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Best practice for patient-centred radiotherapy in clinical trials and beyond – a 
national consensus 

P U R P O S E / O B J E C T I V E  

Patient-centred radiotherapy refers to an approach where the patient’s needs, 
preferences, and experiences are prioritised. Guidelines for this personalised 
approach are lacking.  

We present an expert-panel national consensus and a set of recommendations 
for best practise patient-centred radiotherapy, to guide clinical trials and 
routine practice. 

M A T E R I A L / M E T H O D S  



A national multidisciplinary working group was formed, comprising healthcare 
professionals, academics, and patient advocates, with lived experience of 
radiotherapy.  

Regular qualitative consultations were undertaken to develop a framework to 
define best practice for patient-centred radiotherapy.  

Structured consultation was used to identify themes of patient-centred 
radiotherapy. For each theme, a scoping review was performed, and further 
refined through consultation. The following were considered: 

• The current situation, and problems 
• Possible recommendations 

Considerations for national implementation of recommendations, and methods 
of improving patient and professional engagement, will be formally developed 
through a consultation workshop with patient advocates and radiotherapy 
professionals in January 2024. This work is supported by the Science and 
Technology Facilities Council (Grant number ST/S005382/1).  

R E S U L T S  

Three interlinked themes were identified (Figure 1). Recommendations, in 
response to the issues identified per theme, are summarised in Table 1.   

Theme 1:  Patient-centred information and communication 

Theme 2:  Shared decision-making 

Theme 3:  Outcomes  

 

Theme 1: Patient-centred information 



Patients’ baseline understanding of radiotherapy is often limited and some may 
harbour misconceptions, such as becoming radioactive 1. The volume and 
impersonal nature of information provided at consultations can be 
overwhelming, a feeling potentially magnified for patients with auditory or 
visual disabilities, learning difficulties or limited English-speaking proficiency. 
Given average health literacy rates, radiotherapy-related patient-facing written 
material is often too complex2,3,4. Limited time to process information can 
amplify concerns. Patients may feel left with little information and support 
following treatment5.  

  

Theme 2: Shared decision-making (SDM)  

There is limited published literature about how patients’ opinions are included 
in radiotherapy-decisions in clinical practice, or patients’ preferences in SDM 1. 
However, patients who do not perceive themselves to be actively involved in 
decision-making have a higher risk of decisional-regret and emotional 
distress6,7.  

Lack of patient understanding, or inadequate time to process information, may 
hamper engagement in SDM. Furthermore, patient preferences and 
expectations for SDM may change8. Successful implementation of SDM is also 
dependent on clinician factors, including their experience and knowledge, 
language and communication style, individual perceptions (e.g., treatment side-
effects may “scare” patients), as well as the influence of resource and 
infrastructure challenges9.  

Validated SDM tools have been designed to help people participate in SDM with 
healthcare options, but are not widely available, and may not be understood if 
not matched to a patient’s health literacy level10.  

 

Theme 3: Outcomes 

The use of disease and radiotherapy-related treatment outcomes varies widely 
and can reflect what is easiest or conventional to measure, rather than what is 
most meaningful for patients. Geographical, socioeconomic, and other 
inequalities remain, affecting clinical outcomes11,12. 

Use of real-world datasets and novel research methodologies, alongside 
traditional trials, have the potential to transform understanding of the long-term 
impacts of radiotherapy13,14,15. There are significant challenges to routine 
implementation. Radiotherapy datasets are heterogenous and composed of 
multiple complex information formats16. Other barriers include concerns 
regarding data quality, integrity, provenance, completeness, and access.   



Patient reported outcome measures (PROMs), including Quality-of-Life (QoL) 
assessments, are invaluable to understanding patient experience. However, 
their use varies, interpretation can be challenging, and they are sensitive to 
response bias17. Limited language/translation options exist. Further barriers to 
effective dissemination of information include maintaining confidentiality 
whilst supporting accessibility, engaging a broad audience, and supporting 
different levels of understanding.     

 



 

C O N C L U S I O N  

Patient empowerment has progressively evolved into a fundamental principle of 
modern medical practice. We need to elicit, and respond to, what matters to 
patients, what their values are, and recognise the influence of their current 
circumstances. Patient information should be developed in collaboration with 
patient advocates and, wherever possible, the exchange of information should 
be tailored towards the individuals’ needs.  

There is not a ‘one size fits all’ solution to SDM. SDM is an individualised, 
iterative process that requires supportive systems, trained teams, and prepared 
patients. Cancer professionals should consider and have time to integrate 
validated SDM tools and approaches into their everyday practice.  

Outcome measures should reflect clinical issues that are meaningful to 
patients. Optimising the use of PROMS, QoL assessment, and tackling barriers 
to equity of care is critical in research and daily practice. Novel study designs 
and data sources represent evolving opportunities to answer challenging 
questions. Dissemination of robust, up-to-date outcome data in an appropriate 
format is critical to empower patients and fuel the essential feedback-loop 
required for patient-centred care. 

R E F E R E N C E S  

1.            Gutiontov SI, Golden DW, McCloskey S, Shumway D, Sullivan DR, Wall 
TJ, Gunderson LL, Jagsi R. Informed Consent in Radiation Oncology. Int J 
Radiat Oncol Biol Phys. 2021 Jan 1;109(1):29-35. doi: 
10.1016/j.ijrobp.2020.08.064. Epub 2020 Sep 7. PMID: 32911020 

2.            Flinton, D., M.K. Singh, and K. Haria, Readability of internet-based 
patient information for radiotherapy patients. Journal of Radiotherapy in 
Practice, 2018. 17(2): p. 142-150. 

3.            Prabhu AV, Hansberry DR, Agarwal N, Clump DA, Heron DE. Radiation 
Oncology and Online Patient Education Materials: Deviating From NIH and AMA 
Recommendations. Int J Radiat Oncol Biol Phys. 2016 Nov 1;96(3):521-8. doi: 
10.1016/j.ijrobp.2016.06.2449. Epub 2016 Jun 25. PMID: 27681748.  

4.            Rosenberg SA, Francis DM, Hullet CR, Morris ZS, Brower JV, Anderson 
BM, Bradley KA, Bassetti MF, Kimple RJ. Online patient information from 
radiation oncology departments is too complex for the general population. 
Pract Radiat Oncol. 2017 Jan-Feb;7(1):57-62. doi: 10.1016/j.prro.2016.07.008. 
Epub 2016 Aug 1. PMID: 27663932; PMCID: PMC5219938.  



5.            Yi JC, Syrjala KL. Anxiety and Depression in Cancer Survivors. Med Clin 
North Am. 2017 Nov;101(6):1099-1113. doi: 10.1016/j.mcna.2017.06.005. Epub 
2017 Aug 18. PMID: 28992857; PMCID: PMC5915316. 

6.            Leech M, Katz MS, Kazmierska J, McCrossin J, Turner S. Empowering 
patients in decision-making in radiation oncology - can we do better? Mol 
Oncol. 2020 Jul;14(7):1442-1460. doi: 10.1002/1878-0261.12675. Epub 2020 
Apr 13. PMID: 32198967; PMCID: PMC7332211.  

7.            Köksal M, Saur L, Scafa D, R Sarria G, Leitzen C, Schmeel C, Far F, 
Strieth S, Giordano FA. Late toxicity-related symptoms and fraction dose affect 
decision regret among patients receiving adjuvant radiotherapy for head and 
neck cancer. Head Neck. 2022 Aug;44(8):1885-1895. doi: 10.1002/hed.27103. 
Epub 2022 May 30. PMID: 35635498.  

8.            Wilding S, Downing A, Selby P, Cross W, Wright P, Watson EK, Wagland 
R, Kind P, Donnelly DW, Hounsome L, Mottram R, Allen M, Kearney T, Butcher H, 
Gavin A, Glaser A. Decision regret in men living with and beyond nonmetastatic 
prostate cancer in the United Kingdom: A population-based patient-reported 
outcome study. Psychooncology. 2020 May;29(5):886-893. doi: 
10.1002/pon.5362. Epub 2020 Feb 26. PMID: 32065691; PMCID: PMC7317932.   

9.            van Stam MA, Pieterse AH, van der Poel HG, Bosch JLHR, Tillier C, 
Horenblas S, Aaronson NK. Shared Decision Making in Prostate Cancer Care-
Encouraging Every Patient to be Actively Involved in Decision Making or 
Ensuring the Patient Preferred Level of Involvement? J Urol. 2018 
Sep;200(3):582-589. doi: 10.1016/j.juro.2018.02.3091. Epub 2018 Mar 6. PMID: 
29501555.  

10.          Stacey D, Légaré F, Lewis K, Barry MJ, Bennett CL, Eden KB, Holmes-
Rovner M, Llewellyn-Thomas H, Lyddiatt A, Thomson R, Trevena L. Decision 
aids for people facing health treatment or screening decisions. Cochrane 
Database Syst Rev. 2017 Apr 12;4(4):CD001431. doi: 
10.1002/14651858.CD001431.pub5. PMID: 28402085; PMCID: PMC6478132.   

11.          Office for Health Disparities and Improvement. Atlas of Variation 
[online]. 2023. www. fingertips.phe.org.uk/profile/atlas-of-variation [Accessed 
21.10.2023] 

12.          Chand CP, Greenley S, Macleod U, Lind M, Barton R, Kelly C. 
Geographical distance and reduced access to palliative radiotherapy: 
systematic review and meta-analysis. BMJ Support Palliat Care. 2022 Mar 
15:bmjspcare-2021-003356. doi: 10.1136/bmjspcare-2021-003356. Epub ahead 
of print. PMID: 35292512. 

13.          Lustberg T, van Soest J, Jochems A, Deist T, van Wijk Y, Walsh S, 
Lambin P, Dekker A. Big Data in radiation therapy: challenges and opportunities. 



Br J Radiol. 2017 Jan;90(1069):20160689. doi: 10.1259/bjr.20160689. Epub 
2016 Dec 8. PMID: 27781485; PMCID: PMC5605034. 

14.          Price G, Devaney S, French DP, Holley R, Holm S, Kontopantelis E, 
McWilliam A, Payne K, Proudlove N, Sanders C, Willans R, van Staa T, Hamrang 
L, Turner B, Parsons S, Faivre-Finn C. Can Real-world Data and Rapid Learning 
Drive Improvements in Lung Cancer Survival? The RAPID-RT Study. Clin Oncol 
(R Coll Radiol). 2022 Jun;34(6):407-410. doi: 10.1016/j.clon.2021.12.017. Epub 
2022 Jan 6. PMID: 35000827. 

15.          Booth CM, Karim S, Mackillop WJ. Real-world data: towards achieving 
the achievable in cancer care. Nat Rev Clin Oncol. 2019 May;16(5):312-325. doi: 
10.1038/s41571-019-0167-7. PMID: 30700859. 

16.          Burnett A, Johnson P, Locke I, Illidge T. The Radiotherapy Learning 
Healthcare System - Working Together to Improve the Quality of Radiotherapy 
Nationally. Clin Oncol (R Coll Radiol). 2022 Jun;34(6):411-414. doi: 
10.1016/j.clon.2021.12.009. Epub 2022 Feb 2. PMID: 35120791. 

17.          Nguyen H, Butow P, Dhillon H, Sundaresan P. A review of the barriers 
to using Patient-Reported Outcomes (PROs) and Patient-Reported Outcome 
Measures (PROMs) in routine cancer care. J Med Radiat Sci. 2021 
Jun;68(2):186-195. doi: 10.1002/jmrs.421. Epub 2020 Aug 19. PMID: 32815314; 
PMCID: PMC8168064. 

C O N F L I C T  O F  I N T E R E S T  D I S C L O S U R E  

I do not have a Conflict of Interest to disclose. 

P E R M I S S I O N  T O  P U B L I S H  

Yes 

 


