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Appendix:  End of Project Report Summaries 

1819-0079 Professor Jennifer J Kurinczuk  
 

A confidential enquiry of intrapartum-related perinatal deaths in births planned in 
midwifery-led settings in Great Britain (ESMiE) 
 
End of Project Summary 
 
Public Benefit Impact 
The ESMiE study findings have highlighted areas of care for mothers and babies where care for women 
planning birth in midwifery-led settings can be improved with future perinatal deaths potentially 
avoided. Issues with care were identified in relation to: risk assessment and decisions about planning 
place of birth; the use and frequency of intermittent auscultation; transfer during labour; neonatal 
resuscitation and transfer; follow-up and local review.  
 
The findings do not call into question the evidence about the safety of midwifery-led settings for 
healthy women with straightforward pregnancies but have identified areas of care which could be 
improved and made safer. We recommend that all NHS organisations delivering midwifery-led care 
should review their services in relation to the issues we have identified.    
 
Aims  
To review the quality of care in births planned in midwifery-led settings, which resulted in an 
intrapartum-related perinatal death. 
 
Data  
Intrapartum stillbirths and intrapartum-related neonatal deaths in term births where the planned 
place of birth was an alongside midwifery unit (AMU), freestanding midwifery unit (FMU) or at home.  
Deaths were sampled from MBRRACE-UK national (England, Wales and Scotland) perinatal 
surveillance data for 2015-16 (planned AMU births) and 2013-2016 (planned FMU and home births). 
Sixty-four perinatal deaths were reviewed, 30 stillbirths and 34 neonatal deaths; five of the deaths 
sampled and reviewed occurred in Scottish Health Boards.   
 
Methodology  
Following established MBRRACE-UK confidential enquiry methodology the clinical notes of the 
sampled mothers and babies were requested. The identifiers were redacted, the notes scanned and 
made available for review by expert reviewers via the MBRRACE-UK web-based viewing system. Multi-
disciplinary panels reviewed and discussed the maternal and neonatal medical notes for each death. 
Each stage of care was systematically assessed with reference to relevant national standards and 
guidance, and the overall quality of care was graded by consensus, 
 
Outcomes 
At the start of labour care, 23 women were planning birth in an AMU, 26 in an FMU and 15 at home.  
In 75% of deaths, improvements in care were identified which may have made a difference to the 
outcome for the baby.  Improvements in care were also identified which may have made a difference 
to the mother’s physical and psychological health and wellbeing in 75% of deaths.  Issues with care 
were identified in relation to: risk assessment and decisions about planning place of birth; the use and 
frequency of intermittent auscultation; transfer during labour; neonatal resuscitation and transfer; 
follow-up and local review. 
 
 



 
 

1819-0150 Peter Murchie  

 
National Cancer Diagnosis Audit (NCDA) Scotland - Analyses 
 
End of Project Summary 
  
Public Benefit Impact 
Only by understanding patient pathways to cancer diagnosis, including what works and what doesn’t 
work, can we make improvements and ensure patients are diagnosed as early as possible. 
The proposed analysis of the Scottish national data from the NCDA has provided unique insights into 
pathways to cancer diagnosis in Scotland and provided vital intelligence for the development and 
improvement of cancer services to achieve better outcomes and experiences for patients and their 
families in future. 
 
Aims  
This proposal aimed to use data collected as part of the National Cancer Diagnosis Audit (NCDA) for 
Scotland on patients diagnosed with cancer in 2014 in order to enhance our understanding of 
pathways to cancer diagnosis. 
 
Objectives: 
1. Characterise the cohort of patients included in the NCDA Scotland 2014 and compare to the 
national cancer incidence in Scotland in 2014 
2. Describe the primary care interval from first presentation to referral, including number of 
consultations before referral and use of primary care-led investigations 
3. Explore what patient and other factors affect pathways to cancer diagnosis and may be associated 
with longer intervals and avoidable delay 
 
Data  
Access to the dataset collected through the NCDA in Scotland was required. This dataset contains 
individual level pseudonymised linked data from the following datasets: 
• Scottish Cancer Registry; 
• Cancer Waiting Times; 
• National Records for Scotland (NRS) deaths; 
• CHI database (to flag whether patients were still registered with the same practice at the 

time of the audit); and 
• primary care information supplied by practices participating in the audit. 
 
Methodology  
For this project, the analysts used the linked NCDA dataset for Scotland and used appropriate 
descriptive and analytical statistical approaches to investigate and understand: 
1. Sample composition compared to 2014 cancer incidence in Scotland 
2. Patient characteristics for the NCDA cohort (ethnicity, language, communication, housebound 
status, co-morbidities, cancer stage) 
3. Referral type that led most directly to cancer diagnosis (incl. emergency referrals) by gender, age, 
ethnicity, cancer site and other variables 
4. Number of consultations before referral by gender, age, ethnicity, cancer site and other variables 
5. Primary care interval, secondary care interval, diagnostic interval by gender, age, ethnicity, cancer 
site and other variables 



6. Number and type of primary care-led investigations before referral by gender, age, ethnicity, 
cancer site and other variables 
7. Avoidable delay by gender, age, ethnicity, cancer site and other variables 
8. Impact of deprivation / rurality on pathways to diagnosis 
 
The results of this work were published in academic journals. Outputs were also shared with key 
stakeholder organisations, including Scottish government, NHS Scotland and the Scottish Primary 
Care Cancer Group, in order to inform service delivery and improvements. 
 
Outcomes 
Most people diagnosed with cancer in Scotland present to a GP first. Most are referred and 
diagnosed quickly, with variations by cancer‐site. Intervals were longest for the most remote 
patients. GPs in Scotland and England appear to perform equally but, in view of growing differences 
between health systems, future comparative audits may be informative. There was no evidence that 
rural patients were more likely to be subject to prolonged cancer diagnostic delays than urban 
patients. Rural patients may experience primary care differently in the lead-up to a cancer diagnosis. 
The effect on outcome is probably negligible, but further research is required to confirm this. 
 

 

1819-0117 Jill Ireland 
 

SPARRA and High Health Gain predictive modelling 

End of Project Report 

 

1 Aims  

 
What did the study set out to 

achieve? 

The aim of the study was to inform PBPP of ongoing 
work on the SPARRA and HHG models to ensure 
appropriate governance was in place.   

2 Public Benefit Impact  

 

 

 

 

 

 

 

 

 

 

 

 

 

How will these outcomes directly 

result in benefit for the public? 

Please give details. This should be 

the main section answered. 

 

 

 

 

 

 

 

Healthcare professionals can use data from the SPARRA 
and High Health Gain tools in conjunction with their 
professional judgement to identify patients who could 
benefit from Anticipatory Care Planning, additional 
support and/or a multi-disciplinary discussion, thereby, 
helping facilitate a more community-based,  
preventative/anticipatory approach to a patient’s 
treatment, moving away from reactive treatment, and 
also for service planning.  

3 Data   



 

What data were 

received/processed/collected?  

Was it as expected? Please give 

brief details. 

A SPARRA risk score is calculated automatically every 
month by the NHS NSS Business Intelligence team, for 
around 4.2 million individuals, using patient level 
hospital and prescribing data, along with some 
demographic data. 
 4 Methodology  
 

 

How did you collect the data? 
In summary, SPARRA and High Health Gain are both 
predictive models which use routinely collected health 
data in Scotland.   

How did you process the data?  

 

Model updated monthly for SPARRA; Quarterly for HHG. 

How did you provision/publish the 

information? 

Both needed governance approvals in place to access 
the data in a secure environment. 

Did your study scope change from 

its original aims? Please give brief 

details. 

 

No, a separate PBPP was in place to cover SPARRA 

development work (1718-0370). 

5 Outcomes:   

 
The outcomes / results of your 

proposal. Please give brief details. 

The SPARRA model will continue to be updated on a 
monthly basis.  This process is owned by Public Health 
Scotland and will be run on an automated, scheduled 
basis at the end of each month by the NHS NSS Business 
Intelligence team. Users will continue to be notified via 
email when refreshed data are available to view.  PBPP 
advised SPARRA should move to Business as Usual for 
PHS and the governance should now sit with the PHS 
Data Protection Team. 
 
The Senior Leadership Team took the decision to stop 
High Health Gain modelling, due to a change in the 
collection of financial data, which was the key input to 
the HHG model. 
 

6 Future Questions: 
 

 

Have the processes / results raised 

further questions for future 

exploration? Please give brief 

details. 

Yes, in terms of developing the model further and also to 

enhance model monitoring, to ensure the version 

deployed remains fit for purpose. 

 

 

 



 

1819-0153 Alastair Ross 
 

FACTORS- (Fluoride Application: a Co-designed Toolkit of ORganisational Strategies) 

End of Project Report 

 

a) Key personnel/organisation 

Dr Al Ross, Glasgow Dental School, University 

of Glasgow 

b) Public Benefit Impact 

Results show broadly that Human Factors (also known as Ergonomics; HF/E) and systems thinking 

are acceptable as a way to approach Quality Improvement (QI) and that it is feasible to apply these 

scientific ideas in practice. 

The project results will be important in supporting:   

a) a return to preventive care after COVID; and b) implementation of the forthcoming Public Health 

England toolkit on “Delivering Better Oral Health” (our project staff were involved in developing this 

guidance).   

The overall aim in Scotland as part of the Childsmile practice programme is to improve the oral 

health and general health of children in Scotland and to reduce inequalities in oral health and access 

to dental services. We believe that approaching preventive care in systems terms is a cornerstone of 

improvement efforts.   

c) Aims  

The aim of this project was to test for the first time the feasibility and acceptability of applying 

Human Factors and systems thinking for QI in general dental practice. This stage involved delivering 

an interactive QI ‘toolkit’ for General Dental Practitioners, prior to testing this approach in a 

randomised trial.   

d) Data 

We accessed fluoride varnish claims data from the Management Information and Dental Accounting 

System (MIDAS), which we used to personalise the toolkit for each GDP, by giving them feedback in 

relation to regional and national norms. 45 GDPs were introduced to the Human Factors approach 

via the fluoride varnish example, then asked to examine a further area of preventive care, before 

completing a survey. 14 of the 45 GDPs completing the toolkit were interviewed in-depth and a final 

dyadic interview was conducted with a GDP and Hygienist/Therapist from one practice.   

e) Methodology 



The MIDAS dataset was used to build a sampling frame of eligible GDPs (n = 991). Data were 

processed in IBM SPSS (Version 25). 500 GDPs were invited to take part in a period of just over 11 

weeks.  

45 GDPs were consented to work through the toolkit and complete the survey for two hours 

standard Research Participation fee.  

Personalised versions of the Toolkit with individual claims data were uploaded to the University of 

Glasgow Transfer Service and GDPs were sent a link via email, immediately followed by another 

email with their personal password.  

Data gathered during completion were captured on the University OneDrive.  

f) Outcomes 

Most of the participants (43/45; 96%) reported that working through the toolkit had enhanced their 

understanding of HF/E.  

96% (43/45) agreed or strongly agreed that there is added value in the systems approach for dentists 

undertaking QI projects (4% [2]) were ‘not sure’).   

93% [42] said teams could feasibly use these ideas during QI activity (7% [3] not sure). 

69% (31) agreed the approach could be useful to look at systems and improve the resilience of 

processes as practices return to providing a range of care for the public after the SARS-Cov-2 and 

COVID-19 public health emergency  (29% [13] said ‘maybe’, 2% [1] said ‘no’). 

g) Future Questions: The PI was involved in a parallel catalytic project hosted at Dundee Dental 

School on the co-design of National Clinical Audits (including for fluoride varnish); discussions are 

underway as to how to share learning and further collaborate on research to support GDPs in these 

vital areas of child health 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



1819-0183  Lucy Irvine 
 
UK Children, Teenage and Young Adults (CTYA) cancer statistics 
 
End of Project Summary 
 

1 Aims  

 

What did the 

study set out to 

achieve? 

The aim of the “UK Children, Teenage and Young Adults (CTYA) cancer 

statistics annual report” is to provide standardised national data relevant 

for the distinctive spectrum of cancers that occur for this age group. 

Previously there was limited CTYA statistics available of this nature. 
 

• To produce statistical analysis by detailed cancer diagnostic 

subgroups relevant to the CTYA age group.   

• To present CTYA cancer incidence, both case counts and rates over 

a 20-year period.  

• Survival of CTYA diagnosed with cancer, both case counts and rates 

over a 20-year period. 

• Mortality of CTYA diagnosed with cancer, both death counts over a 

20-year period. 

2 Public Benefit 

Impact 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

How will these 

outcomes 

directly result in 

benefit for the 

public? Please 

give details. 

This should be 

the main 

section 

answered. 

 

 

 

 

 

 

 

The statistics in the report are an important source for clinicians and the 
NHS, scientists, researchers (both domestic and international) and charities. 
The report provides evidence for CTYA with cancer, by providing granular 
and up to date statistics on cancer incidence, mortality and survival, which 
is relevant to healthcare planning, interventions and care. It will be used as 
key point of reference for epidemiology and research for this age group. 
 

 

 

 

3 Data   



 

What data were 

received/proces

sed/collected?  

Was it as 

expected? 

Please give brief 

details. 

NCRAS (National Cancer Registration and Analysis) PHE (Public Health 
England) collated cancer registration data extracts from each UK nation 
(Scotland, Northern Ireland, Wales and England) to create a UK dataset 
cases registered with cancer at the age of 0-24 during 1997-2016 and 
deaths up to the end of 2018, using the agreed data specification. The 
anonymised data extracts were provided to and collated by named analysts 
in the National Cancer Registration and Analysis Service, Public Health 
England.  NCRAS produced the statistical analysis of anonymised data for 
the UK-wide analysis of cancer in CTYA, as agreed by all the 4 UK countries.  
The data was used to produce a national report and related outputs 
containing the most recent UK statistics for cancer incidence, mortality and 
survival – so that the report provides a valuable overview of CTYA (0-24 year 
olds) cancer statistics.   
 

4 Methodology   

 

How did you 

collect the 

data? 

In order to run the UK analysis, the Scottish Cancer Registry, Population 
Health provided an anonymised data extract for their country to PHE NCRAS 
for cancer cases diagnosed with cancer at the age 0-24 between 1997 and 
2016.  NCRAS collated these data with extracts (based on the same data 
specification) from Wales and Northern Ireland as well an extract of their 
English data from the National Cancer Registration and Analysis Service 
(NCRAS) ENCORE/CAS database, in order to create a UK dataset ready for 
analysis for the report. The data are held securely on the NCRAS network, 
under the secure environment used for the English cancer data. Only 
authorised NCRAS analysts will be able to access and analyse the data. The 
analysis was reviewed by each UK nation before release. 
 
Process: 
1. ISD Scottish Cancer Registry identified and extracted cases registered 

with cancer at the age of 0-24 during 1997-2016 and deaths up to the 
end of 2018, using the data specification. 

2. ISD Scottish Cancer Registry, Population Health pseudonymised the data 
extract ready for secure transfer to NCRAS. 

3. The data was transferred using secure file transfer processes (SFTp) 
between ISD Scottish Cancer Registry, Population Health and PHE. 

 



How did you 

process the 

data?  

 

NCRAS, PHE securely stores the pseudonymised Scottish dataset with 
equivalent cancer registration datasets from Wales, Northern Ireland and 
for England. 
 
NCRAS, PHE collated the data extracts in excel to create a UK dataset and 
run the analysis statistical analysis for the report. 
 
The project was be overseen/carried out with the project team which 
included David Morrison and analysts from ISD. We also worked in 
consultation with the PHE CTYA Expert Advisory Group (EAG), which 
includes charities and patient/parent representatives. They did not see case 
level data, only summary statistics. 
 

 

How did you 

provision/publis

h the 

information? 

The report was published on this website, and is supported by a blog on 
Publish Health matters.  
 
http://www.ncin.org.uk/cancer_type_and_topic_specific_work/cancer_typ
e_specific_work/cancer_in_children_teenagers_and_young_adults/  
 

Did your study 

scope change 

from its original 

aims? Please 

give brief 

details. 

 

We were planning to produce more detailed cancer mortality analysis but 
we did not do this as we discovered there are slight differences in the way 
cause of death data is collected in each nation therefore we did not feel the 
data was comparable. 
 

5 Outcomes:   

 

The outcomes / 

results of your 

proposal. 

Please give brief 

details. 

The report has had excellent feedback. 

6 Future 

Questions: 

 

 

Have the 

processes / 

results raised 

further 

questions for 

future 

exploration? 

Please give brief 

details. 

We did not include detailed trends analysis in our report, but this is 

something that may be explored further in the future. 

 

http://www.ncin.org.uk/cancer_type_and_topic_specific_work/cancer_type_specific_work/cancer_in_children_teenagers_and_young_adults/
http://www.ncin.org.uk/cancer_type_and_topic_specific_work/cancer_type_specific_work/cancer_in_children_teenagers_and_young_adults/


1819-0256 Gerald Humphris 

 
A pilot trial of the Mini-AFTERc intervention to manage 
Fear of Cancer Recurrence in breast cancer patients 
 
End of Project Summary 
 
Public Benefit Impact 
Fear of cancer recurrence is one of the main concerns that patients report after cancer 
treatment. The Mini-AFTERc intervention is a 30-minute telephone discussion to be delivered by 
cancer nurses at the end of treatment. It uses psychological principles to help patients manage 
concerns about cancer recurrence. Breast cancer patients who received the Mini-AFTERc 
intervention as part of this study reported an average reduction in fear of cancer recurrence. 
This provides some initial evidence that delivering Mini-AFTERc as part of routine breast cancer 
care may benefit patient overall wellbeing and enhance cancer recovery. We aim to use the 
information we collected during this study to test the intervention fully by designing a larger 
randomised controlled trial (RCT) study. 
Aims 
The main aim of this study was to understand how acceptable the Mini-AFTERc intervention was 
to patients and nurses, and whether it could become part of everyday breast cancer care. The 
study also aimed to collect important information needed to design a larger study to properly 
examine how effective the intervention is for helping patients manage fear of cancer recurrence. 
 
Data 
We collected information about patients’ fear of cancer recurrence, mental health and quality of 
life. We also audio recorded the Mini-AFTERc telephone discussions between patients and 
nurses and asked patients to rate the discussion. Finally, we asked patients and nurses to 
feedback about their experience of taking part in the study in a telephone interview. 
 
Methodology 
We measured how patients’ fear of cancer recurrence changed over a 3-month time period, for 
a group of patients who received the Mini-AFTERc intervention and a group of patients who did 
not. Patients received the intervention over the telephone from a trained breast care nurse. We 
collected information using paper questionnaires, a mobile phone app, and telephone 
interviews. 
 
Outcomes 
Both patients and nurses found the Mini-AFTERc intervention useful and acceptable. Patients 
were recruited on to the study effectively, and the intervention was delivered successfully by 
nurses. Differences in how cancer centres work mean that some changes to the study design will 
be made to ensure a future study can run more efficiently. 
 
Future Questions 
This study found that the Mini-AFTERc intervention may be helpful for patients and we have 
identified some changes that we believe would improve the intervention and the study design. 
Next we intend to properly test the intervention with a larger group of patients and identify how 
it can best be delivered as part of cancer care. 
 
 
 



 

1819-0264 Dr Charis Marwick 
 

Antibiotic Research in Care Homes (ARCH): unscheduled care use as a safety outcome 

measure 

End of Project Summary 
 
 

1 Aims  

 
What did the study set out to 

achieve? 

The aim of this study was to design safety outcome 

measures for a potential future trial of an intervention 

to improve antibiotic use in care homes for older people. 

2 Public Benefit Impact  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

How will these outcomes directly 

result in benefit for the public? 

Please give details. This should be 

the main section answered. 

 

 

 

 

 

 

 

The ultimate aim of the ARCH (Antibiotic Research in 

Care Homes, which this is part of) is to reduce antibiotic 

use and antibiotic resistance for wider public health 

benefit. Outputs will also increase knowledge around 

antibiotic resistance and interventions in health and 

social care settings, informing other improvement 

programmes. 

 

This particular study aimed to develop safety outcomes 

measures for a trial – to ensure that any benefits in 

terms of adverse effects of antibiotic use (including 

antibiotic resistance) are not offset by adverse outcomes 

of potential under-treatment of infections (use of 

unscheduled care, hospital admissions and deaths).  

 

 

 

3 Data   



 

What data were 

received/processed/collected?  

Was it as expected? Please give 

brief details. 

The full list of variables is in the application and involved 

the following datasets via UCD: SMR01, A&E, SMR04, GP 

out of hours, SAS, NHS24. 

The cohort included residents of care homes for older 

people in the Tayside and Fife Health Board regions. The 

care home resident cohort had been created by the 

study team, working with HIC, using an address-based 

matching system.   

 

The initial data received, and the timelines involved, 

were not as expected. PBPP approval was October 2019, 

and the plan was for 3 annual refreshes.  

The first versions of two datasets were received in June 

(NHS24) and October (SAS) 2020 but the other datasets 

were not provided - the issues were discussed by email 

at length in 2020 but not resolved. As far as we 

understand, the problems and delays in data provision, 

above normal processing time, were due to COVID-19 

studies affecting workload and priorities. The workplan 

of the ARCH project as a whole was also significantly 

affected by COVID-19. 

In May 2020, we received a “refresh” which included all 

the approved datasets and the data were as expected 

and very usable to the analyst, who is very experienced 

with the type of data, although first use of UCD. 

 

 

 

4 Methodology   

 How did you collect the data? All routinely collected administrative data. 



How did you process the data?  

 

Anonymised data were processed in accordance with 

PHS and HIC SOPs.  

Statistical analysis of the data involved generating 

monthly rates (episodes per resident bed days) of use of 

unscheduled care services by care home residents. The 

rates included use of each service separately and 

combined “episodes of care”.  

Variation was examined and can/will be used to plan 

outcome measures and sample size calculations for 

future trials.  

How did you provision/publish the 

information? Not published yet.  

Did your study scope change from 

its original aims? Please give brief 

details. 

 

No, but some elements of the wider ARCH project - 

feasibility study and stakeholder engagement - were 

limited due to COVID-19. This meant that we were not 

able to compare the nature of outcome measures from 

routine data to those manually collected in study care 

homes. It also limited stakeholder feedback on potential 

user interpretation of outcome data and their 

preferences on presentation and/or use in a future trial. 

We were still able to model the outcome measures for 

future trial(s) as above.  

5 Outcomes:   

 
The outcomes / results of your 

proposal. Please give brief details. 

The PHS data were successfully transferred and linked to 

bespoke cohort data in a regional data safe haven.  

Use of unscheduled care services varied across 164 care 

homes in Tayside and Fife.  

The mean monthly rate of linked unscheduled care 

episodes (i.e. if NHS24 were contacted about a resident 

and they advised SAS which resulted in A&E attendance 

– this would count as one episode) per care home varied 

from 0.93 (SD 0.61) to 33.3 (SD 11.2) per month in the 

2020 calendar year.  



Similar variation was seen on examination of the 

individual unscheduled care datasets. 

6 Future Questions:  

 

Have the processes / results raised 

further questions for future 

exploration? Please give brief 

details. 

There is further work to be done in evaluation and 

assessment of the potential use and acceptance of these 

outcomes measures as safety outcome measures in the 

evaluation of social care interventions.   

 

 

 

1819-0236 Sandra Robb 
 

Excellence in Care (EiC) 
 

End of Project Summary 
 
 

1 
Aims  

 

What did the study set out to 

achieve? 
To develop a nationally agreed set of clearly defined key 

measures / indicators of high-quality nursing and 

midwifery care. 

To present, via a dashboard, data on these measures to 

enable healthcare professionals to monitor and assure 

the quality of care delivered in nursing and midwifery 

care settings across NHS Scotland. 



2 Public Benefit Impact  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

How will these outcomes directly 

result in benefit for the public? 

Please give details. This should be 

the main section answered. 

 

 

 

 

 

 

 

The EiC programme is a response to the findings of the 

Vale of Leven Inquiry and the requirements of the Health 

and Care (Staffing) (Scotland) Act. It: 

• ensures that NHS Boards and integrated joint boards 

have consistent and robust processes and systems 

for measuring, assuring, and reporting on the quality 

of nursing and midwifery care and practice.  

• contributes to improving patient care by ensuring 

consistency of standards across Scotland. 

The CAIR dashboard provides data to enable health care 

professionals to monitor and assure the quality of care 

delivered in nursing and midwifery care settings across 

NHS Scotland. This provides reassurance to members of 

the public and patients in Scotland that they are 

receiving safe, quality care. 

3 Data   

 

What data were 

received/processed/collected?  

Was it as expected? Please give 

brief details. 

The data variables received, processed, extracted were 

as outlined in the original PBPP application. It is not 

practical to provide a full list of variables here due to the 

large number of data items involved. 

4 Methodology   

 

How did you collect the data? Data was transferred via various routes. Boards either 

‘pushed’ their data to NSS as files submitted via SWIFT 

or Automated File Transfer (AFT) which were then 

processed and loaded into the Corporate Data 

Warehouse (CDW) staging area or data was ‘pulled’ by 

NSS data virtualisation which acts as a bridge to allow 

NSS to access, reformat and transfer specific agreed data 

to be loaded into the CDW.  

https://www.healthcareimprovementscotland.org/our_work/patient_safety/excellence_in_care/vale_of_leven_inquiry.aspx
https://www.gov.scot/publications/health-and-care-staffing-scotland-act-2019-overview/
https://www.gov.scot/publications/health-and-care-staffing-scotland-act-2019-overview/


How did you process the data?  

 

On receipt, data was loaded into the CDW staging area. 

Data was then extracted, transformed, and loaded into 

the CDW. Tableau extracts were then created, and the 

data presented as Tableau views within a dashboard.  

How did you provision/publish the 

information? 

Data was presented to authorised users via a Tableau 

dashboard (the CAIR dashboard) with user access to the 

dashboard controlled and authorised via the User Access 

System (UAS). This dashboard provides a range of data 

visualisations and analytics to assist the monitoring of 

quality of care. Users used this information to assist in 

monitoring and improving the quality of care provided to 

patients. 
Did your study scope change from 

its original aims? Please give brief 

details. 

 

No, the scope of this work was as described in the 

original PBPP application. 

5 Outcomes:   

 

The outcomes / results of your 

proposal. Please give brief details. 

The work carried out via this proposal has aided NHS 

Boards and integrated joint boards to have consistent 

and robust processes and systems for measuring, 

assuring, and reporting on the quality of nursing and 

midwifery care and practice. It has contributed to 

improving patient care by providing data to enable 

health care professionals to monitor and assure the 

quality of care delivered in nursing and midwifery care 

settings across NHS Scotland.  

The EiC programme provides reassurance to members of 

the public and patients across Scotland that they are 

receiving safe, quality care.  

6 Future Questions:  

 

Have the processes / results raised 

further questions for future 

exploration? Please give brief 

details. 

The benefits of the EiC programme in monitoring and 

improving the quality of care provided to patients have 

led to discussion around the possibility of extending the 

programme to other NHS job families / across 

multidisciplinary teams within the NHS e.g. allied health 

professionals. 

https://useraccess.nhsnss.scot.nhs.uk/
https://useraccess.nhsnss.scot.nhs.uk/


 

 

 

 

1819-0270 Su-Gwan Tham 

 
Suicide by middle-aged men 
 
End of Project Summary 
 
Aims 
What did the study set out to achieve? 
The study aimed to examine the characteristics of middle-aged men who die by suicide, determine 
how frequently suicide is preceded by factors often associated with suicide by men, examine the 
role of support services and to make recommendations to strengthen suicide prevention for middle-
aged men. 
 
Public Benefit Impact 
How will these outcomes directly result in benefit for the public? Please give details. This should be 
the main section answered. 
Our findings identify factors associated with suicide in middle-aged men, and could help inform 
changes to policy and safer practice in all front-line agencies. This includes the identification of 
barriers to accessing services to reduce suicide in middle-aged men. 
Findings could inform national suicide prevention strategies in the UK and local suicide prevention 
plans for middle-aged men. Reducing risk in men in one of the main priority areas identified in the 
national suicide prevention strategy. 
Findings could also feed into NHS England and NHS Improvement’s national suicide prevention 
programme – a nationally recognised suicide reduction priority. 
Public Benefit and Privacy Panel for Health and Social Care 
End of Project Declaration and Summary 
End of Project Declaration and Summary Report V0.1 - Suicide by middle-aged men 
 
Data 
What data were received/processed/collected? 
Was it as expected? Please give brief details. 
We collected data about men aged 40-54 who died by suicide (including probable suicide) in 
England, Wales and Scotland between 1st January 2017 and 31st December 2017. We combined 
available data from official bodies: coroner inquest hearings/police sudden death reports, criminal 
justice reports, safeguarding adult reviews, NCISH data and Serious Incident reports. We sought to 
collect data on 200 suicide deaths by middle-aged men. Data collection proceeded as expected. 4  
 
Methodology 
How did you collect the data? 
Suicides and probable suicides (undetermined deaths) were identified from general population 
mortality data received by the NCISH from the Office of National Statistics (ONS; for deaths 
registered in England and Wales) and National Records of Scotland (NRS; for deaths registered in 



Scotland). Stratified sampling was used to select a sample representative of each age in England, 
Wales and Scotland. 
We sought data from official bodies for men who had been sampled for additional data collection. 
These data sources were coroner inquest hearings/police sudden death reports, criminal justice 
reports, safeguarding adult reviews, NCISH data and Serious Incident reports. 
How did you process the data? 
We extracted data from these data sources using a proforma designed to elicit relevant information 
for the purposes of the study. 
How did you provision/publish the information? 
Findings from the study will be published in a free, publically-available report on the NCISH website. 
Additional outputs will include academic papers in peer-reviewed journals and presentations at 
academic conferences. 
Public Benefit and Privacy Panel for Health and Social Care 
End of Project Declaration and Summary 
End of Project Declaration and Summary Report V0.1 - Suicide by middle-aged men 
Did your study scope change from its original aims? Please give brief details. 
 
Outcomes: 
The outcomes / results of your proposal. Please give brief details. 
The provisional publication date for this report is May/June 2021. This will be made available on our 
NCISH website. The results are under embargo until this report has been published. Therefore, we 
are unable to provide details on the study results until then. However, we will provide the PBPP with 
a copy of the report and an updated Public Benefit Impact Summary when this has been published. 6  
 
Future Questions: 
Have the processes / results raised further questions for future exploration? Please give brief details. 
The provisional publication date for this report is May/June 2021. This will be made available on our 
NCISH website. The results are under embargo until this report has been published. Therefore, we 
are unable to provide details on the study results until then. However, we will provide the PBPP with 
a copy of the report and an updated Public Benefit Impact Summary when this has been published. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 
 
 
 
 
 
 
 

1819-0340 George Ramsay 

 
Characterising cause of mortality trends of patients admitted to Emergency General 
Surgery in Scotland 
 
End of Project Report 
 

1 Aims  

 
What did the study set out to 
achieve? 

We aimed to describe the epidemiology of 

Emergency General Surgery in Scotland. 

Specifically we had three aims: 1. In those patients 

who are discharged home after EGS care, of what 

do they subsequently die? 2. Do the long term 

mortality rates change with admission volume of 

institution? 3. Is long term mortality linked to the 

distance between home and hospital? 



2 Public Benefit Impact 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

How will these outcomes 
directly result in benefit for the 
public? Please give details. 
This should be the main section 
answered. 
 
 
 
 
 
 
 
 
 

Emergency General Surgery (EGS) is an 

understudied aspect of General Surgery. Indeed 

most works in this field have explored the outcomes 

in those individuals who have had an operation. 

However, this accounts for only around a quarter of 

the patients in this group. We aimed to determine 

what the outcomes are for this whole group. 

 

By further understanding the survival and cause of 

deaths in this cohort, as well as the impact of 

hospital volume and distance from hospital to home 

abode (manuscript in draft), we hope to have 

provided key stakeholders in workforce planning 

and service design within the NHS information 

which is useful for future care delivery. 

 

 

 

 

 

 

 

 

 

 

 

3 Data   



 

What data were 
received/processed/collected?  
Was it as expected? Please 
give brief details. 

All patients who were admitted in an unscheduled 

manner to a hospital under the care of a General 

Surgeon in Scotland between 01/04/1997 and 

01/04/2019 were included. Anonymised data on 

admission and operative diagnosis and codes were 

included. Co-morbidity indices, age, Gender and 

demographic details were also processed. This was 

linked to death data (including cause and date of 

death) as well as readmission rates. 

 

The data were kept on the safehaven throughout 

the analysis and there was a very low rate of 

missing data. Furthermore, this is, to our 

knowledge, the largest scale project of its type in 

this field 

4 Methodology   

 

How did you collect the data? Data already collected and stored by NSS was used 

How did you process the data?  
 

All analysis was undertaken in the safehaven 

How did you provision/publish 
the information? 

Our results were published in 2 peer reviewed 

manuscripts 

Did your study scope change 
from its original aims? Please 
give brief details. 
 

During this study we managed to address the three 

questions laid out in the aims section. 

5 Outcomes:   



 
The outcomes / results of your 
proposal. Please give brief 
details. 

Our results demonstrated that of the patients who 

died within one year of Emergency General Surgical 

(EGS) admission, around a half had a cancer 

diagnosis. Furthermore, the mortality rate was high 

after this type of surgery. EGS admission therefore 

highlights a relatively high risk cohort of patients. 

We proposed closer links between oncology, 

palliative care and emergency surgery as a result of 

this work.  

EGS outcome is also improved upon by being 

admitted under a surgeon who has not had 

excessive numbers of patients managed in this 

manner each month. Rurality does not appear to 

negatively affect outcome in this group 

6 Future Questions:  

 

Have the processes / results 
raised further questions for 
future exploration? Please give 
brief details. 

The key next question would be what can be done 

to improve the mortality rate in EGS care? 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

1819-0251 Steve Turner 

 
What was the effect of the “Take it Right Outside” public health campaign on paediatric 
hospital admissions? 
 
End of Project Report 
 

1 Aims  

 
What did the study set out to 

achieve? 

To determine whether to public health initiatives aimed 

at reducing children’s exposure to second hand smoke 

were associated with beneficial health outceoms in 

chidlren 2 Public Benefit Impact  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

How will these outcomes directly 

result in benefit for the public? 

Please give details. This should be 

the main section answered. 

 

 

 

 

 

 

 

 

Our research suggests that the “Take it right outside” 

and “Car smoking ban” may have directly improved the 

health of young children in Scotland. 

 

 

 

 

 

 

 

3 Data   

 

What data were 

received/processed/collected?  

Was it as expected? Please give 

brief details. 

SMR01 data 

Yes.  The data initially provided were exactly as 

expected. 

4 Methodology   

 

How did you collect the data? From SMR01 (2000-2018) 

How did you process the data?  

 

Interrupted time series analyses 

How did you provision/publish the 

information? 
Usual peer review process 

Did your study scope change from 

its original aims? Please give brief 

details. 

 

We initially aimed to consider the association with Take 

it right outside (2014) but with approval also considered 

the association with the car smoking ban (2016) as  

5 Outcomes:   

 
The outcomes / results of your 

proposal. Please give brief details. 

Both initiatives were associated with reduced asthma 

admissions in under five year olds. 

6 Future Questions:  



 

Have the processes / results raised 

further questions for future 

exploration? Please give brief 

details. 

No 

 

 

1819-0356 Dr Will Atkinson 

 
MR110 UKAEA Mortality & Morbidity Study 
 
End of Project Summary 
 

1 
Aims  

 
What did the study set out to 

achieve? 

The aim of the proposal was to continue the assembly of 
data pertaining to the health effects of low-level 
protracted exposure to ionising radiation 

2 Public Benefit Impact  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

How will these outcomes directly 

result in benefit for the public? 

Please give details. This should be 

the main section answered. 

 

 

 

 

 

 

 

Studies of the MR110 cohort will influence, the 
development of the Ionising Radiation Regulations (IRRs) 
which regulate the exposure of people at work and of 
the public. The correct regulation of doses benefits the 
health not only of nuclear workers, but anyone else who 
works with radiation, such as medical radiographers and 
members of the public exposed as a result of medical x-
rays or radioactive discharges to the environment. 

3 Data   

 

What data were 

received/processed/collected?  

Was it as expected? Please give 

brief details. 

Death and Cancer Registration data was collected from 
NHS Scotland and linked to employment and radiation 
exposure data provided by the employers.  The data 
provided was as expected and suitable for the study 
purposes. 

4 Methodology   

 

How did you collect the data? The data was received from NHS Scotland and the 
employers as electronic downloads. 

How did you process the data?  

 

The data was loaded into the Nuvia epidemiology 
database, SHIELD. 

How did you provision/publish the 

information? 

Some 20 publications have resulted from this study 
previously.  No publications have resulted from the 
recent phase covered by this PBPP, but the data will 
continue to be used by the UK Health Security Agency in 
its new National Radiation Epidemiology Database. 



Did your study scope change from 

its original aims? Please give brief 

details. 

 

No 

5 Outcomes:   

 
The outcomes / results of your 

proposal. Please give brief details. 

At the end of the period covered by this PBPP we had 
recorded 45,082 deaths and 18,083 cancer registrations 
in the UKAEA cohort.  During the period we had added 
2,110 deaths and 1,464 cancer registrations.  This 
increases the statistical power of the study 

6 Future Questions:  

 

Have the processes / results raised 

further questions for future 

exploration? Please give brief 

details. 

No 

 

 
 

1819-0235    Lee Barnsdale 

 
Scottish Public Health Drug Linkage Programme 
 
End of Project Report 
 

The Public Benefit Impact Summary 
 

1 Aims  

 
What did the study set out to 
achieve? 

By processing and linking routinely collected drug-

related health data, to establish a cohort database 

of problematic drug users, which can be used for 

the purpose of public health surveillance. 

2 Public Benefit Impact 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

How will these outcomes 
directly result in benefit for the 
public? Please give details. 
This should be the main section 
answered. 
 
 
 
 
 
 
 

The work benefits members of the public by 

generating public health intelligence in relation to 
problematic drug use and its consequences for 
surveillance and monitoring purposes.  
 
Benefits will be realised across three main 
themes which align closely with Scottish 
Government strategic priorities and research 
interests: 
1. Size and composition of the population with 

problematic drug use 
2. Mortality and morbidity among people with 

problematic drug use 
3. Impact of Specialist Drug Treatment and 

Care 
 

 

 

 

 

 

 

 

 

3 Data   

 

What data were 
received/processed/collected?  
Was it as expected? Please 
give brief details. 

• NRS deaths database (SMR99) 

• NRS drugs implicated data 

• SMR01 

• SMR04 

• Scottish Drug Misuse Database (SMR25A/B) 

• Prescribing Information System 

• Drug and Alcohol Treatment Waiting Times 

database 

• National Drug-Related Death Database 

• Blood Borne Virus Testing/Diagnosis 

database 

All data sources conformed to expectations. 

4 Methodology   

 

How did you collect the data? 
Via authorised access to routinely held PHS 

datasets or via internal PHS inform.ation request. 

How did you process the data?  
 

Data were CHI seeded where necessary and 
deterministically/probablistically linked via person 
identifiers 

How did you provision/publish 
the information? 

Data access restricted to those with access to 

confidential server area.  

No publications yet 



Did your study scope change 
from its original aims? Please 
give brief details. 
 

No. However, work is ongoing. Ended PBPP 

process in order to manage project via PHS BAU. 

5 Outcomes:   

 
The outcomes / results of your 
proposal. Please give brief 
details. 

Work is ongoing. Ended PBPP process in order to 

manage project via PHS BAU. 

6 Future Questions:  

 

Have the processes / results 
raised further questions for 
future exploration? Please give 
brief details. 

Work is ongoing. Ended PBPP process in order to 

manage project via PHS BAU. 

 

 

1819-0287 Christopher McGovern 
 
Mortality and long term morbidity in survivors of burn injuries and acute pancreatitis 
 
End of Project Report 
 

The Public Benefit Impact Summary 
 

1 Aims  

 
What did the study set out to 
achieve? 

To investigate the long-term health affects of 

sustaining a burn injury. 

2 Public Benefit Impact 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

How will these outcomes 
directly result in benefit for the 
public? Please give details. 
This should be the main section 
answered. 
 
 
 
 
 
 
 

Survivors of burn injury are at increased risk of 

various detrimental outcomes. Recognition of 

various risk factors will aid in targeting interventions 

towards groups at highest risk. 

 

 

 

 

 

 

 

 

3 Data   

 

What data were 
received/processed/collected?  
Was it as expected? Please 
give brief details. 

Healthcare administrative data of acute and 

psychiatric hospital admissions, death certification 

data and drug prescription data. 

4 Methodology   



 

How did you collect the data? Linked available administrative healthcare data 

How did you process the data?  
 

Via eDRIS 

How did you provision/publish 
the information? 

Detailed above 

Did your study scope change 
from its original aims? Please 
give brief details. 
 

No 

5 Outcomes:   

 
The outcomes / results of your 
proposal. Please give brief 
details. 

Survivors of burn injury are at increased risk of 

death, increased opioid use and perhaps cancer 

than individuals of similar age, sex and 

socioeconomic deprivation. 

6 Future Questions:  

 

Have the processes / results 
raised further questions for 
future exploration? Please give 
brief details. 

What physiological processes are contributing to 

these outcomes and are they related to the burn 

injury specifically. 

 
 
 
 

1819-0183 Lucy Irvine 
 

“The transfer, use, and retention of anonymised cancer data from the Scottish Cancer Registry, 

Population Health to enable the National Cancer Registration and Analysis Service (NCRAS), NDRS, 

NHS digital (formerly Public Health England (PHE)) to collate a UK dataset and carry out analysis 

needed for the  

“UK Children, Teenage and Young Adults (CTYA) cancer statistics” report” 

The Public Benefit Impact Summary 

 

1 Aims  



 
What did the study set out to 

achieve? 

The aim of the “UK Children, Teenage and Young Adults 

(CTYA) cancer statistics annual report” is to provide 

standardised national data relevant for the distinctive 

spectrum of cancers that occur for this age group. 

Previously there was limited CTYA statistics available of 

this nature. 
 

• To produce statistical analysis by detailed cancer 

diagnostic subgroups relevant to the CTYA age 

group.   

• To present CTYA cancer incidence, both case 

counts and rates over a 20-year period.  

• Survival of CTYA diagnosed with cancer, both 

case counts and rates over a 20-year period. 

• Mortality of CTYA diagnosed with cancer, both 

death counts over a 20-year period. 2 Public Benefit Impact  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

How will these outcomes directly 

result in benefit for the public? 

Please give details. This should be 

the main section answered. 

 

 

 

 

 

 

 

The statistics in the report are an important source for 
clinicians and the NHS, scientists, researchers (both 
domestic and international) and charities. The report 
provides evidence for CTYA with cancer, by providing 
granular and up to date statistics on cancer incidence, 
mortality and survival, which is relevant to healthcare 
planning, interventions and care. It will be used as key 
point of reference for epidemiology and research for this 
age group. 
 

 

 

 

3 Data   



 

What data were 

received/processed/collected?  

Was it as expected? Please give 

brief details. 

NCRAS (National Cancer Registration and Analysis), 
NDRS, NHSD/NHSE (previously Public Health England) 
collated cancer registration data extracts from each UK 
nation (Scotland, Northern Ireland, Wales and England) 
to create a UK dataset cases registered with cancer at 
the age of 0-24 during 1997-2016 and deaths up to the 
end of 2018, using the agreed data specification. The 
anonymised data extracts were provided to and collated 
by named analysts in the National Cancer Registration 
and Analysis Service, NDRS.  NCRAS produced the 
statistical analysis of anonymised data for the UK-wide 
analysis of cancer in CTYA, as agreed by all the 4 UK 
countries.  The data was used to produce a national 
report and related outputs containing the most recent 
UK statistics for cancer incidence, mortality and survival 
– so that the report provides a valuable overview of 
CTYA (0-24 year olds) cancer statistics.   
 

4 Methodology   

 How did you collect the data? 

In order to run the UK analysis, the Scottish Cancer 
Registry, Population Health provided an anonymised 
data extract for their country to NCRAS, NDRS, 
NHSD/NHSE (previously PHE) for cancer cases diagnosed 
with cancer at the age 0-24 between 1997 and 2016.  
NCRAS collated these data with extracts (based on the 
same data specification) from Wales and Northern 
Ireland as well an extract of their English data from the 
National Cancer Registration and Analysis Service 
(NCRAS) ENCORE/CAS database, in order to create a UK 
dataset in Excel ready for analysis for the report. The 
data are held securely on the NCRAS network, under the 
secure environment used for the English cancer data. 
Only authorised NCRAS analysts accessed and analysed 
the data. The analysis was reviewed by each UK nation 
before release. 
 
Process: 
4. ISD Scottish Cancer Registry identified and extracted 

cases registered with cancer at the age of 0-24 during 
1997-2016 and deaths up to the end of 2018, using 
the data specification. 

5. ISD Scottish Cancer Registry, Population Health 
pseudonymised the data extract ready for secure 
transfer to NCRAS. 



6. The data was transferred using secure file transfer 
processes (SFTp) between ISD Scottish Cancer 
Registry, Population Health and PHE. 

 

How did you process the data?  

 

NCRAS, NHSD/NHSE securely stores the pseudonymised 
Scottish dataset with equivalent cancer registration 
datasets from Wales, Northern Ireland and for England. 
 
NCRAS, NHSD/NHSE collated the data extracts in excel 
to create a UK dataset and run the analysis statistical 
analysis for the report. 
 
The project was be overseen/carried out with the 
project team which included David Morrison and 
analysts from ISD. We also worked in consultation with 
the PHE CTYA Expert Advisory Group (EAG), which 
includes charities and patient/parent representatives. 
They did not see case level data, only summary statistics. 
 

 

How did you provision/publish the 

information? 

The report was published on this website  
 
Cancer in children, teenagers and young adults (CTYA) - 
NDRS (digital.nhs.uk) 
 
 

Did your study scope change from 

its original aims? Please give brief 

details. 

 

We were planning to produce more detailed cancer 
mortality analysis but we did not do this as we 
discovered there are slight differences in the way cause 
of death data is collected in each nation therefore we 
did not feel the data was comparable. 
 

5 Outcomes:   

 
The outcomes / results of your 

proposal. Please give brief details. The report has had excellent feedback. 

6 Future Questions:  

 

Have the processes / results raised 

further questions for future 

exploration? Please give brief 

details. 

We did not include detailed trends analysis in our report, 

but this is something that may be explored further in the 

future. 

 

https://digital.nhs.uk/ndrs/our-work/ncras-work-programme/cancer-in-children-teenagers-and-young-adults
https://digital.nhs.uk/ndrs/our-work/ncras-work-programme/cancer-in-children-teenagers-and-young-adults


 


