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Appendix 3 - YPA Programmes thematic 
review of site visits and interviews 

BACKGROUND 

During December 2019 and January 2020, we carried out a series of telephone interviews and 
site visits. These were intended to add a qualitative dimension to the other sources of evidence 
in this report. In particular we wanted to gain a picture of the realities of information provision 
in frontline local screening services. 

We carried out 17 telephone interviews (12 with local services and five with National 
Programme Managers for YPA Screening) and two site visits (to the bowel cancer screening 
centre at St Mark’s Hospital, London, and the Abdominal Aortic Aneurism (AAA) screening clinic 
at Salisbury General Hospital). In addition, men attending for AAA screening at Royal 
Shrewsbury Hospital were asked about their online status and attitudes by screening staff.  

Interviewees were either suggested by National Programme Managers at the YPA Screening 
Programmes Team Meeting in December 2019 or were identified as local services with 
particular interest in or experience of inequalities from analysis of PHE Screening Blogs. We 
ensured that there was a good geographical spread of interviewees, and that all five Young 
People and Adult programmes were reflected.  

Fuller notes on the interviews and visits were made, but the following is a summary of the key 
themes.  

OPINION ON LEAFLETS CURRENTLY PROVIDED 

There were mixed opinions on the leaflets currently provided with invitation letters. Some 
interviewees felt they were good and clear and provided the information people needed to 
make an informed choice. But others felt the leaflets had gone too far in considering risks. They 
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felt that in responding to the Marmot review61 of benefits and harms of screening, there is now 
undue emphasis on downsides and that this might discourage some people from attending.   

The leaflets were felt to be aimed at quite a high educational level, with references to Cochrane 
Reviews etc. This might appeal to some people, but not to others.  

Several interviewees made the point that the information leaflets are part of a wider 
information environment, and people consume facts and misinformation from a range of 
sources including the media. Two examples quoted were a widely viewed BBC piece “Breast 
screening does more harm than good”62 and a Daily Mail article “I’m due an oldie’s health 
check – but what if it costs me my licence?”63  Both were felt to have discouraged screening.  

The possibility of not being able to drive if a large aneurysm is detected is clearly an important 
issue for some people. At the AAA screening clinic we attended, a man was shocked to be told 
that he had a large aneurysm and so could not drive. He was a van driver, so this had a serious 
impact on his livelihood and quality of life. The leaflet explains “during the time when a large 
AAA is untreated you may need to stop driving” – but he hadn’t read this.  

Some services were using the PHE leaflets not just with the invitation letter, but for wider 
public awareness campaigns of their own (e.g. alongside leaflets from other organisations 
including Cancer Research UK and Jo’s Cervical Cancer Trust). There was concern that if print 
production was reduced, screening services would lack the materials they need to increase 
public awareness.    

“The leaflets are good for what they do, when people are invited for screening. But we 

need more information at both ends of the spectrum. Better awareness for the wider 

public at one end and more personalised information at the other”.  

Diabetic eye screening manager 

61 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3693450/ 

62 https://www.bbc.co.uk/news/health-44016206 

63 https://www.dailymail.co.uk/debate/article-6580001/TOM-UTLEY-driving-potty-Im-oldies-health-check.html 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3693450/
https://www.bbc.co.uk/news/health-44016206
https://www.dailymail.co.uk/debate/article-6580001/TOM-UTLEY-driving-potty-Im-oldies-health-check.html
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It was felt that there was good public awareness of mammograms and smear tests but much 
less of home bowel screening tests or AAA screening. Several interviewees suggested that 
people often do not welcome the arrival of the invitation to bowel and AAA screening. 

“I was happy not knowing about this. Now you’ve planted a seed of doubt. It’s one more 

thing to worry about.”  

AAA screening patient 

One local AAA screening manager made the point that we also need better professional 
awareness. Even some local GPs are not aware that the AAA test is available.  

Interviewees were very positive64 about the Easy Read leaflets and recognised the valuable 
work which has gone on to develop these, with the involvement of user groups. In fact, some 
argued for wider adoption of the Easy Read versions as the standard leaflets:  

“If the average national reading age really is 9, why don’t we just use the Easy Read leaflet 

for everybody?”  

AAA screening manager 

Having leaflets available in other languages was welcomed. However, these leaflets are only 
currently available in 10 languages, whereas a much greater number of languages are actually 
spoken. In Newham we were told that there are over 100 languages spoken; and with dialects 
there is even more diversity.  

There was some concern that the leaflets in other languages may not be as up to date as the 
English-language versions.  

64 The PHE Screening Team reported that instances have occurred in the past where some people provided 
negative feedback about Easy Read leaflets – thinking they were the standard leaflets and being offended at the 
‘simplified information’.  
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PROS AND CONS OF PRINTED VS ONLINE INFORMATION 

• Avoid making all the changes at once. Take a phased approach, starting with leaflets with
the least amount of difficulties expected

Screening Equalities Impact Assessment recommendation 

Interviewees expressed consistent views on the on the pros and cons of providing printed 
leaflets, compared with online information, and a good understanding of the issues. All of the 
following were expressed spontaneously by one or more interviewees: 

ADVANTAGES OF PRINTED LEAFLETS 

• Familiar format
• Can be read immediately without having to go somewhere else for information
• Available to those who aren’t online

• Can be shared with family

“You really need a leaflet if you’re going to share information with your family. You can’t 

just give them a website address.”  

Bowel screening focus group participant 

DISADVANTAGES OF PRINTED LEAFLETS 

• May not be up to date
• Costly

• Service needs to order and store
• Bad for environment – lots of waste
• Might get lost in junk letters

“It’s much easier to update information online than it is to wait for a print run to be used 

up.”  

AAA screening manager 

ADVANTAGES OF ONLINE INFORMATION 

• Can be kept up to date
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• Less costly
• More environmentally friendly
• Can have more detailed supporting information such as travel information
• Can provide information in other formats and languages more easily

“You might mislay the leaflet, but you can easily go back and look again at online 

information.”  

Public Health doctor 

“You’re more likely to read the initial information on a leaflet that comes through the door, 

but to go online if you want more detailed follow-up information.”  

AAA manager 

“Having online information is particularly helpful for people with visual impairments. You 

can enlarge the type or use a screen reader.”  

Bowel screening manager 

“As well as information about the test, people need practical information, like how to find 

the hospital and travel information. In Devon and Cornwall that could be down to the 

detail of ferry timetables. This could be done much better online,”  

AAA screening manager 

“People need to know you can get the 241 bus to outside the hospital. Online, you could 

link to bus routes and times.”  

Community health worker 

DISADVANTAGES OF ONLINE INFORMATION 

• Risk of excluding people who aren’t online and widening inequalities

• Volume of promotional emails received
• Confidentiality concerns
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“We all get bombarded with marketing emails. Important screening information could get 

lost, or even end up in the spam folder.”  

Breast screening manager 

“I wouldn’t be sure about the security of information online. Could it be intercepted? Who 

is it shared with?”  

AAA screening patient 

On our visit to an AAA screening clinic, we heard that the screening leaflet (2018) used to refer 
to “normal result” but the text has been updated to read “no aneurysm found”. Staff said they 
were now unable to use the old leaflets and had a boxful, which would be scrapped. They 
observed that this illustrated the cost and environmental impact of using print leaflets.  

USING HYPERLINKS TO ONLINE INFORMATION IN PRINTED 
INVITATION LETTERS 

• Provide easily typeable hyperlinks within letters.

• Add QR codes within letters with clear instructions on how to make them work.
• Continue to send leaflets with Prevalent Invitations and make changes to stop Incident

Invitations.
• Ensure incident invitations include clear accessible information about how to find

information online as well as how to order a printed leaflet.

Screening EIA Report recommendations 

Several interviewees said that more could be made of the invitation letter, and this could mean 
that it wouldn’t be necessary to include a separate information leaflet. This has been described 
as an “Invitation Plus” leaflet.  

An Invitation Plus leaflet should include sufficient information to make an informed choice, 
with information on how to find further information online as well as how to order printed 
information (if necessary, in different languages or an Easy Read version).  
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We were told that some invitation letters already include a link to online information – but this 
still requires people to type in the URL to go to the website (some interviewees said that 
getting an email or a text with a clickable link makes more sense than a letter with a website 
address).  

URLs should be as short and simple as possible. It was pointed out that the bowel cancer 
screening leaflet currently recommends going to a “difficult to type” URL.65  

“I’ve got sausage fingers. I can’t type in a long website address. And it’s even harder with 

little keys on a phone.”  

Bowel cancer focus group member 

Several interviewees said they didn’t really understand why people were directed to GOV.UK 
for online versions of the leaflets and to NHS.UK for further information. This was seen as a 
confusing message for the public.  

Once a short URL is clicked, online information should be quick to access – and should 
download quickly in case broadband or mobile connectivity is poor. The need for online 
information to work well on a mobile phone, as the most used device, was emphasised. 

One option is to include QR codes in letters and leaflets (and on the kit for bowel cancer 
screening). This would avoid the need to type in a URL. There wasn’t much enthusiasm for this, 
as it was felt that the concept wasn’t well known or adopted.  

When asked about QR codes, none of the participants in the bowel cancer screening group had 
heard of them. When they were shown one, they had a vague recollection but still didn’t know 
what to do with it.  

Awareness of QR codes is also low amongst staff. The AAA screening leaflet includes a QR code 
providing link to information at  www.nhs.uk/aaa, but AAA screening staff we talked to hadn’t 
noticed this or had assumed it was a bar code for ordering more leaflets.  

65 www.gov.uk/government/publications/bowel-cancer-screening-colonoscopy 

http://www.nhs.uk/aaa
http://www.gov.uk/government/publications/bowel-cancer-screening-colonoscopy
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ATTENDANCE AND BARRIERS 

We asked about barriers to attendance at screening to see how far these might be information 
linked.  

A common response from interviewees was that we shouldn’t assume invitation by letter is a 
particularly effective mechanism at the moment. Letters don’t always get through – there are a 
lot of returned “not known at this address” letters, particularly in London. Post that comes 
through the letterbox could be thought to be utility bills or junk mail. It was felt that younger 
people, in particular, would often ignore postal mail.  

We were told that, even if people attend the screening, they are often poorly prepared and 
clearly haven’t read the letter and/or leaflet.  

• Some people arrive for diabetic eye screening not appreciating that they will be having
eye drops and won’t be able to drive home.

• Some men sit up after the AAA scan and say, “What was that for then?”

With the quick turnaround of screening appointments, there isn’t much time to provide 
information and correct misconceptions at the appointment itself.   

‘Did Not Attend’ (DNA) is clearly seen as a significant problem in all screening programmes. We 
were told about one recent breast screening clinic in Stoke, where, out of 157 women invited to 
attend, only 41 attended, and there were 116 DNAs (74%).  

There was a lot of consistency in understanding of barriers to attendance, with the following 
mentioned spontaneously by interviewees: 

• Didn’t receive invitation letter
• Received letter but mislaid it
• Lack of time

• Difficulty taking time off work
• Difficulty in getting or changing the appointment
• Lack of engagement in own health and care

• Misconceptions about what screening involves
• Thinking screening is unnecessary if no symptoms
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• Cultural and religious barriers
• Fatalism

There was an appreciation that appointments for screening are not always at convenient times 
to fit in with work or care commitments. The Jo’s Cervical Cancer Trust Time to Test66 
campaign was commended as a way of encouraging employers to ensure that employees have 
time to attend screening.  

Appointments for screening in general practice (GPs) can be difficult to get at a convenient 
time or to rearrange. Some interviewees said that having information online would be more 
useful if it was linked to the ability to book appointments, rather than just providing 
information.  

A number of interviewees mentioned cultural barriers to screening – the breast, bowel and 
cervix are all parts of the body which aren’t talked about, particularly in some South Asian and 
Gypsy/Traveller communities.  

There can be a problem with invitation letters arriving “on the family doormat”. We were told 
how some husbands might tear up the invitation letter, saying “the wife isn’t going to that”. It 
was suggested that, if contact information were available, information could be directed more 
confidentially by email or text to the woman herself.  

It was suggested that people might not attend because, if they had no symptoms, they saw no 
need. Also, some felt if they were going to get cancer, there was nothing they could do about it. 
This fatalistic attitude had been encountered in Muslim communities (“I can’t avoid getting 
cancer and if I do Allah will provide”) but also amongst older white people (“You’ve got to go 
with [die of] something”). 

HARD TO ENGAGE GROUPS 

• Ensure online materials meet the Accessible Information Standard so they can be used
by people with disabilities, impairments or sensory loss.

66 https://www.jostrust.org.uk/get-involved/campaign/time-test 

https://www.jostrust.org.uk/get-involved/campaign/time-test
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• Continue to create online information in different languages with the ability to request
further information.

• Provide more information in video format.

Screening EIA Report recommendations 

Some groups experience greater barriers than others and experience more inequalities in 
accessing screening services. Again, interviewees were clear about who these might be, with a 
lot of consistency in identifying the following: 

• Transient populations (including people experiencing homelessness)
• BAME groups
• People whose first language isn’t English

• People in care homes/supported accommodation
• People in long-stay hospitals
• Prisoners
• People with learning disabilities

• Older people with mobility problems

There is a strong correlation between those who are experiencing inequalities in screening, 
and wider health inequalities and social deprivation. However, it was pointed out that not 
attending screening is by no means always linked to deprivation. Some of the worst take-up is 
amongst busy, young, urban professionals who don’t find time to attend screening (cervical 
and diabetic eye screening). These are the group who are most likely to be online and with the 
most potential to be engaged through digital channels.  

London and other cities have particularly transient populations who are hard to engage 
through letters in the post. We were told that in London 25% of people move home each year, 
and in Hammersmith and Fulham it’s as high as 33%.  

Again, these are likely to be younger people, including students and those in short-term, 
unstable employment. Furthermore, people who move home frequently are often not 
registered with a GP. As well as mobile workers, those not registered with a GP might include 
offenders, Traveller families and people experiencing homelessness etc.  
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LEARNING DISABILITY, FAMILY CARERS, AND PAID CARE 
WORKERS

We heard examples of good practice in engaging with people with learning disabilities and 
people in care homes who may have low take-up of screening.67  

We were told that although people with learning disabilities are eligible for all screening 
programmes, only 60% access screening.  

Accessible information in Easy Read or video formats was seen as particularly important here. 
There was particular concern about the difficulties of engaging people in care homes, long-stay 
hospitals and prisons. These settings are unlikely to provide free access to the internet for 
residents. Care homes often have poor IT infrastructure, including lack of wi-fi for residents. 
Care home staff are usually poorly paid and don’t have digital skills themselves, let alone 
having the time and ability to act as digital champions for residents. 

“Our care homes aren’t digitally savvy. Care home staff come from deprived groups 

themselves.”  

AAA screening manager 

67 https://phescreening.blog.gov.uk/2019/02/04/focusing-on-carers-is-helping-to-improve-access-to-aaa-
screening-for-men-with-learning-disabilities/ 

https://phescreening.blog.gov.uk/2019/06/07/new-bowel-cancer-screening-easy-guide-published-thanks-to-
input-from-our-experts-by-experience/ 

https://phescreening.blog.gov.uk/2019/03/20/north-east-experts-by-experience-help-develop-new-screening-
easy-guides/ 

https://phescreening.blog.gov.uk/2019/04/15/weve-updated-our-easy-read-guide-to-cervical-screening/ 

https://onlinelibrary.wiley.com/doi/abs/10.1002/pon.5311 

https://phescreening.blog.gov.uk/2019/02/04/focusing-on-carers-is-helping-to-improve-access-to-aaa-screening-for-men-with-learning-disabilities/
https://phescreening.blog.gov.uk/2019/02/04/focusing-on-carers-is-helping-to-improve-access-to-aaa-screening-for-men-with-learning-disabilities/
https://phescreening.blog.gov.uk/2019/06/07/new-bowel-cancer-screening-easy-guide-published-thanks-to-input-from-our-experts-by-experience/
https://phescreening.blog.gov.uk/2019/06/07/new-bowel-cancer-screening-easy-guide-published-thanks-to-input-from-our-experts-by-experience/
https://phescreening.blog.gov.uk/2019/03/20/north-east-experts-by-experience-help-develop-new-screening-easy-guides/
https://phescreening.blog.gov.uk/2019/03/20/north-east-experts-by-experience-help-develop-new-screening-easy-guides/
https://phescreening.blog.gov.uk/2019/04/15/weve-updated-our-easy-read-guide-to-cervical-screening/
https://onlinelibrary.wiley.com/doi/abs/10.1002/pon.5311
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UNDERSTANDING OF THE ONLINE POPULATION – AND 
WHO IS DIGITALLY EXCLUDED 

Interviewees had a good general understanding of the characteristics of who’s online and 
who’s digitally excluded. They appreciated that hard-to-engage groups (such as those listed 
above) closely match those who are less likely to be online. 

Several interviewees said they would like to have a much more granular and evidence-based 
picture of digital take-up in their local population. We were shown mapping by Index of 
Multiple Deprivation for screening areas, and interviewees felt they could infer that the most 
deprived areas are also the most digitally excluded. They were very interested in the data 
sources being used for this Equality Impact Assessment and wanted these to be shared more 
widely in the screening programmes. 

A commonly expressed view is that it’s hard to generalise about the digital capability of 
screening populations, particularly those which have a long age span (diabetic eye and 
cervical). Even those with an older population will include very varied levels of digital ability 
and confidence. Interviewees pointed out the differences, in particular, between women aged 
50 at the beginning of breast screening age range and 70 at the end. Those who are using 
computers at work or recently retired are more likely to be online than older people.  

There was some evidence from local satisfaction surveys of acceptance of online 
communication, particularly amongst younger populations.  

• In North Nottinghamshire, the diabetic eye screening patient satisfaction survey had
more responses from people under 40 online and from people over 60 on paper.

• In Shropshire, Telford and Wrekin, a recent surveillance survey of 150 patients who
attended for AAA screening (115 responses) asked how they were currently
communicated with, and how they would prefer to receive communications. In total,
107 (93%) said they had received a letter with a printed leaflet; 24 (20%) said they would
prefer to receive an email.

Particular insights into online take-up and behaviour were provided by the bowel cancer 
patient focus group at St Mark’s Hospital, London.  



EQUALITY IMPACT ASSESSMENT: APPENDIX 3 

SCREENING INFORMATION AND DIGITAL INCLUSION 129 

• All members of the small group (5 people aged 66-73) were online but their uses of the
internet were very narrow. They were niche users – one only ever went online to shop
on eBay, another mainly used the internet for painting-by-numbers apps.

The same impression of narrow use was gained from men aged 65 attending AAA screening in 
Shropshire.  

• All were online for purposes including news, sports results, weather, buying tickets,
food shopping, keeping in touch with friends and Facebook. But none mentioned
accessing health information online.

At St Mark’s there was little enthusiasm for accessing screening information online, and all said 
if they did, they would still print it off. None had printers at home and they would need to go to 
the public library to do this:  

“I always want to print off information, even if I get it online [all participants agreed]. But I 

haven’t got a printer at home [none of the participants had]. There’s a printer in the 

library but it’s often broken or there’s a queue. Libraries are really useful for getting 

online, but many are closing. But you’d need to be able to use the internet already before 

you’d go there to use a computer.”  

Another participant pointed out that some libraries have classes in how to use the internet but 
nobody else had heard of that:   

“I wouldn’t be concerned about privacy looking at bowel cancer screening information in 

the public library. I don’t mind if someone sees I’m looking at bowel cancer information on 

the screen. But I wouldn’t want to provide personal data on a public access computer [all 
agreed].” 

“If I’m looking at information online, I’m always worried it’s going to crash, and I’ll lose the 

information. That happens in the library sometimes. Or my phone might run out of battery 

before I’d finished reading the information.”  

Bowel screening focus group participants 
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The focus group was a valuable reminder that digital inclusion is much more nuanced than 
simply being online. Just because somebody does online shopping does not mean they will 
have the motivation and confidence to access health information online.  

MULTI-CHANNEL INFORMATION AND CHANNEL CHOICE 

• Ensure that information on channel choice (face to face, telephone, printed, digital)
remains available into the future for those who need different options.

• We cannot expect the public to switch to new ways of doing things without help.
• Make a phone number (e.g. Bowel Cancer Screening Helpline) available wherever

possible.
• People with smartphones may follow a link in a text message, but may not unless they

know it is safe.

Screening EIA Report recommendations 

Focus group participants had a perception that increasingly in society people are given no 
alternative but to do things online. They were keen that channel choice (including face to face, 
telephone and print) continues to be available: 

“I don’t like being forced to do things online nowadays. I have to get my parking permit 

online now. Some benefits are only online too. We should have a choice.”  

Bowel screening focus group participant 

Screening programmes have utilised a variety of information channels and formats to provide 
digital information. Text messaging and video seem to be the most common.  

Screening programmes in some parts of the country have piloted the use of text messages for 
appointment reminders, and to provide a link to online information. We were told of a 
randomised controlled trial in Hillingdon which demonstrated success in using text message 
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reminders to improve take-up of cervical screening.68 This has now been rolled out to all 
London boroughs69 and is also being adopted in Cheshire and Merseyside.  

In London it had proved possible to get mobile phone numbers for 88% of the target 
population for cervical screening. It is likely that mobile phone ownership is even higher than 
this. Interviewees (above) commented that people are more likely to still have the same mobile 
number, and less likely to have the same land address, between screening appointments 
(particularly amongst younger, transient populations).  

However, a London-based community health project which has been leading work on 
outbound telephone calling for appointment reminders in breast and cervical screening, 70 said 
that it was common for phones to be swapped around between friends and family members.  

It was fairly common for a different person to answer the phone when a reminder call was 
made. The cervical screening text messages include a reminder that the cervical screening 
appointment is due and encouragement to contact GP [number given] to make appointment. 

The text message also includes a link to information on NHS.UK.71 However, although the text 
messages have proved successful in increasing attendance for cervical screening, they have 
been less effective in improving access to online information. We were told that click-through 
from text to online information in the London project was as low as 2%. 

We heard from others that there was some reluctance to open links in text messages (and 
emails) unless there was confidence in the source. Patients said that they’d be confident in 
following a link if it looked to be from the NHS, and even more so if it was recommended by a 
health professional.  

68 https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(17)32981-1/fulltext 

69  https://phescreening.blog.gov.uk/2019/07/15/gp-endorsed-text-reminders-help-increase-cervical-screening-
attendance-in-london/ 

70 https://phescreening.blog.gov.uk/2019/05/03/tackling-screening-inequalities-in-bame-communities/ 

71 https://www.nhs.uk/conditions/cervical-screening/ 

https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(17)32981-1/fulltext
https://phescreening.blog.gov.uk/2019/07/15/gp-endorsed-text-reminders-help-increase-cervical-screening-attendance-in-london/
https://phescreening.blog.gov.uk/2019/07/15/gp-endorsed-text-reminders-help-increase-cervical-screening-attendance-in-london/
https://phescreening.blog.gov.uk/2019/05/03/tackling-screening-inequalities-in-bame-communities/
https://www.nhs.uk/conditions/cervical-screening/
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“There’s a lot of health information online which you can’t trust. I saw Brillo pads can give 

you cancer, or maybe can be used to detect bowel cancer.72 Something like that. But if 

NHS staff gave me the address of a website, I’d trust it and go and visit it. My physio does 

that already.” 

Bowel screening focus group participant 

However, lack of confidence and trust in information is not confined to online sources. A 
patient at the AAA screening clinic we attended was initially suspicious of the letter he received 
inviting him for screening, because he had never heard of AAA screening. At first, he assumed 
that the letter was marketing from a private provider for a ‘well man’ check-up and was 
concerned that they had his contact details. It was only when he looked at the letter and leaflet 
more closely that he was reassured by the NHS logo.  

There is good recognition of the value of videos in providing more information about 
screening. Interviewees suggested that this is particularly valuable for certain populations (e.g. 
people with learning disabilities) who might find it difficult to use text information, and also to 
prepare people who might be nervous about healthcare environments, equipment etc.  

We heard of a number of examples of good practice in the use of video, and a widespread view 
that this is one of the most positive aspects of moving to more information being provided in 
digital forms.73  

72 This is presumably the article which the focus group participant remembered seeing 

https://www.dailymail.co.uk/health/article-3168433/Swallowing-sponge-string-diagnose-throat-cancer-Tiny-
Brillo-pad-detects-telltale-signs-disease-passes-gullet.html 

73 https://www.youtube.com/watch?v=c26m8QStw5M&feature=youtu.be 
73 https://www.youtube.com/watch?v=kvFapvm5lC4&feature=youtu.be 

73 https://www.dbth.nhs.uk/cervical-screening/ 

73 https://www.youtube.com/watch?v=vdHyWD539GQ 

https://www.dailymail.co.uk/health/article-3168433/Swallowing-sponge-string-diagnose-throat-cancer-Tiny-Brillo-pad-detects-telltale-signs-disease-passes-gullet.html
https://www.dailymail.co.uk/health/article-3168433/Swallowing-sponge-string-diagnose-throat-cancer-Tiny-Brillo-pad-detects-telltale-signs-disease-passes-gullet.html
https://www.youtube.com/watch?v=c26m8QStw5M&feature=youtu.be
https://www.youtube.com/watch?v=kvFapvm5lC4&feature=youtu.be
https://www.dbth.nhs.uk/cervical-screening/
https://www.youtube.com/watch?v=vdHyWD539GQ
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PATIENT RECORDS AND PERSONALISED INFORMATION 

• IT systems lack flags for special needs. We need better information on who to
communicate with, when and how.

• It is unlikely that screening programmes will have details of mobile phones and special
needs (although GP practices may have) or these may not be accurate.

Screening EIA Report recommendations 

The most commonly expressed frustration in interviews with screening staff was the limited 
amount of information available on IT systems about the special needs of patients, including 
whether they speak languages other than English, have a learning disability etc.  

There was a generally held view that if the patient data was available then the potential of 
online information could be realised by targeting patients with personalised information that 
was relevant to their needs. This could include linking to much richer information online – in 
video form, languages other than English, British Sign Language or Easy Read.  

In some programmes, patient data is sent to GP practices as prior notification to allow for 
checking on currency of information and addition of any special needs. However, GPs might 
not have the information either.  

• We were told that 2.5% of the population have a learning disability but only 0.6% are
recorded as having a learning disability on GP records.

• One AAA screening service said that out of 5,000 men scheduled for screening this year
only 4 are identified as having a learning disability, although the total must be much
higher.

• Another screening service said they had a stock of Easy Read leaflets but had only been
able to send them out 25 times this year, as they had no patient data with which to
target them.

“We don’t have information about the individual men attending for screening so we can’t 

provide information relevant to their individual characteristics.”  

AAA screening manager 
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“Our legacy IT systems are poor. We only know name, address, age, gender, NHS number. 

My wish list would be to have ethnicity, language and any disability as well.”  

Cervical screening manager 

LEVERS, INCENTIVES AND ENABLERS 

Interviewees told us of several examples of creative use of funding opportunities, and 
contractual and system levers, as mechanisms for developing better information delivery 
mechanisms – including digital. 

Interviewees mentioned that NHS Trusts can get CQUIN incentive payments74 in their contract 
for initiatives which reduce inequalities. This could include information and communications 
campaigns, including digital. 

In Cheshire and Merseyside, screening services have put in successful bids to the Cancer 
Transformation Fund75  for a total of £1.35 million to fund projects to improve communication 
and engagement, and drive take-up. The new funding has been allocated by the Cheshire and 
Merseyside Cancer Alliance76, with planning and implementation facilitated by the Alliance in 
collaboration with Champs Public Health Collaborative, NHS England/Improvement and Public 
Health England.  

Projects are using the principles of Making Every Contact Count (MECC)77 and include patient 
navigators, text reminders and an online toolkit of information resources (see below).  

74 Commissioning for Quality and Innovation: https://www.england.nhs.uk/commissioning/wp-
content/uploads/sites/12/2016/09/public-hlth-comms-intent-2017-18.pdf 

75 https://www.england.nhs.uk/cancer/cancer-alliances-improving-care-locally/nhs-england-support-and-

funding-for-cancer-alliances/ 

76 https://www.cheshireandmerseysidepartnership.co.uk/news-and-publications/188-1-3-million-funding-
secured-to-reduce-lives-lost-to-cancer-in-cheshire-and-merseyside 

77 https://www.makingeverycontactcount.co.uk/ 

https://www.england.nhs.uk/commissioning/wp-content/uploads/sites/12/2016/09/public-hlth-comms-intent-2017-18.pdf
https://www.england.nhs.uk/commissioning/wp-content/uploads/sites/12/2016/09/public-hlth-comms-intent-2017-18.pdf
https://www.england.nhs.uk/cancer/cancer-alliances-improving-care-locally/nhs-england-support-and-funding-for-cancer-alliances/
https://www.england.nhs.uk/cancer/cancer-alliances-improving-care-locally/nhs-england-support-and-funding-for-cancer-alliances/
https://www.cheshireandmerseysidepartnership.co.uk/news-and-publications/188-1-3-million-funding-secured-to-reduce-lives-lost-to-cancer-in-cheshire-and-merseyside
https://www.cheshireandmerseysidepartnership.co.uk/news-and-publications/188-1-3-million-funding-secured-to-reduce-lives-lost-to-cancer-in-cheshire-and-merseyside
https://www.makingeverycontactcount.co.uk/
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A diabetic eye screening service showed how the Failsafe78 system used in screening services 
could be used to check whether the right information is being provided at the right time. 
Failsafe is a quality assurance process to ensure nothing goes wrong, preventing loopholes and 
risks in the system. Audits are carried out to ensure that the right processes are in place, 
including provision of information. 

Under the Equality Act 2010, organisations have a legal duty to make changes in their provision 
to ensure that services are as accessible to people with disabilities as they are for everyone 
else. These changes are called “reasonable adjustments”.  

For screening services this could, for example, mean ensuring that people with learning 
disabilities can access information in Easy Read or can get a longer screening appointment 
because of a disability.  

Specifically, the NHS Long Term Plan makes the commitment that “by 2023/24, a digital flag in 
the patient record will ensure that staff know a patient has a learning disability or autism”.79 
The reasonable adjustment flag indicating that the patient has particular needs will be added 
to the patient’s Summary Care Record on the NHS Spine.80  

We were told that the reasonable adjustment flag is being piloted in Gloucester and Devon, 
and will be rolled out to other locations and care settings.  

INNOVATION IN DIGITAL INFORMATION 

• “Digital health management tools are available but may not be trusted. The NHS app
needs more exploring.”

• “Linking online information with appointment booking could be valuable.”

78 https://www.gov.uk/government/publications/diabetic-eye-screening-programme-failsafe-procedures 

79 https://digital.nhs.uk/services/reasonable-adjustment-flag 

80 https://www.youtube.com/watch?time_continue=20&v=JH7FGKnmnw8&feature=emb_logo 

https://www.gov.uk/government/publications/diabetic-eye-screening-programme-failsafe-procedures
https://digital.nhs.uk/services/reasonable-adjustment-flag
https://www.youtube.com/watch?time_continue=20&v=JH7FGKnmnw8&feature=emb_logo
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Screening EIA Report recommendations 

Finally, in our interviews we heard encouraging examples of where local screening services 
have been developing innovative approaches, including developing digital information 
delivery.  

In the North Midlands, the breast screening service set up a Facebook page81 to provide 
information on eligibility for breast screening, screening dates by GP practice, accessing 
services, and alleviating concerns and misconceptions.  

Women are also able to leave comments and reviews of the service. Information, including 
videos, is shared on other local Facebook pages, including GP practices, disability and 
community groups, LGBTQ+ groups – and women’s own Facebook pages.  

Funding through the NHS Widening Digital Participation82 programme enabled the service to 
engage a digital agency, Redmoor Health,83 as social media specialists to make their efforts 
more effective. Initially there were 140 followers; this was up to 1,722 by February 2020.  

The health improvement practitioner in North Midlands (Stoke) told us that the real value of 
the Facebook page is that it doesn’t only provide top-down information. For instance, on a day 
when the service had 116 DNAs, they posted this on the Facebook page and got 15,000 
engagements, 945 shares and 148 women engaged.  

“Peer-to-peer motivation is much stronger than us telling them. We would never have 

been able to distribute 945 leaflets to a targeted audience. This uses the power of 

sisterhood for women to share experiences and motivate each other through a digital 

channel that many women in their fifties use.”  

Health improvement practitioner 

81 https://www.facebook.com/NorthMidlandsBreastScreeningService/ 
82 https://digital.nhs.uk/news-and-events/latest-news/new-social-media-techniques-used-to-boost-cancer-
screening-rates 
83 https://redmoorhealth.co.uk/ 

https://www.facebook.com/NorthMidlandsBreastScreeningService/
https://digital.nhs.uk/news-and-events/latest-news/new-social-media-techniques-used-to-boost-cancer-screening-rates
https://digital.nhs.uk/news-and-events/latest-news/new-social-media-techniques-used-to-boost-cancer-screening-rates
https://redmoorhealth.co.uk/
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The Facebook initiative has led to a 12.9% increase in breast cancer screening take-up (against 
the backdrop of a 4% annual decrease) and is a case study in the Independent Review of Adult 
Screening Services.84  

Women in the North Midlands (and some elsewhere) were posting enquiries about breast 
screening, sometimes out-of-hours. So the service is now working with Redmoor to develop a 
chatbot which can answer the most frequent questions while building up a knowledge bank of 
responses to further questions as they come in.  

We were told that most queries are fairly repetitive, so it is easy to build up a bank of FAQs, 
derived from questions on Facebook and questions in clinics. There is now interest in doing 
something similar for cervical screening.  

An increasing number of digital health management tools are being developed, including the 
NHS’s own app. Several interviewees looked forward to a time when the patient’s own digital 
health management tool could include information about screening, the ability to book 
screening appointments online and to access results. There was very little awareness of the 
NHS app, and whether any functionality relating to screening was being planned.  

In South Devon and Exeter, we were told of interest in utilising the Patients Know Best (PKB) 
portal. 85 There could be real advantages in patients having a personal online portal like this, 
where they can access information in a form to suit their own preferences – language, Easy 
Read etc.  

Test results, where appropriate, could also be made available. Users would get an email to say 
new information was available in their PKB account. We heard that various logistics around 
information governance are slowing this adoption but there was certainly enthusiasm for this 
personalised digital approach.  

84 https://www.england.nhs.uk/wp-content/uploads/2019/02/report-of-the-independent-review-of-adult-
screening-programme-in-england.pdf 

85 https://patientsknowbest.com/  

https://www.england.nhs.uk/wp-content/uploads/2019/02/report-of-the-independent-review-of-adult-screening-programme-in-england.pdf
https://www.england.nhs.uk/wp-content/uploads/2019/02/report-of-the-independent-review-of-adult-screening-programme-in-england.pdf
https://patientsknowbest.com/
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There are signs of more partnerships developing between screening services and digital health 
providers. In addition to Facebook and PKB (above), the digital health company iPlato86 are 
now working across London (and from April in Cheshire and Merseyside) to provide the 
technical platform for outbound text reminders for cervical screening. This initiative was highly 
commended in this year’s Jo’s Cancer Trust Cervical Screening Awards.87 

The text reminder service is one of three new programmes we were told about in Cheshire and 
Merseyside, funded by the Cancer Transformation Fund. The second is an online toolkit to 
support community engagement. The new platform will provide links to online resources, from 
e.g. Jo’s Cervical Cancer Trust and Cancer Research UK, which can be used by screening and 
community engagement staff. A digital platform developer is being identified, with appropriate 
procurement, so that work can be initiated soon.  

We heard of examples of not only providing information online but also providing support and 
skills to use it. Community Links in London is providing multilingual health facilitators who 
encourage take-up of breast cancer screening through outbound telephone calling. At the 
same time, Community Links are also running two digital skills programmes: Tech Know for 
young adults, and Click Start for over-50s, to gain digital competence and confidence.88   

In Cheshire and Merseyside, a new team of patient navigators for breast and bowel cancer 
screening is being set up, with eight full-time staff, based in each of eight screening providers. 
The navigators will support engagement and improve take-up of the screening programme. 
Linking people to appropriate online resources (including those in the online toolkit above) 
would be an appropriate part of the navigator’s role.  

86 https://www.iplato.com/ 

87 https://www.jostrust.org.uk/about-us/news-and-blog/press-releases/hammersmith-fulham-gp-federation-

wins-cervical-screening-award 

88 https://www.community-links.org/youth-employment/digital-skills-classes/ 

https://www.iplato.com/
https://www.jostrust.org.uk/about-us/news-and-blog/press-releases/hammersmith-fulham-gp-federation-wins-cervical-screening-award
https://www.jostrust.org.uk/about-us/news-and-blog/press-releases/hammersmith-fulham-gp-federation-wins-cervical-screening-award
https://www.community-links.org/youth-employment/digital-skills-classes/
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INTERVIEWEES 

Amanda Brooks, Failsafe Officer, North Nottinghamshire Diabetic Eye Screening 

Zoraida Colorado, Health Programme Lead, Community Links, London 

Marie Coughlin, Screening and Immunisation Manager, Cheshire and Merseyside 

Karen Emery-Downing, National Programme Manager, Bowel Screening Programme 

Becky Harris (and team), AAA Screening Programme Manager, Dorset and Wiltshire 

Jacquie Jenkins (and team), National Programme Manager, Breast Screening Programme 

Iveta Olejkova, Team Leader, North Central London Diabetic Eye Screening Programme, North 
Middlesex Hospital 

Gill Newman, Health Improvement Practitioner, North Midlands University Hospital NHS Trust and 
Cameron Booth, Digital Advisor, Redmoor Health 

Patient representative group, St Mark’s Hospital, Harrow (with thanks to Andrew Prentice, Health 
Improvement Principal, St Mark’s Bowel Cancer Screening Programme) 

Gill Pickersgill, Communications and Engagement Team, Doncaster & Bassetlaw NHS Trust, Doncaster 
Royal Infirmary  

Lynda Pike, Programme Manager, South Devon & Exeter AAA Programme, Torbay Hospital 

Patrick Rankin, National Programme Manager, Diabetic Eye Screening 

Steve Robinson, Senior Project Manager – Integration Projects, NHS Digital (Reasonable Adjustments) 

Dr Jo Ruwende, Consultant in Public Health, NHS London 

Steve Seaton, Programme Coordinator, Bristol, Bath & Weston AAA Screening Programme 

Jessica Smith, Screening Coordinator and Technician, Shropshire, Telford & Wrekin AAA Screening 
Programme, Royal Shrewsbury Hospital (with thanks for also obtaining views of men attending for AAA 
screening) 

Katie Storer, Programme Facilitator, Cervical Cancer Screening Programme 

Ruth Stubbs, National Programme Manager, Cervical Screening Programme 

Lisa Summers, National Programme Manager, AAA Screening Programme 

Julie Tucker, Team Leader, North East & Cumbria Learning Disabilities Network, Newcastle  
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