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Abstract 

Introduction 

Aspirin is increasingly recommended for colorectal cancer prevention for people with Lynch 

syndrome, who are at higher risk. Before starting aspirin, patients should be reviewed by a 

healthcare professional for contraindications. We conducted interviews to explore the views of 

people with Lynch syndrome and healthcare professionals on aspirin for cancer prevention. While 

open data sharing is increasingly implemented for quantitative research, it is less likely to be adopted 

for qualitative data. We aimed to create and share a qualitative dataset of the interview transcripts in 

a restricted access repository. 

Methods 

We interviewed 15 people with Lynch syndrome, and 23 healthcare professionals. Healthcare 

professionals included general practitioners (GPs), community pharmacists, genetic counsellors, and 

specialist hospital clinicians (e.g., genetics, gastroenterology). The interview schedule was informed 

by the Theoretical Domains Framework. Interviews were conducted over video or telephone. 

Results 

Participants could consent to their anonymised interview transcript being deposited in a restricted 

repository, with access limited to people using the data for non-commercial research, learning or 

teaching purposes. Those who did not consent could still participate in the interview. Several 

transcripts were removed due to identifiability concerns. In total, we deposited 12 transcripts with 

people with Lynch syndrome, and eight transcripts with GPs.  

Discussion 

To safeguard participants’ identities, we fully anonymised the dataset. While this acted to protect 

participants’ identities, it also potentially reduced its usability due to the removal of rich contextual 

detail. When sharing qualitative data, it is important to balance confidentiality with data reusability.  
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Introduction 

Aspirin is increasingly recommended internationally for cancer prevention due to evidence 

supporting its effectiveness for colorectal cancer risk reduction in the general population (1-4), and 

among those at higher risk of cancer (5-8). One group at higher risk of cancer is people with Lynch 

syndrome. This is an inherited condition caused by faults in the mismatch repair genes (MLH1, 

MSH2, MSH6, PMS2, or deletions in EPCAM) (9), and increases the risk of developing several cancers 

including colorectal (10). While Lynch syndrome is not considered to be a rare genetic disorder, with 

approximately one in 400 people estimated to have the condition, less than 5% are aware (11). To 

date, approximately 9,000 people have been identified with Lynch syndrome in England (11). In 

2020, the National Institute for Health and Care Excellence (NICE) in England and Wales updated 

their guidance (NG151) to recommend daily aspirin for a minimum of 2 years to prevent colorectal 

cancer in people with Lynch syndrome (12). The guidance was updated after the publication of the 

CAPP2 trial results, which concluded that participants with Lynch syndrome taking aspirin at 600mg 

daily had a significantly reduced risk of colorectal cancer, compared with a placebo control arm (5, 6). 

While NICE does not recommend a specific dose of aspirin, the guidance states that 150-300mg are 

commonly used in clinical practice (12). 

Despite the benefits of aspirin for cancer prevention, the potential side-effects of the medication can 

make initiating aspirin a complex decision for patients. Daily aspirin can increase the risk of adverse 

outcomes, such as gastrointestinal bleeding and peptic ulcers (13, 14). Factors that increase the risk 

of adverse effects include being older (e.g., ≥70 years), having a history of gastrointestinal bleeding, 

Helicobacter pylori infection, and taking aspirin at higher doses (14). Due to this, it is important for a 

person with Lynch syndrome to be assessed by a healthcare professional for aspirin contraindications 

before starting the medication. Patients with contraindications for taking aspirin may be advised 

against using the medication. Healthcare professionals may also offer patients aspirin with proton-

pump inhibitor (PPI) medication, which can be used to reduce aspirin’s adverse effects (15, 16). 

Therefore, similar to patients, deciding whether to recommend or prescribe aspirin may also be a 

complex decision for healthcare professionals. 

We recruited people with Lynch syndrome and healthcare professionals to take part in a qualitative 

interview study. We aimed to explore the barriers and facilitators to implementing the NICE guidance 

recommending aspirin into clinical practice (17). We set out to create an open dataset of these 

interview transcripts to be stored in a data repository. Open data sharing is a key principle advocated 

by the open science movement, which aims to support research to be more transparent and the 

results more accessible (18). Open data sharing can increase trust in the study findings, as other 
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researchers are able to access the dataset and reproduce the results (19). Open data sharing also 

supports data reuse, which is argued to be particularly necessary for research that is publicly funded 

(20), as closed data that is inaccessible can be considered a waste of public funding. 

Despite the benefits of open data, its practice has been less commonly adopted in qualitative 

research (21). There are important barriers though to sharing qualitative data that need to be 

considered, including the ethical challenges of sharing sensitive data that could identify participants 

(22, 23). Furthermore, quantitative terms such as ‘reproducibility’ and ‘verification’ of the data does 

not translate well to qualitative research, given its subjective nature (22). This raises concerns about 

the benefits of openly sharing such data. However, it can also be argued that sharing any type of 

research data is inherently valuable. Research is an expensive and time-consuming process, so 

openly sharing data provides a cost-effective approach to conducting new studies as other 

researchers can conduct new analyses on the same dataset (21). Open data sharing may also be 

particularly valuable for rare or small disease populations, where there is often insufficient patient 

data (24). However, sharing data needs to be balance with confidentiality, especially with small 

population groups where the risk of identification is much higher (23). 

Overall, we aimed to create and share a qualitative dataset of interview transcripts in a restricted 

access repository, with the aim for the data to be ‘as open as possible, as closed as necessary’ (25). In 

this data note, we have described the dataset to support reuse, and have reflected on the process 

and the limitations of our approach to open qualitative data sharing. 

Materials and methods 

Sample 

We conducted semi-structured, one-to-one interviews with participants. We recruited people to the 

interviews from the UK, who were aged 18 or over, and either had Lynch syndrome, or were a 

healthcare professional involved in the Lynch syndrome care pathway. In the Lynch syndrome group, 

we aimed to recruit a mixture of people who took aspirin daily and those who did not. People 

without a diagnosis of Lynch syndrome were excluded. In the healthcare professional group, we 

recruited general practitioners (GPs) in primary care, community pharmacists, genetic counsellors, 

nurse practitioners, and specialist hospital clinicians (e.g., clinical genetics, gastroenterology). We 

excluded healthcare professionals deemed to be irrelevant to the Lynch syndrome care pathway, 

such as those who do not have contact with patients with Lynch syndrome, or those not involved in 

the advising or prescribing of aspirin. Overall, we recruited and interviewed 15 people with Lynch 

syndrome, and 23 healthcare professionals. 
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Measurements 

We employed semi-structured interview schedules to guide the discussions with participants, with 

different schedules used for the two participant groups (i.e., Lynch syndrome, healthcare 

professionals). The interview schedule questions were developed to cover the domains in the 

Theoretical Domains Framework (26). The framework is derived from multiple behaviour change 

theories, and identifies the factors amenable to change that influence behaviour when implementing 

new clinical practices. The main aim of the interviews was to explore the barriers and facilitators 

towards aspirin for colorectal cancer prevention. In addition, many participants with Lynch syndrome 

discussed different aspects of their condition, including their family history of cancer, how they were 

diagnosed, and their engagement in other preventive strategies. The healthcare professional 

interviews also provide in-depth data on how new guidance, such as the NICE guidance on aspirin, 

can be implemented into clinical practice and the barriers to this. 

In the healthcare professional interviews, we presented different scenarios which described a 

hypothetical encounter with a patient with Lynch syndrome enquiring about aspirin. We then 

explored healthcare professionals’ initial thoughts to these scenarios. We presented these clinical 

vignettes to healthcare professionals in anticipation that many would not have previous experience 

in this topic area. In particular, we expected the majority of GPs and community pharmacists to be 

unfamiliar with Lynch syndrome and using aspirin for this purpose. For example, survey studies have 

found that most GPs have not seen a patient with Lynch syndrome in clinic, and most are unaware 

that aspirin can prevent colorectal cancer in Lynch syndrome (27, 28). In contrast, the interviews with 

people with Lynch syndrome instead explored participants’ experienced barriers and facilitators 

towards taking aspirin. The interview schedules for both groups are available in a publicly open 

repository (29). 

Interviews were conducted with participants over video or telephone from November 2020 to 

November 2021. All interviews were audio-recorded using either Microsoft Teams or an encrypted 

Dictaphone. Interviews were transcribed verbatim by an external transcription company with a data 

processing agreement with the study team. The interview transcripts were stored as a Word 

document. The full methods of the study are reported in a previous publication with the findings 

(17). 

Consent and ethics 

Ethical approval for the study was granted by the University of Leeds School of Medicine Research 

Ethics Committee (MREC 19-091). In the consent form, participants could provide explicit consent for 

their anonymised data to be deposited in the University of Leeds Restricted Access Data Repository 
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(RADAR), with access restricted to people using the data for non-commercial research, learning, or 

teaching purposes. Further detail on the data sharing process was provided in the Participant 

Information Sheet. Participants who did not consent to this statement were still eligible to take part 

in the study, but their interview transcript was not uploaded to RADAR. 

Data description 

Out of 15 participants with Lynch syndrome, 12 consented to their transcript being stored in RADAR. 

All healthcare professionals except two (one pharmacist, one GP) consented to their transcript being 

stored. However, we could not deposit all transcripts due to concerns on identifiability. This was 

because many recruited healthcare professions contained a small number of participants (e.g., one 

gastroenterologist, one gynaecologist). To ensure anonymity, it was decided that only the GP 

interviews would be uploaded to RADAR, as this was the largest healthcare professional participant 

group. In total, 12 interview transcripts with people with Lynch syndrome, and eight interview 

transcripts with GPs were uploaded to RADAR. The full demographic characteristics of the 

participants in the RADAR dataset are publicly available (29).  

To safeguard the identity of participants, all transcripts were anonymised with names, locations, job 

titles, place of work, and other identifiable details removed. For example, where a name was 

removed in the transcript, the word [name] was inserted instead. There were heightened 

safeguarding concerns when anonymising the data due to interviewing people from a small 

population sample (23, 30). In the Lynch syndrome interviews, participants described identifiable 

details regarding their family members, such as which family members have had which cancers. To 

anonymise these data, when a particular family member was discussed with regard to their family 

history of cancer, the term [Family member] was used to remove any identifiability. We also removed 

potentially identifiable details such as particular cancers the participant or their family members had 

experienced, and replaced this information with [cancer]. This was because some participants 

described experiencing a particular combination of different cancers that may be identifiable, or had 

experience with a rare type of cancer. We did not remove the term ‘colorectal cancer’ or ‘bowel 

cancer’ however, as this is a very common cancer among those with Lynch syndrome. The full 

anonymisation guide for these transcripts in available in a public open access repository (29). 

Pre-registering a qualitative study before data collection commences has been described as another 

aspect of open qualitative data sharing (31). Before collecting data, we pre-registered our study on 

Open Science Framework (32), using a pre-specified template designed for qualitative pre-

registration (33). We detailed in the pre-registration factors such as the aim of the study, the target 

participants, how we would generate the study data, and our analysis plan. In quantitative research, 
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the benefits of pre-registering include that it can allow other researchers to scrutinise whether 

questionable research practices have been employed (34), such as HARK-ing (hypothesising after 

results are known) (35). However, these concerns are less applicable to qualitative research which is 

typically hypothesis generating. Increasing the transparency of any study is of value though, including 

in qualitative research (36). Pre-registering studies allows for a more in-depth discussion of the 

methods and analysis plan than is likely possible in the published paper, due to the strict word limits 

of journals. 

Discussion 

To summarise, we created a qualitative dataset of interview transcripts exploring the views of 

healthcare professionals and people from a small genetic population. These data were deposited in a 

restricted access repository. There are a number of benefits to sharing research data. In quantitative 

research, these include verifying the data by reproducing the analysis using the data and code (37). 

While data verification typically does not translate well to qualitative research due to its subjective 

analytic approach (22), there are other benefits to openly sharing data. These include retaining 

valuable data resources, which have often been publicly funded (37), and promoting data reusability 

to accelerate discovery in research (25). Openly sharing qualitative data from small and under-

researched groups also provides the opportunity for these participants’ voices to be heard (30). This 

can enable other researchers to examine participants’ experiences without imposing additional 

burden on these groups. 

While open qualitative data helps to support reusability, these data often need to be safeguarded to 

ensure the privacy of the subjects (25), especially in small or rare populations (23, 30). To protect the 

identity of the participants, we anonymised the transcripts and deposited these in the University of 

Leeds restricted access repository, RADAR. The repository abides by the principles of FAIR data (38). 

Our study data is Findable with a persistent DOI (29); Accessible to other researchers by application 

through RADAR; supports elements of Interoperability by publishing metadata, such as the 

anonymisation guide; and Reusable for non-commercial research, teaching or learning purposes. 

Another strength of our approach is that participants could take part in the interview without having 

to consent to their data being shared in RADAR. Providing participants with the option to decide 

which data is shared is an ethical approach recommended by the UK Data Service (39). Furthermore, 

requiring consent to share data may dissuade some participants from taking part in the study, 

resulting in a selection bias. For example, previous research has found that people from indigenous 

communities can be resistant to their data being ‘open’, due to indigenous knowledge being 

historically misused and exploited (40). Where possible, it is essential to provide participants with 
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the option for their data to be shared, while fully informing them on what this process entails and 

the benefits to open data sharing. Reassuringly, when research participants have been asked for their 

views on sharing their qualitative data, the vast majority supported their deidentified data being 

shared, and many assumed this was already a standard process (41). 

We encountered several challenges to providing a high quality, open qualitative dataset. Similar to 

concerns raised by other researchers (42), we found the process of anonymising qualitative data to 

be time-consuming, as the data needs to be thoroughly reviewed to ensure that all identifiable 

information is removed and replaced with standardised text (e.g., [place], [family member]). By fully 

anonymising all aspects of these data, this led to us removing important, rich data from the 

transcripts, which could hinder future reuse of the dataset. In addition, a number of healthcare 

professional interview transcripts were not deposited due to our concerns that these transcripts 

could be identifiable. While anonymising data is important to protect participants’ identity, over-

anonymising can lead to the data being devoid of meaningful content (22), and may prevent optimal 

future reuse of the data. 

There are solutions to the challenge of over-anonymising qualitative data, which have been 

evaluated in other studies. For example, the Timescapes Archive is a specialised repository for 

qualitative, longitudinal data (43). Due to several researchers’ concerns regarding over-anonymising 

qualitative data, the archive has multiple levels of access with more secure access for highly sensitive 

or un-anonymised data. These four levels are public access, registered access, approved access, and 

embargoed. In total, the archive contains longitudinal, qualitative data on over 300 individuals in the 

UK, all of whom consented to their data being shared. Archives such as these demonstrate the huge 

potential for qualitative data, at all levels of anonymisation, to be shared in some capacity. Future 

research could benefit from exploring the perspectives of researchers who have shared their 

qualitative data to explore in-depth the challenges and best practices in this area. Additionally, 

further research is needed to explore the impacts of openly sharing qualitative data, such as whether 

and how these datasets are being reused by other researchers. In turn, this will help clarify the value 

of openly sharing qualitative data within the research landscape. 

We encourage researchers planning to share their qualitative data to carefully consider the levels of 

data access, and whether removing all identifiable information is necessary given their chosen data 

storage. Researchers should be aware that fully anonymising qualitative data may in turn limit the 

potential future reuse of the data. Above all, researchers should clearly communicate the level of 

anonymisation and data access to participants before data collection, to ensure consent is fully 

informed. Only with this crucial first step can qualitative data sharing begin. 



9 
 

 

Acknowledgements 

We thank all the participants who took part in the study. We also acknowledge the AsCaP senior 

executive board and committee members. 

Declaration of interest statement 

SS declares consulting fees from Lily for participation in an advisory board.  

Author contributions statement 

Conceptualisation: K.E.L, S.G.S. Methodology: K.E.L, S.G.S. Supervision: S.G.S. Funding acquisition: 

S.G.S. Investigation: K.E.L. Writing – original draft: K.E.L. Writing – review and editing: K.E.L, S.G.S.  

Ethics 

Ethical approval was awarded by the University of Leeds School of Medicine Research Ethics 

Committee (MREC 19–091). All procedures performed in studies involving human participants were 

in accordance with the ethical standards of the institutional and/or national research committee and 

with the 1964 Helsinki declaration and its later amendments or comparable ethical standards. 

Informed consent was obtained from all individual participants included in this study. 

Data availability statement  

Public access to the interview schedules, anonymisation guide, and the participant demographic 

table, and restricted access to a subset of anonymised interview transcripts, are available from 

University of Leeds Research Data Repository: https://doi.org/10.5518/1097. Requests to access the 

transcripts in RADAR can be made at: https://radar.researchdata.leeds.ac.uk/25/. The transcripts can 

only be used for non-commercial research, learning, or teaching purposes, as consented by the study 

participants. The participant information sheet and consent form used in the study is publicly 

available from https://osf.io/kdq48/.  

Funding  

The study which generated these datasets was fully funded by the Aspirin for Cancer Prevention 

AsCaP Group CRUK Grant Code: A24991, Senior Executive Board Prof. J Burn, Prof. A.T Chan, Prof. J 

Cuzick, Dr. B Nedjai, Prof. Ruth Langley. During the study, KEL was supported by an Economic and 

Social Research Council studentship [grant number ES/P000745/1]. KEL also acknowledges funding 

support from an ESRC Postdoctoral Fellowship [ES/Y00759X/1] during the development of this Data 

Note. The study which generated the dataset is also supported by the National Institute for Health 

https://doi.org/10.5518/1097
https://radar.researchdata.leeds.ac.uk/25/
https://osf.io/kdq48/


10 
 

Research NIHR Advanced Fellowship, Professor Samuel Smith, [grant number NIHR300588]. SGS also 

acknowledges funding support from a Yorkshire Cancer Research University Academic Fellowship. 

The funders had no role in study design, data collection and analysis, decision to publish, or 

preparation of the manuscript. 

  



11 
 

References 

1. Rothwell PM, Fowkes FGR, Belch JF, Ogawa H, Warlow CP, Meade TW. Effect of daily aspirin 

on long-term risk of death due to cancer: analysis of individual patient data from randomised trials. 

Lancet. 2011;377(9759):31-41. 

2. Rothwell PM, Wilson M, Elwin CE, Norrving B, Algra A, Warlow CP, Meade TW. Long-term 

effect of aspirin on colorectal cancer incidence and mortality: 20-year follow-up of five randomised 

trials. Lancet. 2010;376(9754):1741-50. 

3. Bosetti C, Santucci C, Gallus S, Martinetti M, La Vecchia C. Aspirin and the risk of colorectal 

and other digestive tract cancers: an updated meta-analysis through 2019. Ann Oncol. 

2020;31(5):558-68. 

4. Hurwitz LM, Michels KA, Cook MB, Pfeiffer RM, Trabert B. Associations between daily aspirin 

use and cancer risk across strata of major cancer risk factors in two large U.S. cohorts. Cancer Causes 

Control. 2021;32(1):57-65. 

5. Burn J, Gerdes A-M, Macrae F, Mecklin J-P, Moeslein G, Olschwang S, et al. Long-term effect 

of aspirin on cancer risk in carriers of hereditary colorectal cancer: an analysis from the CAPP2 

randomised controlled trial. Lancet. 2011;378(9809):2081-7. 

6. Burn J, Sheth H, Elliott F, Reed L, Macrae F, Mecklin JP, et al. Cancer prevention with aspirin in 

hereditary colorectal cancer (Lynch syndrome), 10-year follow-up and registry-based 20-year data in 

the CAPP2 study: a double-blind, randomised, placebo-controlled trial. Lancet. 

2020;395(10240):1855-63. 

7. Sandler RS, Halabi S, Baron JA, Budinger S, Paskett E, Keresztes R, et al. A randomized trial of 

aspirin to prevent colorectal adenomas in patients with previous colorectal cancer. N Engl J Med. 

2003;348(10):883-90. 

8. Benamouzig R, Deyra J, Martin A, Girard B, Jullian E, Piednoir B, et al. Daily soluble aspirin 

and prevention of colorectal adenoma recurrence: one-year results of the APACC. Gastroenterology. 

2003;125(2):328-36. 

9. Møller P, Seppälä T, Bernstein I, Holinski-Feder E, Sala P, Evans DG, et al. Cancer incidence 

and survival in Lynch syndrome patients receiving colonoscopic and gynaecological surveillance: first 

report from the prospective Lynch syndrome database. Gut. 2017;66(3):464-72. 

10. Hampel H, Frankel WL, Martin E, Arnold M, Khanduja K, Kuebler P, et al. Screening for the 

Lynch syndrome (hereditary nonpolyposis colorectal cancer). N Engl J Med. 2005;352(18):1851-60. 



12 
 

11. Kevin JM, Neil R, Laura M-G, Ruth A, David NC, Jackie C, et al. The English National Lynch 

Syndrome transformation project: an NHS Genomic Medicine Service Alliance (GMSA) programme. 

BMJ Oncol. 2023;2(1):e000124. 

12. National Institute for Health and Clinical Excellence (NICE). Colorectal cancer [NG151]. 

[Online]. 2020. [Accessed 28th November 2024]. Available from: 

https://www.nice.org.uk/guidance/NG151. 

13. Roderick P, Wilkes H, Meade T. The gastrointestinal toxicity of aspirin: an overview of 

randomised controlled trials. Br J Clin Pharmacol. 1993;35(3):219-26. 

14. Lanas A, Scheiman J. Low-dose aspirin and upper gastrointestinal damage:epidemiology, 

prevention and treatment. Curr Med Res Opin. 2007;23(1):163-73. 

15. Müller P, Fuchs W, Simon B. Studies on the protective effect of lansoprazole on human gastric 

mucosa against low-dose acetylsalicylic acid. An endoscopic controlled double-blind study. 

Arzneimittelforschung. 1997;47(6):758-60. 

16. Simon B, Elsner H, Müller P. Protective effect of omeprazole against low-dose acetylsalicylic 

acid. Endoscopic controlled double-blind study in healthy subjects. Arzneimittelforschung. 

1995;45(6):701-3. 

17. Lloyd KE, Foy R, Hall LH, Ziegler L, Green SMC, Haider ZF, et al. Barriers and facilitators to 

using aspirin for preventive therapy: a qualitative study exploring the views and experiences of 

people with Lynch syndrome and healthcare providers. Hered Cancer Clin Pract. 2022;20(1):30. 

18. Spellman B, Gilbert EA, Corker KS. Open Science: What, Why, and How. PsyArXiv [Online] 

2017. [Accessed 28th November 2024]. Available from: https://osf.io/preprints/psyarxiv/ak6jr  

19. Munafò MR, Nosek BA, Bishop DVM, Button KS, Chambers CD, Percie du Sert N, et al. A 

manifesto for reproducible science. Nat Hum Behav. 2017;1(1):0021. 

20. Bradley SH, DeVito NJ, Lloyd KE, Richards GC, Rombey T, Wayant C, Gill PJ. Reducing bias and 

improving transparency in medical research: a critical overview of the problems, progress and 

suggested next steps. J R Soc Med. 2020;113(11):433-43. 

21. DuBois JM, Strait M, Walsh H. Is it time to share qualitative research data? Qual Psychol. 

2018;5(3):380. 

22. Tsai AC, Kohrt BA, Matthews LT, Betancourt TS, Lee JK, Papachristos AV, et al. Promises and 

pitfalls of data sharing in qualitative research. Soc Sci Med. 2016;169:191-8. 

https://www.nice.org.uk/guidance/NG151
https://osf.io/preprints/psyarxiv/ak6jr


13 
 

23. Chauvette A, Schick-Makaroff K, Molzahn AE. Open data in qualitative research. Int J Qual 

Methods. 2019;18. 

24. Rubinstein YR, Robinson PN, Gahl WA, Avillach P, Baynam G, Cederroth H, et al. The case for 

open science: rare diseases. JAMIA Open. 2020;3(3):472-86. 

25. Landi A, Thompson M, Giannuzzi V, Bonifazi F, Labastida I, da Silva Santos LOB, Roos M. The 

“A” of FAIR–as open as possible, as closed as necessary. Data Intell. 2020;2(1-2):47-55. 

26. Atkins L, Francis J, Islam R, O’Connor D, Patey A, Ivers N, et al. A guide to using the 

Theoretical Domains Framework of behaviour change to investigate implementation problems. 

Implement Sci. 2017;12(1):77. 

27. Smith SG, Foy R, McGowan J, Kobayashi LC, Burn J, Brown K, et al. General practitioner 

attitudes towards prescribing aspirin to carriers of Lynch Syndrome: findings from a national survey. 

Fam Cancer. 2017;16(4):509-16. 

28. Lloyd KE, Hall LH, Ziegler L, Foy R, Borthwick GM, MacKenzie M, et al. GPs’ willingness to 

prescribe aspirin for cancer preventive therapy in Lynch syndrome: a factorial randomised trial 

investigating factors influencing decisions. Br J Gen Pract. 2023;73(729):e302. 

29. Lloyd KE. Qualitative study exploring the barriers and facilitators to using and recommending 

aspirin for cancer prevention - qualitative interview data. University of Leeds Research Data Leeds 

Repository. [Dataset]. 2022. Available from: https://doi.org/10.5518/1097  

30. Norris E, Prescott A, Noone C, Green JA, Reynolds J, Grant SP, Toomey E. Establishing open 

science research priorities in health psychology: a research prioritisation Delphi exercise. Psychol 

Health. 2024;39(9):1218-42. 

31. Branney PE, Brooks J, Kilby L, Newman K, Norris E, Pownall M, et al. Three steps to open 

science for qualitative research in psychology. Soc Personal Psychol Compass. 2023;17(4):e12728. 

32. Lloyd KE, Smith SG. Qualitative study exploring the barriers and facilitators to using and 

recommending aspirin for cancer prevention. OSF [Pre-registration]. 2020. Available from: 

https://osf.io/3efg7  

33. Kern FG, Gleditsch KS. Exploring pre-registration and pre-analysis plans for qualitative 

inference. Preprint ahead of publication. [Online]. 2017. Available from: 

http://dx.doi.org/10.13140/RG.2.2.14428.69769  

https://doi.org/10.5518/1097
https://osf.io/3efg7
http://dx.doi.org/10.13140/RG.2.2.14428.69769


14 
 

34. Nosek BA, Ebersole CR, DeHaven AC, Mellor DT. The preregistration revolution. Proc Natl 

Acad Sci U S A. 2018;115(11):2600-6. 

35. Kerr NL. HARKing: hypothesizing after the results are known. Pers Soc Psychol Rev. 

1998;2(3):196-217. 

36. Haven TL, Van Grootel L. Preregistering qualitative research. Account Res. 2019;26(3):229-44. 

37. McKiernan EC, Bourne PE, Brown CT, Buck S, Kenall A, Lin J, et al. How open science helps 

researchers succeed. Elife. 2016;5:e16800. 

38. Wilkinson MD, Dumontier M, Aalbersberg IJ, Appleton G, Axton M, Baak A, et al. The FAIR 

Guiding Principles for scientific data management and stewardship. Sci Data. 2016;3(1):1-9. 

39. UK Data Service. Consent for data sharing. [Online] 2024. [Accessed 28th November 2024]. 

Available from: https://ukdataservice.ac.uk/learning-hub/research-data-management/ethical-

issues/consent-for-data-sharing/  

40. Albornoz D, Chan L. Power and inequality in open science discourses. IRIS-Revista de 

Informação, Memória e Tecnologia. 2018;4(1):70-9. 

41. Mozersky J, Parsons M, Walsh H, Baldwin K, McIntosh T, DuBois JM. Research participant 

views regarding qualitative data sharing. Ethics Hum Res. 2020;42(2):13-27. 

42. Saunders B, Kitzinger J, Kitzinger C. Anonymising interview data: challenges and compromise 

in practice. Qual Res. 2015;15(5):616-32. 

43. Neale B, Bishop L. The Timescapes Archive: a stakeholder approach to archiving qualitative 

longitudinal data. Qual Res. 2012;12(1):53-65. 

https://ukdataservice.ac.uk/learning-hub/research-data-management/ethical-issues/consent-for-data-sharing/
https://ukdataservice.ac.uk/learning-hub/research-data-management/ethical-issues/consent-for-data-sharing/

