Supplementary tables and figures

Supplementary 1: Search strategy

Supplementary table 1: Assessment of included trials reporting quality of life using CONSORT PRO extension checklist
Supplementary table 2: Studies assessing reporting of quality of life in cancer trials

Supplementary figure 1: Kaplan-Meier curves of time to publication of HRQoL results
Supplementary figure 2: Kaplan-Meier curves of time to secondary publication of HRQoL data




Supplementary1: Search strategy
MEDLINE
1. exp High‐Throughput Nucleotide Sequencing/
2. exp Molecular Sequence Annotation/
3. (next generation or next‐gen or NGS).ti,ab,kw.
4. sequence analysis, DNA/
5. 1 or 2 or 3 or 4
6. exp Molecular Targeted Therapy/
7. ((match* or non‐match* or molecular* or target*) adj3 (therap* or group* or mutation* or compound*)).ti,ab,kw.
8. ((molecular* or tumor* or tumour*) adj3 (marker* or mutation* or screen* or understanding* or alteration* or subtype*)).ti,ab,kw.
9. diagnostic precision.mp.
10. ((action* or target*) adj3 mutation*).ti,ab,kw.
11. genetic alteration*.mp.
12. ((personal* or individual*) adj3 (treatment* or therap*)).ti,ab,kw.
13. 6 or 7 or 8 or 9 or 10 or 11 or 12
14. exp Neoplasms/
15. (cancer* or tumor* or tumour* or neoplas* or malignan* or carcinoma* or adenocarcinoma* or choriocarcinoma* or leukemia* or leukaemia* or metastat* or sarcoma* or teratoma* or oncolog*).mp.
16. 14 or 15
17. 5 and 13 and 16
18. randomized controlled trial.pt.
19. controlled clinical trial.pt.
20. randomized.ab.
21. placebo.ab.
22. drug therapy.fs.
23. randomly.ab.
24. trial.ti.
25. groups.ab.
26. exp cohort studies/ or exp epidemiologic studies/ or exp clinical trial/ or exp evaluation studies as topic/ or exp statistics as topic/
27. ((control and (group* or study)) or (time and factors) or program or survey* or ci or cohort or comparative stud* or evaluation studies or follow up*).mp.
28. 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26 or 27
29. (animals/ not humans/) or comment/ or editorial/ or exp review/ or meta analysis/ or consensus/ or exp guideline/
30. hi.fs. or case report.mp.
31. 29 or 30
32. 28 not 31
33. 17 and 32



Embase
1. exp high throughput sequencing/
2. exp molecular genetics/
3. (next generation or next‐gen or NGS).ti,ab,kw.
4. DNA sequencing/
5. 1 or 2 or 3 or 4
6. exp molecularly targeted therapy/
7. ((match* or non‐match* or molecular* or target*) adj3 (therap* or group* or mutation* or
compound*)).ti,ab,kw.
8. ((molecular* or tumor* or tumour*) adj3 (marker* or mutation* or screen* or understanding* or alteration*
or subtype*)).ti,ab,kw.
9. diagnostic precision.mp.
10. ((action* or target*) adj3 mutation*).ti,ab,kw.
11. genetic alteration*.mp.
12. ((personal* or individual*) adj3 (treatment* or therap*)).ti,ab,kw.
13. 6 or 7 or 8 or 9 or 10 or 11 or 12
14. exp neoplasm/
15. (cancer* or tumor* or tumour* or neoplas* or malignan* or carcinoma* or adenocarcinoma* or
choriocarcinoma* or leukemia* or leukaemia* or metastat* or sarcoma* or teratoma* or oncolog*).ti,ab,kw.
16. 14 or 15
17. 5 and 13 and 16
18. crossover procedure/
19. double‐blind procedure/
20. randomized controlled trial/
21. single‐blind procedure/
22. random*.mp.
23. factorial*.mp.
24. (crossover* or cross over* or cross‐over*).mp.
25. placebo*.mp.
26. (double* adj blind*).mp.
27. (singl* adj blind*).mp.
28. assign*.mp.
29. allocat*.mp.
30. volunteer*.mp.
31. exp cohort studies/ or exp epidemiologic studies/ or exp clinical trial/ or exp evaluation studies as topic/ or
exp statistics as topic/
32. ((control and (group* or study)) or (time and factors) or program or survey* or ci or cohort or comparative
stud* or evaluation studies or follow up*).mp.
33. 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26 or 27 or 28 or 29 or 30 or 31 or 32
34. (animals/ not humans/) or comment/ or editorial/ or exp review/ or meta analysis/ or consensus/ or exp
practice guideline/
35. hi.fs. or case report.mp.
36. 34 or 35
37. 33 not 36
38. 17 and 37

CENTRAL
#1 MeSH descriptor: [High‐Throughput Nucleotide Sequencing] explode all trees
#2 MeSH descriptor: [Molecular Sequence Annotation] explode all trees
#3 (next gen* or NGS)
#4 MeSH descriptor: [Sequence Analysis, DNA] explode all trees
#5 #1 or #2 or #3 or #4
#6 MeSH descriptor: [Molecular Targeted Therapy] explode all trees
#7 ((match* or non‐match* or molecular* or target*) near/3 (therap* or group* or mutation* or compound*))
#8 ((molecular* or tumor* or tumour*) near/3 (marker* or mutation* or screen* or understanding* or alteration*
or subtype*))
#9 diagnostic precision
#10 ((action* or target*) near/3 mutation*)
#11 genetic alteration*
#12 ((personal* or individual*) near/3 (treatment* or therap*))
#13 #6 or #7 or #8 or #9 or #10 or #11 or #12
#14 MeSH descriptor: [Neoplasms] explode all trees
#15 (cancer* or tumor* or tumour* or neoplas* or malignan* or carcinoma* or adenocarcinoma* or
choriocarcinoma* or leukemia* or leukaemia* or metastat* or sarcoma* or teratoma* or oncolog*)
#16 #14 or #15
#17 #5 and #13 and #16
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Supplementary table 1: Assessment of included trials reporting quality of life using CONSORT PRO extension checklist [1]
	Study ID
	RCTs reporting HRQoL in primary, secondary publication or both from 2013
	Structured summary of trial design, methods, results, and conclusions.
	Scientific background and explanation of rationale.
	Specific objectives or hypotheses.
	Completely defined prespecified primary and secondary outcome measures, including how and when they were assessed.
	Statistical methods used to compare groups for primary and secondary outcomes.
	For each group, numbers of participants who were randomly assigned, received intended treatment, and were analyzed for primary outcome.
	 A table showing baseline demographic and clinical characteristics for each group.
	For each primary and secondary outcome, results for each group, and estimated effect size and its precision.
	Trial limitations, addressing sources of potential bias, imprecision, and, if relevant, multiplicity of analyses and Generalizability of the trial findings.
	Interpretation consistent with results, balancing benefits and harms, and considering other relevant evidence.

	Abdou-Alfa 2020 [2]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Amado 2008 [3]
	Yes
	No
	No
	No
	No
	No
	No
	No
	No
	No
	No

	Andre 2019 [4]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Colombo 2022 [5]
	Yes
	No
	No
	No
	No
	No
	No
	No
	No
	No
	No

	Brugger 2011 [6]
	Yes
	No
	No
	No
	No
	No
	No
	No
	No
	No
	No

	Chi 2023 [7]
	Yes
	Yes
	No
	No
	Yes
	Yes
	Yes
	No
	Yes
	No
	No

	Ciuleanu 2012 [8]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Clarke 2018 [9]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	No
	No
	No
	No

	Clarke 2022 [10]
	Yes
	Yes
	No
	No
	Yes
	Yes
	No
	No
	No
	No
	No

	Dash 2020 [11]
	Yes
	No
	No
	No
	No
	No
	Yes
	Yes
	Yes
	No
	No

	De Bono 2020 [12]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Dieras 2020 [13]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	Yes
	No

	Grob 2015 [14]
	Yes
	Yes
	No
	No
	Yes
	Yes
	Yes
	Yes
	Yes
	Yes
	No

	Kristeleit 2022 [15]
	Yes
	No
	No
	No
	Yes
	No
	No
	No
	No
	No
	No

	Lee 2024 [16]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Litton 2018 [17]
	Yes
	Yes
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Liu 2020 [18]
	Yes
	Yes
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Mok 2017 [19]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Nicum 2024 [20]
	Yes
	No
	No
	No
	No
	No
	No
	No
	No
	No
	No

	Penson 2020 [21]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Perl 2019 [22]
	Yes
	No
	No
	No
	No
	No
	No
	No
	Yes
	No
	No

	Robson 2017 [23]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Soria 2015 [24]
	Yes
	No
	No
	No
	No
	No
	Yes
	Yes
	Yes
	No
	No

	Soulieres 2018 [25]
	Yes
	No
	No
	No
	Yes
	No
	Yes
	Yes
	Yes
	No
	No

	Turner 2023 [26]
	Yes
	No
	No
	No
	No
	No
	No
	No
	No
	No
	No

	Wells 2012 [27]
	Yes
	No
	No
	No
	No
	No
	No
	No
	No
	No
	No




Supplementary table 2: Studies assessing reporting of quality of life in cancer trials
	Study
	Years Included
	Included Trials
	Number of RCTs
	Cancer Type
	Patient Population
	Treatment Type
	Key Findings

	Brundage 2010 [28]
	2002–08
	Phase III RCTs 
	794
	All cancers
	All cancer patients
	All therapies
	25.4% included non-Small Cell Lung Cancer as a primary endpoint; 14% published HRQoL separately.

	Di Costanzo 2023 [29]
	2010–22
	Phase III RCTs
	85
	Advanced genitourinary cancers
	Advanced cancer patients
	All therapies
	Only 1.2% listed HRQoL as primary endpoint; 29.4% did not include HRQoL at all; 65.9% did not report HRQoL in primary publications; 21.2% met ≥1 CONSORT-PRO item.

	Hwang 2018 [30]
	2010–15
	Phase III RCTs
	352
	Solid tumours
	Advanced cancer patients
	All therapies
	54% included HRQoL; 23% did not report HRQoL; no strong association between PFS benefit and HRQoL improvement.

	Marandino 2018 [31]
	2012–16
	Phase III RCTs
	446
	Solid tumours
	All cancer patients
	All therapies
	47.1% did not include HRQoL as an endpoint; 37.6% did not report HRQoL data; 12.5%, 30.9%, and 40.3% reported in secondary publications at 12, 24, and 36 months.

	Salomone 2022 [32]
	2010–21
	Phase III RCTs
	172
	Non-Small Cell Lung Cancer
	Metastatic patients
	All therapies
	23.3% did not include HRQoL; 59.3% did not report HRQoL in primary publications; only 19.6% reported in secondary publications by 36 months.

	Samuel 2022 [33]
	2019
	Phase III RCTs
	45
	All cancers
	Advanced cancer patients
	All therapies
	Only 24% reported HRQoL; HRQoL benefit correlated with OS benefit but not with PFS.

	Servetto 2022 [34]
	2013–21
	Phase III RCTs
	106
	Solid tumours
	All cancer patients
	Immunotherapy
	78.3% did not report HRQoL in primary publication; 48.5% did not report HRQoL at all; median delay of 33.6 months to secondary HRQoL publication.

	St Germain 2020 [35]
	1999–2015
	National cancer institute-funded trials
	108
	All cancers
	All cancer patients
	All therapies
	33% reported HRQoL as separate publication; 62% included HRQoL in any form; substantial underreporting noted despite NCI funding.

	Sherry 2025 [36]
	2002-24
	Phase III RCTs
	791
	All cancers
	All cancer patients
	All therapies
	Only 34% of 791 oncology RCTs published HRQoL results, and just 6% demonstrated superiority in both overall survival and HRQoL, highlighting substantial underreporting and limited patient-centered benefit.

	Waisberg 2022 [37]
	2000–20
	Phase III RCTs
	85
	Non-Small Cell Lung Cancer
	Untreated advanced cancer patients
	All therapies
	Only 11.8% fulfilled all CONSORT-PRO items; median of 3 criteria met; 24.7% included HRQoL subgroup analyses.


RCTs: Randomised control trials; HRQoL: Health related quality of life; CONSORT-PRO



Supplementary figure 1: (A) Kaplan-Meier curves of time to publication of HRQoL results (n = 26). (B) Kaplan-Meier curve of differential time to publication of HRQoL results between positive and negative RCTs (positive trials, n = 22; negative trials, n = 4).
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Supplementary figure 2. (A) Kaplan-Meier curves of time to secondary publication of HRQoL data, for RCTs not reporting HRQoL data in primary publication (n = 44). (B) Kaplan-Meier curve of differential time to secondary publication with HRQoL data between positive and negative trials, for RCTs not reporting HRQoL results in primary paper (positive trials, n = 33; negative trials, n = 11).
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