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Background

Clinical trials are the cornerstone of advancing treatment for kidney cancer. Challenges with

keeping patients enrolled in a trial may result in delays in completing the trial or issues with

using trial findings to make decisions about clinical care.

Objective

The objective of this pilot project was to understand the barriers kidney cancer patients face to

remain on a clinical trial.

Four participants from across different geographical areas took part in the semi-structured interviews (50% of participants had completed a clinical trial and 50% had left a trial).Three participants had a diagnosis of

metastatic kidney cancer and one participant was a family member of a patient with metastatic kidney cancer, who answered on behalf of the patient. Participants had taken part in a number of different kidney

cancer trials ranging from phase I to phase IV, with the most common experience being participation in phase III trials for kidney cancer. Interviews were transcribed and analysed using the TDF, with the assistance

of NVivo 12 software. We identified 8 domains within the TDF that were important to patient retention in clinical trials for kidney cancer and these are presented in Table 1.
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This pilot project has used a theory-informed approach to identify key barriers and

consequent enabling factors to consider for improving retention in clinical trials for kidney

cancer. There is a need to improve awareness and access to kidney cancer trials.

Improving study design to accommodate patient needs may further increase retention in

kidney cancer trials. Finally, kidney cancer patient associations are an important source of

information and support for trial participants. Further research to evaluate the effect of

involving the kidney cancer patient community in planning and running clinical trials is

needed.
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Methods

The Theoretical Domains Framework (TDF) was used to design an interview guide and we carried out semi-

structured interviews with people affected by kidney cancer who had taken part in a clinical trial to investigate

factors associated with clinical trial retention. Four patients with metastatic kidney cancer from across different

geographical areas were invited to take part. Two patients had left a clinical trial and two patients had remained in a

clinical trial. Interviews were carried out remotely via videoconferencing. A literature review was conducted

alongside the qualitative study to identify available interventions for protecting trial retention that could be applied

for kidney cancer trials.
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Figure 1. Model for integrating retention strategies in kidney cancer trials.

Table 1. Barriers and enablers for retention from the perspective of kidney cancer patients.

Retention strategies for kidney cancer clinical trials

Environmental context and resources, specifically navigating travel to trial visits, was associated with high financial and emotional burden in some geographical areas. Reimbursement for travel costs and taking a

patient-centred approach when planning trial visits may improve retention. COVID-19 highlighted potential means to further reduce participant burden by allowing some study tests to be conducted locally. Improving

the accessibility of participant information materials may further improve trial retention. Kidney cancer patient associations can also help enable retention by increasing awareness of trials and by offering support to

trial participants. Finally, sharing summaries of trial findings with participants may act as reinforcement and encourage future trial participation. A proposed model for integrating retention strategies in kidney cancer

trials is presented in Figure 1.
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