
 

Northern Ireland Cancer Strategy 
Consultation Response from Jo’s Cervical Cancer Trust 

 
Jo’s Cervical Cancer Trust is pleased to have the opportunity to respond to the Consultation 
on the Cancer Strategy for Northern Ireland 2021-2031. Delays to publishing the strategy, as 
a result of the ongoing COVID-19 pandemic, are unsurprising, however, now we must focus 
on moving forward, and making the changes needed for the people of Northern Ireland.  
 
In Northern Ireland, the probability of developing cervical cancer before the age of 75 is 
approximately 1 in 1381. Between 2012 and 2016, there was an average of 88 diagnoses 
each year2 with between 20 and 30 women, and other people with a cervix, dying as a 
result3. 
 
The World Health Organisation’s ‘Global Strategy for cervical cancer elimination’ highlights 
that, to eliminate cervical cancer, all countries must reach and maintain an incidence rate of 
below four per 100 000 women. We urge the Department of Health to strive to commit to 
eliminating cervical cancer and to make plans and ambitions with this in mind.   
 
Cervical screening prevents 7 in 10 incidences, but during 2019-20 coverage was 72.6%4 - 
meaning more than 1 in 4 were not attending. The HPV vaccine protects against 70% of 
cervical cancers but, while uptake is high (regularly around 90%5), some groups are far less 
represented in these figures –with substantially lower uptake in non-mainstream educational 
settings6. 
 
The Cancer Strategy anticipates a decrease in cervical cancer cases as more people benefit 
from the HPV vaccine. We would, however, urge caution against complacency and 
encourage focus in particular to where inequalities exist in access and uptake. Our modelling 
suggests we are set to see an increase in cases in those who have not benefitted from the 
HPV vaccination – those currently in their 40s and 50s7. Among this group in particular, 
improving awareness of, and access to, screening and aiding early diagnosis is paramount8. 
 
We are grateful that the Strategy focuses on disparities in health outcomes faced by those 
from socioeconomically deprived areas, and in particular the commitment to improving 
health literacy. Cervical cancer incidence is highest within the most deprived communities, 

with rates 26% higher, and we keenly support initiatives to tackle this disparity. We support 

the ambition that “Strenuous efforts must be made to support people to lead healthy 

                                                           
1 https://www.nidirect.gov.uk/articles/cervical-cancer  
2 https://www.gov.uk/government/publications/uk-national-screening-committee-recommendations-annual-
report#history  
3 https://www.gov.uk/government/news/changes-to-cervical-cancer-screening  
4 Mrs Amy McAtamney, Cancer Screening Programme Manager [Email correspondence 09/12/20] 
5 https://www.health-ni.gov.uk/news/department-health-today-making-two-significant-health-protection-
announcements  
6 https://pubmed.ncbi.nlm.nih.gov/23620542/  
7 https://www.jostrust.org.uk/about-us/our-research-and-policy-work/our-research/projected-incidence-and-
mortality-cervical-cancer  
8 https://www.thelancet.com/journals/lanpub/article/PIIS2468-2667(17)30222-
0/fulltext?elsca1=tlxpr#seccestitle120  
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lifestyles, participate in screening programmes and to come forward with health concerns, 
particularly those from less heard groups and in more deprived populations.” 

 
We support a ‘Smoke Free’ target of just 5% adult smoking prevalence. We also appreciate 
the recognition that smoking can be linked to other factors of inequality. We support 
initiatives to reduce adult smoking prevalence that offer due consideration to the impact of 
socioeconomic status and sexual orientation. 
 
We urge the Department of Health to work with the third sector to develop and amplify 
awareness campaigns. This includes around cervical cancer symptoms; where only 20% of 
women and people with a cervix know what they are9, making earlier stage diagnosis less 
achievable. Currently, around 21% of cervical cancer cases in Northern Ireland are 
diagnosed at Stage 3 or 4, and later stage diagnosis significantly impacts survival rates10,11. 
 
Cervical screening is the best protection against cervical cancer, however we would like the 
Strategy to emphasise that cervical screening is not a test to detect cancer, rather it is a test 
to determine who is at a higher risk, so that cancer can be prevented. There are a wide 
range of barriers to screening attendance and fear of cancer is one, so this messaging is 
important. 
 
Further barriers include physical disability12, anxiety, pain, experience of trauma13, and 
gender dysphoria. We encourage the Department of Health to work with the third sector to 
continue identifying and addressing barriers, and ensuring providers have the knowledge 
and resources to do so; this may include the use of text reminders, drop-in sessions or 
community outreach. 

 
It is also important to consider the impact that employment and/or childcare arrangements 
can have. Only 1 in 5 who work full-time were able to get a convenient appointment last time 
they tried to book14. In addition to reviewing availability of appointments across the 
programme, we urge the Department of Health to lead from the top and ensure its own staff 
can attend appointments, if they are unable to find a convenient appointment outside of work 
hours15, while encouraging employers to do the same.  
 
We are pleased to see a comprehensive mention of Human Papillomavirus (HPV), the virus 
that causes 99.7% of cervical cancers. Our research shows that 29% of women and people 
with a cervix have not heard of HPV, and confusion and stigma around the virus is high. We 
welcome greater awareness and education on this topic. 
  
We agree that it is crucial to maintain high uptake rates for the vaccination programme. 
Understanding groups who are less likely to have a vaccine is crucial otherwise we will see 
inequalities deepen. 
 
We are encouraged to see a commitment to transitioning to HPV primary testing, however 
we want to see more urgency and clarity. The strategy notes that this change has been 

                                                           
9 https://www.jostrust.org.uk/node/1081339  
10 https://www.cancerresearchuk.org/health-professional/cancer-statistics/statistics-by-cancer-type/cervical-
cancer#heading-Zero  
11 https://crukcancerintelligence.shinyapps.io/EarlyDiagnosis/  
12 https://www.jostrust.org.uk/our-research-and-policy-work/our-research/barriers-cervical-screening-
physical-disabilities  
13 https://www.jostrust.org.uk/node/1075195  
14 https://www.jostrust.org.uk/only-1-5-who-work-can-attend-smear-test-appointments-resulting-high-
numbers-delaying-or-taking  
15 https://www.jostrust.org.uk/get-involved/campaign/time-test  
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“agreed in principle for Northern Ireland with the aim of implementation in 2022/23”, and 
while this is promising, Northern Ireland is several years behind the rest of the UK providing 
a far less effective screening service than the rest of the UK.  
 
HPV primary screening has been recommended by the UK National Screening Committee, 
with evidence showing it will save diagnoses and lives16. We want to see an implementation 
group established so that areas such as workforce have a robust plan in place to ease the 
transition. England, Scotland, and Wales have already moved to HPV primary screening and 
there are opportunities to learn from those countries. We recommend that a public 
information programme is rolled out alongside the transition to address concerns, particularly 
as HPV diagnoses will be high in the years immediately following the rollout.  
 
The transition to HPV primary screening is a step closer to HPV self-sampling which 
provides an alternative to clinician sampling and could lead to around a 10% increase in 
screening uptake17. We urge the Department of Health to consider the benefits of HPV self-
sampling and to commission pilots to help build the evidence base in the UK18. We also 
encourage more research into the effectiveness of urine testing, and the feasibility of 
incorporating this into the programme.   

 
The strategy states, “Comprehensive sex education and awareness programmes must be 
developed and implemented to reduce the number of sexually transmitted infections which 
could lead to the development of a preventable cancer.” We wish to caution against 
describing HPV as a sexually transmitted infection because it cannot be prevented, treated, 
or detected in the same way as other STIs19. Stigma such as this can make accessing 
screening and receiving results far harder, with fears and taboos around infidelity, 
promiscuity, and being ‘unclean’. HPV makes up half of all service user contact that we 
receive at Jo’s Cervical Cancer Trust. In some communities in particular, these myths and 
stigmas can be especially harmful and prevent these groups from attending cervical 
screening20,21. 

 
The age at which children are offered the HPV vaccine is the ideal opportunity to provide 
education about HPV, and the inclusion of HPV in PSHE will support the provision of 
informed consent and help tackle stigma from an early age. Misunderstanding can lead to 
some believing they are fully protected from the virus and not at risk of cervical cancer, 
which is not the case. 
 
Gardasil 9 offers an even higher level of protection against HPV and cervical cancer than the 
current Gardasil vaccine and we hope to see this introduced in 2021-22 - as it will be in other 
UK countries. Effective and comprehensive vaccination, in combination with a robust 
screening programme, is essential if we are ever to eliminate cervical cancer.  
 
One group that falls through the gaps between cancer and prevention is those diagnosed 

with cervical cell changes. We urge for recognition of this group in the strategy, as those 

accessing colposcopy make up a significant group with a wide range of needs across the 

workforce and for patients. There is very little research into the impact of treatment – both 

physically and psychologically. This means gaps in the information and support available 

                                                           
16 https://www.ncbi.nlm.nih.gov/pubmed/27363972   
17 https://gh.bmj.com/content/bmjgh/4/3/e001351.full.pdf  
18 https://www.jostrust.org.uk/about-us/news-and-blog/blog/what-hpv-self-sampling  
19 https://www.jostrust.org.uk/about-us/news-and-blog/blog/why-need-ditch-STI-label-hpv  
20 https://www.jostrust.org.uk/sites/default/files/jcct_community_engagement_research_project.pdf  
21 https://www.jostrust.org.uk/node/1079786  
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and our own research suggests that many experience unexpected or more severe side 

effects than they anticipated22.  

We agree with the observation, “Cancer services were challenged before the pandemic with 

unacceptable waiting times and significant capacity and workforce challenges across a 

range of areas. COVID-19 has led to a worsening waiting times position, resulting in 

considerable anxiety for patients.” 

We believe the state of the cancer workforce is the biggest challenge that the health service 

currently faces, and we urge the Department for Health to invest with urgency in its 

workforce. This includes addressing the worrying shortage of cancer nurses23. We are 

pleased to see commitment to a holistic, patient-centred approach to cancer, but want to 

reinforce the need for a robust workforce to make this a success.  

We support the development of rapid diagnostic hubs, and urge open reporting on their 

progress and impact. We would encourage the adoption of a 28-day diagnostic standard, to 

help better monitor diagnostic services, and strive for better patient outcomes.  

We also urge the Department of Health to ensure processes are in place so that new cancer 

drugs are made available to those who would benefit in Northern Ireland as soon as 

possible, and in line with other UK countries. There is a need too for robust processes to 

appraise new drugs - especially for rarer cancers like cervical cancer - so that there is equity 

in who can access them. Investing in research, and embracing innovation in diagnostics and 

treatment, will be essential to improve survival rates and quality of life for those diagnosed 

with cervical cancer.  

We welcome the focus on the impact that treatment can have on sexual health and 

relationships and urge for coordinated services and pathways to be developed, to ensure 

support is made available for everyone who needs it. 

We support the attention given to those living beyond cancer, with services to support those 

living with conditions such as lymphoedema or Pelvic Radiation Disease. However it is 

essential that appropriate funding and resourcing is given to facilitate access to these 

services, with equitable referral routes regardless of where the patient lives. We are calling 

for greater awareness of Pelvic Radiation Disease in particular, and would encourage a 

centre of excellence to be established to support the diagnosis and referral for patients living 

with the long-term effects of treatment24. Along with other cancer organisations and patient 

support groups, we would like to see more investigation and investment into new 

radiotherapy techniques, which can provide more targeted treatment with fewer side effects.  

Ultimately we are pleased with the ambition with the report, and the focus on patient-centred 

care. We know that cervical cancer can be eliminated and we urge the Department of Health 

to set its sights on this ambition too, while ensuring our cancer services are equipped to 

support the need of the current and future population. 

 

 

For more information please contact Hannah Wright at hannah.wright@jostrust.org.uk  

                                                           
22 https://www.jostrust.org.uk/about-us/our-research-and-policy-work/our-research/not-so-simple  
23 https://www.bbc.co.uk/news/uk-northern-ireland-58481550  
24 https://www.jostrust.org.uk/sites/default/files/prd_report_2020.pdf  
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