is clear that she has been
deeply affected by her experiences. She desperately wanted to know more about
exactly what happened during her “lost days” in critical care to try to understand what
she went through. She felt confused about how unwell she had actually been and
that this was not represented in the care she received on the ward.

Mishel (1988) noted that uncertainty related to unanswered questions can lead to
anxiety in relation to a loss of control over the critical illness event, memory of it and
what the future holds as a result:
“…I don’t think I really appreciated just how ill I had been...I think otherwise
you would be left with an awful lot of unanswered questions and perhaps then
I don’t know whether you could ask the hospital to give you answers or what,
you know, but I mean I am a distant memory to them now because so many
people go through them” (Clara 6 months)

There is a need for participants to appreciate the reality of how ill they have been.
Barriers to this appear to be that their “memory loss” means they do not know what
they do not know and as an inpatient they are reliant on HCPs to ensure that they
have the necessary information. The study data demonstrate that while HCPs may
have explained some things, often the participant struggled to retain and understand
what they had been told. A reinforcing of information about their critical illness is
needed if the patient wants it. It cannot be assumed that family will communicate
everything the patient would like to know, because it has been traumatic for them
and they may not wish to relive it.
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6.4 “Regaining confidence” and “coming to terms”

Alice was emphatic about finding out what had happened to her while she was
critically ill.
So, yes, it’s just something that I have got to come to terms with, but it’s
something I must know.” (Alice 2 months)

While Emily felt that she needed more explanation with details that could help her
understand what went on:
“...it’s hard to come to terms with how ill you were and maybe if that was
explained a bit more...Like when that doctor came up to me the first time. It
does help, little things like that...I think for me then I could have done with
having a few, perhaps the gory details just to have it explained to you...It
would have been nice to have somebody to have said...are you coping alright
and this is what it will be and you might experience this or...You don’t know do
you....you come home and think well is this a normal feeling.” (Emily 2
months)

The doctor who came up to Emily the first time actually said she was pleased to see
her on the ward because when she was with her in the accident and emergency
department she did not expect her to survive. Emily felt this was the most honesty
she had and that she needed this appreciation of how ill she had been in order to
come to terms with it. In other words she is seeking validation of how ill she was.
This is supported by Clara, but she had been able to gain a lot of detail about her
illness from her husband:
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“...I have an absolute zero of recollection...I think if no one had been able to
fill it in for me and it’s quite frightening…So there are elements and you know
with all of it, if you stop and let yourself dwell on it, you can feel a sense of
panic from it all, but then I just sort of think...get on with what you can.” (Clara
2 months)

There is an implication from some participants that although they seek information,
there is an emotional consequence related to trying to understand what happened to
them and in trying to come to terms with events. As Clara said in the quote above
she tried not to dwell on what happened as that became emotionally draining.

The majority of participants described a loss of confidence in their body and
therefore physical health as a result of their critical illness. Ultimately regaining
confidence was partly about having knowledge and understanding of what they had
been through so that they could feel in control of their own recovery. It was also
partly about the recovery time required for their health to improve:

“...my confidence is starting to come back a little bit and my walking is...still
not 100% but it’s a lot better.” (Diane 6 months)

Having the information participants need in order to understand what happened to
them is a necessary step in developing confidence in their body again and helping
them to coming to terms with their illness, thus being able to move on with their lives
as noted by Clara above.

164

“You have lost confidence in a part of your body and as time went on you
begin to think no this is ok...it’s been part of it is sort of regaining confidence
with my own body and in my mind sort of thinking right what do you do, you
either sit here and make yourself an invalid or you run with it and I am not one
to just sit and be an invalid.” (Clara 12 months)

There is the suggestion that talking about it is a painful process and there may be
some avoidance of confronting these feelings:

“It’s coming to terms with it isn’t it and of course...you don’t tend to always
bring it up either cos I think it just opens too many wounds and
sometimes...it’s good to talk, but you don’t want to keep on about it all the
time...” (Emily 12 months)

Emily experiences a dichotomy, because on the one hand she wants to know what
happened for her and not second hand from her family but on the other hand she
wants to avoid dwelling on it. This may be true of other patients in that they prefer to
avoid confronting what happened to them, preferring not to know. This means that
services to support critical care survivors need to be developed with the knowledge
that some will access it while others will not. I had hoped to recruit participants who
did, and did not want to collect their diary so that I could analyse differences, but was
unable to do so. Ultimately the individual needs to feel ready to find out more about
what happened, this cannot be imposed, it has to be voluntary.
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6.5 Changes over time

At two months participants described a need to harness information from whatever
sources were available to them in order to make sense of what had happened to
them. This was important to their recovery process.

At six months most participants had the ability to tell a coherent story of their illness
and where they had needed their partner to help with the initial story, they did not
need them to intervene much for the second interview.

By twelve months most participants felt their illness journey made sense to them.
They could recant an overview of everything they had learned and they seemed to
own the story which gave them back control and although their interpretation of what
happened may not be completely factual or accurate it made sense to them and
provided the coherence to their lives that they felt they had lost while they were
unconscious and that was missing during their initial recovery.

Information pertaining to participants’ critical illness events is seemingly garnered
through a variety of different sources over time and the manner in which participants
cope with their illness and associated uncertainty is heavily reliant on family support
and their personal satisfaction with their interpretation and acceptance of the
information they are given during their recovery period. The development of selfefficacy and exploring the meaning of their critical illness form a fundamental part of
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their journey to recovery, with the anniversary often serving as a pivotal marker for
accepting and moving on from their critical illness.

6.6 Summary of chapter

In Chapter 6: “something I must know” participants identified their need to seek
answers because communication about what happened to them was lacking. This
led to problems in ascertaining a coherent storyline. Most participants were
determined to find out and resolve the issues regarding rift in their life, self-identity,
loss of control, physical and psychological health: thus needing coherence.

The issues of resolution, communication and needing to know what happened and
coherence are explored in chapter 8 as part of the emerging theory.
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Chapter 7: Critical care diary: “It’s a piece of jigsaw”

7.0 Overview of the chapter
The aim of this chapter is to explore a longitudinal representation of participants’
perceptions of their critical care diary and analyse what role, if any, a critical care
diary has played in participants’ recovery. Their views regarding the diary process in
terms of commencement, collection and handover of the diary, therefore the content
(type, breadth and depth) and impact are explored at two, six and twelve month
stages of their recovery. The potential benefits or harmful aspects that could pertain
to diary use are considered. The coding of the conceptual category is outlined in
Figure 10 below and these are used as subheadings throughout this chapter.

Figure 10: Conceptual category Critical care diary: “it’s a piece of jigsaw” and
associated concepts
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7.1 The diary process
7.1.1 Collecting the diary

The invitation to collect their diary arrived without an explanation about what this
entailed, thus evoking anxiety for Emily:

Researcher: “Do you have any memory of intensive care?”
Emily: “I didn’t want to go back in there and I didn’t want to face it” (Emily 2
months)

Emily felt uncertain about what was expected of her when collecting her diary and
this added potentially unnecessary emotional burden for her. Collecting her diary
impacted on Emily throughout her recovery and she pointed out at six and twelve
months the diary was not really something she would have wanted for herself:

“…he (husband) said are you going to go back for your diary and I went oh
no, because I think I thought to myself I don’t want to know anything that was
going on. What do I want to know for? Forget it now…it happened and no I
don’t really want to know…” (Emily 6 months)

Emily obviously would have preferred to cope by not knowing what happened and
the diary process was overwhelming to her and potentially hindered her recovery
rather than helped it:
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“... I was a nightmare the morning, going down for the diary, cos I get myself
so worked up, that I am really so anxious. I’m biting everybody’s head off...
because I’m get so... because there was nothing at all in hospital, nothing.”
(Emily 12 months)

Clearly Emily was very anxious on the day she had to collect her diary and it was a
stressor for her because she had not really felt she wanted her diary. The quotes
represent a year in Emily’s recovery where collecting her diary still troubled her. This
highlights that careful consideration is required about the manner in which the diary
is offered to patients. A need is indicated for supportive information about the
purpose of the diary and how and where (neutral environment, not critical care) it will
be handed over, with time for discussion and clarification being offered.

Despite Emily’s hesitancy to collect her diary the majority of participants wanted to
collect their diary and in most cases it was essential for them to find out more about
what happened to them. Alice had not been to collect her diary at the time of the first
interview and she clearly found the idea necessary, but emotional:

“I felt a bit weepy (became emotional and cried a little), which I most probably
will when I get my diary ’cos they’ve all (family) said to me about crying and I
haven’t cried (cries)…it’s just something I gotta do (emotional). I think I am
only just realising how ill I was” (Alice 2 months)

Alice had not yet collected her diary and talking about it at interview she became
emotional and had a cry. In verbalising her story she said it was the first time she

170

had realised how ill she had actually been. She found it useful to acknowledge this
and to have that recognition by participating in the study seemed to help her.
Interestingly participants concurred that when they collected their diary they were
invited to see the unit, but nor given opportunity to sit down with the diary team and
discuss their diary.

“I did say it is hard to understand and they did ask me if I remembered
anything there and I said no. Only when I went in I was shocked at the bright
lights and it was always dark…they said I must have been waking up in the
night; that would explain that.” (Alice 6 months)

Alice, unlike Emily, was not put off by seeing the critical care, but she was quite
shocked by the experience. This emphasises the point that expecting critical care
survivors to come to the environment where they were life threatening ill, and which
they do not recall, is too much too soon.

“Yes the diary is good, but I think there should have been a little bit more
information in it. They are so busy there I think they would have been more
interested in taking care of you than writing in the diary. I know there was one
nurse there who looked after me a lot and he never wrote in there.” (Alice 12
months)

Wanting more information about what happened is evident in both Emily’s and
Alice’s quotes at twelve months.
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It is possible that not every person would want to have an in-depth conversation at
the point where they collect their diary, but consideration needs to be given to how
best to share the diary with the patient and meeting their individual needs.

“They didn’t go through the diary with me…I said the thing is I haven’t got any
questions because I was out of it. So they said I could phone up at any time
with anything I wanted to know and just have a talk, but I think it is selfexplanatory…The only rude awakening was what *(the nurse) wrote the one
night when things were not looking too good.” (Beth 2 months)

Although Beth did not feel she had any questions when she collected the diary, she
did after reading it and the fact that she knew how busy the critical care unit was
meant she did not feel it was appropriate for her to ring them.

“Basically what I have learnt, he (husband) hasn’t told me all that much, but
my daughter has, because I stopped breathing and they had to resuscitate
me. I didn’t have a heart attack or anything like that.” (Beth 2 months)

Beth confessed like most participants that as soon as she got home with her diary
she read it immediately on her own. She was shocked to read that she had almost
died in her diary. It was clear during the interview that her husband had not wanted
her to know and that her daughter had discussed what happened further with her
once the diary had been read and prompted questions. However, when Beth showed
the diary it clearly stated she had a “PEA arrest”, but the term meant nothing to Beth
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and there was no critical care follow-up opportunity to clarify facts with her about key
events.

7.1.2 Handover

The purpose of a face to face diary handover is to facilitate an open discussion,
guide through the diary content and enable questions to be answered and clarified;
avoiding reading the diary alone (Jones, 2009a). In the study setting the diary
handover was not a run through of the diary or a discussion based meeting. Instead
the diary was handed over after the invitation to look around critical care; like an
after-thought.

A risk in allowing participants to return home to read their diary without a facilitated
handover process is that they have potential to read emotive information
unsupported and alone. There is no opportunity to clarify or discuss content or how
they feel about it:

“They said read the diary a little at a time, but no I couldn’t do that could I. So
when I came home I sat in the front room and read the whole thing. I finished
it. So maybe that was a bit of a mistake, because it was a bit of a shock. I
didn’t get upset, because I was out of it.” (Beth 2 months)
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All participants were handed their diary on the way out; to be read at home. A visit
inside the critical care unit seemed to take precedent over the handover process:

Researcher: “When they gave you the diary did she go through it with you?”
Diane: “Well she took me into the ICU and you see a lot of the machinery in
there, the breathing apparatus.” (Diane 2 months)

By taking participants in to look at the unit the diary team seemed to be using that
rather than the diary as an opportunity to talk about what happened in critical care:

“I think it was nice knowing sort of like what...equipment you were on and
what they actually did to you while you was there...helping to breathe, all the
tubes which were feeding me. I had to have blood in to my body...that they
was fighting for my life as well and helping me all they can...I wouldn’t be here
if it wasn’t for me going in there. I think it was an eye opener to see...” (Diane
6 months)

The literature available about critical care diary use suggests that the diary is usually
read to the patient by the nurse at the handover, which occurs at a follow-up
appointment (Egerod et al., 2013, Nydahl et al., 2014).

Ewens et al. (2014b) had professionally printed diaries produced for their study.
Their approach to the diary handover was different to that previously described in the
literature (Åkerman et al., 2010, Gjengedal et al., 2010, Egerod et al., 2011b). The
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primary researcher would visit the critical care survivor just prior to their transfer from
ICU to the ward and talk them through the purpose and content of their diary. A
researcher would continue to visit every two to three days to answer any questions
that the patient may have about their diary. There was provision of support should
any patient require it after reading their diary.

7.1.3 Reading the diary
Participant data identified that, because common practice in the study site was to
wait 48 hours prior to commencing the critical care diary, their diary omitted the first
few dates when they were potentially most unwell and this was a source of concern.

“Those two days that were missing, that was the one day that my grandson
actually came in with my daughter. It doesn’t say about him being there.”
(Alice 2 months)

Without explanation some participants were left with unanswered questions, as with
Emily in the quote below. Emily and her husband had searched the internet for
information, but this resulted in more anxiety and questioning about her illness.

“…they said I had pneumonia, but when my husband read on the internet, there
are so many different types of pneumonia. I don’t know what type I had. Will it
come back again? Am I going to have weakness there? It would have been
nice to have that explained to you.” (Emily 2 months)
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7.1.4 Photographs

All participants were told there would be a photograph as part of their diary.
However, only three actually received their photograph. Failing to provide a
photograph as promised was a source of further conflict in achieving coherence and
making sense of the reality of what had happened for participants.

“I think if there had been a photograph then maybe you could think blinking
heck…I think the diary is a good thing, but I do think intensive care needs to
be able to be explained more then. It is not just a normal ward, it’s not, and
the things that happen in there…like I didn’t realise that I was on life support.”
(Emily 2 months)

Emily’s husband had tried to draw a picture to explain all the tubes that she had
during her time in critical care and it just did not make sense to her.

Having a photograph in conjunction with the written elements of the diary was a
means of reinforcing the care that participants received, but also about aiding in
explaining things to them. Seeing the photograph gave those participants who
received one further visual confirmation of how ill they had been: the reality:

“She asked me did I want to see the photo. She said if you don’t you can see
it when you go home, in your own time. My sisters were there, they came
down with me because they wanted to see the girls and show their
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appreciation. They said go on have a look at it. They had seen me in the bed
with all these tubes and the machinery. I did have a look. I felt a little bit
tearful...Looking at the photograph I thought oh my goodness. If it wasn’t for
ICU I wouldn’t be here.” (Diane 2 months)

When photographs were available it did enable participants to ask questions about
their appearance, and as demonstrated above, to gain answers and even some
insight in to the reality of how critically unwell they were. Diane’s photograph acted to
validate or confirm her critical illness:

“With the colouring that I had in the photo I thought my blood pressure would
be really high. Do you know it’s very very low! They obviously treated me for
that…I look at that and think well I might not have been here now. When I look
at that I think that is not me, but obviously it was me.” (Diane 2 months)

Interestingly, for some participants the need to have a photograph increased over
time and, as Alice explained below, this was because she wanted to visualise it for
herself rather than just hearing about it from family or reading the diary content. So
Alice has been left without the validation or confirmation of a photograph
demonstrating the reality of her illness to her:

“The only thing was; I was hoping that they had the photo and they said they
had lost it...everybody tells me about it and what I was like. I just want to see
for myself I think. It’s just another part of it, sort of thing, you know.
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Disappointed, yes, I was expecting a photograph. They told me about it and I
was prepared for it.” (Alice 6 months)

When there was no photograph, participants felt it left a void in the story of their
critical illness journey. Possibly the visual nature of a photograph being able to
capture more than words can say, but also making it a reality by actually seeing
themselves, rather than just hearing it from family and trying to use their imagination.
Having a photograph has potential to add to the coherence of the illness story for
participants.

Furthermore, a photograph had the potential to provide reassurance about the care
they received:

“I think the photo shows you how you were respected, how you were covered
up, you were in a clean bed…So I think it does reinforce part of your care…I
think it also helps to know why, for instance, I have got scars here on my
neck…besides where the trache was…I think that when you first see all your
scarring, you can think oh my God what the hell were they doing, whereas the
picture explains it…the little feather scars Ive got is where the trache was put
in place…it just helps with the explanation of where you went with it.” (Clara
12 months)

Data from the current study support the fact that participants felt unprepared for the
enormity of impact that critical illness had on their ability to recover. It also highlights
the impact that “being out of it”, “lost days” and “memory loss” had on participants.
The use of a diary was beneficial in most participants’ experience; it aided their
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knowledge and understanding about what had happened to them so that they could
start to understand why they were left with psychological and physical consequences
to overcome.

7.2 Being ready to know
Participants’ experiences in the current study identified that some would not have
been ready to face this discussion about their diary while in the initial stages of trying
to comprehend what they had been through, while for others it may have helped.

“I wasn’t really going to go and pick it up and part of me didn’t want to go
down that road. So I have only read little bits of it.” (Emily 2 months)

Similarly Clara was not sure she would collect or read her diary.

“I don’t know that I am strong enough yet to have the harsh realities in front of
me.” (Clara 2 months

There is difficulty attached to providing a diary approach that works on an
individualised basis as no one approach will work for all and the challenge is how to
facilitate critical care survivor needs in a multifactorial manner, while keeping time
and resources to a minimum. Emily was still hesitant to read her diary properly at six
months.

179

“I was out of it, but it’s nice to look back, haven’t really gone into it, just flicked
through it.” (Emily 6 months)

Clara was different in that although she was concerned about being ready to read
her diary, once she had it she found it helped in her coherence of what happened
and realisation she had been in shock. Appreciating this aided her ability to recover.

“I was still in shock I think as to what had happened to me…But I do think that
diary is fantastic…” (Clara 6 months)

Some participants did not look around the critical care unit when they collected their
diary because they were not ready to do so. Emily still struggled with the idea of this
a year later.

“I am quite a shy person and I don’t know whether I’d cope with going in to a
room full of people...I would find that all too much. I couldn’t walk into a room
and like nurses that looked after me I would find that really awful. I didn’t want
to go back...but like in a few years’ time I might be sorry that I haven’t gone in,
but it’s how you feel at the time isn’t it.” (Emily 12 months)

In the case of Clara she had moved onwards in her recovery. Emily seems to have
remained static in her recovery process.

“It’s made me appreciate life. It hasn’t come without its ups and downs….I
think I have come out stronger from it. I am just grateful to be here.” (Clara 12
months)
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Prompting recall of the participant time in critical care should be handled with care as
their psychological capacity to deal with such confrontation would not be able to be
adequately assessed by the diary team member showing them around and it is
evident that no debrief is provided (Toien et al., 2010). In reality the current diary
handover process, in the study setting, is like a one off debrief which is criticised in
the literature (Mayou et al., 2000, Litz, 2008). According to Bisson et al. (2013)
support for individuals following traumatic events needs to form a series of
supportive sessions.

7.3 Capturing what happened

Participants’ recovery following critical illness was described by them as a quest to
piece together the jigsaw that comprised their critical illness story and the importance
of knowing what happened:

“It’s a piece of jigsaw I suppose and there is going to be pieces missing from
that time, but I think it would be nice to look at what happened and when it
happened and why it happened...that’s the bit where the diary could help
out…I suppose you do feel that you have lost that part of your life… So it
would be nice to know what was going on... (Graham 2 months)

The participants’ experiences demonstrated that there is a need in some cases for
an open and honest overview of all events that occurred to be provided.

181

“So I am still finding out bits and pieces you know.” (Beth 6 months)

In the case of the participant quote above, she knew her family were holding back
information from her about what had happened. While they were trying to protect her
from knowing that she had almost died, she needed to know the truth in order to
form her own coherent critical illness story to resolve the rift it had left in her normally
continuous life story.

Participants raised the point that it is important HCPs do not assume patients know
what has happened, even if they have been told more than once:

“I think the one thing is... for people not to assume that what you have told
the person has gone in, because it certainly hadn’t with me...it could just be a
black hole and some people may not ask...I think that the diary is a way of
doing it and helping someone and supporting them then as they get back to
normal.” (Clara 6 months)

So the diary can act as a way of coming to terms with what happened and facilitating
recovery, by enabling the rift in their life story to be repaired through chronicling their
missing time. Provision of a diary can hand back control to the individual it was
written for, as long as it contains enough detail and explanation about the significant
events that took place.
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Knowing what happened to them and reaching a point of acceptance seems
dependent on the information, communication and explanation that is provided and
of which the critical care diary is a part of a process of assimilation:

“I never questioned anything and that’s not my nature and I do sort of think I
was in shock. You know coming round from it all and everything with it and I
found my diary and I did read another piece, I have read it and I cannot say
how much that diary is meaning. The biggest disappointment for me is that it
didn’t continue...because I have got that chunk missing and although it’s not
something you want to dwell on...if you hadn’t had the family support that I
had…I think it is something that really really is valuable.” (Clara 12 months)

The diary seemed to reduce participants’ sense of detachment from their critical
illness event and in most cases they expressed better comprehension and insight.
The diary alongside other sources of information, such as family, seemed to help
participants in forming new foundations of memories and creating their own story.
They could then incorporate this into their life story narrative; as long as family felt
able to be honest.

Participants shared a desire to piece together a chronological timeline of their critical
illness journey. Collecting information through reading their diary and talking to family
was pivotal in helping them to integrate their missing days.

“I suppose that’s the only thing I felt and as far as the diary is concerned it
would be nice to have a fuller story. So when you come to read it, you may
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not be happy reading it, but at least it puts... pieces of jigsaw together so you
have a bigger picture.” (Graham 2 months)

A diary can enable clarification of the timeline of the critical illness journey and
provision of a chronological overview is identified as important in the literature.
According to Nydahl et al. (2010) patients who have spent time sedated and
ventilated in critical care often want to reflect back on their experience.
Reconstructing a coherent chronological picture of their lives, which have been
disrupted by their critical illness, was a vital part of needing to know what happened.
Åkerman et al. (2013) study concurs by identifying that patients need as much
information pertaining to their critical illness as possible, but in a chronological
manner as this helps them to construct a story for their missing time.

Participants indicated that dates in their diary were important because they helped in
knowing what happened for the days that they could not remember due to their
“memory loss”. The diary acted for participants as a provider of ‘proof’ that they were
critically ill, giving them a sense of reality of what occurred during the missing time.
Therefore providing reassurance by removing the uncertainty aligned to the memory
gaps left behind from their critical care admission.

“The diary told me where I was for 10 (days). I had written proof of where I
was...Well I knew how many days I was in hospital because the diary told me
so many...So then of course it all clicked in then the 4 days were prior to going
to ICU. Then that gives you peace of mind knowing, that’s fixed that little
problem. At least you know what’s happened and I think that’s important.”
(Beth 6 months)
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It was difficult for some participants to connect with their lost days and if the diary
was brief, as the case below, it did not always resolve this issue:

“I think that’s when it hits home...we were talking about something the other
day and from about * until about the *, it just didn’t exist, those dates and
that’s quite a weird feeling mind to look back in the diary and think there is
nothing.” (Emily 6 months)

Another participant concern with diary use is that at present it is not continued when
a patient is transferred to another Health Board:

“I felt very, like I said when I got to the end I just thought, oh I don’t know now,
I don’t know the rest of it. You know much as my husband and my sister had
filled in as much as they could. You just sort of think hang on there is 4 weeks
still missing now. So I think what you’ve created there is absolutely fantastic.”
(Clara 6 months)

Those participants who were transferred for specialist care were left with missing
time in their critical illness story. The quote below highlights that the consequence of
the diary not continuing with them was that the diary lacked the ability to help them
piece together the jigsaw of what happened, so they were left with a disrupted
picture and their lost time remained incomplete:
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“I think what would have been handy if this diary had been passed on to the
*(specialist hospital) and then you know perhaps bits of the jigsaw would fit.
Yeah so it would have been nice to look back on that and see, but it was only
the period that I was at the * (local hospital).” (Graham 6 months)

When the critical care diary failed to cover what participants construed as their “lost
days”, it left them with a lack of coherence and therefore control over their lives:

“The only thing is there are 2 pages missing. There are 2 pages where they
haven’t written anything. I think that is where I was so ill, the 2 days after the
operation there was nothing put in there. It did say after the operation I had
taken a turn for the worse and the family was called and then 2 days then
there was nothing wrote in there and then it picked up again...Even if it
said...that I wasn’t improving or...some sort of information.” (Alice 6 months)

The impact on memory affected all participants and they all found the missing time
hard to comprehend. However, having their diary to read did enable them to build a
relationship with the dates they could not remember:

“I can refer back to the days now, you know, when I was in there…telling me
how bad I was and what the family was doing.”(Alice 12 months)

Part of the criteria for commencing a diary was that it would start after 48 hours and
this seems to be the source of Alice’s missing dates and the impact of this needs to
be considered. It is possible that the diary should start immediately to ensure the
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most critical days are included. Resistance to this may be that not all patients require
longer term ventilation, but data from the current study indicates that regardless of
length of time sedated and ventilated, it is the “lost days” and “being out of it” that
need to be addressed for patients so that they can re-establish their missing life story
timeline to gain coherence and self-identity.

The interpretation of their story through their diary and family is pivotal to help
participants integrate their missing days and time that form a part of the continuum of
their life. This would help to redress the imbalance caused by not knowing and
reduce the uncertainty they feel. This could aid in a regaining of control over this life
threatening event of which they do not feel a part. It could enable clarification of the
timeline of the critical illness journey as provision of a chronological overview is
identified as important in the literature. According to the literature, a way of
facilitating this reflection is to have a chronological record of events via the provision
of a diary, with a follow-up appointment that enables discussion and questions to be
answered (Båckman & Walther, 2001, Combe, 2005, Åkerman et al., 2010). The
diary may not always provide enough information; in this case it covered only a brief
admission and not the second admission period, although they occurred in the same
month:
“…although those dates are in that diary, they still don’t mean anything mind
because those days, as far as I am concerned just never existed and won’t
exist now. I suppose in some ways that’s knowing what you have gone
through, but not really, it’s not enough, for somebody to have been out for 5
days and then waking up on a ward...” (Emily 6 months)
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The diary can act as a resource to look back at dates and to provide additional
information that participants can use to construct their interpretation of their critical
illness story and gain coherence about their missing time:

“...that’s just filling in the gaps of when I wasn’t with it so to speak, because
your memories are there, they are made when you are awake and you can file
that away, but you know, it’s that black hole of when you weren’t with life…it
gives you an overview of the story, but without going too technical with it and
it genuinely shows you that the staff and relatives writing in it and all are
pitched at the right level…What to me it is doing is just giving me a day by day
account...” (Clara 12 months)

Generally there was consensus by participants that their diary was helpful in
providing explanation of their missing time, in conjunction with family discussion:

“...My 10 missing days as I call them, which they are not so missing now;
which I am thankful for...and with the little bits that they tell me [family]...”
(Alice 12 months)

Capturing the missing time enabled participants to interpret their story in their own
way and to use this to tell their story in their own words to others and eventually to
feel that the rift in their life story was healing. In finding out what happened they were
able to reduce the uncertainty they felt and regain a sense of control over this life
threatening event of which they do not feel a part:
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“I just think people are being given the opportunity to see something and partly
experience something that at the time they had no knowledge of and for some
people it’s important that they understand the journey they have been through…
all round for me, everyone that wrote in there played a very, very important part
in my journey.”(Clara 12 months)

As Clara explained, knowledge about what has actually happened to her has
enabled her to understand her critical illness journey. Initially at the two month
interview she was unsure if she felt ready to collect her diary and if she would bother.
At the six month interview she said she did not know why she had been so worried
and that it had been helpful to her recovery because she was beginning to
understand what she had been through and was relating that trauma to how her
body was reacting during her recovery. At the twelve month interview Clara
explained how the diary has acted as a vehicle for her to gain some understanding of
her critical illness, that at the time she felt she was not a part of because she was
unconscious. This is further supported by Beth:

Researcher: “What has the diary offered to you do you think?”
Beth: “Peace of mind in a way. That’s something I know nothing about, that I
could be part of it afterwards. Instead of being ignorant of what has happened
while I was out of it for 10 days… Well you feel more in control, not so out of
it…It’s hard to explain. It’s comforting. I found the diary comforting.” (Beth 12
months)

It is these pivotal statements by Beth and Clara that sum up the role their diary has
played for them in regaining a sense of control over events because it enabled them
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to gain coherence about events. Ultimately it has given some participants a different
perspective of events to that provided by family and in some cases it facilitated
participants’ understanding of what went on; enabling them to feel part of something
that without the diary they did not. However, in Emily’s case it did none of this;
leaving her ruminating about what actually happened.

Through reading the diary, for some participants it provided pieces of information,
usually chronologically, that they could use to appreciate how ill they were:

Researcher: “So how did you feel reading the diary?”
Graham: “I realised what went on then…and what really happened I suppose
for that short period of time. That’s why I think it is important that the diary that
the diary should go with you so you get a full picture, because, you know, that
was there, but then I spent more time in the * (specialist hospital)…so I don’t
know what happened in the * (specialist hospital).” (Graham 12 months)

Clearly the diary had been useful for Graham in capturing the initial part of his illness
journey, but it did not provide a full picture of what went on because Graham was
transferred for specialist care and the diary stopped at that point. Participants
suggested that the diary should continue with them, or a new diary be started to
capture as much of what happened to them as possible.

However, for Emily the diary did not tell her anything she felt was important to know
and she was left not knowing whether all that her husband told her was true or
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exaggerated. She also expressed concern about not knowing how she should feel
and what was normal after critical illness. She wanted permission to feel the way she
did. She shared feeling guilt about her avoidance of the symptoms she was having
and being a fraud for feeling so detached from things even on returning home. She
did not feel family appreciated how she felt and she knew they had been through an
awful time so she seemed to try to hide her true anxiety and fears.

7.4 Constructing the critical illness story

The quote below identifies that some relatives wanted to protect their loved one from
the traumatic events that they had been privy to.
“I didn’t have it until January! (In response to husband saying he wouldn’t
have given it her until then) It’s my diary, not yours! I know you had to sign for
them to have permission to do it.” (Beth 12 months)

The addition of family views and experiences added to the meaning of the diary and
their critical illness for participants:

“I didn’t expect to collapse and how I was so ill I suppose and because there
is a month out of my life that I have got no recollection of, which did bother
me, but now I thought well, I can’t get it back, I can’t remember it, that’s it.
Draw a line under it and the family have filled me in on what happened as I
say and then the diary has filled me in on some of that time as well.” (Alice 12
months)
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Bergbom & Askwall (2000) and McKinley et al. (2002) found that family are a vital
source of security, support and reassurance for the patient. In the context of the
participants in the current study they all had supportive close family to help them
through their critical illness journey. The psychosocial dynamics differ for critical care
survivors and that needs to be borne in mind when offering them a diary without ongoing support in place.

Study data indicated that following critical illness there seems to be a reliance on
relatives to fill in information. Given the traumatic nature of the life threatening event
that they witnessed, it could be argued they are not necessarily the best source of
information for critical care patients. Expecting family to revisit traumatic experiences
could be detrimental to their health and well-being (Toien et al., 2010, Bisson et al.,
2013). Information provided by family may be inaccurate and selective. This
emphasises the need for follow-up support, not only for the patient, but also for
family as well:

“I think it would be quite nice for my husband to have a chat with
somebody...for him maybe to understand how I feel, does that make sense?
Because he would see... people who have been through it; it is totally different
needs, but it would be nice for him to meet somebody else that have been in
intensive care and to know what I am feeling... but I can’t even begin to
imagine if I had to go through it...like when you are in intensive care it is touch
and go isn’t it?...I can’t even imagine.” (Emily 12 months)
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Family witnessed critical illness potentially forms a barrier to effective disclosure of
the reality of events that occurred. Family may not want to relive what they went
through and participants clearly picked up on this. Family experience could form an
additional burden to their own complex situation of being a critical care survivor and
trying to establish what would be normal to expect in their situation. Furthermore,
because there is no follow-up process, people are being left to cope alone once they
leave the support of the healthcare system and go home.

Concern about the impact on close family members of admission of a loved one to
critical care has recently become an aspect of interest in adult critical care research,
with Jones et al. (2012) conducting an observational pilot study RCT to explore
intensive care diaries and relatives’ symptoms of PTSD. According to GarrousteOrgeas et al. (2012) and Jones et al. (2012) use of critical care diaries had a positive
effect on critical care survivors and their close family by acting to reduce anxiety and
symptoms of PTSD.

The diary can form a means for relatives to let their loved one know about the critical
illness events from their perspective, in conjunction with nurses and other HCPs
entries. This quote demonstrates that the diary provides an overview of daily life
whilst the participant was unconscious:

“They wrote in the diary every day who was there and what I was doing...It
was a hard time for my family as well as myself! I got there in the end.” (Diane
2 months)
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Ewens et al. (2014b) said that patient diaries are a way of enabling a connection
between the patient and loved ones during their missing time. In the quote above,
the participant has been able to read the diary and gain insight into how her illness
impacted on her family. One participant pointed out that she felt the diary offered her
family emotional release because they could express how they were feeling in it:

“I think its twofold for me; it was a way of them expressing and telling me how
they felt, but I think for them as well it was a way of them putting down some
of that feeling perhaps dumping some of the stuff that was perhaps going
around in their mind, because I said to my husband, I can’t imagine what he
went through...” (Clara 6 months)

The diary can form a part of the reorientation process that occurs through family
discussion by providing information written at the time it occurred and arguably this is
more reliable than second hand information from the family (Ewens et al., 2014b).
Family provided one source of information about care participants received, but there
was a need to have written confirmation of this through reading the diary:

“The family has told me so much that went on, but yes it was nice to read, to
have it on paper, to read it myself and I have got it and I am keeping it, that
sort of thing.” (Alice 6 months)

The family role is centred on emotional support, but it is also about information and
helping the patient to understand this stressful event and to provide support. It is
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clear that in some cases family felt unable to share how traumatic the critical illness
situation had been with their loved one:

“I was quite calm and especially after I had the diary. It answered a lot of, but
no I wasn’t unduly worried no...Well I had some answers, but as I said I knew
they (family) were not telling me everything...I couldn’t rely on them to tell me
everything, could I? They were just giving me little bits and pieces” (Beth 12
months)

So in some instances the diary can take pressure off families when it comes to
explaining what happened.

The current study data suggest that validation or confirmation was required by
participants and the quote below shows how a diary can provide some comfort and
control for the participant:

“Well the diary doesn’t say anything about where you had all the tubes coming
in and out of you, but my daughter has told me...but you don’t feel quite so
helpless. It keeps you comforted somehow knowing that somebody cared
enough to write in the diary when I knew nothing about it. My husband and
daughter are not always in the right frame of mind and all that going on to
remember everything… I enjoyed reading it. Apart from that one where things
were a bit dodgy. It sort of kept me in the loop, that’s how I look at it. I’m glad
they kept a diary; I think it’s a marvellous idea” (Beth 2 months)
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Beth felt she needed to find out what had happened and could not wait to collect her
diary. Her family had not told her how ill she had been. While this participant had
indicated she could not wait to read her diary and did so as soon as she got home, it
did upset her. Provision of support and time spent discussing the diary in her
moment of realisation that she almost died would, perhaps, have been a better
approach.

Fran found it very emotive reading her diary and explained that she had not yet been
able to read everything that her husband had written:

“My daughter had written somewhere about my grandson. Oh I can’t remember
what she said now and yes reading that afterwards and every time my husband
has written in here, he is putting…so and so rang very upset. Yes so it was all
things from home were still there…” (Fran 2 months)

She told me that her diary was in a safe place and she knew she could access it if
she wanted to. This was a common comment during interviews, with participants
saying that their diary was important to them and valuable enough that they kept it
safe and accessible to them. Participants seemed to be prompted to access their
diary if they had a bad day, if friends or family were visiting who had not seen it and if
there was something that triggered them to think about it, such as something on
television, in the paper, or approaching the first anniversary of their admission.
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The emotional impact of having the diary, reading it and trying to digest it cannot be
ignored. Furthermore, if the diary content does not suffice, it appears in Emily’s case
to have resulted in rumination about what went on because she lacks the answers
she is seeking. Some supportive measures beyond a one off contact to handover
the diary seems a logical step to help critical care survivor’s psychological health and
well-being, which in turn can impact positively or negatively on their physical
recovery and rehabilitation process.

“Although the doctors haven’t written in there I am aware of the doctors telling
me what was going on all the time. I mean if I asked questions I remember I
was answered.”(Alice 6 months)

In the study site it was mainly nurses who made diary entries, with one or two
physiotherapists or dieticians occasionally making entries about plans and progress.
Perhaps a more integrated multi-disciplinary diary approach is required with shared
training, guideline development and adaptation of the diary to facilitate this:

“Even my physiotherapist put one in, bit in there the one day.” (Fran 6
months)

Literature suggests that nurses tend to be the main contributor to diaries (Jones,
2009a, Gjengedal et al., 2010).

Researcher: “How did you feel about the way the nurses have written?”
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Graham: “Oh I think that’s fine, I mean that’s all part and parcel of a diary isn’t
it. At least it gives you a balanced view of what was happening, you know. If it
had just been the family writing in there then I wouldn’t really have known
what was going on I suppose. You know what they were doing medically.”
(Graham 6 months)

Participants valued the nurses contribution to their diary as providing a more detailed
and potentially factual overview of what happened to them. Additionally, reading the
nurses’ comments about the time over which they had no control was comforting and
demonstrated to participants that they were well looked after:

Researcher: “So do you think there is anything in relation to the diary that you
think could be done to improve it at all?”
Beth: “Not really no, because the person that writes in it is the person that’s
the person that’s looked after you for the 12 hours and they are not going to
write down every time you move in bed or you know what I mean. It tells you
enough to give you comfort and I find that very comforting.” (Beth 6 months)

In some ways the diary helped the participant to develop a sense of a nurse patient
relationship that normally occurs in hospital, but in this case it was a retrospective
narrative story provided in a personal manner by each nurse involved in their care:

“I find it quite fascinating, to me it’s quite enjoyable reading because it’s
written in such a one to one personal way and then there’s like, take care, you
know, you had a good night, I have been looking after you all night and stuff
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and so you get this cocoon effect and that’s what I had when I was in hospital,
I was cocooned.” (Ian 12 months)

As participants referred to their critical illness period as a time they cannot
remember, the diary seems to have a role in facilitating their sense of relationship
not only with that lost time, but also with nurses who they previously perceived as
strangers:

Researcher: “How does it feel reading that sort of thing and the way they have
written it?” Diane: “Obviously you can tell that they were looking after me.”
(Diane 2 months)

Family contribution to the diary was more about the normality of what was going on
at home, or the weather. This played a different role in the diary for participants.
Family entries in their diary showed they were loved and missed while they were
unconscious:

“It was nice to read that when I was ill who was there. Some of it I could smile
at when they were writing, when they were writing rainy day and smiley face
or a miserable face...it is nice then that they could see me making progress. In
the beginning you read it and it sounded a little bit dowdy. As you go through
it you can tell they were happier to see me making progress and obviously the
nurses as well.” (Diane 2 months)
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A recent study described discouraging diary entries about ‘meaningless things like
the weather’ (Ewens et al., 2014b, p.30). However as the participant quote above
suggests, most participants in the current study liked things such as comments on
the weather, construing it as a symbol of normality during the time they could not
remember.

Participants in the current study felt great appreciation to still be alive following the
care they received and concurred with Ewens et al. (2014b) study where participants
felt cared for and grateful that nurses took the time to construct a diary for them:

“I had brilliant support from ICU, support from my family and just be reading
that (diary) you realise what they actually did for you. I just appreciate
everything that they have done for me and without them I wouldn’t have been
here today.” (Diane 2 months)

One participant pointed out that she could compare the concept of having a diary to
not having one, because she had a diary kept for her initial admission, but not when
she was transferred for specialist care:

“If I hadn’t had it then actually I can compare this can’t I? Because the two
weeks or so that I was in the * (local hospital) I have got it and the four weeks
down the * (specialist hospital) I haven’t got it and for the two weeks that I was
in the * (local hospital) they are telling me day by day what was happening, a
rough idea and it was nice, lovely when the nurse has put in there ‘we don’t
know what the future holds’ and it actually makes you think I was really cared
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for...well I know I was down the * (specialist hospital), but the nurses haven’t
had the opportunity to put it into words there. So for me, not having it left a big
black hole. Having it certainly filled in some of the gaps for me...” (Clara 12
months)

Clara pointed out that for the initial part of her admission to critical care she had a
diary. This provided her with some insight about what was happening day by day.
She does not have this for the specialist hospital part of her journey. It seems that
having the diary provided chronological information and also provided reassurance
about her care through the nurse’s entries.

The personal nature of the diary entries and how genuine the nurses appeared
through what they wrote came across to participants:

“…I don’t know how the staff feel about it, but certainly for me the
genuiness…it’s not just a job they turn up for; they are living this journey with
you and they have played an important role in it. For them to be able to
express that as well, it’s nice and to relieve some of the pressure that they
must feel...I know they deal with you, even when you are asleep, as a person
by name they call you, they talk to you, but to actually go on record saying
things I would imagine it’s quite nice, for them as well...” (Clara 12 months)

Sustainability of diaries is reliant on diary team function, with research suggesting
that the lead nurse for the diary team usually acts as the sustaining force by
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continuing to promote diary use and encourage staff to participate in the process
(Jones, 2009a, Akerman et al., 2010, Gjengedal et al., 2010).

“The nurses have said what I done that day and they have taken this out or
when they put that in or you are going to have a tracheotomy
tomorrow…which I think is good because you know how far along you have
had them done… If it wasn’t for that I didn’t realise I was in hospital for a week
before I went up there (to critical care).” (Fran 2 months)

Her diary was able to provide Fran with a timeline of key things that happened, in a
manner that made sense to her. In some situations the timeline of the critical illness
journey was disrupted due to transfer for specialist treatment.

“I would expect it to contain everything warts and all if you like, because it is
part of life…I am assuming it’s going to be things like that in there you know,
with the dates, but of course I was transferred…they are pieces of the jigsaw
over that period of time…There are going to be pieces missing…Yes even for
your personal satisfaction that this happened on that day, that happened on
that day and if the diary had gone to the (specialist hospital)…I think there is
some merit in perhaps having an agreement between hospitals…if you have
to move that the diary goes with you.” (Graham 2 months)

Graham had not collected his diary by the two month interview, not because he had
not wanted too, but that the invitation had not long arrived. The quote above
described his expectation of it. He had already appreciated that the diary would not
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provide the whole story and his idea of the diary travelling with patients so that it
could be continued is sensible.

In a different approach one of the diary team nurses suggested that Diane might
wish to write something additional in her diary about being home and how she was
feeling:
“If you read it, it says Diane its staff nurse* we didn’t have a very good night
with you… and they tell you why they didn’t have a very good night with me
and they say you were better in the morning. Telling you all the stages of the
progress I was making. It is good to read and (the diary team nurse) said it
would be good to write now after 12 weeks of coming home…Sometimes I do
get a bit tearful, just thinking about the help and support and you can’t
express how you really feel…How much you appreciate things that have been
done for you.” (Diane 2 months)

The value of the diary in coming to terms with their illness and the impact it has on
their recovery in terms of limitations that are associated with their critical illness is
important:

“... there were points which I was upset about obviously, but actually when I’d
read it and I got to the end which for me is the day before I transferred down
to* (specialist hospital). I actually felt a sense of loss almost because it told
me nearly a fortnight of the time I was asleep, but I thought there is another 4
weeks that I don’t know now and I think from all my concerns, hesitancy and
all the rest of it, I think it’s absolutely brilliant.” (Clara 6 months)
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Clara describes in the quote above that it was emotive reading her diary and despite
this it was information she needed to find out. This is evident in the words “sense of
loss” when it told her about her 2 weeks in the one hospital, but stopped then
because she was transferred for specialist care and there were 4 weeks her diary
cannot help her with.

“It would have been nice to have been explained, oh today we have done test
for legionnaires…, but it would be nice to know that, because I have been
having it drip fed by my husband really.” (Emily 2 months)

There is a trend in Emily’s first interview that she feels dissatisfied with her diary. It
lacks the depth of detail that she feels she needs about what happened to her.
Although her husband has told her about some things, the use of the words “drip fed”
suggest that she does not feel fully informed and believes some information has
been held back. This sense of missing information has left Emily still needing to
know what happened. It wasn’t until the twelve month interview that Emily actually
read through her diary:

Researcher: “In terms of the diary have you looked at it since we last met?”
Emily: “Yeah I have looked at it and it wasn’t quite as bad as I thought. There
were no pictures in there, thank goodness. They didn’t have any apparently.
There was just a few notes that the nurses would write in…it was quite
helpful, but you are still out of it, aren’t you. So no matter what they you
read…it is a little bit surreal…but it was good cos at least you know what was
going on…I look at it as part of my life I have got to get over…” (Emily 12
months)
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The fact that most participants described reading and re-reading their diaries during
the twelve months the study data were collected suggests that the process of
understanding how ill they were and making sense of what happened is a lengthy
one.

“Well the diary makes my time better, gives me peace of mind...and it’s
something I can always refer to and read it again and again and again, which I
find comforting. Nice” (Beth 6 months)

Their diary was also a means of forming connections with the nurses and an aide
memoire to events that they cannot remember:

“It was a way of letting me know, to me anyway, that they knew about me, that
I wasn’t a slab of meat; which is always the cliché of it isn’t it? That I wasn’t:
that though they didn’t know me; they had tried their best…I felt it was quite
personal yes and that came across in it.” (Clara 6 months)

It is clear that participants’ use of their diary varied. All, apart from Emily, read their
diary at the first opportunity after they were given it. Some dipped in and out of it
when they had queries particularly about dates. When friends and family visited,
most used it as part of explaining what happened to them and this led to discussion
with others and re-telling of their story that was helpful in resolving missing time and
constructing their own perception of their life story. Fundamentally they valued their
diary as a window on the care they received:
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“I will be interested to read the diary and my only recommendation is because
I moved the diary should have gone with me. When you come out and recover
it would be the complete story” (Graham 2 months)

There was a sense from data that participants felt detached from the life threatening
events that occurred because they struggled to relate to something that they did not
feel part of, even though in reality it did happen to them.

“In a strange way it is a nice document to look back on and it’s not because I
am weird, but it is a part of your life and I think you need to look back on it
sometimes and reflect and think well, there is a fine line between I suppose
life and death sometimes…I think it has changed my outlook on life.”
(Graham 6 months)

Following his life threatening event Graham had a few setbacks requiring further
hospital admissions during his recovery and he decided to retire from his job and
concentrate on life with his family. He valued his diary and remained an advocate
that there should be a continuation of the diary between hospitals if a patient is
transferred.

Graham: “I still think it is a pity that it didn’t go with me from the local hospital
to the specialist hospital. It filled in a lot of pieces, because it’s a jigsaw at the
end of the day isn’t it?
Researcher: “So you wanted the story from beginning to end?”
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Graham: “The full picture” (Graham 12 months)

They try to use whatever sources of information are available to them to form a
picture of events, to help them understand how ill they were and what was done to
them and for them while they were so vulnerable, but did not always want to read
parts of their diary, specifically written by family:

“They have both filled it in (diary) and they have both told me everything. It’s
sad what I have put them through, but then I didn’t do it deliberately and I
think that is partly why I don’t want to read the diary at the moment, because
everyone has contributed in to that and I don’t know that I am strong enough
yet to have the harsh realities in front of me” (Clara 2 months)

The diary seems to counteract participants’ sense that their lives have been
disrupted through their “being out of it”. Participants describe a need to know what
happened and to try to understand these events and in most cases their diary
helped.

“It’s showing how busy they were even though I was sleeping my time away.
How much was going on while I wasn’t awake.” (Clara 6 months)

The diary can act as a representation of how ill participants were and in doing so can
bring home the life threatening nature of events:
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“It has made me appreciate life. It hasn’t come without its ups and downs…I
have come out stronger from it. I’m just very grateful to be here” (Clara 12
months)

Some publications about patient diaries have suggested that diary entries should
steer clear of potentially sensitive issues, such as providing too much detail about
the life threatening situation or uncharacteristic behaviour patients may have
displayed (Jones, 2009a, Egerod & Christensen, 2009). However this potentially
undermines the value of the diary for patients and adds a paternalistic stance to the
concept of nurses and other HCPs writing on behalf of patients. Study data suggests
participants did want honest accounts that followed the ups and downs of their
critical illness journey; including the life threatening part and to know that any
uncharacteristic behaviour was normal when waking from sedation.

Some participants felt that what they had experienced, in their capacity as the
critically ill person, was hard for family and friends to contemplate and understand:

“...when you come that close to ‘meeting your maker’ certainly it’s a very
sobering thing for anybody and until it has happened to you I don’t think
anybody can realise what it is like.” (Ian 2 months)

The fact that these critical care survivors have suffered a life threatening event (with
no memory of it) seems to have triggered what is termed an existential crisis. This is
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said to occur when the answers to questions pertaining to the meaning of life and our
place within it, fail to provide comfort and peace of mind (Henoch & Danielson,
2009).

“I have got mixed feelings about it. I think what they are doing is fantastic, but
I don’t know if I am ready yet to read it. Because I still feel a bit sort of weak
and weepy, but I think at first I was going to say no I didn’t want to go and get
it, but then I thought no, many people wrote in it and even if I don’t feel ready
to open it on my own or...what I do. I then thought I will go down, because
although it would only cover the time I was in * (first hospital); that was
perhaps, was that the more traumatic time?” (Clara 2 months)

If these feelings, as described by Clara above, are not managed appropriately there
is the potential to cause significant psychological harm. Furthermore, combining the
confrontation of collecting the diary as well as offering a visit inside the critical care
unit could be a step too far for patients, as demonstrated by the participant below:

“...when she asked me did I want to go and have a look around I was like oh
no, don’t want to know any of that... I wouldn’t want to go back, either way!
No, I think that is something that’s best left, but somebody else might feel
totally different.” (Emily 6 months)

Bearing this in mind, the way in which the diary is handed over and provision of
support thereafter needs careful consideration. This is a matter of concern when use
of diaries in critical care is expanding, potentially without appropriate resources in
place to provide support:
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“...she just gave it to me... I looked in a few of the things soon as I got it
actually, that night I looked at one or two, skimmed through a few things that
they had said, but I couldn’t cope with their readings where they (family) had
put in. What he had written and my daughter and son, couldn’t cope with
them.” (Fran 2 months)

Some diary material was particularly emotive for participants to read, such as the
openness of family entries about how they felt while their loved one was critically ill.
Also bearing in mind they were reading their diaries often alone at home:

“...it got me upset, thinking and reading it so I thought that’s it. I made sure I
read it everything all the way through and I did read it. I couldn’t keep going
back to it, it upset me...I haven’t looked at it now for quite a while. I leave it out
on the top in my back room...sometimes perhaps I will flip through it and look
at the dates and things…I think I found hardest, looking what they had and my
husband what he had written as well.” (Fran 6 months)

In the case of Harry the thought of collecting his diary was overwhelming for him, so
he chose not to collect it:

“I didn’t go down and get my records (diary) because I was too scared. I didn’t
want to know what I had done in intensive care because, but they did tell me a
little bit. The stoma nurses were saying that I was ripping my pipes out, which
I can’t remember...” (Harry 6 months)
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However collecting the diary was a means of regaining control and confidence for
some participants:
“…when I came out of ICU, I did lose a lot of confidence. I don’t remember
anything, so I was reading my diary.” (Diane 2 months)

Diane read her diary and finding out about what went on while she was unconscious,
that nurses treated her as a person even though she was unable to interact, was
important to regaining her confidence during her recovery. Fundamentally needing to
know what happened by reading their diary was a priority for those participants who
wanted to collect their diary. In essence, participants were striving to piece together
their critical illness story so that they could incorporate it coherently within their mind
and remove the unease left by the rift in their life story.

“I will start to write again now, because it is a year up and I will write in there”
(Diane 12 months)

Diane is the only participant, advised by a diary team member during diary collection,
to contribute reflective pieces of her own during her recovery. This is something that
she obviously felt was useful to her and the anniversary of her illness was a trigger to
make another addition.

The diary plays a key role in providing an opportunity for patients to confront what
happened to them:
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“I think that in a lot of senses it’s partly making someone face up to really what
they have been through.” (Clara 12 months)

The diary can provide reassurance about the care participants received, which may
help in re-personalising the critical care illness events from which they have felt
detached:

“...I know by the diary I was well looked after in ICU...and everybody was kind
and helpful. I couldn’t have asked for better. I was definitely in the right place.”
(Beth 6 months)

The diary can provide reassurance especially in relation to the lost time participants
had to cope with:

“...that’s the important days, those 10 days when I was really ill and yes for
me it’s like a comfort blanket. It really is. So whoever thought of that deserves
a medal. I think it’s a wonderful idea I really do it gives me a lot of comfort and
I can always go back and read it again. It’s something you have always got
now, so those 10 days don’t play on my mind because I have got my diary
and I can always refer to that and talk to my family about it. It’s very
comforting.” (Beth 6 months)

Alternatively when the diary did serve the purpose of demonstrating how ill the
participant has been and their progress, it prompted one to want to add to their diary
once home:

212

“I think it was a really good, yeah I think it has done me good and it is good to
know what intensive care have done for me...like I said to see how ill I was
and what they was doing to me for me to make the progress and to gain the
level that I should have been. I think it is a marvellous idea really. That’s why I
want to write in there now things that after a year...” (Diane 12 months)

Ewens et al. (2014b) identified in their study that after the patient took ownership of
their diary some continued it by writing entries during their recovery and noted there
is a lack of research about this aspect of diary use.

7.5 Benefit versus harm
7.5.1 Benefit

The diary is potentially a supportive resource for information, clarification and
reassurance. The diary may act as a means of participants gaining understanding
about what happened to them, but fundamentally they need to be prepared and
ready to face this information:

“I have read bits of it. I haven’t really sat down and gone through it all yet. I
don’t know whether it is the fact that you don’t want to get upset either...I don’t
know if it’s the fact you want to know, or am I scared to know, because if I
break down will it bring on, I don’t know if I would be able to stop to be honest
with you. I think that’s what it is as well, giving in to it, isn’t it?...It has
happened, forget about it, but there is something nagging me that yes I have
to go down this road to, not forget about it, but to put it behind me...” (Emily 2
months)
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Having a diary can help patients to gain coherence about the rift in their life that has
occurred due to their critical illness, sedation and ventilation. By understanding what
happened patients can potentially relate to the life threatening event that occurred,
so that they can be realistic about their physical and psychological recovery.

The diary played a role in the recovery process for some participants by outlining
their progress and providing a sense of ownership of the information that constituted
their critical illness journey: a sense of knowing what happened and therefore
regaining of control:

“I think I would have had to ask a lot more questions because I have not
remembered things, but the diary does give you a lot of detail of what actually
went on. I am glad that I did have that otherwise I would only have what my
family had told me. I must have been a strong person to pull through that. The
diary tells you how I was and how I was doing and how many days I was in
ICU. Like each day the progress and the progress I didn’t make and what they
actually did for me…Just to read it, it is nice. The knowing is nice, knowing
what happened.” (Diane 2 months)

In addition, the reassurance of being cared for and knowing what happened formed
part of the recovery process by facilitating a coming to terms with and acceptance in
participants about what had happened to them:

“They were just caring for me and looking after me and that was all. That’s all
you need because I couldn’t remember anything. I just needed the care and
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attention that they gave me, but it is nice to know things were going on.
Although I can’t remember them, it’s just nice to know...I have accepted it I
think. I can’t change it or do anything about it. I am one of those people who
want to know what’s gone on and that way I can accept that it happened and
that’s it. I am still here and that’s the main thing.” (Alice 6 months)

As a source of information, the diary therefore plays several roles: an aide memoire,
where participants can check up on what happened on certain dates or during their
critical illness journey. The diary can act as a way of providing participants with
insight into the reality of their critical illness when it is outlined chronologically. The
diary acts as a source of information that complements (validates) or goes beyond
that of family and can provide reassurance about care provided to them as a person:

“...it was important to know where I was and what was happening. I think it’s
a good idea. It does help you. It has helped me enormously…Well I wouldn’t
have known what to ask would I? You can’t expect my daughter and him
(husband), they weren’t there all the time whereas the nurses were…” (Beth 6
months)

The diary played a part in participants’ acceptance of the reality of what happened to
them and provided a renewed appreciation of life. Having some concept of what
happened during time participants felt they had lost, was a crucial part of the
recovery process for those participants who wanted their diary. As noted in the
previous chapters people’s life story narrative usually forms an uninterrupted
continuum, it is evident from data in this study that a rift or disruption to that is a
hugely unsettling concept. The diary has potential to allay some of the concerns
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participants might hold about their critical illness journey and it can be a form of aide
memoire about the “lost days”:

“...instead of suppositions and not knowing it’s given me peace of mind, which
is a big thing. It’s like a little comfort blanket and I will go back and read it a
few more times and I think I don’t remember that from last time, because I am
one of these, that I’m a quick reader and then I tend to skip and then I think oh
I don’t remember that...” (Beth 6 months)

The fact that Clara raises the potential need for counselling is very interesting and
highlights how much of an impact her critical illness experience has actually had on
her. The diary can act as a means of coming to terms with what has happened by
providing insight into what happened daily and reassurance about care. However,
additional support, such as counselling may be required. The diary team members
are not qualified counsellors; this means that linking with a clinical psychologist may
be beneficial.

“I was the one that was asleep through it all, but yes I think the diary is great
and offering someone a little bit of counselling about what has gone on, what
has happened to them, helping them to come to terms with some of it,
because to have 6 weeks of your life missing...So for the times you could
actually give someone information would be good...once they started putting
me to sleep and all that at least someone was taking that over and giving me
back some of that time. I think that’s what it was for me was helping me just
understand some of it.” (Clara 6 months)
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The diary entries therefore are fundamental for piecing together what happened for
participants and family, but also as a resource to share with friends. Participants
want the diary to help them express the missing time of their critical illness to
themselves and to others. Participants suggested that their diary should validate
what they have been told by family and to enable them and others to make sense of
how ill they were. The more their diary contains, in terms of main threads that
combine to form their story, the better.

“I thought I didn’t want to really start opening a can of worms. I thought oh I
am coping alright with it and thinking oh don’t scratch the surface too much
because...I don’t want to go there...I suppose he talked me into getting the
diary really if I am honest.” (Emily 6 months)

Collecting the diary does require the participant to be ready to do so. In Emily’s case,
throughout this chapter, it is clear that apart from Harry, who chose not to collect his
diary, she was most negatively affected by her critical illness event. She described
being persuaded by her husband to collect her diary. She is a representation of the
potential conflicts, psychologically, that patients may go through if they do not want
to face what happened and prefer avoidance.

Data demonstrated that use of a critical care diary can shed light on what happened
during participants critical care stay; helping them to comprehend how ill they
actually were and how the experience has affected family as well:
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“I actually read it here on my own…there were points where I got quite upset
about things, because it made me realise perhaps what I had been through
and what other people had been through with me...Overall I felt it was filling in
gaps, telling me what it says, the story of the time that I was with intensive
care and how the journey travelled through...in that format it can make sense
and… actually realise what you have been through…Better for me has been
the diary, because it’s filled in part of the black hole, that hard as (my family)
and anybody tries to fill it for me they can’t, as having that physical book from
it. Hard has been getting your confidence back with your own body, because
your body let you down so badly and trying to come to terms with what’s
happened and what journey you have been on.” (Clara 12 months)

The diary did not always tell enough about what had happened, the diary team
nurses need to be aware and emphasise the importance that the diary reflects the
severity of illness with its ups and downs. When the diary did cover the main
concerns, it was able to be used for reference for the participant and friends,
especially those who were unable to visit:

“I think it’s a really good thing for me to refer back too and for my friends as
well… So it’s for them as well as me. They can read it...it’s a great help I think,
rather than me tell them, well I can’t tell them because I can’t remember a lot
of it. You know I can give it to them and say well that’s what happened to me.”
(Alice 12 months)

The benefits associated with provision of a critical care diary are reliant on inclusion
of diary use as part of an integrated support system. The current study demonstrates
that diary use in isolation without follow-up, or alternative means of support, are
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cause for concern and undermines the principles and purpose of providing a diary for
patients

7.5.2 Harm

Starting with the diary process aligned to invitation, collection and handover of the
diary to the patient. There needs to be careful consideration given to how best to
establish these processes to meet patients’ needs. Participant data explored earlier
in the chapter identified that patients have just recently arrived home from hospital
following their critical illness admission when their invitation to collect their diary
arrives at six weeks. There was no accompanying supportive information providing
any explanation about what to expect of the visit to collect the diary or the purpose
behind it. Uncertainty and loss of control over their lives has been identified as
problematic for participants in the current study and this process does nothing to
allay those feelings. Furthermore participants were asked to come to the critical care
environment for the appointment. Bearing in mind they cannot recall being there and
they are still trying to comprehend what has happened to them. It is a confrontational
and emotive expectation very soon into their recovery. Especially when they are
offered opportunity to look around the unit as opposed to discussing their diary and
the diary is handed over like an afterthought as the participant leaves. This initial
phase of introducing the patient to the diary is potentially overwhelming and could be
off putting.
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Exposing a patient to a diary that they may not be prepared or ready to read could
be harmful and increase psychological problems rather than reduce them. In order
for the diary to be of use to the participant, they firstly need to be ready to want to
read it, as with Beth. But, it was a shock to her when she realised that she had
almost died.

“They said don’t read it all in one go. Well what did I do? I read it all in one go
didn’t I!” (Beth 12 months)

The handover process at the study site has adapted now as a means to introduce
patients to their diary and talk through the key points to avoid them reading certain
content on their own. This does not mean staff should avoid putting in content about
the patients’ illness journey that may be difficult to read, as that negates the potential
value of the open and honest dialogue participants said they wanted.

Diary teams need to be mindful that as an intervention it may only work for some and
not all patients. Therefore diary use in isolation from other supportive processes
seems to be potentially dangerous to patients’ health and wellbeing. If a diary is to
be used and harmful effects are to be avoided or risk minimised then follow-up or
alternative supportive strategies need to be in place, such as patient and relative
support groups and access to a clinical psychologist if there is any concern.

Some family members could not face the diary and this demonstrates how
confrontational reading the diary is, not just for the patient, but for family who
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witnessed the events that their loved one cannot recall. While talking about the
critical illness and diary content may help some, revisiting traumatic events may be a
step too far for some patients and their family. There are different coping
mechanisms at play in individuals’ ways of dealing with traumatic life events. In some
cases, people just want to forget the trauma and this may work for some, but for
others they never really get over it and psychologically this can manifest itself with
mental health problems such as anxiety and depression. In this situation the impact
can be on both the patient and their family members.

Benefit versus harm of diaries remains to be explained in the research (Ullman et al.,
2014). The current study adds insight into participants’ experiences, identifying that
while the diary is potential useful in terms of facilitating coherence about events for
patients, there is also the potential for a diary to maintain or add to existing
incoherence and lack of clarity and control for patients. The concern then becomes
the risk of adding to or triggering psychological problems where there were none;
which in turn negatively impacts on the process of physical recovery. Supporting this
Tahir (2014) argues that expecting certain patients to confront what has happened to
them, could actually be detrimental and incur psychological harm where there was
none.

The critical care experience is stressful for patients and their families and the
psychological and physical debility that can linger afterwards for critical care
survivors can be challenging to manage (Desai et al., 2011). Anxiety and depression,
even PTSD, has been linked to critical care survivors enduring complications
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(Needham et al., 2012). Critical care diaries have been implemented with the
intention of helping critical care survivors, and their families, in the aftermath of the
life threatening events that have occurred (Jones et al., 2010, Jones et al., 2012,
Ullman et al., 2015).

Implementation of a diary, in isolation from on-going support in the initial period of
recovery, is something participants in the current study felt needed addressing.
Furthermore, this thesis has already outlined the known detrimental implications of
one off debriefing; advocating a series of opportunities for debriefing to occur seems
to be the way forward. Reading and re-reading the diary is described by Jones et al.
(2010) as a self-help debriefing tool; but this seems to be simplistic and potentially
detrimental in terms of critical care survivors’ well-being. Even a year after discharge
from critical care, participants in the current study remained in need of follow-up
support. Furthermore, some participants suggested that follow-up in conjunction with
diary use could help in the recovery process by facilitating closure:

“A bit of a follow-up...I think in a sense if they sort of with the diary and
meeting up with somebody to talk about things it would give a sense of
closure. Closure from certain issues and give people a way forward from it
because it’s not something that people go through that often.” (Clara 6
months)

Effective communication alongside appropriate aftercare support could play a
significant role in patients’ psychological well-being (Rattray, 2013).
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“I see my family most days, when I first came home my sister, she works for
home care, she used to come in and see me in and out of the bath when I
was still unsteady on my feet. At the time when I first came home if I needed
anything I had close family around me. I haven’t had anybody else come and
see me since I came home mind, all I have had is you, nobody else has been
to see how I am progressing or anything!” (Diane 12 months)

Diane’s quote above emphasises the abandonment she felt from the healthcare
perspective of follow-up. She had visited her GP, but her need for a visit or
appointment to see someone related to the critical care events was about
acknowledgement of the life threatening nature of what she had been through by
asking to see how she was progressing.

7.6 Diary role

The participants’ concerns are “being out of it”, “lost days” and “memory loss” about
their critical care admission. Furthermore, they faced both psychological and
physical limitations during their recovery, with a need to know what happened so that
they could understand how ill they had really been. Thus it was important that they
were given their recovery in context and to accept and forgive their body for letting
them down. The need to know what happened and to piece together their critical
illness story involved accounting for their missing time, being able to relate to this
significant event that happened to them, but that they felt disconnected from through
memory loss. It is important for participants to form a chronological timeline of their
missing time as an individual’s life story is usually complete. The rift in their life story
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created unease, loss of control, uncertainty and negatively impacted on their sense
of identity.

The diary can act as a vehicle through which participants are able to make a
connection with their missing time and the nurses who cared for them. Ultimately the
diary provided reassurance and was a source of comfort when it provided enough
detail, in chronological order, for the missing time. The way nurses wrote in it in a
personal and caring manner left participants feeling reassured, that despite their
unconscious state someone was protecting their wellbeing. When the diary was too
brief or did not represent content to account for each day, participants were left with
questions not answers and increased uncertainty and it was therefore potentially
counter-productive.

Participants referred to their diary as a reminder of what they had been through
when they had a bad day during their recovery. It acted as a resource that they could
show to family and friends and it could explain what happened to them. However, in
Emily’s case, her diary did not cover both her admissions to critical care and she
described her disappointment that she could not use it to speak on her behalf when
she was with friends. Participants, on the whole, were proud of their diary because it
represented their survival, often against the odds.

The literature available about critical care diary use suggests that the diary is usually
read to the patient by the nurse at the handover, which occurs at a follow-up
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appointment (Egerod et al., 2013, Nydahl et al., 2014). The purpose of a face to face
diary handover is to facilitate an open discussion, guide through the diary content
and enable questions to be answered; avoiding reading the diary alone (Jones,
2009a). In the study setting, the diary handover was not a run through of the diary or
a discussion based meeting. Instead the diary was handed over after the invitation to
look around critical care; like an after-thought. The diary process only provided one
off contact to hand it over. There was no subsequent follow-up opportunity to
address any concerns.

In the current study participants perceptions and experiences of their critical illness
were explored in a longitudinal approach with interviews at two, six and twelve
months. This provided valuable insight over a significant period of their illness
trajectory and has not been provided previously in the context of critical care diary
studies.

The following quotes represent individual participant’s perceptions of their diary, its
role and impact on recovery during their interviews over the year of the current study.
The aim of this section is to present each participant’s perceptions over time to
facilitate insight into the similarities and differences of views.

Alice
“Hope to fill in a couple of spaces I suppose.” (Alice 2 months)
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“Those two days that are missing. That was the one day that my grandson
actually came in with my daughter. It doesn’t say about him being there, as I
say it’s one of the days that was missing.” (Alice 6 months)

“They were all telling me what I was like and I wanted to see what I was like
myself you know and I think because they told me they had a photograph and
then I didn’t have one…” (Alice 12 months)

“It’s a great help I think, rather than me tell them, well I can’t tell them because
I can’t remember a lot of it. You know I can give it to them and say well that’s
what happened to me.” (Alice 12 months)

Alice wanted more information and not having a photograph was a regret for her in
terms of confirmation of how ill she had been. Alice made contact on the second
anniversary and was updated on the study. She shared that the anniversary
prompted her to look at her diary again. Over the year Alice felt that not having her
photograph as promised meant she found it hard to conceptualise how ill she had
been. Her diary did not fully validate her illness, because of the missing photograph,
and failed to provide the coherence that she sought, because of the missing dates
that left her with uncertainty. However she did feel her diary contained enough of her
critical illness story to be able to share it with others as testament of what she had
been through.
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Beth
“I can’t remember either (to husband). Well I got the diary here so we can
always check on that…Well you feel more in control, not so out of it. It’s hard
to explain. It’s comforting. I found the diary comforting.” (Beth 2 months)

“The person that writes in it is the person that’s the person that’s looked after
you for the 12 hours. It tells you enough to give you comfort and I find that
very comforting.” (Beth 6 months)

“I can prove I have been there. I have got proof, they don’t have to take my
word for it; they can read it. I still enjoy reading it. I don’t know whether you
could say you get a bit of comfort from it, that’s the way to look at it. To me it’s
a comfort to think I was so well cared for.” (Beth 12 months)

…everything then to do with my health it goes in. I put it in there, anything
important. I just put the papers in the diary so I always know where everything
is.” (Beth 12 months)

Over the year Beth found her diary useful as a source of regaining control, comfort,
reassurance and peace of mind about her care. It was evident some discussion and
clarification of information may have been beneficial as part of follow up support.
Beth used her diary to keep information about her health and appointments safe.
She read and reread her diary as she said she was not able to take it all in. This
helped her at six months and twelve months to form a coherent overview of what
happened on her lost days. The content was meaningful to her and helped her to
find resolution for the rift in her life story.
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Clara
“I have got mixed feelings about it. I think what they are doing is fantastic, but
I don’t know if I am ready yet to read it. Because I still feel a bit sort of weak
and weepy, but I think at first I was going to say no I didn’t want to go and get
it, but then I thought no, many people wrote in it and even if I don’t feel ready
to open it on my own or however , what I do. I then thought I will go down,
because although it would only cover the time I was in (first hospital)” (Clara 2
months)

“I didn’t have a look (at the diary) immediately, my husband was on
afternoons and I just sort of thought right I have got to have a look and yes
there were points which I was upset about obviously, but actually when I’d
read it and I got to the end which for me is the day before I transferred down
to* (specialist hospital). I actually felt a sense of loss almost because it told
me nearly a fortnight of the time I was asleep, but I thought there is another 4
weeks that I don’t know now and I think from all my concerns, hesitancy and
all the rest of it. I think it’s absolutely brilliant.” (Clara 6 months)

“I think then that when you first see all your scarring, you can think oh my God
what the hell were they doing, whereas the picture explains it. Ah, those were
the tubes… the little feather scars I’ve got is where the trache was put in place
and all things like this, you know and I think it helps. It just helps with the
explanation...” (Clara 12 months)

“I want to take just some sweets or something down at Christmas and take it
down for each of them…I am not the only story that passes through their
hands and I think it comes a point where you have to move on, but it’s almost
a way of saying I still appreciate what you did for me…” (Clara 12 months)
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Clara demonstrated determination and motivation to recover and despite being
hesitant to collect her diary she found it strengthened her resolve. She found her
photograph useful in helping her understand how ill she had been. It also reassured
her that her dignity and respect were maintained. Over the year Clara’s perceptions
of her diary changed from one of hesitancy and concern, where she did not feel
ready to know what happened. At six months she had read it, seen her photograph
and had started to feel it was making sense to her. By twelve months Clara felt the
diary gave her reassurance, represented a relationship between her and the nurses,
confirmed for her how ill she was and was clearly meaningful to her. She compared
having the diary to the time she has no diary during her transfer and it is a significant
difference for her sense of coherence over the rift in her life story and self-identity.

Diane
“If you read it says * its staff nurse* we didn’t have a very good night with you
and I can’t remember and they tell you why they didn’t have a very good night
with me and they say you were better in the morning. Telling you all the
stages of the progress I was making. It is good to read…” (Diane 2 months)

Researcher: “If you didn’t have the diary would it matter?”
Diane: “Yes because I would have liked to have known, from how ill I was to
the progress that I was making and the progress that I did make. I think that it
was a great help and I would say to anybody that was in intensive care to go
back for their diary.” (Diane 6 months)
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“I will start to write again now, because it is a year up and I will write in there.”
(Diane 12 months)

Researcher: “So what do you think you will do with your diary?”
Diane: “I will just write, because I wrote in the first few months. I will just finish
it off now and I will just write in the way that I am feeling and you know,
obviously like my progress and want to carry on the way that I am going, you
know. Just really things in general, how I am feeling and different things. I
think I have made excellent progress. I mean I will say it’s been nice talking to
you throughout the year, it’s been nice.” (Diane 12 months)

Diane had a photograph which helped to confirm the severity of her illness, being
visual it had instant impact. She had opportunity to view her photograph with staff,
unlike the others. This meant she was able to ask questions and link that to her visit
into the unit for explanation as well. Some participants could not face going into the
unit as it was too confrontational too soon and they were not ready. She continued
her diary by adding reflections on her progress and photographs as she improved.
Over the year Diane used her diary during her recovery as a means of charting her
progress, with reflections and adding photographs as she achieved goals such as
trips out, parties as examples. Like others she found her diary reassuring, personal
and also a source of family support through their motivational and encouraging
entries to the diary. Through her diary Diane found a renewed appreciation for her
life and self-identity within her supportive family. She did want someone to
acknowledge how ill she had been from a hospital contact perspective.

230

Emily
“I haven’t really read it and taken in that much so maybe when I do read it
through. I suppose that’s another thing. Cos I wasn’t really going to go and
pick it up and part of me didn’t want to go down that road. So I have only read
little bits of it. Maybe when I read it fully then I might think oh, no nothing
needs to be changed. But I think it has to be for the patient then. For me, you
need to have something in there to explain to you how ill you were I think, for
me anyway.”(Emily 2 months)

“There’s not an awful lot in there really, well there is but, not the second time I
was in there is nothing in there then and my husband hasn’t got around to
finishing it off yet, because he wanted to have, when I was in he had people to
write things, like friends and family to put in the diary, but he hasn’t got around
to finishing that part of it yet…” (Emily 6 months)

“…It was quite weird reading, like the nurses would put hi Emily and talk to
you like as if they knew you, but you don’t know them and like you will
probably never see these people ever again…but it was lovely. They were just
saying what was going on through the day and what the girls were doing and
that’s a bit phwoof you know… but I look at it as part of my life that I have got
to get over and no doubt after I get this next couple of weeks over with I’m
sure it’ll be fine. I think it is really difficult that you was in intensive care and
you don’t know nothing about it. It’s like really weird, but of course you are not
told it either are you?...that there is nothing after really…It would be nice for
people to be able to feel secure really…you just feel sometimes as if you are
lost. Cos the only connection I had with the hospital after was seeing the
Consultant and I think that was a good thing, does that make sense? Cos
everybody wants to be reassured don’t they?” (Emily 12 months)
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Emily did not use her diary initially because her husband had planned to add cards
and messages he collected while she was ill. She was also persuaded to collect her
diary and admitted she would not have wanted to know what happened if it were her
decision. However over time she did feel able to read it. It was only superficial and
didn't capture her second admission, which for her was still a continuation of her
critical illness. She did not want a photograph, but her husband drew a picture with
all the tubes for her to have some insight. Unlike other participants, Emily’s diary was
too superficial and thus failed to provide her with reassurance. She did feel it was
written in a personal way, but she did not get that sense of relationship, care and
dignity others had felt on reading their diary. Her coherence of her rift in life story
remained confused with her finding the content was not meaningful or
comprehensive to her needs. A hurdle for her was her diary failed to confirm her life
threatening illness and she needed that comprehensibility. Her expressions about
her self-identity in her interviews demonstrated a sense of detachment initially, but
that did improve with visits to her GP and possibly by being able to talk it through in
interviews.

Fran
“I wanted it to say what dates I went where and when and I wanted it to say
what was done to me what day and when and things like that. Yes I did find
that helpful.” (Fran 2 months)

“It’s personalised what they have said. Even my physiotherapist put one in, bit
in there the one day.” (Fran 6 months)
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Researcher: “Have you looked at your diary at all since we last met?”
Fran: “No, I haven’t picked it up…I haven’t looked at any of it or anything. It
crosses my mind now and again about it and different things go through my
mind about it, but nothing to worry about you know, or go and look at it. No,
it’s sort of past I suppose. It’s gone and that’s it.” (Fran 12 months)

Initially Fran could not read what her family had put in her diary as it was too
emotive. She didn't engage with her diary as much as others during the year, but she
said she liked the reassurance it was in a safe place should she want to read it
again. Fran’s approach seemed to be that it was best not to dwell on what
happened. It was nice to have a diary and it did help her feel reassured about care
and a sense of coherence about what had happened. It was not a resource she
intended to keep revisiting as a reminder.

Graham
“I think in one way it will help to sort of you know they are pieces of the jigsaw
over that period of time. There are going to be some missing, you know
because I was in the * (specialist hospital) longer, so there are going to be
pieces missing...Yes even just for your personal satisfaction that this
happened on that day, that happened on that day” (Graham 2 months)

“I realised what went on then I suppose and what really happened I suppose
for that short period of time. That’s why I think it is important that the diary
should go with you so you get a full picture…At least it gives you a balanced
view of what was happening. If it had just been the family writing in there then
I wouldn’t really have known what was going on…” (Graham 6 months)
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“I have retired from work. Man of leisure, well I say man of leisure, but I don’t
know. We seem to be here, there and everywhere…had my pacemaker
checked in May. I haven’t got to go til next May now. Yes so hopefully it is all
ok. All behind us with a bit of luck…” (Graham 6 months)

“...so as I say that would be my only recommendation that the diary went with
you if you did have to move and perhaps, not in my case I couldn’t do it, but
perhaps if you are conscious you could write in it yourself or get someone to
write in it for you what you wanted to say; how you felt on a particular day,
perhaps how upset you might have been. It could work for two purposes then.
One it’s a story of when you were in there and two it could be to improve
practice. I see it that way.” (Graham 12 months)

Graham saw his diary as an opportunity to piece together what happened. He, like
Clara, wanted a continuation of the diary between hospitals as he found it helpful in
his recovery and was left with only part of the journey captured for him. Over the
year Graham was keen to explore his diary and share ways in which it could be
improved. He found it useful to help with the rift in his life story, self-identity and
coherence about what happened to him.

Ian
Researcher: “Did they have a photograph in the diary for you?”
Ian: No in fact that photograph was taken by the dietician early on and then I
had to do another one just before I left, showing the difference. I said I had no
objection to them using the photograph or whatever.
Researcher: “Would you have wanted one if they did?”
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Ian: Yes I would have had a photograph of me with all my tubes in. I would
have been quite happy with that. Yes it wouldn’t have worried me.” (Ian 2
months)

Ian: “I love the personal way they have written all that, you know it’s very
comforting, you know. I wasn’t driving at all then so I read it on the way home,
couldn’t wait to read it.”
Researcher: “How did you feel reading that initial page where it says how
poorly you were in theatre and when you came back?”
Ian: “Well it made no difference to me, in fairness to the surgeon; he told me
there was a good chance you are going to ‘pop your clogs’. Really, so
anything after that was a bonus…when you come that close to ‘meeting your
maker’ certainly it’s a very sobering thing for anybody and until it has
happened to you I don’t think anybody can realise what it is like.” (Ian 6
months)

Researcher: “In terms of the diary have you looked at it since?”
Ian: “Oh yes, in fact I find it quite fascinating, to me it’s quite enjoyable reading
because it’s written in such a one to one personal way…take care… you had
a good night, I have been looking after you all night…So you get this cocoon
effect and that’s what I had when I was in hospital, I was cocooned… It (diary)
is nothing short of a chronological reminder of what was probably worse for
other people than for me. It must have been devastating…to be on the other
side of it.” (Ian 12 months)

Ian was grateful that be alive after his critical illness. He found the personal nature of
the diary entries reassuring and like Clara was determined to recover and enjoy life.
Over the year Ian shared that he enjoyed reading his diary and it acted as a conduit
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to share with others what he had been through. Thus for him his diary provided
validation of how ill he had been. He felt reassured and like others that there was a
caring relationship evident in nurses diary entries. Ian’s diary seemed to be coherent
and to acknowledge how ill he had been so he found it meaningful.

These aspects discussed below have been identified as key components of the diary
role and purpose in the current study:

A diary can play a role in providing reassurance and acting as a bridge between
HCPs and patient relationship that did not occur while the patient was unconscious.
Through diary entries HCPs can share that they cared for the patient as a human
being. The diary has potential to provide a chronological account of the missing time
patients’ face. HCPs can write something on a daily basis demonstrating patient
progress or not in an open and honest manner. There may be need for a
retrospective element or addition of a discharge summary that captures all the key
events and discussions that were held to ensure that the diary is coherent when
read.

The diary can act to confirm or validate the severity of the critical illness in a manner
that enables the patient to understand the reality of how ill they were as part of
accepting it happened, coming to terms with it and being able to move on. Diary
content can be meaningful to patients who read them and the intention should be
that the diary can help the patient pull the threads of information together from the
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diary, family and other sources to form their own interpretation of what happened to
them that make sense to them. This new sense of coherence over events that
occurred can repair the rift in their life story caused by their critical illness.
Furthermore all of these aspects contribute to a regaining of control and self-identity
after critical illness.

These aspects are considered further in chapter 8 p.247

Careful consideration about offering a diary and ensuring supportive mechanisms
are in place for patients thereafter seems to be a crucial aspect of critical care diary
use. Diary use is one potential means to help patients in the aftermath of critical
illness. Some potential alternatives or support that could be used in tandem with
diaries are outlined below.

7.7 Alternatives to a diary
Any form of rehabilitation after critical illness will have a cost implication in terms of
both finances to fund it and in provision of staff to deliver it. However the potential
benefits of follow up service provision relate to improved patient outcome through
physical and psychological assessment and appropriate referral processes that can
facilitate patient recovery in a realistic manner. While Cuthbertson et al. (2009)
provide insight into the cost implications of follow up they do not capture the value to
the patient in terms of psychological and emotional support. Longer term impact has
been recognised such as sleep disorders, concerns about quality of life and inability
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to return to work (Audit Commission, 1999). However, discharge from critical care
following critical illness can result in emotional concerns from joy at surviving and
leaving critical care to fear and anxiety related to feelings of abandonment (Pattinson,
2010). Furthermore NICE (2009) describe the risk of nightmares, PTSD and acute
stress disorders (ASD) anxiety and depression, mood swings and subsequent strain
on family relationships.

Litz (2008) has highlighted in his work on early intervention and debrifing for trauma
that initial stress and anxiety following a traumatic event is probably to be expected
and is therefore ‘normal’. Litz (2008) notes that any psychological or emotional
intervention will need to be flexible as it may work for some and not others and it is
important that such measures allow for variations in human reactions, response and
needs. Litz (2008) also suggests that any psychological intervention, such as follow
up, should be provided for those patients who clearly have signs of problems; as
such services tend to be limited. Compounding this is the fact that longitudinal data
pertaining to follow-up services does not exist. Subsequently it is currently unclear if
support is required and if so what form it should take.

The literature suggests that critical care survivors may experience adverse physical
and psychological symptoms that impact on their health related quality of life
(Adamson et al., 2004, Ulvik et al., 2008, Myhren et al., 2010, Rattray et al., 2010).
According to Griffiths et al. (2008) there is a lack of rigorous longitudinal studies
related to the long term follow-up of critical care survivors and studies have varied in
their method and case mix; consequently realistic prevalence of such symptoms are
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unclear. Further research into critical illness, survival and PTSD symptoms during
recovery currently forms a topical area of discussion.

7.7.1 Follow-up
Follow-up of critical care patients has been questioned in a large scale multi-centre
(three UK hospitals) randomised control trial by Cuthbertson et al. (2009). They
compared one group receiving nurse led follow-up versus standard care of patients
following discharge from critical care, which is no provision of any support. Results
were measured using a health related quality of life SF-36 questionnaire at 6 and 12
months post discharge and incidence and psychological morbidities at the same
timeframes. The questionnaire has been used in a multitude of studies and has
proven to be a reliable and valid tool for assessment. The study concluded that nurse
led follow-up of critical care patients had no impact on their quality of life or recovery
(Pattison, 2009). However, NICE guidance (2009) advocates that we do need to find
means of providing support to critical care survivors. Some qualitative studies have
identified value in provision of follow-up services (Pattinson et al., 2007, Prinjha et al.,
2009). Criticism of Cuthbertson et al. (2009) notes that the intervention provided in
the study was ‘standardised’, ‘unidisciplinary’ and was delivered as a ‘too little, too
late’ intervention, which has contributed to the conclusion that follow-up is ineffective
and not cost effective (O’Connor, 2009).

The rationale for rehabilitation following critical illness (NICE, 2009) is to provide goal
directed care using the multidisciplinary team to ensure individual patient needs are
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addressed and O’Connor (2009) highlights the point that patients discharged from
critical care in Leeds who received support as noted above demonstrated improved
independence and reduced costs for NHS and social services. Interestingly Unroe et
al. (2010) in their cohort study following a one year trajectory of 126 mechanically
ventilated patients found that 56% of the patients were still alive, but of these 84%
were unable to function independently and 44% showed significant reduction in
cognitive abilities leading to a poor quality of life.

7.7.2 Debriefing

NICE (2009) guidelines for critical care rehabilitation support the results of a
Cochrane Library Review by Rose et al. (2007), which is based on the results of 11
randomised control trials and does not recommend one-off debriefing sessions
following a traumatic event. 3 of the 11 studies associated debriefing as a positive
experience for patients whereas 6 studies identified no benefit and the remaining 2
studies identified debriefing as having a negative outcome for patients.

Research indicates that debriefing needs time and should not be rushed; time
limiting a session can exacerbate problems (Litz, 2008). Arendt & Elklit (2001)
identified 5 studies with debriefing lasting over an hour and having a positive effect
as oppose to 6 studies with a negative effect associated with sessions lasting less
than an hour. Timing of the debriefing needs consideration as debriefing too soon
after a traumatic event is seen as detrimental as it is associated with negative patient
outcome.
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Interestingly Mayou et al. (2000) conducted an RCT in survivors of traumatic road
traffic accidents and found that the control group fared better than intervention group
who had received debriefing as their intervention. However, the intervention in the
form of debriefing was conducted in the first 24 hours post event. It is recommended
that debriefing is avoided in the first 24 hours post traumatic event resulting in injury
due to associated negative impact on patients. In the Mayou et al. (2000) study
participants probably needed more time to pass before debriefing was initiated and
also the debriefer needs to be trained and experienced, whereas the research
assistant had to take over in the Mayou et al. (2000) study.

Everly & Mitchell (1999) advocate debriefing between 24 hours and 10 days after the
crisis, but never in the first 24 hours. It is believed that forcing someone to relive a
distressing event in the initial period after it has occurred can actually embed vivid
memories and negatively impact upon their recovery. According to Everly & Mitchell
(1999) if the event is deemed catastrophic then debriefing should take place after 3-4
weeks has passed.

7.7.3 Clinical psychologist

The role of a specialist critical care clinical psychologist has been evolving in recent
years. University Hospital Wales in Cardiff has employed one for over a decade in
the capacity of support for HCPs, patients and their families and bereavement.
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Peris et al. (2011) in Italy conducted a study aiming to verify that intra-intensive care
clinical psychology intervention can decrease the prevalence of anxiety, depression
and PTSD symptoms in trauma patients a year after discharge from hospital, home.
The clinical psychologist role was to prevent and treat the psychological impact of
trauma and critical illness in patients, care givers and healthcare staff. They
employed three clinical psychologists covering via a 24 hour on call service. They
provided bedside educational interventions, counselling and stress management
approaches and coping strategies, which are all documented in the medical records.
Once awake, patients receive on average 5-6 interventions. During the study
relatives were provided their clinical psychology support separate from the patient.

Hatch et al. (2011) said that PTSD diagnosis during recovery from critical illness has
variable estimates from 5-64% of patients according to studies that vary in design,
case mix, method and timing of PTSD assessment. Therefore, they say, the extent
that events prior to critical care admission or the critical illness or treatment itself
contribute to PTSD following critical illness remains a mystery. While they recognise
trauma as having a significant association with PTSD post critical illness, they also
acknowledge that there is growing evidence of an interconnected relationship
between admission to critical care and development of PTSD. They also consider
the use of appropriately validated assessment tools and the need to involve
psychological and psychiatric colleagues to ensure tools used are valid, reliable and
psychometrically robust.
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7.7.4 Support groups

ICU Steps is a patient and relative support group which began in 2005 and was set
up by a nurse and patient; Mo Peskett & Peter Gibb. Together they use their
experience to help others to set up and run their own regional support groups
(Peskett & Gibb, 2009). A consideration in this process needs to be whether patient
and family needs differ and therefore whether they can be met in a combined arena
such as this support group.

There are now things like group support for relatives while in critical care. There are
a growing number of websites offering support via information, stories in video
format and a means for critical care survivors to feel supported in their experiences
shared by others and therefore confirming they are not abnormal. Saying that should
there be psychological concerns there are links to support.

7.7.5 Critical care discharge summary
Instead of a diary a comprehensive discharge summary can be used to capture the
key events that have occurred in the patient’s critical illness journey. This can then
be sent to the GP as well as given to the patient. It is potentially less confrontational
than a diary, but not necessarily aimed at being personal it the way it it written. It can
be retrospectively written ensuring it is accurate in reflecting the critical illness
journey (Bench et al., 2012).
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It is evident that HCPs need to be more aware of what patients actually go through.
Added to this the patients illness history needs to be considered by HCPs on wards
and if readmitted as there seems to be a focus on the here and now not on the whole
picture of what someone has been dealing with and the physical and psychological
implications for them as a result. It may be useful to encourage patients to write
about their progress in their diary as part of a therapeutic process that can help
reduce anxiety.

7.7.6 Therapeutic writing
Narrative is an important resource for patient who have been ill and it does not have
to be narrative provided by others. Writing and reflecting on things that have
happened can be cathartic and can be helpful for patients in coming to terms with
what they have been through and how they feel (Pennebaker & Seagal, 1999,
Dowling, 2011). Expressing these things can enable them to be processed in a
coherent manner and can reduce psychological burdens (Bryant et al., 2011).

In the study Diane added reflections about her progress at six and twelve months
and added photographs demonstrating her recovery. She found this a useful way of
aiding her recovery process as it helped her reflect upon her milestones and the
positive aspects of her recovery.
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The majority of nurses are not qualified counsellors and some of the issues critical
care survivor’s encounter, potentially require a professional counsellor or clinical
psychologist to intervene.

The diary, once read, could trigger psychological problems where there were none.
The diary as a potential prompt for more questions could trigger anxiety or even
depression if the patient is left to struggle alone. Diary use in isolation from other
support mechanisms and follow-up is possibly a source of harm rather than a
resource to facilitate recovery.

HCPs need to be aware of this prior to implementing diaries so that they can
carefully consider the process and alternatives available. The findings suggest that a
diary can be useful for some, but that participants wanted to be able to talk about
their experiences. It is possible that by participating in the study and seeing the
researcher for the three interviews, that the researcher herself, actually became part
of the intervention that helped the participants. In essence, during the interviews the
researcher was acknowledging participants had been critically ill and was a willing
vessel through which they could tell their story, share concerns and feel they had
been heard.
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7.8 Summary of chapter

In Chapter 7: critical care diary: “it’s a piece of jigsaw” participants described a
process of reparation where they described needing to know what happened and
how they hoped reading the diary could help them to repair the rift critical illness
created in their lives, through capturing what happened to them and helping them to
construct their illness story. Potential benefits and harm associated with diary use
was explored. Repairing the disruption in their life, through coherence, was pivotal
and integral to participants’ self-identity.

The issue of being ready to know what happened: readiness, reparation and needing
coherence are explored in chapter 8 as part of the emerging theory

The emergent theory aims to make sense of what participants have shared about
needing to know and the importance of coherence about their lives during recovery.
Perceptions’ of their diary and the role their diary has played for them during their
recovery has been explored and will be integrated within the emergent substantive
theory in the next chapter.
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Chapter 8: An explanation of the emergent grounded theory

A grounded theory of needing coherence: repairing the rift in life
story and self-identity after critical illness and establishing the role
of a critical care diary

8.0 Overview of chapter

The aim of this chapter is to explain how the conceptual categories and theoretical
sampling and theoretical sensitivity led to the core category and emergence of the
grounded theory from the data to form a substantive theory. The emergent grounded
theory is presented using a conceptual map (see Figure 11, p.251). Using the
conceptual map the relationship of the emergent theory to existing substantive
theory, conceptual models, empirical and scholarly literature is explained. The
delimiting process and reduction has been used to present the most salient points
forming the substantive theory using figure 12 p.304. The substantive theory can be
applied to clinical practice using figure 12 p.304 to outline the key considerations for
HCPs involved in implementation and use of diaries in clinical practice.

8.1 Theory in the context of GGT

The constant comparative method is an inductive method of theory development. It
requires the researcher to make theoretical sense of the diverse data through
developing ideas using conceptual abstraction that renders the ideas at a higher
level than the qualitative data being analysed. Underlying uniformities, differences
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and similarities lead to more abstract concepts to account for differences in the data
and eventually a substantive theory emerges (Glaser, 2008). Constant comparative
analysis incorporates four stages (Glaser, 2008, p.4):

1. Comparing incidents applicable to each category
2. Integrating categories with their properties
3. Delimiting the theory
4. Writing the theory

Generating theory is an evolving process each stage provides continuous
development to its successive stage until analysis is completed (Glaser, 2008).
Writing theory encompasses the coded data, a series of memos and a theory. The
memos provide the explanations for the categories, which become the major themes
of the theory (Glaser, 2013b).

Theory organisation is about demonstrating variability on an abstract level. Glaser
says variability can be challenging for the researcher as they try to find the best fit,
work and relevance of the codes to generate theory. This can leave the novice
researcher feeling confused, anxious and even depressed over their ‘best fit model
of integration’ (Glaser, 2013a, p.3). According to Glaser (2008) the researcher needs
to deconstruct the story within the data to enable generation of theory. The analytic
framework needs to form a systematic substantive theory that provides a ‘reasonably
accurate statement of the matters studied’ (Glaser, 2008, p.9). The constant
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comparative method facilitates achievement of a complex theory representative of
process, sequence and change related to the area studied.

Theoretical sensitivity is where the researcher interacts with the data in a less
descriptive and more analytical manner. Questions are asked about the data and
comparisons are made looking for similarities and differences in incidents (Birks &
Mills, 2011). Theoretical sampling is used as part of constant comparative analysis.
This is an iterative process that is reliant on use of memos. It is the part where the
properties and dimensions of categories evolve (Evans, 2013). Memos provide an
audit trail of decisions made for the researcher to refer back to as the GGT process
progresses and a theoretical perspective develops (Simmons, 2011). Theoretical
saturation occurs when data analysis produces codes that only fit in existing
categories and these provide sufficient explanation in terms of the properties and
dimensions of the category (Birks & Mills, 2011). Theoretical saturation is reached
when sampling and coding of data reveals no new categories and instances of
variation for existing categories cease to emerge (Bryant & Charmaz, 2007).
However, Glaser & Strauss (1967) point out that grounded theory is always
provisional and theoretical saturation may not be achieved.

Delimiting the theory occurs as part of constant comparative analysis. This leads to
the theory becoming more solid as requirement of modifications reduce as the
researcher compares the next incidents of a category to its properties. Eventually
modifications are only required to clarify the logic and properties, integrating and
elaborating on the properties that provide the overview of the inter-related
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categories. Reduction occurs, thus ensuring only the salient aspects or higher level
concepts remain as part of the theory (Glaser, 2008).

According to Glaser (2012) the grounded theory needs to make sense to those
reading it; be that researchers or laymen. It should work and provide relevant
predictions, explanations, interpretations and applications. It should have practical
relevance and therefore enable HCPs to use the theory to understand and have
some control over those situations.

8.2 Conceptual map of the emergent grounded theory

Figure 11 p.251 below provides a conceptual map that outlines the discovery of the
grounded theory in the current study. The initial box refers to the conceptual
categories and associated codes that lead to emergence of the core category:
needing coherence. A brief overview is provided in the conceptual map of the
factors that influence the theory as elicited through theoretical sampling. In needing
coherence the conceptual category chapters identified some key aspects associated
with participants endeavours to recover following their critical illness. The
relationship of all the factors that form the conceptual map for the discovery of the
grounded theory outlined in figure11 below will be explored further in terms of
existing substantive theory, conceptual models, empirical and scholarly literature.
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Figure 11: A conceptual map of the discovery of the emergent grounded
theory
“Being out of it”: “lost days”, “memory loss” and “loss of control”
“Is it normal to feel like this”: “mentally what a patient has to go through”, “realise how ill I was”, recovery
and progress: the “struggle”
“Something I must know”: communication, family role, uncertainty, “regaining confidence” and “coming to
terms”
“It’s a piece of jigsaw”: diary process, capturing what happened, constructing the critical illness story,
benefit versus harm

THEORETICAL SAMPLING AND SENSITIVITY
LACK OF COMMUNICATION, INFORMATION & EXPLANATION: NEED TO KNOW

KNOWLEDGE GAP

WHAT HAPPENED

Self- identity

ILLNESS: LIFE THREATENING
EVENT

MEMORY LOSS &
QUEST TO RESOLVE
THIS

Needing coherence: The R’s to recovery after critical illness
Rift in life caused by critical illness. Uncertainty: Need to know what happened.
Readiness: Being ready to know what happened
Rumination: persistently going over what happened (can be healthy disclosure
toward recovery or continued negativity and impact on psychological wellbeing)
Repair voids: self-efficacy, control & coping use diary & resources to create a
story of their illness events and lost time).
Resolution: need to know and make sense of what happened that can replace
the memory gap: autobiographical memory.
Reparation: identity becomes whole again by reconstructing their life story in a
manner that makes sense to them.
DIARY ROLE: Chronological, day by day account providing insight and answers about the
reality of critical illness. Acts as a means of regaining control over their life and provides a
source of comfort, peace of mind, reassurance about care. This can lead to improved
wellbeing through renewed sense of coherence, life story formation, self-identity and closure.

Potential for diary to facilitate or
hinder recovery

COMPREHENSIBILITY
(Antonovsky, 1979)

MANAGEABILITY

MEANINGFULNESS

OF INFORMATION PROVIDED TO CRITICAL CARE SURVIVORS: SENSE OF COHERENCE

Resolving rift in life story, self-identity through creating own life story narrative: gaining
coherence

CORE CATEGORY: NEEDING COHERENCE

COHERENT, CHRONOLOGICAL LIFE STORY
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8.3 Relationship of the emergent theory to existing substantive
theory, conceptual models, empirical and scholarly literature

The process leading to the identification of the core category and emergent theory
using theoretical sampling and theoretical sensitivity is explored sequentially below
(from the top of the conceptual map downwards) following the conceptual map figure
11 p.251.

8.3.1 Conceptual categories that formed chapters 4-7

This section will briefly explain the relationship between the conceptual categories
and the emergent theory. Further detail related to the emergent theory will be
explored as the chapter progresses.

Chapter 4: “Being out of it” identified participants’ perception of the rift in the normally
continuous uninterrupted timeline of their lives. Their sense of self-identity was
embedded in being able to account for this missing period. Therefore needing
coherence emerged as central to participants’ concept of themselves as a person.
Although they could not remember the critical illness events, they wanted to know
what happened and this is where the diary could play a part in their recovery
process.

The issues of a rift or disruption to the normal life timeline and impact on self-identity
and coherence is explored further later in this chapter as part of the emerging theory.
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Chapter 5: Recovery: “Is it normal to feel like this?” participants asked a lot of
questions seeking answers about what happened to them. They questioned how
they should feel, seeking reassurance that others have felt that way. They ruminated
focusing on the source of their distress, causes and consequences rather than on
solutions (Smith & Alloy, 2009). Rumination and worry are linked to anxiety, panic
and depression (Nolen-Hoeksema, 2008). Participants needed coherence about
what had happened during their critical illness in order to understand the reality of
how ill they had been. Pivotally they expressed needing coherence about the
physical and psychological ramifications.

The issues of recovery and impact of healthy or unhealthy rumination and coherence
will be explored later in this chapter as part of the emerging theory.

In Chapter 6: “something I must know” participants identified their need to seek
answers because communication about what happened to them was lacking. This
led to problems in ascertaining a coherent storyline. Most participants were
determined to find out and resolve the issues regarding rift in their life, self-identity,
loss of control, physical and psychological health: thus needing coherence.

The issues of resolution, communication and needing to know what happened and
coherence are explored later in the chapter as part of the emerging theory.
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In Chapter 7: critical care diary: “it’s a piece of jigsaw” participants described a
process of reparation where they described needing to know what happened and
how they hoped reading the diary could help them to repair the rift critical illness
created in their lives, through capturing what happened to them and helping them to
construct their illness story. Potential benefits and harm associated with diary use
was explored. Repairing the disruption in their life, through coherence, was pivotal
and integral to participants’ self-identity.

The issue of being ready to know what happened: readiness, reparation and needing
coherence are explored in chapter 8 as part of the emerging theory

The next factor to be explored on the conceptual map is in relation to lack of
communication, information and explanation and knowledge gap, which were
identified in chapter 6 and links to the core category explained on page?, because it
is integrated in knowing and understanding what happened to be able to gain
coherence about their illness and to repair the rift that has occurred in their life story.

8.3.2 Lack of communication, information and explanation: needing to know
what happened

Participants shared concern about the communication process and lack of
opportunities to discuss what happened to them with HCPs. This greatly impeded
participants’ sense of coherence throughout their recovery.
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The Picker Institute (2008 p.78) compiled a patient-centred guide, which highlighted
from patient experiences the importance of effective communication of information
by HCPs. They argue that patients base their perceptions of HCPs on the way they
interact and therefore communicate with them. Patient surveys identified that poor
communication negatively impacts on patients resulting in ‘increased anxiety,
vulnerability and powerlessness.’ Picker state that there is a ‘difference between
communicating to patients and families and communicating with them.’ HCPs intent
for communication is based on the objectives to ‘help, support and provide care.’
However meeting these objectives require undivided attention and an ability to listen
to what the patient says. Often there are time constraints and other pressures that
undermine the communication process. In the current study there were missed
opportunities for facilitating communication and offering clarification.

According to Street et al. (2009) communication can be improved using
communication pathways to facilitate this in a more effective manner. They describe
indirect and direct paths of communication to achieve improved health outcomes.
They describe the function of psychosocial health as promoting positive beliefs and
feelings by reduced worry, anger, anxiety, fear and despair. This can be achieved
through provision of appropriate information and support; communication where the
patient feels known, validated, hope, worthy, reassured and comforted.

Suhonen et al. (2005) conducted a Finnish descriptive survey study using
questionnaires (n=928), identifying that information provided in hospital did not
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correspond with patients’ information needs. The study findings identified that
patients’ information needs were highest regarding their health-illness and diagnosis
(83%, n=890), examinations and results (77%, n=891) and procedures and
treatment (74%, n-889). Patients (40%) wanted information about rehabilitation and
(37%) about aftercare. Poorest information provided pertained to management of
daily life, aftercare and rehabilitation. They conclude that HCPs need to put more
effort into eliciting and recognising patient’s needs and readiness for information.

A lack of effective communication strategies with critical care survivors were evident
in the current study. The diary was a useful resource for some to refer to during their
recovery, but for others their knowledge gap about what happened was not resolved.
This was because their diary was too brief and follow-up to discuss their critical
illness with HCPs was not provided.

Needing to know what happened was an important aspect of the emerging theory.
Hupcey & Zimmerman (2000) carried out a grounded theory study comparing
intubated and non-intubated critically ill patient experiences using unstructured
interviews with 14 participants. They stated that patients who have been critically ill
present with differing ability to recall memories of their experience. They propose
that some patients have unpleasant memories and that not knowing what happened
to them can exacerbate these. They explored knowing, not knowing and the process
by which knowing occurs. They identified the need to know at two phases during and
after critical illness, which were shared by intubated and non- intubated patients.
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They concluded that critically ill patients retain a need to know throughout and after
their experience. This needing to know was replicated by participants in the current
study. Table 11 below outlines Hupcey & Zimmerman (2000) findings and how the
data from the current study potentially develop their theory further:

Table 11: Need to know as identified by Hupcey & Zimmerman (2000) with
additional information from current study
The need to know
during (Hupcey &
Zimmerman, 2000)

The need to know after

What data from the current study adds

(Hupcey & Zimmerman,
2000)

Needing information

Needing information
about what had
happened

Needing to be orientated

Piecing together events

Having confusing
preconceptions
Conclusion: Nurses need to address this need for
constant reorientation to past and present in these
patients.

Assumptions are made by staff about what
patients know.
More information, explanation and
communication is required throughout
process: Family plays the central part in
this process. However not all families can
face revisiting the events as it has been
traumatic for them so they are not always
the best source to fill in missing time. The
diary plays a part in filling in information,
but in a different way: Reassurance about
being cared for as a person. Can be
honest, but can also ‘gloss over’
information.
Memory loss, lost days
Sense of coherence: a need to try to form
a chronological story of the missing part of
their life as memories are what make us
who we are and gaps trouble people.
Being ready to know. Need to know and
coherence of life story & identity
the blurring of reality with surreal thoughts
Uncertainty, loss of control
A lay summary of events could be a useful
addition to the diary and a tool to inform
staff in wards or if readmitted about what
the patient has been through.

Hupcey & Zimmerman (2000) provided the first two columns in Table11 above.
Based on the data from the current study an additional column has been added to
demonstrate which findings form the current study can continue to build on the study
findings presented by Hupcey & Zimmerman (2000).
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Strahan & Brown (2005) stressed the importance of explanation, support and
encouragement to understand events. This is also evident in the work by Engström
et al. (2008) who proposed that patients need to know and understand what they
have been through as a means of moving forwards with their lives.

In terms of theory development needing to know and needing coherence are
intertwined in aiding repair of the rift in life story following critical illness. It is
important to note that not all patients may want to know what happened and this is
where the use of a critical care diary requires careful consideration. HCPs need to be
prepared that some patients will cope by not choosing to find out more about their
illness than they can remember. In terms of recovery not knowing led some
participants to ruminate and rumination could be healthy where they seek answers or
become unhealthy where patients find themselves in a cycle of questioning that has
a detrimental impact on their mental health and wellbeing.

Following on from needing to know what happened the next section puts this into
context with the life threatening nature of participants’ critical illness.

8.3.3 Illness: life threatening event

As highlighted in the previous section participants expressed a need to know what
happened to them. Participants struggled to comprehend the reality of their life
threatening illness. Deacon (2012) highlighted for critical care survivors that survival
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itself is just the beginning of recovery. The life threatening nature of admission to
critical care and the psychological impact that this has on critical care survivors is
potentially seen as the root cause for development of PTSD (Griffiths et al., 2008).
Arguably effective communication alongside appropriate support during recovery
could play a significant role in patients’ psychological well-being (Rattray, 2013).

Descriptions of existential/ spiritual concerns were raised by participants in the
current study in relation to the life threatening nature of critical illness. McSherry &
Ross (2010) highlighted the importance of spiritual components of the person (mind,
body and spirit); its role in recovery following illness: attaining and maintaining health
and well-being and impact on perceived quality of life. Whitehead (2003) postulated
that existential health requires tangible resources, finding meaning in life events and
evaluating elements of ‘self’. Fundamentally he says that recognition of existential
health ‘suggests that individuals possess a capacity to initiate a self-healing process
by drawing upon an inner strength resource’ (p.679). Whitehead (2003) seems to be
describing human resilience and a personal positivity or determination to overcome
illness and he criticises HCPs lack of knowledge and understanding of the
importance of using this to improve patient outcome following illness. He suggests
that if HCPs assessed existential health it could enhance patient’s health and wellbeing.

Participants shared that they struggled to understand how ill they had been because
they could not recall it. This impacted on their ability to make sense of what occurred
and accept what happened. As participants gained coherence about events some
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participants recognised that they could have died. Interestingly few participants had
appointments with their consultant after discharge, which is an additional lost
opportunity to connect with the patient, to communicate and acknowledge how ill
they have been and to review their progress.

In terms of the theory severity of illness impacted on participants need to find
meaning about their lives and also to have acknowledgement of how ill they had
been was important to their sense of self-identity through making sense of what had
happened to them. Thus it was integral to resolution and reparation as part of
participants’ recovery process (resolution and reparation are explored later in this
chapter.

Memory loss experienced by participants also links to the aforementioned issues
above and are explored next.

8.3.4 Memory loss and quest to resolve this

Participants in the current study did not share that they experienced nightmares
during or since their critical illness, but they did highlight dreams and hallucinations
they felt had been intrusive or troublesome. They discussed them in terms of trying
to comprehend what they were about and why they occurred.
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Domhoff (2000) believes that coherence and consistency of dreams over time and
the inter-relationship with the individuals’ life events can only lead to the conclusion
that dreams are psychologically meaningful. Hartmann (1998) argues that dreams
are not just psychologically meaningful, but they serve an adaptive purpose between
emotions and the experience. Cartwright (1986) studied the dreams of women going
through divorce and established that dreams are a means of processing and
organising emotionally challenging experiences into memory. She found women who
were coping well with the divorce showed adaptive dream processes. Dreams were
longer, reflected a wider time span and dealt with issues related to self-esteem and
control. The conclusion to her work was that increased REM dreams following a
stressful event is associated with better adaptation or adjustment to that situation.
Therefore REM sleep and dreaming are an aid to emotional adaptation achieved
through the integration of distressing memories (Cartwright & Lloyd, 1994).

Hartmann (1998) describes connections between the mind and people, memories
and experiences. He says these connections take on a broader context during
dreams and form new material following trauma. The process rather than being
random is linked to the individuals’ emotional concerns which are expressed through
the imagery of the dream. Hartmann (1998) suggests that following trauma the
dreams form a way of processing and possibly dealing with the experience moving
from accurate replay of the trauma and reflecting the progression of emotions such
as fear, guilt and grief.
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Participants’ perception of amnesia, despite some sharing glimpses of memory
during interviews, was significant. Dissociative amnesia can occur in response to a
stressful or traumatic event and manifests itself because the individual blocks out
their memory of that event. The memories exist, but are hidden away and can
sometimes re-emerge if triggered by something related to the original trauma.
Dissociative amnesia as a protective mechanism could provide an explanation for
participants’ perceived amnesia as it results in disruption to memory, consciousness,
awareness, identity and or perception. An individual cannot remember something
experienced if they did not know that they had explicitly experienced it. This has
been identified in amnesic studies (Rosenbaum et al., 2005).

The construction of an individual self-history or autobiography is a way of explaining
to oneself why things happened in the way they did and their significance for present
day. It needs association in place, time and social context. It allows planning for
future life and goals. Reminiscing or sharing our past with others is vital to
autobiographical memory and generally forms a way of showing our personality and
characteristics through explaining these meaningful events in our lives (Berntsen et
al., 2003).

Trauma related stress can lead to nightmares, which are associated with the minds
attempt to make connections between recent events and past memories with the aim
of integrating old and new information and experiences. During sleep the brainstem
produces a mixture of images, memories, thoughts and emotions, leaving the
cerebral cortex to try to shape this into a coherent story. It is the forming of the story
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that is thought to help the person to think through experiences and find solutions or
consequences that they would not otherwise have confronted. Perhaps then, the
significance of the hallucinations, dreams and nightmares that critical care survivors
shared during the current study are actually their way of trying to make sense of
what has happened to them (Berntsen et al., 2003).

In terms of the theory, data indicated that the experiences related to “being out of it”
explored in chapter 4 were traumatic and memory loss and needing to know what
happened to gain coherence over events that occurred was important to most
participants and linked to repair during recovery through seeking coherence via
resolving missing information.

The next section explores self-identity as this was affected by the memory loss and
sense of detachment participants felt as a result of their critical illness experiences.

8.3.5 Self-identity
Participants’ sense of who they are (self-identity) is affected by the rift in their
concept of their life story timeline.

In the American Psychiatric Association Dictionary of Psychology (VandenBos, 2007,
p.541) identity is:
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‘an individual’s sense of self defined by a set of physical and psychological
characteristics that is not wholly shared with any other person.’

Sense of self is defined as ‘an individual’s feeling of identity, uniqueness and selfdirection’ (p.542). Existential concerns have been attributed to two main themes in
cancer care around the struggle to maintain self-identity and the threats to selfidentity (Henoch & Danielson, 2009, p.227). In the case of participants in the current
study, their self-identity has been disrupted by the period of unconsciousness and
vulnerability of the life threatening nature of their illness. The subsequent threat to
their self-identity manifests itself through their descriptions of perceived amnesia of
their critical care admission and the rift this memory gap has left in the timeline and
therefore coherence of their life story.

Illness impacts on physical well-being and psychosocial functioning and intrudes on
the way we perceive ourselves (Sitvast & Abma, 2012). Illness that becomes chronic
impacts on the person in the sense of social expectation, rules and identity
(Kleinman, 1988). Gergen (1994) identified that the way in which a person perceives
themselves (identity) is dependent upon the reaction they get from others. This
process entails finding answers to why this illness has affected them, what the cause
may be and how they can control the illness. All of this requires coming to terms with
experiences, overcoming fear and anger and restoration of confidence.

Strauss & Glaser (1975) used grounded theory to understand the meaning of illness
for both those suffering from chronic illness and their families’ perspectives.
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Uncertainty in illness involves the issue of not knowing what to expect as a result of
the illness (Strauss & Glaser, 1975, p.175). Gecas (1982) considers self as both a
process and an object. According to Charmaz (1999, p. 366) self as a process leads
to “unfolding, developing, and becoming”. Self as object can be interpreted as the
“attributes, sentiments, values and characteristics” that people use to define
themselves.

Charmaz (1999, p.365) notes a sudden disjuncture between past and present;
emphasising the extent and depth of suffering. She uses drug changes or medical
review as examples. Whereas in the case of the current study the disjuncture took
the form of an awareness of missing time from their lives and the rift that this
incurred, affecting their self-identity and resulting in a need coherence.

McAdams (2004) proposed the life story model of identity. He stated that people
living in modern society organise their lives through self-stories. They reconstruct
their past and visualise their future via internalised and evolving life stories. This
aspect has been disrupted in the case of the participants in the current study.

According to McAdams (2004, p.100) peoples identity is grounded in the form of a
story complete with ‘setting, scenes, character, plot and theme’. This life story cannot
cover every single detail of the individual’s life, but can capture the significant and
prominent scenes encountered. This means it is a subjective and selective process
with meanings and values related to those scenes being dependent on individual
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perceptions. McAdams argued that no two life stories will be the same even if they
include the same events occurring at the same time period. It is the commonalities
found in the themes from each story that makes individuals comparable. The crux of
McAdams (2004) life story model is the belief that identity is a life story, which is
always evolving and the rationale for a life story being constructed by individuals is to
have psychosocial unity and purpose in modern society. McAdams (2004) stated
that the life story themes would be those felt significant and selected by the
individual. Provision of a diary could contribute to participants missing timeline by
capturing what happened in a chronological day by day manner. Equally if there are
gaps for dates, it could fail to capture enough that is felt to be significant by the
participant.

When a person remembers an event in which they participated, they are normally
thought to be aware of the event as veridical, meaning truthful or coinciding with
reality (or sometimes non-veridical) (Oxford Dictionary Online, 2014). What we have
done in the past becomes part of our self and the ability to reflect influences our
behaviour in the now (Gergen, 1994). In psychology the self represents a set of
attributes that a person attaches to themselves: identity. In philosophy self is the
agent, knower and focus of personal identity (Dowling, 2011).

Fivuish & Haden (2003) argued that in psychology it is accepted that self and
autobiographical memory work in tandem, but the relationship remains to be
explained. They also proposed that emergent theory about the role of narrative in
human cognition surrounding the construction of a life story based on the
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interconnection between memory and self. A consensus is shared in their book that
people create a life narrative based on socio-cultural frameworks thereby defining
what is appropriate to remember, how it should be remembered and what it means
to be ‘self with an autobiographical past’. The role played by narratives in
autobiographical memory and memory, narrative and self is complex. They argued
that although events occurring in the world are organised in terms of space and time
that narrative formation is what enables events to be adapted to a form that reflects
human meaning (Dowling, 2011).

Narrative allows complex organisation and understanding of the events experienced
through facilitating subjective evaluations of what happened through development of
themes and their relationship to time and space that become linked by personal
meaning making, such as family perspectives and other sources of information
sharing (Fivuish & Haden, 2003). The way adults share their memories with others
leads to modulation of the way those experiences are interpreted through that social
interaction and thus shapes self-perception and identity and understanding of
oneself (Pasupathi, 2001).

Through narrating an event it gives it context of time and place, provides central
action or goal, motivation and highlights surprise, success or failure, shares
emotions connected to it and provides a conclusion and evaluation. Verbalising the
story organises the experience and provides a rationale for remembering it as
significant, be that personally or socially. It is this personalised memory
reconstruction process that enables individuals to share memories or to retain them
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for themselves which constitutes formation of autobiographical memory and
preserving of memory over time (Fivuish & Haden, 2003). The point of these
processes has been linked to functional systems and development of cognitive
control, where the individual draws on memory to predict their response or actions to
a situation they face: the past informing the future (Fivuish & Haden, 2003).

Illness experiences need to be put in a chronological order forming a personal story
that accounts for the ‘onset, continuation and exacerbation or recovery’ from illness
over time, to aid the forming of a coherent personal story (Sitvast & Abma, 2012,
p.178). Meaning making from forming illness narrative demonstrates how patients
‘struggle for authorship of their lives’ and in finding resolution patients can portray
increased ‘sense of self-efficacy’ (Sitvast & Abma, 2012, p.178).

All of these previous sections that emerged from the conceptual categories led to
theoretical sampling and sensitivity identifying the following: rift, readiness,
rumination, repair, resolution, reparation are all part of patients recovery process and
regaining of coherence, control and self-identity after critical illness. These are
explored in more detail in the next section.

8.4 Needing coherence: The Rs for recovery after critical illness
The conceptual map figure 11p.251 incorporates a table that identifies key aspects
highlighted in the conceptual category chapters that link in an overlapping rather
than sequential manner: Needing coherence: The Rs for recovery after critical illness
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and these aspects are incumbent in participants’ descriptions of their recovery
process and diary use. These emerged from the conceptual categories and
associated codes in chapters 4-7.These factors have been analysed in further depth
to inform development of the substantive theory figure 12 p.304.
Table 12 Needing coherence: The Rs to recovery after critical illness
Needing coherence: The Rs to recovery after critical illness
Rift in life caused by critical illness. Uncertainty: Need to know what happened.
Readiness: Being ready to know what happened.
Rumination: Not knowing: persistently going over what happened (can be healthy
disclosure toward recovery or continued negativity and impact on psychological wellbeing)
Repair voids: self-efficacy, control & coping. Use diary & resources to create a story
of their illness events and lost time if it is perceived by the critical care survivor as
addressing their need to know (content, chronology and coherence impact on this).
Resolution: need to know and make sense of what happened that can replace the
memory gap: autobiographical memory.
Reparation: identity becomes whole again by reconstructing their life story in a
manner that makes sense to them.

The Rs to recovery after critical illness are not a chronological process. Indeed they
interlink and overlap throughout patients’ recovery (Table 12 p.269 would be handed
out in conjunction with the substantive grounded theory figure 12 p.304 and key
components of the diary role and purpose table 15 p. 308). The following sections
will address each aspect noted in the Rs to recovery after critical illness.

8.4.1 Rift in life

Experiencing critical illness and lacking memory leads to a rift in the participants’
comprehension of their lives. As the critical illness event has been life threatening
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this inevitably leads to questions about their life and its meaning, uncertainty and
needing to know what happened.

Bamberg (2010) proposes that life stories are not necessarily fixed and are
determined by the purpose for which the story is being told. He argued that maybe
the actual events are not important, but it is about what they stand for such as how
they connect with other events and how they differentiate us as special or unique or
every day and mundane. This relates to the findings of the current study in that
participants sought a comprehensive, coherent and chronological overview of their
critical illness story to help them resolve the rift in their life story, self-identity, and to
aid their recovery by helping them to address disruption and find coherence.

As humans we have the ability to mentally place ourselves in the past or future or
counterfactual situations and to analyse our own thoughts. Our sense of self affects
our behaviour in the past, present and future (Horsdal, 2012). According to Horsdal
(2012) plausibility is important to people in forming their life narrative. This means
that the diary content needs to seem reasonable or probable to the reader. If not it
could be a further source of confusion. The participants in the current study draw on
threads of information about what happened to construct a story for their missing
time that makes sense or is plausible and has meaning to them. In Emily’s case her
husband proved to be able to tell her more than her diary, but she was left unsure
what had actually happened to her and was unable to query this afterwards. While
others like Alice, Beth, Clara, Fran and Graham found their diary did help them find
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some coherence to events, even if this included family discussions as well as diary
use.

The rift in their comprehension of their normally chronological timeline of their lives
experienced by participants is not unique. Concurring with this concept, Bury (1982,
p. 169) argues that illness results in people experiencing a situation where the
“structures of everyday life” and “forms of knowledge which underpin them are
disrupted”.

Bury (1982) describes three aspects to disruption in chronic illness. Firstly, disruption
of taken for granted assumptions and behaviours (What is going on here stage), this
incorporates awareness of bodily states people are not usually conscious of. In the
current study participants referred to losing trust in their body and the need to regain
confidence in their health to aid their recovery process. The difficulty was in
understanding what they had been through so that they could be better prepared for
what their recovery entailed. Secondly, disruption to explanatory systems, like a
rethinking of their biography and self-concept.

In the current study, participants had difficulty in comprehending their life and
existence during the time they were unconscious. Thirdly, there is a response where
people face the altered situation by accessing resources available to them. In the
current study participants sought information from family members, HCPs and their
diary in order to validate what happened to them and to understand how ill they had
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been. Biographical disruption plays is an important part in participants’ critical illness
journeys in the current study. They identify their need for coherence in their life story
and integrated in this is their sense of self-identity.

According to McCormick (2002) uncertainty forms a large element of patient’s illness
experience and is linked to problematic psychosocial adaptation and illness
outcomes “When one does not know what the future holds, or how much time will be
required until the ambiguity, unpredictability, or vagueness of a situation is clarified,
then uncertainty prevails” (McCormick, 2002, p.130).

Hilton (1992, p.70) defined uncertainty as “a cognitive state created when an event
cannot be adequately defined or categorised due to lack of information”. According
to McCormick (2002) uncertainty is linked to problematic psychosocial adaptation
and illness outcomes:
“When one does not know what the future holds, or how much time will be
required until the ambiguity, unpredictability, or vagueness of a situation is
clarified, then uncertainty prevails” (McCormick, 2002, p.130)

Mishel (1988) based her tool for assessing uncertainty on situational experience of
illness: ambiguity, complexity, deficient information and unpredictability and asking
patients to rate how uncertain they are about specific illness situations. Whereas
Hilton’s scale (1992) asks patients to rate both uncertainty in illness situations and
the stress they believe they experienced and therefore try to capture an emotive
response to the situation. In the context of the participants in the current study both
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tools would have applicability. It is the emotional impact of uncertainty or what
participants refer to as “not knowing” that can negatively or positively affect their
recovery depending on how self-motivated and determined they are to find answers.
Uncertainty can lead to anxiety in relation to a loss of control over the critical illness
event, memory of it and what the future holds as a result.

Acute health crisis with potential chronic illness and disability (CID) is known to
impact on individuals lives through confronting ensuing physical debility, on-going
treatment requirements, psychological distress and the uncertainty that the illness
causes. It is argued that some individuals cope well, finding a new life balance and
renewed appreciation of life; whilst others struggle to cope and encounter
psychological consequences manifesting as anxiety, depression or panic and in
some cases even PTSD (Moos et al., 2007, Kress & Herridge 2012).

Charmaz (1999) pointed out that suffering in chronic illness can lead the individual to
resolution and new wisdom or depression and despair. Loss of control over health
can include loss of control over the body and autonomy, which replicates what
participants shared in the current study and as previously mentioned in chapter 4.
Additionally, uncertainty arises when individual’s future is no longer as they
perceived it to be because their illness and prolonged recovery makes their health an
unknown entity (Gecas, 1982).
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In the current study participants recovery process was affected by their inability to
relate to the life threatening event. They sought coherence through information
gathering from sources available to them, which included their diary. Discovering
what happened and piecing their story together was integral to their recovery
process. It formed part of coming to terms with it, acceptance and facilitated the
process of moving onwards with their lives.

In the case of participants control was regained over their life, through knowing what
happened: gaining coherence, self-identity and resolution during recovery.

8.4.2 Readiness: Being ready to know

Participants described issues around being ready to know what happened to them
and this was explored in chapter 7. Discussions from chapter 6 about “something I
must know” which was a quote from Alice at two months and the concerns raised
about being ready to face what happened raised by Emily and Clara demonstrate
that participants coped in different ways with their critical illness event.

There is a difference between being prepared and being ready. This difference is
that being prepared requires an action to be taken beforehand; while being ready
requires the person to be psychologically able to do something: emotional readiness
(Doka, 2014).
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According to Corr (1993) an individual can decide on any day what they choose to
do, or not. Similarly in life threatening illness the patient can choose, or not to
confront the challenges related to that. According to Corr (1992) patients will find
individual and idiosyncratic ways to resolve issues in related to confronting, or not
their life threatening illness. In the case of the current study participants have been
through a life threatening event, but are not living with a potentially terminal disease.
However, the similarities are that participants dealt with the psychological issues
related to what has happened to them.

The phases of life threatening illness outline the peaks and troughs of anxiety in
relation to acute, chronic and terminal illness Doka, 2015, p.6). The highest
incidence of anxiety peaks occurs in the chronic phase of the illness trajectory. This
has a direct correlation with the chronic impact of critical illness on participants
during recovery in the current study. ICU survivorship has already been discussed in
chapter 5 where the chronic psychological and physical debility associated with
being a critical care survivor has been described as an increasing concern (Rattray,
2013).

Coping with anxiety and uncertainty are integrated within concerns of patients
suffering life threatening illness; as they are with participants who survived critical
illness. In the chronic phase of illness patients are trying to live a normal life within
the restrictions posed by their illness. The impact of illness and uncertainty has been
discussed in the previous section (Charmaz, 1999). Rehabilitation strategies have
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been linked to improved quality of life and adjustment to illness situations (National
Cancer Survivorship Initiative, 2015).

Patients with life threatening illness sometimes use denial to cope with the reality of
surviving everyday life. This is a way of not constantly focussing on death (Doka,
2014, p.21). Similarly for participants in the current study there is evidence of this
coping strategy (denial/avoidance) in Emily. External cues, such as the way people
look at them and family behaviour and actions can be unwanted reminders that
disrupt their coping strategy (Courtois & Ford, 2012). This was evident in Emily’s
description of her husband and friend talking. In trauma patients who have survived
there is a sense of foreshortened future and hopelessness about having a satisfying
life and this came through in both Emily and Fran’s quotes. Trauma survivors can
become passively entrenched in victim mode or chronic disempowerment (Courtois
& Ford, 2012).

Participant’s readiness to know what happened was of pivotal importance. It is not
advisable to make someone confront something if they cope better by not knowing.
This is where patients need freedom of choice to accept or reject the diary. Also the
diary process needs a support mechanism within it to support patients beyond
handing over the diary. The psychological ramifications are potentially significant
where a diary is handed over to be read potentially alone with no follow-up support in
place.

276

8.4.3 Rumination

Rumination is defined as ‘a deep or considered thought about something’ (Oxford
dictionary online, 2010). Rumination is perceived as the individual demonstrating a
focus of attention on their symptoms of distress. They constantly question the
possible causes and consequences rather than considering solutions. Thus
rumination and worry are often seen in tandem, being linked with anxiety and other
negative emotional states (Nolen-Hoeksema et al., 2008).

Fundamentally when an individual ruminates their aim is to find answers to
questions: How do I feel about this event? How can I change my thoughts and
feelings about it? How can I prevent disturbing thought and feelings in the future?
(Matthews & Wells, 2004). It has been identified that in answering these questions
those who ruminate will focus on their emotions rather than finding solutions and
identifying goals to act upon (Watkins, 2004).

Response Styles Theory (RST) has demonstrated that rumination is linked to
development, maintenance and aggravation of depression and a whole host of
negative emotional states (Smith & Alloy, 2009). Positive distraction is seen as a
healthy alternative to rumination, but is also perceived to be a limited strategy
(Watkins, 2004). The self-regulatory executive function model (S-REF) of affective
dysfunction contends that rumination can be explained in a multi-level model of selfregulation that requires meta-cognition. It is feasible that in the case of some
participants that their ability to rely on meta-cognition has been disrupted by their
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period of unconsciousness and lack of memory as a result. They are already
struggling to comprehend and gain coherence. As they are vulnerable to
psychological issues perhaps rumination of the unhealthy kind is more able to
emerge.

According to Watkins (2004) rumination after an experience can have both
maladaptive (conceptual-evaluating mode) and adaptive (experiential mode)
consequences on recovery after traumatic events. Dwelling on a problem tends to
lead to depression (Nolen-Hoeksema et al., 2008). Watkins (2004) also found
expressive writing did help patients overcome rumination, which may hold value in
light of Ewens et al. (2014a) visual diarising, where critical care survivors construct
their own diary about their critical illness during their recovery, using images which
they feel capture their feelings and writing about them.

Healthy self-disclosure is posed as beneficial in the right conditions and can reduce
distress and rumination when greater insight and understanding about the problem is
achieved (Pennebaker, 1989). Sharing feelings with family and others can lead to
personal growth. Dwelling on a problem tends to lead to depression (NolenHoeksema et al., 2008). Watkins (2004) also found expressive writing did help
patients overcome rumination, which may hold value in light of Ewens et al. (2014a)
visual diarising, where critical care survivors construct their own diary about their
critical illness during their recovery.
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When women are depressed they are more likely to ruminate, while men tend to
distract themselves (Nolen-Hoeksema et al., 2008). This belief was used to explain
the higher rate of depression in women than in men (Nolen-Hoeksema, 1987).
Strauss et al. (1997) dispute the accuracy of this and claim that rumination can
equally impact on both genders. In the context of the current study there was an
imbalance in gender which favoured women and therefore results potentially reflect
this disparity.

The American Psychiatric Association (APA) DSM-5 (2013) includes rumination as
part of the symptoms of PTSD. In this context, critical care diary use needs careful
application with supportive mechanisms in place. Focusing on bad things that
happen in order to make sense of them is linked to poor psychological health and
loss of a sense of control over events and subsequently anxiety and depression
(Nolen-Hoeksema et al., 2008). Goal progress theory (GPT) sees rumination as part
of goal progress and individuals who have goal related information easily available to
them are most likely to ruminate (Watkins, 2008).

Therefore based on the premise of Goal process theory provision of a diary and
information about their illness could in effect be a counterproductive measure.
Careful consideration needs to be given to whether a critical care diary can
potentially trigger rumination or if it can act to quell it. A diary can therefore
potentially help or hinder a patient’s recovery and must not be construed as purely
beneficial in all cases.
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8.4.4 Repair voids

Provision of a diary has been described as a resource for some participants (Jones,
2009a), but not all; because it is dependent upon the content and completeness of
the story for the patient for whom it was meant. In terms of recovery the diary can
play a part in facilitating patients regaining of control over the missing pieces of their
life.

Self-efficacy is the belief that one has the capabilities required to undertake and
complete a course of actions that are necessary to manage a given situation.
Improvements in health outcomes have been reported when self-efficacy has been
recognised and supported (Lorig et al., 2001). However it appears from the
participants’ experiences that they were not provided with the necessary knowledge
understanding and skills to be able to achieve self-efficacy.

Lau-Walker (2004) looked at cardiac patients in a cross sectional study and the
relationship between illness representation and self-efficacy. This study also linked
findings to cardiac rehabilitation programmes. In order to cope with illness events it
has been noted that it is important to look at patient’s everyday beliefs and strategies
for coping with health threats. The self-regulatory model (SRM) of illness is based on
five components: identity, cause, timeline, consequences and control/cure
(Leventhal et al., 1984). This model can be used as a framework to predict a
patient’s capacity to cope. Interestingly the components reflect key aspects that are
fundamentally compromised for participants in the current study.
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According to Schwarzer (1992) humans function through personal sense of control
and their use of action to problem solve plays a fundamental part. Self-efficacy is the
term given to this personal action or control. Individuals with a low sense of selfefficacy are most likely to present with symptoms of anxiety and depression and
helplessness. There is also a pessimistic tendency aligned to these individuals.
Individuals with high self-efficacy are most likely to choose to face challenges in life,
set themselves higher goals and achieve them. Through their optimistic attitude they
are more likely to invest time and effort and try for longer.

Some research has associated personality as a determinate of a person’s resilience.
However, this is seen as a controversial point with Mishal (1988) identifying that
personality had little influence. Positivity is seen as improving resilience with
negativity and rumination about the event reducing coping and resilience (Bonnano
et al., 2011). Myhren et al. (2010) considered personality and optimism versus
pessimism as predictors for psychological problems in critical care survivors.
Optimistic personalities tend to cope differently with their illness and this is
associated with a quicker course of recovery, they suffer less psychological
problems and have a better quality of life (Schou et al., 2004, Myhren et al., 2009).

Revenson (2003) has explored how individuals and their spouses cope with stressful
events. Fundamentally when one spouse is ill it impacts on the family as a whole.
Coping in intimate relationships is described as a dual process where the partner of
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the spouse who is ill takes on the role of social support and helping them to cope by
providing unconditional love and affection regardless of the impact of the illness.
They provide a willing listener and advisor, with continuity and security. They share
their loved ones existential and practical concerns and meaning of illness issues.
However, if the spouse becomes overwhelmed in terms of impact of the illness on
their psychological or physical capability or if they are traumatised by events and
psychologically vulnerable they will be unable to provide support in the manner
expected and this can cause relationship conflict and have a negative impact on
coping ability for both spouses. Meier et al. (2011) stated that dyadic coping is a form
of management of stress through the support of a significant other. The way in which
couples dealt with chronic illness had a positive or negative effect on outcome
depending on how well they supported each other.

Needing coherence was part of recovery from critical illness for participants to help
them address the rift that had occurred in their concept of their lives. Repairing voids
also refers to participants need to know and make sense of what happened to them.

8.4.5 Resolution

Resolution is the action of repairing something (Oxford dictionary online, 2017).
According to Penrod (2001) facing uncertainty is one way individuals can resolve
their sense of loss of control. She believes that cognitive, emotive and behavioural
strategies to cope with uncertainty related to illness are integral to the passing of
time. This includes the individuals altered perception of events, which can lead to an
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interpretation that the individual can contend with; thus having potential to ease
illness related uncertainty. This concept of individual perception of events being
developed to form an acceptable illness narrative is evident in participants in the
current study. Over time data showed that with the use of their diary, participants
were able to start to piece together information in conjunction with what family had
shared with them. Finding out what happened on the dates that they could not
remember was important to most participants. The coherence of the story was
important to participants and they expressed concern when there were dates missing
from their diary. Final interviews demonstrated that participants had assimilated new
knowledge about their critical illness episode and could recant these in the form of a
newly formed story.

The continuing resolution of this main concern is accounted for by participants desire
to fill in the void in their memory by assimilating information from family, HCPs and
their diary: seeking coherence. This knowing enables participants to feel a sense of
life story coherence that they had lost during their period of unconsciousness.
Integrated within this is participants’ reclaiming of sense of self or identity.
Participants explained it was difficult to understand what they had been through and
how ill they were. It did not feel like reality to them until they read their diary. The
diary has potential to give meaning to a significant episode of their lives, of which
they felt they had no part.

During their life span most people will experience at least one traumatic event
significant enough to meet DSM criteria for psychological trauma (an event that
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threatens or causes serious personal harm or injury). Bonnano (2004) suggests that
the notion of ‘traumatic events’ be replaced with potentially traumatic events (PTE’s)
because there is so much variability in individuals response to loss and trauma.
Some feel overwhelmed; others struggle initially then recover, while some appear
resilient with no noticeable effect on functioning quite quickly after the event. He
defines resilience as “the ability of adults in otherwise normal circumstances who are
exposed to an isolated and potentially highly disruptive event....or life threatening
situation, to maintain relatively stable, healthy levels of psychological and physical
functioning” (p.20). PTSD is described as only manifesting in 5-10% of individuals
exposed to PTE’s, though it is acknowledge that these statistics are variable in
research studies (Bonnano et al., 2011). Some research has associated personality
as a determinate of a persons’ resilience. However, this is seen as a controversial
point with Mishal (1969) identifying personality had little influence. Positivity is seen
as improving resilience with negativity and rumination about the event reducing
coping and resilience in PTE (Bonnano et al., 2011).

Puchalski (2001) said that the role of HCPs is to help people find meaning and
acceptance during chronic illness. True healing requires answers to difficult
questions. Healing is described as an acceptance of illness and peace with one’s
life. Patients who are spiritual may be able to use their beliefs to cope with their
illness, life stresses and recovery from illness seems to be enhanced. When done
well a critical care diary can provide insight and answers about what happened and
the reality of their illness for critical care survivors. The use of a patient diary can
facilitate ‘peace of mind’, ‘comfort’, sense of ‘’control’ and ‘closure’ according to
participant data shared in the current study.
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HCPs who wish to contribute to patient diaries need to have knowledge and
understanding about its potential use, benefits and harm in order to construct a
comprehensive, chronological overview that provides a meaningful story of the
critical care journey that provides its owner with a sense of coherence for their
missing time.

8.4.6 Reparation

Reparation means to repair or restore and is a part of the interlinking processes
participants went through in order to repair the rift in their life story, self-identity and
needing coherence during their recovery (Oxford dictionary online, 2017).

According to Iwashyma (2010, p.204) critical care survivors are an increasing
population who on discharge from hospital are abandoned to face “the challenges of
critical illness survivorship.” This is an often complex and daunting journey with
“burdens and legacies” associated with surviving a life threatening event. Studies in
relation to cancer have demonstrated that after a life threatening event individuals
may reflect on their mortality, spirituality, meaning and purpose in life. Trying to find
reasons behind what occurred and to make meaning from the illness (Tartaro et al.,
2005).
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Toombs (1987, p.230) wrote about the meaning of illness and how the concept of
body alters after an illness experience, with individuals being left feeling at their
body’s ‘mercy’ and that ‘at times my body fails me.’ She argued that even on return
to health individuals retain knowledge that they have ‘limited control’ over their body
and that can be unnerving for individuals. However Delmar et al. (2005) studied what
it means to live with chronic illness and determined that patients can achieve
harmony with oneself. This was achieved through moving towards acceptance,
which they described as reconciling themselves with their illness and learning to
adapt to living with it. They wrote about the existence of hope for the future, within
this discussion they noted patients may move between hope and despair with doubt
and that there is healthy hope where individuals are proactive in dealing with their
illness legacy and delusion or denial where the individual tries to deceive
themselves, preferring to avoid alluding to their problems or reconcile themselves
with what has happened to them. Whilst this is written about chronic illnesses it
equally applies to the participant data shared in the current study.

According to Houkamau (2008) people organise and make meaning of their lives
through the creation of personal histories that involve reconstruction of their past and
anticipation of their future. This is done by drawing on events that have happened to
them in the past and integrating them in a “meaningful sequence and use that ‘story’
to explain who they are, what that means, and where they are ‘going’” (p.4).
Personal life stories are described as being the best way to understand how
individuals experience and understand themselves in the context of time (Ezzy,
1998).
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8.4.7 Recovery

Recovery encompasses all of the apsects mentioned above in the Rs to recovery
after critical illness. These aspects highlight the challenge of participants dealing
with their life threatening event. It is about trying to find coherence through repairing
the rift in their life story and thus regaining their self-identity and control over their
recovery. The use of a critical care diary is one way in which information can be
communicated to patients about care they have received. Most participants found it
helpful in their recovery as reading it enabled them to find reassurance about care
their received while they were vulnerable and not active participants in the processes
that were occurring to maintain their life. The diary could help participants
understand the reality of how ill they had been. Photographs were felt to be
important in this process of validating how ill they were. When participants had bad
days reading the diary could make them feel more in control again in the sense that
they could be realistic about how ill they had been and then accept the limitations
associated with recovery after critical illness.

According to Ehlers & Clark (2000) seeking to know and understand the arguably
traumatic critical illness events risks incurring psychological or emotional harm to the
individual. Harry was the only participant to be adamant that he did not want to know
what happened to him in critical care. He was comfortable talking about how he felt,
but did not want more than that. Other participants shared their anxiety and even
sense of panic related to their life threatening illness experience.
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Whilst PTSD may occur, the numbers of incidence are difficult to quantify, but when
it does manifest in patients or relatives there needs to be a process of referral and
support in place. Bisson et al. (2013) in their systematic review on PTSD in adults
found that Trauma Focused Cognitive Behavioural Therapy (TFCBT) and eye
movement desensitisation reprocessing (EMDR) should form the first line treatment.
However, in order to access such support, symptoms need to be recognised and
service provision needs to be in place for appropriate referral or self-referral if that
works better.

The need for information and communication was important to participants as they
drew the threads together to form a coherent story about their missing time. The
diary played a part for some and not so much for others and its value remains to be
determined alongside the potential for harm, not just benefits.

8.5 Diary role in recovery from critical illness

The key rationale for use of a diary appears to be related to the provision of a means
of capturing events during the patient’s stay and therefore providing a source for
patients to try to understand gaps in their memory while critically ill in intensive care.
Egerod & Christensen (2009) in the findings of their study describe the base
narrative of illness as having three stages: crisis, turning point and normalisation and
containing parallel plots of the nurse, patient and family storyline. The stages of
narrative and parallel plots they identified are outlined in Table 12 below with the
potential contribution from the current study added in red.
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According to Egerod & Christensen (2009), diaries provide a means of construction,
reconstruction and narration of stories. They describe the diary narrative as having a
‘plot’ forming a restitution narrative, detailing the journey from health to sickness and
recovery. They also note a chaos narrative describing life improving after illness and
finally a quest narrative where illness forms the trigger for life changes. The data
from the current study have been added below in Table 13 to demonstrate further
contribution to knowledge from existing theory development by Egerod &
Christensen (2009).
Table 13: Addition of data from the current study to work by Egerod &
Christensen (2009, p.272)
Stages of narrative
Crisis

Turning Point

Normalisation

Parallel plots
Nurse’s storyline
Patient’s storyline
Family’s storyline
Active, focus on
Passive,
Spectator, worried
technology
depersonalised
Active experiencer
Loss of control
Protector
Being ready to know
Shifting focus to
Emerging,
Engaging, relief and
caring interventions
Loss of control as
gratitude
unconscious
Fear
Vulnerability
Protection
Dignity & privacy
Avoidance of
Repersonalised:
revisiting own
Possibly not true
trauma about event
until after discharge,
home.
Lost & confused with
uncertainty and lack
of validation of how
ill they were.
Information to aid in
gaining coherence
leads to insight into
illness and recovery.
Converging plots
Relating, participating, connecting, letting go this may be cyclical
and not a seamless transition, and how patients do this is missing
in their article
The current study indicates that needing coherence and
addressing that so that participants can form their own
interpretation or story of what happened is the way in which
participants dealt with their critical illness. Repairing the rift in their
life story and self-identity
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Table13 demonstrates how data from the current study can build upon the work
previously done by Egerod & Christensen (2009). It identifies how some aspects of
the patient illness storyline are not fully considered, such as the converging plots and
normalising process, which participant data from the current study would suggest is
not a seamless process. As identified by Egerod & Christensen (2009), critical care
survivors seek resolution about their critical illness and recovery, but they do not
explain why this happens. Data from the current study has identified that it is due to
the rift that occurs in their normally coherent, chronological perception of their life
story. The resolution is gained by effective communication, explanation and provision
of information that can be clarified and digested over time. Provision of a diary can
potentially help or hinder this need for coherence in critical care survivors’ recovery
process.

Toien et al. (2010 p.1558) argue that making events related to the critical illness
experiences ‘coherent’ and ‘factual’ actually premeditates psychological distress
rather than alleviates it. This is a concern that needs to be considered and it is
important that diary use is not imposed on patients and that they are free to decide if,
or when they wish to have their diary. Some patients have contacted the study site
diary team asking for theirs around the first or second anniversary of their critical
illness event. This implies that patients need to be ready to face what happened to
them and therefore some may never want it.
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8.5.1 Diary role in reparation through constructing the illness story

This section relates to 8.4.6 where reparation was explored. The diary has potential
to form a part of the interlinking process of repairing or restoring the rift in their life
story, self-identity and needing coherence.

Although subjective, individuals’ stories hold meaning. According to Charmaz (1999)
telling the illness story may give the person a different perspective on events and
self-identity. The story may be shared in a reconstructed form enabling the person to
review and re-evaluate their life. The use of a diary may facilitate or hinder patients’
ability to form their critical illness story.

“By piecing the past together, a storyteller makes sense of the present and
future. Stories create pattern, coherence, and sometimes resolution”
(Charmaz, 1999, p.371).

Furthermore, a story about an illness experience can alter with time. It can evolve as
knowledge and understanding develops (McAdams, 2004). In Charmaz’s (1991)
experience the initial story of the illness event may be adapted later in time by the
person and presented in a different ways to different audiences.

Williams (2009) found in her doctoral research study that constructing a story after
critical illness can benefit patients. However establishing a coherent narrative of
events was difficult for patients and help was required to achieve this. Williams
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(2009, p. 281) describes ‘dimensions’ that enable a coherent story to be constructed.
These are temporal coherence which pertains to the story being chronological.
Causal coherence is about the story making sense of events and subsequent
consequences.

Pivotally according to Corbin & Strauss (1988) the act of telling an illness story
creates continuity for the individual in the face of what have become disrupted lives.
The process is a way of understanding what has happened and of coming to terms
with events. The evolution of a story plays a crucial part in the individuals’
acceptance of the impact of their illness and as Charmaz said, can lead to resolution.

“A story provides a way of making sense of suffering, of locating self in life,
and of coming to terms with an altered existence” (Charmaz, 1999, p.374).

The way in which the story is usually structured provides context and meaning.
However, in the case of critically ill patients their illness story is incomplete as a
result of “being out of it”, which has left them with memory impairment and the sense
of “lost days” and missing time that they cannot account for in the sense of what
actually happened to them. The need for coherence in relation to patients’
experiences of illness is therefore evident in existing literature. Its application to the
situation expressed by participants in the current study is important in understanding
why they feel the way they do following critical illness.
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Sutin & Robins (2008) claim autobiographical memories can be retrieved either from
the first person, where the individual sees the event through their own eyes, or third
person perspective, where individuals see themselves and the event from the
perspective of an external observer. This research fits with use of a critical care diary
written vicariously by HCPs on behalf of the patient, forming a third party perspective
that participants were able to draw on during their recovery.

Self-representation is essential for a coherent and meaningful life (Lou et al., 2004).
Consciousness is accompanied by a feeling of continuation and coherence in
existence beyond the present, between the past and as prelude to the future:
therefore a sense of life coherence in the experiences of life. This can be damaged
as a result of traumatic experiences (Horsdal, 2012). We create meaning through a
focus on a time span, using narrative skills to intervene in the flow of time and go
beyond the present, by connecting with the past, present and future in order to make
sense of what is happening. Narrative with a beginning, middle and end is a form of
cognition we apply to create meaning and understand life itself (Wheeler et al.,
2007).

Illness experiences need to be put in a chronological order forming a personal story
that accounts for the ‘onset, continuation and exacerbation or recovery’ from illness
over time to aid the forming of a coherent personal story (Sitvast & Abma, 2012,
p.178). Furthermore, meaning making from forming illness narrative demonstrates
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how patients ‘struggle for authorship of their lives’ and in finding resolution, patients
can portray increased ‘sense of self-efficacy’ (Sitvast & Abma, 2012, p.178).

Linearity (describing a consistent straight line) is a concept linked to trajectories of
life which are normally uninterrupted (Lakoff & Johnson, 1980). Ricoeur (1984, p.65)
said that a simple list of events in chronological order is not enough to create a story:

‘a story, too, must be more than just an enumeration of events in serial order,
it must organise them into an intelligible whole of a sort such as we can
always ask what is the thought of this story.”’

This suggests that an ability to provide clarification of the narrative in the diary is
incumbent in the process of its provision. The story of the missing time needs to be
chronological for participants and they expressed concern when dates were omitted
from their diary. In forming the story participants need to be able to articulate what
they have been told to aid in forming their own interpretation and so they begin to
assimilate the story with the meaning behind it. The handover of a diary is not
enough there needs to be opportunity to explore what it says.

Exploring existing theory led to exploration of the following work by Antonovsky and
its applicability to the points highlighted so far in terms of diary use and recovery
from illness.
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8.6 Comprehensibility, manageability and meaningfulness
ICU survivorship has been highlighted as an increasing issue that leaves patients
facing increasingly lengthy recovery, which now reflect chronic illness trajectories.
Discharge from critical care can no longer be perceived as an end point for care
provision; patients and their families require support in the aftermath of the critical
illness recovery process (Rooney, 2013). Development of initiatives that are aimed at
prevention or treatment of critical care related debility is warranted in light of the
evidence (Iwashyna et al., 2010, Rattray, 2013).

Through theoretical sampling the researcher found parallels between critical illness
experiences and experiences in research on chronic illness. This led the researcher
to Antonovsky’s theory about patients need for a ‘sense of coherence’ regarding
their illness and explained that lack of ‘coherence’ was a major source of stress and
associated with reduced capacity to cope. He wrote about patients need for their
internal and external environmental stimuli to remain structured and predictable; that
patients require resources to cope with any changes to the equilibrium of these
stimuli and that the patient feels that facing challenges to their normality are worth
their effort to address. In this context Antonovsky (1979) outlined three components:
comprehensibility, manageability and meaningfulness as explained below:





Comprehensibility: a belief that things happen in an orderly and predictable
fashion and a sense that you can understand events in your life and
reasonably predict what will happen in the future.
Manageability: a belief that you have the skills or ability, the support, the help,
or the resources necessary to take care of things, and that things are
manageable and within your control.
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Meaningfulness: a belief that things in life are interesting and a source of
satisfaction, that things are really worth it and that there is good reason or
purpose to care about what happens.

These three components demonstrated close fit to the components of the emergent
grounded theory in the current study and were therefore explored further and
incorporated in conceptual map figure11 p.251 and then delimited and reduced to
highlight the key aspects included in the theory as shown in figure 12 p.304.

Antonovsky perceived meaningfulness as the most important component, stating
that if a patient has no sense of meaning, then they will have no motivation to
comprehend and manage events. He argues that ‘salutogenesis’ depends on
experiencing a strong ‘sense of coherence.’ Salutogenesis is defined by the World
Health Organisation (WHO) as:

“the process of enabling people to increase control over, and to improve their
health and thereby enabling people to lead an active productive life towards
wellbeing and quality of life”.(Ottowa Charter for Health Promotion, 1986).

The research by Antonovsky demonstrated that the sense of coherence predicts
positive health outcomes. Relating this to critical care diary use seems to be a logical
step. The critical care diary is ostensibly a resource that patients choose to access
and engage with, or not, and it plays a role in comprehensibility of their critical illness
The diary can provide acknowledgement of the life threatening nature of events that
occurred and which participants struggle to comprehend, because of their perceived
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amnesia about that time. It can facilitate participants’ relationship to the critical illness
events of which they feel they have played no part. The diary as a chronological
overview is vitally important to this process and can have positive or negative impact
depending on the ability of the diary as a resource to meet participants’ needs during
recovery.

Manageability seems to pertain to family or psychosocial support that participants
had available to them and this support combined with critical care diary use can
contribute to regaining control over events, by assimilation of the information sources
available to them and the development of participants’ own interpretation of the story
of their critical illness.

Meaningfulness is about making sense of events that occurred, it relies on the use of
the sources of information available to them in drawing together their illness story so
that they no longer have a rift in their life story narrative that otherwise can leave
them with uncertainty and anxiety. Salutogenesis could be argued as the stage
where participants felt they had come to terms with what happened through finding
coherence and feeling able to move on with their lives.

All the conceptual categories and associated coding from chapters 4-7 and
theoretical sensitivity led to the emergence of the core category: needing coherence,
which is crucial to the emergence of the grounded theory. The core category is
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explained next followed by analysis of the literature leading to the development of
the substantive grounded theory.

8.7 The core category: needing coherence

The core category that emerged is needing coherence. This consisted of participants
continually striving to resolve the rift in their life story and their sense of self-identity.
Furthermore, their uncertainty and need to know what happened was important in
gaining coherence. Participants described a process of being ready to know what
happened and sought from all sources available to them, including their diary, to
construct their illness story and to form their own interpretation about what happened
to them. Participants shared that because they could not remember their critical care
admission they had problems comprehending what their illness entailed and they did
not know what expectations to have of their health and recovery. All these aspects
meant participants needed validation of how ill they had been so that they could
make sense of it all and this gave them coherence over their recovery process.

The continuing resolving of this main concern is accounted for by participants’ desire
to fill in the void in their memory by assimilating information from family, HCPs and
their diary: seeking coherence. They use the information to help them develop their
own interpretation of what happened to them. Knowing what happened and feeling a
connection to events from which they feel detached enables some participants to
feel a sense of life story coherence that they had lost during their period of
unconsciousness. Integrated within this is participants’ reclaiming of sense of self-
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identity. Participants explained it was difficult to understand what they had been
through; to conceptualise and accept the reality of how life threateningly ill they had
actually been. The diary has potential to give meaning to a significant episode of
their lives, of which they felt they had no part. A note of caution is required as not all
patients cope in the same way and whilst this process worked for most participants
in the study, for others, like Emily and Harry, diary use was potentially
counterproductive.

Participants sought validation or confirmation about how life threateningly ill they had
been and in some cases they were still struggling to understand this at six months in
to their recovery; describing the shock that they felt by the enormity of coming to
terms and accepting it had happened to them. In most cases participants felt their
critical care diary was an important piece of the jigsaw and acted as a potentially
supportive resource in their recovery process. However the manner in which the
study site administered the diary process was potentially not conducive to facilitating
participants’ health and wellbeing. Diary use in isolation from on-going support and
opportunity to discuss content and their feelings made the process potentially a
superficial, if not risky endeavour for participants.

Addressing their uncertainty or “loss of control” by knowing what happened were
important in their needing and gaining coherence for most participants. By
participants seeking sources of information available to them, most were able to
construct their illness story and to form their own interpretation about what happened
to them. This created a sense of closure for most participants, but for Emily it was a
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source of further angst. The diary in isolation is therefore arguably not enough. As
part of needing coherence participants sought validation or affirmation of how ill they
had been. When it was able to do this diary use gave some participants control and
confidence during their recovery process. When it failed to meet the participants’
needs, as in Emily’s case, it potentially hindered her ability to move on.

In terms of diary use, over time data showed that with the use of their diary, most
participants were able to start to piece together information in conjunction with what
family had shared with them. While others found it prompted more uncertainty and
confusion about events that did not match what family told them. So the diary plays a
key role in coherence or sustained incoherence about the events that occurred. Then
there was no follow-up to identify any on-going concerns or to provide clarification.

Final interviews demonstrated that most participants had developed new knowledge
and coherence about their critical illness episode and could recant these in the form
of a newly formed story. This story did not need to be completely factual for the
participants, but enough of a story to enable them to feel a connection to an episode
in their life that they could previously not recall: coherence over their missing time. In
some cases not knowing may be a better means of coping with traumatic events and
proponents of diary use need to be mindful of this (Bonanno et al., 2011).

Needing coherence through knowing what happened emerged as a central
component part of recovery for most participants, who felt it was necessary to repair
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the rift that existed in their life story due to “being out of it” so they could find
meaning behind the events that occurred and encompass information to form their
own interpretation of their critical illness story that eventually becomes part of their
memory system; despite their feeling of disconnection from events and this has been
described in research on amnesia (Rosenbaum et al., 2005).

8.8 Explanation of the grounded theory
A grounded theory of needing coherence: repairing the rift in life
story and self-identity after critical illness and establishing the role
of the critical care diary

The theory that emerged from analysis of the data in the current study is that
humans seek coherence about what happened during their critical illness. It has
been identified that participants being ready to know what happened is important in
how they approach their recovery process. Those patients who feel ready to know
need to replace the disruption or rift that has occurred in the normally intact timeline
of their lives. In order to do this, patients draw on relevant information available to
them. Having a critical care diary can be instrumental in helping patients resolve the
uncertainty, anxiety and stress that negatively impacts on their health and recovery.
However it can also fail to allay concerns and thus increase anxiety and rumination
where questions are left unanswered.
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The work by Antonovsky (1979) on sense of coherence is important in the
emergence of the substantive theory. Table 14 below outlines some important
relationships between Antonovsky’s theory and the current study:

Table 14: Antonovsky’s work combined with conceptual categories and
associated codes from the current study- outlining the role of the diary

Role the diary can play: Coherence
Comprehensibility
Manageability
Meaningfulness
Chronological
Answers & insight
Understanding & beliefs
“Being out of it”; “lost days” and Recovery: “Is it normal to feel
“Something I must know”
“memory loss”
like this?”
Regain control
Reality of illness
Being ready to know
Confidence
Dates
Realistic about critical illness
events & implications for
recovery.
Make sense & come to terms
Self-identity
Recovery is facilitated with reduced risk of psychological problems and an acceptance of physical
limitations
When the diary is incomplete or does not say enough: Incoherence
Loss of control and confidence
Overwhelmed with
Remain in a state of flux about
persists
unanswered questions &
what happened to them
uncertainty with anxiety
Increased risk of psychological problems and reduced physical recovery

The diary provided for the patient to read needs to be comprehensive, meaning that
it covers the chronological timeline of their illness and that content provides
explanation that patients can understand about any key events, moments or
discussions held between family and HCPs. Therefore this information needs to be
manageable in that it does not set out to overwhelm the reader and that there is a
sensible commentary to follow. The diary should be meaningful to the patient for
whom it was written and that entails consideration of points summarised in table 14
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above. Coherence underlies these processes of comprehensibility, manageability
and meaningfulness described here and are important to the substantive theory.

The terms chronology, answers and insight, understanding and beliefs emerged
during analysis in the current chapter and have been used in the table above to
demonstrate how the conceptual categories fit beneath them. Underneath the
conceptual categories are key issues that arose in chapters 4-7. Even though
chapter 7 is not assigned a column its implications are integrated in the table above.
Distinction has been made about the role the diary plays when it works or fails to
capture the information required.

Participants can regain their sense of self-identity through understanding and
accepting the reality of their critical illness journey. Equally if the diary fails to meet
patient expectation incoherence can remain with clarification of what happened filing
to be achieved Figure 12 p.304 below outlines the delimited and reduced substantive
theory.
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The substantive theory is needing coherence: repairing the rift in life story and selfidentity after critical illness and establishing the role of a critical care diary.

Figure 12 p.304 demonstrates how critical illness influences patients concept of their
lives: coherence and who they are: self-identity. Life story is usually perceived as an
uninterrupted continuum. In critical illness there is a rift that occurs in perception of
life story. There are two aspects that influence the usefulness of a critical care diary.
The first being: comprehensive, manageable and meaningful diary provision has the
potential to heal the rift in life story and to promote resolution. The second is that a
diary that is incomplete and /or delivered at the wrong time or inappropriately has
potential to maintain or increase the rift in the patient’s life story. Both diary
interventions will have an impact on patients need for coherence and their selfidentity during recovery.

Theoretical analysis lead to the development of Needing coherence: The Rs to
recovery after critical illness. This represents seven key elements described by
participant (these are not sequential, rather they interlink and overlap): rift in life,
readiness: being ready to know what happened, rumination which is linked to anxiety
and depression, repair voids; where the critical illness story is created from the
resources available, resolution where participants needed to know to make sense of
what happened to resolve the situation, reparation: where participants sought to
repair what had occurred through the construction of their own interpretation of their
life story and regain their self-identity. Recovery was influenced by all of these
factors and the diary content directly impacted on the process. The diary needs to be
comprehensive, manageable and meaningful to the recipient.
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In order to be comprehensive, the critical care diary needs inclusion of all the dates
and key events or changes in a chronological manner. It would be beneficial if a lay
summary could be included, which could also form the discharge letter to the GP.
Ensuring the critical care diary is manageable relates to how it is constructed, the
manner in which it is written and the authenticity of the content. This will be affected
by the author’s honesty or the way in which they choose to censor entries.
Participants in the current study wanted enough detail to appreciate how ill they had
actually been, including some recognition of difficult conversations held between
HCPs and family. The actual commitment of nurses, other HCPs and family and
friends to contributing to the diary and writing in a personal manner made the diary a
more meaningful resource for patients. The diary had potential to reflect a caring
relationship that was unable to be established between critical care staff and the
patient whilst unconscious.

The diary could provide a source of reassurance when done well, but not if the
patient felt it was too brief or superficial. An important aspect of having a critical care
diary is its ability to validate how ill the patient has actually been and to alleviate their
uncertainty. Part of needing coherence relied on affirmation and the perception of
permission to feel the way they felt during their recovery.

These processes described above can facilitate a diary that helps patients feel a
sense of control over their life. Needing coherence is a fundamental aspect to
understanding why their physical and psychological health takes a long time to
improve; or accepting that they are left with limitations. In seeking and gaining
coherence the insight offered by their diary has potential to facilitate a manageable
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recovery process by helping participants accept and come to terms with events and
move onwards with their lives. Ultimately participants wanted enough information to
build a comprehensive story of their missing timeline. However, equally a diary that
is incomplete or inappropriately shared with a patient has potential to maintain or
exacerbate the lack of coherence patients feel. Thus a diary could help or hinder
recovery; having potential to be either beneficial or harmful to patients recovery.

Table 15 below outlines the role and purpose of diary writing as elicited from
participant data in the current study, specifically data analysis from chapter 7 in
addition to some key points highlighted from analysis included in chapter 8. This
could be used as terms of reference for clinical practice when developing,
implementing and applying diary use.

In order to use the theory a few aspects from the thesis would need to be available
to HCPs to aid in improving diary use in critical care: table 12 p.269 would be
handed out in conjunction with the substantive grounded theory figure 12 p.304 and
key components of the diary role and purpose table 15 p. 308).
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Table 15: Key components of the diary role and purpose in the current study
REASSURANCE,
REPRESENT RELATIONSHIP
AND TRUST

The way the diary is written matters. By using a
personal approach it can demonstrate that they
were cared for and treated as a human being.
HCPs taking the time to write in the diary is
valued by patients as showing commitment to
their well-being and allows formation of a trusting
nurse-patient relationship that was missing while
the patient was unconscious.
CHRONOLOGICAL
There needs to be something written for each
ACCOUNT OF MISSING TIME day, otherwise it can cause anxiety about what
could not be said. The initial period of critical
illness needs to be captured in some way, even if
retrospectively as the initial few days may be the
most life threatening and if this is not captured
the mismatch between the diary and family
portrayal can add to confusion.
CONFIRM OR VALIDATE
Being ready to know is an important part of the
process for patients. The diary needs to contain
ILLNESS
enough depth of detail to help the patient piece
together key events or discussions that were
held. It almost needs to reflect the salient points
from the shift handovers. The diary plays an
important role in validating or confirming how ill
the patient actually was. Provision of a
photograph or by reading their diary they can
gain acknowledgement and permission to feel
the way they do during their recovery
MEANINGFUL CONTENT
The content of the diary is there to help the
patient (in retrospect) feel part of something that
happened to them. When writing entries the HCP
needs to be mindful that the content will be used
to form threads of the patients missing life story
for that period of time so they can rebuild the
coherence that they normally hold over their life.
LIFE STORY AND
The disruption to the normally intact notion of
their life caused by critical illness is significant.
COHERENCE
Missing time is a vulnerability and a sense of loss
of control is inevitable. Capturing enough detail to
help form their own interpretation of events is
important for peace of mind and moving forwards
with recovery.
SELF-IDENTITY
The rebuilding of the missing storyline is
important to the patients’ sense of identity and
well-being.
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8.8.1 Reflexivity

As a novice researcher it was difficult to manage the huge amount of data produced
during interviews and the overlapping processes (interviews, transcribing, analysing,
memoing) involved in constant comparative analysis. There were times when
information was overwhelming and I had to prevent myself from allowing my own
preconceptions as a critical care nurse from influencing the research. I used the
strategy of making frequent memos, and reflexivity within them, about my research
to help me maintaining the integrity of what participants said rather than on the
thought processes that I may have encountered in response to data and my clinical
background. Using written and recorded memos I was able to think things through
more clearly and identify when I was going off on a tangent.

Being a critical care nurse meant that I found everything that participants shared
fascinating. In hindsight I can see that this hindered my ability to narrow in and focus
on diary use without the critical care context of their experiences. I would like to think
I am now enabled with the knowledge and understanding of myself as a researcher
and the influences that can impair the process so that I can strengthen future work
that I may do.

The impact of critical illness is diverse and becoming more long term for patients. I
have found the research study and reading the literature inspiring. The most impact
on me as a person and researcher though has been through meeting the participants
and them sharing their experiences with me. I found their experiences fascinating
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and felt the context was important. However in hindsight I would be more confident in
using the interview guide at the outset to maintain a clear focus on the study aim and
questions. I recognise now how my own uncertainty meant I probably created a lot
more data than was necessary for the study.

My influence on the theory that emerged has occurred because of my incorporation
of the participant stories in the interview phase rather than adherence to diary use
and role as per the interview guide. If I had not established the background detail
and maintained focus from the interview schedule I think the theory would still have
arisen, but I could have saved myself a lot of transcribing and data analysis with a
slick approach. It has made me more appreciative of the preparation process
required before starting data collection. Recruitment failed to establish an equal
representation of men and women and I could have changed tactics to facilitate this.
I did not stick to my original interview guide, which meant my control of the
information participants shared was too loose and this has impeded the process.

My personal growth and development as a researcher during this study has been
very important to my future research career and my lecturer role.

8.9 Summary of chapter
The substantive theory is that humans seek coherence about what happened during
their critical illness. Part of the process encompasses patients being ready to know
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what happened. Those patients who feel ready to know need to replace the
disruption or rift that has occurred in the normally intact timeline of their lives. In
order to do this, patients draw on relevant information available to them. Having a
critical care diary can be instrumental in helping patients resolve the uncertainty,
anxiety and stress that negatively impacts on their health and recovery. However it
can also fail to allay concerns and thus increase anxiety and rumination where
questions are left unanswered; acting as a potential hindrance to recovery.

Needing coherence incorporated resolving the rift that had occurred in their life story
and thus their concept of self-identity during the missing time. Recovery was also
about addressing the uncertainty that participants were left with and the impact this
had on their sense of control over their critical illness. In order to find coherence
participants needed to be ready to know and then to find out what happened:
needing coherence. This process required them to draw on sources of information
available to them, such as their diary, family and HCPs, to help participants construct
their illness story in a manner that works for them. It has been established that a
dairy can potentially help or hinder this process.

The grounded theory needing coherence: repairing the rift in life story and selfidentity after critical illness and establishing the role of the critical care diary has
been explained using a conceptual map (Figure11, p.251). The conceptual map
outlines the key factors that play a contributory role to the theory. There were many
aspects to consider and these were delimited and reduced to provide the substantive
grounded theory (figure12, p.304). Figure 12 is able to be used in clinical practice to
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help HCPs understand the implications and rationale for implementation of, and
administration of the diary through their written entries. In conjunction with table 15
p.308 HCPs can use the information to help them determine the usefulness, or not,
of the diary for the patient when they read it seeking coherence of their critical illness
journey.
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Chapter 9: Conclusions and recommendations
9.0 Overview of the chapter
The final chapter considers the overall study, starting with the aim, objectives and
findings, followed by evaluation of the limitations and strengths. Conclusions will be
drawn. The original contribution to knowledge will be presented, followed by
implications and recommendations for clinical practice, education and future
research.

9.1 Reflection on the original intent of the study

The aim of this study was to provide in-depth insight into critical care survivor
experiences and use (or not) of a critical care diary during the first twelve months of
their recovery to inform development of theory and future diary use.

The following objectives of the current study are listed and then explored in order
below.
To critically explore participants’:
1. Experiences of critical illness and their ensuing recovery during the first 12
months.
2. Use of their critical care diary (or not) including if, when, and how they used it
and to elicit how diaries may be useful at different time points during their
recovery and rehabilitation.
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3. Perceptions of diary content (type, breadth and depth), impact of this and role,
if any, they felt their diary had for them during their recovery.
4. Environmental and demographic factors that may impact on perceptions of
the diary

1. Experiences of critical care and the ensuing recovery period.

There is a lack of longitudinal research in the current literature related to critical care
diaries. The decision to use a twelve month period of data collection for the study
was important because in a year it is feasible to capture the main aspects that
impact on critical care survivors and their recovery. For example at two months some
had not been to collect their diary, at six months all who wanted their diary had
collected it and all had hurdles to overcome regarding their physical and
psychological limitations following their illness. At twelve months participants were
dealing with the anniversary of events and psychological symptoms manifested in
some cases.

Experiences of critical care and ensuing recovery period were shared by participants
and findings have been explored in chapters 4 to 7. They have been further
analysed as part of the emergent theory in chapter 8.

The current study adds to the body of knowledge about patient experiences of critical
illness. Findings demonstrated the main issues participants experienced in terms of
critical care. These were “being out of it”, which encapsulated the significance of
having been sedated and ventilated, thus left with no, or distorted memory of their
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time in critical care. In conclusion it seems that a period of unconsciousness is
initially more perturbing for participants than the fact that they have been critically ill.
The process of connecting of information about what has happened to them during
the “lost days” is pivotal to their ability to gain a sense of coherence about their
critical illness journey and to alleviate their anxiety.

Recovery was impeded by a lack of understanding by participants about what had
happened to them, the reality of their critical illness events and care required. They
said they did not know what was normal to expect after critical illness. It took time for
participants to come to terms with, and accept the reality of how ill they had been.
There was an active process of seeking validation or confirmation and almost a
needing of permission to feel the way that they did. Their recovery was not as quick
or as full as they initially thought it would be. Participants acknowledged limitations
physically and psychologically that they had difficulty in comprehending.

There was a need to know what had happened and to gain a sense of coherence
about their illness events and implications on their health and well-being during
recovery from critical illness. Their family played a role in providing some context, but
they were not always open and honest with their loved one. Perhaps preferring not to
relive what they had witnessed. Participants felt abandoned on discharge by the
health service after their life threatening illness. They all felt further support and
explanation should be provided during recovery from critical illness.
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2. Use of their critical care diary (or not) including if, when, and how they used
it and to elicit how diaries may be useful at different time points during their
recovery and rehabilitation.
Participants used their diary as a resource for information that they could not
remember about their time in critical care. In some cases their diary was incomplete
or did not provide the information in sufficient depth for them to find it useful. The
diary was read immediately they had it and in the study site no sit down handover
was conducted. There was no provision of support thereafter. However participants
wanted some form of follow-up to acknowledge how ill they had been and to provide
opportunity for clarification and answering of questions. They used their diary when
they had friends or family visiting as a way of sharing and discussing what
happened. They also returned to it when they had doctor’s appointments or if they
had a bad day. They needed it as the anniversary of the critical illness event
approached. It was useful in helping them to understand, come to terms, accept and
move on from what happened.

3. Perceptions of diary content (type, breadth and depth), impact of this and
role, if any, they felt their diary had for them during their recovery.

The study findings identified what participants thought of their diary (type, depth and
breadth of content), contributing further insight into what is already known. It
demonstrates the importance of a chronological, day by day account. The
commencement of the diary needs careful consideration. Omissions and missing
dates led to further anxiety and concern for participants.
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So the comprehensibility, manageability and meaningfulness of the diary in terms of
reaching what Antonovsky (1979) would call salutogenesis is potentially an important
role of the diary to participants. Salutogenesis comes from the Latin salus meaning
health and Greek genesis meaning origin. This term was coined by Antonovsky in
trying to explain how individuals’ deal with stress and maintain health. He wrote
about the way individuals use resources as a means of finding sense of coherence.
He posited that stress causes harm when it goes beyond that of every day stress to
a point where it ‘violates’ the individuals’ sense of coherence. This occurs because
the normal predictability of daily life is disrupted in some way and the resources
available to address this instability are lacking. Finally the individuals’ self- belief is
compromised and they struggle to overcome and recover from their illness. This
highlights the role a critical care diary can play as a resource for critical care
survivors in overcoming their apprehensions. Equally though it has to be considered
that exposing a patient to a diary is fraught with issues around when, how and where
to do it. The potential of the diary to help or hinder patients’ recovery cannot be
ignored. Therefore it is a process that needs to be carefully considered with
supportive mechanisms in place to suit a variety of patients’ needs.

In some cases the diary validated or confirmed how ill participants had been, but not
if content was too brief. It allowed participants to reconcile what had happened and
regain self-identity for the missing time. The diary provided a chronological story
about the missing time that they trusted more than what they family told them. Diary
content could demonstrate that they were cared for by the nurses and treated
humanely as a person. Unless a key nurse did not contribute, then they were left
wondering. Diary content could include family entries and reflect normality, such as
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weather, who visited, how family felt and encouragement from family to get well.
Having the diary could provide peace of mind and comfort about the missing time.
Inclusion of a photograph was deemed important by participants as they wanted it to
facilitate visualisation of the reality of how they looked whilst critically ill. Having a
diary may be construed as too confrontational and introducing the patient to
memories that they did not have could be traumatic and lead to psychological
complications that previously did not exist or are now further exacerbated.

Providing a diary like an afterthought needs to be avoided, if protecting critical care
survivor psychological well-being is the goal. It has emphasised the potential benefit
versus harm concern and demonstrated that diary use in isolation needs to be
avoided in favour of provision of a diary with follow-up. Opportunities to improve
communication (information, explanation and clarification) need to be explored in
order to enhance future service delivery and ultimately patient recovery and
progress.

The type of diary participants wanted needed to be personal, open and honest,
within reason. They wanted their diary to capture as much information as possible
with enough detail to help them understand the severity of their illness and what
discussions were held. Often family told them about the moment they were told their
loved one may not survive, but this sort of information was not always included in the
daily updates in the diary.
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The impact of the diary was that when done well, it could validate or confirm how ill
they had been. This could provide elements that they could assimilate to help form
their own story of the missing time. During recovery they used the diary as a point of
reference or as an aid memoire. It could clarify information, prompt discussion and
when done well, they could use it for others to read so they too could understand
how ill they had been. Some continued to add photographs and other information to
their diary. Their diary was important to them and just knowing it was there was
important. It had potential to provide a source of comfort and peace of mind. The
personal way in which it was written to them by nurses and other HCPs provided
reassurance that they were cared for.

The role the diary played was important in removing uncertainty, anxiety and stress.
The diary played an important part in restoring a sense of control by providing
coherence that was missing from the concept of their lives. However, when the diary
was incomplete or stopped too soon it could be counter-productive to their health
and well-being.

4. Environmental and demographic factors that may impact on perceptions of
the diary

A demographic sheet for collection of key information regarding participants was
devised and discussed with the diary team. However completion of the forms was
not achieved consistently. The interview process was intense with constant
comparative analysis meaning overlapping interviews, transcription and data
analysis and as part of this process the researcher was able to derive enough
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information to produce an overview of the demographic factors (See chapter 3, table
4, p.72). Analysis of environmental factors was not pursued in the current study.

9.2 Conclusions
Patients' perceptions of having a diary kept on their behalf is lacking in existing
research. The current study identified that most participants wanted to know what
happened to them, but some did not and rationale for this has been identified as due
to differences in coping strategies.

The study site did not offer opportunity to discuss the diary or to talk through key
elements before it was handed over. The pattern of diary handover was to invite
participants to collect their diary from critical care which was an emotional and
difficult step for them. Then they were offered the opportunity to look around the
critical care unit. It has to be noted that this process was usually occurring at six
weeks post-ICU discharge home. The diary was then handed over as the participant
left. This process seems to be a large burden for patients' who have just survived a
potentially life threatening illness and could put some off wanting to collect their
diary.

Those participants who did want their diary hoped it would help them gain coherence
about their period of critical illness. Most participants had no memory of events and
found the rift or disruption to their life timeline troublesome. Not being able to
comprehend the reality of how ill they had been meant participants struggled to know
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how they should feel during their recovery. Participants who wanted their diary read
it immediately they got home. The study site at the time offered no follow-up or
support group for critical care survivors and their family.

The timeline and key events need to be captured. Missing dates in their diary caused
concern for participants and they wondered what was so bad that nothing was
written for that day. The study site did not commence the diary until 48 hours after
admission. This meant the pivotal life threatening stage of illness could be omitted
from the story being provided in the diary.

Reading a diary about what has happened can be an opportunity for patients to
comprehend what occurred and it can be seen as an independent record of
information that corresponds with what family said; or it may omit or contradict it. In
this case participants who found their diary lacked the detail they expected or
required, like Emily, actually were left ruminating with more questions and potential
anxiety as a result.

It raises the point that a retrospective element might be required in the diary to
ensure it captures the main events and decisions for the patient to read during
recovery. A lay summary or discharge summary that can be added to the diary as
well as used to inform the GP has potential for use in this context. It could also offer
an alternative to diary provision. Participants valued their diary and the personal
nature of it. In some ways the diary was a means of connecting with the nurses who
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cared for them and being reassured that they were treated as a human being while
unconscious and vulnerable.

Implementation of a diary places onus on HCPs to ensure that there is a facilitated
support system in place. A diary used in isolation as described in the current study
risks exposing participants to confrontational or emotive information and then
expecting them to use it like a self-help tool. This would require resilience to do so at
a time when the patient may not have those reserves.

A diary as a resource to aid in debriefing post critical illness and during recovery is
one thing. Even using it as a debriefing tool is contentious because one off debriefing
has been found to have potentially detrimental effects on patients' who have been
through traumatic events. Diary use may not be purely beneficial; potential to cause
harm is evident from participant experiences shared during the current study.
Aspects that raise potential concern are their use in isolation from continued support.
Diary teams with no counselling training and no clinical psychologist input if a patient
were to require it. Then the fact that there is no follow-up to identify any continuing
concerns about the patients wellbeing. The integrity of the diary being handed over is
important. It needs to capture the key events and provide a coherent, chronological
timeline as the role the diary ultimately plays is in offering coherence about what
happened during a period of time patients' cannot recall. It is also important that
patients are able to accept or reject the option to collect their diary, as a coping
mechanism for some patients may be not knowing what happened. It is important to
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respect that individuals differ and one tactic that is seen as supportive for some may
be detrimental for others.

Provision of a critical care diary is one means of trying to improve the psychological
health and wellbeing of critical care survivors. This thesis has identified some of the
challenges faced by participants in the current study. The in depth insight into
perceptions of diary use, or not, during a year of participants recovery from critical
illness contributes to existing knowledge and understanding. Learning from the
current study the main conclusions have to be that any intervention aimed at
improving patient outcome during recovery needs to be carefully considered. The
purpose and role of the intervention needs to be clear and HCPs need to be
consistent in its formation if it is to be fit for purpose for the patient for whom it was
intended. Through the interview process and meeting participants it is possible the
researcher played an important role in the existing gap in the provision and support
of the diary. Therefore the researcher potentially became part of the intervention.

What participants’ experiences demonstrate is a lack of awareness by the HCPs and
supportive services about what individual patients needs are following critical illness
and appropriate supportive measures are not consistently assessed and provided
according to a needs based process. Clearly continuity of care between hospital,
discharge and home could be improved. In two cases participants were referred to
rehabilitation hospitals for on-going care before discharge home.
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Needing coherence after a life threatening event which you cannot remember seems
logical. However not forcing people to confront a situation for which they may not yet
be ready is an important consideration.

Literature supports participants’ experiences and ICU survivorship is seen as a major
growing challenge for healthcare. Similarly to the literature on psychological needs
and delayed service developments; ICU survivorship is slow to be acknowledged
and addressed. Time, resources, and HCPs motivation and support to innovate
clinical practice with patient centred initiatives is a challenge. The NHS is
overstretched and basics of care are often the main concerns for the struggling
system. While patient’s needs and aftercare are given a lower priority; they remain
vitally important to the chain of care. Acknowledgment of the severity of illness, the
physical and psychological impact of critical illness and struggle for recovery through
some form of follow-up support is something participants in the current study greatly
needed. This is despite some literature suggesting follow-up is not useful. There
appears to be a problem in health care provision currently in that HCPs are taking a
step back from the patient once they are discharged from hospital; but this does not
make it right.

9.3 Evaluation of the study
The current study was warranted in light of the lack of research based evidence to
support critical care diary use. Using GGT held challenges as a novice researcher,
but the end result has presented in-depth insight into participants’ critical illness
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journeys and use of a diary during their recovery. The use of grounded theory
methodology has facilitated discovery of a substantive grounded theory of needing
coherence: repairing the rift in life story and self-identity after critical illness.

The current study demonstrates that critical illness has a significant impact on
patients’ health and well-being. This results in uncertainty, anxiety and stress.
Coherence of their critical illness episode and their interpretation of what happened
is important in their comprehension of their life story and their self-identity.

The chronic nature of critical care survivorship is an increasing and on-going
concern. Like cancer survivors there needs to be investment in developing recovery
packages that provide the on-going information and support patients rightly expect.

9.3.1 Application of criteria for assessing quality of grounded theory in this
study

The GGT methodology processes have been followed, unless stated otherwise.
Adherence to the crucial stages of data analysis, development of coding to
categories and the core concept have been demonstrated in this thesis through
emergence of the substantive grounded theory as presented in chapter 8.

In terms of an audit trail every stage of progression of the current study has been
kept in printed and bound versions as well as electronically. All study materials are
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anonymous and safely stored. Trustworthiness of the data was maintained by the
researchers’ ability to track her steps throughout the various stages of the GGT
methodological process in order to demonstrate findings were based on a rigorous
analytical process and are original.

9.4 Limitations and strengths
9.4.1 Methodological challenges

In Glaser’s view strict adherence to GGT has not been maintained in the current
study. In terms of data collection, he does not advocate use of audio-taping and
transcribing, he sees this as a need for full data capture. He prefers the notion that a
GGT researcher would use field notes to capture data on a conceptual level (Glaser
1978, 1998). This would be unrealistic as a novice researcher and in demonstrating
development of the study to readers of the thesis.

Other Glaser concerns are use of audit trails to validate research results and using
qualitative research criteria to judge the quality of grounded theory. He advocates
the criteria of fit, work, relevance and modifiability to judge this in GGT (Glaser 1978,
1998). However as a novice researcher having no prior knowledge of using GGT it
was necessary for the PhD work to be reviewed by others. Therefore interviews were
recorded and transcribed verbatim. It was unrealistic as a novice researcher to try to
rely on field notes or memory. Furthermore there are records of every step of the
study, because of the need to demonstrate to those reading the thesis that the work
is original.
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9.4.2 Limitations

Limitations of the study recruitment process are that the researcher failed to capture
those who did not want their diary. The study information pack might not be the best
way to recruit as participants may not want to engage in that way. A personal
approach may have been more helpful in recruitment. So in hindsight the researcher
should have considered meeting patient’s face to face post-ICU transfer to the ward.
The study could have been discussed and questions answered and it is possible that
through explanation, and meeting the researcher, people who did not want their diary
may have agreed to take part in the study.

This could have facilitated a balance of views that was one of the original study
objectives and enabled further comparisons and analysis to have been made.
Another consideration is that patients found the request to participate in the study too
confrontational as the study information pack was sent out at six weeks, which is
quite soon after their critical illness. Reading the study information was probably the
last thing they were interested in doing. As the study was about patient diaries it is
possible some patients ignored the information if they did not feel ready to face what
had happened or knew that they did not want to collect their diary.

The sample consists of critical care survivors who wished to collect their diary. A
limitation is that it does not represent those who did not want their diary, although it
had been the intention to capture both perspectives. The sample was recruited from
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one study site and therefore it cannot be assumed that it is representative and
transferable to other critical care units using diaries.

Data saturation was also a limitation due to the time constraints of the study and that
the recruitment strategy could have been different with the benefit of hindsight. The
researcher should have used a face to face approach and spoken to patients after
transfer from critical care to a ward environment.

There was a gender imbalance in the sample with more women than men.
Admission to critical care predominantly men and if the researcher does a similar
study in the future she would ensure equal representation of men and women. The
gender imbalance means men’s perspectives are not adequately considered in the
current study.

9.4.3 Strengths

This research offers a unique insight into participants’ perspectives by capturing the
initial twelve month period of their recovery. This qualitative longitudinal study is an
important addition to the body of knowledge on the topic of diary use in critical care
survivors.

Using GGT as the methodology meant that participants’ data were allowed to speak
for itself. The study is representative of their experiences, which is currently missing
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in the literature. Using GGT was an effective approach to discover new theory in
relation to the study research questions, aims and objectives.

The grounded theory of needing coherence: repairing the rift in life story and selfidentity after critical illness provides new insight into the impact of critical illness. The
gap this creates in memory and disruption or rift in life story coherence and selfidentity in relation to the missing time is significant. The critical care diary is
potentially an important intervention that can enable the patient to come to terms
with what happened to them and accept their critical illness. In this study data was
collected on three occasions over a year and analysed at many levels, which aids in
providing meaningful results. Without using a longitudinal approach it would not be
possible to capture patients’ interaction and engagement with their diary during the
recovery phase. Also changes over time in participant perceptions about their health,
well-being and concept of their life following critical illness would not have been able
to be identified through an isolated interview.

9.5 Application of the theory in clinical practice
Critical illness often requires a period of induced unconsciousness (“being out of it”)
and this is associated with patients experiencing missing time from their lives.
Patients described being ready to know, then when ready a need to know what
happened to them and question why they feel the way they do during recovery. A
critical care diary can be a vehicle through which patients can gain insight into their
missing time and what happened to them in critical care. It can provide clarification
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and a regaining of control over their life if they can use it to facilitate formation of a
coherent, meaningful and comprehensive story that they can assimilate to repair the
rift critical illness left in their life story continuum.

The emergent theory regarding needing coherence provides a clear point of
reference for HCPs who are involved in diary implementation and administration.
Figure 11 p. 251 provides an overview of the salient points of the theory that HCPs
can apply as part of education and training.

9.6 Researcher reflexivity

Reflexivity especially in relation to qualitative research enables the researcher to
demonstrate trustworthiness of their findings. Reflexive means ‘to bend back upon
oneself’ and in research it is described as thoughtful, self-aware analysis of the
relationship between researcher and the study. It requires critical self-reflection of
social background, assumptions, positioning and behaviour and impact these have
on the research process (Finlay & Gough, 2003).

Critical care diaries were a new concept to me but I was interested in the
psychological needs of critical care survivors. I have a critical care nursing
background, but I had limited comprehension of the reality of the impact of critical
illness for patients and their family. The study has developed my insight and
appreciation of what participants went through and enhanced my nursing
perspectives and therefore my ability to share this knowledge and understanding in
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my lectures and tutorials. I was a novice at different points in my research journey.
The first interview I did made me reflect on my approach and so I changed tactics,
but in hindsight I should have had confidence in adhering to my interview guide as
the data I collected did veer into critical care experience with me then exploring
perceptions of the diary. In that respect I made the diary secondary and I had to
remove my assumptions about critical care experience in favour of exploring diary
use.

In hindsight despite the research indicating there was potential benefit and harm
related to diary use I did find myself writing like a proponent for diary use rather than
presenting an unbiased critical view of the findings. I lacked confidence throughout
the research process because it was new to me and I felt vulnerable which reduced
my self-belief. This did prove to be counter-productive in my research journey.
However, I have come out at the end of the study with a more open mind, less need
to feel I have to control things and freedom to grow. Having presented my work with
a critical review representing the balance of benefit versus harm at conference and
via TwitterChat I have felt empowered and notice my confidence and self-belief are
growing again. I feel that humility can be a good thing, but in research you do have
to overcome that.

9.7 Overview of the contribution to knowledge and understanding,
and originality
The original contribution to knowledge made by the current study is the longitudinal
approach that was lacking in previous research on the topic and provision of in-depth
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insight into critical care survivors’ experiences of critical illness, recovery and use, or
not, of their diary during this process. The resulting theory is needing coherence:
repairing the rift in life story and self-identity after critical illness and establishing the
role of a critical care diary. The study has provided new insight into the role and
purpose of a diary for critical care survivors, which contributes to the body of
knowledge on the topic.

There are two aspects that influence the usefulness of a critical care diary. These
being: comprehensive diary provision, where all dates contain a coherent overview
of events; versus a diary that’s content fails to meet patient need, such as due to
being too brief or superficial. The diary that is handed over makes the difference
between providing coherence or increasing incoherence for critical care survivors. It
is evident that a diary may require retrospective information before collection by the
patient to ensure that it can serve its purpose in providing coherence.

Theoretical sampling and analysis lead to the development of Needing coherence:
The Rs to recovery after critical illness. This represents seven key elements
described by participants: rift in life, readiness: being ready to know what happened,
rumination which is linked to anxiety and depression, repair voids; where the critical
illness story is created from the resources available, resolution where participants
needed to know to make sense of what happened to resolve the situation,
reparation: where participants sought to repair what had occurred through the
construction of their own interpretation of their life story and regain their self-identity.
Recovery was influenced by all of these factors and the diary content directly
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impacted on the process. The diary needs to be comprehensive, manageable and
meaningful to the recipient.

Restoring a sense of coherence to life and self-identity is important in the aftermath
of critical illness and the period of unconsciousness patients have experienced.
Critical care diaries can have an important part to play in this process; which can be
beneficial or harmful in some cases. Proponents of critical care diary use need to be
mindful of the harm that can occur if a patient is exposed to information that they
may be unprepared to read and especially if that process of information sharing is
not supported appropriately.

The substantive theory is that humans seek coherence about what happened during
their critical illness. Part of the process encompasses patients being ready to know
what happened. Those patients who feel ready to know need to replace the
disruption or rift that has occurred in the normally intact timeline of their lives. In
order to do this, patients draw on relevant information available to them. Having a
critical care diary can be instrumental in helping patients resolve the uncertainty,
anxiety and stress that negatively impacts on their health and recovery. However it
can also fail to allay concerns and thus increase anxiety and rumination where
questions are left unanswered; acting as a potential hindrance to recovery.
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9.8 Implications

The diary team have initiated the ICU Steps model to provide group support for
patients and their family. Some of the study participants took up the invite to take
part in this. Anecdotally it has evaluated really well by those attending it.

Currently a business plan has been submitted by the critical care unit for clinical
psychologist input and negotiations are ongoing for provision of follow-up at a place
that is neutral rather than expecting patients to return to critical care to collect their
diary.

We have discussed the idea of providing a lay summary of events to compliment
diaries even if a retrospective summary of events is provided.

There were gaps in their diary that were troublesome for participants and in light of
discussions about this the diary team have emphasised the need for the critical care
stay to be chronological and to have an entry for every date; even if it is a brief as
there was no change today.

The lack of information provided during the critical illness journey, particularly after
transfer to the ward and prior to discharge home to help participants prepare for the
potential after effects of critical illness was important. Even prior to collecting the
diary, participants wanted to know more, which suggests that ward transfer as well
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as discharge information for critical care survivors needs adaptation to meet their
needs. It is important to consider whether a neutral venue, such as an out-patient
clinic would be a more appropriate starting point for meeting to handover the critical
care diary and furthermore this could be done as part of a series of follow-up
appointments to facilitate critical care survivor recovery physically and
psychologically with referral pathways if indicated to access the multi-disciplinary
team member best suited to address any on-going concerns. In light of the study
findings we need to review the standard ICU Steps information booklet provided by
the founders (Peskett & Gibb, 2009) & ensure it encompasses what participants’
have indicated is needed. Based on the study findings we need to discuss and
explore if patients and relatives need different information booklets. We need to work
on development of best practice guidelines and pathways for optimising critical care
survivor recovery as well as clarity on the critical care diary process and evolution as
a result of participant perceptions and feedback in this study.

Service provision, such as follow-up and diary team investment needs to be
negotiated, resourced, designed and agreed to optimise critical care survivors’
experience, acknowledge the severity of illness and facilitate multidisciplinary
referrals to aid recovery if appropriate. Consideration is required for patients who
may not want a diary. An ABUHB diary team website could be developed and could
include resources to improve communication, information and explanation for
patients and relatives as well as key contact detail about on-going support, such as
ICU Steps meetings. Potential for shared critical care diary use between Health
Boards to maintain the coherence of the story for the patient for whom it is meant.
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The role of photographs within the diary is perhaps more important than previously
appreciated and work needs to be done to ensure that all patients are offered a
photograph and receive it if they wish to include it in their diary. The method of taking
and storing photographs needs careful consideration, taking into account that a
patient may not want their diary or photograph.

A database needs to be developed to aid in easy access to diary tracking process,
including invites and collection. This could prove useful for audit or evaluation as
evidence for diary team development and follow-up.

The diary invite needs to include information for patients about what the diary
process entails so that it can reduce anxiety or give them permission to reject their
diary.

The diary as a source of the participants’ critical care story or journey can therefore
be incomplete for a few reasons: the patient was originally admitted to a ward prior to
critical care, the diary did not commence for 48 hours, the nurse did not write an
entry for the shift or the diary ended on transfer of the patient. In a rare occurrence
that a patient has more than one admission to critical care their diary should perhaps
be triggered to recommence.
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If a diary is going to be used mechanisms need to be in place to offer the opportunity
to sit down and go through the diary and then it is up to the patient whether they
choose to talk it through or just take it home to read. Perhaps if they want to take it
away then before they leave a follow-up appointment could be made within the next
2 weeks so that any questions that they have can be answered swiftly rather than
linger and ruminate.

The need for the diary to provide a full chronological overview of the critical care
patients’ journey may require a retrospective aspect to the diary whereby the author
incorporates a summary of events leading to and including the first 48 hours of the
critical care admission. A summary of events covering the initial reason for
admission to critical care and accounting for lost days is an important part of the
patient diary. Or a critical care discharge summary could be used instead of a diary.
(Bench et al., 2012).

Diary contribution currently tends to be down to nurses and a strategy is needed to
increase and widen HCPs contribution. The lead consultant intensivist of the study
setting has started writing in diaries about conversations he has had with the
patients’ family.

There are new and creative ways evolving to help critical care survivors and
remaining open to alternatives is important. All patients are individuals with different
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ways of dealing with things so alternative options for providing support during
recovery is important.

9.8.1 Recommendations for clinical practice, education and future research

The current study has highlighted a few areas for development in terms of clinical
practice, education and future research and these are outlined below.

Clinical practice
1. That the study findings, theory and framework can be used to inform
development of diary guidelines regarding implementation and purpose and
thus to ensure as far as possible the diary is written to meet patient needs
during their recovery. Inclusion of a lay summary of events to compliment
diaries may be useful, even if this forms a retrospective summary. If patients
are offered a photograph it should be available to them.

2. That a neutral venue, such as an out-patient clinic would be a more
appropriate starting point for meeting to handover the critical care diary. Diary
handover is facilitated as an opportunity for discussion and diary use in
isolation is avoided in favour of some form of follow-up process for patients
and their families.

3. That best practice guidelines for diary implementation and use are needed to
provide a structured framework for diary use, consistency of approach and
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standards. These should be developed by diary team and other HCPs in
conjunction with patient involvement as they are the intended recipients of the
diary. Consideration needs to be given to using patients’ experiences to
inform a pathway for optimising critical care survivor recovery. There is
potential for critical care diary use to continue between Health Boards to
maintain the coherence of the story for the patient for whom it is meant.

4. That a specific diary team website or section could be developed and could
include resources to improve communication, information and explanation for
patients and relatives as well as key contact details about on-going support.
The website should be developed by the diary team, patients and their
families with the purpose being to provide a supportive resource about critical
illness that could complement critical care diary use. Potentially use of patient
stories in written or video form could be integrated.

5. That diary entries made by other HCPs were not a common occurrence and
integration of the multidisciplinary team approach needs to be captured. So at
handover a more collaborative critical care diary approach is shared with the
patient to ensure a more coherent representation of their time in critical care.

6. That some form of pre-reading information about critical care diaries and the
process is indicated to accompany the invitation to collect the diary.

Education
7. That education and training of nurses and other HCPs is required on the
experiences of critically ill patients and families. There needs to be greater

339

awareness of the impact of critical illness both physically and psychologically.
Education and training should be provided as part of an induction for all new
staff to critical care and pre and post-registration healthcare courses at the
university.

8. That ward nurses and other HCPs should be provided opportunity to improve
knowledge and understanding through exposure to critical care survivor
stories and feedback to enable them to enhance their care provision in the
aftermath of critical illness.

Future Research
9. That further longitudinal studies are conducted to explore patients’
experiences of critical illness and to establish better insight into critical care
diary use and its positive and negative ramifications. That research into a
more diverse use of the diary, encouraging involvement of all members of the
multidisciplinary team involved in the patients care, is warranted.

10. That research needs to explore the potential harmful effects associated with
critical care diary use and identify how this can be identified and reduced or
prevented.

11. That alternative means to provide critical care survivor support during
recovery are explored in studies in a combined approach in provision of
critical care diaries. An RCT could compare diary use versus diary use and
follow-up, or counselling support.
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12. That ICU survivorship is explored in the sense of long term impact on
recovery to help identify ways of facilitating improved quality of life for critical
care survivors.

9.8.2 Dissemination

The study has been presented during its development at local and national
conferences. A poster about the study received second prize at the Chief Nursing
Officer for Wales Conference. A short film was professionally made by StoryWorks
using actors and anonymous participant quotations. The film was used to support an
oral presentation at the British Association of Critical Care Nurses (BACCN)
Conference. This film is now used as part of pre and post registration modules and in
house training for the study site.

The current study was also presented at a Policy Forum for Wales Conference
(2014) where it was heard by people in influential Government and Health Board
roles. It is part of the research strand as an oral presentation at the BACCN
Conference in September 2016. The researcher aims to disseminate the study
findings at more national and hopefully international conferences. The study data
and findings were presented as part of the Research Symposium at the British
Association of Critical Care Nurses (BACCN) 2016 Conference. In January 2017 the
researcher hosted a Patient Diary TwitterChat through BACCN and this prompted a
lot of debate about the benefits and potential harmful effects of diary use. Discussion
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included Peter Nydahl who is prominent in diary use and discussions and information
was shared as far away as Chile.

The literature review was published in a peer reviewed journal, which does not have
a high impact factor, but reaches a large number of nurses (Phillips, 2011). The
researcher intends to publish papers in journals with a high impact factor, such as
Critical Care (online publication, impact factor 4.476) and International Journal of
Nursing Studies (impact factor 2.901, nursing journal with highest impact factor).

The researcher would like to submit proposals for research grants to enable further
work to be carried out and develop a portfolio of research and expertise related to
the current study.

9.9 Concluding statement

Aspiring to help patients’ psychological well-being is a worthy position for nurses and
other HCPs to hold. However providing a diary with lack of explanation or follow-up
thereafter could have a detrimental impact. Therefore diary implementation requires
strategic planning, education and preparation of those who wish to contribute. It also
needs investment in follow-up provision.
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The current study offers in-depth insight into patients’ experiences following critical
illness and sheds new light on the significance of a period of unconsciousness while
sedated and ventilated for treatment in critical care. The role the diary plays for
participants is dependent upon the type, breadth and depth of the content. When it
works it has a multifaceted role in confirming or validating the reality of the severity of
their critical illness. When it fails to provide enough detail it lost its value for
participants and even became potentially counter-productive for their well-being
during recovery. The substantive theory proposes that during recovery the diary can
be a potent source of information, aiding communication about what happened and
helping participants to develop their own interpretation of their critical illness journey
and therefore a sense of coherence. A sense of control is regained helping
participants to feel more confident about their recovery and future.

The substantive theory is that humans seek coherence about what happened during
their critical illness. It has been identified that for patients being ready to know what
happened is an important consideration for HCPs in the approach that is used in
critical care diary processes. Those patients who feel ready to know, need to replace
the disruption or rift that has occurred in the normally intact timeline of their lives and
are potentially ready to collect and read their diary. Patients will draw on relevant
information available to them, if this is offered or if there is opportunity for discussion.
Having a critical care diary can be instrumental in helping patients resolve the
uncertainty, anxiety and stress that negatively impacts on their health and recovery.
However it can also fail to allay concerns and thus increase anxiety and rumination
where questions are left unanswered; acting as a potential hindrance to recovery.

343

Reference list
Adamson, H., Murgo, M., Boyle, M., Kerr, S., Crawford, M. & Elliott, D. (2004)
Memories of intensive care and experiences of survivors of critical illness: an
interview study. Intensive and Critical Care Nursing. 20:257-263.
Adler, J. (2012) Early Mobilisation in the Intensive care Unit: A Systematic Review.
Cardiopulmonary Physical Therapy Journal. 23(1):5-13.
Aitken L.M., Chaboyer, W., Schuetz, M., Joyce, C. & Macfarlane, B. (2012) Health
status of critically ill trauma patients. Journal of Clinical Nursing. 23:704-715.
Aitken, L.M., Rattray, J., Hull, A., Kenardy, J.A., Le Brocque, R. & Ullman, A.J.
(2013) The use of diaries in psychological recovery from intensive care. Critical
Care. 17(6):253 Epub.
Agård, A.S., Egerod, I.,Tønnesen, E. & Lomborg, K. (2012) Struggling for
independence: a grounded theory study on convalescence of ICU survivors 12
months post ICU discharge. Intensive and Critical Care Nursing 28:105-113.
Åkerman, E., Granberg-Axell, A., Ersson, A., Fridlund, B. & Bergbom, I. (2010) Use
and practice of patient diaries in Swedish intensive care units: a national survey.
Nursing in Critical Care. 15(1):26-33.
Åkerman, E., Errson, A., Fridlund, B. & Samuelson, K. (2013) Preferred content and
usefulness of a photo diary as described by ICU- patients- a mixed method analysis.
Australian Critical Care. 26:29-35.
Alasad, J. & Ahmad, M. (2005) Communication with critically ill patients. Journal of
Advanced Nursing. 50(4):356-362.
Almerud, S., Alapack, R.J., Fridlund, B., Ekbergh, M. (2007) Of vigilance and
invisibility – being a patient in a technologically intense environment. Nursing in
Critical Care. 12:151-158.
Almerud, S., Alapack, R.J., Fridlund, B., Ekbergh, M. (2008) Beleaguered by
technology: care in technologically intense environments. Nursing Philosophy. 9:5561.
American Psychiatric Association (APA) (2013) Diagnostic and Statistical Manual of
Mental Disorders (5th Ed.) Washington DC. (DSM-5).
Amnesty International Medical Commission (1984) Doctors and torture. London.
Bellew. (p.61-71).
Anderson, C. (2010) Presenting and Evaluating Qualitative Research. American
Journal of Pharmaceutical Education. 74(8):141.

344

Angen, M.J. (2000) Evaluating interpretive inquiry: reviewing the validity debate and
opening the dialogue. Qualitative Health Research. 10(3):378-395.
Angrosino, M. (2007) Doing ethnographic and observational research. London.
SAGE Publications.
Antonovsky, A. (1979) Health, Stress and Coping. San Francisco. Jossey-Bass.
Ardent M., Elklit, A. (2001) Effectiveness of psychological debriefing. Acta
Psychiatrica Scandinavica. 104:423-437.
Artinian, B.M., Giske, T. & Cone, P.H. (2009) Glaserian Grounded theory in Nursing
Research Trusting Emergence. New York Springer Publishing Company.
Aslan, F.E., Badir, A. & Seliman, D. (2003) How do intensive care nurses assess
patients pain? Nursing in Critical Care. 8(2):62-67.
Atkinson, P. (1999) Memory, Identity, Community: The Idea of the Narrative in the
Human Sciences. Sociology. 33:115-130.
Audit commission (1999) Critical to Success. Audit Commission Publication.
Austin, Z. & Sutton, J. (2014) Qualitative Research: Getting Started. Canadian
Journal of Hospital Pharmacy. 67(6):1-5
Bäckman, C. G. & Walther, S. M. (2001) Use of a personal diary written on the ICU
during critical illness. Intensive Care Medicine. 27:426-429.
Bäckman, C. G. (2002) Patient diaries in ICU, in Intensive Care Aftercare, R. D.
Griffiths & C. Jones, eds., Oxford. Butterworth Heinemann. pp. 125-129.
Bäckman, C.G., Orwelius, L., Sjöberg, F., Fredrikson, M. & Walther, S.M. (2010)
Long-term effect of the ICU-diary concept on quality of life after critical illness. Acta
Anaesthesiologica Scandinavica. 54:736-743.
Bäckman, C.G. (2011) The photo-diary and follow-up appointment on the ICU:
Giving back time to patients and relatives: a descriptive interventional study.
Dissertation. Department of Clinical and Experimental Medicine. Linköping
University, Sweden.
http://www.google.co.uk/url?url=http://www.divaportal.org/smash/get/diva2:439873/F
ULLTEXT01.pdf&rct=j&frm=1&q=&esrc=s&sa=U&ei=9aBcVYa3Aaqp7AbJoOQCA&v
ed=0CBYQFjAA&usg=AFQjCNGftq1T5IoN89FGpgKYejR4j0vSuQ (Accessed
20/05/15).
Bal, M., Crewe, J. & Spitzer, L. (1999) Acts of Memory: Cultural recall in the present.
London. Dartmouth College. University Press of New England.

345

Balls, P. (2009) Phenomenology in nursing research: methodology, interviewing and
transcribing. Nursing Times. 105(32-33):30-33.
Bamberg, M. (2010) Who am I? Narration and its contribution to self and identity.
Theory & Psychology. 2(1):1-22.
Bandura, A. (1977). Self-efficacy: Toward a unifying theory of behavioral change.
Psychological Review. 84 (2):191-215. doi:10.1037/0033-295X.84.2.191.
Bassett, R., Vollman, K., Brandwene, L. & Murray, T. (2012) Integrating a
multidisciplinary mobility programme into intensive care practice (IMMPTP): a
multicentre collaborative. Intensive & Critical Care Nursing. 28:88-97.
Belanger, L. & Ducharme, F. (2011) Patients’ and nurses’ experiences of delirium: a
review of qualitative studies. Nursing in Critical Care. 16(6):303-315.
Bench, S. D., Day, T.L. & Griffiths, P. (2012) Developing user centred critical care
discharge information to support early critical illness rehabilitation using the Medical
research Council’s complex interventions framework. Intensive and Critical Care
Nursing. 28:123-131.
Beran, J.R., Brandl, J., Perner, B.J. & Proust J. (2012) The Foundations of
Metacognition. Oxford. UK. Oxford University Press.
Bergbom, I., Svensson, C., Berggren, E. & Kamsula, M. (1999) Patients’ and
relatives’ opinions and feelings about diaries kept by nurses in an intensive care unit:
pilot study. Intensive Critical Care Nursing. 15(4):185-191.
Bergbom, I. & Askwall, A. (2000) The nearest and dearest: a lifeline for ICU patients.
Intensive and Critical care Nursing. 16:384-395.
Berntsen, D., Willert, M. & Rubin, D.C. (2003) Splintered memories or vivid
landmarks: Qualities and organisation of traumatic memories with and without PTSD.
Applied Cognitive Psychology. 17(6):675-693.
Berntsen, D. & Rubin, D.C. (2006) The centrality of impact scale: A measure of
integrating trauma into one’s identity and its relation to PTSD symptoms. Behaviour
Research Therapy. 44(2):219-231.
Bion, J., Chow, B. & Bowden, M. (1991) Aims and methods of assessment of
sedation in intensive care. Journal of Drug Development. 4(supplement): 19-25.
Birks, M. & Mills, J. (2011) Grounded Theory: A Practical Guide. London. SAGE
Publications Ltd.
Bisson, J. & Andrew, M. (2007) Psychological treatment of post-traumatic stress
disorder (PTSD). Cochrane Database of Systematic Reviews Issue 3. No:
CD003388. DOI: 10.1002/14651858.CD003388.pub3.

346

Bisson, J.I. & Andrew, M. (2009) Psychological treatment of post-traumatic stress
disorder (PTSD) (Review) The Cochrane Collaboration. John Wiley & Sons Ltd.
Bisson, J.I., Roberts, N.P., Cooper, A.M. & Lewis, C. (2013) Psychological therapies
for chronic post-traumatic stress disorder (PTSD) in adults. The Cochrane
Collaboration. The Cochrane Library issue 12. John Wiley & Sons Ltd.
Bizek, K. (2005) The patient’s experience with critical illness: In Morton, P.G.,
Fontaine D.K., Hudak C.M. & Gallo B.M. editors. Critical care nursing: a holistic
approach. 8th ed. Philadelphia. Lippincott, Williams & Wilkins.p.12-26.
Black, P.P & Parahoo, K. (2011) The effect of nurse-facilitated family participation in
the psychological care of the critically ill patient. Journal of Advanced Nursing.
67:1091-1101.
Bluff, R. (2000) Grounded theory in: Cluett, E.R. & Bluff, R. Eds. Principles and
Practice of Research in Midwifery (2nd Ed.) Edinburgh. Elsevier.
Blythe, R. (1989) The Pleasures of Diaries: Four Centuries of Private Writing.
Pantheon.
Boer, K.R., van Ruler, O., van Emmerik, A.A., Sprangers, M.A., du Rooij, S.E.,
Vroom, M.B., de Borgie, C.A., Boermeester, M.A. & Reitsma, J.B. (2008) Factors
associated with posttraumatic stress symptoms in a prospective cohort of patients
after abdominal sepsis: a nomogram. Intensive Care Medicine. 34:664-674.
Bonanno, G.A. (2004) Loss, trauma and human resilience: have we underestimated
the human capacity to thrive after extremely aversive events? American Psychology.
59:20-28.
Bonanno, G.A., Westphalm, M. & Mancini, A.D. (2011) Resilience to Loss and
Potential Trauma. Annual Review of Clinical Psychology. 7:1.1-1.25.
Bowen, G.A. (2006) Grounded Theory and Sensitising Concepts. International
Journal of Qualitative Methods. 5(3):12-23
Bray, K., Hill, K. Robson, W., Leaver, G., Walker, N., O'Leary, M., Delaney, T.,
Walsh, D., Gager, M.& Waterhouse, C. (2004) British Association of Critical Care
Nurses position statement on the use of restraint in adult critical care units. Nursing
in Critical Care. 9(5):199-212.
Breh, D.C. & Seidler, G.H. (2007) Is peritraumatic dissociation a risk factor for
PTSD? Journal of Trauma Dissociation. 8:53-69.
Breitbart, W. (2002) Spirituality and meaning in supportive care: spirituality-and
meaning- centered group psychotherapy interventions in advanced cancer. Support
Care Cancer. 10:272-280.

347

Brewin, C.R., Dalgleish, T. & Joseph, S. (1996) A dual representation theory of
posttraumatic stress disorder. Psychological Review. 103(4):670-686.
Brewin, C.R. (2003) Posttraumtic Stress Disorder: Malady or Myth. New Haven. Yale
University Press.
Bruner, J. (1987) Life as narrative. Social Research. 54:11-32.
Bryant, A. & Charmaz, K. (2007) The Sage Handbook of Grounded Theory. London.
Sage.
Bryant, R.A., Friedman, M.J., Spiegel, D., Ursano, R. & Stain, J. (2011) A Review of
Acute Stress Disorder in DSM-5. Depression and Anxiety. 28:802-817.
Bryman, A. (2004) Social Research Methods 2nd Ed. Oxford. Oxford University
Press. Oxford.
Buckley, T.A., Cheng, A.Y. & Gommersall, C.D. (2001) Quality of life in long- term
survivors of intensive care. Annals of Academic Medicine. 30(3):287-292.
Bulmer M. (1979) Concepts in the Analysis of Qualitative Data. The Sociological
Review. 27(4):651-677.
Burns, N. & Grove, S.K. (2003) Understanding Nursing Research: Building an
Evidence-Based Practice (5th Ed.). St. Louis. Elsevier Saunders.
Burnard, P. & Davis, C. (2006) Analysing qualitative research data using computer
software. Nursing Times. 102(24):34-36.
Burtin, C., Clerks, B., Robbeets, C., Ferndinande, P., Langer, D., Troosters, T.
Hermans, G., Decramer, M. & Gosselink, R. (2009) Early exercise in critically ill
patients enhances short-term functional recovery. Critical Care Medicine. 37:24992505.
Bury, M. (2001) Illness narratives: fact or fiction? Sociology of Health & IIlness.
23(3):263-285.
Caprentino, L.J. (2000) Nursing diagnosis: application to clinical practice (8th Ed.)
Philadelphia. Lippincott, Williams & Wilkins.
Carlson, E.B., Dalenberg, C. & McDade-Montez, E. (2012) Dissociation in
Posttraumatic Stress Disorder Part 1: Definitions and Review of Research,
Psychological Trauma: Theory, Research, Practice and Policy. 4(5):479-489.
Carr, D. (1986) Time, Narrative and History. Indiana University Press.
Cartwright, R. (1986) Affect and dream work from an information processing point of
view. Journal of Mind and Behaviour. 7(2):411-427.

348

Cartwright, R. & Lloyd, S. (1994) Early REM sleep: a compensatory change in
depression? Psychiatry Research. 51(3):245-252.
Charmaz, K. (1991) Good Days, Bad Days: The Self in Chronic Illness and Time.
New Brunswick, New Jersey. Rutgers University Press.
Charmaz, K. (1999) Stories of Suffering: Subjective Tales and Research Narratives
Qualitative Health Research. 9(3):362-382.
Charmaz, K. (2000) Grounded Theory: Objectivist and constructivist methods. In
Denzin, N. & Lincoln, Y. (Eds.) Handbook of qualitative research (2nd Ed.) (p. 509535). London. Sage.
Charmaz, K. (2006) Constructing Grounded Theory: A Practical Guide Through
Qualitative Analysis. London. SAGE Publications.
Chia, R. (2002) The production of management knowledge: Philosophical
underpinnings of research design. In Partington D. (Ed.) Essential skills for
management research (Ch.1). London. Sage Publications.
Chief Nursing Officer for Wales (2012) Showcase Conference. SWALEC Stadium,
Cardiff: Establishing patient views of diaries: altering the boundaries of critical care.
Cheryl Phillips, Amanda Hale, Tracey Rich & Louise Parfitt. Awarded second prize
for poster presentation.
Christensen, M. & Hewitt-Taylor, J. (2007) Patient empowerment: Does it still occur
in the ICU? Intensive and Critical Care Nursing. 23:156-161.
Chun, M.M. (2005) Drug-induced amnesia impairs implicit relational memory.
TRENDS in Cognitive Sciences. 9(8):355-357.
Cleveland Clinic (2010) Focus on the patient experience. Office of Patient
Experience, OPE Newsletter.
https://www.google.co.uk/search?q=HEART+hear+the+story%2C+empathise%2C+a
pologise&sourceid=ie7&rls=com.microsoft:engb:IESearchBox&ie=&oe=&gfe_rd=cr&
ei=3qEaVburEYvj8wf7wYLoAw&gws_rd=ssl (Accessed 31/03/2015).
Colcombe, S.J., Kramer, A.F., McAuley, E., Ericson, K.I. & Scalf, P. (2004)
Neurocognitive ageing and cardiovascular fitness: recent findings and future
directions. Journal of Molecular Neuroscience. 24:9–14.
Coleman, E.A. (2003) Falling Through the Cracks: Challenges and Opportunities for
Improving Transitional Care for Persons with Continuous Complex Care Needs.
Journal of American Geriatrics Society. 51:549-555.
Combe, D. (2005) The use of patient diaries in an intensive care unit. Nursing in
Critical Care. 10(1):31-34.

349

Cooper, A.B., Thornley, K.S., Young, G.B., Slutsky, A.S., Stewart, T.E. & Hanly, P.J.
(2000) Sleep in critically ill patients requiring mechanical ventilation. Chest. 117:809818
Corbin, J.M. & Strauss, A. (1988) Unending work and care: Managing chronic illness
at home. San Francisco. Jossey-Bass.
Corbin, J.M. & Strauss, A. (2014) Basics of Qualitative Research: Techniques and
procedures for developing grounded theory (4th Ed.). London. SAGE Publications
Ltd.
Corr, C. A. (1993) Coping with Dying Lessons that We Should and Should not Learn
from the work of Elisabeth Kubler-Ross. Death Studies 17(1):69-83
Coulter, A. & Ellins, J. (2007) Effectiveness of strategies informing, educating, and
involving patients. British Medical Journal. 335:24-27.
Courtois, C.A. & Ford, J.D. (2012) Treatment of Complex Trauma: A Sequenced,
Relationship Based Approach. The Guilford Press. London.
Coyer, F.M., Wheeler, M.K., Wetzig, S.M. & Couchman, B.A. (2007) Nursing care of
the mechanically ventilated patient: What does the evidence say? Part two. Intensive
and Critical Care Nursing. 23:71-80.
Creswell J.W. (2009) Research Design: Qualitative, Quantitative and Mixed
Methods. Sage. Thousand Oaks CA.
Crunden, E. (2010) A reflection from the other side of the bed- An account of what it
is like to be a patient and a relative in an intensive care unit. Intensive and Critical
Care Nursing. 26:18-23.
Cuthbertson, B.H., Hull, A., Strachan, M. & Scott, J. (2004) Post-traumatic stress
disorder after critical illness requiring general intensive care. Intensive Care
Medicine. 30:450-455.
Cuthbertson, B., Roughton, S., Jenkinsson, D., MacLennan, G. & Vale, L. (2010)
Quality of life in the five years after intensive care: a cohort study. Critical Care. 12:
R6 http://ccforum.com/content/14/1/R6 (Accessed 15/02/2015).
Cutcliffe, J.R. (2000) Methodological issues in grounded theory. Journal of Advanced
Nursing. 31(6):1476-1484.
Data Protection Act (1998) Her Majesty’s Stationery Office, HMSO, London.
Davidson, J.E., Jones, C. & Bienvenu, O.J. (2012) Family response to critical illness:
Postintensive care syndrome-family. Critical Care Medicine. 40(2):1-7.

350

Davydow, D.S., Gifford, J.M., Desai, S.V., Bienvenu, O.J. & Needham, D.M. (2009).
Depression in general intensive care unit survivors: a systematic review. Intensive
Care Medicine. 35:796-806.
Deady, R. (2011) Reading with Methodological Perspective Bias: A journey into
Classic Grounded Theory. Grounded Theory Review. 1(10).
Deacon, K. (2012) Re-building life after ICU: a qualitative study of the patients’
perspective. Intensive and Critical Care Nursing. 28:114-122.
Delmar, C., Bøje, T.,Dylmer D., Forup, L., Jakobsen, C., Møller, M, Sønder, H. &
Pedersen B.D. (2005) Achieving harmony with oneself: life with a chronic illness.
Scandinavian Journal of caring Sciences. 19(3):204-212.
Dement, W. & Kleitman, N. (1957) Cyclic variations in EEG during sleep and their
relation to eye movements, body motility and dreaming. Electroencephalography and
Clinical Neurophysiology. 9(4):673-690.
Denscombe, M. (2003) The Good Research Guide. 2nd Ed. Maidenhead. Open
University Press.
Department of Health (2000) Comprehensive Critical Care: A review of Adult Critical
Care. DoH.
Desai, S.V., Law, T.J. & Needham, D.M. (2011) Long-term complications of critical
care. Critical Care Medicine. 39(2):371-379.
de Wit, R., van Dam, F., Hanneman, M., Zanbett, L., van Buuren, A., van der
Heijden, K., Leenhouts, G., Loonstras, S. & Huijer Abu-Saad, H. (1999) Evaluation of
a pain diary in chronic cancer pain patients at home. Pain. 79:89-99.
Doka, K.J. (2014) Counselling Individuals With Life-Threatening Illness. Springer
Publishing Company. New York.
Domhoff, G.W. (2000) The repetition principle in dreams: is it a possible clue to a
function in dreams? In Moffit, M.K.R.H.A. (Ed) The Functions of Dreaming. Albany:
SUNY Press.
Dowling, W.C. (2011) Ricouer on Time and Narrative: An introduction to temps et
recit. Notre Dame: Indiana: University of Notre Dame Press.
Draper A. (2004) The principles and application of qualitative research. Proceedings
of the Nutrition Society. 63(4):641-646.
Drouot, X., Cabello, B., d’Ortho, M.P. & Brochard, L. (2008) Sleep in the intensive
care unit. Sleep Medicine Review. 12(5):391-403.
Dunne, C. (2011) The place of literature in grounded theory research. International
Journal of Social Research Methodology. 14(2):111-124.

351

Dyer, I. (1995) Preventing the ITU syndrome or how not to torture an ITU patient!
Part 1. Intensive and Critical Care Nursing.11:130-139.
Dyer, I. (1995) Preventing the ITU syndrome or how not to torture an ITU patient!
Part 2. Intensive and Critical Care Nursing.11:223-232.
Dyer, B., Barrow, A. & Coakley, J. (2009) Critical care associated weakness.
Intensive Care. 10:141-143.
Eddleston, J.M., White, P. & Guthrie, E., (2000) Survival, morbidity and quality of life
after discharge from intensive care. Critical Care Medicine. 28:2293-2299.
Edmondson, D., Chaudoir, S.R., Mills, M.A., Park, C.L., Holub, J. & Bartkowiac, J. M.
(2011) From Shattered Assumptions to Weakened Worldviews: Trauma Symptoms
Signal Anxiety Buffer Disruption. Journal of Loss & Trauma. 16(4):358-385.
Egerod, I., Schwartz-Nielsen, K.H., Hansen, G.M. & Lærkner, E. (2007) The extent
and application of patient diaries in Danish ICU’s in 2006. Nursing in Critical Care.
12(3):159-167.
Egerod, I. & Christensen, D. (2009) Analysis of patient diaries in Danish ICU’s: A
narrative approach. Intensive and Critical Care Nursing. 25:268-277.
Egerod, I. & Christensen, D. (2010) A comparative Study of ICU Patient Diaries vs
Hospital Charts. Qualitative Health Research. 22(10):1446-1456.
Egerod, I. & Bagger, C. (2010) Patients’ experiences of intensive care diaries- a
focus group study. Intensive and Critical Care Nursing. 26(6):278-287.
Egerod, I., Christensen, D., Shwartz-Nielsen, K.H., Agård, A.S. (2011a) Constructing
the illness narrative: A grounded theory exploring patients’ and relatives use of
intensive care diaries. Critical Care Medicine. 39(9):1-7.
Egerod, I., Storli S.L. & Åkerman, E. (2011b) Intensive care patient diaries in
Scandinavia: a comparative study of emergence and evolution. Nursing Inquiry.
18:235-246.
Egerod, I., Christensen, D., Schwartz-Nielsen, K.H. & Ågård, A.S. (2013)
Constructing the illness narrative: A grounded theory exploring patients’ and
relatives’ use of intensive care diaries. Critical Care Medicine. 39(9):1-7.
Ehlers, A. & Clark, D.M. (2000) A cognitive model of posttraumatic stress disorder.
Behavioural Research and Therapy. 38(4):319-345.
Elliot, D. (2011) Surviving critical illness. Australian Critical Care. 24:152-154.
Elliot, D., Davison, J.E. & Harvey, M.A. et al. (2014) Exploring the scope of postintensive care syndrome therapy and care: Engagement of non-critical care

352

providers and survivors in a second stakeholder meeting. Critical care Medicine.
42:2518-2526.
Elliot, D. & Rattray, J. (2012) Recovery and Rehabilitation in ACCCN’s Critical Care
Nursing. Sydney, NSW. Elsevier.
Ely, E.W., Shintani, A, Truman, B, Speroff, T, Gordon, S.M., Harrell, F.E., Jr., Inouye,
S.K., Bernard, G.R. & Dittus, R.S. (2004) Delirium as a predictor of mortality in
mechanically ventilated patients in the intensive care unit. JAMA. 291:1753-1762.
Engel, G.M. (1977) The need for a new biomedical model: the challenge for
biomedicine. Science. 196(4286):129-136.
Engström, Å., Andersson, S. & Söderberg, S. (2008) Re-visiting the ICU Experiences
of follow-up visits to an ICU after discharge: A qualitative study. Intensive and Critical
Care Nursing 24: 233-241
Engström, Å., Grip, K. & Hamrén, M. (2009) Experiences of intensive care unit
diaries: ‘touching a tender wound’. Nursing in Critical care. 14(2):61-67.
Ethier, C., Burry, L.B., Martinez-Motta, C., Tirgari, S., Jiang, D., McDonald, E.,
Granton, J., Cook, D. & Mehta, S. (2011) Recall of intensive care unit stay in patients
managed with a sedation protocol or a sedation protocol with daily sedative
interruption: A pilot study. Journal of Critical Care. 26:127-132.
Evans, G.L. (2013) A Novice Researcher’s First Walk Through the Maze of
Grounded Theory: Rationalisation for Classic Grounded Theory. The Grounded
Theory Review. 12(1):37-55.
Everly, G.S. Jr. & Mitchell, J.T. (1999) Critical Incident Stress Management (CISM):
A new era and standard of care in crisis intervention (2nd Ed.). Ellicott City MD
Chevron Publishing.
Ewens, B., Chapman, R., Tulloch, A. & Hendricks, J. M. (2013) ICU survivors'
utilisation of diaries post discharge: A qualitative descriptive study. Australian Critical
Care. http://dx.doi.org/10.1016/j.aucc2013.07.001 (Accessed 20/04/15).
Ewens, B.A., Hendricks, J.M. & Sundin, D. (2014a) Neverending stories: visual
diarizing to create autobiographical memory of intensive care unit survivors. Nursing
in Critical Care. p.1-11. doi:10.111/nicc.12093. (Accessed 03/06/15).
Ewens, B., Chapman, R., Tulloch, A. & Hendricks, J.M. (2014b) ICU survivors’
utilization of diaries post discharge: A qualitative descriptive study. Australian Critical
Care. 27:28-35.
Ezzy, D. (1998) Theorising narrative identity. Symbolic interactionism and
heurmeneutics. Sociological Quarterly. 39(2):239-252.

353

Fan, E., Zanni, J., Dennison, C., Lepre, S. & Needham, D. (2009) Critical illness
neuromyopathy and muscle weakness in patients in the intensive care unit. AACN
Advanced Critical Care. 20:243-253.
Feeley, K. & Gardner, A. (2006) Sedation and analgesia management for
mechanically ventilated adults: literature review, case study and recommendations
for practice. Australian Critical Care. 19(2):73-77.
Fernandez, C. (2012) Guest Editorial, Themed Section. The Grounded Theory
Review. 11(1):7-28.
Finlay, L. & Gough, B. (2003) Reflexivity: A Practical Guide for Researchers in
Health and Social Sciences. Oxford. Blackwell Publishing Ltd.
Fisher, C., Byrne, J., Edwards, A. & Kahn, E. (1970) A psychophysiological study of
nightmares. Journal of the American Psychoanalytic Association. 18:747-782.
Fivuish, R. & Haden, C.A. (2003) Autobiographical memory and the Construction of
a Narrative Self: Developmental and Cultural Perspectives. London: Psychology
Press.
Foa, E.B. & Rothbaum, B.O. (1989) Behavioural psychotherapy for post traumatic
stress disorder. International Review of Psychiatry. 1(3):219-226.
Foulkes, D. (1962) Dream reports from different stages of sleep. Journal of Abnormal
and Social Psychology. 65(1):14-25.
Francis, J.J., Johnston, M., Robertson, C., Glidewell, L., Entwistle, V., Eccles, M.P.,
Grimshaw, J.M. (2010) What is an adequate sample size? Operationalising data
saturation for theory-based interview studies. Psychology and Health. 25(10):12291245.
Franck, L., Tourtier, J., Libert, N. Grasser, L. & Auroy, Y. (2011) How did you sleep
in the ICU? Critical Care. 15:408
Frank, A.W. (1993) The rhetoric of self-change: illness experience as narrative. The
Sociological Quarterly. 34(1):39-52.
Frank, A.W. (1995) The Wounded Storyteller: Body, Illness and Ethics. Chicago.
University of Chicago Press.
Frank, M. (2011) The pillars of the self concept: Self-esteem and self-efficacy.
Retrieved from http://www.excelatlife.com/articles/selfesteem.htm (Accessed
15/04/2015).
Freedman, N.S., Gazendam, J., Levan, L., Pack, A.I. & Schwab, R.J. (2001)
Abnormal sleep/wake cycles and the effect of environmental noise on sleep

354

disruption in the intensive care unit. American Journal of Respiratory Medicine.
163:451-457.
Frude, N. (2000) Understanding Abnormal Psychology. Oxford. Blackwell Publishers
Ltd.
Fuchs, E.M. & Von Rueden, K. (2008) Sedation Management in the Mechanically
Ventilated Critically Ill Patient. AACN Advanced Critical Care. 19(4):421-432.
Gardiner, J.M. (2001) Episodic memory and autonoetic consciousness: a first person
approach. Phil.Trans Royal Society. 356:1357-1361.
Garrouste-Orgeas, M., Coquet, I., Perier, A., Timsit, J.F., Pochard, F., Lancrin, F.,
Philippart, F., Vesin, A., Bruel, C., Blel, Y. et al. (2012) Impact of an intensive care
diary on psychological distress in patients. Critical Care Medicine. 40(7):2033-2040.
Gecas, V. (1982) The self-concept. Annual Review of Sociology. 8:1-33.
Gergen, K.J. (1994) Realities and relationships. Soundings in social construction.
London. Harvard University Press.
Gelhbach, B.K. & Kress, J.P. (2002) Sedation in the intensive care unit. Current
Opinion in Critical care. 8(4):290-298.
Germain, A. & Nielsen, T.A. (2003) Sleep pathophysiology in posttraumatic stress
disorder and idiopathic nightmare sufferers. Biological Psychiatry. 54(10):1092-1098.
Gill, P. (2012) Stressors and coping mechanisms in live-related renal transplantation.
Journal of Clinical Nursing. 21:1622-1631.
Gill, P. & Lowes, L. (2014) Renal transplant failure and disenfranchised grief:
Participants' experiences in the first year post- graft failure- a qualitative longitudinal
study. International Journal of Nursing Studies. 15:1271-1280.
Girard, T., Jackson, J., Pandharipande, P., Pun, B., Thompson, J., Shintani, A.,
Gordon, S., Canonico, A., Ditus, R, Bernard, G. & Wesley Ely, E. (2010) Delirium as
a predictor of long-term cognitive impairment in survivors of critical illness. Critical
Care Medicine. 38:1513-1520.
Gjengedal, E., Storli, S.L., Norlemann, Holme, A. & Eskerud, R. S. (2010) An act of
caring-patient diaries in Norwegian intensive care units. Nursing in Critical Care.
15(4):176-184.
Glaser, B. G. & Strauss, A. L. (1967) The discovery of grounded theory: strategies
for qualitative research. Chicago. Aldine.
Glaser, B.G. (1978) Theoretical Sensitivity: Advances in the methodology of
Grounded Theory. California. Sociology Press.

355

Glaser, B. G. (1992) Emergence vs Forcing: Basics of Grounded Theory Analysis.
California. Sociology Press.
Glaser, B.G. (1998) Doing Grounded Theory: Issues and Discussions. California.
Sociology Press.
Glaser, B. G. (2001) The Grounded Theory Perspective: Conceptualisation
Contrasted with Description. California. Sociology Press.
Glaser, B. G. (2002) Constructivist grounded theory? Forum: Qualitative Social
Research, 3(3) Art 12 http://nbn-resolving.de/urn:nbn:de:0114-fqs0203125
(Accessed 28/03/2014).
Glaser, B.G. (2003) The grounded theory perspective II: Description’s remodelling of
grounded theory methodology. Mill Valley, CA. Sociology Press.
Glaser, B. G. with the assistance of Judith Holton (2004) Remodeling Grounded
Theory. Forum: Qualitative Social Research 5(2):Art.4, http://nbnresolving.de/urn:nbn:de:0114-fgs040245. (Accessed 24/07/11).
Glaser, B.G. (2005) The Grounded Theory Perspective III: Theoretical coding.
Sociology Press, California.
Glaser, B.G. (2008) The Constant Comparative Method of Qualitative Analysis. The
Grounded Theory Review. 3(7):1-13.
Glaser, B.G. (2010) you tube lecture: doing a literature review in grounded theory.
http://www.youtube.com/watch?v=75KJ0K3yHK (Accessed 23/07/11).
Glaser, B.G. (2011) Getting out of the Data: Grounded Theory Conceptualisation.
Sociology Press, California.
Glaser, B.G. (2012) Stop, Write: Writing Grounded Theory. California. Sociology
Press.
Glaser, B.G. (2013a) Staying Open: The Use of Theoretical Codes in GT. The
Grounded Theory Review 12(1).
Glaser, B.G. (2013b) Introduction: Free Style Memoing. The Grounded Theory
Review 12(2).
Goeuriot, L., Kelly, L., Jones, G.J.F., Zuccon, G., Souminen, H., Harbury, A., Müller,
H. & Leveling, J. (2013) Creation of a New Evaluation Benchmark for Information
Retrieval Targeting Patient Information Needs. The Fifth International Workshop on
Evaluating Information Access (EVIA) June 18, 2013, Tokyo, Japan.
http://www.google.co.uk/url?url=http://doras.dcu.ie/20123/1/evia2013_submission_6.

356

pdf&rct=j&frm=1&q=&esrc=s&sa=U&ei=KwQdVe6hEo3taI64gogK&ved=0CBYQFjAA
&usg=AFQjCNF6M_98Vwghd5xOekzV9lEIz8NULQ (Accessed 02/03/2015).
Goulding, C. (2005) Grounded theory, ethnography and phenomenology. European
Journal of Marketing. 39(3/4):294-308.
Granberg, A., Enberg, I.B. & Lunderg, D. (1996) Intensive care syndrome: a
literature review. Intensive and Critical Care Nursing. 12:173-182.
Granja, C., Lopes, A., Moreira, S., Dias, C., Costa-Pereira, A. & Cameiro, A. (2005)
Patients’ recollections of experiences in the intensive care unit may affect their
quality of life. Critical Care. 9:R96-R109.
Granja, C., Gomes, E., Amaro, A., Ribeiro, O., Jones, C., Cameiro, A. & CostaPereira, A. The JMIP Study Group (2008) Understanding posttraumatic stress
disorder-related symptoms after critical care: The early illness amnesia hypothesis*.
Critical Care Medicine. 36(10):2801-2809.
Griffiths, R.D. & Jones, C. (1999) ABC of intensive care. Recovery from intensive
care. British Medical Journal. 319:417-429.
Griffiths, R.D, & Jones, C (2001): Filling the intensive care memory gap? Intensive
Care Medicine. 27:344-346.
Griffiths, R. & Jones, C. (2002) Intensive care aftercare. Oxford: ButterworthHeinemann.
Griffiths, J., Fortune, G., Barber, V. & Young, J.D. (2007) The prevalence of post
traumatic stress disorder in survivors of ICU treatment: A systematic review.
Intensive Care Medicine. 33:1506-1518.
Griffiths, R.D. & Jones, C. (2007) Seven lessons from 20 years of follow-up of
intensive care unit survivors. Current Opinion in Critical Care. 13:508-13.
Griffiths, R.D. & Jones, C. (2007) Cognitive dysfunction and posttraumatic stress
disorder. Current opinion in Anaesthesiology. 20 (2):124-129.
Griffiths, J.A., Morgan, K., Barber, V.S. & Young, J.D. (2008) Study protocol: The
Intensive Care Outcome Network (‘ICON’) study. BMC Health Services Research.
8:132 doi: 10.1186/1472-6963-8-132.
Griffiths, R. & Hall, J.B. (2010) Intensive care unit acquired weakness. Critical Care
Medicine. 38:779-787.
Grix, J. (2004) The Foundations of Research. Basingstoke. Palgrave Macmillan.
Guest, G, Bence, A. & Johnson, L. (2006) How Many Interviews Are Enough?:An
Experiment With Data Saturation and Variability. Field Methods 18: 59-82

357

Gustafson, D.H., Hawkins, R.P., Boberg, E.W., McTavish, F., Owens, B. & Wise, M.
(2002) CHESS: 10 years of research and development in consumer health
informatics for broad populations, including the underserved. International Journal of
Medical Informatics. 65:169-177.
Hallberg, L.R.M. (2006) The “core category” of grounded theory: Making constant
comparisons. International Journal of Qualitative Studies on Health and Well-being
1:141-148.
Hallberg, L.R.M. (2010) Some thoughts about the literature review in grounded
theory studies. International Journal of Qualitative Studies in Health, Wellbeing.
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2915820/ (Accessed 13/07/2011).
Hale, A., Parfitt, L. & Rich, T. (2010) How diaries can improve the experience of
intensive care patients. Nursing Management. 17(8):14-18.
Hammersley, M. & Atkinson, P. (2007) Ethnography: Principles in Practice. 3rd Ed.
Routledge. London.
Happ, M.B. (2001) Communicating with Mechanically Ventilated patients: State of
the Science. AACN Clinical Issues: Advanced Practice in Acute & Critical Care.
12(2):247-258.
Hartmann, E. (1998) Nightmare after trauma as a paradigm for all dreams: a new
approach to the nature and function of dreaming. Psychiatry: Interpersonal and
biological processes. 61(3):223-228.
Harvey, A.G. & Bryant, R.A. (2002) Acute stress disorder: a synthesis and critique.
Psychological Bulletin. 128:886-902.
Hazzard, A., Harris, W. & Howell, D. (2013) Taking care: practice and philosophy of
communication in a critical care follow up clinic. Intensive and Critical Care Nursing.
29(3):158-165.
Heath, H. & Cowley, S. (2004) Developing a grounded theory approach: a
comparison of Glaser and Strauss. International Journal of Nursing Studies. 41:141150.
Hefferon, K., Grealy, M. & Mutrie, N. (2009) Post-traumatic growth and life
threatening physical illness: A systematic review of the qualitative literature. British
Journal of Health Psychology. 14:343-378.
Henoch, I. & Danielson, E. (2009) Existential concerns among patients with cancer
and interventions to meet them: an integrative literature review. Psycho-oncology.
18: 225-136.

358

Hepp, U., Moergeli, H., Buchi, S., Bruchhaus-Steinert, H., Kraemer, B., Sensky, T. &
Schnyder, U. (2008) Post-traumatic stress disorder in serious accidental injury: 3year follow-up study. British Journal of Psychiatry. 192:376-383.
Herridge, M., Cheung, A., Tansey, C., Matte-Martyn, A., Diaz-Granados, N., Al-Saidi,
F., Cooper, A., Guest, C., Mazer, D. & Mehta, S. (2003) One-year outcomes in
survivors of the acute respiratory distress syndrome. New England Journal of
Medicine. 348:683-693.
Herridge, M. (2009) Legacy of intensive care acquired weakness, Critical Care
Medicine 37:S457-S461.
Hewitt, J. (2002) Psycho-affective disorder in intensive care units: a review. Journal
of Clinical Nursing. 11:575-584.
Hewitt-Taylor, J. (2011) Using Research in Practice: It Sounds Good But Will It
Work? , Basingstoke. Palgrave Macmillan.
Heyland, D.K., Guyatt, G., Cook, D.J., Meade, M., Juniper, E., Cronin, L. & Gafni, A.
(1998) Frequency and methodologic rigor of quality- of -life assessments in the
critical care literature. Critical Care Medicine. 26(3):591-598.
Highfield, J. (2016) Tales of The Unexpected: Trauma and Critical Care BACCN
Wales study event. Oral presentation: Psycholgoical Impact of Trauma. 02/06/2016
Princess of wales Hospital, Bridgend.
Hilton, B.A. (1992) Perceptions of uncertainty: It’s relevance to life threatening and
chronic illness. Critical Care Nursing. 7(5):467-478.
Hirshman, E., Fisher J., Henthorn T., Ardnt J. & Passante A. (2003) Midazolam
amnesia and retrieval from semantic memory. Developing methods to test theories
of implicit memory. Brain and Cognition. 53:427-432.
Hobson, J., Pace-Schott, E. & Stickgold, R. (2000) Dreaming and the brain: toward
cognitive neuroscience of conscious states. Behavioural and Brain Sciences.
23:793-1121.
Hofhuis, J. M., Spronk, P., Van Stel, H., Schrijvers, G.P., Rommes, J., & Bakker, J.
(2008). The impact of critical illness on perceived health-related quality of life during
ICU treatment, hospital stay, and after hospital discharge: a long-term follow-up
study. Chest. 133(2):377-385. http://www.ncbi.nlm.nih.gov/pubmed/17925419
(Accessed 16/06/11).
Hofhius, J.G.M., Spronk, P.E., Van Stel, H.F., Schrijvers, A.J.P., Rommes, J.H. &
Bakker, J. (2008) Experiences of critically ill patients in the ICU. Intensive and
Critical Care Nursing. 24:300-313.

359

Hogarth, D.K. & Hall, J. (2004) Management of sedation in mechanically ventilated
patients. Current Opinion in Critical care. 10(1):40-46.
Holland, J., Thomson, R. & Henderson, S. (2006) Qualitative Longitudinal Research:
A Discussion Paper. Families & Social Capital ESRC Research Group. South Bank
University.
Holland, K. & Rees, C. (2010) Nursing: Evidence-Based Practice Skills. Oxford.
Oxford University Press.
Holloway, I. & Norton, L. (2012) Masterclass: Grounded Theory. Bournemouth
University 18th-19th June.
Holton, J. (2008) Grounded Theory as a General research Methodology. The
Grounded Theory Review 2(7):1-17.
Holton, J.A. & Walsh, I. (2016) Classic Grounded Theory Application with Qualitative
and Quantitative Data. London. SAGE Publications Ltd.
Honkus, V. (2003) Sleep deprivation in critical care units. Critical Care Nursing
Quarterly. 26(3):179-189.
Hopkins, R.O., Weaver, K.L., Collingridge, D., Parkinson, R.B., Chan, K.J., and
James, F. Orme, J.F. Jr. (2005) Two-Year Cognitive, Emotional, and Quality-of-Life
Outcomes in Acute Respiratory Distress Syndrome. American Journal of Respiratory
and Critical Care Medicine 171 (4):340-347.
Hopkins, R.O. & Miller, R.R. (2008) Long term neurocognitive and psychiatric
sequelae among survivors of ARDS. Clinical Pulmonary Medicine. 15:258–266.
Horowitz, M., Wilner, N. & Alvarez, M.A. (1979) Impact of event scale: a measure of
subjective stress. Psychosomatic Medicine. 41:209-218.
Horsdal, M. (2012) Telling lives dimension of narratives. Oxford. Routledge.
Hough, C.L. & Needham, D.M. (2007) The role of future longitudinal studies in ICU
survivors: understanding determinants and pathophysiology of weakness and
muscular dysfunction. Current Opinion in Critical Care. 13:489–496.
Houkamau, C.A. ( 2008) The life story model of identity: A bridge between two
spaces:http://www.google.co.uk/url?url=http://researchcommons.waikato.ac.nz/bitstr
eam/handle/10289/1531/NMPPS%25202007_Houkamau.pdf%3Fsequence%3D1&r
ct=j&frm=1&q=&esrc=s&sa=U&ei=iPmeU_CiIs3I0AWO94HwDw&ved=0CBoQFjAB&
usg=AFQjCNG00HEe_QUHKjzQQvWn-aZSDPt0dw (Accessed 16/06/2014).
Hughes, C. L. (2014) Qualitative and Quantitative Approaches.
http://www2.warwick.ac.uk/fac/soc/sociology/staff/academicstaff/chughes/hughesesc
(Accessed 12/05/2014).

360

Hupcey, J.E. & Zimmerman H.E. (2000) The need to know: experiences of critically
ill patients. American Journal of Critical Care. 9(3):192-198.
Hupcey, J.E. (2002) Feeling safe: the psychosocial needs of ICU patients. Journal of
Nursing Scholarship. 32:361-367.
Husserl (1859-1938) https://en.wikipedia.org/wiki/Bracketing_(phenomenology)
(Accessed 10th October 2016)
Hweidi, I.M. (2007) Jordanian patients’ perception of stressors in critical care units: a
questionnaire survey. International Journal of Nursing Studies. 44:227-235.
Hynek, J. (2001) Paul Lazarsfeld-The Founder of Modern Empirical Sociology: A
Research Biography. International Journal of Public Opinion Research. 13:229-244.
Ioannidis, J.P., Evans, S.J.W., Gøtzshe, P.C., O’Neill, R.T., Altman, D.G., Schultz K.
& Moher D. (2004) Better Reporting of harms in randomized trials: An Extension of
the CONSORT Statement. Annals in Intern Medicine 141(10):781-788.
Jackson, J., Hart, R.P., Gordon, S.M., Shintani, A., Truman, B., May, L. & Ely, W.
(2003) Six- month neurophysiological outcome of medical intensive care unit
patients. Critical Care Medicine. 31:1226-1234.
Jackson, J.C., Hart, R.P., Gordon, S.M., Hopkins, R.O., Girard, T.D. & Ely, E.W.
(2007) Post-traumatic stress disorder and post-traumatic stress symptoms following
critical illness in medical intensive care unit patients: assessing the magnitude of the
problem. Critical Care. 11(1):R27.
Jackson, J., Ely, E.W., Morey, M., Anderson, V., Benne, L., Clune, J., Siebert, C.,
Archer, K., Torres, R., Janz, D., Chiro, E., Jones, J, Shintani, A., Levine, B., Pun, B.,
Thompson, J. Brummel, N. & Hoeing, H. (2012) Cognitive and physical rehabilitation
of intensive care survivors: results of the RETURN randomised controlled pilot
investigation. Critical Care Medicine. 40:1088-1097.
Jandziol, A.K. & Ridley, (2000) Validation of outcome prediction in elderly patients.
Anaesthesia. 55(2):107-112.
Johansen, V.A., Wahl, A.K., Eilertsen, D.E. & Weisaeth, L. (2007) Prevalence and
predictors of posttraumatic stress disorder (PTSD) in physically injured victims of
non-domestic violence. A longitudinal study. Society of Psychiatry and Psychiatric
Epidemiology. 42:583-593.
Johnson, P. (2004) Reclaiming the everyday world: how long-term ventilated patients
in critical care seek to gain aspects of power and control over their environment.
Intensive and Critical care Nursing. 20:190-199.
Jones, C. & Griffiths, R.D. (2000) Identifying post intensive care patients who may
need physical rehabilitation. Clinical Intensive Care. 11:35-38.

361

Jones, C., Griffiths, R.D., Humphries, G. & Skirrow, P.M. (2001) Memory, delusions
and the development of acute posttraumatic stress disorder-related symptoms after
intensive care. Critical Care Medicine. 29(3):573-580.
Jones, C., Backman, C., Capuzzo, M. et al. (2007) Precipitants of post-traumatic
stress disorder following intensive care: a hypothesis generating study of diversity in
care. Intensive Care Medicine. 33:978-985.
Jones, C. (2009a) Introducing photo diaries for ICU patients. Journal of the Intensive
Care Society. 10(3)183-185.
Jones, C. (2009b) Commentary: Knowles, R.E., Tarrier, N (2009). Evaluation of the
effect of prospective patient diaries on emotional well-being in intensive care unit
survivors: a randomised control trial. British Association of Critical care Nurses,
Nursing in Critical Care. 14(3):155-156.
Jones, C., Bäckman, C., Capuzzo, M., Egerod, I., Flaatten, H., Granja, C., Rylander,
C. & Griffiths, R.D. (2010) Intensive care diaries reduce new onset post traumatic
stress disorder following critical illness: a randomized, controlled trial. Critical Care.
14(5):1-10 at http://ccforum.com/content/14/5/R168 (Accessed 10/06/11).
Jones, C., Bäckman, C. & Griffiths, R.D. (2012) Intensive Care Diaries and Relatives’
symptoms of Posttraumatic Stress Disorder After Critical Illness: A Pilot Study.
American Association of Critical Care Nurses. 23(3):172-176.
Kafle N.P. (2011) Hermeneutic phenomenological research method simplified. An
Interdisciplinary Journal. 5:181-200.
Kamdar, B.B., Needham, D.M. & Collop, N.A. (2012) Sleep deprivation in Critical
Illness: Its Role in Physical and Psychological Recovery. Journal of Intensive Care
Medicine. 27(2):97-111.
Kapfhammer, H.P.,Rothenhausler, H.B., Krauseneck, T., Stoll, C.& Schelling, G.
(2004) Posttraumatic stress disorder and health related quality of life in long-term
survivors of acute respiratory distress syndrome. The American Journal of
Psychiatry. 161:45-52.
Ke, J. & Wenglensky, S. (2010) Grounded Theory http://avantgardejing.blogspot.co.uk/2010/03/grounded-theory.html (Accessed 11/04/2016)

Kean, S. (2013) Editorial: Surviving critical illness: Intensive care and beyond.
Journal of Clinical Nursing. 23:603-604.
King, N. & Horrocks, C. (2010) Interviews in qualitative research. London. SAGE
Publications.

362

Khan, J., Harrison, T., Rich, M. & Moss, M. (2004) Early development of critical
illness, myopathy and neuropathy in patients with severe sepsis, Neurology.
67:1421-1425.
Kleinman, A. (1988) The illness narratives. Suffering, healing and the human
condition. New York. Basic Books.
Kleinman, S. (2004) Phenomenology: to wonder and search for meanings. Nurse
Researcher. 11(4):7-19.
Knaus, W., Draper, E., Wagner, D. & Zimmerman, J. (1985) APACHE II: a severity of
disease classification system. Critical Care Medicine. 13:818-829.
Knowles, R.E. & Tarrier, N. (2009) Evaluation of the effect of prospective patient
diaries on emotional well-being in intensive care unit survivors: A randomised control
trial. Critical Care Medicine. 37(1):184-191.
Kramer, A.F., Colcombe, S.J., McAuley, E., Scalf, P.E. & Erickson, K.I. (2005)
Fitness, aging, and neurocognitive function. Neurobiological Aging. 26:124–127.
Kress, J.P., Pohlman, A.S., O’Connor, M.F. & Hall, J.B. (2000) Daily interruption of
sedative infusions in critically ill patients undergoing mechanical ventilation. The
New England Journal of Medicine. 342(20):1471-1477.
Kress, J.P. & Herridge, M.S. (2012) Medical and Economic Implications of Physical
Disability of Survivorship. Seminal Respiratory Critical Care Medicine 33(4):339-347.
Krishnaswamy, S., Martim, M., Rajagopala, S. & Chapman, M.J. (2014)
Posttraumatic stress disorder in close Relatives of Intensive Care unit patients’
Evaluation (PRICE) study. Australian Critical Care. 27:183-187.
Koch, S., Spuler, S., Deja, M., Bierbrauer, J., Dimroth, A., Behse, F., Spies, C.,
Wernecke, K.D. & Weber-Carstens, S. (2011) Critical illness myopathy is frequent:
accompanying neuropathy protracts ICU discharge. Journal of Neurology,
Neurosurgery and Psychiatry. 82:287-293.
Kvale, S. & Brinkmann, S. (2009) Interviews: Learning the Craft of Qualitative
Research Interviewing (2nd Ed.). London. Sage Publications Ltd.
Lakoff, G & Johnson, M. (1980) The Metaphorical Structure of the Human
Conceptual System. Cognitive System. 4:195-208.
Lau-Walker, M. (2004) Relationship between illness representation and self-efficacy.
Journal of Advanced Nursing. 48(3):216-225.
Larsen, P.D. Illness behaviour. Jones & Bartlett Publishers,LLC.
(http://www.google.co.uk/url?url=http://www.jblearning.com/samples/076375126x/larsen_ch02_ptr.pdf
&rct=j&frm=1&q=&esrc=s&sa=U&ei=GHZXVNvUDcqS7AauSw&ved=0CBkQFjAA&usg=AFQjCNHaF
RSVu9fXfqkKXzLzKcLsjOqlvQ

(Accessed 03/11/2014).
363

Lavie, P. (2001) Current concepts: sleep disturbances in the wake of traumatic
events. New England Journal of Medicine. 345(25):1825-1832.
Lazarus, R.S., Folkman, S. (1984) Stress, Appraisal and Coping. New York.
Springer.
Leathart, A.J. (1994) Communication and socialization (2): perceptions of neophyte
ICU nurses. Intensive and Critical Care Nursing. 10:142-154.
Lerum, K. (2001) Subjects of desire: Academic armor, intimate ethnography, and the
production of critical knowledge. Qualitative Inquiry. 7(4):466-483.
Letherby, G (2003) Feminist Research in Theory and in Practice. Buckingham. Open
University Press.
Lillis T. (2008) Ethnography as method, methodology, and “deep theorizing”: closing
the gap between text and context in academic writing research. Written
Communication. 25(3):353-388.
Lin, S.M., Lui, C.Y., Wang, C.H., Lin, H.C., Huang, C.D., Huang, P.Y., Fang, Y.F.,
Shieh, M.H., Kuo, H.P. (2004) The impact of delirium on the survival of mechanically
ventilated patients. Critical Care Medicine. 32(1):2254-2259.
Lincoln, Y.S. & Guba, E.G. (1985) Naturalistic Inquiry. Newbury park CA. Sage
Publications.
Lingard, L., Albert, M. & Levinson, W. (2008) Grounded theory, mixed methods, and
action research. British Medical Journal. 337:459-461.
Litz, B.T. (2008) Early Intervention for Trauma: Where Are We and Where Do We
Need to Go? A Commentary. Journal of Traumatic Stress. 21(6):503-506.
Locke, K. (2001) Grounded theory in management research. London. Sage
Publications.
Löf, L., Berggren, L. & Ahlström, G. (2006) Severely ill ICU patients recall of factual
events and unreal experiences of hospital admission and ICU stay-3 and 12 months
after discharge. Intensive and Critical care Nursing. 22:154-166.
Löf, L., Berggren, L. & Ahlström, G. (2008) ICU patients’ recall of emotional reactions
in the trajectory from falling critically ill to hospital discharge: Follow-ups after 3 and
12 months. Intensive and Critical care Nursing. 24:108-121.
Lofland, J., Snow, D., Anderson, L. & Lofland, L.H. (2006) Analysing Social Settings:
A Guide to Qualitative Observation and Analysis (4th Ed.). Belmont CA. Wadsworth
Publishing.

364

Lomborg, K. & Kirkevold, M. (2003) Truth and validity in grounded theory-a
reconsidered realist interpretation of the criteria: fit, work, relevance and modifiability.
Nursing Philosophy. 4:189-200.
Lorig, K.R., Sobel, D.S., Ritter, P.L., Laurent, D. & Hobbs, M. (2001) Effect of a selfmanagement program on patients with chronic disease. Effective Clinical Practice.
4:256-262.
Lou, H.C., Luber, B., Crupain, M., Keenan, J.P., Novak, M., Kjaer, T.W., Sackeim,
H.A. & Lisanby, S.H. (2004) Parietal cortex and representation of the mental self.
Proceedings of the National Academy of Sciences. 101(17):6827-6832.
Lowes, L. & Gill, P. (2006) Participants’ experiences of being interviewed about an
emotive topic. Journal of Advanced Nursing. 55(5):587-595.
Lundqvist, A., Nilstun, T. & Dykes, A. (2002) Both Empowered and Powerless:
Mothers Experiences of Professional Care When Their Newborn Dies. Birth.
29(3):192-199.
Lykkegaard, K. & Delmar, C. (2013) A threat to the understanding of oneself:
Intensive care patients’ experiences of dependency. International Journal of
Qualitative Studies in Health Well-being. 8:20934
Macnee, C.L., (2004) Understanding Nursing Research. Lippincott Williams &
Wilkins, Philadelphia.
Maddox, M., Dunn, S.V. & Pretty, L.E. (2001) Psychosocial recovery following ICU:
experiences and influences upon discharge to the community. Intensive and Critical
care Nursing. 17(1):6-15.
Mahoney, M.J. (1995) Cognitive and constructive psychotherapies: theory, research,
and practice. New York. Springer.
Mapp, T. (2008) Understanding phenomenology: the lived experience. British
Journal of Midwifery. 16(5):308-311.
Margery, J.M. & McCutcheon, H.H. (2005) ‘Fishing with the dead’ –Recall of
memories from the ICU. Intensive & Critical Care Nursing. 21:344-354.
Martin, V.B. & Gynnild, A. (2011) Grounded Theory: The Philospophy, Method &
Work of Barney Glaser. Brown Walker Press, Boca Raton.
Mason, M. (2010) Sample Size and Saturation in PhD Studies using Qualitative
Interviews. Qualitative Social Research. 11(30):1-13.
Matthews, G. & Wells, A. (2004) Rumination, depression and metacognition: the SREF Model. In Papageorgiou, C. & Wells, A. (Eds.) Depressive Rumination: Nature,
Theory and Treatment (p.126-151). West Sussex. John Wiley & Sons.

365

May, K. (1994) Abstract knowing: the case for magic in method. In Critical issues in
Qualitative Research methods (Morse J., Ed), Sage, London p10-22.
Mayou, R.A., Black, J. & Bryany, B. (2000) Unconsciousness, amnesia and
psychiatric symptoms following road traffic accident injury. The British Journal of
Psychiatry. 177:540-545.
McAdams, D.P. (2004) The redemptive self: Narrative identity in America today. In
Beike, D.R., Lampien, J.M. & Brehend, D.A. (Eds.) The self and memory (p.95-115)
New York: Psychology Press.
McCormick, K.M. (2002) A concept analysis of uncertainty in illness. Journal of
Nursing Scholarship. 34(2):127-131.
McGhee, G. (2005) in McGhee, G., Marland, G.R. & Atkinson, J. (2007) Grounded
theory research: literature reviewing and reflexivity. Journal of Advanced Nursing.
60(3):334-342.
McGhee, G., Marland, G.R. & Atkinson, J. (2007) Grounded theory research:
literature reviewing and reflexivity. Journal of Advanced Nursing. 60(3):334-342.
McKay, G.C.M. & Kopelman, M.D. (2009) Psychogenic amnesia: when memory
complaints are medically explained. Advances in psychiatric treatment. 15:152-158.
McKinney, A.A. & Deeny, P. (2002) Leaving the intensive care unit: a
phenomenological study of the patients’ experience. Intensive and Critical care
Nursing.18(6):320-33.
McKinley, S., Nagy, S., Stein-Parbury, J., Bramwell, M. & Hudson, J. (2002)
Vulnerability and security in seriously ill patients in intensive care. Intensive and
Critical Care Nursing. 18:27-36.
McPherson, C.J., Higginson, I.J. & Hearn, J. (2001) Effective methods of giving
information in cancer: a systematic literature review of randomised controlled trials.
Journal of Public Health Medicine 23:227-234.
McSherry, W. & Cash, K. (2004) The language of spirituality: an emerging taxonomy.
International Journal of Nursing Studies. 41:151-161.
McSherry, W. & Ross, L. (2010) Spiritual Assessment in Healthcare Practice. M&K
Publishing.
Meier, C., Bodenmann, G., Mögeli, H. & Jenewein, J. (2011) Dyadic coping, quality
of life and psychological distress among chronic obstructive pulmonary disease
patients and their partners. International Journal of COPD. 6:583-596.

366

Meissner, G.L., Riener, A., Santiago, S.M., Stein, M., Goldman, M.D. & Williams,
A.J. (1998) Failure of physician documentation of sleep complaints in hospitalised
patients. Western Journal of Medicine. 169:146-149.
Mellman, T.A., Knorr, B.R., Pigeon, W.R., Leiter, J.C. & Akay, M. (2004) Heart rate
variability during sleep and the early development of posttraumatic stress disorder.
Biological Psychiatry. 55(9):953-956.
Meriläinen, M., Kyngäs, H. & Ala-Kokko, T. (2010) 24-Hour intensive care: An
observational study of an environment and events. Intensive and Critical Care
Nursing. doi:10.1016/j.iccn.2010.06.003
Miles, M.B., Huberman, A.M. & Saldana, J. (2014) Qualitative data Analysis: A
Methods Sourcebook (3rd Ed.).Arizona University. SAGE Publications.
Miller, J. L. (2000) Post-Traumatic Stress Disorder in Primary Care Practice.
Continuing Education. 12(11):475–482.
Misak, C. (2011) ICU-acquired weakness: obstacles and interventions for
rehabilitation. American Journal of Respiratory and Critical Care Medicine. 183:845846.
Mishel, M.H. (1988) Uncertainty in illness. Journal of Nursing Scholarship. 22(4):256262.
Mittermair, R.P. & Muller, L.C. (2002) Quality of life after cardiac surgery in the
elderly. Journal of Cardiovascular Surgery. 43(1):43-47.
Monger, E. (1995) Strategies for nursing conscious mechanically ventilated patients
in Southampton and Amsterdam. Intensive and Critical Care Nursing. 11(3):217-224.
Monrad, M. (2010) Elderly peoples’ experience of receiving help. Dansk sociologi.
21(4):8-24.
Monsen, M.G. & Edell-Gustafsson, U.M. (2005) Noise and sleep disturbance factors
before and after implementation of a behavioural modification programme. Intensive
and Critical Care Nursing. 21:208-219.
Moos, R.H. & Holahan, J.C. in Martz E., Livnch, H. & Wright, B.A. (2007) Coping with
Chronic Illness and Disability. Springer (p.107-126).
Morse, J. (1995) The significance of saturation. Qualitative Health Research. 5:147149.
Moser, D.K., Lisook, L.C., McKinley, S., Reigel, B., Kyungeh, A., Cheerington, C.C.
et al. (2003) Critical care nursing practice regarding patient anxiety assessment and
management. Intensive and Critical care Nursing. 19:276-288.

367

Munhall, P. (2012) Nursing Research: A Qualitative Perspective (5th Ed.). Florida.
Jones & Bartlett Learning.
Murray, S.A., Kendall, M., Cardiff, E., Worth, A., Harris, F.M. Lloyd, A., Cavers, D.,
Grant, L. & Shiekh, A. (2009) Use of serial qualitative interviews to understand
patients’ evolving experiences and needs. British Medical Journal. 339(7727):958960.
Myhren, H., Toien K., Ekeberg, O., Karlsson, S., Sandvik, L. & Stokland, O. (2009)
Patients’ memory and psychological distress after ICU stay compared with
expectations of the relatives. Intensive Care Medicine. 35:2078-2086.
Myhren, H., Ekeberg, Ø., Tølen, K., Karlsson, S. & Stokland, O. (2010).
Posttraumatic stress, anxiety and depression symptoms in patients during the first
year post intensive care unit discharge. Critical Care.
http://ccforum.com/content/14/1/R14 (Accessed 26/10/10).
National Institute for Health & Clinical Excellence (2005) Clinical Guideline 26: Posttraumatic stress disorder: The management of PTSD in adults and children in
primary and secondary care. London.
National Institute for Health & Clinical Excellence (2009) Clinical Guideline 83:
Rehabilitation after critical illness. London.
Needham, D., Korupolu, R., Zanni, J., Pradham, P., Colantuoni, E., Palmer, J.,
Brower, R. & Fan, E. (2011) Early physical medicine and rehabilitation for patients
with acute respiratory failure; a quality improvement project. Archives of Physical
medicine and Rehabilitation. 91:536-542.
Nevid, J. S. (2009). Psychology: Concepts and applications (3rd ed.). Boston:
Houghton Mifflin Company.
Nolen-Hoeksema, S. (1987) “Sex differences in unipolar depression: Evidence and
theory”. Psychological Bulletin. 101(2):259-282.
Nolen-Hoeksema, S., Wisco B.E. & Lyubomirsky, S. (2008) “rethinking rumination”.
Perspectives on Psychological Science. 3(5):400-424.
Denzin, N. K. & Lincoln, Y. (2011) The SAGE Handbook of Qualitative Research.
SAGE Publications Ltd.
Nortvedt, L. (1987) Dialogue in Nursing. Sykepleien. 74:6-11.
Nursing and Midwifery Council (NMC) (2015) The Code: Professional standards of
practice and behaviour for nurses and midwives. London. NMC.
Nydahl, P., Knuck, D. & Egerod, I. (2010) The extent and application of patient
diaries in German intensive care units. Connect: The World of Critical Care Nursing.

368

http://www.thefreelibrary.com/-/print/PrintArticle.aspx?id=228121573 (Accessed
28/06/2010).
Nydahl, P., Bäckman, C.G., Bereuther, J. & Thelen, M. (2013) How much time do
nurses need to write an ICU diary? Nursing in Critical Care. 19(5):222-227.
Nydahl, P., Kneuck, D. & Egerod, I. (2014) Extent and application of ICU diaries in
Germany in 2014. Nursing in Critical Care. 20(3):155-162.
Nyhus, E. & Curran, T. (2012) Midazolam Induced Amnesia Reduces Memory for
Details and Affects the ERP Correlates of Recollection and Familiarity. Journal of
Cognitive Neuroscience. 24(2):416-427.
Oeyen, S., Vandjick, D., Benoit, D., Annemans, L. & Decruyenaire, J. (2012) Quality
of life after intensive care: a systematic review of the literature. Critical Care
Medicine. 38:2386-2400.
O'Connell, E. (2008) Therapeutic relationships in critical care nursing: a reflection on
practice. Nursing in Critical Care. 13(3):138-143.
O’Connor, R. (2009) Letter to editor. Multidisciplinary Rehabilitation in Intensive Care
is Effective. British Medical Journal.
http://www.bmj.com/cgi/eletters339/oct16_1/b3723. Accessed 03/08/2010.
O’Gorman, K. D. & MacIntosh (2015) Research Methods for Business and
Management. 2nd Ed. Goodfellow Publishers Ltd. Oxford.
Olsen, K.D., Dysvik, E. & Hansen, B.S. (2009) The meaning of family members’
presence during intensive care stay: A qualitative study. Intensive & Critical Care
Nursing. 25:190-198.
Ostermann, M.E., Keenan, S.P., Seiferling, R.A. & Sibbald, W.J. (2000) Sedation in
the intensive care unit: a systematic review. The Journal of American Medical
Association. 283(11):1451-1459.
Oxford Dictionary (2010)
http://oxforddictionaries.com/view/entry/m_en_gb0223660#m_en_gb0223660.
(Accessed 10/07/10).
Paasche, O., Michael, K. & Wolf, M.S. (2007) The Causal Pathways Linking Health
Literacy to Health and Outcomes. American Journal of Health Behaviour. 31(S1):1926.
Page, V.J., Navarange, S., Gama, S. & McAuley, D.F. (2009) Routine delirium
monitoring in a UK critical care unit. Critical Care. 13:R16 (doi:10.1186/cc7714).
http://ccforum.com/content/13/1/R16 (Accessed 02/11/10).

369

Pandit, L. & Agrawal, A. (2006) Neuromuscular disorders in critical illness. Clinical
Neurology and Neurosurgery. 108:621-627.
Papathanassoglou, E.D. & Patiraki, E.I. (2003) Transformations of self: a
phenomenological investigation into the lived experience of survivors of critical
illness. Nursing in Critical Care. 8(1):13-21.
Parahoo, K. (2014) Nursing Research Principles, Process and Issues. (3rd Ed.)
Basingstoke. Palgrave Macmillan.
Parker, A. & Needham, D.M. (2013) The Importance of Early Rehabilitation and
Mobility in the ICU. Society of Critical Care Medicine.
http://www.sccm.org/Communications/CriticalConnections/Archives/Pages/Importance-Early-Rehabilitation-Mobility-ICU.aspx
(Accessed 03/05/2016)
Partington, D. (Ed.) (2002) Essential skills for management research. London. Sage.
Pasupathi, M. (2001) The social construction of the personal past and its implications
for adult development. Psychological Bulletin. 127:651-672.
Patient diaries: family constructed journal (2015)
http://www.wellingtonicu.com/AboutUs/Services/Diaries/ (Accessed 11/06/15).
Pattison, N. & Dolan, S. (2009) Exploring patients' experience of a nurse-led followup service after critical care. Nursing Times. 105(19):16-19.
Pattison, N. (2010) Guest Editorial. An intense experience. Nursing in Critical Care.
15(3):105-106.
Pattison, N. & O’Gara, G. (2015) The use of patient/family diaries in the Critical Care
Unit. Oral presentation BACCN Conference 2015. Park Plaza Hotel, London.
Pasupathi, M. (2001) The social construction of the personal past and its implications
for adult development. Psychological Bulletin. 127:651-672.
Payne, J.D., Schatcter, D.L., Propper, R.E., Huang, L., Wamsley, E.J., Tucker, M.A.,
Walker, M.P. & Stickgold, (2009) The role of sleep in false memory formation.
Neurobiology of Learning and Memory. 92:327-334
Peirer, A., Revah-Levy, A., Bruel, C., Cousin, N., Angeli, S., Brochon, S., Philippart,
F., Max, A., Gregoire, C., Misset, B. & Garrouste-Orgeas, M. (2013)
Phenomenological analysis of healthcare worker perceptions of intensive care
diaries. Critical Care. 17:R13 http://ccforum.com/content/17/1/R13 (Accessed
20/04/15).
Penney, D., Woodhouse, G. & Robson, W. (2004) Introducing patient diaries into
intensive care. The Improvement Network East Midlands.

370

http://www.tin.nhs.uk/events-calender/success-2004/award-winners/hidden/patient-di
(Accessed 19/03/2009)
Pennebaker, J.W. (1989) Confession, inhibition and disease. In Berkowitz, L. (Ed.)
Advances in Experimental Social Psychology. 22:211-244.
Pennebaker, J.W. & Seagal, J.D. (1999) Forming a Story: The Health Benefits of
Narrative. Journal of Clinical Psychology. 55(10):1243-1254.
Penrod, J. (2001) Refinement of the concept of uncertainty. Journal of Advanced
Nursing. 34(2):238-245.
Percy, A. (2014) Studying a PhD http://www.theguardian.com/higher-educationnetwork/blog/2014/mar/25/studying-phd-dont-suffer-in-silence-seek-support
(Accessed 26/03/2014)
Peris, A, Bonizzoli, M., Iozzelli, D. Migliaccio, M.L., Zagli, G. Bacchereti, A., Debolini,
M. Vannini, E., Solaro, M. Balzi ,I. Bendoni, E., Bacchi, I., Trevisan, M., Giovannini,
V., Belloni, L. (2011) Early intra-intensive care unit psychological intervention
promotes recovery from post-traumatic stress disorders, anxiety and depression
symptoms in critically ill patients. Critical Care 15(1):R41. doi: 10.1186/cc10003.
Epub 2011 Jan 27.

Perrins, J., King, N. & Collings, J. (1998) Assessment of long-term psychological
wellbeing following intensive care. Intensive and Critical Care Nursing. 14:108-116.
Peskett, M. & Gibb, P. (2009) Developing and setting up a patient and relatives
intensive care support group. Nursing in Critical Care. 14(1):4-10.
Phelps, A.J., Forbes, D. & Creamer, M. (2008) Understanding posttraumatic
nightmares: An empirical and conceptual view. Clinical Psychology Review. 28:338355.
Phillips, C. (2011) Use of patient diaries in critical care. Nursing Standard. 26(11):3543
Picker Institute (2008) Practical approaches for building a patient-centered culture:
patient-centered care improvement guide. www.pickerinsitute.org (Accessed
31/03/2015).
Pillai, L., Aigalikar, S., Vishwasrao, S.M. & Husainy, S.M. (2010) Can we predict
intensive care relatives at risk of posttraumatic stress disorder? Indian Journal of
Critical Care Medicine. 14(2):83-87.
Pillemer, D.B. & White, S.H. (1989) Childhood events recalled by children and
adults. In: Reese H.W. (Ed.) Advances in child development and behaviour. 21:297340 New York: Academic Press.

371

Polit, D.F. & Beck, C.T. (2008) Essentials of Nursing Research. Methods, Appraisal,
and Utilization. 8th Ed. Lippincott, Williams & Wilkins, Philadelphia.
Polit, D.F. & Beck, C.T. (2012) Nursing research: generating and assessing evidence
for nursing practice (9th Ed.). Wolters Kluwer Health/ Lippincott Williams & Wilkins.
Philadelphia
Procter, S. (1995) The contribution of inductive and deductive theory to the
development of practitioner knowledge. In Practitioner Research in Healthcare: The
Inside Story (Reed, J. & Procter, S.,Eds), Chapman & Hall, London. P. 62-79.
Puchalski, C.M. (2001) The role of spirituality in health care. BUCM Proceedings.
14:352-357.
Ramsay, P., Huby, G., Rattray, J., Salisbury, L., Walsh, T. & Kean, S. (2012) A
longitudinal qualitative exploration of healthcare and informal support needs among
survivors of critical illness: the RELINQUISH protocol. British Medical Journal. Open
2 e001507.
Rattray, J., Johnson, M., & Wildsmith, J.A.W. (2004) The intensive care experience:
development of the intensive care experience (ICE) questionnaire. Journal of
Advanced Nursing. 47:64-73.
Rattray, J. (2007) In Brief: ITU patients endure higher levels of anxiety and
depression. Nursing Standard. 21(36):10.
Rattray, J.E. & Hull, A.M. (2008) Emotional outcome after intensive care: literature
review. Journal of Advanced Nursing. 64(1):2–13. doi: 10.1111/j.13652648.2008.04767.x
Rattray, J., Crocker, C., Jones, M. & Connaghan, J. (2010) Patients’ perceptions of
and emotional outcome after intensive care: results of a multicentre study. Nursing in
Critical Care. 15(2):86-93.
Rattray, J. (2013) Life after critical illness: an overview. Journal of Clinical Nursing.
23:623-633.
Reder, L.M., Oates, J.M., Thornton, E.R., Quinlan, J.J., Kaufer, A. & Sauer, J. (2006)
Drug-induced amnesia hurts recognition, but only for memories that can be unitised.
Psychological Science. 17:562-567.
Revenson, T. A. (2003): In Suls, J. & Wallston, K.A. (Eds.) Social psychological
foundations of health and illness. Malden, MA. Blackwell Publishing.
Revonsuo, A. (2000) The reinterpretation of dreams: an evolutionary hypothesis of
the function of dreaming. Behavioural and Brain Sciences. 23:877-901.
Ricoeur, P. (1984) Time and narrative. VOL 1. Chicago. Chicago University Press.

372

Ridley, S. & Plenderleith, L. (1994) Survival after intensive care. Anaesthesia.
49:933-935.
Rier, D.A. (2000) The missing voice of the critically ill: a medical sociologist’s first
person account. Sociology of Health & Illness. 22(1):68-93.
Ringdal, M., Johansson, L., Lundberg, D. & Bergbom, I. (2006) Delusional memories
from the intensive care unit-experienced by patients with physical trauma. Intensive
and Critical care Nursing. 22:346-354.
Ringdal, M., Plos, K. Lundberg, D. Johansson, L. & Bergbom, I. (2009) Outcome
after injury: memories, health-related quality of life, anxiety and symptoms of
depression after intensive care. Journal of Trauma. 66:1226-1233.
Riss, J., Cloyd, J., Gates, J. & Collins, S. (2008) “Benzodiazepines in epilepsy:
pharmacology and pharmacokinetics. Acta Neurologica Scandinavia. 118(2):69-86.
Roberts, B. & Chaboyer, W. (2004) Patients’ dreams and unreal experiences
following intensive care unit admission. Nursing in Critical Care. 9(4):173-179.
Roberts, B. L., Rickard, C. M., Rajbhandari, D. & Reynolds, P. (2007) Factual
memories of ICU: recall at two years post-discharge and comparison with delirium
status during ICU admission – a multicentre cohort study. Journal of Clinical Nursing.
16: 1669-1677.
Roberts, T. (2008) Understanding grounded theory. British Journal of Midwifery.
16(10):679-681.
Roberts, R.J., de Wit, M., Epstein, S.K. Didomenico, D. & Delvin, J.W. (2010)
Predictors for daily interruption of sedation therapy by nurses: A prospective,
multicenter study. Journal of Critical Care. 25(4):660.
Roberts, N.P., Kitchiner, N.J., Kenardy, J. & Bisson, J.I. (2010) Early psychological
interventions to treat acute traumatic stress symptoms (Review).The Cochrane
Collaboration. Issue 3. Art No: CD007944. DOI:10.1002/14651858. John Wiley &
Sons Ltd.
Robinson, A., (2006) Phenomenology. In: Cluett, E.R. & Bluff R. Eds. Principles &
Practice of Research in Midwifery. London. Balliere Tindall (p.149-164).
Robson, W. (2008) An evaluation of patient diaries in intensive care. World of Critical
Care Nursing. 6(2):34-37.
Rose, S.C., Bisson, J., Churchill, R., Wessely, S. (2002) Psychological debriefing for
preventing post traumatic stress disorder (PTSD). Cochrane Database of Systematic
Reviews Issue 2. Art. No.: CD000560. DOI: 10.1002/14651858.CD000560
Rotondi, A.J., Chelluri, L., Sirio, C., Mendelsohn, A. , Shulz, R., Belle, S., Im, K.,
Donahoe, M. & Pinksy, M.R. (2002) Patients’ recollections of stressful experiences
373

while receiving prolonged mechanical ventilation in an intensive care unit. Critical
Care Medicine. 30(4):746-752.
Rooney, A. (2013) improving recovery with critical care rehabilitation. Nursing Times.
109(26):23-25
Rosenbaum, R.S., Köhler, S., Schacter, D.L., Moscovitch, M., Westmacott, R.,
Black, S.E., Gao, F. & Tulving, E. (2005) The case of K.C.:Contributions of a
memory-impaired person to memory theory. Neuropsychologica. 43:989-1021.
Ross, R.J., Ball, W.A., Sullivan, K.A. et al. (1989) Sleep disturbance as the hallmark
of posttraumatic stress disorder. American Journal of Psychiatry. 146:697-707.
Ross, L. (2006) Spiritual care in nursing: an overview of the research to date. Journal
of Clinical Nursing. 15:852-862.
Roulin, M. J., Hurst, S. & Spirig, R. (2007) Diaries written for ICU patients.
Qualitative Health Research.17(7):893-901.
Royal College of Nursing (2003) Defining Nursing. London. RCN.
Russell, S. (1999) An exploratory study of patients’ perceptions, memories and
experiences of an intensive care unit. Journal of Advanced Nursing. 29(4):783-791.
Russell, S. (2000) Continuity of care after discharge from ICU. Professional Nurse.
15(8):497-500.
Salick, E. & Auerbach, C. (2006) From devastation to integration: Adjusting to and
growing from medical trauma. Qualitative Health Research. 16(8):1021-1037.
Salisbury, L., Merriweather, J. & Walsh, T. (2010a) The development and feasibility
of a ward based physiotherapy and nutritional rehabilitation package for people
experiencing critical illness. Critical Rehabilitation. 24:489-500.
Salisbury, L., Merriweather, J. & Walsh, T. (2010b) Rehabilitation after critical illness:
could a ward based generic rehabilitation assistant promote recovery? Nursing in
Critical Care. 15:57-65.
Samuelson, K.A., Larsson, S., Lundberg, D. & Fridlund, B. (2003) Intensive care
sedation of mechanically ventilated patients: a national Swedish survey. Intensive
and Critical Care Nursing. 19:350-362.
Samuelson, K., Lundberg, D. & Fridlund, B. (2006) Memory in relation to depth of
sedation in adult mechanically ventilated intensive care patients. Intensive Care
Medicine. 32:660-667.
Samuelson, K.A.M. (2011) Unpleasant and pleasant memories of intensive care in
adult mechanically ventilated patients – Findings from 250 interviews. Intensive and
Critical Care Nursing. 27:76-84.

374

Sandelowski, M. (1996) Using Qualitative methods in intervention studies. Research
in Nursing and Health. 19(4):359-364.
Schandl, A., Bottai, M., Hellgren, E., Sundin, O. & Sackey, P. (2012) Gender
differences in psychological mobidity and treatment in intensive care survivors- a
cohort study. Critical Care 16(3):R80.
Schandl, A.R. (2013) Physical and psychological problems after critical illness
prediction, detection and treatment. Karolinska Institutet, Stockholm, Sweden.
Schou I., Nordvik M., Tørseth A.M., Fet U., Thon I., Møkkelgard M. (1993) Dagbok til
intensive patienter (Diary for intensive care patients) Nye Fagoscopet. 4:7-10
Schou, L., Ekeberg, O., Rutland, C.M., Sandvik, L. & Karesen, R. (2004) Pessimism
as a predictor of emotional morbidity one year following breast cancer.
Psychooncology. 13:309-320.
Schou, L., Ekeberg, O., Sandvik, L. & Rutland, C.M (2005) Stability in optimismpessimism in relation to bad news: a study of women with breast cancer. Journal of
Personal Assessment. 84:148-154.
Scragg, P., Jones, A., & Fauvel, N. (2001) Psychological problems following ICU
treatment. Anaesthesia. 56:9-14.
Schwarzer, R. (1992) Self-Efficacy:Thought Control of Action. Taylor Francis Group.
Abingdon, Oxon.
Schweikert, W. & Hall J.B. (2007) ICU acquired weakness. Chest. 131:1541-1549.
Schweickert, W.D., Pohlman, M., Pohlman, A.S., Nigos, C., Pawlik, A.J., Esbrook,
C.L., Spears, L., Miller, M., Franczyk, M., Deprizio, D., et al. (2009) Early physical
and occupational therapy in mechanically ventilated, critically ill patients: a
randomised controlled trial. Lancet. 373:1874–1882.
Sessler, C.N. & Varney, K. (2008) Patient-Focused Sedation & Analgesia in the ICU.
Chest. 133(2):552-565.
Sharshar, T., Bastuji-Garin, S., Stevens, R., Durand, M.C., Outin, H. & de Jonghe, B.
(2009) Presence and severity of intensive care unit acquired paresis at time of
awakening are associated with increased intensive care unit and hospital mortality.
Critical Care Medicine. 37:3047-3053.
Sheen, L. & Oates, J. (2005) A phenomenological study of medically induced
unconsciousness in intensive care. Australian Critical care. 18(1):25-32.
Silverman, D. (2013) Doing Qualitative Research: A Practical handbook (4th Ed.)
London. SAGE Publications Ltd.
Simini, B. (1999) Patients perceptions of intensive care. Lancet. 354:571-572.

375

Simmons, O.E. (2011) Book Review: Essentials of Accessible Grounded Theory
(Stern & Porr, 2011). Grounded Theory Review. 3(11):1-10.
Sitvast, J.E. & Abma, T.A. (2012) The Photo-Instrument as a Health Care
Intervention. Health Care Anaysisl. 20:177-195.
Skirrow, P. (2000) The impact of current media events on hallucinatory content in the
ICU patient. British Journal of Clinical Psychology. 5:34-39.
Smallheer, B. (2011) Learned helplessness and depressive symptoms in patients
following acute myocardial infarction. Dissertation. Vanderbilt University.
Smith, J.M. & Alloy, L.B. (2009) “A roadmap to rumination: A review of the definition,
assessment and conceptualisation of this multifaceted construct” Clinical Psychology
Review. 29(2):116-128
So, H.M. & Chan, D.S.K. (2004) Perception of stressors by patients and nurses of
critical care units in Hong Kong. International Journal of Nursing Studies. 41: 77-84.
Speziale, H.S., Streubert, H.J. & Carpenter, D.R. (2011) Qualitative Research in
Nursing: Advancing the humanistic imperative (5th Ed.). Wolters Kluwer Health/
Lippincott Williams & Wilkins.
Spiegel, D., Koopman, C. & Classon, C. (1994) Acute stress disorder and
dissociation. Australian Journal of Clinical and Experimental Hypnosis. 22:11-23.
Stevens, R.D., Dowdy, D.W., Michaels, R.K., Mendez-Tellez, P.A., Pronovost, P.J. &
Needham, D.M. (2007) Neuromuscular dysfunction acquired in critical illness: a
systematic review. Intensive Care Medicine. 31:157–161.
Stayt L.C. (2007) Nurses’ experiences of caring for families and relatives in intensive
care units. Journal of Advanced Nursing. 56(6):623-639.
Stein-Parbury, J. & McKinley, S. (2000) Patients’ experiences of being in an intensive
care unit: a select literature review. American Journal of Critical Care. 9(1):20-27.
Steinhauser, K.E., Clipp, E.C., Hays J.C., Olsen, M., Arnold R., Christakis, N.A.,
Lindquist, J.H. & Tulsky, J.A. (2004) Identifying, recruiting, and retaining seriously-ill
patients and their caregivers in longitudinal research. Palliative Medicine. 20:745754.
Stern, P.N. (1994) Eroding grounded theory. In Morse, J.M. (Ed.) Critical issues in
qualitative research methods (p.215-223).
Stern, P.N. & Porr, C.J. (2011) Essentials of Accessible Grounded Theory. Left
Coast Press, Walnut Creek, California.
Stickgold, R. & Walker, M.P. (2007) Sleep-dependent memory consolidation and
reconsolidation. Sleep Medicine. 8:331-343

376

Storli, S. L., Lindseth, A. & Asplund, K. (2008) A journey in quest of meaning: a
hermeneutic-phenomenological study on living with memories from intensive care.
Nursing in Critical Care. 13(2):86-96.
Storli, S.L. (2009) Using diaries in intensive care: A method for following up patients.
The World of Critical Care Nursing. 2(4):103-108.
Storli, S.L. & Lind, R. (2009) The meaning of follow-up in intensive care: patient’s
perspective. Scandinavian Journal of Caring Sciences. 23(1):45-56.
Strahan, E.H. & Brown, R.J. (2005) A qualitative study of experiences of patients
following transfer from intensive care. Intensive and Critical Care Nursing. 21(3):160171.
Strauss, A.L. & Glaser, B.G. (1975) Chronic Illness and the Quality of Life (1st Ed.) St
Louis. Mosby.
Strauss (1987) Qualitative Analysis for Social Scientists. Cambridge University
Press. Cambridge.
Strauss, A. & Corbin, J. (1990) Basics of Qualitative Research: Grounded theory
Procedures and Techniques. London. Sage.
Strauss, A. & Corbin, J. (1998) Basics of Qualitative Research-Techniques and
Procedures for Developing Grounded Theory (2nd Ed.) London. SAGE Ltd.
Strauss, J., Muday, T., McNall, K., Wong, M. (1997) “Response Style Theory
revisited: Gender differences and stereotypes in rumination and distraction”. Sex
Roles. 36:771-792.
Street, R.L., Makoul, G., Arora, N.K. & Epstein, R.M. (2009) How does
communication heal? Pathways linking clinician-patient communication to health
outcomes. Patient Education and Counselling. 79:295-301.
Suddaby, R. (2006) From the Editors: What Grounded Theory is Not. Academy of
Management Journal. 49(4):633-642.
Suhonen, R., Nenonen, H., Laukka, A. & Välimäki, M. (2005) Patients’ informational
needs and information received do not correspond in hospital. Journal of Clinical
Nursing. 14:1167-1176.
Sutin, A.R. & Robins, R.W. (2008) When the “I” looks at the “me”: Autobiographical
Memory, Visual Perspective, and the Self. Conscious Cognition. 17(4):1386-1397.
Sukantarat, K.T., Burgess, P.W., Williamson, R.C.N. & Brett, S.J. (2005) Prolonged
cognitive dysfunction in survivors of critical illness. Anaesthesia. 60:847-853.

377

Sukantarat, K., Greer, S., Brett, S. & Williamson, R. (2007) Physical and
psychological seqelae of critical illness. British Journal of Health Psychology. 12:6574.
Svenningsen, H., Tonnesen, E.K., Videbech, P., Frydenberg, M., Christensen, D. &
Egerod, I. (2013) Intensive care delirium- effect on memories and health-related
quality of life – a follow-up study. Journal of Clinical Nursing. 23:634-644.
Tahir, T.A. (2014) Consultant Liaison Psychiatrist, University Hospital Wales, Cardiff.
Discussion following my oral presentation at Policy Forum for Wales Conference,
Raddison Blu, Cardiff. 14th October 2014.
Tan, T., Brett, S.J. & Stokes, T. (2008) Rehabilitation after critical illness: summary of
NICE guidance. British Medical Journal. 338:767-769.
Tamburri, L., DiBrienza, R., Zozula, R. & Redeker, N.S. (2004) Nocturnal care
interactions with patients in critical care units. American Journal of Critical Care. 13:
102-115.
Tartaro, J., Roberts, J., Nosarti, C., Crayford, T., Leuken, L. & David, A. (2005) Who
benefits? Distress, adjustment and benefit-finding among breast cancer survivors.
Journal of Psychosocial Oncology. 23:45-64.
Taylor, B., Kermode, S. & Roberts, K. (2007) Research in nursing and health care:
evidence for practice (3rd Ed.) Australia. Thompson.
Tembo, A.C. & Parker, V. (2009) Factors that impact on sleep in intensive care.
Intensive and Critical Care Nursing. 25:314-322
Tembo, A.C., Parker, V. & Higgins, I. (2012) Being in limbo: The experience of
critical illness in intensive care and beyond. Open Journal of Nursing. 2:270-276.
Thomas, J. & Bell, E. (2011) Lost days-diaries for military intensive care patients.
Journal of Royal Military Medical Service. 97(1):11-15.
Thornberg R. (2012) Informed Grounded Theory. Scandinavian Journal of
Educational Research. 56(3):243-259.
Titchen, A. (2001) Skilled companionship in professional practice (p.69-79). In Higgs,
J. & Titchen, A. (Eds.) Practice Knowledge and Expertise in the Health
Professionals. Oxford. Burreworth-Heinmann.
Toien, K., Myhren, H., Brendal, I.S., Skogstad, L., Sandvik, L. & Ekeberg, O. (2010)
Psychological Distress After Severe Trauma: A Prospective 1-Year Follow-Up Study
of a Trauma Intensive care unit Population. Journal of Trauma- Injury Infection &
Critical Care. 69(6):1552-1559.

378

Toombs, S.K. (1987) The meaning of illness: A phenomenological approach to the
patient-physician relationship. Journal of Medicine and Philosophy. 12(3):219-240.
Trochim, W.M.K. (2006) Research Methods Knowledge Base: Types of Data
http://www.socialresearchmethods.net/kb/datatype.php (Accessed 13/05/2014).
Trompeo, A.C., Vidi, Y., Locane, M.D. , Braghiroli, A., Mascia, L. Bosma, K. &
Ranieri, V.M. (2011) Sleep disturbances in the critically ill patients: role of delirium
and sedative agents. Minerva Anestesiology. 77:604-612.
Truong A.D., Fan, E., Brower, R.G. & Needham, D.M. (2009) Bench-to-bedside
review:Mobilising patients in the intensive care unit-from pathophysiology to clinical
trials. Critical Care. 13:216
Tulving, E. (1983) Elements of episodic memory. New York: Oxford University Press.
Tulving, E. & Lepage, M. (2000) Where in the brain is awareness of one’s past? In:
Schacter, D.L. & Scarry, E. (Eds.) Memory, brain and belief. (p.208-228). Cambridge
M.A.: Harvard University Press.
Tulving, E. (2005) Episodic memory and auonoesis: Uniquely human? In Terrace,
H.S. & Metclafe, J. (Eds) The Missing Link in Cognition. New York. Oxford University
Press.
Twigg, E., Humphries, G., Jones, C., Bramwell, R. & Griffiths, R.D. (2008) Use of a
screening questionnaire for post-traumatic stress disorder (PTSD) on a sample of
UK ICU patients. Acta Anaesthesiologica Scandinavica. 52:202-208.
Udekwu, P., Gurkin, B., Oller, D., Lapio, L. & Bourbina, J. (2001) Quality of life and
functional level in elderly patients surviving surgical intensive care. Journal of
American College of Surgery. 193(3):245-249.
UK-PTSS -14 questionnaire http://i-canuk.com/Documents/PTSS14%20Questionnaire.pdf (Accessed 06/07/09).
Ullman, A.J., Aiken, L.M., Rattray, J., Kenardy, J., Le Brocque, R., MacGillivray, S. &
Hull, A.M. (2014) Diaries for recovery from critical illness (review) The Cochrane
Collaboration. John Wiley &Sons Ltd.
Ullman, A.J., Aiken, L.M., Rattray, J., Kenardy, J., Le Brocque, R., MacGillivray, S. &
Hull, A.M. (2015) Intensive care diaries to promote recovery for patients and families
after critical illness: A Cochrane Systematic Review. International Journal of Nursing
Studies. Doi:10.1016/j.ijnurstu.2015.03.020.
Ulvik, A., KvÅle, R., Wentzel- Larsen, T. & Flaatten, H. (2008) Quality of life 2-7
years after major trauma. Acta Anaesthesiologica Scandinavica. 52(2):195-201.

379

Unroe, M., Kahn, J.M., S.S.Carson, Govert, J.A., Martinu, T., Sathy, S.J., Clay, A.S.,
Chia, J., Gray, A., Tulsky, J.A. & Cox, C.E. (2010) One-Year Trajectories of Care
and Resource Utilisation for Recipients of Prolonged Mechanical Ventilation: A
Cohort Study. Annals of Internal Medicine. 153(3):167-175.
Valli, K., Revonsuo, A., Palkas, O. & Punamaki, R.L. (2006) The effect of trauma and
dream content – a field study of Palestinian children. Dreaming. 16(2):63-87.
VandenBos, G.R. (2007) American Psychological Association dictionary of
psychology. Washington D.C. American Psychological Association.
Van der Kolk, B.A. & Fisler, R. (1995) Dissociation and the Fragmentary Nature of
Traumatic Memories: Overview and Exploratory Study. Traumatic Stress Studies.
8(4):505-525.
Vander Velden, P.G., Kleber, R.J., Christiaanse, B. et al. (2006) The independent
predictive value of peritraumatic dissociation for post disaster intrusions, avoidance
reaction, and PTSD symptom severity: a 4 year prospective study. Journal of
Trauma Stress. 19:493-506.
Van Rompaey, B., Schuurmans, M. J., Shortridge-Bagget, L. M. , Truijen, S.&
Bossaert, L. (2008) Risk factors for intensive care delirium: A systematic review.
Intensive and Critical Care Nursing. 24:98-107.
Vasilachis de Gialdino, I. (2009) Ontological and Epistemological Foundations of
Qualitative Research. Qualitative Social Research. 10(2):1-16.
Vollenweider, F. & Geyer, M.A. (2001) “A systems model of altered consciousness:
integrating natural and drug- induced psychosis.” Brain and Research Bulletin.
56(5):495-507.
Waddell, G. & Aylward, M. (2010) Models of Sickness and Disability: Applied to
common health problems. The Royal Society of medicine Press Ltd.
Wåhlin, I., Ek, A.C., Idvall, E. (2006) Patient empowerment in intensive care- An
interview study. Intensive and Critical care Nursing. 22:370-377
Waldmann, C. (1998) Intensive aftercare after intensive care. Current Anaesthesia
and Critical Care. 9: 134-139.
Watkins, E. (2004) Adaptive and maladaptive ruminating self-focus during emotional
processing. Behaviour Research and Therapy. 42:1037-1052.
Watkins, E.R. (2008) “Constructive and unconstructive repetitive thought”.
Psychological Bulletin. 134(2):163-206.
Watson, P.L., Ceriana, P. & Fanfulla, F. (2012) Delirium: is sleep important? Best
practice research clinical anaesthesiology. 26(3) doi 10.1016/bpa.2012.08.005

380

Weingarten, K. (2001) making sense of illness narratives: Braiding theory, practice
and the embodied life in: working with the stories of women's lives. Dulwich Centre
Publications. http://www.dulwichcentre.com.au/illness-narratives.html (Accessed
29/05/14).
Welsh Assembly Government (2006) Designed for Life: Quality Requirements for
Adult Critical care in Wales. Welsh Assembly Government.
Welsh Government (2013) Together for Health- A Delivery Plan for the Critically Ill: A
delivery Plan up to 2016 for NHS. Welsh Government.
Wheeler, S.C., DeMarree, K.G. & Petty, R.E. (2007) Understanding the role of the
self in prime-to-behavior effects. The active-self account. Personality and Social
Psychology Review. 11:234-261.
Whitehead, D. (2003) Beyond the metaphysical: health-promoting existential
mechanisms and their impact on the health status of clients. Journal of Clinical
Nursing. 12(5):678-688.
Williams, S.J. (2000) Chronic illness as biographical disruption or biographical
disruption as chronic illness? Reflections on a core concept. Sociology of Health
and Illness. 22(1):40-67.
Williams, T.A. & Leslie, G.D. (2008) Beyond the walls: A review of ICU clinics and
their impact on patient outcomes after leaving hospital. Australian Critical Care. 21:617.
Williams, S.L. (2009) Recovering from the psychological impact of intensive care:
how constructing a story helps. Nursing in Critical Care. 14(6)281-288.
Wilmer, H.A. (1996) The healing nightmare: war dreams of Vietnam veterans. In
Barrett, D. (Ed) Trauma and dreams. (p. 85-99). Cambridge, Mass: Harvard
University Press.
Wojnicki-Johansson, G. (2002) Communication between nurse and patient during
ventilator treatment: patient reports and RN evaluations. Intensive and Critical Care
Nursing. 17: 29-39.
World Health Organisation (WHO) Ottowa Charter for Health Promotion (1986)
Geneva, Switzerland.
http://www.who.int/healthpromotion/conferences/previous/ottawa/en/index.html. (Accessed
06/04/2016)

World Health Organisation (1992) The ICD 10 Classification of Mental and
Behavioural Disorders Clinical Descriptions and Diagnostic Guidelines. WHO
Geneva.

381

Wright, J.C., Plenderleith, L. & Ridley, S.A. (2003) Long-term survival following
intensive care: subgroup analysis and comparison with the general population.
Anaesthesia. 58(7)637-642.
Wuest, J. (1995) Feminist Grounded theory: An exploration of the Congruency and
tensions Between Two Traditions in Knowledge Discovery. Qualitative Health
Research. 5(1):125-137.
Xie, G.H. & Fang, X.M. (2009) Importance of recognizing and managing delirium in
intensive care unit. Chinese Journal of Traumatology. 12(6):370-374.
Zetterlund, P., Plos, K., Bergbom, I. & Ringdal, M. (2012) Memories from intensive
care unit persist for several years-A longitudinal prospective multi-centre study.
Intensive & Critical Care Nursing. 28:159-167.
Zigmond, A.S. & Snaith, R. P. (1983) The Hospital Anxiety And Depression Scale.
Acta Psychiatrica Scandinavica. 67:361-70.
Zamawe, F.C. (2015) The implications of Using NVivo Software in Qualitative Data
Analysis: Evidence-Based Reflections. Malawi Medical Journal. 27(1):13-15.
Zussman, R. (1992) Intensive Care: Medical Ethics and the Medical Profession.
Chicago: University of Chicago Press.

382

Appendices

383

Appendix 1

PhD timeline
PhD chart (Original predictions)
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Appendix 2: Interview guide
Version 2 26/05/11
11/WA/0245
Interview Guide
Patient diaries in critical care: an exploration of patient perceptions
Interview themes at 2 months
Explore the participants’ experience of critical care
Prompts
Why were you there?
What do you remember?
How did it make you feel?
What made you feel better or worse?
How do you feel your recovery has been?
Have your memories or views of critical care played a part in that or changed over time?
Were you aware of the diary?
Did anyone talk to you about it?
What do you think about it?
Interview themes at 6 months
Explore participants’ perceptions of their recovery over the last 6 months and establish ongoing views
of the diary.
Prompts
How would you describe your recovery over the last 6 months?
What has made it better or worse?
Did you decide to collect your diary or not? Why?
Is there anything that could have been done differently to facilitate your recovery process?
How have you found your diary?
(Further Prompts: At what stage did you read your diary for the first time? What have you done with
your diary since you collected it? How often have you read it? How did you feel when you read it?
Can you think of anything else that could have been done that could have been helpful?)
Interview themes at 12 months
Explore participants’ perceptions of their recovery over the last 12 months and establish ongoing
views of the diary.
Prompts
How would you describe your recovery since we last met?
What do you feel has affected that?
What would you say have been positive experiences?
What would you say have been negative experiences?
Did you decide to collect your diary or not? Why?
What do you think could have been done differently to improve your recovery process?

(Further Prompts: What have you done with your diary since we last met? How often have you read
it? How does it make you feel when you read the diary? How significant was the diary for you?)
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Appendix 3: Examples of thoughts and memos
Role of diary
•

Resource- I can check that in the diary

•

Validates- for some! tells me how ill I was and progress

•

Reconciles- what happened, they existed on those dates.

•

Story- covers the time they do not remember and diary goes beyond what
their relatives tell them

•

Care- covers nights when relatives weren’t there

•

Person- they call me by name. It’s like they are talking to me.

•

Normality- things were still happening while I was out of it.

•

Comfort

•

Peace of mind

Photographs
•

Some were disappointed that there was no photograph

•

It seems to form a visual record of their critical illness event

•

It is evidence they did exist during that time they feel they have lost which
aids in their quest for reconciliation of critical illness and memory loss.

Sources of information
PATIENT

Nurses

Family
Diary
OTHER HCPS
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Assumptions
•

PATIENTS KNOW WHY THEY WERE ILL

•

WHAT THIS ILLNESS WAS

•

HOW IT WILL AFFECT THEM

•

WHAT HAPPENS NOW

•

HOW THEY MAY OR MAY NOT FEEL

•

WHAT IS NORMAL IN THESE CIRCUMSTANCES

Reality
•

SOMETIMES INFORMATION IS NOT PROVIDED QUICKLY ENOUGH

•

OR IT CAN BE OMITTED

•

WHEN SHOULD IT BE GIVEN?

•

BY WHOM?

•

IN WHAT WAY?

Role of the diary here is reconciling loss of memory and critical illness in conjunction
with other pieces of the puzzle.
Does anyone actually tell them how they may feel and what might be normal for
them?
•

Would patients benefit from an information booklet outlining some of the key
things related to critical care to take to the ward and home with them?

•

Should someone or multiple HCPs with different roles sit down with the
patient on the ward and explain their illness and answer questions?

•

Let’s not assume this is done and perhaps this needs to be done on more
than one occasion by various HCPs.

Diary
•

can be incomplete- the notion of not starting the diary for 48 hours

•

If that part cannot be done as a routine then perhaps an overview of key
events and dates can be completed retrospectively as it appears to be a
struggle to form the story of their illness instead of the memory that matters:
their place in that time, existence, normality

387

•

Perhaps use newspaper cuttings and include main headlines for each day.
Part of quantification of occurrences so they can anchor themselves in the
reality, time and space of the events that they cannot recall.

Participants
•

NORMALISING

•

RESILIENCE

•

Relate to lost time via family, diary, nurses: assimilation of information for
context

•

Gaps in the diary raise concern as they can’t relate to that time. (Worry that
there is something that could not be said, were they cared for during that
time? Why is it missing? Is my family telling me the truth?)

•

Contextualisation

•

Communication & information

•

Continuation of norm

•

Time, place, person relating to this through relatives stories about it and
reading their diary written for them.

COMMUNICATION & INFORMATION
EXPLANATION

EVERYDAY LIFE EVENTS CONTINUE
Nurses

CONTEXTUALISATION OF LOST TIME

Family
Diary

STORIES FROM HCP’S
DAILY NEWS WHAT HAS HAPPENED IN THE WORLD
STORIES FROM FAMILY
NORMALISING

CONTINUATION OF NORM AS IT IS NOW?

Communication & information & EXPLANATION & clarification
After critical illness how should they feel?
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What may they experience?
Is that normal?
What is happening here in terms of diary team input?
Expectation versus delivery
What role is the diary playing?
What is the main concern that keeps arising for the participants?
June 2012

CRITICAL ILLNESS JOURNEY
AMNESIA
DEREALISATION
DEPERSONALISATION
IDENTITY

FEELINGS OF DETACHMENT FROM:
NORMALITY
REALITY
LIFE EVENTS

SOURCES OF STORY
Nurses

EVERYDAY LIFE EVENTS CONTINUE

Family

Relate to lost time via
family, diary, nurses:
assimilation of
information for
context

Diary

DAILY NEWS WHAT HAS HAPPENED IN THE WORLD

CONTEXTUALISATION OF LOST TIME
ANCHOR THEMSELVES IN PLACE, TIME & EVENTS

EXPLANATION

COMMUNICATION & INFORMATION

SEEKING TO FIND THEIR PLACE IN THE STORY: NORMALISING

Quest for Resolution
Rift in life created by critical illness
EVERYDAY LIFE EVENTS CONTINUE

Nurses

DAILY NEWS WHAT HAS HAPPENED IN THE WORLD

Family

Diary

Sources of information
Communication
Explanation

CONTEXTUALISATION OF LOST TIME
RECONCILE: find harmony between memory loss and
understanding what happened

July 2012
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Construction, capture and coherence
Belonging and Ownership
Legal aspects of patient diaries
Paternalism and Censorship versus Authenticity and Transparency
Diary writing and constructing a story
Handover and Follow-up: support mechanisms and sustainability
Role of the diary, theories and symbolism: Potentially conflicting triad: the nurse
(other healthcare professionals), the relatives and the patient.
Potential risks and Concerns
Questions:
How can diary use be utilised for the best benefit for patients?
What sort of support process should be in place?
How should this work?
Who should be involved?
What constitutes best investment of staff, time and resources in critical care
aftercare provision?
Is there equity of process for all critical care patients?
Should the diary be seen as more than an add on to role, but part of nurses
responsibilities to facilitate recovery?
Is it the most effective method or what are the alternatives?
Should there be follow-up processes that run in tandem with diary use and if so what
form do patients feel this should take?
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Appendix 4: ABHB Research Scrutiny and Research Risk Committee letters
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Appendix 5: Favourable opinion SE Wales Research Ethics Committee
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Appendix 6: Participant Information sheet
Version 4 19/09/11
11/WA/0245

Participant Information Sheet
Study Title: Patient diaries in critical care: an exploration of patient
perceptions
I would like to invite you to take part in a research study. Before you decide you need
to understand why the research is being done and what it would involve for you.
Please take time to read the following information carefully. (If you wish please discuss
participation with family, friends or carers). If anything is not clear or you require more
information please feel free to contact me.
I appreciate you taking time to decide whether or not you wish to take part in the study.
What is the purpose of the study?
I am undertaking this research study as part of an MPhil/PhD. The purpose of the
study is to explore patients’ experience of critical care including perceptions of a
diary written on their behalf by nurses during their admission to critical care. (You
may have heard critical care described in different terms such as; intensive care, ITU
or HDU, but they mean the same thing).
Why have I been invited?
The critical care unit that you were admitted to uses patient diaries and the research
study aims to explore your perceptions. I am interested in your views regardless of
whether you have decided to collect your diary or not.
Do I have to take part?
It is up to you to decide if you wish to take part in the study. I will describe the study
and go through the information sheet which you have received. I will answer any
questions you may have about the study. If you wish to take part in the study please
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read, sign the consent form and return it to me in the prepaid envelop provided. You
are free to withdraw from the study at any time, without giving a reason and without
any detriment to you.
What will happen to me if I take part?


The research study will require you to attend an initial interview and two further
interviews over a 12 month period, which will be audio-taped and then
transcribed and anonymised direct quotes will be used with your permission.
The information collected will be anonymous and your confidentiality will be
maintained at all times.



The interviews may last up to 60 minutes for the initial one and less for
subsequent interviews. I aim not to keep you longer than necessary as I
appreciate your time is valuable.



With your permission I would like to access a copy of your diary which will only
be used in conjunction with the information provided by you in the interviews,
but this is not essential. I would also like to collect anonymous information about
the reason for admission, length of time ventilated and sedated, severity of
illness and dates of admission and discharge as part of the study.

Expenses and payments
Provision will be made to reimburse you should travel expenses and parking fees be
incurred.
What will I have to do?
You would be asked to attend three agreed scheduled interviews over a period of a
year and you can choose whether you want me to meet with you in your own home or
at the University of Glamorgan campus if you prefer.
What are the possible disadvantages and risks of taking part?
I fully appreciate the contribution you would be making to the study in terms of giving
your time and sharing your experience and views, if you decide to take part.
The interview may result in you recollecting unpleasant memories or feelings. It may
be necessary for me to pause or stop the interview if you are distressed. If you wish
you can pause or stop the interview at any time as your well-being is paramount.
I have included support service contact details that you may find useful at the end of
this information.
If during the interviews you raise any issues of concern e.g. a suggestion of
malpractice or regarding your own well-being then I will discuss this with you at the
time it is raised and explain the course of action to be taken as a result with you. It will
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be my responsibility to ensure any issues of concern are referred to the appropriate
healthcare professionals and that your well-being is maintained.
What are the possible benefits of taking part?
I cannot promise that the study will help you, although some people find it helpful to
talk through their experiences. However, the information you provide will help me to
explore patient views which will inform future critical care practice.
What if there is a problem?
If you have a concern about any aspect of this study, you should ask to speak to the
researcher who will do their best to answer your questions:
Cheryl Phillips Tel: 01443 483818
(If I am not in the office please leave a voicemail and contact number, if you wish, and
I will return your call as soon as I possibly can).
If you are concerned about the researcher or the manner in which the research has
been carried out and wish to complain formally you can do this by contacting:
Karen Roberts (Research Officer) Tel: 01443 483158
Will my taking part in the study be kept confidential?
All information which is collected about you during the course of the research will be
kept strictly confidential, and any information about you which leaves the
hospital/surgery/university will have your name and address removed so that you
cannot be recognised.
Your confidentiality will be safeguarded at all times during and after the study. All data
will be anonymous and the researcher will ensure that your data is stored securely
and that data is protected appropriately when handling, processing and storing your
data, which will be stored on the researcher’s password protected University of
Glamorgan computer.
Only the researcher will have access to the data collected which will have a code
known only to the researcher. The interviews will be audio-taped and transcribed.
Audio-tapes will be destroyed at the end of the study. The transcripts will be discussed
with the researchers’ supervisor, but your anonymity will be maintained. Hard
paper/taped data will be stored in a locked cabinet, within locked office, accessed only
by researcher. Your data will be retained for 5 years at which point it will be disposed
of securely.
What will happen if I don’t carry on with the study?
If you wish to withdraw I can either destroy your interview audio-tapes and data or with
your permission I could use the data collected up until your withdrawal from the study.
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What will happen to the results of the research study?
The results of the study will be sent to you as a hard copy for your perusal and any
comments welcomed. The study will form the basis for some reports and publications
but you will not be identified; only anonymous data will be included.
Who is organising or sponsoring the research?
The researcher is an MPhil/PhD student at the University of Glamorgan and the
research is funded by a grant from Research Capacity Building Collaboration (RCBC)
Wales.
Further information and contact details:
If you have any queries about this research please do not hesitate to contact the
researcher:
Cheryl Phillips Tel: 01443 483818
(If I am not in the office please leave a voicemail and contact number, if you wish, and
I will return your call as soon as I possibly can).
Alternatively you can E mail me on: cphilli1@glam.ac.uk
Information Sheet based on: COREC/NHS National Patient Safety Agency. Information
Sheets and Consent Forms – Guidance for Researcher and Reviewers’ Version 3.0 Dec
2006.
Link to IRAS website - IRAS

Support Services
You can make an appointment with your GP to discuss any issues that are
concerning you and to gain advice.
These are some support services that may be of use in some circumstances:
CARELINE Helpline 0870 241 3337
Careline provides confidential telephone counselling for children, young people and adults.
We offer a unique service in that we can provide instant telephone counselling to any individual
on any issue.
The calls we receive include family, marital and relationship problems, rape and sexual
assault, child abuse, bullying, exam worries, eating disorders, HIV/AIDS and sexual health,
bereavement, drug and alcohol addictions, homelessness, disability, ethnic issues, stress,
depression, loneliness, anxieties and phobias.
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Careline also provides a face-to-face counselling service to adults who might otherwise find
counselling beyond their resources.
At Careline we have an extensive referral system covering the whole country and can offer to
refer callers to a specific agency or support group in their area if they should wish.

SUPPORT & SELF HELP IN SURVIVING TRAUMA
ASSIST Helpline: 01788 560800
Assist provides Assistance Support & Self help In Surviving Trauma

Email:assist@traumatic-stress.freeserve.co.uk
Assist is an organisation dedicated to offering support, understanding and friendship
to individuals and families affected by Trauma.
Information on Post Traumatic Stress Disorder and general issues related to
trauma.
www.uktrauma.org.uk
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Appendix 7: Informed consent form

Version 3 19/09/11
11/WA/0245

Informed Consent Form
Study Title: Patient diaries in critical care: an exploration of patient
Please tick
perceptions
to confirm

I agree to take part in the above Faculty of Health, Sports and Science (University of
Glamorgan) research study.

I have had the research study explained to me, and I have read the Participant
Information Sheet (version4 dated: 19/09/11).

I have had the opportunity to consider the information, ask questions and have had
these answered satisfactorily.

I understand that my participation is voluntary and that I am free to withdraw at any
time, without giving any reason and without detriment to me.

I understand that agreeing to take part means that I am willing to:



be interviewed by the researcher



allow the interview to be audio-taped and transcribed
Allow the researcher to use anonymised direct quotes
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make myself available for a total of three interviews over 12 months

Optional request:



Allow the diary project team (Critical Care Nurse) to collect anonymous
demographic data held in my medical notes on behalf of the researcher.
Allow the researcher to use data collected up until your withdrawal from the
study should you decide to opt out at any stage.
Please tick
to confirm

Data Protection

This information will be held and processed for the following purpose(s):


To inform the research study and further research identified as a
result.

I understand that any information I provide is confidential, and that no information
that could lead to the identification of any individual will be disclosed in any reports
on the project, or to any other party. No identifiable personal data will be published.
The identifiable data will not be shared with any other organisation.

I agree to Cheryl Phillips (University of Glamorgan) recording and processing this
information about me. I understand that this information will be used only for the
purpose(s) set out in this statement and my consent is conditional on the University
complying with its duties and obligations under the Data Protection Act (1998).

Name:

........................................................................................(please print)

Signature: .......................................................................……Date:
.............................

Name:

........................................................................................(please print)

Signature..................................................................................Date:..........................
Address:....................................................................................................................................
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Appendix 8: Transfer viva report
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Appendix 9: Qualitative versus Quantitative Research Methods
QUANTITATIVE
Tests hypotheses
Aims to explain, predict or control
phenomena through focused numerical
data collection
Generally deductive, objective and outcome
orientated
Studies range of people in a sampling of
people in the population
Literature review is extensive, but does not
significantly affect the study
What, how much and how many?
Research setting is controlled as much as
possible
Sample is random with the intention of
recruiting a large number of participants in
order to generalise result to the population
Captures numerical data about frequency,
severity and associations from a large
number of participants
Data analysis: raw data are numbers and
performed at the end of the study
Conclusive: tries to quantify the issue under
study
Study measurement is standardised,
numerical and data analysis is conducted at
the end of data collection
Randomised control trials (RCTs)
Descriptive
Correlational
Causal-comparative
Experimental

QUALITATIVE
Generates hypotheses
Aims to gain insight and understanding of
phenomena in an attempt to explain it
Generally inductive, subjective, holistic and
process orientated
Studies range of ideas in a sampling
approach that represents ideas or concepts
Limited literature review that does not
significantly affect the study
Why & what does it mean?
Research setting is as naturalistic as
possible
Sample is purposive with the intention of
recruiting a small number of participants to
gain an in-depth understanding
Captures rich, contextual & detailed data
from a small number of participants

Data analysis: raw data are words and
analysis is ongoing and involves synthesis
Exploratory: tries to define a problem when
we do not know what to expect
Study measurement is non-standardised
and data is narrative based and data
analysis is on-going throughout the study
Hermeneutic & phenomenological research
Naturalistic inquiry
Ethnomethodology
Ethnography
Qualitative case study
Participatory action research
Grounded Theory
Surveys
Focus groups
Audits
In-depth interviews
Questionnaires
Unstructured interviews
Clinical Trials
Observation
(Kvale & Brinkmann, 2009, Hewitt-Taylor, 2011, Polit & Beck, 2012, Silverman, 2013,
Hughes, 2014)
Limitations
QUANTITATIVE
Human experience is complex and it is
difficult to rule out or control all variables

QUALITATIVE
Validity and reliability are seen as
questionable because of the subjective
nature of the data and interpretation.
People respond differently even in the same It is argued that generalisations cannot be
circumstances and this is difficult to quantify made
The method tends to exclude ideals of
Data collection and analysis can take a long
freedom, choice and morality
time
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It cannot take account of people’s unique
ability to interpret their experience and to
find meaning upon which they act

The researcher role in qualitative studies
can influence participants
Anonymity and confidentiality need careful
consideration when relating to findings

(Silverman, 2013, Hughes, 2014)
Strengths
QUANTITATIVE
Precision: quantitative and reliable
measurement

QUALITATIVE
Researcher role can lead to an insider view
of the area under study, highlighting issues
that otherwise might have been missed by
the scientific quantitative approach
Qualitative descriptions offer insight into
complex relationships, causes, effects and
responses
The narrative descriptive style can make
the research more applicable and
accessible to clinical staff; thereby
contributing to their knowledge and
informing their clinical practice.
Qualitative research adds a human
perspective that quantitative research has
to spurn in favour of factual, numerical
results.
It is not necessarily able to be replicated
and is more often subjective in nature.

Control: sampling and design

Ability to present causal statements:
controlled experiments

Statistical analysis can be sophisticated

Replicable findings
(Silverman, 2013, Hughes, 2014)

Method of data collection
Focus Groups
Deal with small numbers 6-10 in one swoop
Capture a variety of views and opinions
Quick results
Low cost
Discussion based responses

Questionnaires & surveys
Quick data collection tools.
Require piloting to ensure interpretation of
questions works before finalising the
product for use.

Consideration
The research did think about using focus
groups, but ruled it out because she felt
gathering the participants in such a way
could lead to contamination or constraining
of individual perceptions. There would need
to be two people involved: one to facilitate
and another to moderate and take field
notes. There is the risk that one participant
could dominate discussion at the expense
of the others. Participants may be less likely
to share their true thoughts in such an open
arena. Recording and accurately
transcribing discussion can be troublesome
with multiple conversations/ overlaps going
on. It is for these reasons the researcher
ruled out focus groups
But with a requirement for a certain
response rate to meet a significant enough
number of respondents to be representative
of the group being studied. Also the tool is
self-completed and it can be subjective
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Relies on respondents to complete and
return
Can be postal or electronic.

Interviews: in-depth, structured or
unstructured
Face to face researcher-participant

because there is no option for researcherrespondent clarification or exploration
beyond the answer provided. Even using an
open ended question at the end seems to
have potential for only a limited response. It
is impersonal and the area of research is
quite an emotive topic so the researcher
also ruled this option out.
The researcher chose to select Serial
Qualitative Interviews (SQI) for the data
collection as that would allow exploration of
responses to allow calcification and
representation of participant view,
perceptions and beliefs if done well.
If done over time it also enables a
researcher- participant relationship based
on trust to develop and potentially lead to
further disclosure than might occur in a one
off interview.

Provides opportunity to gain rich
descriptions that facilitate data analysis
(Kvale & Brinkmann, 2009, Hewitt-Taylor, 2011, Polit & Beck, 2012)
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Appendix10: Current construction, types of diary and roles
Since this study began there has been an evolution in types and structure of critical
care diary. Arguably this adds to the complexity of determining what form of diary is
most appropriate and useful to patients:
TYPE & CONSTRUCT
Prospective diaries written as events
unfurl
Retrospective summary of events at
outset of diary to enable diary to outline
whole picture of critical illness journey
Possible lay discharge summary to aid
in understanding events
Photo-diary using both written entries
and photographs
Nurse composed diaries
HCPs & family diaries
Family constructed diaries
Visual diarising by patient during
recovery

SOURCES
Bäckman & Walther, 2001, Combe,
2005
Jones, 2009a, Gjengedal et al., 2010

Bench et al., 2012
Bäckman & Walther, 2001, Jones,
2009a, Jones et al., 2010, Jones et al.,
2012
Gjengedal et al., 2010
Jones et al., 2012, Garrouste-Orgeas et
al., 2012
Wellington ICU, New Zealand
Ewens et al., 2014a

Current descriptions of the role of patient diaries in critical care
Memory gap: (Jones, 2009a, Gjengedal et al., 2010, Egerod et al., 2011a)
Giving back time: (Bäckman, 2011)
Help relatives as well as patient: (Jones et al., 2012, Garrouste-Orgeas et al., 2012)
Help patient construct autobiographical story of critical illness during recovery
(Ewens et al., 2014a).
Nurses and act of caring through diary writing (Gjengedal et al., 2010)
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Appendix 11: CURRICULUM VITAE
Name:
Cheryl Phillips
Present appointment:
Senior Lecturer Adult Nursing/Critical Care, Faculty of Life Science & Education,
University of South Wales.
Address:
University of South Wales (Formerly University of Glamorgan),
Faculty of Life Science & Education (FLSE)
Room AB017,
Lower Glyn Taf Campus,
Pontypridd.
Rhondda Cynon Taff.
CF37 1DL
Telephone number:
Email address:
01443 483818

cherylphillips@southwales.ac.uk

Qualifications:
2005 PGCE University of Glamorgan
2003 MSc Nursing UWCM
1995 Research module & 1994 ENB 100 & 998 (Diploma in critical care)
1992 Research ENB 870
Professional registration:
NMC Pin: 86Y3011E registered since January 1990.
Previous and other appointments:
Senior Lecturer post since 2005 to present
RCBC Wales Fellowship & Community of Scholars
I was awarded an RCBC Wales Fellowship which is an externally funded research grant,
enabling me to have allocated time to complete my PhD studies part time over 5 years. My
PhD is titled Patient diaries in critical care: an exploration of patient perceptions. These are
diaries written by nurses on behalf of patients while they are ventilated and sedated in critical
care (commenced September 2010). I attend Bimonthly Community of Scholars meetings
with other RCBC Wales Fellows and share PhD research experiences which provides a
network of people in similar situations doing PhDs and this is a useful resource.
Sessions covered:



27th June 2013 RCBC COS Academi Wales leadership Summer School
6th March 2013 RCBC COS Strategy & influence: the working of the public sector.
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23rd April 2013RCBC COS Methodology: cutting edge ideas & developments
21st November 2012 RCBC COS PROFESSIONAL DEVELOPMENT FOR FUTURE
CLINICAL LEADERS:The Quad of Aims, the MTQ-48 and Building a 'new'
Community of Scholars.
 24th & 25th September 2012 RCBC Away days Co-production
 12th July 2012 UHW Cardiff University, Dragons Den with Welsh Government &
Health Board representatives as Dragons.
 9th -10th May 2012 Bangor University, Q+A session on career development postRCBC
 8th March 2012, Swansea University, Research Presentations update on our
research.
 12th January 2012, University of Glamorgan, Story Telling, Storyworks.
 2nd November 2011, Future’s Inn, Welsh Government & Political Awareness training
and visit to Assembly.
 15th -16th September 2011 Parc Hotel, Cardiff, RCBC Away Days, Adding Value to
your Studies
 7th July 2012, UWIC, Methodological Issues with Survey Data and Writing Skills
 5th May 2011, Glyndwr University, VIVAS.
 3rd March 2011, Swansea University, Experimental analysis and statistical methods
 6th January 2011, Cardiff University, Peer Support
 4th November 2010, University of Glamorgan, Atrium, Media Training.
 23rd -24th September 2010, Away Days and Showcase Conference, Swansea Towers
Hotel, Media Training, Research and Clinical Practice.
Research training:


Masterclass: Grounded Theory, Bournemouth University 18th & 19th June 2012
(Professor Immy Holloway & Dr Liz Norton).
 Good Clinical Practice Training 28/03/11 Cardiff University
 NVIVO training 02/03/11 University of Glamorgan
 Qualitative Interviewer Training workshop 23/11/10 University of Glamorgan
Relevant publications:







Higginson R., Jones B. & Phillips C. (2009) CELT project: The use of clinical
simulation and human patient mannequins in pre-registration nurse education.
Lipp A., Phillips C., Harris P. & Dowie I. Systematic Review No: 078 Cyanoacrylate
based microbial sealants for skin preparation prior to surgery. Published in the
Cochrane Library, (Issue 10, 2010, publication date 6 October 2010).
Lipp A., Phillips C., Harris P. & Dowie I. (2011) Cyanoacrylate as a microbial sealant:
examining the evidence. Journal of Perioperative Practice 21(3) 88-92
Dowie I. & Phillips C. (2011) Supporting the lecturer to deliver simulation of clinical
practice. Nursing Standard. 25(49) 35-40
Phillips C. (2011) Patient diaries in critical care: an exploration of the literature.
Nursing Standard. 26(11)35-43.
Wood C, Phillips C. Cyanoacrylate microbial sealants for skin preparation prior to
surgery. Cochrane Database of Systematic Reviews 2016, Issue 5. Art. No.:
CD008062. DOI: 10.1002/14651858.CD008062.pub4.

Conferences:
 Policy Forum for Wales (2014) Next steps for unscheduled care in Wales: reform of
ambulance, emergency and critical care services. Panel member and oral
presentation on my research Tuesday 14th October. Raddison Blu, Cardiff.
 ABUHB Research Conference (2014) Oral presentation. Newport..
 BACCN Conference (2013) Oral presentation. Southport.
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Chief Nursing Officer for Wales (2011) Showcase Conference. SWALEC Stadium,
Cardiff: Establishing patient views of diaries: altering the boundaries of critical care.
Cheryl Phillips, Amanda Hale, Tracey Rich & Louise Parfitt.. Awarded second prize
for poster presentation.
External roles
British Association of Critical Care Nurses (BACCN) National Board member since
September 2014.
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