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Foreword

The National Cancer Control Programme is delighted to welcome this Irish College of
General Practitioners report, which examines the experience of general practitioners
with the work of the NCCP and identifies priorities of the GP community in relation to
cancer care. The opinion of the GP community is crucial to informing the priorities of
the NCCP and the recommendations of the new Cancer Strategy 2016—2026.

We are grateful to GPs for their support of the National Cancer Control Programme.
The vast majority of GPs surveyed consider the organisation of cancer services into
designated cancer centres as a positive step and rate the NCCP national GP referral
guidelines and rapid access clinics favourably.

This report shows that progress has been made since the 2006 ICGP/ ICS ‘Early
detection of cancer: a needs assessment of general practitioners’ report. However,
there remains much more to be done, in particular on increasing patient awareness,
improving direct GP access to diagnostics and further development of rapid access
clinics for suspected cancer with referral criteria .Other key areas of need identified
include guidance on family risk and the emerging role of cancer survivorship.

We look forward to ongoing collaboration with the ICGP to ensure continued
improvements in the care of cancer patients and their families.

Yours sincerely,

f@g)

Dr. Jerome Coffey MD FRCPI FRCR FFRRCSI

Director, National Cancer Control Programme
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Executive Summary

The National Cancer Control Programme (NCCP) was established in 2007 to
implement the recommendations of the 2" National Cancer Forum’s report ‘A
Strategy for Cancer Control in Ireland 2006. At the time, in 2006, the delivery of
cancer services in Ireland was described as fragmented and not following best
practice. The decision was made to centralise cancer care to eight designated
cancer centres. In 2007, the ICGP published the findings of its study ‘Barriers to Early
Diagnosis of Cancer in Primary Care: A Needs Assessment of GPs’ (Daly and Collins,
2007). The Community Oncology Programme of the NCCP was established in 2008.
The key objectives were directly informed by the findings of the study.

Aims and objectives of study

The aim of this survey was to obtain the views and experiences of Irish general
practitioners in relation to the work of the National Cancer Care Programme (NCCP)
over the past seven years and gain their opinions in relation to the future priorities
of the NCCP which would assist them in their work.

Methods

A project advisory group was convened to oversee the research between the ICGP
and the NCCP. A questionnaire was designed based on the original ICGP/Irish Cancer
Society ‘Early detection of cancer: a needs assessment of general practitioners’ study
carried out in 2006 and published in 2007. Data collection was through the use of
postal questionnaires. A total of 514 completed surveys were included in the final
analysis, a response rate of 18.2%. The study demographics are consistent with the
overall ICGP membership population (ICGP, 2015).

Summary of findings
» The vast majority of GPs considered the organisation of cancer services into
designated cancer centres as a positive step.
«+ 571% of GPs reported that they ‘always’ or ‘often’ used electronic referral.

» The majority of GPs reported that urgent patients with acute symptoms
requiring treatment were seen on the ‘same day’ as referral, a substantial
increase on 2007 figures.

- Patients with a new clinically obvious cancer most commonly had a waiting
period of between one day and two weeks for assessment.

« 84% of GPs reported that patients with a new clinically suspected cancer were
waiting six weeks for assessment.

« Nearly 60% reported that patients with non-specific symptoms with a modest
possibility of cancer had a waiting time of six weeks or more for assessment.

« Half of the respondents reported that 50% of patients with a previous history
of cancer with a non-specific symptom of cancer were waiting six weeks or over
for assessment.

« Approximately 47% of GPs had access to a fast track system (e.g. rapid access
clinic) for ‘urgent’ referrals. Just over one fifth had similar access for any patient
with suspected cancer.
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« Nearly 60% of GPs reported that they did not have key contact details at their
local hospital(s) with regards to investigation or referral for a patient with
suspected cancer.

- Just over 69% of GPs reported having delayed investigation and 64.8% having
delayed referral of patients with suspected cancer due to difficulty in accessing
services.

« Over four fifths of GPs reported having sent patients to A&E to bypass
difficulties in accessing services.

« Alittle more than half of GPs considered that they did not have the information
they need to assess patients with regard to their individual risk of cancer.

« Approximately four out of five GPs reported that patients with a family history
of potentially hereditary cancers (e.g. breast, ovary, colorectal) request genetic
testing.

« The majority of GPs reported that they did not have sufficient information to
discuss genetic testing with patients.

« Nearly 60% of GPs indicated that they would like to receive further education
in the area of cancer survivorship.

« Approximately two-thirds of GPs reported that ‘cancer rehabilitation
programmes’ were not available to their GMS (66.5%) or private patients (60%).

Conclusion

This survey provides some insight into the current situation with regard to cancer
detection, investigation and treatment from a GP perspective. The results point to
some key actions points for both the NCCP and ICGP but also for other stakeholders
in the health care system in Ireland, specifically in relation to guidelines, access to
diagnostics, resources and cancer awareness programmes.

©ICGP 2016



A survey of GP experience with the work of the National Cancer Control Programme and their views in relation to service priorities

Introduction

In Ireland, one in three men and one in four women will develop cancer at some
time in their lives. The most recent complete data (2011—2013) from the National
Cancer Registry indicates that on average 37,000 newly diagnosed tumours were
registered per annum. Of these, approximately 30,000 involved invasive cancers
other than less aggressive non melanoma skin cancers. Over half of the invasive
cancer tumours diagnosed involved the four most common major malignancies;
prostate (3,400 cases p.a.), breast (2,917), colorectum (2,460) and lung and trachea
(2,318) (NCRI, 2015). In 2012, age-standardised incidence rates of cancer were
considered to be 10% higher than the European Union average for men and 16%
higher than the EU average for women; in particular higher rates were recorded for
colorectal, prostate, breast and female lung cancer.

Fig. 1. Relative frequency of the most common invasive cancers (including non-
melanoma skin cancer) diagnosed: 2011-2013
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*Figures provided by the NCRI (ncri.ie)
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Cancer mortality

In Ireland, cancer is the second most common cause of death, after diseases of
the circulatory system. Between 2011 and 2012, deaths from cancer averaged

|5

approximately 8,827 deaths per annum, representing 30% of all deaths during this

period. On average, age standardised rates of cancer mortality are 37% higher in
men than in women. The cumulative risk of death from cancer is one in eight for
males and one in ten for females. Lung cancer is now the leading cause of cancer
death in both men and women in Ireland, resulting in approximately 1,826 deaths

annually. Deaths from colorectal (1,000 p.a.), breast (698 p.a.), prostate (541 p.a.) and

pancreatic (477 p.a.) are the next most common.

Fig. 2. Relative frequency of the most common cancer deaths: 2011-2012
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Cancer survival trends

Trends in cancer mortality reflect changes in both cancer incidence and survival.
Survival estimates for most cancer types in Ireland have improved over time,
although this positive trend in clearer for some cancers more than others.
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Significant improvements have been seen in colorectal, breast, kidney, testicular
and prostate cancers and for multiple myeloma, lymphoma and leukaemia.

The CONCORD-2 study indicates that across ten major cancer types, Ireland is
approximately mid-way in the ranking of survival estimates among European
countries (Banks et al, 2014).

The need for effective cancer care is amplified by the fact that the incidence and
prevalence of cancer is expected to increase worldwide by at least 65% over the
next twenty years. The World Health Organisation (WHO) predicts that cancer will
result in 12 million deaths by 2030 (WHO, 2011). In an Irish context, cancer incidence
is expected to double in the Republic of Ireland by 2040. This increase is linked with
improvements in detection and diagnosis and the growing and aging population
(ncri.ie). The economic value of early diagnosis is evident, with treatment for early
stage cancer in the majority of cases found to be more cost-effective than later
stage cancer (Cancer Research UK, 2014). In Ireland, the economic impact of cancer
over one year (2009) was approximately €1.4 billion, the fifth highest in Europe
(Luengo-Fernandez et al, 2013).

The role of the GP

More than 200 types of cancer are known to exist and signs and symptoms are
often inexact. Approximately 85% of patients with suspected cancer present initially
to their general practitioner (GP) prior to being seen in a secondary care setting
(Allgar and Neal, 2005; Banks et al, 2014). In the UK, a GP with approximately 2,000
patients typically sees six to eight new cases per year (Rubin et al, 2015). However,
differentiation between patients whose symptoms may be due to cancer and the
much larger number of patients with similar symptoms arising from other causes
represents a considerable challenge to GPs. Aggressive forms of cancers can cause
symptoms which are likely to be identified earlier, with less favourable prognosis,
however slower forms of cancer can lead to delays in detection due to the multi-
faceted and ambiguous symptoms they present (Redaniel et al, 2015).

Early diagnosis is one of the primary ways to increase cancer survival rates, and
timing of diagnosis is a crucial element for positive treatment outcomes (Banks et
al, 2014; Richards, 2009). Research has suggested that patients require at least three
consultations with their GP before a possible cancer diagnosis is reached (Thomson
and Forman, 2009). A primary risk factor associated with patient delay in presenting
with suspected common cancers is the lack of awareness of symptoms and delays
in presentation for consultations (Jensen et al, 2014; MclLfatrick et al, 2013; Vedsted
and Olesen, 2011). Patients with cancer are found to initially present to their GP

with low positive predictive features and symptoms (Rubin et al, 2015; Hamilton,
2009). Additionally, the most commonplace symptoms of cancer are also frequently
associated with other diseases (Banks et al, 2014). Therefore it is essential that there
is suitable access to appropriate services for cancer detection and diagnosis.

Beyond early detection, GPs play a multi-faceted role in all aspects of a patient’s
experience with cancer. For the most part, the GP’s role in relation to cancer care
also focuses on referral scheduling, patient advocacy, rehabilitation, dealing with
patient symptoms, detection of recurrence, psychosocial support for patients

and their families, treating co-morbidities related to cancers and palliative care
survivorship (Klabunde et al, 2009; Hanks et al, 2008; McAvoy, 2007). Research
highlights that when possible, GPs also play a key role in cancer prevention;
particularly in relation to health promotion and education on lifestyle choices and
behavioural changes in clinical practice (McAvoy, 2007).
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Familial risk of cancer

For many types of cancer, a family history can increase an individual’s risk.

However, this is not due solely to inherited factors and can also be due to shared
environmental/lifestyle risk factors within the family. Up to 5-10% of cancers

are believed to be associated with an inherited susceptibility. Such cancer
predisposition genes are typically involved in DNA repair mechanisms. The most
well-known are the BRCA 1&2 genes, which are associated with an increased risk

of breast and ovarian cancer predominantly. Features of cancers associated with
heritability include cancers diagnosed at an unusually young age, multiple cancers
in the same individual (e.g. breast and ovarian cancer or bilateral breast cancer) and
unusual cancer types or specific histological subtypes.

Testing for a cancer predisposition gene generally starts with an individual who
has been diagnosed with cancer and where there is a suspicion of a hereditary
component. This is a test for inherited mutations, carried out on germline DNA
from a blood sample, as opposed to other types of genetic testing which can

be carried out on tumour cells. If a mutation is identified, this can be searched
for in well family members. Management options for those found to carry a
cancer predisposition gene include surveillance (e.g. regular colonoscopy for
those with HNPCC/Lynch syndrome), prophylactic surgery (e.g. bilateral salpingo-
oophorectomy in BRCA carriers) and chemoprevention (e.g. tamoxifen). This is a
rapidly developing area, with improving technology and greater identification of
inherited mutations which increase an individual’s cancer risk.

Cancer survivorship

Cancer survivorship relates to patients who have finished their ‘active’ phase of
cancer treatment, patients who continue to have treatment to manage side-effects,
pre-existing comorbidities and/or chronic diseases related to their cancer diagnosis,
and to patients who have their health monitored as part of a follow-up care
programme to reduce risk of recurrence (Hoekstra et al, 2014). Cancer survivors may
experience a wide range of complex health issues as a result of their cancer type
and treatment. Some health issues can have a lifelong impact on patients, while
others related to cancer treatment can last up to five years post-treatment (Heins
et al, 2013). Research has shown that the quality of life of cancer survivors decreases
(Geelen et al, 2014; Weaver et al, 2012). For up to five years post treatment, cancer
survivors have increased rates of health care utilisation compared to non-cancer
patients (Heins et al, 2013; Khan et al, 2011).

During active cancer treatment in secondary care settings, GPs may also provide
care to their patients. One Netherlands based study, which focused on the role of
GPs during active breast cancer treatment, found that GPs were heavily involved in
overseeing treatment for side effects including nausea, pain and sleep disturbances,
in psychological support and in the administration of endocrine therapy (Roorda
et al, 2012). Post cancer treatment in secondary care settings, patients routinely
participate in follow-up care with their GPs. In some instances, the transition back
into the primary care setting can be difficult for both GPs and patients to navigate.
Insufficient detail in medical notes and discharge letters from hospital consultants
can be problematic for GPs to address the healthcare and psychosocial support
needs of their patients (Guassora et al, 2015; Farquhar et al, 2005; Kousgaard et al,
2003). Yet, cancer survivors visit their GP more often than other patients (Hoekstra
et al, 2014; Christensen et al, 2012; Heins et al, 2012; Nord et al, 2005).
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Co-morbidity

Cancer, and certain cancer treatments, can increase the severity of certain co-
morbid diseases including obesity, diabetes, osteoporosis, hyperthyroidism and
early menopause (Heins et al, 2013; Ogle et al, 2000). A study by the Department
of Health and Children found that approximately 30% of patients with cancer
also experience depression (DOHC, 2008). Research suggests that cancer patients
with comorbidities can have lower survival rates than those without comorbidity,
dependent on site of cancer (Land et al, 2012; Iversen et al, 2009; Read et al, 2004).
Comorbidity may also be associated with later detection of cancer and increased
difficulty in treating cancer.

The National Cancer Control Programme

The National Cancer Control Programme (NCCP) was established in 2007 to
implement the recommendations of the 2" National Cancer Forum’s report ‘A
Strategy for Cancer Control in Ireland 2006°. At the time, in 2006, the delivery of
cancer services in Ireland was described as fragmented and not following best
practice. The decision was made to centralise cancer care to eight designated
cancer centres. In 2007, the ICGP published the findings of its study ‘Barriers to Early
Diagnosis of Cancer in Primary Care: A Needs Assessment of GPs’ (Daly and Collins,
2007). The Community Oncology Programme of the NCCP was established in 2008.
The key objectives were directly informed by the findings of the study.

One of the key aims of the NCCP is early referral of patients who present with signs
and/or symptoms suggestive of cancer. The need for clear recommendations on the
investigation and referral of patients presenting to their GP with possible signs of
cancer has been well recognised. The NCCP, in association with the Irish College of
General Practitioners and hospital based cancer specialists, has, to date, developed
GP referral guidelines for suspected breast (2009), lung (2010) and prostate (2011)
cancers and melanoma (2011); head and neck cancer referral advice for primary
care was published in 2015; a GP referral guideline for suspected ovarian cancer

is currently being piloted. These guidelines take account of existing published
evidence-based referral guidelines and are applicable to the Irish healthcare setting
and service configuration.

To facilitate the National GP Referral Guidelines, rapid access clinics for breast,

lung, prostate and melanoma have been established. A standardised referral form
was also developed in tandem with each guideline. The forms were designed to
actively seek the information required for triage, plus other information of relevance
if patients were to undergo certain investigations on the day of clinic attendance.
Referrals are currently available as an online referral form (Healthlink Online) from
the GP directly to the cancer teams. The GP receives immediate acknowledgement
of receipt of referral from the cancer centre and also receives a clinical response
from the cancer team within five working days.

Yet for all other forms of cancer, GPs must lean on their own experience and if
relevant, guidelines such as the UK based National Institute for Health and Care
Excellence (NICE) referral guidelines. Lack of access to a ‘fast track system’at local
hospitals for all other cancers and referral delays can be both challenging and
concerning for GPs and their patients.

In recent months, the NICE have published the ‘Suspected cancer: recognition and
referral quideline’ (2015), which estimates that 5,000 lives could be saved in the UK
annually if cancers are detected and diagnosed sooner. With a focus on symptom
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based diagnosis rather than type of cancer diagnosis, the aim of the guideline is to
improve early detection of cancers across all patient groups. Using a three tiered
approach, the guideline organises recommendations into ‘by site’,'by symptom’and
‘by patient support’. The guideline has set an explicit threshold of risk in adults of
3%.The guideline also recommends timeframes of between 48 hours to two weeks
for diagnostic tests. However, the impact of the guidelines on GP workloads and

access to referral pathways is not yet known.
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Methodology

Aims and objectives

The aim of this survey was to obtain the views and experiences of Irish general
practitioners in relation to the work of the National Cancer Care Programme
(NCCP) over the past seven years and to gain their opinions in relation to the future
priorities of the NCCP which would assist GPs in their work.

Specifically, the objectives of this study were:
» To gauge GPs’ views on the work of the NCCP to date in so far as it supports GPs.

« To gain insight on the current barriers encountered by GPs and their patients
with suspected or confirmed cancer.

Study design

A project advisory group was convened to oversee the research between the ICGP
and the NCCP.The group consisted of two members of the ICGP research team, one
assistant national director and one GP with community oncology from the NCCP,
one researcher from the Irish Cancer Society and one patient advocate.

A questionnaire was designed based on the original ICGP/Irish Cancer Society ‘Early
detection of cancer: a needs assessment of general practitioners’ study carried out
in 2006 and published in 2007. Questions were revised in view of the literature and
developments since the commencement of the implementation of the National
Cancer Strategy.

Postal questionnaires were sent in April 2015 to 2,822 ICGP members in the Republic
of Ireland, excluding retired GPs and Trainees. Included with the questionnaire

was an information sheet which informed potential participants of the details of
the study including the purpose, process and data collection procedures. Return
freepost envelopes were included to encourage response. A postal reminder

was sent two weeks following the initial posting. Return of the completed
questionnaires was taken as consent.

The final questionnaire consisted of 24 questions in four sections. GP and practice
demographics were collected in Section 1, including number of years in general
practice, total number of doctors in practice and distance of practice from nearest
hospital and nearest designated cancer centre. Questions 2—7 sought GPs views on
the work of the NCCP to date and whether it supports GPs regarding the referral
of patients with suspected breast, lung and prostate cancers and malignant
melanoma. Questions 8—12 asked for GPs’ experiences accessing services for
patients with all forms of suspected cancer other than breast, lung, prostate and
malignant melanoma. It also sought insight on which cancer referral guidelines
GPS would like to see developed next by the NCCP. Questions 13—17 related to

the targeted assessment of ‘high risk individuals’including those with a history
of familial cancers. GPs were asked about the supports they require regarding
cancer survivorship and further cancer care education in questions 18—24.The
questionnaire ended with an open ended question seeking further comments.

Data analysis

A total of 514 completed surveys from individual GPs were included in the final
analysis, a response rate of 18.2%. Quantitative data were entered into the
Statistical Package for the Social Sciences version 22 (SPSS) for analysis. Frequency
distributions, descriptive statistics and cross-tabulations were generated to
establish the extent to which key objectives of the study had been achieved. The
open-ended survey were analysed thematically.
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Findings

Section 1: Demographics and Respondent Profiles

This section briefly sets out the demographics of the GPs who completed the survey
in addition to providing some further geographical information.

A total of 514 completed surveys were included in the final dataset.

Of the respondents, 53.4% (n=270) were female and 46.6% (236) were male. This
resembles ICGP membership statistics which show that 45% of the total population
of GPs in practice in Ireland in 2015 are female.

Nearly 42% of respondents (n=210) were over 25 years in general practice, 35.3%
(n=177) were between 11-25 years and 22.9% (n=115) were in practice 10 years or
less. This corresponds with the original ‘Early Detection of Cancer’ survey (Daly and
Collins, 2007), where the majority of respondents (74.6%) were experienced GPs
with more than ten years in general practice.

Fig. 3 - Years in general practice (%)

<10yrs

1-25 yrs

>25yrs

(e]

10 20 30 40 50

Overall,36.4% of the respondents worked in single handed practices. Just over 85%
(n=433) of GPs had a practice nurse in situ.

All counties in the Republic of Ireland were represented. The majority of practices
were based in Dublin (26.6%, n=128), Cork (14.1%, n=70) and Galway (6.9%, n=34).

Overall, 45.8% (n=232) of practices were less than five miles from the nearest
hospital to which a GP could refer a patient for assessment of suspected cancer. Just
over 34% (n=173) were between 5-25 miles and 16.4% (n=83) were between 26-50
miles from the nearest suitable hospital. Small proportions (3.6%) of practices were
over 50 miles from the nearest hospital.
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Fig. 4 - Distance to nearest hospital for referral for assessment of suspected cancer (%)
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Of those surveyed, 35.4% (n=176) of practices were less than 5 miles from the
nearest designated cancer centre. Equal numbers 22.9% and 22.5%, were between
5-25 miles and 26-50 miles from the nearest centre. Approximately 19% (n=95) of
practices were over 5o miles from the nearest cancer centre.

Fig. 5 - Distance to nearest designated cancer centre (%)
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Overall, 22.6% (n=111) of GP practices were located within 25 miles of both a hospital
to which they could refer patients and a designated cancer centre. Of those, one
quarter were located within five miles or less of both.

Section 2: Referrals

The vast majority (93.3%, n=476) of GPs considered the organisation of cancer
services into designated cancer centres as a positive step, with only three
respondents regarding this re-organisation negatively. A little over 6% were unsure
or had mixed views on this point.
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Fig. 6 — Views on the organisation of cancer services into designated cancer centres (%)
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GPs were asked to indicate which of the four current NCCP National GP Referral
Guidelines (breast, lung, prostate and melanoma) they were familiar with. An
overwhelming majority of GPs (98.2%) were familiar with breast cancer guidelines;
85% familiar with prostate cancer, 80.9% with lung cancer and 58.5% with
melanoma referral guidelines.

Fig. 7 - Familiarity with NCCP national GP referral guidelines (%)
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When asked to rate the current NCCP National GP Referral Guidelines in order of
‘very good’ to ‘very poor’, breast cancer (98.1%), lung cancer (95.5%) and prostate
cancer (91.7%) were the most favourably rated. Approximately 82.5% of GPs
indicated a ‘good’ to ‘very good' rating for the malignant melanoma referral
guidelines.
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Fig. 8 — GPs rating of the NCCP National GP Referral Guidelines (%)
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Overall, 571% (n=291) of GPs reported that they ‘always’ or ‘often’ used electronic
referral, while 31.4% (n=160) indicated that they ‘never’ or ‘rarely’ used it and 11.4%
(n=58) of GPs ‘sometimes’ used it.

Fig. 9 — Use of electronic referral (%)
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GPs who ‘never’or ‘rarely’ used electronic referral were given the opportunity to expand
on this via an open-ended response. Of the 102 GPs who provided further detail, the
most common themes were; ‘technological/access issues’ (n=38),‘convenient to write
paper version and fax/post’ (n=26),‘don’t know how’ (n=14), ‘unaware of electronic
version’ (n=7), ‘assumption that the form was for breast only’ (n=2).

Just over 57% (n=279) of GPs reported that they were aware of the NCCP website,
however 711% (n=329) indicated that they had never used it.

GPs were asked to rate their experience to date with rapid access clinics when
referring patients with suspected breast, lung, prostate and melanoma cancers. The
majority (95.5%) of GPs indicated that they had a ‘very good’ or ‘good’ experience
when referring patients with suspected breast cancer; nearly 94% of GPs had a
positive experience for suspected lung cancer and 85.8% for prostate cancer. Just
over 78% reported a positive experience for suspected melanoma.
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Figure 10 — Experience to date with Rapid Access Clinics (%)
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Section 3: Other cancers

When asked to indicate what other cancer referral guidelines they would like to see
developed, just over 81% of GPs (n=340) selected colorectal as their top preference.
Following this, in order of number one preference 31.6% selected head and neck,
26.7% selected neurological, 22% selected ovarian, 21.7% selected haematological
and 21.1% non-melanoma skin cancer. Only 7.8% indicated upper Gl as their top
preference for guidelines.

Fig. 11— Cancer referral guidelines GPs would like to see developed: first choice (%)
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GPs were given six options and asked to indicate for each whether or not they
consider patients with various signs and symptoms to be ‘urgent’. The majority in
each category notably considered the first three patient categories to be urgent
(Table 1). However, just over one fifth (n=108) considered ‘a patient with a previous
history of cancer with a non-specific symptom of cancer’ to be ‘urgent’; and 14.6%
(n=75) regarded ‘a patient with non-specific symptoms with a modest possibility
of cancer’ as ‘urgent’. These findings are exactly comparable in order of ranking as
those from the 2007 study.
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Table 1- Patients GPs consider to be urgent

EXPERIENCE TO DATE WITH RAPID ACCESS CLINICS “ %

Any patient with new obvious/suspected cancer

with acute symptoms requiring treatment 444 86.4
Any patient with a new clinically obvious cancer 381 741
Any patient with a new clinically suspected cancer 286 55.6
A patient with a previous history of cancer with a
. 108 21.0

non-specific symptom of cancer
A patient with non-specific symptoms with a

P P ymp 75 14.6

modest possibility of cancer

The majority of GPs (80.7%) reported that urgent patients with acute symptoms
requiring treatment were seen on the ‘same day’ as referral. This is a dramatic
increase on 2007 figures which identified that only one-third of urgent patients
received an appointment on the same day as referral. Any patient with a new
clinically obvious cancer most commonly had a waiting period of between one day
and two weeks (64.3%); 84% of patients with a new clinically suspected cancer
were waiting six weeks for assessment. Nearly 60% of patients with non-specific
symptoms with a modest possibility of cancer had a waiting time of six weeks or
more; while nearly 50% of patients with a previous history of cancer with a non-
specific symptom of cancer were waiting six weeks or over.

Fig. 12 - Patient waiting times for initial hospital assessment (%)
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Nearly 47% (n=221) of GPs had access to a fast track system (e.g. rapid access clinic) for
‘urgent’ referrals. Just over one fifth had such access for any patient with suspected
cancer.These figures are similar to the 2007 study where 48.2% had access to a fast
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track system for urgent referrals and 27% for patients with suspected cancer.In the
most recent survey, only 4.6% had access for patients with suspected cancer with
non-specific symptoms only, an absolute figure of 10% less than in 2007.

Fig. 13 = Access to a ‘fast track system’ at local hospital for ‘other’ suspected cancers (%)

H 2007 M 2015

48.2

For‘urgent’ referrals only 66
46.

For any patient with suspected cancer

For patients with suspected cancer
with non-specific symptoms only

GPs indicated whether they had access to a fast track system for patients with
symptoms or signs of a specific cancer (Figure 14). This access was most commonly
available for colorectal (33.7%), upper Gl (19.1%), gynaecological (13%) and head and neck
(11.5%). Access was limited for haematological (9.9%) and neurological (3.1%) cancers.

Fig. 14 — Cancers for which a ‘fast track system’ is available (%)
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Of the 31 GPs who specified ‘other’, the most common responses were; ‘no official
fast track systems’ (n=12), ‘availability confirmed by contacting consultant’ (n=8),
‘dermatological’ (n=6) and ‘breast/lung/prostate only’ (n=3).

A directory of services at their local hospital for patients with suspected cancer
is only available for slightly less than one third (30.2%) of GPs with regard to
investigation and to approximately 37% of GPs with regard to referral (Table 2).

Nearly half (49.7%) of GPs had sufficient information regarding required modes of
communication for investigation, while 52.4% had enough information for referral.
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Nearly 60% of GPs reported that they did not have key contact details at their local
hospital(s) with regards to investigation for a patient with suspected cancer. Similarly
just over 56% indicated that they didn’t have key contact details for referral.

Just over 69% of GPs reported having delayed investigation and 64.8% having delayed
referral of patients with suspected cancer due to difficulty in accessing services.

Over four fifths of GPs reported having sent patients to emergency departments to
bypass such difficulties in accessing services.

Table 2 - Investigation or referral to local hospitals of patients with suspected cancer

| | INVESTIGATION |  REFERRAL
| Ve | No | Ve | No |

141 326 155 267

Have a directory of services?
’ (302%) (69.8%) (367%) (633%)

Have sufficient information on

required mode of communication e.g. 239 233 225 204
form/letter/fax/phone/electronic? aa) | o) [ l2ave) | [@aler)

. 184 275 187 239

?

Have key contact details? (101%)  (50.9%) (43.9%) (561%)
Ever delay because of difficulty in 315 111 271 147
accessing services? (691%) (30.9%) (64.8%) (35.2%)
Send patients to A&E to bypass 308 67 357 72
difficulty in accessing services? (85.6%) (14.4%) (83.2%) (16.8%)

GPs were asked to identify which six factors (Figure 15) were ‘available’ at their local
hospital(s) to increase early detection/diagnosis of cancers. The most frequently
selected were ‘direct GP access to ultrasound’ (57.6%), direct GP access to endoscopy’
(56.2%) and ‘duty radiologist for GP queries/requests’ (37.4%). The least available factor
was ‘equal access (investigation/referral) for GMS and private patients’ (15.2%).

With the same six factors, GPs were asked to select the most important factor

in their opinion, which they do not have, but need, at their local hospital(s). The
most commonly selected were ‘rapid access clinic/unit for assessment of patients
with suspected cancer’ (46.8%) and ‘direct GP access to ultrasound’ (43.2%). The
original 2007 study reported that ‘rapid access clinic/unit’ factor was also the most
frequently selected factor (45.6%).
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Fig. 15 — Most important factor identified by GPs for patients at local hospital(s) to
increase early detection/diagnosis of cancers (%)
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Section 4: Targeted assessment of ‘high risk individuals’

A little more than half of GPs (50.7%) considered that they did not have the
information they need to assess patients with regard to their individual risk of
cancer. Equal numbers of GPs reported having sufficient information (24.6%), or
unsure if they had or not (24.6%).

Fig. 16 — Access to information required to assess patients with regard to their
individual risk of cancer (%)

Yes

No

Don’t know

o
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The majority of GPs (93.7%) reported that they would like the NCCP to develop
guidelines on risk assessment in relation to a family history of cancer.

Similar to the 2007 findings, GPs scheduling additional/targeted assessment tests
for patients did not vary according to their patients GMS or private status (Figure
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17). In the vast majority of cases, GPs would recommend additional or targeted
assessment tests for ‘high risk individuals only’ and likewise for patients with a
family history of cancer. If a patient requests additional investigation, just over
half of GPs would recommend it in the private setting, while 42% of GPs would
recommend additional investigation for GMS patients.

Fig. 17 - Circumstances in which a GP would recommend additional/targeted
assessment tests (%)

Hl Private [l GMS

High risk individuals only 950
95.7

Patients with a family history 96.3
of a specific cancer 96.5

When a patient requests it

Of the 14 GPs who selected ‘other’ and provided insight in relation to the
circumstances in which they would recommend targeted assessment tests, all
stated that they would make the decision based on their knowledge of each
patient’s medical history.

Approximately four out of five GPs (n=357, 81.5%) reported that patients with a
family history of potentially hereditary cancers (e.g. breast, ovary, colorectal) request
genetic testing; a decrease of 14% compared to the 2007 study.

Fig. 18 — Genetic testing requests (%)

Frequently

Occassionally

Never

o 20 40 60 80 100

In relation to GPs who responded yes to the above (n=357), 85.4% indicated that
their patients ‘occasionally’ requested genetic testing. There was a substantial drop

in the percentage of patients who ‘frequently’ request testing, from 68% in 2007 to
11% in 2015.
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Fig. 19 — Frequency of genetic testing requests (%)
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Approximately 9o% (n=429) of GPs reported that they did not have sufficient
information to discuss genetic testing with patients. Nearly 55% (n=263) of GPs
considered that they have sufficient information to discuss modifiable risk factors
with these patients.

With regard to formal risk assessment/consideration for genetic testing, over half
(58.7%, n=288) of GPs referred patients to a specialist for the specific cancer, nearly
24% (n=116) referred to a geneticist and 16% (n=79) referred to an oncologist.
Overall, these figures are similar to those from the 2007 study.

Fig. 20 — Formal risk assessment/consideration for genetic testing: to whom are
patients referred (%)

Oncologist
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specific cancer

Geneticist

Other

Of those GPs who offered insight (n=28) on ‘other’ referrals they make for formal risk
assessment, the most common responses were; ‘varies on access/availability’ (n=8),
‘all three of the above’ (n=3),‘don’t know’ (n=3) and ‘nurse specialist’ (n=1).

When asked to identify which of eight factors (Figure 21) would assist GPs most in
the early detection of cancer in their practice, increased public awareness of early
cancer symptoms rated highest at 57.9%. Just fewer than 49% selected earlier
patient presentation to GP, while over 41% selected the establishment of additional
rapid access clinics for other suspected cancers. The least commonly selected factor
was hospital based GP liaison nurse (7.2%) and agreed criteria for assessment of
high risk individuals (15.8%).
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Fig. 21— Factors which would assist in the early detection of cancer in GP practices (%)
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Section 5: Cancer survivorship

Just over six out of ten (60.5%) GPs reported that they are receiving enough
information from their ‘hospital’ or consultant about their patients ‘post treatment’
with 58% of GPs receiving information ‘immediately’ following a cancer diagnosis,
while slightly more than half (53.4%) received information ‘during treatment’.

Fig. 22 — Receiving enough information from hospital/consultant about patients who
have received a cancer diagnosis (%)

Yes B Post treatment

No M During treatment

B Immediately

Unsure
! following diagnosis
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Alarge portion of GPs (93.5%) had never attended a survivorship course, conference
or workshop.

Nearly 60% of GPs indicated that they would like to receive further education in the
area of cancer survivorship.
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With regard to GPs sharing follow-up care for their patients with oncology
consultants,10.7% reported this occurs always, 24.5% often and 35% sometimes.
Just over 20% report they ‘rarely’ share follow-up care and approximately 9.7% had
‘never’ experienced sharing follow-up care.

Fig. 23 — Sharing follow-up care for patients with oncology consultants (%)
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In all but one area, ‘'smoking cessation services’, GPs reported that services were
more widely available to their private patients than GMS patients (Table 3).

Approximately two-thirds of GPs reported that ‘cancer rehabilitation programmes’
were not available to their GMS (66.5%) or private patients (60%).

Only 17% of GPs indicated that fertility counselling and resources’ were available
to GMS patients, while 40% of private patients had access to such services.
Similar discrepancies were noted for ‘sexual counselling and resources’ and ‘family
counselling and resources’.
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Table 3 — GPs views on whether services are readily access to their patients:

Cancer rehabilitation programmes

Pain and symptom management
programmes

Bone health educational
programmes (e.g. osteoporosis)

Psychosocial support / Psycho-
oncology services

Family counselling and resources
Fertility counselling and resources
Sexual counselling and resources
Genetic cancer counselling
Smoking cessation services

Dietician

Yes
163
(33.5%)

234
(47.4%)

137
(28.1%)

193
(39.9%)

144
(30.5%)

79
(17.0%)

44
(9.5%)
102
(21.9%)
365
(75.3%)

234
(48.2%)

323
(66.5%)

260
(52.6%)
351
(71.9%)
201
(60.1%)
328
(69.5%)
385
(83.0%)
420
(90.5%)

364
(781%)

120
(24.7%)

251
(51.8%)

Yes

181
(40.0%)
296
(63.7%)
190
(41.5%)
224
(49.0%)
184
(41.4%)
176
(40.0%)
104
(23.7%)
178
(40.3%)
345
(75.7%)
319
(69.5%)

272
(60.0%)

169
(36.3%)
268
(58.5%)

233
(51.0%)

260
(58.6%)

264
(60.0%)

334
(76.3%)
264
(59.7%)
m
(24.3%)
140
(30.5%)

In all but three ‘cancer’ related areas, GPs indicated that they did not have enough
information to provide care to their patients (Figure 24). Those three areas were
‘lifestyle modification factors’ (70.1%), ‘bone health’ (67.6%) and ‘cancer support
groups’ (53%). Only 17.2% and 19.7% of GPs respectively considered that they had
enough information on the ‘possible long-term issues from chemotherapy’and
‘possible long-term issues from radiation therapy’ Just over 76% of GPs considered
that they did not have sufficient information on ‘recommended evidence based
surveillance for patients with a previous cancer..
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Fig. 24 — GP access to relevant information to provide patient care (%)
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Nearly all of the GPs surveyed highlighted to their patients the increased risk of
cancer related to ‘smoking’ (99.2%) and ‘UV exposure’ (96%). The majority of GPs
also highlighted the risks related to ‘alcohol’, ‘obesity” and ‘lack of exercise’.

Fig. 25 — Percentage of GPs who communicate to patients the increased risk of cancer (%)
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When asked to select from a list, those areas of cancer in which they would like to
receive further education, ‘complications of chemotherapy’ (65%),‘complications of
radiation therapy’ (62.3%), ‘cancer screening’ (57.4%) and ‘NCCP referral guidelines’
(57%) were the most commonly selected topic areas.‘'Smoking cessation’ ranked the
lowest at 8.6%.
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Fig. 26 — Areas in which GPs wish to receive further education (%)
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Of the 16 GPs who provided additional information on ‘other’ areas in which

they would like to receive further education, topic areas included ‘symptom
management’, ‘counselling’,‘evidence based surveillance of patients with a previous
cancer’, ‘risk factors for families’ and ‘types of supports available and how to

access them’. Three GPs identified that they were uninterested in receiving further
information due to time restraints in general practice.

When asked to select their preferred format to receive additional cancer related
education,‘online module’,‘hybrid of online, face to face and manual’and ‘evening
seminar’ were the most commonly selected formats (Figure 27).

Fig. 27 - Preferred further education format (%)
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Twelve GPs suggested that the most appropriate format to receive additional
cancer related education was via continuous medical education (CME) meetings.
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Discussion and Recommendations

This survey provides some insight into the current situation with regard to cancer
detection, investigation and treatment from a GP perspective. The results point to
some key actions points for both the NCCP and ICGP but also for other stakeholders
in the health care system in Ireland.

The majority of GPs who responded to this survey consider the organisation of cancer
services into designated cancer centres as positive. Experience with referring patients
to the rapid access clinics was very good and the NCCP referral guidelines were rated
well. Familiarity was high with regard to NCCP referral guidelines for breast, lung

and prostate cancers; however, some work is required to increase awareness of the
melanoma referral guidelines. With almost one third of GPs not using the available
electronic referral forms, some attention to the issues highlighted is required, which
centre on technology/access issues and convenience. Referral guidelines for colorectal
cancer and guidelines on risk assessment in relation to a family history of cancer
would be welcomed by GPs. The inequity between GMS and non-GMS patients with
regard to accessing services available to cancer survivors requires action.

For cancers where rapid access clinics are not currently available, less than half
of GPs had a fast track system at their local hospital and movement towards the
provision of such rapid access is a necessity across all cancers.

The lack of service information and hospital contact details is a regular complaint
and development of such directories would surely facilitate GP-hospital
communication and referral processes. In terms of specific services for cancer
patients, GPs highlighted the need for rapid access clinics/units for the assessment
of patients with suspected cancer and direct GP access to ultrasound.

For patients with a family history of cancer, GPs point to having insufficient
information regarding genetic testing in particular but information on modifiable
risk factors for these patients is also required. Further education related to cancer
survivorship was requested by 60% of respondents, providing more information
specifically on complications of chemotherapy and radiation therapy, cancer
screening and NCCP Referral Guidelines.

Overall,the GPs who responded to this survey considered that increased public
awareness of early cancer symptomes, earlier patient presentation and rapid access
clinics were the three factors which would impact most on the early detection of
cancer in Ireland.

Recommendations and Conclusion
In light of the findings, the following recommendations are proposed:

Guidelines

The NCCP should continue to develop and launch National Referral Guidelines

for the most common cancers, and in particular as indicated by GPs in this study,
colorectal cancer, neurological cancer and cancers of the head and neck. There is
also a need for clinical practice guidelines in the area of cancer survivorship and risk
assessment in relation to a family history of cancer.

Access to Diagnostics

Access to diagnostics is crucial for improved cancer outcomes. There is an urgent
need for the Health Service Executive (HSE) to establish clear pathways for direct GP
access to investigations and diagnostics.
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Resources

Funding should be provided for continuing research into related topic areas,

with a particular focus on cancer survivorship. Adequate funding should also be
made available to educate GPs on subject areas they have prioritised including
NCCP referral guidelines and cancer screening. In addition, GPs identify a need for
accessible information on areas of cancer care including possible long-term issues
from chemotherapy and radiotherapy and factors related to living with cancer.

Cancer Awareness Campaigns

Cancer awareness campaigns should be devised to support the early diagnosis of
cancer.This includes educating the public on possible signs and symptoms and how
to reduce cancer risk. They must also ensure that GPs are provided with information
and education and are made aware of the resources available for their patients.

In summation, the key findings of this study are a need for:

« Increased patient awareness

- Elimination of inequity between public and private patients

« Improved community diagnostics

« More referral criteria for suspected cancers

» More rapid access clinics

» Improved communication with hospitals

« Further education and clinical practice guidelines on survivorship

« Education on complications of treatment
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