Supplementary Material

Applied Search Terms

“Long COVID” OR “Post Covid Condition” OR “Post Covid Syndrome” OR “Post Acute Sequelae of COVID-19” OR “PASC”
AND
“Patient” OR “Survivor” OR “Individual” OR "Long COVID Patient*" OR “Expert by Experience”
AND
"Lived Experience" OR "Patient* Lived Experience" OR "Story" OR "Perception”
AND

"Self-Iden*" OR "Sense of Self" OR "Selfhood" OR "Role" OR "Identity"
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AI-generated content may be incorrect.]Section and Topic 
	Item #
	Checklist item 
	Location where item is reported 

	TITLE 
	

	Title 
	1
	Identify the report as a systematic review.
	Included in the title

	ABSTRACT 
	

	Abstract 
	2
	See the PRISMA 2020 for Abstracts checklist.
	Included within Supplementary Material

	INTRODUCTION 
	

	Rationale 
	3
	Describe the rationale for the review in the context of existing knowledge.
	Included in the introduction 

	Objectives 
	4
	Provide an explicit statement of the objective(s) or question(s) the review addresses.
	Included in the introduction

	METHODS 
	

	Eligibility criteria 
	5
	Specify the inclusion and exclusion criteria for the review and how studies were grouped for the syntheses.
	Included in the methods section

	Information sources 
	6
	Specify all databases, registers, websites, organisations, reference lists and other sources searched or consulted to identify studies. Specify the date when each source was last searched or consulted.
	Included in the methods section

	Search strategy
	7
	Present the full search strategies for all databases, registers and websites, including any filters and limits used.
	Included in the methods section / Supplementary Material

	Selection process
	8
	Specify the methods used to decide whether a study met the inclusion criteria of the review, including how many reviewers screened each record and each report retrieved, whether they worked independently, and if applicable, details of automation tools used in the process.
	Included in the methods section

	Data collection process 
	9
	Specify the methods used to collect data from reports, including how many reviewers collected data from each report, whether they worked independently, any processes for obtaining or confirming data from study investigators, and if applicable, details of automation tools used in the process.
	Included in the methods section

	Data items 
	10a
	List and define all outcomes for which data were sought. Specify whether all results that were compatible with each outcome domain in each study were sought (e.g. for all measures, time points, analyses), and if not, the methods used to decide which results to collect.
	N/A

	
	10b
	List and define all other variables for which data were sought (e.g. participant and intervention characteristics, funding sources). Describe any assumptions made about any missing or unclear information.
	Included in the methods section / Supplementary Material

	Study risk of bias assessment
	11
	Specify the methods used to assess risk of bias in the included studies, including details of the tool(s) used, how many reviewers assessed each study and whether they worked independently, and if applicable, details of automation tools used in the process.
	Broadly discussed in quality assessment - results

	Effect measures 
	12
	Specify for each outcome the effect measure(s) (e.g. risk ratio, mean difference) used in the synthesis or presentation of results.
	N/A

	Synthesis methods
	13a
	Describe the processes used to decide which studies were eligible for each synthesis (e.g. tabulating the study intervention characteristics and comparing against the planned groups for each synthesis (item #5)).
	Included in the methods section

	
	13b
	Describe any methods required to prepare the data for presentation or synthesis, such as handling of missing summary statistics, or data conversions.
	N/A

	
	13c
	Describe any methods used to tabulate or visually display results of individual studies and syntheses.
	Included in the methods section

	
	13d
	Describe any methods used to synthesize results and provide a rationale for the choice(s). If meta-analysis was performed, describe the model(s), method(s) to identify the presence and extent of statistical heterogeneity, and software package(s) used.
	Included in the methods section

	
	13e
	Describe any methods used to explore possible causes of heterogeneity among study results (e.g. subgroup analysis, meta-regression).
	N/A

	
	13f
	Describe any sensitivity analyses conducted to assess robustness of the synthesized results.
	N/A

	Reporting bias assessment
	14
	Describe any methods used to assess risk of bias due to missing results in a synthesis (arising from reporting biases).
	Included in Supplementary Material (ROBIS) and mentioned in the methods section.

	Certainty assessment
	15
	Describe any methods used to assess certainty (or confidence) in the body of evidence for an outcome.
	N/A

	RESULTS 
	

	Study selection 
	16a
	Describe the results of the search and selection process, from the number of records identified in the search to the number of studies included in the review, ideally using a flow diagram.
	Figure 1 – PRISMA diagram (results)

	
	16b
	Cite studies that might appear to meet the inclusion criteria, but which were excluded, and explain why they were excluded.
	Figure 1 – PRISMA diagram (results)

	Study characteristics 
	17
	Cite each included study and present its characteristics.
	Included in Table 3 –  Supplementary Material

	Risk of bias in studies 
	18
	Present assessments of risk of bias for each included study.
	Discussed broadly in quality assessment 
+ Supplementary Materials

	Results of individual studies 
	19
	For all outcomes, present, for each study: (a) summary statistics for each group (where appropriate) and (b) an effect estimate and its precision (e.g. confidence/credible interval), ideally using structured tables or plots.
	N/A

	Results of syntheses
	20a
	For each synthesis, briefly summarise the characteristics and risk of bias among contributing studies.
	Discussed broadly in quality assessment 
+ Supplementary Materials

	
	20b
	Present results of all statistical syntheses conducted. If meta-analysis was done, present for each the summary estimate and its precision (e.g. confidence/credible interval) and measures of statistical heterogeneity. If comparing groups, describe the direction of the effect.
	N/A

	
	20c
	Present results of all investigations of possible causes of heterogeneity among study results.
	Discussed broadly in quality assessment 
+ Supplementary Materials

	
	20d
	Present results of all sensitivity analyses conducted to assess the robustness of the synthesized results.
	N/A

	Reporting biases
	21
	Present assessments of risk of bias due to missing results (arising from reporting biases) for each synthesis assessed.
	Discussed broadly in quality assessment 
+ Supplementary Materials

	Certainty of evidence 
	22
	Present assessments of certainty (or confidence) in the body of evidence for each outcome assessed.
	Discussed broadly in quality assessment 
+ Supplementary Materials

	DISCUSSION 
	

	Discussion 
	23a
	Provide a general interpretation of the results in the context of other evidence.
	Included in Discussion & Implications

	
	23b
	Discuss any limitations of the evidence included in the review.
	Included in Discussion & Implications

	
	23c
	Discuss any limitations of the review processes used.
	Included in Discussion & Implications

	
	23d
	Discuss implications of the results for practice, policy, and future research.
	Included in Discussion & Implications

	OTHER INFORMATION
	

	Registration and protocol
	24a
	Provide registration information for the review, including register name and registration number, or state that the review was not registered.
	Included in the methods section

	
	24b
	Indicate where the review protocol can be accessed, or state that a protocol was not prepared.
	Included in the methods section – referenced PROSPERO ID

	
	24c
	Describe and explain any amendments to information provided at registration or in the protocol.
	N/A

	Support
	25
	Describe sources of financial or non-financial support for the review, and the role of the funders or sponsors in the review.
	Discussed (author statements)

	Competing interests
	26
	Declare any competing interests of review authors.
	Discussed (author statements)

	Availability of data, code and other materials
	27
	Report which of the following are publicly available and where they can be found: template data collection forms; data extracted from included studies; data used for all analyses; analytic code; any other materials used in the review.
	Supplementary Materials




From:  Page MJ, McKenzie JE, Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ 2021;372:n71. doi: 10.1136/bmj.n71. This work is licensed under CC BY 4.0. To view a copy of this license, visit https://creativecommons.org/licenses/by/4.0/ 
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	Item #
	Checklist item 
	Reported (Yes/No) 

	TITLE 
	

	Title 
	1
	Identify the report as a systematic review.
	Yes

	BACKGROUND 
	

	Objectives 
	2
	Provide an explicit statement of the main objective(s) or question(s) the review addresses.
	Yes

	METHODS 
	

	Eligibility criteria 
	3
	Specify the inclusion and exclusion criteria for the review.
	No – Included in text

	Information sources 
	4
	Specify the information sources (e.g. databases, registers) used to identify studies and the date when each was last searched.
	No – Included in text

	Risk of bias
	5
	Specify the methods used to assess risk of bias in the included studies.
	No – Included in text

	Synthesis of results 
	6
	Specify the methods used to present and synthesise results.
	Yes

	RESULTS 
	

	Included studies 
	7
	Give the total number of included studies and participants and summarise relevant characteristics of studies.
	Yes + in text

	Synthesis of results 
	8
	Present results for main outcomes, preferably indicating the number of included studies and participants for each. If meta-analysis was done, report the summary estimate and confidence/credible interval. If comparing groups, indicate the direction of the effect (i.e. which group is favoured).
	Yes + in text

	DISCUSSION 
	

	Limitations of evidence
	9
	Provide a brief summary of the limitations of the evidence included in the review (e.g. study risk of bias, inconsistency and imprecision).
	No – in text.

	Interpretation
	10
	Provide a general interpretation of the results and important implications.
	Yes

	OTHER 
	

	Funding
	11
	Specify the primary source of funding for the review.
	Will be included underneath Abstract

	Registration
	12
	Provide the register name and registration number.
	Yes



Page M J, et al. The PRISMA 2020 Statement: An Updated Guideline for Reporting Systematic Reviews. BMJ 2020/2021; 372: n71.
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Appendix B: Completed NICE Quality Checklist (Example)

	Study identification: Include author, title, reference, year of publication
	Authors:  Kalfas, M., Jolley, C., Hart, N., Rafferty, G. F., Duncan, E. L., Nicholson, T., Ashworth, M., Brewin, D., Barrett, B., Witard, O. C., Ridge, D., & Chalder, T.
Title: Exploring the Experiences of Living with the Post‐COVID Syndrome: A Qualitative Study
Year: 2024

	Guidance topic: 
	Exploring the healthcare experiences and needs of   people with Post-COVID Syndrome.

	Checklist completed by: 
	H H-M

	Key research question/aim:
	[image: A close-up of a paper
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	Theoretical approach

	1. Is a qualitative approach appropriate? 
For example:
· Does the research question seek to understand processes or structures, or illuminate subjective experiences or meanings?
· Could a quantitative approach better have addressed the research question?
	Appropriate
Inappropriate
Not sure

++
	Comments:
· Does the research question seek to understand processes or structures, or illuminate subjective experiences or meanings? Yes
· Could a quantitative approach better have addressed the research question? No

	2. Is the study clear in what it seeks to do?
For example:
· Is the purpose of the study discussed – aims/objectives/research question/s?
· Is there adequate/appropriate reference to the literature?
· Are underpinning values/assumptions/theory discussed?
	Clear
Unclear
Mixed


++
	Comments:
· Is the purpose of the study discussed – aims/objectives/research question/s? Yes
· Is there adequate/appropriate reference to the literature? Yes
· Are underpinning values/assumptions/theory discussed? Yes – compared with similar literature in chronic pain.


	Study design

	3. How defensible/rigorous is the research design/methodology?
For example:
· Is the design appropriate to the research question?
· Is a rationale given for using a qualitative approach?
· Are there clear accounts of the rationale/justification for the sampling, data collection and data analysis techniques used?
· Is the selection of cases/sampling strategy theoretically justified?
	Defensible
Indefensible
Not sure

−
	Comments:
· Is the design appropriate to the research question?  Yes
· Is a rationale given for using a qualitative approach? No
· Are there clear accounts of the rationale/justification for the sampling, data collection and data analysis techniques used? No
· Is the selection of cases/sampling strategy theoretically justified? Unclear

	Data collection

	4. How well was the data collection carried out?
For example:
· Are the data collection methods clearly described?
· Were the appropriate data collected to address the research question?
· Was the data collection and record keeping systematic?
	Appropriately
Inappropriately
Not sure/inadequately reported

++
	Comments:

· Are the data collection methods clearly described? Yes
· Were the appropriate data collected to address the research question? Yes
· Was the data collection and record keeping systematic? Data collection – yes. Unclear about record keeping.

	Trustworthiness

	5. Is the role of the researcher clearly described?
For example:
· Has the relationship between the researcher and the participants been adequately considered?
· Does the paper describe how the research was explained and presented to the participants?
	Clearly described
Unclear
Not described

−
	Comments:

· Has the relationship between the researcher and the participants been adequately considered? No
· Does the paper describe how the research was explained and presented to the participants? Not clearly

	6. Is the context clearly described?
For example:
· Are the characteristics of the participants and settings clearly defined?
· Were observations made in a sufficient variety of circumstances
· Was context bias considered
	Clear
Unclear
Not sure

++
	Comments:
· Are the characteristics of the participants and settings clearly defined? Yes
· Were observations made in a sufficient variety of circumstances Yes
· Was context bias considered? Yes

	7. Were the methods reliable?
For example:
· Was data collected by more than 1 method?
· Is there justification for triangulation, or for not triangulating?
· Do the methods investigate what they claim to?
	Reliable
Unreliable
Not sure

+
	Comments:

· Was data collected by more than 1 method? No
· Is there justification for triangulation, or for not triangulating? Process described but justification not discussed.
· Do the methods investigate what they claim to? Yes

	Analysis

	8. Is the data analysis sufficiently rigorous?
For example:
· Is the procedure explicit – i.e., is it clear how the data was analysed to arrive at the results? 
· How systematic is the analysis, is the procedure reliable/dependable?
· Is it clear how the themes and concepts were derived from the data?
	Rigorous
Not rigorous
Not sure/not reported

++


	Comments:

· Is the procedure explicit – i.e., is it clear how the data was analysed to arrive at the results? Yes
· How systematic is the analysis, is the procedure reliable/dependable?  Yes, systematically described
· Is it clear how the themes and concepts were derived from the data?  Yes

	9. Is the data 'rich'?
For example:
· How well are the contexts of the data described?
· Has the diversity of perspective and content been explored?
· How well has the detail and depth been demonstrated?
· Are responses compared and contrasted across groups/sites?
	Rich
Poor
Not sure/not reported

−
	Comments:

· How well are the contexts of the data described? Adequately
· Has the diversity of perspective and content been explored? Unclear
· How well has the detail and depth been demonstrated? Not hugely detailed – lacks depth
· Are responses compared and contrasted across groups/sites? No, mostly grouped together

	10. Is the analysis reliable?
For example:
· Did more than 1 researcher theme and code transcripts/data?
· If so, how were differences resolved?
· Did participants feedback on the transcripts/data if possible and relevant?
· Were negative/discrepant results addressed or ignored?
	Reliable
Unreliable
Not sure/not reported

++

	Comments:

· Did more than 1 researcher theme and code transcripts/data?  Yes
· If so, how were differences resolved? Implicitly suggested through multiple authors checking the codes + feedback from a PPI group (members involved in the study)
· Did participants feedback on the transcripts/data if possible and relevant?  Yes
· Were negative/discrepant results addressed or ignored? Not explicitly stated, but somewhat described through discussion with PPI group

	11. Are the findings convincing?
For example:
· Are the findings clearly presented?
· Are the findings internally coherent?
· Are extracts from the original data included?
· Are the data appropriately referenced?
· Is the reporting clear and coherent?
	Convincing
Not convincing
Not sure

++

	Comments:

· Are the findings clearly presented? Yes
· Are the findings internally coherent? Yes
· Are extracts from the original data included?  Yes
· Are the data appropriately referenced? Yes
· Is the reporting clear and coherent? Yes

	12. Are the findings relevant to the aims of the study?
	Relevant
Irrelevant
Partially relevant
	Comments: Yes, the findings are relevant to the aims.

	13. Conclusions
For example:
· How clear are the links between data, interpretation and conclusions?
· Are the conclusions plausible and coherent?
· Have alternative explanations been explored and discounted?
· Does this enhance understanding of the research topic?
· Are the implications of the research clearly defined?
Is there adequate discussion of any limitations encountered?
	Adequate
Inadequate
Not sure

++

	Comments:
· How clear are the links between data, interpretation and conclusions? Clear
· Are the conclusions plausible and coherent? Yes
· Have alternative explanations been explored and discounted? Somewhat through PPI consultation
· Does this enhance understanding of the research topic? Yes
· Are the implications of the research clearly defined? Yes
· Is there adequate discussion of any limitations encountered? Yes


	Ethics

	14. How clear and coherent is the reporting of ethics?
For example:
· Have ethical issues been taken into consideration?
· Are they adequately discussed e.g., do they address consent and anonymity?
· Have the consequences of the research been considered i.e., raising expectations, changing behaviour?
· Was the study approved by an ethics committee?
	Appropriate
Inappropriate
Not sure/not reported

++

	Comments:
· Have ethical issues been taken into consideration? Yes
· Are they adequately discussed e.g., do they address consent and anonymity? Yes
· Have the consequences of the research been considered i.e., raising expectations, changing behaviour? Yes
· Was the study approved by an ethics committee? Yes


	Overall assessment

	As far as can be ascertained from the paper, how well was the study conducted? (see guidance notes)
	++
+
−
	Comments: Overall, the paper appears to be of high quality.
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Appendix I: Report of Researchers’ Positionality & Reflexivity Statements
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Checklist Ratings & Their
Meanings

Highest Rating: ++

Mid-Level Rating: +

Lowest Rating:

All or most of the checklist
criteria have been fulfilled,
where they have not been
fulfilled the conclusions are
very unlikely to alter.

Some of the checklist
criteria have been fulfilled,
where they have not been
fulfilled, or not adequately
described, the conclusions
are unlikely to alter.

Few or no checklist criteria
have been fulfilled and the
conclusions are likely or
very likely to alter.

Reference

NICE (2012). Appendix H Quality Appraisal Checklist — Qualitative Studies: Methods for the
Development of NICE Public Health Guidance (Third Edition). PMG4. London: National

Institue for

Health

and Care

Excellence.

Available

https://www nice.org.uk/process/pmg4/chapter/appendix-h-quality-appraisal -checklist-
qualitative-studies (Accessed: 01 February 2025)





image4.png
“The primary objective of this qualitative study was to explore the
experiences of people with PCS and assess whether these differed between
those who identified as men or women”.

“This qualitative study was part of a project aiming to explore the
experiences, needs and perspectives of people with PCS on a novel
intervention that the study team was developing for PCS. The findings
presented here represent only the first part of the qualitative interviews,
which focused on the healthcare experiences and needs of people with PCS”.
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STUDY TITLE: The Lived Experience of Long COVID: A Qualitative Study of Mental
Health, Quality of Life, and Coping

General Article Information

‘Author(s): Kennelly, C. E., Nguyen, A. T. P., Sheikhan, N. Y., Strudwick, G., Ski, C. F.,
Thompson, D. R., Bartram, M., Soklaridis, S., Rossell, S. L., Castle, D., & Hawke, L. D.

Year of Publication: 2023

Rescarch Aims: “This study aimed fo cxplore the experiences of mental health, quality of

life, and coping among people living with long COVID”.

Participants:

Sample Size: 47

Sample Demographics:

28 Females, 18 males, 1 non-binary gender

Mean age not reported

Age range = 18-55> Years

Ethnicity described as: White British (27), Indigenous (6), South Asian (4), East or
Southeast Asian (2), More than one ethnicity (3), Another ethnicity (3), not reported (2)

Time elapsed, in months, since acute infection:
3-6 m. (9 participants)

7-12 m. (15 participant)

13 + m. (17 participants)

Missing data (6)

coooe

Employment status (no, of participants)
Employed (28)

On disability/sick leave (9)
Unemployed (4)

Retired (4)

Other (2)

0coo0oo0 e

Recruitment Setting: Online.

“Flyers were circulated via email within the research team’s networks, among institutional

resarch partners, and to long COVID clinics and community support organizations across
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Canada. Recruitment information was published on internal and external institutional websites and

advertised on social media at the Centre for Addiction and Mental Health (CAMH)”.

“Interested individuals connected with the research team over phone, email, or text, After
screening for cligibility, prospective participants attended a virtual session to learn more

about the study and consented to participate”.

Methodology

Method of Data Collection:
“Data from 11 focus groups conducted over a sccure Webex videoconferencing system. .
Each 60-90-minute focus group was co-facilitated by a lcad facilitator with a bachelor’s

education (ATPN) and cither a post-doctoral research fellow or doctoral student (NYS)”.

Theoretical Approach and Data Analysis: Thematic Analysis.

“A codebook thematic analysis method modelled after the combined inductive and

deductive approach of Fereday and Muir-Cochrane was employed”.

“A codebook was developed collaboratively by the lead focus group facilitator (APTN)
and team members based on prior knowledge of literature relating to the rescarch questions
and initial scans of the data, before being refined through discussion with the analysis
team. The primary analyst (CEK) became familiar with the transcripts through multiple
readings, which informed iterative changes to the codebook. The transcripts were then
systematically reviewed in detail, and the coding framework was applicd to the text. New
codes were identified inductively and discussed... before they were added to the codebook.
Themes were developed upon review of both codes and the original text. Tentative codes
and themes were brought to the lived experience advisory group to ensure accurate
representation. Steps taken to build trustworthiness included the practice of reflexivity
through internal dialogue and discussions among the analysis tcam, cxtensive cngagement
with transcripts, ongoing consultation with rescarch team members and the lived
experience advisory group, documentation of team meetings, maintenance of audit trails,

and transparency regarding methodological decision making”.





image7.png
Findings and Conclusions

Main Findings:

Main Themes & Subthemes:

1. The Emotional Landscape of Long COVID
a. Anxiety and Fear of the Unknown

b. Challenges with Emotional Regulation
c. Feelings of Hopelessness and Depression

2. New Limits to Daily Functioning
a. Living with Brain Fog
b. Exhaustion As a Barrier to Completing Tasks in Everyday Life

3. Griefand Loss of Former Identity
a. Reconciling Past and Present Identities
b. Loss of Social Connections

4. Long COVID-related Stigmatization
a. Trivialization of Experience with Long COVID
b, The Burden of Blame

5. Learning to Cope with Persisting Symptoms
a. Establishment of New Habits Affecting the Health of Mind and Body
b. Social Support and Long COVID Knowledge Sharing

Summary:

“These themes illustrate the profound and enduring impact of long COVID on daily life, to
the extent that many participants cxperienced a sense of shattered identity duc to the vast
emotional, physical, and social impact of their expericnces. Despite these challenges, the
extensive discussion of coping and help-secking behaviour among participants illustrates
their commitment to reckoning with their new identity and advocating for an improved

experience for all people living with long COVID”.

“In this study, participants reported the emergence of new or worscning mental health

conditions as one of the most substantial changes associated with long COVID”.

“Participants described the emotional harm caused by the stigmatization of long COVID,
as well as its compounding effect on stigma against mental health conditions more

generally”.
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Limitations:

o Sample bias:

o “The remote delivery of this study has significant advantages and disadvantages.
Though it bolstered demographic diversity and maximized sample size by allowing
individuals to participate from across Canada, it would have excluded people without
access to interet or those with low technological literacy”.

o Non-English speakers omitted from participant sample.

o Potential limited access to study information for those experiencing digital poverty.

o Approximately half of the participants lacked a formal diagnosis of long COVID.

e “Areliance on online recruitment may also have influenced participant responses to
select questions, such as the use of online long COVID support groups as a coping

mechanism”.

Conclusions:

“Participant perspectives on the lived experience of long COVID indicate a life-changing
impact of the condition on their mental health and quality of life. Though the type and
severity of long COVID symptoms varied, feelings of loss of sense of self at the personal
and interpersonal level permeated the participant experience. Declining cmotional health
and wellbeing compounded by reduced physical and cognitive capacitics limited the ability
of participants to engage with components of their former identity, including productivity,
pursuits of joy, and the fostering of social connections. Amidst all these changes, the
invalidation and stigmatization of the long COVID experience by others deepened feclings
of isolation and hopelessness. While participants reported some success with informal
coping mechanisms, many expressed fears of how their condition may deteriorate over

time without formal supports and services to address symptoms”.
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N I H R | National Institute for PROSPERO
Health and Care Research Interational prospective fegister of systematic reviews

Exploring the Influence of Long COVID Upon Self-Identity: A
Systematic Literature Review
Helena Holmes-McCoid, Fiona Lecky
Citation
Helena Holmes-McCoid, Fiona Lecky. Exploring the Influence of Long COVID Upon Self-Identity: A
‘Systematic Literature Review. PROSPERO 2025 CRD420251008410. Available from

REVIEW TITLE AND BASIC DETAILS

Review title
Exploring the Influence of Long COVID Upon Self-Identity: A Systematic Literature Review

Condition or domain being studied
Post-COVID syndrome; Sense Of Identity Finding; Loss O Identity

Rationale for the review

Many long COVID patients report ongoing fatigue, breathlessness, sleep problems, headaches, musculoskeletal
pain, ‘brain fog' and executive dysfunction (Chasco et al., 2022; Newlands et al., 2024). Recent research has
explored lived experience of navigating this condition, highiighting the negative psychological sequelae
‘accompanying long COVID (Burton et al., 2022; Samper-Pardo et al., 2023; Wang, Bao &amp; Chen, 2022).
There is a dominant narrative in the long COVID literature that these experiences constitute a biographical
disruption which engenders grieving for losses, a need to redefine the seif* and a process of reevaluating ife
priorities, values and goals (Martins Marques et al., 2024; Spence et l., 2022). Multiple accounts describe the
struggle of those with long COVID to reconcile their ‘former seif* pre long COVID) with their ‘current self' (Fang et
al., 2023; MacEwan et al., 2024; McAlearney et al., 2024). Moreover, added uncertainty surrounding the illness-
recovery trajectory may further obstruct a clear mental representation of the ‘future self' (Fang et al., 2023;
Lieberwerth &amp; Niemeijer, 2023).

Despite recognition of long COVID's influence upon sense of seif, an in-depth exploration of existing literature on
this topic remains absent. To date, no systematic literature review (SLR) has provided an overarching summary of
articles referencing seff-identity alteration through the lived experience of long COVID. Understanding all
psychological aspects of adjustment to life with long COVID is imperative to guide appropriate provision of
psychological care; particularly in the current context of limited relevant professional pracice guidelines.

Review objectives

The proposed systematic literature review seeks to critically review and synthesise qualitative research, published
between January 2021 and March 2025, concering long COVID patients' perception of self-identity through
personal experiences of this iliness, i.e., to explore and better understand potential changes to sel-identity, owing
tolong COVID. The review question posed is as follows: what influence does long COVID have upon perceptions
of seltidentity?

Only qualitative data comprised of first-hand patient accounts will be analysed in an attempt to gain an
understanding of the complexity and richness of individuals' lived experience

Furthermore, this project also aims to identify germane gaps in the current literaure to enable suggestions for
furtner research — gaps with direct relevance to the clinical practice of psychological professions are of particular
interest.

Keywords
Long COVID; Post-COVID-19 syndrome; Post-acute sequelae of COVID-19; PASC; Identity; Self.concept; Seff-
identiy; Lived experience; Seff-perception

Country
United Kingdom
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Risk Assessment Form for Dissertation Projects

Any SCHARR dissertation student completing a dissertation must complete this risk assessment form in
consultation with their academic supervisor before starting their dissertation. The form should be signed by the
student* and supervisor. Students are advised to keep an electronic copy (preferably a scanned copy of the
supervisor signed form) for future reference and to include a copy of the risk assessment form as an appendix in
their final dissertation.

Please note:

1. *Students must enter their student ID number instead of their names/signature to maintain anonymity.
2. The risk assessment should be revisited if any changes are made to the proposed research or any
circumstances change.

Please complete the requested details and/or mark the answer(s) that apply to your particular dissertation project.

Q1. Overview of Your Research Project

Your student ID: 230246032 Your academic supervisor:

iona Lecky
Does your project involve any or all of the following?

« primary data collection (e.g. interviewing, surveying or observation in unfamiliar and/or private
settings);

« awork-based research placement;

« overseas activities;

« working in an unfamiliar environment in general (i.e. a place that s not known to you, where you
have spent little, o no time, previously).

Yes O (if Yes, complete the rest of the form)

No B (If No, there is no need to complete the rest of the form, just sign the form - Q5 - and seek your
academic supervisor's signature - Q6)

If Yes, please give brief details of your project here (ie. topic area, details of planned research methods,
details of work-based placement, details of any overseas activities, any unfamiliar environments):

Intended site(s) for the project (e.g. details of organisational setting, town, country if not to be completed in
the UK):

Over which months will the project will be completed? (approximate start and end dates to the nearest
month, e.g. June 2012- August 2012):

Will you be working on your own?
Allofthetime 0 someofthetime O Never I

Form HARL 1 06/03/2025
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Q2. Potential security devices
Will you have a personal alarm? ~ Yes Kl No LI

Will you have a mobile phone? YesO No O

Q3. Health

Should we be aware of any medical information concerning your health and fitness, which is relevant to carrying
out the project? Please enter “NONE'if there are no foreseeable healthyfitness problems.

Qd. Potential hazards inherent in project site(s) and/or research methods to be used

Are there any hazards associated with the sites at which you will be conducting your project and/or the
research methods you will use? For example, will you be working on your own in private spaces (e.g. people’s
homes), travelling through potentially unsafe areas to reach your project site, or conducting interviews in
politically volatile or potentially hazardous environments (e.g. around dirty water, at night, busy urban

markets)?
If 50, what are these hazards and what arrangements will you make to manage and reduce these?

Please use the space/table below to record identified risks, who might be affected and how you will manage
the risks.

The risk assessment should be revisited if any changes are made to the proposed research or any
circumstances change.

Form HARL 2 06/03/2025
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Ihave reviewed safety considerations for my project with my

supenvisor. | have read and understood the Dissertation
Research Safety Guidelines i the Dissertation Module Handbook and | agree to abide by the recommendations
made therein.

I understand that | am responsible for my own safety during this project and will take any necessary steps to
minimise the risks the project poses to me and)/or other people. I will not undertake the project if circumstances
increase the risk of accident or njury (e.g. the presence of suspicious individuals).

‘Student’s ID: 230246032
Student’s signature: Lz /felena ffsloree-ff el ecd

Date: 20/02/2025

Q. supenvisor's approval

1 have read this risk assessment and discussed it with him/her. | think it dentifes all readily foreseeable risks in
the project as planned at this date. I the appropriate precautions are taken by the student, the project should be
permitted

Supervisor's signature: ﬁ‘ ren oo r\/_/

Date: 18" March 2025
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These dissertation research safety guidelines apply to any
student studying for their Masters in Public Health dissertation, but, in particular, to those who are conducting
primary research, a work-based research placement and/or a project that involves any overseas activities or
work in an unfamiliar environment in general.

General
Each student must behave responsibly during the conduct of their dissertation project work in order to reduce
the risk of accidents.

« You must discuss your project and any potential risks with your academic supervisor.

« No project that has an undue safety risk will be sanctioned.
« Youare responsible for your own safety.

o Awitten risk assessment for dissertations (Form HAR1) must be completed and approved by your
academic supervisor before any dissertation project work is undertaken.

Dimensions of Risk
There are a number of dimensions to the potential risks that students may face when involved in a dissertation
project (including work-based research placement activities); particularly if it involves social interaction of any
sort.

There is potentiallyrisk of:

«  physical threat or abuse;

« psychological trauma, as a result of actual or threatened violence or the nature of what s disclosed during
the interaction (e.g. during interviews);

« being i a comprising situation, in which there might be accusations of improper behaviour;

«  increased exposure to risks of everyday life and social interaction, such as road accidents and infectious
illness; and/or

« causing psychological or physical harm to others.

It is important that you consider the potential dimensions of risk associated with your particular dissertation
project.

Assessing Risk: Project Site(s)
Inselecting and appraising the project ste(s) and before starting any project work, itis important that you consider
any potential risks associated with the particular location in which you will be working. Some relevant questions
to ask may include:

« How safe s travel to/from the project ste(s)?
o Isthere reliable local public transport?
o Are reputable taxis firms easy to access?
o Isitsafe touse private cars and leave them in the area?
«Is there a local contact person for you at the project site and are you clear about how you can contact
them when you are there? (details of where they are based, a contact telephone number etc.)?
« Ifyou are staying away from home, is there appropriately priced, comfortable and safe accommodation
within easy reach if this is needed?
« Arethere any local tensions to be aware of, such as strong cultural, religious, political or racial divisions?
« What do local sources, such as the police, say about risks in the project site(s)?
« Wouldit be useful to prepare for the project work locally by, for example:
o Meeting with local leaders to explain the project and seek their involvement and/or endorsement;
o Informing other significant local actors about the project and seeking local contact details;

Form HARL 06/03/2025
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Insurance

o Students who engage in overseas activities as part of their dissertation project should ensure that they
have adequate insurance for accidents, iliness and personal belongings for the duration of their overseas
visit.

o Students travelling abroad or within the UK and staying overnight may purchase University insurance.
Students should contact Emma Earle in the Teaching and Support Unit to arrange this.

o Students travelling in the UK but not staying overnight are advised to check that they have adequate
insurance to cover their personal belongings while away from horme.

o Please refer to http://www shef.ac.uk/finance/staff-information/help/insurance for more information
about the University’s insurance as it relates to postgraduate students.

Travelling to project or data collection sites
If you are carrying out project work, such as interviews or observations in unfamiliar areas, pay attention to the
following:

o Study a map of the area or existing information sources for clues as to its character. Look for schools,
offices (post offices), railway stations, markets and other hubs of activity. Think about escape routes from
any dense housing areas. Use the Internet, Google Maps etc. to thoroughly research the area.

«  If doubts about safety are indicated, make enquiries about the vicinity in advance of any practical work,
to assess the need for accompanied visits, shadowing or pre-arranged pick-ups.

«  Ifyour project involves travelling to remote areas, ensure that you have adequate survival gear and
supplies with you in case you have difficulty returning for some reason.

« Avoid travelling to a project site by foot if you are feeling vulnerable. Use convenient public transport, a
private car or a reputable taxi firm. Plan your route in advance and always take a map. Input local taxi
numbers into your mobile phone in advance.

« Try to avoid appearing out of place: dress inconspicuously and non-provocatively, taking account of
cultural norms.

«  Equipment and valuable items should be kept out of sight where possible.

« Carry a personal alarm or other device to attract attention in an emergency.

Dealing with People

Wherever possible, you should try to obtain prior information about the characteristics of the people you will
come into contact with during the project and/or and possible project participants. The following general
guidance should be taken into account, as relevant to your particular project:

o The topics for discussion in some projects relating to health and social issues - for example, poverty,
unemployment, social isolation, bereavement and ill-health - may provoke strong feelings in some
participants and also angry reactions.

o Some respondents may present a greater possibility of risk than others. For instance when conducting
research with people who have a history of psychological disturbance or violent behaviour. If such

Form HARL

06/03/2025
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« To avoid engaging in inappropriate or provocative behaviour with people you come into contact with
during the project, make sure that you are:
o fully aware of any professional, social or cultural norms;
o aware of the potential gender dynamics of interactions; and
o aware of ways in which you can establish the right ‘social distance’ - neither over-familiar nor
too detached.

o Issues of race, culture and gender can impact significantly on your safety when carrying out a project in
certain situations (see Cardiff report listed under further information and resources). For example, lone
female researchers may be more vulnerable than lone males. You should identify the factors that may
contribute to any risk situation in your project working, and identify strategies to try and mitigate these.

« Always obtain permission before entering private land/property.

«  Always carry identification, for example, your university card or a letter authenticated by your academic
supervisor, giving the School of Health and Related Research’s address and your contact details. Research
participants should be given an opportunity to check you are who you say you are, and to review your
documents/ identification.

«  Inrelation to face-to-face interviews conducted in participants’ homes:
Unscheduled interviews:

o If the study design requires you to make opportunistic door-to-door visits to complete short
interviews, try where possible to conduct these briefly at the door and without entering the
property.

o If you are 'cold calling! in this manner, assess the situation before beginning the interview and if
in doubt re-arrange the interview for when a colleague can be present.

Scheduled interviews
o However, many projects involved arranging interviews in advance and it is not always practical to
speak with people briefly and without entering their homes.  If you are required to conduct
interviews in a participant’s home, contact them in advance of the interview (by telephone) to
assess how comfortable you feel about them, and to enquire whether any other members of the
household will be at home. f you have the choice, try and arrange for the interview to take place
in a room where you can see the door (to exit) and always keep your belongings with you (so you

have your phone, money and car keys to hand if you need to leave quickly).

o If after speaking with a participant, you do not feel comfortable to visit their home, arrange an
alternative venue for the interview that has already been assessed for safety (for instance
bookable interview rooms at the University or a public venue such as a ibrary).

o Letthe participant's know that you have a schedule and that other people (a family member, your
supervisor) know where you are if you are carrying out face-to-face interviews. You can tell them
this directly as you arrive by mentioning it in general conversation. Or you can do this more subtly
by stating you need to quickly make a phone call to tell someone where you are. You can also
arrange for calls to be made to you  for instance ask a friend to call you mid-way through the
interview as a way to ‘check in’. Remember leave your mobile phone switched on.

For all types of interview and fieldwork activity:
o This is very important: be sure to let another person know that you plan to be interviewing or
carrying out fieldwork on a particular day and agree a time by which you should have contacted
them. If you are working in the UK this person could be a member of your family, a fellow student

Form HARL 7 06/03/2025
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contact by the agreed time, these people can try to contact you. If they are unable to make

contact with you and become worried, they can sound the alarm (see below).

Muintaining Contact and Communication

Following on from the last point in the previous section, it is essential to establish reliable lines of communication
during your project, both with your family/friends, and also your academic supervisor. You should consider the
following guidelines during the conduct of your project.

« Useamobile telephone (check the battery is fully charged before setting out) when and where available.
Remember to give your mobile telephone number to family/friends/your academic supervisor to enable
return contact. Make sure the mobile s switched on, but don't rely on it s a safety device as you may
find you are in an area without signal.

« If you are undertaking primary research or project work make sure that you provide your academic
supervisor (and/or family and friends) with the following in advance of carrying out project activities
(observation, interviews etc.):

o Details of your itinerary (i relevant)

o Possible activities / appointment times - including names, addresses and telephone numbers of
people being interviewed or called (explain that these details should remain confidential unless in
the event of an emergency when they should be provided to the police (and other appropriate
services) to ascertain your safety).

o Travel routes and accommodation details (i relevant)

o Ifyou are travelling overseas:

o Doall 3things i the previous section

o Givea family member or friend a copy of your passport details, and also personal accident /injury

insurance details in case of any emergency.

o Also make sure that you have your insurance details (specifically your policy number and
emergency telephone contact) easily to hand at all times when you are overseas.
You should arrange to communicate with your academic supervisor at pre-arranged times and
that you have agreed a procedure to follow in the event of your non-communication.

°

o Inforeign environments, ensure that you have at least a basic competence in the relevant local
language for emergency use.
o If you are conducting research in very remote areas, emergency signals are: Six signals within

one minute (whistle blast, torch flashes, shouts, waves of cloth); One minute pause; Repeat six
signals. Reply i: Three signals; One minute pause.

« Golden Rule for Everyone
o During your project, always inform someone of your departure, route, activity(s) and return time
(friend, parent, academic supervisor etc), and always inform the same person(s) of your return.
Itis essential that the person(s) you have informed of your whereabouts and likely return time
knows exactly what procedure to follow in the event of your non-return.

Further Reading and Resources
Bloor, M., Fincham, B. and Sampson, H. (2007) Qualiti (NCRM) commissioned inquiry into the risk to well-being
of researchers in qualitative research. Available at: http://www.cardiff.ac.uk/socsi/qualiti/ClReport.pdf

Social Research Association, A Code of Practice for the Safety of Social Researchers. Available at:
http://www.the-sra.org.uk/documents/word/safety_code of practice.doc

Form HARL 8 06/03/2025
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UCEA/USA (1998) Health and Safety Guidance when Working Overseas. Available at:
http://www.ucea.ac.uk/obiects_store/UCEA%?20H&S%20Guidelines%20for%20Working%200verseas.p
df
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Study Titles & Themes

Study Title Main Findings & Subthemes (Italics)

* (Themes clearly relating to sense of self / self-identity highlighted in red, themes potentially related
highlighted in orange)

‘Factors Shaping the Mental Health and Well-Being
of People Experiencing Persistent COVID-19
Symptoms or ‘Long COVID’: Qualitative Study’

Symptoms Causing Severe Disruption to Daily Life
Access to Services and Treatments

Uncertainty of Illness Trajectories

Care and Understanding from Others

Changes to Identity

[

“The Hidden Pandemic: A Qualitative Study on How 1. Inequality and Inconsistent Medical Treatment

Middle-Aged Women Make Sense of Managing Z- Mit;‘s’ of Igedical Pra Zf;ssiamz.ls dical
Their Long COVID Symptoms’ . Validation, Support and Accessing Medical Treatment
2. Uncertainty and Ambiguity of Managing Long COVID Symptoms
a. The Factors That Increase Long COVID Symptoms
b. Managing Long COVID Symptoms
3. Managing Other People’s Expectations and Perceptions of Long COVID
a. Feeling Judged and Misunderstood
b. Positive and Meaningful Interactions
4. The Changing Identity
a.  Mourning the Old Self
b. Hope and Gratitude

““I Am Just a Shadow of Who I Used To
Be”—Exploring Existential Loss of Identity Among
People Living with Chronic Conditions of Long
COVID’

Disruptions to Self-Continuity
Barriers in Narrative Reconstruction of Identity
Disconnection from the Past & Perceived Future

Deeper Pain of Non-Being

vos e N

. Reflexively Restoring the Coherence of Self

‘Long COVID and the Role of Physical Activity: A The Interconnection of Physical and Psychological Symptoms
Qualitative Study’ 2. Lack of Clear and Consistent PA-Related Advice
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3. Learning to Balance Symptoms and Activity
4. Adapting to An Altered Life
“Young Adults’ Experiences of Biographical 1. Moving Back — Changes and Challenges to Young Adults” Lives and Identities Due to Long COVID
Retrogression Whilst Living with Long COVID’ 2. Disrupted Futures in the Context of a Nascent Condition with No Established Natural History
““We’re Drowning and We’re Alone”: A Qualitative 1. The Unique Burden of Living with Persistent Post-COVID-19 Symptoms
Study of the Lived Experience of People 2. The Complex Work of Seeking Treatment
Experiencing Persistent Post-COVID-19 Symptoms’ 3. The Erosion of Trust in Health Care
4. The Evolving Process of Adaptation to New Realities
‘Exploring the Experiences of Living with the Post- 1. Symptom Dismissal
COVID Syndrome: A Qualitative Study’ 2. Lack of Information and Support
3. Life Before and After Long COVID
4. Psychological Impact
5. Acceptance
“The Lived Experience of Long COVID: A 1. The Emotional Landscape of Long COVID
Qualitative Study of Mental Health, Quality of Life, a. Anxiety and Fear of the Unknown

and Coping’ b. Challenges with Emotional Regulation
ping c. Feelings of Hopelessness and Depression
2. New Limits to Daily Functioning
a. Living with Brain Fog

b.  Exhaustion As a Barrier to Completing Tasks in Everyday Life
3. Grief and Loss of Former Identity

a. Reconciling Past and Present Identities

b. Loss of Social Connections

4. Long COVID-related Stigmatization
a. Trivialization of Experience with Long COVID
b. The Burden of Blame
5. Learning to Cope with Persisting Symptoms
a. _Establishment of New Habits Affecting the Health of Mind and Body

Note. Themes related to identity / sense of self are highlighted in red.
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b.Social Support and Long COVID Knowledge Sharing

“An Exploration of the Expericnces and Self-
Generated Strategies Used When Navigating
Everyday Life with Long Covid’

The Landscape Behind the Long Covid Experience

a. Centrality of Physical Symptoms

b. Navigating ‘Experts’ and the ‘True Colours’ of Personal Communities
c. A Rollercoaster of Psychological Ambiguity

d. Sensitising Mechanism: The Hope-Acceptance Relationship
The Everyday Experience of Participants’ Long Covid.

Seeking Re-Assurance and Knowledge

Developing Self-Awareness of Symptoms Through Monitoring
Trial-and-Error of ‘Safe’ Ideas

Building in Pleasure and Comfort

Prioritising ‘Me’

RN

“Lost and Changed Meaning in Life of People with
Long Covid: A Qualitative Study”

The COVID-19 Pandemic Context
Changed Understanding of Life

Lost Sense of Self

Understanding and the Understanding Other
Struggling with Acceptance

e S

Sources of Meaning in Life

“A Journcy Through Grief: Experiences of Loss
Among Patients with Long COVID’

Loss of Physical Health

Loss of Mental Health

Loss of Social Support & Connections
Loss of Roles in Family

Loss of Self-Identity

Lo ol o

Findings additionally mapped onto Kiibler-Ross’ (1969) Stages of Grief Model

Note. Themes related to identity / sense of self are highlighted in red.
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“Understanding Post-Hospitalised Patients
Experiences of Long-COVID — The PELCO Study’

Existential Crisis

a. Facing Psychological Threat

b. Seeking Legitimisation

c. Forging a Path Through Uncertainty

“It's a Rollercoaster™: The Recovery and Return to
Work Experiences of Workers with Long COVID’

Long COVID Suffering

a. Long COVID Suffering

b. Understanding Long COVID Suffering

c. Organisational Validation of Long COVID Suffering
d. Societal Validation of Long COVID Suffering

Identity

a. Identity Struggle

b.  Identity Work

c. Managing Through Identity Transformation
Belongingness

Work Group Belongingness

Workplace Belongingness

Employment Belongingness

Long COVID Community Belongingness

Long COVID Staff Support Group Belongingness

[N

“Paticnts’ Experiences of Living With Long Covid
and Their Beliefs About the Role of Psychology in
Their Condition”

Overarching Theme: Resolution of the Dichotomy
Transcending Theme: Tension Between the Professional Expertise and Personal Experience of
Long COVID Creates a Dichotomy

Living in Uncertainty

a. Fear of the COVID-19 Pandemic, of the Unknown Cause & of the Future
b. Lack of Treatment Options

c. Ambiguous Identity

‘Why Should I Trust You if You Don’t Believe Me?

a. Broken Trust with Medical Professionals

b. Isolation from Social Networks

c. Broken Trust with Body

Once I Know the Cause, People Will Believe Me

a._Self-Educated Through Research

Note. Themes related to identity / sense of self are highlighted in red.
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b, Medical Focus on Aetiology & the Need to Prove llness
c. Initial Rejection of Psychology's Role in Long COVID

‘How Do Long COVID Patients Perceive Their 1. Living Situation and Difficulties in Daily Activities
Current Life Situation and Occupational Perspective? 2. Occupational situation
Results of a Qualitative Interview Study in Germany’ 3. Support from the Work Environment
4. Role Conflicts, Identity Crises, and “New Reality with Long COVID”
“Patients’ Lived Experience and Reflections 1. Having an Unknown Chronic Illness
on Long COVID: An Interpretive Phenomenological Z Reaf"[ﬂ"f
< withi ; Denial
Analysis within An Integrated Adult P C;
alysis within An Integrated Adult Primary Care c. Physical and Mental Impacts
Psychology NHS Service' o .
2. Living with Uncertainty
a. Variable/unpredictable symptoms
b.  Frustration
c. Loss of Identity/Sense of Purpose
3. Regaining Control
a. Advocating for Myself
b. Mastering the symptoms/self-management
4. Moving Forward
a. Acceptance
b.  Re-evaluation
c. Re-defined Sense of Recovery
“Getting Back to Normal? Identity and Role 1. Realising Disruptions
Disruptions Among Adults with Long COVID” 2. Identity and Role Challenges
Reconciling Iliness & Identity
“Reluctant Pioneer™: A Qualitative Study of T. Making Sense of Symptoms
Doctors' Experiences As Patients with Long COVID® 2. Feeling Let Down

Using Medical Knowledge and Connections

Note. Themes related to identity / sense of self are highlighted in red.
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‘Wanting to Help and Wanting to Be Helped
Becoming a More Empathic Doctor

“Lived Experience of Patients with Long COVID:

A Qualitative Study in the UK”

b

Understanding Who Helps Patients Manage Symptoms
a. Available Support Options

b.  Family Interdependence

Daily Activities and the Impact on Quality of Life and Health Status

a. Changes in Functional Ability and Physical Activity

b.  Pacing as an Activity Management Strategy

c. Post-Exertional Symptom Exacerbation

Emotional Impact of Long COVID Symptoms on Personal Identity and Recovery

‘The Effect of Turbulent and Episodic Symptom Profiles on Personal Identity and Recovery.

“Living with Long COVID: A Longitudinal
Interview Study of Individuals’ Communicative
Resilience Through the “Long Haul”"

R S

Crafting Normalcy
Affirming Identity Anchors

Maintaining and Using Communication Networks

Putting Alternative Logics to Work

Foregrounding Productive Action Whilst Legitimising Negative Feelings
Critiquing and Resisting the Status Quo

“TFeel Like My Body is Broken™: Exploring the
Experiences of People living with Long COVID®

TLong COVID Symptoms Are Numerous and Wearing

a. Symptoms are Numerous

b. ‘Common’ Long COVID Symptoms

c. Symptoms Vary in Presentation and Intensity

The Effects of Long COVID Are Pervasive

a. Modified Sense of Self

b. Changed Capacity to Manage Roles and Responsibilities

c. Changed Capacity to Work

Physical Activity is Difficult and, in Some Cases, Not Possible
Asking for Help When Few Are Listening, and Little is Working
a. Support Received

b. Few, if Any, Treatments Work

Note. Themes related to identity / sense of self are highlighted in red.
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Evidence / Discussion of PPIE: Study No.’s Correspond to Table 3

1. No evidence of PPL.

2. No evidence of PPL

3. No evidence of PPL.

4. No evidence of PPL

5. Participants reviewed transcripts and could request removal of sections. Data
interpretations were discussed with an advisory group (containing members with lived

experience of LC).

6. Focus group participants were invited to participate in member checking. Themes
refined based on participants’ feedback.

7. Had a PPI group (also took part in interviews). Involved in interpretation and review of
findings.

8. “Tentative codes and themes were brought to the lived experience advisory group”.
9. Included patient co-authors.

10. Referenced refining categories by member checking.

11. No evidence of PPL

12. PPI group reviewed participant-facing documents, advised on recruitment and helped
to interpret emerging themes.

13. No evidence of PPL.
14. No evidence of PPL.
15. No evidence of PPL.
16. No evidence of PPL.

17. No evidence of PPL.
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18. No evidence of PPI beyond study planning - “(one author) discussed the planned
study with members of a post-COVID support group, facilitated by a clinical
commissioning group”.

19. Findings were shared “with two patient representatives for review; no adjustments
were requested, and the themes were deemed reflective of the transcripts”.

20. Participants reviewed findings & offered feedback - “we returned our findings to all
participants with their permission. Nine responded and validated our interpretations. One
provided additional reflections that we incorporated”.

21. A patient partner (co-author) critically reviewed data and contributed to analysis.
Also reviewed and approved the manuscript and attending initial meetings re research
objectives.
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Researchers’ Position / Reflexive Statements: Study No.’s Correspond to Table 3

1. Discussed professional background only.

2. Discussed the first author’s lived experience and how it influenced data analysis (of 2
authors).

3. Discussed epistemological and ontological standpoints.

4. Discussed the gender and research experience of one author + the research experience of
another (of 4 authors).

5. Discussed the research and professional background of all authors.

6. Discussed epistemology. Discussed the gender and rescarch experience / professional
background of all authors.

7. Discussed one author’s professional background (of 7 authors).

8. Researcher team positionally provided (discussed educational/professional backgrounds,
gender, ethnicity, personal experience (or lack of) relating to LC).

9. Epistemology Discussed. Discussed, conceptually, that authors engaged in critical self-
evaluation and considered positionally but did not provide details of
considerations/reflections.

10. Discussed epistemology of chosen methodology only.

11. No discussion of authors’ background or position.

12. Discussed some philosophical underpinnings and one author’s research/professional
experience (of 3 authors).

13. Discussed epistemology of chosen methodology only.

14. Positionality statement included (professional background, personal experience (or lack
of) relating to LC, + gender stated in relation to all authors). Discussed how to mitigate
against potential biases.

15. Discussed two authors” professional and research experience.

16. Discussed epistemology of chosen methodology only. Vaguely stated, “rescarchers
maintained a reflexive position throughout the analysis to minimise the risk of any
presumptions that might affect the IPA findings”.

17. Only commented, “We discussed findings in regular meetings and recorded our analytic
decision-making process with detailed notes and memos documenting our personal
assumptions to limit biases and strengthen objective interpretation”.
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18. Discussed the professional/research background/experience of all authors. Discussed two
authors’ lived experience of LC.

19. Stated, “All researchers had experience in their respective field of working with clinical
populations with chronic conditions”. Referenced the research experience of all authors.

20. No discussion of authors’ background or position.

21. Discussed using a constructivist paradigm. Supplementary material provided containing
authors’ reflexivity statements. Discussed the research/professional experience of all authors
and how awareness of biases were considered. Discussed one authors’ relationship with LC
(lived experience).
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Sampling Strategy & Participant Selection Rationale/Justification: Study No.’s
Correspond to Table 3

- Sampling bias - Yes (e.g., Potentially excluded those experiencing digital poverty or
illiteracy - advert in newsletter and via social media. Recruited from an online LC support
group. UK only. Participants recruited possibly more likely to share extreme

negative/positive views due to strategy of sampling. Eligibility criteria may have allowed for

iiciiants exiriencini other loni-texm conditions (and not LC) to be recruited).

- Sampling bias - Yes (e.g., Predominantly English speakers recruited, those experiencing
digital poverty or illiteracy may have been excluded due to social media
advertisement/recruitment, unsure if the sample was solely cis-women or included

transgender women). Study topic/aim intended to focus on women specifically.
(for unknown reasons, did not include

participants who had been hospitalised).

3.
- Sampling bias - Yes (e.g., Unclear if interviews were f-2-f, video or by telephone, very
broad inclusion criteria — “LC sufferers who reported having COVID-19-related symptoms
for over 4 weeks and particularly focused on those who indicated having persistent symptoms
for over 8 weeks” — which could have inadvertently selected participants with non-LC related
symptoms). Ethnicity information is ambiguous and categories all non-White British
participants into a category of “ethnic minority participants”. Authors failed to reflect on
sampling bias or limitations more broadly).

- Sampling bias - Yes (e.g., Potentially excluded those experiencing digital poverty or
illiteracy as recruitment invites were sent via email + excluded non-English speakers).
— (unsure why didn’t include patients who has been
hospitalised with COVID-19).

5
- Sampling bias - Yes (e.g., Age range (>18 years), interviews were held online — excluded

those exienencmi d:ilta.l ivi or low technological literacy)
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6.

- Sampling bias - Yes (e.g., Non-English speakers, potentially excluded those experiencing
digital poverty or iliteracy, sample was mostly middle-aged participants & two thirds of

samile female, no rationale iven for “adults™ as part of the criteria)

- Sampling bias - Yes (e.g., Sample mostly white British females, small sample size, no info
re symptom severity, duration or illness onset, those experiencing digital poverty/low
technological literacy may have been excluded due to focus groups being held online via
Zoom)

- Sampling bias - Yes (e.g., Potentially excluded those experiencing digital poverty or low
technological literacy due to focus groups being held online + excluded non-English

ipenkers)

- Sampling bias - Yes (e.g., Excluded anyone hospitalised with COVID, recruited only from
England and Wales, sample participated in a previous long COVID study - possibly
influenced how participants discussed LC, “included only participants were those able to
access and participate in code sign activities held during traditional working hours... may not

have cni i iresenmnve sam:le of LC patients”)

_ (e.g., Excluded non-English and non-Dutch speakers, potentially
excluded those experiencing digital poverty — study info/recruitment materials distributed

online +i word of mouth)

11
- Sampling bias - Yes (e.g., Excluded non-English speakers, recruited from a long COVID

treatment clinic - nmi not ipnsem ‘wider LC community)

12,
- Sampling bias - Yes (e.g., Small sample size, included patient >18 years, excluded people

not able to speak English fluent)
(unsure why age restrictions - >18 years - were

chosen)
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13.

Potentially excluded those experiencing digital poverty, low

|eclmoloﬁ'cnl h(emci — online interviews)

- Justified participant selection - Partially

14.
- Sampling bias - Yes (e.g., Predominantly a white female sample, only included adults >18

15.

- Sampling bias - Yes (e.g., Only included adults >18 years. Mostly recruited from one region
in Germany, most middle-class people of German descent, may have neglected those with
high symptom burden unable to participate in a one-hour interview...”. Authors concluded,
“Various population groups (e.g., people with a migration history, older adults, people with'a
low educational level, or people with a speech disorder) may get disadvantaged to participate

and are iiﬁemd in this study”.

16.

- Sampling bias - Yes (e.g., Only included participants ages >18 years. All participants from a
single primary care MH service, participants had had access to psychological support... “may

iresem a better adjusted trajectory than that of the general LC population”).

17,

- Sampling bias - Yes (e.g., Only included participants ages >18 years. Limited demographic
diversity, mostly white college-educated women. Potentially excluded those experiencing
digital poverty or low technological literacy — participants recruited from 5 online
communities).

[ R
18.

- Sampling bias - Yes (E.g., Potentially excluded those experiencing digital poverty —
interviews conducted online, participants mostly white/female/younger age group,
homogeneity of sample.... implications for claims of data saturation)
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- Sampling bias - Yes (E.g., Predominantly white, middle-aged women + only included those
aged >18 years. Only recruited from a pool of individuals with access to a LC clinic)

- Commented. .. “A limitation of COVID-19 research, inclusive of our work, is the lack of
ethnic diversity, male representation, young people, low socioeconomic groups and small

samile sizes”.

20.

- Sampling bias - Yes (E.g., Small sample of white, educated, middle-class participants all
with health insurance. Study information dissemination for recruitment was mostly done
online — potentially excluded those experiencing digital poverty, low technological literacy or

mnemi).

21

- Sampling bias - Yes (e.g., Excluded-English speakers, only included participants ages >18
years, potentially excluded those experiencing digital poverty, low technological lteracy or

mnemi — recruitment online + data collected via online survey)
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ROBIS: Tool to assess risk of bias in systematic reviews

Phase 1: Assessing relevance (Optional)
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Phase 2: Identifying concerns with the review process

DOMAIN 1: STUDY ELIGIBILITY CRITERIA

Describe the study
objectives and eligi

ligibility criteria, any restrictions on eligibility and whether there was evidence that|
ity criteria were pre-specified:

Study Eligibility Criteria

Table 1
Inclusion Criteria and Rationales

Inclusion Criteria Rationale

Peer reviewed Peer reviewed articles are thoroughly evaluated by the
scientific community, yielding ~high-quality content
(Morley & Grammer, 2021).

Published between January 2021-March 2025 To cover the timeframe in which literature emerged
relating to LC (the cut-off date allowed synthesis against a
feasible project timeframe).

Articles focused on, or including underlying To meet the core aims of this review.
themes relating to, patients’ perception of self-
identity in relation to lived experience of LC

English language papers Due to limited resources, translation services were
inaccessible. The first author is English speaking, only.
Hence, solely articles written in English, or already
translated to English, were analysed and synthesised.

Relevant first-hand patient experiences Allowing for the nuance, richness and complexity of lived
experience to be captured within the synthesis.

Qualitative methodology Qualitative methodologies allow for depth of lived
experience to be examined — particularly apt when
synthesising novel data on an under-researched topic.

Papers with data derived from direct Reliability and validity of findings may be enhanced by

interaction between participants and the synthesising data ‘closest’ to participants’ accounts (and

researcher(s) therefore experiences). Thus, excluding literature reviews.
Data-rich qualitative reports, derived from survey data,
may be included.
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Table 2
Exclusion Criteria and Rationales

Exclusion Criteria Rationale

Quantitative and mixed-method approaches  To enable the review question to be appropriately
answered. Quantitative methodologies are not designed
to capture the detail or nuance of lived experience.
Arguably, mixed-method approaches do so to a lesser
extent than qualitative methodologies (Holmes, 2021).

Articles with a narrow focus on a specific To meet the aims of the current review.
element of the LC experience that lacks
relevance to the topic of interest

Systematic literature reviews Findings of systematic literature reviews represent
second-hand  interpretations of firsthand original
sources. The current review aimed to reflect the original
data sources as much as possible.

Non-English language papers Due to limited resources, translation services were
inaccessible. Therefore, non-English language papers
were excluded.

Pre-Specified Criteria

Objectives and eligibility criteria were pre-specified in a protocol submitted and published via PROSPERO:
https://www.crd.york.ac.uk/PROSPEROFILES/d262a500c50ed9dda5752613d18889¢3. pdf

1.1 Did the review adhere to pre-defined objectives and eligibility criteria? PY/PN/N/NI
1.2 Were the eligibility criteria appropriate for the review question? Y/PY/PN/N/NI
1.3 Were eligibility criteria unambiguous? Y/PY/PN/N/NI
1.4 Were any restrictions in eligibility criteria based on study Y/PY/PN/N/NI
characteristics appropriate (e.g. date, sample size, study quality, outcomes
measured)?
1.5 Were any restrictions in eligibility criteria based on sources of Y/PY/PN/N/NI
information appropriate (e.g. publication status or format, language, availability of
data)?
Concerns regarding specification of study eligibility criteria LOW/HIGH/UNCLEAR

Rationale for concern:

1.5~ The choice to omit non-English language papers was unavoidable, due to resource limitations, but does
represent an issue of bias.
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DOMAIN 2: IDENTIFICATION AND SELECTION OF STUDIES

Describe methods of study identification and selection (e.g. number of reviewers involved):

Reviewers involved —2.
First author (HH-M) conducted selection and identification through initial search — this yielded the
majority of articles meeting the eligibility criteria. Others were identified through reference list
checking/hand searching.

External source (NHS Trust library staff member) conducted an independent search.

First author (HH-M) cross referenced both search findings —no new papers identified through this
process. However, some duplicates were identified across independent searches.

PROSPERO protocol states:
“The systematic literature review will be undertaken by searching several electronic databases (ERIC,
MEDLINE, CINAHL, APA PsycArticles, APA Psyclnfo and the Core Collection of the Web of Science
database). This search strategy will encompass psychological, medical and general databases to ensure a
broad search scope, enhancing the probability of relevant article detection”.

Other methods used for identifying research: “Reference st checking - hand searching of these”.

Titles and abstracts were screened and if potentially relevant, papers were read i full to determine
eligibility.

2.1 Did the search include an appropriate range of databases/electronic Y/PY/PN/N/NI sources for
published and unpublished reports?

2.2 Were methods additional to database searching used to identify Y/PY/PN/N/NI relevant reports?

2.3 Were the terms and structure of the search strategy likely to retrieve Y/PY/PN/N/NI as many eligible

studies as possible?

2.4 Were restrictions based on date, publication format, or language Y/PY/PN/N/NI appropriate?

2.5 Were efforts made to minimise error in selection of studies? Y/PY/PN/N/NI

Concerns regarding methods used to identify and/or select studies LOW/HIGH/UNCLEAR|
Rationale for concern:

2.4~ “Partially yes” owing to restrictions placed on non-English language articles due to resource
limitations. In addition, a specific timeframe (January 2021~ March 2025) was selected and justified in the
inclusion/exclusion rationale.
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DOMAIN 3: DATA COLLECTION AND STUDY APPRAISAL

Describe methods of data collection, what data were extracted from studies or collected through other
means, how risk of bias was assessed (e.g. number of reviewers involved) and the tool used to assess risk
of bias:

PROSPERO protocol states:

“The systematic literature review will be undertaken by searching several electronic databases (ERIC,
MEDLINE, CINAHL, APA PsycArticles, APA Psycnfo and the Core Collection of the Web of Science
database). This search strategy will encompass psychological, medical and general databases to ensure a
broad search scope, enhancing the probability of relevant article detection”.

Other methods used for identifying research: “Reference list checking - hand searching of these”.
Prospero protocol further states:
“Initial data extraction (tabulated, in text) by first reviewer.

Data collected to include:
1. Author(s) of article.
Title of the article.
Journal article published within (completed and considered but not included in the
main table, in text)
Location the study was undertaken.
Participant demographics (sample size, gender)
Year of participants’ first COVID infection or duration spent living with long COVID
Main findings / main themes & sub themes

wN

No o~

For details of data extraction documented for the purposes of quality assessment, please review the
Quality Assessment Checklist developed by NICE (2012) (available at Available at:
https://www.nice.org.uk/process/pmga/chapter/appendix-h-quality-appraisal-checklist-qualitative-

studies)”

In addition to use of the above-named quality checklist, which considers risk of/consideration of bias
within the independent articles, this ROBIS tool is being utilised to assess risk of bias in the overall
systematic literature review.

3.3 Supplemental materials, some of which included study results, were reviewed in every instance
where this was available for articles.

3.5~ First author (HH-M) completed the ROBIS tool. This was checked by a second reviewer (second
author —FL).

Similarly, the first author (HH-M) completed all quality assessment checklists for each study, whilst the
second author (FL) assessed three paper’s methodological quality independently (using the above NICE
2012 checklist). This served as a reliability check of the first authors findings. There were no
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discrepancies found across quality rating assignments. Given the unanimity between raters, remaining
articles were assumed to be reliably rated by the first reviewer (HH-M).

3.1 Were efforts made to minimise error in data collection? Y/PY/PN/N/NI
3.2 Were sufficient study characteristics available for both review authors Y/PY/PN/N/NI and
readers to be able to interpret the results?

3.3 Were all relevant study results collected for use in the synthesis? Y/PY/PN/N/NI
3.4 Was risk of bias (or methodological quality) formally assessed using appropriate criteria? Y/PY/PN/N/NI
3.5 Were efforts made to minimise error in risk of bias assessment? Y/PY/PN/N/NI
Concerns regarding methods used to collect data and appraise studies LOW/HIGH/UNCLEAR
Rationale for concern:

3.1 “Partially yes” owing to only the first author (HH-M) reviewing titles, abstracts and full texts to deem
article suitability (despite two searches being independently conducted and cross-referenced).

DOMAIN 4: SYNTHESIS AND FINDINGS

Describe synthesis methods:

2.1 Did the synthesis include all studies that it should? Y/PY/PN/N/NI
4.2 Were all pre-defined analyses reported, or departures explained? Y/PY/PN/N/NI
4.3 Was the synthesis appropriate given the nature and similarity in the Y/PY/PN/N/NI
research questions, study designs and outcomes across included
studies?
4.4Was  between-study variation (heterogeneity) minimal or Y/PY/PN/N/NI
addressed in the synthesis?
4.5 Were the findings robust, e.g. as demonstrated through funnel plot or Y/PY/PN/N/NI
sensitivity analyses?
4.6 Were biases in primary studies minimal or addressed in the synthesis? Y/PY/PN/N/NI
Concerns regarding the synthesis and findings Rationale LOW/HIGH/UNCLEAR
for concern:

4.5~ Partially yes. The findings served as a preliminary
exploration of the subject area owing to data
availability and the novelty of the research area. Funnel
plot/sensitivity analyses not relevant.

4.6~ Abroad number of potential biases in primary
studies were commented on and considered but not all
points could be included in text owing to the wordcount
restriction.

Y=YES, PY=PROBABLY YES, PN=PROBABLY NO, N=NO, NI=NO INFORMATION
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Phase 3: Judging risk of bias
Summarize the concerns identified during the Phase 2 assessment:

Domain Concern Rationale for concern
1. Concerns regarding specification of study | Low. Eligibility and exclusion criteria
igibility criteria clearly pre-defined with a
specified rationale for decision
making.

Only one concern identified.
Answered “Partially yes” to
question 1.5 owing to restrictions
placed on English language only
articles due to resource
limitations.

All other areas demonstrate low

risk bias.
2. Concerns regarding methods used o Low Only one concern identified.
identify and/or select studies Answered “Partially no” to

question 2.4 owing to restrictions
placed on English language only
articles due to resource
limitations.

All other areas demonstrate low

risk bias.
3. Concerns regarding methods used to Low Only one concern identified.
collect data and appraise studies Answered “Partially yes” for

question 3.1 owing to only the
first author (HH-M) reviewing
titles, abstracts and full texts to
deem article suitability (despite
two searches being
independently conducted and
cross-referenced).

All other areas demonstrate low
risk bias.

4. Concerns regarding the synthesis and Low’
findings
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RISK OF BIAS IN THE REVIEW

Describe whether conclusions were supported by the evidence:

A Did the interpretation of findings address all of the concerns identified Y/PY/PN/N/NI
in Domains 1 to 4? Issue 3.1 (above) not addressed in text. All other
concerns addressed.

B. Was the relevance of identified studies to the review's research Y/PY/PN/N/NI
question appropriately considered?

C. Did the reviewers avoid emphasizing results on the basis of their Y/PY/PN/N/NI

statistical significance? N/A
Risk of bias in the review Rationale
for risk: Some bias exists in the
review but overall, the risk is
considered to have a low impact on
the findings and conclusion of the
study. Many of the issues identified
were also addressed and discussed
in text.

RISK: LOW/HIGH/UNCLEAR

Y=YES, PY=PROBABLY YES, PN=PROBABLY NO, N=NO, NI=NO INFORMATION
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