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Background

In 2023, 172,409 patients received a solid organ transplant, worldwide!"l. Transplant recipients may
experience, or require access to, wide-ranging support services and healthcare interactions at various
timepoints following transplantation. Depending on the organ received and post-operative complications,
transplant recipients may spend extended periods (~1-3 weeks) in hospital following transplantation!?.
This can include time in an intensive care unit, ward recovery, and wide-ranging preparations for discharge
from various members of the healthcare team, where available (e.g. Physiotherapist, Psychologist,
Dietician, Dermatologist)®?. Healthcare interactions extend to life after transplant, as recipients require
lifelong follow-up healthcare to monitor their health, manage their medication, and ensure any
complications (e.g. signs of graft rejection, complications of long-term immunosuppression) are
recognised and treated early®®. Further, transplant recipients may require support for psychological
distress (e.g. concerns about future health)!, physical (e.g. weight gain)®, social (e.g. social restrictions

due to risk of infection) and role challenges (e.g. inability to work)!®!.

Patient experience of healthcare encompasses a “combination of external and internal hospital
processes, patient-centred attributes, patient-staff and staff-staff interactions during all episodes of
care.”l”!, In the United Kingdom, the National Health Service Organ Utilisation Group recently presented a
vision for equitable transplant services that support and empower patients by placing the patient voice at
the heart of shaping their healthcare services!®. This is important because good patient experience is a
fundamental requirement for high quality healthcare!®.. However, opportunities for transplant recipients’
voices to be heard and taken into account in service improvement are currently limited. A recent scoping
review identified eight publicly available measures of patient experience of solid organ transplantation
healthcare for kidney or liver transplantation, with no available measures for heart, lung, or pancreas
transplantation, and limited consideration of follow-up carel'?. This emphasises the value of qualitative

research, which is well positioned to understand the experience and perspective of transplant recipients



on post-transplant care. Indeed, evidence derived from qualitative research has previously been
integrated into clinical guidelines and policies in transplantation!'". Therefore, a systematic review of
existing qualitative research considering the depth and breadth of post-transplant healthcare experiences
is both timely and novel. This has the potential to identify evidence gaps and provide valuable insights that
can inform the development of novel measures of patient experience, and the delivery of high quality

transplantation care.
Aim
This systematic review of qualitative research will aim to comprehensively understand the post-transplant

healthcare experiences of solid organ transplant recipients.

Objectives

1. Identify and synthesise existing qualitative research reporting the post-transplant healthcare
experiences of adult solid organ transplant recipients

2. ldentify what and how different healthcare interactions are experienced by transplant recipients
to understand the types of interactions (e.g. preparation for discharge) and the experiences of
those interactions (e.g. being treated with dignity)

3. Examine commonalities and differences in healthcare experiences across different solid organs
and healthcare settings

4. Outline evidence gaps in current understanding of healthcare experience by identifying patient
subgroups and healthcare settings that are underrepresented across existing studies

5. ldentify key areas where there may be opportunities to improve transplant healthcare services

Design

This systematic review of qualitative research will be registered with the Prospective Register for
Systematic Reviews (PROSPERO), and reported in accordance with the Enhancing Transparency in

Reporting the Synthesis of Qualitative Research (ENTREQ) framework!'?,

We have used the SPIDER framework!'® to inform our search strategy and eligibility criteria: Sample (adult

solid organ transplant recipients); Phenomenon of Interest (transplant-related healthcare); Design



(qualitative methods, e.g. interviews, focus groups); Evaluation (healthcare experiences); Research type

(qualitative research).

Throughout paper selection, data extraction, appraisal of transparency of reporting, and data synthesis,
the reviewers will resolve any disagreements through discussion, involving a third reviewer where

necessary.

Eligibility criteria

Inclusion criteria

A paper will be eligible if: (1) it is an original peer-reviewed article, available in English; (2) it reports the
findings of qualitative research; (3) it elicits the experiences of people who received a solid organ (heart,
lung, liver, kidney, pancreas, intestine) transplant as an adult (aged =18 years); and (4) the reported

experiences are relevant to transplant-related healthcare from the point of transplantation onwards.

Exclusion criteria

A paperwill be excluded if: (1) it only reports the findings of quantitative research. Mixed- or multi-methods
studies will be eligible if qualitative elements otherwise meet the eligibility criteria; (2) it elicits the
experiences of paediatric transplant recipients (aged <18 years) or adults who received their transplant as
a paediatric patient. These patients may be treated in paediatric units so likely have different healthcare
experiences that are beyond the scope of this review; (3) the transplant recipient’s experiences are
described by someone else (e.g. family-member); (4) the participants have not yet received a transplanted
organ; and (5) the experiences are related to a specific novel intervention (e.g. as part of a trial), that is not

usual care.

Search strategy

Searches will be conducted from inception on the following five bibliographic databases: MEDLINE (and
other non-indexed citations) (OVID), Embase (OVID), CINAHL (EBSCO), PsycINFO (OVID), and Scopus. Our
search strategy will encompass three key concepts, namely: organ transplant, healthcare experiences,

qualitative methods.



The development of search terms will be informed by previously published search strategies on solid organ
transplant recipient experiences!'®'¥, To formulate a combination of appropriate medical subject headings
and keywords, we will consult with an experienced information specialist; final search terms will be
tailored in line with the specific subject headings used by each database. To retrieve any additional papers
for inclusion, we will hand-search the reference lists and forward citations of eligible papers and relevant

systematic reviews.

Paper selection

Paper selection will follow a two-stage process. Firstly, titles and abstracts of papers identified through
the bibliographic database searches will be independently screened by two blinded reviewers, using
Rayyan software. Any paper referring to the healthcare experiences of solid organ transplant recipients will
be retained for full-text screening. If full-text is not readily available, we will use an inter-library loan, or

request it from the corresponding author.

Two reviewers will then independently screen the full texts against the eligibility criteria. Any paper
excluded during full-text screening will be given a coded exclusion reason to ensure transparency when
completing the Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA) flow

diagram!"®,

Data extraction

Data extraction will be conducted by one reviewer and, for accuracy, checked by a second reviewer. To
facilitate this, we will create and pilot a structured form and refine as needed. If multiple included papers
report different findings from the same study, this will be treated as a single study (sample) in the synthesis
(although sample characteristics may be derived from multiple papers). Data extraction decisions will be

informed by the available published material.

We will extract the following data: study setting; study aim; healthcare episode; sample characteristics
(sample size, organ(s) received, sex, age, ethnicity, socio-economic status, employment status, rurality,
time since transplant, co-morbid conditions); study design; sampling method; recruitment; data

collection method; location; data analysis strategy; author-reported key findings (e.g. themes). We will



summarise the sample characteristics to document the level of diversity within, and across, the samples

of included qualitative research.

Appraisal of transparency of reporting

To appraise the reporting of each included paper, we will use an amended version of the widely used
Consolidated Criteria for Reporting Qualitative Health Research (COREQ) checklist!'®; this will be
completed by one reviewer and checked by a second reviewer. The COREQ checklist considers three
dimensions, namely: research team and reflexivity; study design; and analysis and findings. Example items
include “How were participants selected?” and “What was the duration of the interviews or focus
groups?”. We will count the number of included papers that report each item, and the number of items
reported by each included paper. We are conscious of the potentially reductionist nature of checklists for
qualitative research, including concerns regarding their credibility!”); thus, appraisal will not be used to
“measure” study quality, rather highlight where there is variability, and potential room for improvement, in

the reporting of qualitative research.

Data synthesis

In accordance with the RETREAT criteria for selecting a qualitative evidence synthesis approach!'®, our
review question, timescale, resources, expertise, and purpose warrant the use of a thematic synthesis!'®.
Firstly, we will import the included paper PDFs into NVivo for storing, coding, and searching of the
qualitative data. One reviewer will then conduct line-by-line coding of the text and quotes in the results
sections of included papers to inductively identify the healthcare interactions experienced by transplant
recipients. Two additional reviewers will independently conduct line-by-line coding on a sub-sample of the
included papers, to ensure consistency in the identified healthcare interactions. Where a study reports
data related to pre- and post-transplant healthcare experiences that can be distinguished, only the post-

transplant data will be coded.

The review team will discuss and reach consensus on the similarities and differences between the
identified healthcare interactions to generate descriptive themes that portray the relevant areas of
healthcare experience. Two reviewers will independently review the data within each descriptive theme to

generate analytical themes that consider how each area of healthcare is experienced. The review team will



again discuss and reach consensus on these themes, which will present key strengths within, and areas

where there may be opportunities to improve, healthcare services.

Dissemination plans

This systematic review of qualitative research will be published in a relevant peer-reviewed journal, and
presented at relevant (inter)national conferences. The findings will also be shared with national patient

advisory groups and charities.

References

1. Home - Global Observatory on Donation and Transplantation. (2023). https://www.transplant-
observatory.org/

2. Home - Organ transplantation - NHS Blood and Transplant. (n.d.). Retrieved December 23, 2025, from
https://www.nhsbt.nhs.uk/organ-transplantation/

3. Neuberger, J. (2020). Follow-up of liver transplant recipients. Best Practice & Research Clinical
Gastroenterology, 46-47, 101682. https://doi.org/10.1016/).BPG.2020.101682

4. Nijhoff, M. F., Hovens, J. G. F. M., Huisman, S. D., Ringers, J., Rabelink, T. A. J., De Fijter, H. J. W., Van
Der Boog, P. J. M., & De Koning, E. J. P. (2020). Psychological Symptoms and Quality of Life after
Simultaneous Kidney and Pancreas Transplantation. Transplantation Direct, 6(5), €552.
https://doi.org/10.1097/TXD.0000000000000996

5. Gibbons, A., Bayfield, J., Cinnirella, M., Draper, H., Johnson, R. J., Oniscu, G. C., Ravanan, R., Tomson,
C., Roderick, P., Metcalfe, W., Forsythe, J. L. R., Dudley, C., Watson, C. J. E., Bradley, J. A., &
Bradley, C. (2021). Changes in quality of life (QoL) and other patient-reported outcome measures
(PROMSs) in living-donor and deceased-donor kidney transplant recipients and those awaiting
transplantation in the UK ATTOM programme: a longitudinal cohort questionnaire survey with
additional qualitative interviews. BMJ Open, 11, 47263. https://doi.org/10.1136/bmjopen-2020-
047263

6. Forsberg, A., Karlsson, V., Cavallini, J., & Lennerling, A. (2015). The meaning of social adaptation after
solid organ transplantation. Nordic Journal of Nursing Research, 36(2), 62-67.
https://doi.org/10.1177/0107408315603915

7. Avlijas, T., Squires, J. E., Lalonde, M., & Backman, C. (2023). A concept analysis of the patient
experience. Patient Experience Journal, 10(1), 15-63. https://doi.org/10.35680/2372-0247.1439

8. Williment, C., Jones, J., Forsythe, J., Mumford, L., & Powis, S. (2023). Excellence in Organ Utilisation—A
Quantitative and Qualitative Evidence Base for a New Approach in the UK. Transplant International,
36, 11641. https://doi.org/10.3389/T1.2023.11641/BIBTEX

9. Doyle, C., Lennox, L., & Bell, D. (2013). A systematic review of evidence on the links between patient
experience and clinical safety and effectiveness. BMJ Open, 3(1), e001570.
https://doi.org/10.1136/BMJOPEN-2012-001570

10. Jenkins, R., Rimmer, B., Marson, L., Fisher, A. J., Sharp, L., & Exley, C. (2024). Measuring patient-
reported experience of solid organ transplantation healthcare: A scoping review of condition- and
transplant-specific measures. Transplantation Reviews, 38(4), 100872.
https://doi.org/10.1016/).TRRE.2024.100872



11.

12.

13.

14.

15.

16.

17.

18.

19.

Tong, A., Morton, R. L., & Webster, A. C. (2016). How qualitative research informs clinical and policy
decision making in transplantation: A review. Transplantation, 100(9), 1997-2005.
https://doi.org/10.1097/TP.0000000000001358

Tong, A., Flemming, K., Mclnnes, E., Oliver, S., & Craig, J. (2012). Enhancing transparency in reporting
the synthesis of qualitative research: ENTREQ. BMC Medical Research Methodology, 12(1), 1-8.
https://doi.org/10.1186/1471-2288-12-181

Cooke, A., Smith, D., & Booth, A. (2012). Beyond PICO: The SPIDER Tool for Qualitative Evidence
Synthesis. Qualitative Health Research, 22(10), 1435-1443.
https://doi.org/10.1177/1049732312452938

Rimmer, B., Russell, S., Jenkins, R., Dickson, S., Craig, D., Sharp, L., & Exley, C. (n.d.). Understanding
the lived experiences of quality of life in solid organ transplant recipients: a systematic review of
qualitative research.

Page, M. J., McKenazie, J. E., Bossuyt, P. M., Boutron, |., Hoffmann, T. C., Mulrow, C. D., Shamseer, L.,
Tetzlaff, J. M., AkL, E. A., & Brennan, S. E. (2021). The PRISMA 2020 statement: an updated guideline
for reporting systematic reviews. BMJ, 372. https://doi.org/10.1186/s13643-021-01626-4

Tong, A., Sainsbury, P., & Craig, J. (2007). Consolidated criteria for reporting qualitative research
(COREQ): a 32-item checklist for interviews and focus groups. International Journal for Quality in
Health Care, 19(6), 349-357. https://doi.org/10.1093/INTQHC/MZM042

Buus, N., & Perron, A. (2020). The quality of quality criteria: Replicating the development of the
Consolidated Criteria for Reporting Qualitative Research (COREQ). International Journal of Nursing
Studies, 102, 103452. https://doi.org/10.1016/J.1IJNURSTU.2019.103452

Booth, A., Noyes, J., Flemming, K., Gerhardus, A., Wahlster, P., van der Wilt, G. J., Mozygemba, K.,
Refolo, P., Sacchini, D., Tummers, M., & Rehfuess, E. (2018). Structured methodology review
identified seven (RETREAT) criteria for selecting qualitative evidence synthesis approaches. Journal
of Clinical Epidemiology, 99, 41-52. https://doi.org/10.1016/J.JCLINEPI.2018.03.003

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research in
systematic reviews. BMC Medical Research Methodology, 8(1), 1-10. https://doi.org/10.1186/1471-
2288-8-45



