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ABSTRACT

Purpose: Tracheostomy is a common surgical procedure in ICU. Whilst often life-saving, it can have important
impacts on patients. Much of the literature on tracheostomy focuses on timing and technique of insertion, risk
factors and complications. More knowledge of patient experience of tracheostomy in ICU is needed to support
person-centred care.
Materials and methods: Qualitative systematic review and metasynthesis of the literature on adult experience of
tracheostomy in ICU. Comprehensive search of four bibliographic databases and grey literature. Title and abstract
screening and full text eligibility was completed independently by two reviewers. Metasynthesis was achieved
using thematic synthesis, supported by a conceptual framework of humanised care.
Results: 2971 search returns were screened on title and abstract and 127 full texts assessed for eligibility. Thirteen
articles were included for analysis. Five descriptive and three analytical themes were revealed. The over-arching
theme was ‘To be seen and heard as a whole person’. Patients wanted to be treated as a human, and having a
voice made this easier.
Conclusions: Voice restoration should be given high priority in the management of adults with a tracheostomy in
ICU. Staff training should focus on both technical skills and compassionate care to improve person-centred
outcomes.

© 2022 The Authors. Published by Elsevier Inc. This is an open access article under the CC BY license (http://

creativecommons.org/licenses/by/4.0/).

1. Introduction

is often a life-saving procedure, negative impacts on patients occur
and include fear and anxiety; temporary or persistent inability to talk;

Tracheostomy is a common procedure in intensive care units (ICU)
and head and neck cancer, with an estimated 12,000 to 15,000 inser-
tions per year in the UK prior to the COVID-19 pandemic [1,2]. The pan-
demic has seen figures much higher than this due to the dramatic
increase in patients requiring mechanical ventilation and higher rates
of tracheostomy in patients with COVID-19 [3,4]. Whilst tracheostomy
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difficulty swallowing; pain due to the tube or stitches; increased work
of breathing; and trauma to the trachea which can lead to tracheal
stenosis [5-11]. Management decisions and clinical practices such as
choice of type and size of tracheostomy tube (TT), cuff deflation, tra-
cheal suction technique, facilitation of communication and assessment
of pain, may influence the experience of these [7-10,12]. COVID-19
has presented additional challenges including higher incidence of
upper airway swelling, infection exposure risk to staff, and the impact
of restricted family visiting and staff use of personal protective equip-
ment on patients [3,13].
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Various initiatives have sought to improve the care of people with
a tracheostomy over the past ten years [1,14,15]. It is now widely
accepted that high quality healthcare must be patient-centred and
that this requires understanding of patient experience and perspectives
[16-19]. However, much of the evidence guiding tracheostomy manage-
ment focuses on incidence, timing and technique of insertion, risk
factors and associated complications. A number of quantitative,
measurement-focused studies have addressed quality of life (QOL)
and mental health outcomes in patients with a tracheostomy [20-22].
While these studies capture prevalence and patterns of symptoms,
they are not designed to present accounts of patient experience,
which can help to shape future care.

Qualitative methods have been used to provide insights into ICU pa-
tient experience of delirium [23] and mechanical ventilation [24-26].
Nakarada et al.'s [27] mixed-methods systematic review described chal-
lenges facing patients with a tracheostomy and their caregivers such as
poor basic care, speech and communication difficulties, altered body
image and reduced social interaction in the community. However,
their review was not ICU specific. Tolotti et al.'s (2022) [28] qualitative
scoping review addressed nurse-patient communication experiences
in patients with a tracheostomy and/or on mechanical ventilation, and
Whitmore et al.'s (2020) [29] mixed-methods scoping review of post-
insertion ICU tracheostomy management concluded that more research
was needed into patient experience of events relating to or impacted by
tracheostomy. Further robust evidence and conceptual understanding
of the global experience and priorities of ICU patients with a tracheos-
tomy could help improve clinical care and patient-centred outcomes
for this group of people.

The aim of this qualitative systematic review and metasynthesis was
to describe what matters most to patients with a tracheostomy in ICU,
and to consider the implications for clinical practice.

2. Materials and methods

Our qualitative approach to enquiry allowed exploration of behav-
iours and perspectives that would be unachievable through quantitative
research. Our inductive methods encouraged the emergence of descrip-
tive themes from the data rather than reviewers' prior knowledge and
beliefs [30]. We included a metasynthesis to go beyond an aggregative
synthesis of primary studies and develop new concepts and insights
[31-33]. Thematic synthesis as described by Thomas and Harden
(2008) [33] allowed us to synthesise multiple datasets whilst retaining
individual participant voices. The study protocol was registered prior to
data collection with PROSPERO (reg. CRD42020227554).

2.1. Search strategy

Our systematic searches were aided by an expert librarian and in-
cluded four major bibliographic health databases (Medline, Embase
CINAHL and Web of Science). A ‘tracheostomy’ search construct was de-
veloped using alternative spellings, key words and medical subject
headings. This was combined with a ‘patient perspective’ construct,
consisting of phrases such as ‘patient report’, ‘patient opinion’ and
‘lived experience’. The search was first conducted and refined in OvidSP
Medline (see supplementary material A for full search strategy), then
translated in other databases. We also completed grey literature, cita-
tion and journal searches and asked expert ICU clinicians for references
of articles on patient experience of tracheostomy in ICU. Searches took
place between 23 December 2020 and 18 January 2021. Further re-
runs of bibliographic database searches were completed on 29 June
2021 and 6 May 2022.

2.2. Study selection and data extraction

Included articles were written in English and reported qualitative
data from the perspective of adults in ICU with a tracheostomy or
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their non-professional carers (see supplementary material B for inclu-
sion criteria). No date limits were applied. All articles were uploaded
to EPPI-Reviewer software for systematic reviews [34], and each was in-
dependently screened on title and abstract by the first author (HN) plus
one other reviewer (GC, SW, or CS). Disagreements were resolved by
referring to a third reviewer (NP). The same process was followed in
full-text screening. We piloted a data extraction tool to capture study
characteristics (see supplementary material B). No modifications were
necessary. All text from ‘Results’/Findings' onward was treated as data
for analysis.

2.3. Data synthesis strategy

We followed Thomas and Harden's (2008) [33] thematic synthesis
as follows:

1. Line-by-line inductive coding of text; development of new codes and
translation between texts as each set of findings from studies were
coded

2. Descriptive themes were developed by identifying similarities and
differences between the initial codes, then grouped into hierarchical
structures

3. The synthesis of selected findings was reviewed and newly devel-
oped descriptive themes applied to the review question to develop
the analytical themes and metasynthesis from across the dataset,
moving the synthesis beyond a collection of reported themes and
drawing out collective inferences

During the third stage, a conceptual framework relevant to the pre-
liminary review findings was identified [35] and used as a lens through
which to view and shape emerging analytical themes, translate findings
into clinical implications and provide a deeper level of analysis.

2.4. Reflexivity and rigor

We followed the ENTREQ checklist [36] to ensure transparency of
reporting (see supplementary material C). Search results and study se-
lection have been presented using the PRISMA flowchart. To enhance
dependability and credibility, two reviewers undertook these stages in-
dependently, coming together to review codes and themes and discuss
potential new analytical themes, repeating this in an iterative cycle [37].

Our research team included researchers with extensive experience
in qualitative methods. Feedback on descriptive and analytical themes
from the wider study team and patient and public involvement (PPI)
group was incorporated into the findings. The PPI group was convened
to support the first author's PhD project. PPl members had all experi-
enced tracheostomy on ICU and had either responded to a request for
support via ICUSteps (patient support charity) [98], been a patient of
the first author or were recruited via word of mouth. Together, the mea-
sures described above enhanced Lincoln and Guba's (1985) [38] concept
of trustworthiness, credibility, confirmability, and transferability. The
lead author/researcher was motivated by clinical experience as a Speech
and Language Therapist in ICU.

3. Results
3.1. Study selection

The search returned 2971 records. Following de-duplication, 2395
articles were screened on title and abstract. Full text screening was con-
ducted on 127 articles. Thirteen articles were included in the review and
metasynthesis (see Fig. 1.). The main reasons for exclusions were insuf-
ficient focus on tracheostomy (for example, mentioned only as an out-
come) or no qualitative data. One article was excluded due to
difficulty distinguishing between data relating to intubated or
tracheostomised patients [39].
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Fig. 1. PRISMA flow diagram of search results and article selection process.

3.2. Study characteristics

This metasynthesis covers data published between 2003 and
2019 from 203 participants across 7 countries (see supplementary
material D). Sample sizes ranged from to 3 to 81. Sample breakdown
by age, sex and ethnicity was not provided by all authors. Data was
collected via interview in 12 of the 13 studies. Research questions re-
lated to the lived experience of tracheostomy (n = 8) or mechanical
ventilation (n = 4) and eating and drinking (n = 1) in patients with
a tracheostomy.

3.3. Risk of bias assessment

Quality assessment of selected articles was completed using the Crit-
ical Appraisal Skills Programme (CASP) checklist for qualitative research
[40] (see supplementary material E). Following the example of Lachal
et al. (2017) [41], a relevance weighting of one to three points was
added depending on how closely studies met the criterion of reporting
on patient experience of tracheostomy in ICU (all studies included
some data on this). No articles were excluded, however, a sensitivity
analysis reviewed the impact of including studies with lower CASP or
relevance scores (see supplementary material F). Weighted scores
ranged from 13 to 18 (out of 20). One study had only three participants
and was completed by a single author, limiting credibility of findings
[42]. The balance of participant quotes to author interpretation and pro-
vision of contextual information varied across studies, impacting credi-
bility and transferability of findings. There were nuanced differences
between studies based in long-term settings versus acute settings in
terms of patients’ experience of anger due to communication difficulties
and issues of autonomy and self-identity.

3.4. Descriptive themes

The five major Descriptive Themes (DTs), developed from partici-
pant quotes and study author interpretations from the 13 selected stud-
ies, are presented with illustrative quotes in Table 1 below. Fig. 2 shows
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the analytical process post initial coding, including thematic maps of
high-level descriptive and analytical themes.

3.5. Analytical themes (ATs)

The analytical themes and inferred answers to the research question
were derived through methods described above [33]. Similar to “best
fit” framework synthesis [55], we combined inductive and deductive
methods in our review. In contrast to this method, we selected and
chose to incorporate a conceptual model after developing and in re-
sponse to the DTs from stage 2 of our thematic synthesis. We had
noted human aspects of experience and care in the descriptive themes
and sub-themes and used Todres et al.'s (2009) [35] Humanisation
Value Framework for healthcare to help shape a cohesive conceptual
model of the experience of having a tracheostomy in ICU. Todres
et al.'s (2009) eight dimensions of humanisation are shown in Table 2
(see supplementary material G for a table showing DTs against eight di-
mensions of the Humanisation Value Framework). This step helped re-
veal the interplay between DTs and move from surface level findings to
higher level themes and conceptual understanding of patient experi-
ence of tracheostomy in ICU. It also aided interpretation of implications
for practice. Analytical themes were cross-checked with original texts
and descriptive themes to ensure they captured and explained the
core concepts identified. Implications for clinical practice were also
identified.

The three analytical themes identified were: ‘Being seen as a whole,
unique, autonomous person’; ‘Making sense of it, coping, and connec-
tions’; and ‘Patients’ voices as a key currency in humanising care’ (see
Fig. 2.). These are described further below and presented in Table 3
with corresponding implications for practice. The overarching analytical
theme was defined as ‘To be seen and heard as a whole person’. Patients
wanted to be treated as a human, and having a voice made this easier.

3.5.1. AT 1: Being seen as a whole, unique, autonomous person

The evidence suggests that it is greatly important to patients to be
seen for who they are as a person, not just for their medical needs. In
the studies reviewed, not being able to speak threatened this through
changing interactions between patients and staff. It made patients feel
invisible [53], not valued as a human being [45-47,51,53], or treated as
“just a ‘body’ on which people act” [53].

‘they talked as if Iweren't there at all. As if | were deaf, or not quite right
in the head.. that sort of thing, a bad situation. It was degrading’ (direct
participant quote) [51].

‘Common to all participants were the communication challenges
that occurred while they were in ICU on the ventilator. Their com-
promised ability to communicate resulted in feelings of frustration,
vulnerability, isolation, and a diminished sense of self (author
quote) [44].

Perceptions of staff not making an effort to communicate with voice-
less patients, not attempting to correct misunderstandings, or jumping
to conclusions about a message [42,43,45,46,49,51,53], were deeply up-
setting to patients, and can be seen as dehumanising . In contrast,
Flinterud and Andershed's (2015) [48] study highlighted the value of
caring, attentive staff who acknowledged communication difficulties,
took time to try to understand, were present at the bedside and commu-
nicated through verbal and non-verbal means. Patients wanted to have
some control or influence over care and management decisions. This ex-
tended from immediate concerns, such as getting basic needs met [43-
45,48,53], to longer term decisions around rehabilitation or discharge
destination [44,49]. Family was seen to be hugely important to patients
[43,48,50,53]. In the terms of humanisation, families afforded patients
agency through interpreting communication more easily and acting as
advocate for patient needs. Functional activities such as eating and
drinking were seen to be important to patients for physical and



Table 1

Descriptive themes, sub-themes, and illustrative quotes.
#AAC = Augmentative and Alternative Communication, for example, writing, alphabet charts, high-tech communication aids
PTT = tracheostomy tube

ICU = Intensive Care Unit

Themes | Sub-themes Facets of theme Studies Illustrative quotes (direct participant quotes in italics)
(42-53) Yes, it was a really overwhelming feeling when | couldn’t make myself be understood,
£ Profoundly negative experience and leads to frustration, that they didn’t understand me, and that | couldn’t tell them anything. That, that was
ﬁ fear, anger, uncertainty, withdrawal just so distressing.. .it was simply my temper that came, when | realized, | couldn’t
E manage it. p2298 (48)
o
>
3 Being misunderstood/people mis-guessing is infuriating (42, They often just put words in my mouth, that would have nothing to do with what | was
8 45,49, saying and that was really annoying. | remember | would just shake my head really
§ 53) strongly and mouth ‘no! p13 (49)
=
g 5 Being able to speak again brings great relief (42, 49,
i) 50, 52)
< Mouthing, head nod/shake, banging on table, throwing (42, 44- | I wanted to talk but | couldn’t...my friends said try to write...but | was too weak to write
§ things, gestures, writing 49, 53) and not sufficiently conscious to write a whole sentence...| couldn’t do anything p27 (53)
o
(%]
§ AAC can allow basic messages but is slow, effortful, and (42, 45- | Paula explained that the content of her communication was simplified due to loss of
g often unsuccessful 49, 51- voice ‘Of course if you could talk it would be different. | was still reading off using the
é AAC is dependent on good limb strength, cognition, and 53) letters. | couldn’t do long sentences but could answer basic needs or basic things |
é skills/patience of listener wanted to say’ p13 (49)
(%]
§_ It got very frustrating. Especially when | wanted people to lip read what | was saying
© and they couldn’t understand me. P505 (52)
5 Lip reading preferred method of communication after voice | (45, 53)
_ :(t by patients
% 5 Having their voice is of fundamental importance to patients | (42, 44- | Interpretation/metaphorical: Communication or least the ability to speak is a
g 2 41, 49, fundamental need for most people; for Brian the stress of not being able to speak
g 2 51, 53) ‘drove me nuts’. P1121 (46)
£ S5
8 TEl 5 Speech allows interpersonal exchanges (42, 44- | Several participants described how they were screaming inside because of pain, but
E by § 46, 48, were unable to communicate their pain to healthcare professionals. One participant
CEL s E 49, 51, described this sentiment well: Then it hurt so much | almost screamed my head off.
2 ‘é g 53) Well, inwardly. But | didn’t get out a damn thing. It really hurt. So, it sucks when you
° 33 It is difficult for patients who cannot talk to ask for (42,44, | can’t say anything. p2299 (48)
by s 2 information and flag needs 45,47,
.g 8;; g 49, 51) The inability to speak made it difficult to interact with other people, and this generated
> w o= in patients a sense of isolation linked to a feeling of ‘counting for nothing’ (i.e.,
It is difficult to express personality and correct (42, 43, worthlessness). “... I felt as if | counted for nothing... | could not say anything... | couldn’t
misassumptions without speech 45,47, interact...” p28 (53)
51, 53)
Speech helps form and maintain relationships (44, 45,
50, 51)
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Fig. 2. The analytical process and thematic maps of high-level descriptive and analytical themes - Table 1 provides detail of each descriptive sub-theme.

psychological reasons and symbolised not only being human but also
milestones in recovery [46,50,52,54].

3.5.2. AT 2: Making sense of it and connections with others

The need to make sense of the situation was a strong theme across
studies. Patients wanted to understand what had happened to them,
their current situation, and what the future held [42-44,46-54]. Reduced
situational awareness due to lack of information, confusion and com-
munication or memory impairment could lead to fear, anxiety, and
loss of coping.

Connections and relationships with others were highlighted as im-
portant to patients and without them patients felt isolated [42-
46,48,50,51,53]. Caring staff-patient relationships were powerful in cre-
ating a sense of trust and safety. Connections were made verbally but
also non-verbally, through eye contact, presence at the bedside, facial
expressions, and touch [43,45,48,53]. In this review, connections
meant more than simple transfer of information; they meant human
contact.

‘The importance of being well informed, in conjunction with eye and
physical contact, was noted by several of the participants. This con-
veyed calmness and was very important in fostering a sense of secu-
rity and safety in the participants. One participant emphasized this
feeling:

“But they spoke to me, all of them. I understood that, and it was just fan-
tastic. But I recall that she [the nurse] was also very good at holding
hands and using touch. And I found that very comforting so that's really
important, you know.” (author/direct participant quote).

Processing and understanding ICU admission is important to
patients [42,44-50] as is building and maintaining relationships

Table 2
The eight dimensions of the Humanisation Value Framework (Todres, 2009),
reproduced under the creative commons licence.

Forms of humanisation Forms of dehumanisation

Insiderness Objectification
Agency Passivity
Uniqueness Homogenisation
Togetherness [solation

Sense-making
Personal journey
Sense of place
Embodiment

Loss of meaning

Loss of personal journey
Dislocation
Reductionist body

11

with those around them [42-44,47,48,50,53]. ‘Making sense of the situ-
ation’ and ‘connections’ appear to be interdependent; as staff-patient
relationships are established, staff convey more information and
provide more social and emotional support [45,48]. Some studies high-
lighted the strength of support derived from relationships with family
[43,48,50,53,54].

3.5.3. AT 3: Patients’ voices as a key currency in humanising care

Much of what mattered to patients depended on having a voice, both
literal and metaphorical. For staff to see the patient as a whole person;
understand their worldview; meet their physical, psychosocial, and
emotional needs; and for patients to have a say in care, establishing
communication was vital [42,44-49,51,53]. Patients communicated in
a range of ways. Voice was valued over Alternative and Augmentative
Communication (AAC), however, partly due to the efficiency of commu-
nication it afforded but also due to its contribution to patients' identities
[42,45,46,48-53]. Literal voice re-enforced patients' uniqueness as well
as facilitating agency.

‘It was a relief; just so, so good being able to speak...It was so good to be
able to communicate normally again instead of trying to mouth words.
It was just so much easier’ (direct participant quote) [49].

“When this woman no longer had her tracheostomy tube and
therefore was vocal at all times, she said ‘Look, I'm free! I'm so
happy™ (author/direct participant quote) [45].

4. Discussion

This review suggests a discrepancy between the evidence base on
tracheostomy management and the primary concerns of patients;
while researchers have largely focused on technical issues of tracheos-
tomy insertion and epidemiology, we found that patients' priority was
to be seen and treated as a human. This discrepancy has significant
and potentially detrimental impact on the clinical care offered to
patients.

4.1. Descriptive themes

The descriptive themes in stage 2 of our analysis provided the build-
ing blocks for our analytical themes and the practice implications we in-
ferred. The first theme concurred with previous studies that have found
an inability to communicate is one of the hardest things ICU patients
have to face and leads to anxiety, frustration, anger, and untreated
pain [25,56-59]. Alternative forms of communication and staff training
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Table 3

Analytical Themes and Clinical Implications Primary data = author suggestions and recommendations in primary studies Evidence synthesis = author data and/or interpretation from primary studies supports this review interpretation Highlighted

lines can be presented above or below the table, whichever you prefer.

Analytical
Theme

What matters most

Data generated clinical implications

Source

Primary data®

Evidence synthesis™*

MDT training should cover a) technical and b) compassionate aspects of care, e.g.,

support to patients. Caring
relationships with staff are also
important.

c
I a) suction technique, inner tube removal and cleaning, stoma care, humidification, pain (42, 43, 46) (45, 47, 43, 50-53)
’g_ Patients need to feel seen as a person management
a as well as a patient.
o . . . . . s
g They need to feel they have some b) behaV|ours such as. makmg eye-contact, touch, being pres'ent' at th'e beds'lde, estabhshl'ng (43, 46, 43) (42, 45, 47, 50-53)
c effective communication, social/non task-focussed communication with patients and getting
S control over care and treatment to know them as a person
3 decisions. Treatment plans should take P
@ into consideration patients’ individual Patients should be screened for tracheostomy related pain (46, 50, 54)
.g preferences and circumstances.
E Treatment goals should be whole-person centred with full MDT input: functional impact must (42, 43,54)
g Getting to know patients and their be considered alongside medical/surgical needs and interventions
< needs and showing kindness and Ward rounds should address whole person needs, including communication, return to safe (50) (43, 52, 54)
o compassion is as important as eating and drinking, information, and emotional needs
© providing technically competent care MDT should involve patient in care decisions and activities (49, 51, 53, 54)
3 and helps patients feel safe.
wv
oo
-g Team members should gather and share relevant person specific information (e.g., religious (43) (48, 53, 54)
@ practices, interests, preferences) with MDT and incorporate in care plans
Patients want to know what has Patients should be given education on tracheostomy: anatomy; function; impact on voice, (42, 46, 47) (48-53)
g happened to them and what the future | cough, smell, swallow; weaning plans
'§ holds (e.g., prognosis, treatment
< plans). Patients should be given information on what has happened to them and future treatment (46, 47) (48, 50-53)
3 ) ) plans
;% Not kno.wmg what has.happened oris Quantity, content, and repetition of information should be tailored to needs (e.g., delirium, (49, 52, 53)
b héppenl.ng can be bewildering and memory, cognitive, patient preference)
-% frightening. Patients should be given opportunity to ask questions, with communication facilitated as (46, 51, 53)
8 needed
= Feeling connected with others reduces
5 anxiety and the sense of isolation. IC.Us should be aware of and addr.ess social and emotional communication needs of patients (42) (43, 45, 49, 53)
g Family/close friends are the most with a tracheostomy (e.g., wellbeing rounds)
3 important social and emotional
a0 Family visits and open visiting policies should be encouraged (43) (48, 50, 53, 54)
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have been shown to improve patient communication [60-64]. How-
ever, supporting previous research findings we highlighted that AAC
often fails [65], and our data corroborate previous assertions that pa-
tients most highly value having their own voice [28,66]. In line with the-
ories of stress and coping [67,68], our second descriptive theme showed
that a sense of autonomy and self-determination aided coping whereas
lack of control could lead to loss of coping and withdrawal, with impli-
cations for rehabilitation and recovery. This theme also described the
impact of being on ICU with a tracheostomy on patients' sense of iden-
tity and inter-personal connections. We found little other evidence of
this in the literature. The third descriptive theme found many patients
were fearful and anxious, which is known to be common in ICU patients
[69-72]. We found a lack of information and situational understanding
contributed to fear and anxiety, and is intensified by voicelessness.
Our fourth theme relating to physical experience identified sources of
pain and discomfort that have been described elsewhere. However,
pain and difficulty breathing were less dominant than experiences of
thirst, swallowing difficulties and sense of physical restriction that re-
sulted from being voiceless. We found that the fear of not being able
to flag physical needs or call for help could cause more distress than
the physical experience itself. Our fifth theme described positive influ-
ences on patient experience.

4.2. Analytical themes

The analytical themes moved beyond the initial findings to develop a
cohesive, conceptual picture of patient experience and provide inter-
pretations of what matters most to ICU patients with a tracheostomy.
This aspect of our metasynthesis of study findings was supported by a
model of humanisation (Todres, 2009) [35].

Our finding of the fundamental need to be seen and treated as a
whole person fits with philosophical theories of humanism [35,73],
phenomenological embodiment [74] and person-centred care [75,76],
and contradicts Cartesian views of mind-body separation or Maslow's
hierarchy of needs model [77]. We found that psychological, social
and emotional needs of ICU patients with a tracheostomy were of
fundamental importance, and that ignoring this risked patient
dehumanisation. We suggested that the provision of adequate informa-
tion that is tailored to patients' needs helps satisfy the fundamental
human need to make sense of what is happening. This is consistent
with the theory of ‘facilitated sense-making’, which, though developed
to guide interventions to support families of ICU patients, states that
when faced with crisis humans need to make sense of the situation
and of their new role [78]. Participants in our review placed great im-
portance on relationships with others. Family presence brought solace
and could facilitate communication, consistent with previous literature
[79-81]. In contrast, Halvorsen et al. (2020) [82] found that family pres-
ence could in some circumstances be a source of distress, for example
when patients were aware of the impact of their own illness on their
family, and advocated a tailored approach to family visiting. Addition-
ally, Broyles et al. (2012) [83]identified that families often lacked skills
to support their non-vocal relative to communicate, which could be up-
setting to both family and patient. Interestingly, a recent development
of facilitated sense-making has added ‘patient-family communication’
to the model [84]. Staff relationships were also important, and patients
distinguished between two types of care: competent completion of
tasks versus caring attitudes and behaviours, including efforts to com-
municate with them and being present at the bedside, echoing previous
research [85-88]. Presence in turn supports communication and infor-
mation exchange, allowing staff to get to know the ‘person’ in the pa-
tient. The Humanisation Value Framework [35] concept of
‘togetherness’ may help explain why nurse and family presence and car-
ing attitudes and behaviours were significant to patients. We found that
non-verbal communication from staff such as touch was an important
means of connecting which fits with studies of the role of touch in
human social bonding, stress and pain relief [89-91].
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Our review supports Happ's (2000) concept of ‘voicelessness’ in in-
tensive care [92], which describes the complex impact of communica-
tion impairment on the feelings and actions of patients, clinicians and
families. Additionally, we highlight the importance of voice to identity
and autonomy, lending support to the theory of voice as an embodied
entity as described in one of the selected studies [45]. Interesting paral-
lels are drawn between our study and Pound and Jenson's (2018) [93]
investigation of humanising and dehumanising aspects of care reported
by aphasic patients. In common with them, we found good communica-
tion between staff and patients was key to achieving humanised care.
Interestingly, while we found that AAC was often associated with failed
attempts at communication, non-verbal communication such as touch
and eye contact was powerful in conveying caring and safety. It may
be that this fits with findings of patients valuing naturalness of commu-
nication. Future research would be useful to investigate the apparent
contradiction and explore ways to harness the broader spectrum of
human modes of communication [94] to mitigate the impact of voice-
lessness on adults with a TT in ICU.

4.3. Clinical implications

There are notable similarities between the clinical implications we
identified and recommendations from the International Research Project
for the Humanisation of Intensive Care Units (HU-CI) [95-97], a Spanish-
based group whose aim is to promote the humanisation of ICU through
research, training and education and a certification programme for
healthcare organisations. Unlike the HU-CI team, we did not identify rec-
ommendations for end-of-life care or improving staff experience, which
is likely due to our research question and search strategy. The impor-
tance of patient communication is clearly reflected in HU-CI's standards
[97], however, the principal difference in our findings is the fundamental
and specific importance of voiceto patients and its role in supporting
whole-person, humanised care. We suggest speech and language thera-
pists should be core members of the multidisciplinary ICU team and that
voice restoration is included in future outcome measures used to capture
quality of care for ICU patients with a tracheostomy (see Table 3).

4.4. Limitations

The quality of review findings re inevitably impacted by the quality
and availability of primary data. We noted methodological weaknesses
in selected articles and limited ethnic diversity of the pooled sample,
which affects transferability of findings. We also acknowledge the
change in analytical methods from those outlined in the protocol with
the introduction of the Humanisation Value Framework [30]. However,
we propose that transparency in reporting of the rationale for this step
and its influence on findings justifies the amendment and it enhanced
our review findings.

5. Conclusion

Our key finding was that ‘Patients want to be seen and treated as a
whole person, and having a voice makes this easier’. This finding should
be used to inform quality improvement initiatives in tracheostomy care.
We recommend that voice restoration take high priority in tracheos-
tomy management decisions such as tracheostomy tube size selection,
cuff deflation, and use of speaking valves. Staff tracheostomy training
should focus on both technical skills and compassionate, whole person
care. Improving technical aspects of tracheostomy management is im-
portant, but should be addressed in conjunction with, and not at the ex-
pense of, improving human experience.
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