Life after criticalillness: a systematic review
and thematic synthesis protocol

Elizabeth King'2, Owen Gustafson"2, Annabel Williams3, Sarah Vollam*,
Francine Toye®and Mark Williams??

'Oxford Allied Health Professions Research and Innovation Unit, Oxford University Hospi-
tals NHS FT, U.K.

2Centre for Movement, Occupational and Rehabilitation Science, Oxford Brookes Univer-
sity, U.K.

3Department of Sport, Health Sciences and Social Work, Oxford Brookes University, U.K.
“Critical Care Research Group, Nuffield Department of Clinical Neurosciences, University
of Oxford, U.K.

*Physiotherapy Research Unit, Nuffield Orthopaedic Centre, Oxford University Hospitals
NHS Trust, U.K.

W Keywords | Systematic review, thematic synthesis, criticalillness, survivorship, func-
tionalimpairments.

. Correspondence author | Elizabeth King. Telephone: 01865 221543.
Email: 19145412@brookes.ac.uk.

Background

Survivorship following criticalillness can be the beginning of a challenging and prolonged
recovery. Patients, many of whom are elderly and frail (1), require supportive therapies
such as ventilation, other organ support devices, sedation and experience immobility.
These factors can contribute to long-term musculoskeletal impairments resulting in de-
creased exercise tolerance, loss of muscle strength, chronic pain, and shoulder impairment
(2, 3). Subsequently, patients often experience functional impairments limiting their ac-
tivities of daily living, and leading to a long-term reduction in health-related quality of life
(HRQol). This includes unemployment, increased healthcare utilisation and unplanned
hospital readmissions (4). Inability to return to work persisted across a five-year follow-up
period for 31% of patients with acute respiratory distress syndrome (5).

Beyond the physical impairments, the biopsychosocial impact of ongoingill health can
be an overwhelming burden for patients. Depression and post-traumatic stress disorder
(PTSD) are the primary psychological symptoms that can lead to a long-term reduction in
HRQoL. Mores so, psychosocial impairments are classified as an unacceptable patient-re-
ported outcome following critical illness. Similarly, the consequences of the patients’ill
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health also adversely impacts their families. This ranges from financial dependence, tran-
sitioning to the care giver role and their own psychological distress (6).

For healthcare professionals to deliver optimal rehabilitation services, it is essential to
understand the patients’ experiences of recovery from critical illness, and what it means
to ‘recover’. For example, what are the components of functional recovery that patients
consider as important and therefore are likely to engage with? This will allow healthcare
professionals to deliver patient centred care through their assessments and interventions
which should be seen as fundamental to recovery. Given the profound and lasting impair-
ments associated with criticalillness, the impact of these need to be explored beyond the
acute hospital, to include the transition and reintegration into the community setting (7).
A qualitative evidence synthesis will help us to understand the experience of transition
and reintegration into the community in order to improves outcomes and experiences fol-
lowing critical illness. To our knowledge, a systematic review on this topic has not been
undertaken. Our findings will support future qualitative research focusing beyond hospital
discharge to contribute to the development of a complexintervention to improve the long-
term musculoskeletal health of survivors of critical illness, and shared decision making.

The search strategy tool of SPIDER (sample, phenomenon of interest, design, evaluation,
research type) (Table 1) was used to develop and refine the key components of the review
questions (8). Our systematic review questions are:

1 What are the experiences of critical care survivors living with physical impairments be-
yond hospital discharge?

2 What are the experiences of family and staff supporting critical care survivors living with
physical impairments beyond hospital discharge?

O Table 1: A SPIDER tool for these research questions.

S:sample Patients, family or staff supporting
P of I: phenomenon of interest Adult survivors of critical care
D: Design Any qualitative design; or mixed methods

with primary qualitative

E: Evaluation Experiences, views, thoughts, perceptions
R: Research type Qualitative
Objective

Our primary aim of this review is to identify and synthesise primary qualitative studies
exploring the experiences of critical care survivors living with physical impairments beyond
hospital discharge. Our secondary aim is to identify and synthesise primary qualitative re-
search of experiences of family and healthcare staff supporting critical care survivors living
with physical impairments beyond hospital discharge.
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Methods

This protocol was prepared using the Preferred Reporting Items for Systematic Review
and Meta-analysis Protocols (PRSIMA-P) (9). This systematic review has been regis-
tered with PROSPERO (the international prospective register of systematic reviews):
CRD42022306578.

Eligibility

For inclusion, studies must explore experiences of adult (18 years or older) survivors of
criticalillness experiencing physical impairments beyond hospital discharge. Similarly,
studies that explore experiences of families supporting or caring for; or staff signposting or
providing rehabilitation services to adult survivors of critical illness experiencing physical
impairments beyond hospital discharge will also be included. Staff groups are not limited to
a specific profession. Studies will be excluded if any participants are under the age of 18 or
adolescent; or if they are paid caregivers and relatives to this patient group. We will include
primary qualitative research studies or mixed-methods studies using primary qualitative
data. We will only include studies published in English.

Data source

Multiple databases will be searched, including Allied and Complementary Medicine da-
tabase (AMED), Cumulative Index of Nursing and Allied Health Literature (CINAHL), Em-
base, PubMed and Physiotherapy Evidence Database (PEDro). Grey literature will also be
searched including Open Grey, clinicaltrials.gov, pre-print servers and hand searching of

Google Scholar.

Search strategy

Search terms have been developed with a university librarian to produce the following
search strategy which focuses on survivors of critical illness. The principal search terms will
include (criticalillness or intensive care or (ICU or ICUs or ITU) or adult respiratory distress
syndrome or ARDS or critical* ill*) and (qualitative or ‘mixed methods’). Accordingly, search
terms or (Medical Subject Heading) MeSH terms will be utilised for individual databases as
necessary.

Data selection

Outputs from searches of each database will be imported into Rayyan software (10), and any
duplicate publications will be removed. Studies will be assessed for inclusion (against eligi-
bility criteria) independently by two reviewers at title and abstract. Remaining studies will
be independently assessed by two reviewers at full text. At both stages, if disagreements
cannot be resolve through discussion, a third reviewer will add to the discussion. Data se-
lection will be presented in a PRISMA flowchart (Figure 1).
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OFigure 1: PRISMA flowchart.

Data extraction

For all studies, data will be extracted including study design (including qualitative method-
ology), qualitative data collection (for example, interviews or focus groups with participant
numbers), participant characteristics (for example, patient, relative, staff), study aims,
interview time point and reviewer’s initial comments. This will be undertaken and recorded
on data extraction tables within Microsoft Excel by the first reviewer and checked by second
reviewer. Subsequently, NVivo (version 12), a qualitative data analysis software package
will be used to allow for data extraction of study findings, concepts and contextual infor-
mation; overaching themes will be defined in NVivo too, in order to allow for the inductive
generation of codes and themes.

Quality appraisal of studies

All studies included within the review will be assessed for quality using the Critical Appraisal
Skills Programme - qualitative checklist (11) independently by two reviewers. CASP - qual-
itative, which is endorsed by Cochrane Qualitative and Implementation Methods Group is
the most commonly tool for quality appraisal in health-related qualitative evidence syn-
thesis (QES) (12).
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Data synthesis
Thematic synthesis is derived from thematic analysis which analyses primary qualitative
research data. Thematic synthesis has three stages:

« The coding of text line by line.
« The development of descriptive themes.
« The generation of analytical themes (13).

Thefirst reviewer will undertake all three stages of thematic synthesis with NVivo. This will
be an iterative process and therefore developed in discussion with all authors. The prelim-
inary themes will be further distilled until final themes are agreed.

Confidence in cumulative findings

Confidence in the findings of this review will be assessed according to GRADE CERQual
(Confidence in the Evidence of Qualitative research) (14). GRADE CERQual assesses the con-
fidence of findings from a review which is the extent of which the findings are a reasonable
representation of the phenomenon. The 4 components for consideration are:

« Methodological limitations.
« Coherence.

« Adequacy of data.

« Relevance.

Confidence ratings are classified as high, moderate, low or very low.

Two reviewers in collaboration will undertake the assessment of GRADE CERqual due to
the subjective nature of the judgements. The confidence ratings for each theme will be re-
corded in atable using the GRADE CERQual Interactive Summary of Qualitative Findings tool.

Reflexivity

As qualitative research risks elements of subjectivity; it is essential reflexivity is acknowl-
edged. Reflexivity details how researchers demonstrate an awareness of their role across
the research processes (15). Five authors are physiotherapists (Elizabeth King, Owen Gus-
tafson, Sarah Vollam, Francine Toye and Mark Williams), including two who work within
critical care (Elizabeth King and Owen Gustafson) and one author is a nurse, whois a critical
care researcher (Sarah Vollam). One author (Francine Toye) is an expert in qualitative re-
search. With particular care at times of key decision-making and analysis, time will be in-
vested to discuss our pre-conceptions and work as a group on interpretation and analyses.

Discussion
This systematic review with thematic synthesis will explore the experiences of:
1 Adult survivors of critical illness, in particular those who experience physical impair-

ment which mightimpact their participationin life.
2 Their family members and health workers involved in their care and rehabilitation.
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This synthesis of qualitative research is likely to provide insight into a range of factors that
have an impact on a person’s recovery following critical illness at family and service pro-
vider levels.

Identifying the literature base is the initial element of the development phrase for design-
ing a complex intervention (16). The findings of this review will synthesise the experiences
of key stakeholders, and identify any gaps in the existing literature. This will contribute to
the theoretical development stage whereby primary research can be undertaken through
interviewing key stakeholders. A complex intervention is needed to optimise the rehabili-
tation for survivors of critical care as trials have yet to demonstrate intervention with fully
understood endpoints. This is coupled with a lack of understanding of the experiences and
motivators of patients to engage with the treatments.

Whilst exploring and identifying the literature, we believe this topic of interest is one of
trustworthiness due to the significance of real world impact for patients, their families and
staff. We will explore the credibility of the literature and similarly consider the transferabil-
ity of the findings to the critical care populations nationally (17).

Key points

1 Functionalimpairments are commonly experienced following periods of criticalillness.

2 These can negatively impact long-term reduction in health-related quality of life, unem-
ployment, and lead to increased healthcare utilisation.

The synthesis of literature for survivors of critical illness beyond hospital discharge is yet
to be undertaken.

Acknowledgements
We would like to thank Helen Whittaker, our dedicated university librarian who provide
advice on the development of the search terms and strategy.

Elizabeth King acknowledges the support of the National Institute for Health Research
(NIHR) Senior Nurse and Midwife Research Leader Programme, the NIHR Oxford Health Bi-
omedical Research Centre, NIHR Oxford cognitive health Clinical Research Facility and the
Oxford Institute for Nursing, Midwifery and Allied Health Research (OXINMAHR). The views
expressed are those of the authors and not necessarily those of the NIHR, U.K. National
Health Service, or the U.K. Department of Health and Social Care.

Funding

Owen Gustafson, Clinical Doctoral Research Fellow, NIHR301569, is funded by Health Edu-
cation England (HEE)/National Institute for Health Research (NIHR). Sarah Vollam is sup-
ported by the National Institute for Health Research (NIHR) Oxford Biomedical Research
Centre (BRC). The views expressed are those of the authors and not necessarily those of the
NIHR, NHS or the U.K. Department of Health and Social Care.

£-Y Journal of ACPRC « Volume 54 « Issue 2 « 2022 © Go to contents page

145 2




References

1

10

Malmgren J, Waldenstrom A-C, Rylander C, Johannesson E, Lundin S. Long-term
health-related quality of life and burden of disease after intensive care: develop-
ment of a patient-reported outcome measure. Crit Care. 2021;25(1):1-17. https://doi.
0rg/10.1186/s13054-021-03496-7.

Gustafson OD, Williams MA, McKechnie S, Dawes H, Rowland MJ. Musculoskeletal com-
plications following critical illness: A scoping review. J Crit Care. 2021;66:60-6. https://
doi.org/10.1016/j.jcrc.2021.08.002.

Puthucheary ZA, Osman M, Harvey DJR, McNelly AS. Talking to multi-morbid patients
about critical illness: an evolving conversation. Age Ageing. 2021;50(5):1512-1515.
https://doi.org/10.1093/ageing/afab107.

Desai SV, Law TJ, Needham DM. Long-term complications of critical care. Crit Care Med.
2011;39(2):371-379. https://doi.org/10.1097/ccm.0b013e3181fd66e5.

Kamdar B, Sepulveda K, Chong A, Lord R, Dinglas V, Mendez-Tellez P, Shanholtz C,
Colantuoni E, von Wachter T, Pronovost P, Needham D. Return to work and lost earn-
ings after acute respiratory distress syndrome: a 5-year prospective, longitudinal
study of long-term survivors. Thorax. 2018;73(2):125-133. https://doi.org/10.1136/
thoraxjnl-2017-210217.

Inoue S, Hatakeyama J, Kondo Y, Hifumi T, Sakuramoto H, Kawasaki T, Taito S, Naka-
mura K, Unoki T, Kawai Y, Kenmotsu Y, Saito M, Yamakawa K, Nishida O. Post-intensive
care syndrome: its pathophysiology, prevention, and future directions. Acute Med Surg.
2019;6(3):233-246. Published 2019 Apr 25. https://doi.org/10.1002/ams2.415.

Corner EJ, Murray EJ, Brett SJ. Qualitative, grounded theory exploration of patients’
experience of early mobilisation, rehabilitation and recovery after critical illness.
BMJ Open. 2019;9(2):e026348. Published 2019 Feb 24. https://doi.org/10.1136/
bmjopen-2018-026348.

CookeA, Smith D, Booth A. Beyond PICO: the SPIDER tool for qualitative evidence synthe-
sis. Qual Health Res. 2012;22(10):1435-1443. https://doi.org/10.1177/1049732312452938.

Moher D, Shamseer L, Clarke M, Ghersi D, Liberati A, Petticrew M, Shekelle P, Stewart L,
PRISMA-P Group. Preferred reporting items for systematic review and meta-analysis
protocols (PRISMA-P) 2015 statement. Syst Rev. 2015;4(1):1. Published 2015 Jan 1.
https://doi.org/10.1186/2046-4053-4-1.

Ouzzani M, Hammady H, Fedorowicz Z, Elmagarmid A. Rayyan-a web and mobile app
for systematic reviews. Syst Rev. 2016;5(1):210. Published 2016 Dec 5. https://doi.
0rg/10.1186/s13643-016-0384-4.

146

7Y Journal of ACPRC « Volume 54 « Issue 2 + 2022 © Go to contents page



https://doi.org/10.1186/s13054-021-03496-7
https://doi.org/10.1186/s13054-021-03496-7
https://doi.org/10.1016/j.jcrc.2021.08.002
https://doi.org/10.1016/j.jcrc.2021.08.002
https://doi.org/10.1093/ageing/afab107
https://doi.org/10.1097/ccm.0b013e3181fd66e5
https://doi.org/10.1136/thoraxjnl-2017-210217
https://doi.org/10.1136/thoraxjnl-2017-210217
https://doi.org/10.1002/ams2.415
https://doi.org/10.1136/bmjopen-2018-026348
https://doi.org/10.1136/bmjopen-2018-026348
https://doi.org/10.1177/1049732312452938
https://doi.org/10.1186/2046-4053-4-1
https://doi.org/10.1186/s13643-016-0384-4
https://doi.org/10.1186/s13643-016-0384-4

11

12

13

14

15

16

17

CASP. Critical appraisal skills programme (CASP).(Qualitative checklist). https://casp-uk.

net/casp-tools-checklists/ [Accessed 28th November 2022].

Lalor A, Brooker J, Rozbroj T, Whittle S, Hill C, Rowett D, Buchbinder R, 0’Connor D.
Factors influencing clinician prescribing of disease-modifying anti-rheumatic drugs
for inflammatory arthritis: A systematic review and thematic synthesis of quali-
tative studies. Semin Arthritis Rheum. 2022;55:151988. https://doi.org/10.1016/j.
semarthrit.2022.151988.

Thomas J, Harden A. Methods for the thematic synthesis of qualitative research in sys-
tematic reviews. BMC Med Res Methodol. 2008;8:45. Published 2008 Jul 10. https://doi.
0rg/10.1186/1471-2288-8-45.

Lewin S, Booth A, Glenton C, Munthe-Kaas H, Rashidian A, Wainwright M, Bohren M,
Tungalp O, Colvin C, Garside R, Carlsen B, Langlois E, Noyes J. Applying GRADE-CERQual
to qualitative evidence synthesis findings: introduction to the series. Implement Sci.
2018;13(Suppl 1):2. Published 2018 Jan 25. https://doi.org/10.1186/s13012-017-0688-3.

Haynes K. Reflexivity in qualitative research. Qualitative organizational research:
Core methods and current challenges. 2012:72-89. https://www.researchgate.net/

publication/286352842_Reflexivity_in_qualitative_research.

Skivington K, Matthews L, Simpson S, Craig P, Baird J, Blazeby J, Boyd K, Craig N, French
D, McIntosh E, Petticrew M, Rycroft-Malone J, White M, Moore L. A new framework for
developing and evaluating complex interventions: update of Medical Research Council
guidance. BMJ. 2021;374:n2061. Published 2021 Sep 30. https://doi.org/10.1136/bmj.
n2061.

Wyer M, Iedema R, Hor S-Y, Jorm C, Hooker C, Gilbert GL. Patient involvement can affect
clinicians’ perspectives and practices of infection prevention and control: A ‘post-qual-
itative’ study using video-reflexive ethnography. International Journal of Qualitative
Methods. 2017;16(1):1609406917690171.

147

7Y Journal of ACPRC « Volume 54 « Issue 2 + 2022 © Go to contents page



https://casp-uk.net/casp-tools-checklists/
https://casp-uk.net/casp-tools-checklists/
https://doi.org/10.1016/j.semarthrit.2022.151988
https://doi.org/10.1016/j.semarthrit.2022.151988
https://doi.org/10.1186/1471-2288-8-45
https://doi.org/10.1186/1471-2288-8-45
https://doi.org/10.1186/s13012-017-0688-3
https://www.researchgate.net/publication/286352842_Reflexivity_in_qualitative_research
https://www.researchgate.net/publication/286352842_Reflexivity_in_qualitative_research
https://doi.org/10.1136/bmj.n2061
https://doi.org/10.1136/bmj.n2061

	_GoBack
	_GoBack
	_GoBack

