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The NHS Cancer Programme has three main priorities

• Earlier diagnosis - to diagnose 75% of cancers at Stage 1 and 2 by 2028 and 
ensure that 55,000 more people survive for five years or more

• Improving operational performance - completing the recovery of cancer 
services from the pandemic and improving performance against our modernised 
cancer waiting times standards

• Treatment and care - providing the best possible treatment and experience of 
care, both during and beyond treatment, and for those living with cancer
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We have recently seen the first sustained rise in early diagnosis in 
a decade and are constantly seeking new ways to continue this 
upward trend
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The NHS Cancer Programme is currently focusing on two 
initiatives to improve the earlier diagnosis of pancreatic cancer: 

1. Increasing access to 

surveillance for people at 

hereditary risk of pancreatic 

cancer 

2. Delivering a case-finding pilot 

in PC to proactively identify 

people aged 60+ with new onset 

diabetes and weight loss as per 

NICE guidance (NG12)
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Proactively implementing NICE guidance (NG12) to identify 
patients at high risk of pancreatic cancer in Primary Care 

• A National Cancer Programme Tumour Site Review in 2022 identified case finding as the best evidenced 

approach for improving early diagnosis rates. 

• One early indicator of pancreatic cancer is new onset diabetes (NOD) coupled with weight loss. NICE 

guidelines (NG12) currently recommends an urgent CT or ultrasound for patients aged 60 years and over with 

NOD and weight loss.

•  In 2025 NHS England is launching a Case-Finding Pilot with Primary Care Networks (PCNs), to determine if 

case-finding is an effective method for diagnosing pancreatic cancer at an earlier stage, when curative 

treatment is still an option. 

• During the 2-year pilot, PCNs will conduct regular patient record searches to proactively identify all patients 

with aged 60 years and over with NOD and weight loss, and once identified, test these patients via CT scans 

and blood tests.

• An Expressions of interest process is now live until 31st January 2025  for Cancer Alliances, with support from 

PCNs to apply to the take part in the pilot. 

. 
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NICE guidance (NG85) recommends surveillance for people with 
inherited risk of pancreatic cancer 

Referrals from Cancer Alliances: 827

PCUK Family History checker referrals: 2,273  

(Sep – Oct 2024) 

Number eligible for active surveillance: 188

NHS England is supporting the effective implementation of NG85 by:  

A) working to increase the number of people 

receiving active surveillance by funding the 

EUROPAC Regional Navigator service and 

supporting the delivery of the PCUK Family 

History checker tool 

B) gathering further evidence to determine a 

surveillance protocol and recall schedule for 

different cohorts of people at hereditary risk of 

pancreatic cancer

Results to 

date

Publication of a series of papers from 

EUROPAC to inform future surveillance 

protocols.

Outcome 

expected 2025
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Thank you from the Pancreatic Cancer Early 

Diagnosis Team

If you would like to find out more about our programme, or  express an 

interest in applying for the pilot please email us directly 

england.pancreaticcancer@nhs.net 

mailto:england.pancreaticcancer@nhs.net


Family History Checker

Pancreatic Cancer UK Webinar
November 2024
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Agenda
01 Introduction

02 Inherited risk for pancreatic cancer

03 How healthcare professionals can refer

04 Family History Checker

06 How Cancer Alliances can support



• Early detection saves lives. While most cases of pancreatic cancer do not run in families, we 
know that around 1 in 10 pancreatic cancers are inherited. 

• Pancreatic Cancer UK, supported by NHS England, have launched a new campaign to 
increase awareness of the inherited risk of pancreatic cancer.

• The campaign aims to increase referrals of people with inherited risk of pancreatic cancer to 
a national study known as the European Registry of Hereditary Pancreatic Diseases 
(EUROPAC), so they can receive regular monitoring. 

• Pancreatic Cancer UK have developed a new simple online Family History Checker which 
allows people to check their eligibility and self-refer to the EUROPAC study. 

What is the campaign?
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https://bit.ly/3APN5vB


Familial pancreatic cancer eligibility

• Two or more relatives of first-degree kinship (sibling, parent and grandparent) affected by pancreatic 
cancer.

• Three or more relatives affected by pancreatic cancer (on the same side of the family i.e., maternal, or 
paternal).

• Carrier of a known genetic mutation, including BRCA1, BRCA2, PALB2, CDKN2A (p16), ATM, Lynch 
syndrome, and one family member affected by pancreatic cancer.

• Carrier of Peutz-Jeghers.

Hereditary pancreatitis eligibility

• Families with two or more relatives with idiopathic pancreatitis.
• Families with at least one case of pancreatitis and a confirmed causative mutation in the PRSS1 gene.

The registry criteria and does not determine eligibility for surveillance. A risk assessment is conducted as 
part of registration to determine eligibility for surveillance.
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Who is eligible for referral to EUROPAC?



1. Discuss the EUROPAC monitoring programme with 
patients who may have an inherited risk of pancreatic 
cancer and refer directly to EUROPAC through the 
regional navigators in your region.

2. Refer using the referral form and contact details for 
each regional navigator in England

3. Following a referral, the EUROPAC study team will 
contact the patient to undertake a full family history. A 
further risk assessment is then conducted as part of 
registration to determine eligibility for surveillance.

If you live in Scotland, Wales or Northern Ireland you can 
send referrals to Europac.Study@liverpoolft.nhs.uk.
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How can healthcare professionals refer? 



Pancreatic cancer MDT

• MDT should consider whether an individual with pancreatic cancer or relatives maybe is eligible for 
registration during MDT discussion

• Individuals with pancreatic cancer are eligible for the registry only. Relatives of patients may be 
eligible for both registration and surveillance.

Genetic services

• Upon diagnosis of relevant genetic condition, ask relevant individuals about family history of 
pancreatic cancer or hereditary pancreatitis as appropriate.

GPs

• GP to discuss concerns and family history of pancreatic cancer. 
• Discuss study with relevant individuals and refer onwards if individual would like to consider the study.
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Potential routes to refer patients 



Development of an online interactive self-referral tool to identify and signpost eligible people to the 
EUROPAC surveillance programme

Development and delivery of a national campaign to maximise awareness of inherited risk and the 
availability of the surveillance programme among: 

o Pancreatic Cancer UK existing patient and supporter audience
o Healthcare professionals, current patients and health bodies
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Inherited risk campaign

1

2

This will in turn: 

▪ Increase the number of people enrolled onto the EUROPAC registry 
▪ Increase the number of people enrolled onto active surveillance for pancreatic cancer 
▪ Shift the stage at diagnosis for pancreatic cancer and support the NHS England 75% early 

diagnosis ambition
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What does the 
platform look 
like?

Family History Checker
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Family History Checker

People can self-
refer to EUROPAC
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Follow up information and support email – referral
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Follow up information and support email – no referral 



1. Discuss the EUROPAC monitoring programme with patients who may have an inherited 
risk of pancreatic cancer and refer directly to EUROPAC through the regional navigators 
in your region.

2. You can also visit Pancreatic Cancer UK's inherited risk resources hub for more 
information about the campaign and to order patient and healthcare professional 
resources.

3. Promote and share the Family History Checker and download campaign resources to 
raise awareness among healthcare professionals and local populations.

4. Your patients can also check their eligibility and self-refer for the study using a simple 
online Family History Checker
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How can healthcare professionals support the 
campaign?

https://bit.ly/3APN5vB


Pancreatic Cancer UK Inherited Risk Resources Hub

• Healthcare professionals can visit the Pancreatic Cancer UK Inherited Risk 
Resources Hub for more information about the campaign and to order 
patient and healthcare professional resources. 

Health professional information sheet

• Healthcare professionals can download the healthcare professional 
information sheet which has further information about the EUROPAC study 
and how to refer patients. 
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Healthcare professional resources

https://www.pancreaticcancer.org.uk/health-professionals/inherited-risk-resources-hub
https://www.pancreaticcancer.org.uk/health-professionals/inherited-risk-resources-hub
https://www.pancreaticcancer.org.uk/wp-content/uploads/2024/10/Pancreatic-cancer-inherited-risk-fact-sheet-for-HPs.pdf
https://www.pancreaticcancer.org.uk/wp-content/uploads/2024/10/Pancreatic-cancer-inherited-risk-fact-sheet-for-HPs.pdf


Healthcare professionals can order a pack of resources to 
help raise awareness of the inherited risk of pancreatic 
cancer.

The pack contains:

• 2 A4 Family History Checker posters

• 10 A6 Family History Checker postcards

• 1 A4 Health professional information sheet

The pack of resources is available to order from the 
Pancreatic Cancer UK website. 

You can also download and print the following resources: 

• Family History Checker poster

• Health professional information sheet
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Order printed campaign resources

https://shop.pancreaticcancer.org.uk/collections/for-health-professionals/products/family-history-checker-pack
https://www.pancreaticcancer.org.uk/wp-content/uploads/2024/09/Family-History-Checker-poster.pdf
https://www.pancreaticcancer.org.uk/wp-content/uploads/2024/10/Pancreatic-cancer-inherited-risk-fact-sheet-for-HPs.pdf


Promote and share Pancreatic Cancer UK’s Family History Checker on 
social media to raise awareness among healthcare professionals and local 
populations.

www.pancreaticcancer.org.uk/information/family-history-checker/

Social media assets: 

Instagram, Facebook or LinkedIn

▪ Download Family History Checker asset (Option 1)
▪ Download Family History Checker asset (Option 2)

X
▪ Download Family History Checker asset (Option 1) 
▪ Download Family History Checker asset (Option 2)

Pancreatic Cancer UK's Family History Checker (youtube.com)
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Social media campaign assets

http://www.pancreaticcancer.org.uk/information/family-history-checker/
https://pancreatic.resourcespace.com/pages/view.php?ref=9197&k=b1fadfef83
https://pancreatic.resourcespace.com/?r=9199&k=f5e0ab57be
https://pancreatic.resourcespace.com/pages/view.php?ref=9198&k=d61a75cff9
https://pancreatic.resourcespace.com/?r=9200&k=6fc72446a6
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3D7f4Cjns4RR4&data=05%7C02%7CPeter%40pancreaticcancer.org.uk%7Ce08c7f259b1a4bb8762c08dcd19c4996%7Cc111cfb004cf4be9b8090a25ef8606c8%7C1%7C0%7C638615716380457413%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=QZcLgkljXdMw2DEOPAWQafQIXpM9ANByYY0bBjbZyVQ%3D&reserved=0


Facebook, Instagram or LinkedIn

Pancreatic cancer has the lowest survival of any common cancer. 
Detecting this devastating disease early could save your, or a loved 
one's, life. Most cases of pancreatic cancer do not run in families, 
however if more than one member of your family has been diagnosed 
with the disease, you could be at higher risk.

Pancreatic Cancer UK have launched a new Family History Checker, 
supported by NHS England, which allows you to check your family risk 
by answering three quick questions.

Find out if you and your family may benefit from regular monitoring 
which could save your life https://bit.ly/3MB6ALh 
#PCUKHistoryChecker

X
1 in 10 cases of #PancreaticCancer run in families. 
@PancreaticCanUK's Family History Checker can help identify 
people with a family history of pancreatic cancer who may benefit 
from regular monitoring that could save their lives 
https://bit.ly/3MB6ALh #PCUKHistoryChecker

24

Example posts for social media

https://bit.ly/3MB6ALh
https://bit.ly/3MB6ALh


1. Continue to work to set up and support referrals into EUROPAC via regional 
navigators, as requested by NHS England. 

2. Promote and share the Family History Checker and download campaign resources 
to raise awareness among healthcare professionals and local populations.

3. Share the Pancreatic Cancer UK Inherited Risk Resources Hub via healthcare 
professional channels and networks.

Pancreatic Cancer UK are keen to explore new ways to promote the campaign, 
including improving reach to diverse communities, setting up automatic GP text 
services or promoting case studies in local media. 
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How can Cancer Alliances support the campaign?

https://bit.ly/3APN5vB
https://www.pancreaticcancer.org.uk/health-professionals/inherited-risk-resources-hub




THE FOLLOW-ON 

PARTICIPANT JOURNEY

SUPPORTING PEOPLE 
WITH AN INHERITED RISK 
OF PANCREATIC CANCER

Annabelle Boughey
EUROPAC Operations Manager

Wednesday 27th November 2024

Institute of Systems, 
Molecular and 
Integrative Biology
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BACKGROUND

• EUROPAC was set up in 1996 in response to the perception that pancreatic cancer was more 

common in some families than in the general population.

• We identified that some families had what is described as an “autosomal dominant 

predisposition”.

• EUROPAC set out to develop surveillance methods to identify pre-malignant lesions of the 

pancreas or pancreatic cancer at an early stage (T1/T2). We aim for early detection as opposed 

to early diagnosis so we can act on pre-malignant lesions rather than cancers. Upon detection 

of such a lesion prophylactic surgery is offered.

• We receive new referrals from all over the UK and now provide surveillance to over 

700 participants a year who all have an increased lifetime risk of developing pancreatic cancer.
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EUROPACS AIM IS TO PROVIDE 

TARGETED AND TAILORED 

PANCREATIC CANCER SURVEILLANCE 
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REGISTRATION

PATHWAY

Referral Routes

Primary Care

Genetics

Secondary Care

Self Referral

Pancreatic Cancer UK

Family History Checker

EUROPAC 

Surveillance Navigator
Ineligible

Registration 

documents

Added to the 

database

MDT 

meeting
Ineligible

Eligible for surveillance

Referral
• We accept all kinds of 

referrals. 

• The main referral route is 

the pancreatic cancer UK 

family history checker.

• The EUROPAC team 

triage all referrals and 

feed back to the referrer 

of ineligible referrals
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REGISTRATION

PATHWAY

EUROPAC 

Surveillance Navigator
Ineligible

Registration 

documents

Added to the 

database

MDT 

meeting
Ineligible

Eligible for surveillance

Referral
• All eligible referrals are sent a 

registration pack including a 

consent form to take part. 

• We take a detailed family 

history as well as a previous 

medical history of the 

individual.

• We also take samples for 

research purposes. 

• Individuals do not have to 

return their registration pack, 

participation is voluntary.
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REGISTRATION

PATHWAY

EUROPAC 

Surveillance Navigator
Ineligible

Registration 

documents

Added to the 

database

MDT 

meeting
Ineligible

Eligible for surveillance

Referral • Returned registration 

packs allow the navigator 

to build a family pedigree 

on our database (family 

tree). 

• This allows us to 

determine a family's risk.

• The EUROPAC Team 

also confirm all cases of 

pancreatic cancer at this 

stage. 
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REGISTRATION

PATHWAY

EUROPAC 

Surveillance Navigator
Ineligible

Registration 

documents

Added to the 

database

MDT 

meeting
Ineligible

Eligible for surveillance

Referral

• All the above information is then collated by the team and brought 

to the EUROPAC MDT.

• This meeting involves both the clinical study lead and the scientific 

study lead. Relevant principal investigators also join from across 

the country. 

• The whole family is discussed as well as each individual risk. 

• A surveillance outcome is decided, and the team will feed this 

information back to the individual. 
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• Surveillance is started from the age of 40 unless the family member 

affected by pancreatic cancer is younger than 50. 

• Peutz-Jeghers Surveillance is started at the age of 20. 

• All surveillance investigations are optional, and participants can 

take part in as many or as little as they wish. 

SURVEILLANCE

PATHWAY

Surveillance 
Intensity

EUS 
Frequency

MRI Frequency

STANDARD
Germline mutation 

or
risk score >30

Every 1 Year Every 3 Years

ENHANCED
Germline mutation 

and/or risk 
score>60

eMRI and EUS every year

Surveillance 
Intensity

CT Frequency MRI Frequency

STANDARD
No Diabetes

No Smoking
No ethanol

Every 2 years -

ENHANCED
Diabetes or

Smoking or
Ethanol

Alternate 2 years

Surveillance for Hereditary Pancreatitis Individuals

Surveillance for Familial Pancreatic Cancer Individuals

A baseline CT scan is performed in the first year; to check the individual 
does not already have cancer and to be used to refer to over the time 

the individual is under surveillance.

Initial Clinic Appointment

Sign a consent form

Referred to surveillance centre

Undergo baseline CT Scan

Continue surveillance
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The EUROPAC Surveillance Navigators 
work closely with their nominated 

cancer alliances to increase awareness 
of EUROPAC and subsequently referrals 

into the program. 

They are responsible for the 
management of individuals from the 

EUROPAC registration process through 
to the point of Surveillance, using 

specialist access to both the EUROPAC 
database and NHS systems to navigate 

and streamline the surveillance 
experience. 

NAVIGATOR

THE ROLE
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Kayleigh Jevons
Lancashire and South Cumbria 

Cancer Alliance

Cheshire and Merseyside Cancer 

Alliance

Greater Manchester Cancer 

Alliance 

Isobel Quinn
West Midlands Cancer Alliance

East Midlands Cancer Alliance

Eleri Hughes
East of England Cancer Alliance

Thames Valley Cancer Alliance

Somerset, Wiltshire, Avon and 

Gloucestershire Cancer Alliance

Beata Gubacsi
Kent and Medway Cancer Alliance

Surrey and Sussex Cancer Alliance

Wessex Cancer Alliance

Peninsula Cancer Alliance

Emma Crowe
North Central London Cancer 

Alliance

North East London Cancer Alliance

RM Partners

South East London Cancer Alliance

EUROPAC

NAVIGATORS

Liam Royle
Northern Cancer Alliance

West Yorkshire and Harrogate 

Cancer Alliance

Humber, Coast and Vale Cancer 

Alliance

South Yorkshire and Bassetlaw 

Cancer Alliance



THANK YOU

We are the projects
that make headlines
And people that
make history

We are the original redbrick
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