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Development and evaluation of a patient-centred tool to measure 

diagnostic delays (DELAYS2) 

Richard D Neal,1 Sadia Nafees,1 Di Pasterfield,1 Hossein Hassani,1 Maggie Hendry,1                  

Mike Robling,2 Matthew Makin,3 Nick Stuart,3 Simon Gollins,3 Clare Wilkinson1  

The duration between first symptom and a cancer diagnosis is 

important because, if shortened, it may lead to earlier stage 

diagnosis and improved cancer outcomes. Measurement is difficult 

because some symptoms are either simply present or absent, 

whilst others have a gradual onset. Most studies reporting symptom 

duration have used atheoretical and non-validated tools that are 

open to bias. We aimed to further develop a valid tool to measure 

symptom duration in patients newly-diagnosed with one of eleven 

different cancers, and to compare a researcher-administered tool 

with self-completion.  

 

Discussions/Conclusions:  

Introduction: 

 Methods:  

Phase 1. Ten patients completed the tool comprising: cancer site 

specific symptom questions;  generic symptom questions; 

demographic data; and an anxiety scale. Cognitive debrief 

interviews were conducted and the tool circulated to patient groups 

for comments. After analysis, changes were made to improve the 

tool. 

Phase 2. We conducted a randomised trial in three hospitals 

across North Wales comparing self-complete with researcher-

administered questionnaires, and determined validity by 

comparison of a sub-sample with general practice records. Adult 

patients with a new primary cancer diagnosis were identified 

through multi-disciplinary teams. Patients with one of eleven 

cancers were eligible (lung, colorectal, breast, gastric/oesophageal, 

pancreatic, renal/bladder, endometrial/cervical, haematological, 

ovarian, prostate and testicular cancers). 

Results – primary outcome:  
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There were eleven cancer site specific versions of the 

questionnaire. Each included: 

•  Site specific questions about potential cancer symptoms, and an 

opportunity to add other symptoms 

•  Generic cancer symptoms (weight loss, loss of appetite, fatigue, 

and ‘feeling different’) 

•  Anxiety as measured by the STAI 

•Demographic information 

Respondents were invited to provide either exact or estimated 

dates of first noticing symptoms and when they presented them to 

primary care.   

Sample recruitment: 

An example question: 

The tool: 

The differences in completion rates between two modes of 

administration were compared. Because the number of potential 

symptoms varied between cancers, we analysed data for the four 

generic cancer questions asked for all respondents. For each of 

these there were no (or borderline) significant differences between 

groups: loss of appetite (p=0.049), weight loss (p=0.053), fatigue 

(p=0.106), ‘feeling different’ (p=0.190). 

More work is needed to refine the tool in the light of the emergent 

findings, as some questions are easier to complete than others. 

Surprisingly, there was no difference in either anxiety or completion 

rates between self-completed and researcher completed versions, 

suggesting that the tool may be suitable as postal questionnaire.  

We anticipate that we will have a tool that can be used descriptive 

and epidemiological studies of cancer delays, providing a valid and 

robust measure of time from first symptom to diagnosis, and that we 

will have a good understanding of its psychometrics and best 

methods of delivery. We are keen for the tool to be used in other 

studies, and for further psychometric testing and for translation into 

other languages. 

 

The primary outcome anxiety. The analysis was carried out blind to 

treatment allocation. The mean STAI score for the self-complete 

group was 8.25 and for the researcher-completed group was 7.92 

(higher scores indicate greater anxiety), with no significant difference 

between groups (p=0.521). 

A=self-completed 

B=researcher-completed 

Results – secondary outcomes: 
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1. Gynaecological. For cervical, 5 studies were included; 3 reported no 

association, and 2 reported a positive association between ‘patient delay’ 

and advanced stage. For ovarian, 6 studies were included; no evidence 

of associations were reported. For endometrial, 7 studies were included; 

2 showed longer symptom duration was associated with advanced 

disease, and one population-based study suggested an inverse 

association between post-presentation interval and survival. No meta-

analyses were possible.  

2. Upper gastrointestinal cancers. 24 studies were included. There 

was some evidence in gastric cancer that longer symptom duration was 

associated with better survival, although overall the findings were 

ambiguous; there were no convincing data that shorter symptom 

durations were associated with better outcomes. No meta-analyses were 

possible. 

3. Melanoma. 14 studies were included, of which 5 studies reported the 

effect of symptom duration on tumour thickness; the findings from these 

were ambiguous. 3 of these were entered into a meta-analysis; the 

pooled estimate showed a marginally positive correlation (see below).  

For all three cancer groups, many of the included studies were of poor 

quality.  

 

Is there an association between symptom duration and clinical outcomes in 

gynaecological and upper gastrointestinal cancers and melanoma? Systematic 

review and meta-analysis.  
Richard D Neal1, Puvan Tharmanathan,1 Barbara France,1 Stephen Cotton,1 Nafees Din,1 Tim Peters,2 William 

Hamilton,2 John Belcher,3 Nick Stuart,4 Una MacLeod,5 Elizabeth Mitchell,6 Clare Wilkinson1 

The time from first symptoms to diagnosis (‘symptom duration’) can be 

long in some cancers.  

If a positive association between symptom duration and cancer outcomes 

exists, it would suggest that interventions reducing this duration should 

improve cancer outcomes.  

We aimed to determine this association in gynaecological and upper 

gastrointestinal cancers and melanoma.  

 

The design and analyses of the included studies could not account for the 

minority of patients with aggressive disease who present quickly, yet do 

badly. 

 

This, along with other methodological issues means that the findings do 

not provide a clear result, despite ‘biological’ reasons why this should be 

so.  

 

Until we have well-designed and well-analysed studies to answer this 

question, it is impossible to determine the likely effect of interventions to 

reduce symptom duration. 

 

PRISMA flow diagrams 

Discussion 

Headline findings  

Methods  

A systematic review of the literature was conducted, covering all cancers.  

Studies were included that provided both symptom duration and outcome 

data (stage, survival or HRQOL). Included studies were quality assessed 

and meta-analyses performed where possible. 

In this poster we report the findings for gynaecological and upper 

gastrointestinal cancers and melanoma. 

 

Correlation coefficient 
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Betti 2003 

Krige 1991 

Richard 1999 

Summary 

Forest plot for meta-analysis of correlation coefficients (symptom duration with 

Breslow thickness)(Helsing 1997 excluded because of outlying data), showing a 

(marginally) positive correlation (pooled r=0.085, 95%          CI [–0.012, 0.18], 

p=0.053)  
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Meta-analysis melanoma 
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Additional records identified 
through other sources 

(n = 22) 

Papers assessed for retrieval after duplicates removed * 
(n = 2180) 

Records screened:  
Upper GI † 
(n = 111) 

Records excluded 
(n = 57) 

Full-text articles assessed 
for eligibility 

(n = 54) 

Full-text articles excluded, 
with reasons 

(n = 30) 

Studies included in 
qualitative synthesis 

(n = 24) 

Studies included in 
quantitative synthesis 

(meta-analysis) 
(n = 0) 

* Citations retrieved based on search strategy for all cancer types 

†  Citations involving Upper Gastro Intestinal cancers (stomach, oesophageal, oesophagogastric) manually 

identified and tagged by reviewing team    

Time to Diagnosis Systematic Review –Upper Gastrointestinal Cancers 

Records screened: 
all other cancer sites 

 (n= 2069) 
(n = 114   ) 
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Additional records identified 
through other sources 

(n = 22) 

Papers assessed for retrieval after duplicates removed * 
(n = 2180) 

Records screened:  
gynaecological † 

(n = 114) 

Records excluded 
(n = 67) 

Full-text articles assessed 
for eligibility 

(n = 47) 

Full-text articles excluded, 
with reasons 

(n = 29) 

Studies included in 
qualitative synthesis 

(n = 18) 

Studies included in 
quantitative synthesis 

(meta-analysis) 
(n = 0) 

* Citations retrieved based on search strategy for all cancer types 

†  Citations involving gynaecological cancers (endometrial, cervical, ovarian, vulvar, genito urinary) 

manually identified and    tagged by reviewing team    

Time to Diagnosis Systematic Review – Gynaecological Cancers 

Records screened: 
all other cancer sites 

 (n= 2066) 
(n = 114   ) 
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Additional records identified 
through other sources 

(n = 23) 

Papers assessed for retrieval after duplicates removed* 
(n = 2181) 

Records screened:  
Melanoma  

(n = 95) 

Records excluded 
(n = 58) 

Full-text articles assessed 
for eligibility 

(n = 37) 

Full-text articles excluded, 
with reasons 

(n = 22) 

Studies included in qualitative synthesis 
(n = 14)  

 

Studies included in 
quantitative synthesis 

(meta-analysis) 
(n = 3) 

* Citations retrieved based on search strategy for all cancer types 

 

Time to Diagnosis Systematic Review – Melanoma 

Records screened: 
all other cancer sites 

 (n= 2086) 
(n = 114   ) 

INTRODUCTION  
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Current UK guidance states that men with prostate cancer 

should be discharged from hospital follow-up if having 

‘watchful waiting’, or if stable 2 years after radical treatment.   

It is unclear: 

• How much care for men with prostate cancer is currently 

provided in UK primary care 

• What the views are of GPs and of urologists are regarding 

the type of patients who are, and could be in the future, 

followed up in primary care 

• And what the issues with increased primary care follow-up 

might be. 

Valid replies from 250 (44%) GPs and 76 (49%) urologists 

GPs  

81% of GPs disagreed with the statement ‘there is no potential for a 

PSA result to missed’ 

50% disagreed with the statement ‘it is always clear when an 

increasing PSA should be referred back’  

39% agreed with the statement ‘the frequency and/or duration of 

the intended hormone therapy is often unclear’ 

Urologists  

There was more agreement that incontinence and erectile 

dysfunction were managed well, than there was for psychological 

and psychosexual problems 

62% agreed with the statement ‘patients could be discharged to 

primary care sooner than currently happens’ 

Both  

89% of GPs and 92% of urologists agreed with the statement ‘if 

patients are going to be followed up in primary care, local 

management protocols are essential’ 

Compared with urologists, GPs tended to give responses regarding 

current management suggesting that they thought more patients 

were being managed in primary care or in a shared care model 

than in secondary care (statistically significant for each question)  

The responses from both groups regarding future care were similar, 

with trends for greater future primary care and shared care 

management (not significant) 

 

 

Aims 

Headline findings - Casenote analysis 

Why is this important? 

Methods 

Casenote analysis 

• 18 general pratices in England Wales and Scotland 

• 412 patients identified, 147 did not meet inclusion criteria, 25 opted 

out, leaving 240 sets of casenotes for detailed analysis 

UK General Practice Research Database (GPRD) 

• Descriptive study – 5695 prostate cancer patients  

National questionnaire survey of GPs and urologists 

• Four clinical vignettes & agreement with a range of statements 

Median total consultations per year – 12.5  

Median ‘prostate cancer related’ consultations per year – 2.7 

Median numbers of PSAs per year - 1.2 (range 0-15) 

Median number of prescriptions per year – 43.9 (hormone therapy 

4.3, ED 0.8, urinary appliances 2.1) 

 

Comorbidity 

From the 240 casenotes, 65.8% had significant heart disease, 

44.2% had chronic neurological condition, 22.1% severe mental 

health problem, 16.2% chronic kidney or liver disease, 15.4% had 

other malignancy in past 10 years, 14.2% diabetes, and 12.1% 

asthma or COPD. 141 (58.8%) had two or more significant 

comorbidities 

Hormone therapy 

Not being given by primary care when requested; examples of 

wrong dose / drug / preparation / wrong time intervals 

PSA testing 

Duplicate testing in primary care and secondary care & not being 

done by primary care when requested 

Poor communication in discharge processes 

Treatment pathways.... 

25 different combinations of watchful waiting, active surveillance, 

hormonal therapy, surgery, radiotherapy, brachytherapy 

 

Headline findings - GPRD 

Discussion 

In this study we report descriptive data from three sources 

We have demonstrated the large resource use that prostate cancer 

patients have in primary care 

Our data suggest that much of this is because of co-morbidity rather 

than prostate cancer specific issues 

We have demonstrated ongoing problems in prostate cancer 

management that need to be resolved in future models of care 

We have demonstrated clear evidence of a desire to move towards 

more primary care management, but needs to encompass: 

• Clear lines of communication and responsibility 

• Robust systems for hormone administration and PSA test and 

recall 

• Local protocols and guidelines 

 

 

1 Cardiff University        3 University of Edinburgh 

2 University of Oxford    4 Oxford Brookes University 

Contact: nealrd@cardiff.ac.uk 
Poster design by Jacob Neal  
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To determine the current level and extent of prostate cancer care 

provided by UK primary care 

To assess clinicians’ views about current and future prostate cancer 

care 

Primary care management of prostate cancer in the UK: findings 

from analysis of a large dataset, detailed analysis of primary 

care records, and a national questionnaire survey 
Richard D Neal1, Marketa Keller1, Vaskar Siddique1, John Belcher1, Clare Wilkinson1, Hossein 

Hassani1, Peter Rose2, Christine Campbell3, David Weller3, Eila Watson4 

Headline Findings - Questionnaire 
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There is evidence not only supporting the use of 
commonly used treatments, such as disc surgery, epidural 
injections and non-opioids, but also chemonucleolysis, 
biological agents, alternative therapies and intra-operative 
interventions. An unexpected finding was that a course of 
opioids resulted in an increase in pain intensity at six 
months follow-up. The construction of a decision analytic 
model to estimate costs per quality adjusted life year 
(QALY) gained for each treatment strategy is in progress. 
Further RCTs are needed to provide more direct evidence 
for the findings regarding biological agents, alternative 
therapies and opioids. 

 

The views and opinions expressed therein are those of the 

authors and do not necessarily reflect those of the 

Department of Health. 

Previous systematic reviews of sciatica treatments have 
not undertaken indirect comparisons across separate 
trials. The aims were to undertake a systematic review of 
the effectiveness of different management strategies for 
sciatica and synthesise the results using a mixed 
treatment comparison (MTC) method to incorporate 
indirect with direct comparisons. 
 

 
Methods 

Introduction & Objectives 

Conclusions 

NOTE: Weights are from random effects analysis 

Usual care 

Disc surgery 

Epidural/nerve Block 

Chemonucleolysis 

Non-opioids 

Intra-operative interventions 

Traction 

Active Physical Therapy 

Passive Physical Therapy 

Biological agents 

Activity restriction 

Education/Advice 

category 

Treatment 

0.16 (-1.10, 1.43) 

0.11 (-1.19, 1.41) 

-0.16 (-0.53, 0.20) 

0.39 (-1.02, 1.79) 

0.07 (-0.47, 0.61) 

-0.04 (-1.39, 1.30) 

-0.35 (-1.19, 0.49) 

0.19 (-1.27, 1.64) 

-0.47 (-1.36, 0.41) 

-0.67 (-1.26, -0.08) 

-0.84 (-2.47, 0.79) 

-0.69 (-2.44, 1.07) 

ES (95% CI) 

0.16 (-1.10, 1.43) 

0.11 (-1.19, 1.41) 

-0.16 (-0.53, 0.20) 

0.39 (-1.02, 1.79) 

0.07 (-0.47, 0.61) 

-0.04 (-1.39, 1.30) 

-0.35 (-1.19, 0.49) 

0.19 (-1.27, 1.64) 

-0.47 (-1.36, 0.41) 

-0.67 (-1.26, -0.08) 

-0.84 (-2.47, 0.79) 

-0.69 (-2.44, 1.07) 

ES (95% CI) 

favours intervention   favours inactive control  
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Condition Specific Outcome Measures 

NOTE: Weights are from random effects analysis 

Usual care 

Disc surgery 

Epidural/nerve Block 

Chemonucleolysis 

Non-opioids 

Intra-operative interventions 

Traction 

Manipulation 

Alternative/non-traditional 

Active Physical Therapy 

Passive Physical Therapy 

Biological agents 

Activity restriction 

Opioids 

Education/Advice 

Radiofrequency lesioning 

category 

Treatment 

-2.67 (-9.10, 3.75) 

-8.06 (-14.99, -1.12) 

-11.57 (-14.57, -8.57) 

-11.15 (-19.41, -2.89) 

-0.28 (-3.30, 2.74) 

-12.95 (-20.67, -5.23) 

-4.43 (-14.33, 5.48) 

-11.84 (-28.68, 5.00) 

-25.24 (-36.19, -14.29) 

-2.65 (-12.99, 7.68) 

-4.95 (-11.97, 2.08) 

-21.51 (-26.91, -16.11) 

14.80 (-0.86, 30.46) 

14.05 (5.49, 22.61) 

13.76 (-3.12, 30.64) 

12.89 (1.17, 24.61) 

ES (95% CI) 

-2.67 (-9.10, 3.75) 

-8.06 (-14.99, -1.12) 

-11.57 (-14.57, -8.57) 

-11.15 (-19.41, -2.89) 

-0.28 (-3.30, 2.74) 

-12.95 (-20.67, -5.23) 

-4.43 (-14.33, 5.48) 

-11.84 (-28.68, 5.00) 

-25.24 (-36.19, -14.29) 

-2.65 (-12.99, 7.68) 

-4.95 (-11.97, 2.08) 

-21.51 (-26.91, -16.11) 

14.80 (-0.86, 30.46) 

14.05 (5.49, 22.61) 

13.76 (-3.12, 30.64) 

12.89 (1.17, 24.61) 

ES (95% CI) 

favours intervention   favours inactive control  
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Pain Intensity 

NOTE: Weights are from random effects analysis 

Usual care 

Disc surgery 

Epidural/nerve Block 

Chemonucleolysis 

Non-opioids 

Intra-operative interventions 

Traction 

Manipulation 

Alternative/non-traditional 

Active Physical Therapy 

Passive Physical Therapy 

Biological agents 

Activity restriction 

Opioids 

Education/Advice 

Spinal cord simulation 

category 

Treatment 

0.83 (0.36, 1.91) 

2.78 (1.39, 5.59) 

3.10 (1.78, 5.41) 

2.00 (1.06, 3.80) 

2.56 (1.42, 4.62) 

4.73 (1.62, 13.80) 

1.21 (0.47, 3.07) 

4.87 (0.72, 32.78) 

9.45 (0.90, 98.89) 

1.09 (0.32, 3.74) 

1.14 (0.41, 3.16) 

17.85 (0.45, 708.26) 

1.27 (0.29, 5.52) 

1.61 (0.48, 5.43) 

1.63 (0.23, 11.79) 

3.19 (0.37, 27.63) 

ES (95% CI) 

0.83 (0.36, 1.91) 

2.78 (1.39, 5.59) 

3.10 (1.78, 5.41) 

2.00 (1.06, 3.80) 

2.56 (1.42, 4.62) 

4.73 (1.62, 13.80) 

1.21 (0.47, 3.07) 

4.87 (0.72, 32.78) 

9.45 (0.90, 98.89) 

1.09 (0.32, 3.74) 

1.14 (0.41, 3.16) 

17.85 (0.45, 708.26) 

1.27 (0.29, 5.52) 

1.61 (0.48, 5.43) 

1.63 (0.23, 11.79) 

3.19 (0.37, 27.63) 

ES (95% CI) 

favours inactive control   favours intervention  

1 .1 .5 1 2 10 100 1000 

Global effect 

Nineteen databases were searched and standardised 
systematic review methods were used. 280 studies were 
identified including randomised and non-randomised 
controlled trials, controlled observational studies and 
economic evaluations of adults with sciatica. Mixed 
Treatment Comparison (MTC) was performed, using 
outcomes closest to six month follow-up, for all studies 
which formed a closed network.  

 

Manipulation (I)

Active Physical 

Therapy (K)

Opioids (O) Traction (H)

Disc Surgery (C)

Activity restriction 

(N)

Education/Advice (P)

Alternative/ Non-

traditional (J)

Epidural/Intradiscal/

Nerve Block (D)

Usual/ Conventional 

Care (B)

Inactive Control (A)

Spinal Cord 

Stimulation (Q)

Non-opioids (F)

Passive Physical 

Therapy (L)

Chemonucleolysis 

(E)

Intra-operative 

Interventions (G)
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Results 

Management strategies for sciatica  
Nefyn Williams1 Ruth Lewis1 Hosam Matar1 Nafees Ud Din1 Sadia Nafees1  

Ceri Phillips2 Deborah Fitzsimmons2 Alex Sutton3 Kim Burton4 Clare Wilkinson1 

1Cardiff University, 2Swansea University, 3Leicester University, 4Huddersfield University 
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Development and evaluation of a set of core human papillomavirus 

(HPV) messages to promote informed choice for both tests and 

vaccines for use in primary care and broader UK settings – study 

design 
Clare Wilkinson, Joan Austoker, Sue Wilson, Maggie Hendry, Diana Pasterfield, Ruth Lewis, Dawn 

Swancutt,  

A collaborative project: primary and secondary research 

Facts about HPV are complicated, confusing and worrying. 

Our research aims to rigorously develop and evaluate 

simple, evidence-based core HPV messages for people and 

health care workers, to enable informed choices, minimise 

anxiety and improve disease control in primary care and 

broader settings, and to ensure these messages have a 

timely, culturally sensitive impact on UK policies and clinical 

practice. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

Study aims 

Cervical cancer is caused by the human papillomavirus 

(HPV) and is a rare cancer. However HPV infection is 

common and usually harmless. Vaccination against high-

risk types 16 & 18 for 12-13 year old girls began in 2008; 

HPV testing is being introduced as part of the NHS cervical 

screening programme, so an HPV education programme in 

the UK is urgently needed. 

 

 
 

 

 
 

 

 

 

 

  

Introduction 

HPV  

vaccine 

Information about HPV 

and cervical cancer 

needed for: 

◦ Informed choice 

◦ Reduced anxiety 

◦ Disease control 

HPV  

triage  

Primary Care Teams 

12-13 year old girls and 

their parents 

Women aged 25 

and over 

NHS Cervical Screening 

Programme 

Generation of provisional 

evidence-based messages from 

previous work and current HPV 

information leaflets. 

Systematic review of literature 

reviews to identify evidence 

supporting core message 

generation. 

Survey of expert group to assess 

relevance and accuracy of 

provisional core messages.  

Systematic review of people’s 

views of HPV vaccination and 

testing to inform core message 

generation. 

Overall co-ordination and project 

management. 

Drawing the three strands of the 

project together in the final 

analysis to produce definitive core 

messages. 

Cardiff University 

Face-to-face in-depth interviews 

with relevant groups to establish 

individual values and important 

factors relating to the acceptability 

of HPV technologies and specific 

information needs. 

Interviews for vaccination: 
 

  Vaccination aged girls and  

    their parents 

  School nurses and primary 

    care nurses 

Interviews for HPV testing: 
 

  Women in the NHS Cervical  

    Screening Programme 

  Primary care nurses and GPs 

 

 
 

 

 

University of Oxford 

Two national postal surveys to 

determine the generalisability of 

attitudes, concerns and beliefs from 

the reviewing and qualitative work. 

 

Public survey, adults aged 18-64: 

  

  Socio-demographic factors 

  Number and age of children 

  Health information sources 

  Knowledge of cervical cancer,  

    vaccines, HPV, risks and 

    benefits 

  HPV information requirements 

 

Provider survey, Practice Nurses, 

GPs, teachers and school nurses. 

Similar to public survey, plus: 
 

  Current involvement and   

    education in screening/  

    vaccination programmes 

  Knowledge about HPV and UK 

    policies 

University of Birmingham 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

A systematic review of people’s views on human papillomavirus 

(HPV) vaccination  
Maggie Hendry, Diana Pasterfield, Ruth Lewis, Roopa Adke, Clare Wilkinson  

on behalf of the HPV core messages team† 

 

The issues surrounding HPV infection and its relationship with 

cervical cancer are complex. Almost all cervical cancer is related 

to infection with high-risk HPV types; 70% by types 16 and 18. 

Vaccination against HPV types 16 & 18 was introduced for girls 

age 12-13 in late 2008 in the UK; HPV testing may be rolled out 

as part of the cervical screening programme. The success of 

these programmes is dependent on high uptake, which is likely to 

be influenced by awareness, understanding, views, attitudes and 

acceptance. 

 

To systematically review studies that explore people’s views, 

understanding or perceptions of HPV vaccination, or HPV testing 

in the context of cervical screening. 

 

We searched 12 databases, reference lists of included        

studies and selected websites 

Qualitative studies or surveys were included 

Two reviewers independently screened and assessed papers 

for inclusion 

Data were extracted using predefined forms 

Two reviewers independently assessed study quality and 

reached consensus by discussion 

Analysis was conducted using the framework approach: 

familiarisation with the data, identifying a thematic framework, 

indexing, charting, mapping and interpretation 

Existing knowledge of HPV was poor 

Few people had heard of HPV or its connection to cervical cancer; 

those who had cited media coverage of vaccination campaigns or 

experience of having an abnormal smear. 

 “Participants were shocked by their lack of awareness of a virus 

that was so common and potentially serious.” (Noakes 2006) 

 

The need for information was a common theme 
Many people felt they did not know enough about HPV infection or 

vaccination to make an informed choice.  

“Women…asked many questions about:...how likely the vaccine 

was to provide full protection and if it would reduce deaths from 

cervical cancer to zero…adverse effects …side effects in the 

future…if the vaccine would be ‘a bit of the virus’…whether the 

vaccine would be therapeutic as well as preventive …how the 

vaccine had been tested…what exactly the vaccine would protect 

against …who it would be offered to…the implications for the 

screening programme, and whether this would mean the end of 

cervical screening.” (Marlow 2009) 

 

There was debate about the age of vaccination 
Many parents worried about vaccinating girls aged 12 or 13; they 

were too young to fully comprehend, were not expected to be 

sexually active for several years and, by the time they were, the 

vaccine might have “worn off”.  
“Mothers who declined vaccination perceived the risk of HPV to 

be low; they did not believe their daughter was likely to be 

sexually active soon and lacked a sense of urgency about a need 

to vaccinate before sexual debut.” (Dempsey 2009) 

 

Barriers to vaccine acceptance  
These included lack of information, especially about safety and 

side effects; fear of encouraging risky sexual behaviour; novelty of 

the vaccine; cultural factors. 

“Girls expressed concern about how other people might see them 

if they knew that vaccination was for the prevention of an STI.” 

(Kwan 2008) 

“Several parents expressed worries that HPV vaccine might 

cause infertility…(or) cancer.” (Madhivanan 2009) 

“There was general mistrust of the vaccine and they did not want 

it tested on their children.” (Toffolon-Weiss 2008) 

“Whether the vaccine was halal or kosher was very 

important…and whether the product contained alcohol.” (Wong 

2009) 
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A systematic review of people’s views on human papillomavirus 

(HPV) testing  
Maggie Hendry, Diana Pasterfield, Ruth Lewis, Roopa Adke, Clare Wilkinson  

on behalf of the HPV core messages team† 

 

Cervical cancer is related to infection with high-risk HPV for 

which there is no treatment.  HPV testing within the screening 

context may benefit women with mild abnormalities.  The issues 

surrounding HPV testing within screening programmes are 

complex, and the best management of women testing HPV 

positive are currently being debated.  However, testing is an 

effective means of distinguishing women who have a higher risk 

of developing cervical cancer from those at low risk, possibly 

reducing referral to colposcopy and repeat tests, reducing 

anxiety and being cost effective for the NHS.  Women’s 

response to HPV testing and triage is likely to be influenced by 

their views, perceptions and understanding of HPV infection. 

To systematically review studies that explore people’s views, 

understanding or perceptions of HPV vaccination (reported 

elsewhere), or HPV testing in the context of cervical screening. 

 

We searched 12 databases, reference lists of included        

studies and selected websites 

Qualitative studies or surveys were included 

Two reviewers independently screened and assessed 

papers for inclusion 

Data were extracted using predefined forms 

Two reviewers independently assessed study quality and 

reached consensus by discussion 

Analysis was conducted using the framework approach: 

familiarisation with the data, identifying a thematic 

framework, indexing, charting, mapping and interpretation 
 

Knowledge of HPV was poor and women had many unanswered 

questions 

Only a quarter of participants had heard of HPV. (Brown, 2007) 

Women wanted to know how common it was for cervical cancer to be the 

consequence of HPV.  Could HPV cause other cancers?  Does HPV have 

an effect on pregnancy? (Marlow, 2009) 

The sexually transmitted nature of HPV was at the root of most of 

women’s anxiety 

Women expressed worry, shock, surprise and even fear that cervical 

cancer was linked to a sexually transmitted virus – few had been aware of 

this. (McCaffery, 2003) 

Shock, embarrassment and shame were common responses to the 

infection with women using terms such as ‘unclean’, ‘dirty’, ‘cheap and 

nasty’ to describe how they felt. (McCaffery, 2006) 

Different HPV types and distress about genital warts 

Some women found it confusing to hear about nongenital types of HPV 

that correspond to different types of warts on the body.  Many women 

asked whether warts on other parts of the body could be transmitted to 

the genitals. (Anhang, 2004) 

Women were confused about the relationship between high-risk HPV and 

genital warts.  The terms ‘wart virus’ was found to be confusing and 

unhelpful and contributed to the embarrassment and stigma women felt 

about the infection. (McCaffery, 2005) 

Issues relating to prevalence, regression and latency of the virus 

were difficult to understand 

Some of the women struggled to understand how HPV could ‘go away on 

its own’ and wondered how concerned they should be about HPV. 

(Anhang, 2004) 

Women wanted to know how long the virus could lie dormant and whether 

it would ever completely clear.  If women had had a previous abnormality, 

they wanted to know whether this was a new infection or a recurrence of 

the previous infection. (McCaffery, 2005) 

Acceptability of test and triage 

Most found HPV testing an attractive alternative to repeat cytology 

following abnormal Pap results. (Brown, 2007) 

[Barriers to testing were] lack of symptoms, not knowing anyone who had 

cervical cancer, embarrassment, physical discomfort, reluctance to find 

out one had HPV and fear of receiving a cancer diagnosis and treatment. 

(Vanslyke, 2009)  

Psychological responses to HPV 

Fears about HPV were rooted in its association with cancer, its easy 

transmission, and its lack of infallible prevention techniques. (Anhang, 

2004) 

Most reported relief or happiness if the results were negative and anxiety 

or distress if results were positive. (Kahn, 2007). 

Issues relating to disclosure 

Deep concerns were raised about trust being broken between women and 

their sexual partners/spouses (McCaffery 2003). 

For some disclosure was unhelpful because friends and family had not 

heard of HPV and so were not able to provide the support that had been 

hoped for (Waller 2007). 
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INTRODUCTION 
 

High quality psychosocial care is recognized as being central to the delivery of cancer care. The timely 

recognition of depression and its adequate treatment are part of this, and increasingly occurs in primary 

care settings. Antidepressant prescribing for the general population is  growing and systematic reviews 

have suggested a likely benefit for antidepressants in cancer. However there is little specific evidence of 

their use in these patients and GPs seem to be making non –evidenced based pragmatic decisions over 

their use. 

 

AIM 

 

To determine the antidepressant prescribing patterns for patients with a diagnosis of lung cancer. 

Specifically: 

The prevalence of primary care antidepressant prescribing in patients with lung cancer 

The nature of antidepressants including frequency and duration being prescribed 

The point in the cancer journey at which antidepressants are being prescribed in relation to significant 

events, such as diagnosis or death 

The socio-demographic factors associated with antidepressant prescribing for this group 

 

METHODS 

 

The General Practice Research Database (GPRD) includes anonymous longitudinal records from over 

460 UK general practices and has 3.5 million currently active patients. The MRC currently have an 

agreement with GPRD to provide free access to approved projects from UK academics. 

Data on patients with a diagnosis of lung cancer and a death will be compared to a control group. 

Controls will be matched in a 4:1 ratio for age, sex and general practice.  

The study will have 2 stages; a matched cohort study to compare the antidepressant prescribing of lung 

cancer patients with controls; followed by a secondary analysis of the lung cancer cohort, describing the  

prescribing patterns and characteristics. 

 

PROGRESS TO DATE 
 

 

Dataset obtained from the GPRD through the MRC licence.  

Data analysis ongoing. 
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INTRODUCTION: 

 

The link between idiopathic venous thromboembolism (VTE) and a subsequent cancer diagnosis is well 

established, although most studies report data from secondary care only. Uncomplicated DVT is increasing 

being managed in primary care. As a result future interventions developed to identify cancer in patients 

presenting with VTE will be greatly informed if the identification of risk factors from a primary care 

population could be determined. There have been primary care studies that examine the association 

between VTE and cancer, but these need replicating on a larger scale in order to determine the risk more 

precisely. There are fewer studies exploring the link between thrombophlebitis and cancer.  
 

AIM: 
 

The primary aim is to determine the risk of a diagnosis of specific cancers in a cohort of patients  with 
VTE/Thrombophlebitis, using a large historical primary care data set, compared with patients without these 
conditions.  

Secondary aims: 

(i)  To investigate whether are there population sub-groups for whom this risk is highest 

(ii)  To investigate whether cancer patients with VTE/Thrombophlebitis do worse in terms of survival     

      compared with those without 

(iii) To determine current UK primary care management (GP-initiated investigation and referrals) of   
      VTE/Thrombophlebitis in terms of looking for underlying cancer. 

 
METHODS: 
 

We are conducting a  retrospective cohort study using the General Practice Research Database (GPRD). 

This is the world’s largest database of anonymised longitudinal medical records from primary care. GPRD  

has full records for over 3.6 million currently registered patients and over 13 million patients in total. These  

data are collected from around 432 practices and covers 4.6% of the UK population. The patient  

population is broadly representative of the population and has been validated for use in research. 

Subjects (18+) with VTE/ Thrombophlebitis have been matched in to patients without these exposures 

using age and gender. The time to malignancy for each patient is generated using the index date of  

diagnosis for VTE/Thrombophlebitis respectively. These event times are compared across the two groups 

using survival analysis. Descriptive analysis of types of primary care interventions within three months of 

their VTE/ Thrombophlebitis diagnosis will be also be undertaken. 

 
PROGRESS TO DATE:  
 

A data set of 100,000 patients has been obtained from the GPRD  through the MRC licence.  

Data cleaning and analysis are ongoing. 
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INTRODUCTION 

 

Primary care in the past has not had a significant role in lung cancer. This is related to the rapid trajectory 
and poor survival from the disease. However many of the strengths of primary care, for example, knowledge 
of patients, continuity of care, management of multi-morbidity, and psychosocial and holistic care, suggest 
that primary care may be well placed for a role in its management. 

 

AIM 

 

This research aims to identify models of primary care involvement in post-treatment lung cancer 
management as a prelude to examining these models in a complex intervention randomised trial.  

 

METHOD  

 

1) Review of international literature and guidelines  

This will seek evidence of key areas of lung cancer post treatment management which is important for the 
development of a future intervention: descriptions of existing models of care with a significant primary care 
component, evidence on the effect of location and intensity of follow-up, evidence on the management of 
multi-morbidity and psychosocial support needs, and the influence of patient characteristics and preferences 
on choice of model. 

 

2) Review of current practice based on existing primary care data  

A detailed analysis of data from the PTI Database will be undertaken to describe consultation rates, reasons 
for consultations, all prescribing and referrals, psychosocial issues and primary care initiated investigations. 
A casenote review will carried out for representative sample of 150 patients across 25 practices in England, 
Wales and Scotland.  

 

3) Interview-based investigation of current practice  

Qualitative interviews will be carried out with health professionals (GPs, community-based nurses, 
respiratory physicians, medical and clinical oncologists, palliative care consultants, specialist nurses and 
cancer network managers). Interviews will seek to expand our understanding of current and potential 
primary care management, while adhering to our themes of patterns of care, role in early detection of 
recurrence/late toxicity from treatments, surveillance, psychosocial support, survivorship and integration of 
care. We will also hold stakeholder workshops to ensure that we have full user engagement.  

 

PROGRESS TO DATE 

 

Funded, due to start Autumn 2008. 
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INTRODUCTION: 

 
Both zoster infection and the risk of developing malignancy are associated  with immune suppression. 

Zoster occurs more often in already diagnosed malignancy. However, in new patients presenting with  

zoster there is the possibility that this may be the first indication that they may have cancer.  This risk of   

developing cancer for patients diagnosed with zoster in primary care has not been fully determined,  

although the evidence to date does suggest that  there may be an important excess risk of cancer after a  

new zoster diagnosis. This may lead to interventions aimed at either screening or case finding for  

malignancy, in patients presenting with zoster. This has the potential for earlier stage diagnosis of cancer  

and better outcomes from the cancer as a result.   
 
 

AIM: 

 
The primary aim is to determine the risk of a diagnosis of specific cancers in a cohort of patients with  

zoster, using a large historical primary care data set, compared with patients without this condition.  

Secondary aims: 

(i)  To investigate whether are there population sub-groups for whom this risk is highest 

(ii)  To investigate whether cancer patients with zoster do worse in terms of survival compared with those 

       without  

(iii) To determine current UK primary care management (GP-initiated investigation and 
      referrals) of zoster in terms of looking for underlying cancer. 
 
 

METHODS: 

 
We are conducting a  retrospective cohort study using the General Practice Research Database (GPRD). 

This is the world’s largest database of anonymised longitudinal medical records from primary care. GPRD  

has full records for over 3.6 million currently registered patients and over 13 million patients in total. These  

data are collected from around 432 practices and covers 4.6% of the UK population. The patient  

population is broadly representative of the population and has been validated for use in research. 

 

Subjects (18+) with zoster have been matched in a 4:1 ratio to patients without zoster exposure using age 

and gender. The time to malignancy for each patient is generated using the index date of zoster diagnosis.  

These event times are compared across the two groups using survival analysis. Descriptive analysis of  

types of primary care interventions within 3 months of their zoster diagnosis will be also be undertaken. 

 

PROGRESS TO DATE:  
 
A data set of 100,000 patients has been obtained from the GPRD  through the MRC licence.  

Data cleaning and analysis are ongoing. Project received funding from the 2008 BMA Gunton Award. 
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INTRODUCTION 

 
This multi centre trial is a collaboration between Bangor, Swansea, Liverpool, and Cardiff Universities and the 
North Wales (East), Swansea and North West Wales NHS Trusts. It is sponsored by Bangor University. 

 

2-5% of the population suffer from depression at any one time and one in five people will experience at some 
point in their lives. Standard treatment in primary care for moderate to severe depression is antidepressants. 
Only 50% of patients respond to initial antidepressant therapy. The evidence suggests that folate may be a 
useful supplement to antidepressants; folate, and nutritional status, should be considered in the treatment of 
depression; and a trial is needed to determine if folate supplementation is beneficial for those with elevated 
homocysteine levels. 

 

AIM 

 
The main aim of this trial is to estimate the effect of folate augmentation in new or continuing treatment of 
depressive disorder in primary and secondary care. Secondary objectives are to evaluate the cost-
effectiveness of folate augmentation of antidepressant treatment, investigate how the response to 
antidepressant treatment depends on genetic polymorphisms relevant to folate metabolism and 
antidepressant response, and explore whether baseline folate status can predict response to antidepressants.  

 

METHOD  

 
This is a multi-centred, double blinded, placebo-controlled trial. 730 patients will be recruited from primary 
and secondary care who are over 18, have a ICD-10 diagnosis of moderate to severe depression. Patients 
are referred by their GP or Psychiatrist to the trial and are randomised either to take folic acid (5 mg) or a 
placebo for three months in addition to an antidepressant. Participants are followed up at 4 weeks, 12 weeks 
and six months.  

 

The primary outcome measure is the Becks Depression Scale (BDI). Other measures include: 
Montgomery−Asberg Depression Rating Scale (MADRS), clinical global impression (CGI), SF−12, EuroQoL 
(EQ−5D), health resource use questionnaire, UKU side effect scale, Morisky compliance questionnaire, 
serum folate and red cell folate assays, homocysteine assays, and pharmacogenetic analysis. 

 

PROGRESS TO DATE 

 
Medicines & Healthcare products Regulatory Agency (MHRA), ethical and Trust R&D approvals have been 
obtained. The trial is in the recruitment phase, with participants being recruited in all three centres (Wrexham, 
Bangor and Swansea). In the Wrexham centre (Cardiff University & North East Wales NHS Trust) 47 
participants have been recruited with 13 having completed.  Recruitment is estimated to continue into 2009. 

 
This project is funded by the NHS R&D Programme Health Technology Assessment (HTA) Programme (project number 04/35/08) 

The views and opinions expressed therein are those of the authors and do not necessarily reflect those of the Department of Health 
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INTRODUCTION 

 
Coping with a cancer diagnosis is a stressful experience and patients are at risk from a number of 

psychological problems.  Rates of distress are reported in up to 75% of newly diagnosed patients.   The 

process of adjustment is not clearly understood but published data implicate a complex interaction of 

predictor variables including demographics, clinical variables, personality, cognitions, emotions and coping.   

 

Qualitative studies of adjustment to cancer are far outnumbered by quantitative studies and yet these are 

crucial to fully understanding individual patient’s experiences.  Many of those published to date seek merely 

to report illness narratives or evaluations of treatments and intervention, rather than gaining an in-depth 

understanding of cognitive and emotional adjustment.   

 

AIM 

 

This study aims to explore, in depth, how people with cancer appraise their illness (thoughts and feelings) 

and the emotions that they experience throughout diagnosis, treatment and recovery.  There are two 

primary objectives: 

•  To explore patients’ perceived meaning, implications, and future expectations of their diagnosis. 

•  To explore the process of emotional adjustment following cancer diagnosis. 

 

METHOD  

 

Interpretative phenomenological analysis (IPA) has been selected as this is a qualitative approach 

particularly suited to exploration of health-related experiences.  IPA goes beyond analysis of what is said by 

participants, extending analysis to interpretation of the personal meanings, beliefs, schema and cognitions 

which emerge.  It is also particularly suited to exploring the processes of changing phenomena over time.  

Being idiographic in approach, IPA does not require large samples, nor does it aim for saturation of data.  

Instead it seeks to investigate personal experiences within a homogenous sample. 

 

Nine patients who were previously recruited into a quantitative study of adjustment consented to take part in 

this follow-up study.  These consisted of three breast, three colorectal, and three prostate cancer patients, 

all between 18 and 24 months post diagnosis.  Semi-structured interviews lasting between 90 and 120 

minutes were audio recorded, transcribed, and are being analysed according to IPA guidelines.  Themes will 

be analysed both at an individual level, in grouped analysis within cancer site, and in a comparative manner 

between the three different cancer sites.  

 

PROGRESS TO DATE 
 

All participants have now been recruited and interviewed.  Interview transcripts are currently being analysed.  

The study is expected to be completed by late 2008. 
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Cancer follow-up has traditionally been undertaken  

by secondary care, but there are increasing calls to  

deliver this service in primary care.  

 

 

 

To carry out a systematic review comparing the effectiveness and cost-effectiveness of primary versus 

secondary care follow-up and evaluate qualitative studies examining patient preferences. 

 

. 

 

Comprehensive literature searches were undertaken: 19 electronic databases; various online trial registries 

and conference proceedings; bibliographies of included studies. We included comparative studies or 

economic evaluations of primary versus secondary care follow-up, formal primary care involvement in 

hospital follow-up versus conventional follow-up, and qualitative studies. Any cancer was considered and 

any outcome measure included.  

 

 

 

Three RCTs compared primary versus secondary care follow-up. There were no statistically significant 

differences for patient well-being, recurrence rate, survival, recurrence-related serious clinical events, 

diagnostic delay or patient satisfaction. GP-led breast cancer follow-up was cheaper than hospital follow-up 

(1994). Three RCTs evaluated formal primary care involvement in follow-up. Intensified primary health care 

resulted in increased home-care nurse contact, and improved discharge summary in increased GP contact. 

There was no significant difference for patient wellbeing. 19 qualitative studies generated 12 descriptive 

themes and 12 recommendations for practice. 

 

 

 

There is weak evidence that breast cancer follow-up in primary care is effective. There is a need for 

improved information and education for cancer patients to enable them to make an informed choice and to 

promote autonomy. Better communication between primary and secondary care is essential if primary care 

is to be used as an alternative setting for follow-up.  
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STATUS: COMPLETE 

Evidence suggests that recommended levels of physical activity (PA) reduce the risks of mortality related to 

many chronic non-communicable diseases such as cardiovascular diseases; and might act as means of 

treating mental health problems. Moreover PA has been implicated in the prevention and treatment of 

diabetes, musculo-skeletal conditions, obesity as well as some forms of cancer. Given the benefits of 

staying active, research indicates that most UK adults are not active enough to gain health benefits that the 

regular levels of physical activity might offer. 

The aim of the project is to determine the effectiveness of the National Exercise Referral Scheme (NERS) 

as it is rolled out in 13 implementation areas using a randomised controlled trial design. A detailed process 

and economic evaluation will also be conducted throughout the trial. 

 

Pragmatic randomized controlled trial with nested process and economic evaluations will be conducted with 

a period of piloting outcome measures and developing protocols in partnership with each area's exercise co-

ordinators. Participants (n = ~2400) will be randomised to either a treatment or control group and will 

complete baseline, 6 month, and 12 month follow-up measures.  
 

 

 

 

 

 

The scheme has been rolled out to all the thirteen areas and the data regarding the number of referrals 

made in each area have been gathered. This has been summarized in the following table: 

Area No. of Exercise Professionals Total No. of  

  per Area   Referrals 

Blaenau Gwent  2.5 152   

Bridgend  3 639   

Cardiff  5 916   

Ceredigion  2 228   

Conwy  3 354   

Denbighshire  2 286   

Flintshire  2 0   

Monmouthshire  2 174   

Neath Port Talbot  3 247   

Pembrokeshire  3 179   

Swansea  4 268   

Torfaen  2.5 239   

Vale of Glamorgan 2 311  

Table: Number of referrals processed per Exercise Professional (EP) in the Local Health Board 
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Hip and knee osteoarthritis (OA) is a common cause of pain and disability in older adults, which can be improved by 
exercise interventions. However there is a culturally conditioned response to pain that encourages rest. A booklet has 
been used to alter the beliefs and behaviours of patients with low back pain (the ‘Back Book’). A similar booklet 
encouraging increased activity in patients with hip and knee pain is proposed. 

 

 
 

To develop an evidence-based bilingual booklet for older patients with hip or knee pain encouraging physical activity. 

 
 

 

Scientific messages for the booklet were obtained from a literature review. Studies concerning adults with osteoarthritis 
(OA) of the hip or knee were categorised according to intervention and study type. A list of preliminary statements 
which has been developed based on background information on hip and knee OA and from experts in the study team 
was compared with evidence-based statements obtained from systematic reviews and evidence-based guidelines. Any 
statement for which evidence was lacking was deleted. Additional themes that emerged were added to the evidence 
statements. The strength of evidence for each statement was rated according to the quantity, quality and consistency of 
findings from multiple studies. These evidence-based statements will be converted into patient-centred messages and 
refined in four focus groups. The resulting booklet’s effectiveness in changing beliefs will be tested in a Randomised 
Controlled Trial. 
 

 

 

Literature review completed 

 Developing and grading of evidence statements completed 

               Examples of evidence based statements 

***There was strong evidence that both strengthening and cardiovascular exercises were effective for   
reducing pain and improving function in the short-term in knee OA but moderate evidence for hip OA 

***There was strong evidence that integrating self-management strategies with exercise was effective for 
reducing pain and improving function in knee OA 

**There was moderate evidence that there was no difference in effectiveness between different exercise 
intensities or exercise performed individually or in a group for knee OA 

***There was strong evidence that a 5% weight reduction will result in a moderate improvement in disability in 
overweight patients with knee OA  

Recruitment of 4 practices from Wrexham and Flintshire and focus group participants in progress 

 

 

Convert evidence based statements into patient centred messages 

 Write booklet narrative 

 Refine content and layout of booklet with the help of focus groups 

 Conduct pilot RCT 
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