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FAQ 

Who should complete the tool? 
This tool is designed to be completed by individuals and organisations planning and implementing clinical 
audits and registries. It has been specifically designed for national clinical audits and registries commissioned 
by the Healthcare Quality Improvement Programme (HQIP; Part of the National Health Service in England) as 
part of the National Clinical Audit and Patient Outcome Programme (NCAPOP), but can be adapted and used 
by audits and registries in other settings.  
 
What is the tool for? 
The tool is a protocol for audits and registries.  It has been designed to provide a “one-stop” summary of the 
key information about how clinical audits and registries have been designed and carried out. It is expected that 
this will be published openly for anyone to view, and help users of audit/registry data and audit/registry 
participants understand the methods, evaluate the quality and robustness of the data, and find information 
and data that is most relevant to them.  For national clinical audits and registries commissioned by HQIP, the 
intention is that publishing this information openly will reduce the requirement for reporting ad hoc and 
contract monitoring data and information to HQIP and other national agencies. 
 
What type of information is contained within UPCARE? 
It is intended that the responses to the tool are factual and written concisely.  Where possible, documents can 
be embedded and hyperlinks provided if information is published elsewhere.  This document is intended to be 
a complete account of the information for the audit or registry.  Please be vigilant about keeping any links 
included in the document up to date so readers can access full information about the audit or registry.  
 
This tool is not intended to be used to formally “score” the quality of the responses. The design of this tool has 
been inspired by reporting checklists used for clinical guidelines (e.g. AGREE1) and in reporting research studies 
(e.g. STROBE2, SQUIRE3). 
 
Who is the intended audience for the tool? 
The information contained within the UPCARE tool will enable audit and registry stakeholders to access in one 
place and in a standard format key information about the audit/registry and evaluate the integrity and 
robustness of the audit.  
 
Examples of audit/registry stakeholders include: 
 Patients / Carers / Public / Patient representative organisations 
 Clinicians / Allied health professionals / Healthcare providers / Multi-disciplinary teams / Primary, 

secondary and tertiary care providers 
 National agencies 
 Commissioners  
 Healthcare regulators  
 

 
1 AGREE stands for the Appraisal of Guidelines for Research & Evaluation.  See https://www.agreetrust.org/about-the-agree-
enterprise/, last accessed 16 February 2021.  
2 STROBE stands for Strengthening the Reporting of Observational Studies in Epidemiology. See https://www.strobe-
statement.org/index.php?id=strobe-home, last accessed 16 February 2021. 
3 SQUIRE stands for Standards for Quality Improvement Reporting Excellence. See http://www.squire-statement.org/, last 
accessed 16 February 2021.  
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FAQ (cont’d) 

How should the responses be written? 
Please try and write responses clearly as this will help to make the tool accessible and useful. Some tips and 
suggestions for writing clearly include: 
 

 avoiding technical jargon where possible 
 using short paragraphs and bullet points 
 using the “active” voice rather than passive 
 keeping sentences short 

 
Where information is published openly elsewhere please provide links and references rather than duplicating 
information that is already available 

 
When and how often should I complete the tool? 
The tool is intended to provide accurate and up to date information about the audit/registry, and so can be 
updated whenever and however frequently it is relevant to do so. For national clinical audits and registries 
commissioned by HQIP it is intended that the tool is updated annually, although audits can update the tool 
more frequently if they wish to. 
 
Each version of the tool should include a date of publication and version number.   
 
Where should the completed UPCARE report be published? 
The completed tool should be published online e.g. on the website for the audit or registry. 
 
How was UPCARE designed? 
HQIP commission, manage and develop the NCAPOP (National Clinical Audit and Patient Outcomes 
Programme) under contract from NHS England and devolved nations.  The work was led by HQIP who set up a 
Methodological Advisory Group (MAG) consisting of methodological, statistical and quality improvement 
experts. Meeting were held on a six monthly basis and the structure and content of the eight quality domains 
and their key items were agreed by the MAG.  The tool was piloted by 5 programmes within the NCAPOP and 
re-edited in light of comments received.  Other comments received by MAG members was also considered as 
part of the re-editing process.  The final version of the UPCARE tool was signed off by the HQIP MAG and will 
be reviewed annually. 
 
IPR and copyright 
© 2018 Healthcare Quality Improvement Partnership Ltd (HQIP) 
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Domain 1: Organisational information 

1.1. The name of the programme  
  
National Lung Cancer Audit (NLCA) 

1.2. The name of the organisation carrying out the programme 
 
The Royal College of Physicians (RCP) 

1.3. Main website for the programme 
 
https://www.rcplondon.ac.uk/projects/national-lung-cancer-audit  

1.4. Date of publication and version number of the tool on your website  
 
February 2021, version 4.0 

Domain 2: Aims and objectives 

2.1. Overall aim  
 
The NLCA was developed in response to the finding in the late 1990s that outcomes for lung 
cancer patients in the UK lagged behind those in other westernised countries, and varied 
considerably between organisations within the UK. The audit began collecting data nationally in 
2005, and since then has become an exemplar of national cancer audit. 
 
The overall aim of the National Lung Cancer Audit (NLCA) is to drive further improvements in lung 
cancer care and outcomes by bringing the standard of all lung cancers teams up to that of the 
best. This audit evaluates the process of care, treatment delivered and outcomes for lung cancer 
patients treated in secondary/tertiary care NHS hospitals in England, Wales, Jersey and Guernsey. 
All eligible providers participate. We audit a combination of process and outcome measures which 
are closely aligned to the NICE quality standards (QS) 2012, NICE lung cancer guideline 2019 (GL) 
and NICE technology appraisals (TA). 
 

2.2. Quality improvement objectives 
 
Many variables are reported by the audit, and in the last annual report (for the audit period 2018) 
we produced thirteen recommendations around various aspects of lung cancer care.  Six 
measures have been defined against which we highlight and performance manage outliers. 
 

 Surgery in all non-small cell lung cancer (NSCLC) 

 Systemic anti-cancer therapy in stage IIIB–IV PS 0–1 NSCLC  

 Chemotherapy in small cell lung cancer 

 Pathological confirmation rate in stage I/II and PS 0-1 patients 

 Assessed by a specialist nurse 
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 Curative-intent treatment in patients with stage I–II NSCLC and PS 0–2 NSCLC 

These measures are chosen by expert consensus and reflect NICE guidance on best practice, but 
also reflect the robustness of the data that underpins their analysis. 
 
A quality improvement toolkit has also been developed. This provides a series of steps against 
eight key areas from the NLCA annual report, which can be used by multidisciplinary teams 
(MDTs) and cancer managers, seeking quality improvement in their lung cancer service. 
 

Domain 3: Governance and programme delivery 

3.1. Organogram 
 

 
 

3.2. Organisations involved in delivering the programme 
 

Public Health England 
https://www.gov.uk/government/organisations/public-health-england 
https://www.ndrs.nhs.uk/  
PHE are subcontracted by the Royal College of Physicians to provide data on lung cancer patients 
in England from the National Disease Registration Service (NDRS) Cancer Registration Database  
for NLCA. A representative member of the organisation also sits on the NLCA governance board 
and clinical advisory group. 
 
Health Data Insight 
https://healthdatainsight.org.uk/ 
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HDI are subcontracted by the Royal College of Physicians to process and release data provided by 
PHE for NLCA. A representative member of the organisation also sits on the NLCA governance 
board and clinical reference group. 
 
University of Nottingham 
https://www.nottingham.ac.uk/ 
The university of Nottingham are subcontracted by the Royal College of Physicians to provide data 
analysis support for the NLCA. A representative member of the organisation also sits on the NLCA 
governance board and clinical advisory group. 
 
Public Health Wales 
http://www.publichealthwales.wales.nhs.uk/ 
PHW are subcontracted by the Royal College of Physicians to provide data on lung cancer patients 
in Wales for NLCA.  
 
Wales Cancer Network 
http://www.walescanet.wales.nhs.uk/home 
Are contracted by Public Health Wales to process and release data for NLCA. A representative 
member of the network sits on the NLCA governance board and clinical reference group. 
 
The Roy Castle Lung Cancer Foundation 
https://www.roycastle.org/  
The Roy Castle Lung Cancer Foundation is the leading patient charity for patients living with lung 
cancer and their families. The foundation provides consultative advice to NLCA in developing the 
patient and carers annual report and in developing patient and public involvement and 
engagement in the project. A representative member of the organisation also sits on the NLCA 
governance board and clinical advisory group. 
 
British Thoracic Oncology Group (BTOG) 
https://www.btog.org/ 
A representative member of BTOG sits on the NLCA governance board and clinical advisory group. 
 
Lung Cancer Nursing UK 
https://www.lcnuk.org/ 
A representative member of the forum sits on the NLCA governance board and clinical advisory 
group. 
 
Society of Cardiothoracic Surgeons (SCTS) 
https://scts.org/ 
A representative member of SCTS sits on the NLCA governance board and clinical advisory group. 
They also provide support in the development of the Lung Cancer Clinical Outcomes Publication 
(LCCOP). 
 
Mesothelioma UK 
https://www.mesothelioma.uk.com/  
A representative member of the organisation sits on the NLCA governance board and reference 
advisory group. 
 
Royal College of Radiologists 
https://www.rcr.ac.uk/  
A representative member of the college sits on the NLCA clinical advisory group. 
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3.3. Governance arrangements 
 
The audit is governed by a Programme Board, which meets 2 times a year. The group is chaired by  
Jane Youde, Clinical director, Audit and Accreditation unit, Care Quality Improvement 
Department, RCP, and includes the following list of organisations and individuals (See NCLA terms 
of reference)  
 
The Board is responsible for overseeing the audit and providing oversight and advice to the 
programme. The board is the guarantor of the data from the audit and is responsible for signing 
off the annual report. The chair of the Programme Board is the accountable officer of the 
programme. 
 
The Clinical Advisory Group consists of clinical experts in the diagnosis and treatment of lung 
cancer and provides clinical advice to the project team on selection of quality measures, 
appropriate clinical standards, interpretation of the data analysis, as well as new developments in 
lung cancer care that have relevance to the NLCA. (See NLCA CAG membership) 
 
The Board minutes with actions are available on request.  Decisions are only taken at meetings 
where meetings are quorate.  There is a process for reviewing membership to ensure an active 
Board, quorate meetings and which leads the direction of the programme. 

3.4. Declarations and Conflicts of interest  
 
The RCP policy for the declaration and conflicts of interest is published at 
https://www.rcplondon.ac.uk/declaration-personal-interests-and-good-standing  
 
All DOI for the programme are collected in advance of meetings and decisions regarding whether 
a COI exists and appropriate actions are made by the Chair.  Any new DOI are also requested at 
each meeting as a standing agenda item.  All DOI and COI are comprehensively documented and 
are available on request. 

Domain 4: Information security, governance and ethics 

4.1. The legal basis of the data collection  
 
The National Cancer Registries Database (NCRAS) has approval under section 251 of the NHS 
Health and Social Care Act 2006 to collect identifiable data without consent (CAG approval 
number PIAG 03(a) /2001 2001). Patients can opt out of data collection by contacting Public 

Health England directly at optout@phe.gov.uk   
NCRAS S251.pdf

 
 
More information about the duty of confidentiality can be found in this short Healthcare Quality 
Improvement Partnership video at: https://www.youtube.com/watch?v=HGTbplrWJGg  
 
Information about the legal basis for Public Health Wales to collect data can be found at 
http://www.wcisu.wales.nhs.uk/privacy-policy  
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All audit programmes are responsible for ensuring they are GDPR compliant. The NLCA team has 
completed, and maintain, an Information Governance (IG) checklist and Data Protection Impact 
Assessment (DPIA) to ensure its continued GDPR compliance. These documents are submitted to, 
and reviewed by, the Healthcare Quality Improvement Partnership (HQIP) as and when required 
under the programme contract. Further information on GDPR can be found at: 
https://ico.org.uk/for-organisations/guide-to-the-general-data-protection-regulation-gdpr/. Our 
DPIA can be found at: https://www.rcplondon.ac.uk/projects/outputs/background-data-
collection-and-governance 

4.2. Information governance and information security  
Please find below the Data Security Protection Toolkit (DSPT)score and any other relevant 
information security information/score for the Royal College of Physicians. 
 
DSPT  
Royal College of Physicians 8J008-CSD  
Status: 19/20 standards met 
 
ICO DPA Register   
https://ico.org.uk/ESDWebPages/Entry/Z7085833 
Expiry date: 16/9/2021 
 

Domain 5: Stakeholder engagement 

5.1. Approaches to involving stakeholders 
 
Patients and carers are involved by: 

 Regular communication through patient charity, The Roy Castle Lung Cancer Foundation 
 The publication of a patient friendly version of audit reports  
 Impact assessments of key audit outputs throughout the lifetime of the programme 

 
Clinicians are involved by: 

 Leading and designing the programme in the role of appointed clinical leads 
 Steering the programme via the Clinical Advisory Group 
 Presenting key findings from the audit at key conferences, meetings and events 
 Sharing and promotion of key outputs to wider audiences via the RCP’s networks, 

communications and events 
 Regular communications through newsletters, social media and emails around key aspects 

of the programme 
 Carrying out online surveys to engage clinical teams with various aspects of the audit 

including how to use the audit results to improve care for patients.  

Domain 6: Methods 

6.1. Data flow diagrams 
 



HQIP_ UPCARE-tool_v4.1_Apr 2021 

11 
 

NCLA Data 
Flows.pdf                           

Ref: Accessing National Clinical Audit and Patient Outcomes Programme (NCAPOP) data: Guidance for 
applicants and data providers (v2). Healthcare Quality Improvement Partnership (HQIP), March 2017, 
https://www.hqip.org.uk/wp-content/uploads/2018/03/hqip-accessing-ncapop-data-guidance-for-
applicants-and-data-providers-v2.pdf, last accessed 17 February 2021.  

6.2. The population sampled for data collection 
 
Patients with a primary diagnosis of lung cancer (ICD-10 code C34) are included in the analysis. 
The following patients are excluded: patients identified with lung cancer through death certificate 
only, patients with non-lung cancer-related pathology codes and patients who cannot be assigned 
a trust of diagnosis.  

6.3. Geographical coverage of data collection 
 
100% of trusts in England, Wales, Jersey and Guernsey. 

6.4. Dataset for data collection 
 
The NLCA dataset and rationale for the use of each item has been published at 
https://www.rcplondon.ac.uk/projects/outputs/data-collection-and-indicators  

6.5. Methods of data collection and sources of data 
 
Information about methods of data collection and sources of data have been published at 
https://www.rcplondon.ac.uk/projects/outputs/data-collection-and-indicators  

6.6. Time period of data collection 
 
The NLCA annual report examines Cancer Outcomes and Services Dataset (COSD) across a 12 
month period from the 1st January to 31st December. This data is first extracted 6 months after the 
last date of the audit period (to account for a patient having completed their lung cancer 
treatment pathway) for example for the audit period 1st January to 31st December 2018, data will 
first be extracted in July 2019. COSD data is then cross-linked with data from various other 
healthcare datasets which typically takes 4-5 months. 
 
Full data collection should complete within 5 months (for patient s diagnosed at the end of the 
audit period) to 17 months (for patients diagnosed at the start of the audit period). 

6.7. Time lag between data collection and feedback 
 
Feedback is via individualised bespoke reports to lung cancer service providers (available 2 
months after data collection completes) and a published annual report. 
 
The annual report is first presented to commissioners 3 months after data collection completes 
and takes a further 3-4 months to complete standard reporting processes with funders.  
 

6.8. Quality measures included in feedback 
 
Details of the metrics can be viewed at our website www.nlcaudit.co.uk 
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All metrics are reported at national, cancer network and trust level. 
 
Metrics are adjusted year on year based on advice from the clinical reference group; they include 
process measures such as data completeness, contact with a specialist nurse, and pathological 
conformation of diagnosis, and outcome measures such as receipt of surgery/chemotherapy and 
survival. 
 
Reports are provided on an annual basis; a mid-year report gives a restricted set of measures to 
individual trusts and is not made publicly available. 
 
An organisational audit is carried out every 2 years. 

6.9. Evidence base for quality measures 
 
Evidence for the audit measures include: 

 Expert consensus via the clinical reference group 
 NICE guidelines 
 National commissioning guidance 

6.10. Case ascertainment 
 
Since the audit used cancer registry data as its primary source, case ascertainment is 100%.  

6.11. Data analysis 
 
Information about data analysis for 2017 and 2018 can be found in the embedded documents and 
at https://www.rcplondon.ac.uk/projects/outputs/data-collection-and-indicators  

NLCA analysis 
methodology reviewed January 2017 .pdf

NLCA analysis 
guidance 2018.pdf  

6.12. Data linkage 
 
Patient level data are linked to other datasets, including Hospital Episode Statistics (HES), the 
National Radiotherapy Dataset (RTDS), the Systemic Anti-Cancer Dataset (SACT), pathology 
reports and death certificate data. Data were linked using NHS number and date of birth. Linkage 
is carried out by NCRAS and WCN, who provided Nottingham University with a linked dataset after 
removal of patient identifiers. 

6.13. Validation and data quality 
 
Clinical teams are encouraged to validate the COSD data on a regular basis when the data are first 
collected and submitted. NCRAS also provide the processed data back to the trusts at four points 
throughout the year to give an opportunity for teams to send in refreshes of the data to check 
case allocation and improve data completeness. 
Quality assurance checks are carried out throughout the registration process and ahead of the 
data extract being released to the NLCA team for analysis. 
The NLCA analysis team has inclusion and exclusion criteria for patients which are based on 
validity checks on the dates provided including validation of date of diagnosis, treatments 
(surgery, chemotherapy and radiotherapy) and dates within lung cancer pathway including date 
discussed by the MDT. In addition, data completeness for patient and trusts level variables are 
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also carried out. The full list of exclusion and number of patients excluded at each step are 
published online with every annual report. 
 
In Wales data are submitted to the audit annually by the Wales Cancer Network (WCN) on behalf 
of Health Boards using the data collected via the Cancer Network Information System Cymru 
(CANISC) system as part of the management of patients. Data quality reports are provided 
quarterly to multi-disciplinary teams and we encourage regular clinical validation of the data to 
minimise any issues further downstream. Quality checks on the data are undertaken by the Wales 
Cancer Network and any anomalies and missing data brought to the attention of the multi-
disciplinary teams for them to correct. The final validation of Welsh data is clinically signed off by 
the multi-disciplinary team lead prior to submission. 

Domain 7: Outputs 

7.1. The intended users or audience for the outputs 
 
The audit designs and produces individual feedback for: 

 Patients and carers 
 NHS Trusts in England  
 Health Boards in Wales 
 The Care Quality Commission 
 NHS England 

7.2.  Editorial independence 
 
As an independently commissioned programme, the contents of the outputs are written by the 
NLCA team and quality assured by the Board through the governance processes described in 
previous sections. 

7.3 The modalities of feedback and outputs 
 
The audit provides feedback in a variety of ways: 

 Summary written reports  
 Comprehensive written reports  
 Online feedback 
 Dashboards 
 Data visualisations 
 Infographics 
 Data tables 
 Meetings and workshops 
 Professional conferences 
 Information resources for patients (e.g. NHS Choices) 
 Data that will be adapted and synthesised by other organisations (e.g. CQC) and 

programmes (e.g. GIRFT) 
 Press releases 
 Case studies 
 Examples of best practice 

 
The report is quality assured at team level before submission to the Board for sign off.  Sign off is 
required before submission of the report to commissioners/HQIP.  
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7.4 Recommendations 
 
The audit made thirteen recommendations for hospitals, clinicians and commissioners in the last 
Annual Report (for the 2018 audit period). The link to the report is  
https://nlca.azurewebsites.net/AnnualReport 
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7.5 Comparators and benchmarking 
 
The audit provides comparative performance data for hospitals. Each hospital has performance 
measured against: 

 Other hospitals in the region 
 All hospitals in England 
 Previous performance data for the hospital showing changes over time 

7.6 Motivating and planning quality improvement 
 
The audit supports participants in QI by: 

 Providing support and encouragement to NHS trusts and Welsh Health Boards via our 
outlier policies 

 Providing workshops to support trusts to develop their QI knowledge and pledge to an 
improvement aim within their trust 

 Providing trusts access to an improvement toolkit at  
https://nlcastorage.blob.core.windows.net/misc/AR_2019_QIToolkit.pdf 

 Highlighting examples of good practice on our NLCA Blog at 
https://www.rcplondon.ac.uk/projects/national-lung-cancer-audit-nlca-blog 

 Planning improvement initiatives for the future of NLCA through comprehensive 
consultation with trusts (2018) 

 

 

 

 


