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Hello,

We have gathered together evidence-based tools that

can be used to increase uptake of cancer screening and
catch-up HPV vaccination in this clear and easily accessible
guide. Although cancer screening uptake rates in Sweden

are relatively high compared with other European countries,
coverage differs in different parts of Sweden and some groups
attend screening less than others. We therefore hope this
guide can be a source of inspiration for other countries looking
to increase their cancer screening and HPV vaccination
coverage.

In Sweden, healthcare is run by regions. This guide is therefore
geared towards people who organise, plan and decide on
regional healthcare provision, including cancer screening and
catch-up HPV vaccination. In Sweden, these may be regional
politicians and regional healthcare managers.

People who are responsible for cancer screening or
catch-up HPV vaccination programmes can use
one or more of the tools shown here to detect more
cancer cases earlier and protect more people from
cancer.

Together we can beat cancer.
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Introduction

The Swedish Cancer Society’s vision

The Swedish Cancer Society’s vision is to beat cancer. We are working to ensure
that fewer people get cancer and more people survive cancer by funding cutting-
edge research, spreading awareness of cancer and influencing decision-makers.

We have come a long way in beating cancer but there
is a lot more to do. Our vision is a society in which
fewer people get cancer and more people are cured

or are able to lead a long life, with a good quality of

life. Focusing on progress in four areas, we are working
towards the next advance, with clear targets for Sweden
to reach by 2030. We will:

* Prevent cancer so fewer people get cancer. We
know that a large proportion of all cancer cases could
be prevented by healthier lifestyles. Therefore, we are
working to encourage more actors in society to put
measures and initiatives in place that make it easier for
more people to make healthy decisions.

Target 2030: A 30 percent reduction in preventable
cancer.

* Detect cancer early. Detecting cancer at an early
stage increases the chance of gentler cancer treat-
ment and of survival. To increase survival rates, we
need to be even better at detecting cancer early.
Therefore, we are working to encourage more people
to participate in screening programmes, as well as
financing research into early detection of cancer. We
are also working to improve the situation in primary
care, where the majority of all cases of cancer are
detected.

Target 2030: A third of all cancer detected at an
earlier stage.

Cure more people. Research has dramatically im-
proved people’s chances of surviving cancer. Ex-
amples of research fields that will lead to even more
people surviving cancer are individualised treatments,
more types of immunotherapy, better diagnostic
imaging and new combinations of treatments. We will
continue to finance the best cancer research in Swe-
den, work to ensure that the results of research reach
patients faster, and work for health equity nationwide.

Target 2030: 80 percent surviving a cancer
diagnosis.

Ensure that more people can live well. In Sweden,
one in three people will receive a cancer diagnosis
during their lifetime. Thanks to research advance-
ments, more and more people are surviving or living
with cancer for a long time. We are working to ensure
that everyone enjoys a good quality of life, during and
after cancer. For example, we finance research into
new, gentler forms of treatment. We provide advice and
support to people with cancer and their families via our
Cancer Helpline, and support patient organisations.
Target 2030: Everyone living with and after a
cancer diagnosis enjoys a good quality of life.




Increased uptake saves lives

Detecting cancer at an early stage increases the patient’s chances of survival and

of gentler cancer treatment. Screening is an important factor in the early detection

of cancer. Cancer screening rates in Sweden are comparatively high but there are
unwarranted inequalities between and within Sweden’s regions, and between different
groups in society. The same is true of rates for catch-up HPV vaccination.

In Sweden, there are three national cancer screening
programmes: for breast cancer, cervical cancer and
colorectal cancer. In 2021, the Swedish Cancer Society
carried out a review of cancer screening coverage using
data from 2019, which showed serious shortcomings

in the way that Sweden’s regions were carrying out the
screening programmes. The review showed a clear link

between socioeconomic status and uptake. For example,

uptake was lower in people with lower median incomes
and lower levels of education.

Screening uptake rates are still unequal

The Swedish Cancer Society has re-examined
participation in screening programmes and found that
uptake has not improved since the previous review. In
2023, approximately 3 out of 10 women failed to attend
cervical cancer screening and 1in S women did not

attend their mammogram. According to this latest review,

the uptake rate for colorectal cancer screening was only
64 percent. The results also show that uptake continues
to vary significantly between the regions.

More people need to be vaccinated against HPV
Today we know that if enough people are vaccinated
against HPV and attend regular cervical cancer
screening, we can eradicate cervical cancer. In Sweden,
all women born in 1994-1999 are currently offered catch-

up HPV vaccination. If 70 percent of them have been
vaccinated by the end of 2024, Sweden will be able to
eradicate cervical cancer by 2027. However, in early
2024 only 30 percent of the target group had been
vaccinated and there was a high degree of variation in
vaccination coverage between different regions.

Tools for increasing uptake
To prevent more cases of cancer and detect cancer at
an earlier stage, we need to increase uptake of screening
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and catch-up HPV vaccination. To this end, in 2023,

the Swedish Cancer Society met policymakers in nearly
every region to engage in dialogue on how we can work
together to increase uptake rates. The message is clear:
we need targeted interventions and new approaches. We
have also seen that the level of knowledge about cancer
screening varies and that there is a demand from many
regional politicians for more knowledge to be shared
between the regions. As a result, we produced this guide
to support Sweden’s regions.

Programme Introduced | Target group Impacts
Breast cancer |1980-1997 | Mammograms are offered to women aged Regular mammograms lead to the detection of 60
screening between 40 and 74 every two years. to 70 percent of cases and screening is estimated to
reduce mortality by approximately 30 percent.”®
Colorectal 2008-2026 | Women and men aged between 60 and 74 The Swedish National Board of Health and Welfare
cancer are invited for screening every two years. estimates that the programme will reduce mortali-
screening ty by 1S percent.”” Early detection usually means that
the cancer can be cured.®
Cervical 1966-1977 | Offered to women aged between 23 and 49 Regular screening reduces the risk of cervical can-
screening every three years, and women aged between cer by approximately 90 percent. The biggest risk
S0 and 64 every seven years. factor is not attending screening.®
Catch-up HPV | 2021-2023 | Free catch-up HPV vaccination for women Vaccination provides 70-90 percent protection
vaccination born in 1994-1999. Many in the target group against cervical cancer.”
do not already have full protection.
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National early detection and vaccination initiatives

Attending screening increases the chance of detecting cancer early, which means that more
people can survive and experience gentler cancer treatment. Vaccination against HPV protects
against cervical cancer. Here we outline Sweden'’s three national cancer screening programmes
and the initiative to encourage women born in 1994-1999 to catch up on their HPV vaccination.

Breast cancer screening

* Breast cancer screening is carried out using
mammography to detect and treat breast
cancer at as early a stage as possible.

* Mammograms are voluntary and are offered
free of charge by Sweden’s regions to wom-
en aged between 40 and 74. Women are
invited for a mammogram every 18-24 months.
The frequency varies in different parts of Sweden.

* Mammography is an examination of the breasts carried out in a clinic
using an X-ray machine.

* Reqular breast cancer screening means that 60-70 percent of all breast
cancer cases are detected by mammography. Screening is estimated to
reduce mortality by approximately 30 percent.

* Every year, about 8,500 people are diagnosed with breast cancer in
Sweden.

Read more at cf.se/mammografi

Screening for bowel cancer

Bowel cancer screening is offered to men
and women to detect and treat colorectal
cancer at as early a stage as possible.

The Swedish National Board of Health and
Welfare recommends colorectal (bowel) can-
cer screening for everyone in Sweden aged
between 60 and 74. Everyone offered screening receives a letter in the
post containing a stool sample tube, instructions and a return envelope.

All regions offer screening for colorectal cancer today, but the screen-
ing programme has not been fully rolled out and is expected to be fully
operational in 2026. Once it is, everyone aged between 60 and 74 will be
invited for screening every two years.

The Swedish National Board of Health and Welfare estimates that the na-
tional colorectal cancer screening programme will reduce mortality from
colorectal cancer by 15 percent.

Every year about 5,000 people get colon cancer and 2,200 get rectal
cancer.

Read more at cf.se/tarmcancerscreening
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Screening and HPV vaccination give us an opportunity
to entirely eradicate cervical cancer.

Cervical cancer screening Catch-up HPV vaccination

* Catch-up human papillomavirus (HPV) vac-
cination is offered to women born between
1994 and 1999. Many women in this target
group are not fully protected against HPV.

* A gynaecological cell test, also known as an
HPV test, smear test or Pap test, is carried
out on women to detect cell changes that
could lead to cancer of the cervix. In Swe-
den, all women aged between 23 and 49 are
invited for a smear test every five years and
women aged between SO and 64 are invited
every seven years.

* Practically all cases of cervical cancer are
caused by cell changes due to HPV. Vacci-
nation against HPV can reduce the risk of cervical cancer by 70 percent.
Today we know that if enough people are vaccinated against HPV and

* The sample is taken during a gynaecological examination, where a mid- reqularly attend cervical cancer screening, we can eradicate cervical
wife, for example, takes cells from the cervix with a small spatula or brush. cancer.

The cells are then examined. The invitation to cervical cancer screening
can also involve women carrying out a home HPV test.

* |f 70 percent of women born between 1994 and 1999 are vaccinated
by the end of 2024, Sweden will be able to eradicate cervical cancer

* Since the smear test was introduced in the mid-1960s, the number of by 2027. We will also be able to reduce other cases of cancer caused
cases of cervical cancer has more than halved. Regularly attending by HPV.
smear tests reduces the risk of getting cervical cancer by approximately
90 percent. * However, in early 2024, only 30 percent of the target group had been
vaccinated and there was a high degree of variation in vaccination
* About SSO women get cervical cancer every year. The biggest risk factor for coverage between different regions.

cervical cancer is not attending screening.

Read more at cf.se/cellprov Read more at cf.se/catchup
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Increasing uptake
— factors and tools

This guide can provide support in working proactively to encourage more
people in Sweden’s regions to attend cancer screening and catch-up HPV
vaccination. It is divided into two parts: a description of the organisational
factors needed in the region, and tools geared towards different target

groups.

The guide is based on analysing interviews with experts
including representatives from the regions, regional
cancer centres, researchers, patient organisations,
charities and international cancer organisations, as well
as reviewing the literature in the form of scientific studies,
guidelines and other reports, and supporting expertise.

Based on this analysis, we identified target groups with
lower screening and catch-up HPV vaccination rates.
Tools were then mapped to increase the engagement of
each target group, with evidence for each tool.

* This guide uses the accepted term “catch up-vaccination” for
what in Swedish is sometimes also called “ikappvaccination”.

* The guide does not contain methods to increase uptake of the
public childhood vaccination programme.

Method identification and validation process

Identifying target groups

Target groups with lower uptake of screening and
catch-up HPV vaccination were identified and
categorised based on shared underlying factors.

Identifying tools
Tools to increase uptake and evidence for the respective
method were mapped for each target group.

Analysing and synthesising tools
Target groups were selected for further analysis and
individual packages of tools were produced for these.

A region can work on organisational factors
and concrete tools to increase uptake.
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How can regions increase cancer screening
and catch-up HPV vaccination uptake?

Organisational factors

What does the region need to make sure
is in place organisationally to get local

people to engage?

Read more on page 10.

Put everything in place for the
healthcare staff carrying out
screening and vaccination

Remits and financing
Clear targets, remits and
incentives

Infrastructure
IT system for invitations and referrals

Skills
Training to ensure skills

Improve follow-up and develop methods
Capacity to identify target groups and
measure the results of interventions

Access to data

Analysis capacity

Feedback on results

Tools

What tools are there to get local
people to engage?
Read more on page 1S.

Increase incentives Lower barriers
Tangible Time-related
Intangible Geographical

Cost-related

Knowledge-based

Social
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Organisational factors
to increase uptake

A number of organisational factors need to be in place to enable the tools
to be used appropriately and to have the intended impact.

The tools chosen by a region need to reflect the situation
in terms of organisation in that particular region.

For example, starting work on a strategy for sending
reminders to people who have not attended screening
will not be effective if the providers do not have access
to an invitation system capable of showing which people
have not attended their appointments. In the same way,
healthcare staff need to be familiar with different cancer
screening programmes and catch-up vaccination in
order to provide information and answer questions about
the programmes, for example at routine appointments in
primary care or maternity care.

The factors described here are generally applicable in a
Swedish context. Two important interventions are needed
to eradicate cervical cancer: high vaccination rates and
equitable screening. This has consequences both for the
factors already in place in the respective region and the
tools that are best suited to increase cancer screening
and catch-up HPV vaccination uptake rates.

The description of the organisational factors is intended
primarily to highlight areas that need to be taken into
account.

Breast cancer screening using mammography detects 60-70
percent of all breast cancer cases in Sweden.

The most important organisational factors are based
on two fundamental areas:

* putting everything in place for the healthcare staff
carrying out screening and vaccination

* improving follow-up and developing methods

From these fundamental areas, four areas have been
identified:

1. Clear targets, remits and incentives.

2. 1T system for invitations and referrals.

3. Training to ensure skills.

4. Capacity to identify target groups and measure the
results of interventions.
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] Organisational factors to increase uptake

Remits and financing: Clear targets, remits and incentives

Potential solutions
The solutions mainly rest with the region’s politicians and

The problem

* Screening can be an organisationally complex

service to provide, which often involves several
providers. Because each of these providers has
different targets and incentives, it can be difficult to
get everyone pulling in the same direction. Sometimes
there is also no shared vision at regional level for
achieving a specific uptake rate for different screening
programmes or catch-up HPV vaccination, either
overall or for specific target groups. There is often no
specific person/role with overarching responsibility for
achieving a particular uptake rate in the region.

The economic benefits of higher uptake often accrue
to a provider other than the provider with the greatest
opportunity to influence uptake rates. For example,
the providers that carry out screening often have no
economic incentives to ensure that people invited for
screening actually turn up. Several regions raise the
problem of a lack of long-term funding for efforts to
increase uptake (for example targeting selected target
groups). Instead efforts are carried out in project form.
The impacts of the projects then often tail off once the
project has finished. In addition, there is sometimes
only a weak link at regional level with the healthcare
work being done by the respective Regional Cancer
Centre (RCC).

healthcare management.

Set region-wide targets for cancer screening and
catch-up HPV vaccination rates.

Make sure that remits, mandates and incentives
support the uptake rate target. This includes fostering
collaboration between the providers involved,
ensuring that decision paths are clear and that there
is a person/function with overall responsibility for
screening.

Long-term funding for efforts to increase uptake.

Coordinate efforts to increase uptake with different
providers who all share the aim of reaching identified
target groups.

Create a structure for commissioning/contracts that
enables the involvement of providers other than those
that normally carry out screening and vaccination.
This can include collaboration with the municipalities
in the region or key civil society actors. Vaccination in
particular can often be carried out by several different
providers in and outside the healthcare organisation.®s

In each region, there should be a clear
description of the organisation with
clearly allocated responsibilities and
defined remits and mandates, backed
by the regional leadership.

National Clinical Cancer Care Guidelines for Cervical
Cancer Prevention

1
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Organisational factors to increase uptake

Infrastructure: IT system for invitations and referrals

The problem Potential solutions

* A functional invitation and referral system is essential The solutions mainly rest with the region’s politicians

12

for effective cancer screening and HPV vaccination.”
Failures in an invitation system can, for example, lead
to invitations not being sent out to the right people at
the right time, or people finding it difficult to change
appointment times or get in touch with the health ser-
vice to book an appointment if they have not received
an invitation despite being in the target group. This
creates a risk that people who would otherwise have
attended screening or been vaccinated will not attend.

In some regions, invitations are not logged so there is
no way of identifying people who received an invitation
but did not attend. In such cases, it is also not possible
to see when an invitation was sent in order to send a
reminder after a set period of time. In some regions,
the target groups find booking or changing a screen-
ing appointment a complicated process. Sometimes
there is no option to change an appointment online or
strong authentication is needed to be able to change
an appointment. This might involve needing a Bank-ID,
which not everyone has. This kind of solution then ends
up excluding people.

Awareness of individual circumstances is needed so
that processes can be tailored to certain target groups.
Here, the invitation system needs access to more
information about people than their address, sex and
age. Where someone with a disability needs a longer
appointment, for example, information about their
disability needs to be in the system.

and healthcare management and with those
responsible for IT.

Connect to the generic invitation and follow-up system
developed by RCC West to support the regions in intro-
ducing the National Clinical Cancer Care Guidelines
for Cervical Cancer Prevention. The system manages
screening invitations and follow-up.®

Offer an opportunity to change appointments online
but without requiring strong authentication. Another

option is to send invitations via the online healthcare
service 11778

If possible - integrate the invitation system with systems
containing information on health conditions that
require tailored invitations. However, there are legal ob-
stacles here if that data is held by another data holder,
such as a municipality.*®

To carry out cervical cancer preven-
tion in line with the National Clinical
Cancer Care Guidelines, a tailored IS
(information system) is needed, or IT
support that incorporates an invitation
system and a laboratory information
system (LIS) as well as data transfer
between these and to a quality regis-
try.

National Clinical Cancer Care Guidelines for Cervical
Cancer Prevention
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Skills: Training to ensure skills

The problem

* Alack of awareness of why screening and vaccination
are important can lead to people not attending when
they are invited to do so. A lack of knowledge among
healthcare staff can similarly pose a barrier to uptake.>
It is important that people in the target groups of the
screening and vaccination programmes are able to
obtain the right information when they are in contact
with the health service in other contexts. Certain key
healthcare groups thus need to be familiar with the
screening and vaccination programmes. One example
is that midwives need basic knowledge about cervi-
cal cancer screening and catch-up HPV vaccination
so that they can identify those who have not been
screened or vaccinated (non-attendees) and answer
questions 8 53

* In primary care, a GP can fulfil the same role for bowel
cancer screening (and probably other screening
programmes too). Doctors should be familiar with the
screening process whether or not they are involved in
it themselves. Their awareness of and attitude to the
screening programmes can affect uptake among the
patients they see. >®

* ltis also important that healthcare staff who see peo-
ple from low-uptake groups are skilled in engaging with
them in a way that inspires trust. This is true both for
healthcare in general and the screening and vaccina-
tion programmes in particular. For example, staff who
see migrants need cross-cultural skills.%3

Potential solutions

The solutions mainly rest with the region’s politicians and
healthcare management and with those responsible for
training.

* Prepare and coordinate training initiatives for key
groups in the different screening and vaccination
programmes. This equips them and motivates them
to inform and build trust in the programmes among
non-attendees.

* Use nationally produced training material. National
online training on cervical cancer prevention and HPV-
based screening is one example.®

* Attend training run by RCCs. This is often carried
out jointly with those responsible for screening in the
regions.

Organisational factors

There may be a need for information
material geared towards healthcare
staff, as colorectal cancer screening
is introduced, so that they in turn can
provide adequate information about
this form of cancer and about screen-
ing.

National Clinical Cancer Care Guidelines for Colorectal
Cancer Screening

Health training improved uptake of the
HPV vaccine when it came from health-
care staff and/or school nurses in long-
form information events about the nature
of the disease and the advantages and
disadvantages of the vaccine.

Strategies to increase vaccination coverage, Centre for
Epidemiology and Community Medicine, Region Stockholm

13
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Organisational factors to increase uptake

A

Improve follow-up and develop methods:

Capacity to identify target groups and measure the results of interventions

The problem

* The ability to identify the groups whose uptake is
low is crucial to carrying out targeted interventions.
Capacity to conduct such an analysis differs between
the regions but generally seems to be low for selection
criteria other than geography and age.*® This limits
opportunities to identify groups with similar behaviour
patterns, which is considered to be important in order
to put strategies in place tailored to the needs of the
different groups.>® Furthermore, it is useful to be able
to identify the barriers or underlying reasons for low
uptake in different groups. Such an understanding
should underlie the interventions chosen.>® The
interventions carried out should also be able to be
evaluated to ensure that resources are channelled to
where they have the greatest impact.

Potential solutions
The solutions mainly rest with the region’s politicians and
healthcare management.

* Ensure skills and develop processes to analyse the un-
derlying causes of low uptake in different groups. The
work can usefully be coordinated with other aspects of
the region’s healthcare provision, such as dental care
or maternity care, as the same groups tend to fail to
attend recommended appointments in other parts of
the healthcare system too.

* Join the joint coordination office (GSK) for colorectal
cancer screening set up by RCC Stockholm-Gotland.
Regional coordination and follow-up are offered there
as part of the programme.”

* Facilitate randomised testing with control groups when
different interventions are carried out, for example, by
bringing in experts in the field. This is necessary so
that the effectiveness of different interventions can
be better evaluated.®® Involving researchers in some
interventions could be one example.

The opportunity for rapid, recurring
follow-up gives the regions an effective
tool to direct their interventions to where
the need is greatest, using the methods
that are most effective.

Government inquiry, Evaluation of the implementation
of vaccination against COVID-19

A screening reqister should be set

up for everyone invited and those
who choose to participate, mainly for
ongoing quality follow-up of the whole
programme.

National Clinical Cancer Care Guidelines for Colorectal
Cancer Screening



Tools to increase uptake

Interventions to increase the uptake rate of cancer screening and catch-up HPV
vaccination can be general or designed to target specific groups.

Different uptake in different groups

The screening and vaccination uptake rate often
differs significantly between different groups. Targeted
interventions aimed at the different groups can be
carried out to make uptake more equitable. Before
such interventions are carried out, it is important to
understand which groups have lower uptake rates.

Tools suitable for everyone due to be invited

There are tools to increase uptake among everyone
offered cancer screening or catch-up HPV vaccination.
These types of intervention are often based on improving

The tools target the following groups:

Everyone invited for cancer screening and page 18
catch-up HPV vaccination

Women born abroad, living in page 23
socioeconomically disadvantaged areas

People with disabilities page 27
People living in rural areas page 29
People with mental health conditions page 32
Long-term non-attendees page 35
Women born in 1994-1999, catch-up HPV page 37

vaccination

central processes and communication. Thus they do not
require specific target group analysis.

Tools for groups with lower uptake

The groups with lower uptake may differ in different
regions. However, there are some groups that frequently
recur in the analyses carried out and where many
methods have been tested and evaluated.

This guide presents specific tools for these groups. The
tools do not cover all the possible groups and a selection
has been made based on the groups:

* identified in interviews and literature reviews

* for which several tools and methods are described and
evaluated in different studies

* with limited opportunities to be active and engage in
their health and social care.

Prioritising tools based on the circumstances and
needs of the region

Ways of comparing the different tools are needed

to ensure that the regions maximise the value of the
interventions carried out to increase uptake of the various
screening programmes and catch-up HPV vaccination.

Impact and resources

The comparison needs to be based on the effectiveness
of increasing uptake and the effort required to introduce
the intervention in terms of resources - a simplified cost-
benefit analysis.

Organisational factors

Select groups to focus on

Begin by identifying the groups in which uptake is low in
the region. In this way, identify the people who are most
in need of targeted interventions. When the most relevant
groups have been identified, tools tailored to that specific
group are selected for further analysis.

Select relevant tools

When selecting tools for further analysis, it is equally
important to reject those tools that are not relevant
from a regional perspective. For example, this may be
because there is no system support for a particular tool.
Naturally, other tools and methods not presented in this
guide can also be added.

Take circumstances and priorities into account

For several of the tools, the circumstances in different
regions are likely to differ. This means that each region
will need to conduct an individual assessment. The
assessments should also take into account variables
such as the size of each local target group and any
priorities when it comes to increasing uptake among
particular groups.

Once the expected impact and resource needs required
have been assessed for the region, the relevant tools can
be compared using the matrix below.

The matrix provides guidance on how to relate to the

different tools but does not generally provide answers as
to which interventions need to be carried out.

15
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Structure of the tools

Both the general tools and the tools for groups with
lower uptake begin with a brief description of the group,
the barriers to their uptake, contact opportunities and
the screening programmes/vaccinations that are
relevant.

There is also a matrix which can be used to guide
prioritisation of the tools based on expected resource
needs and impacts.

Table: Tools for increasing screening or
vaccination programme uptake

Identified tools
Tools relevant to particular target groups have been
identified as a means to increase uptake in that target

group.

Identified barriers

There can be many reasons why people do not take

up invitations for screening and/or catch-up HPV
vaccination and these differ between the different target
groups. However, there are a number of barriers that
exist:

Shortage of time, such as waiting times or
opening times that clash with work.

* Time

* Geography Difficult to get to the clinic, for example
because it is far away or because no
transport is available.

* Awareness Not being reached by information or
not understanding the importance of
attending, including not understanding
the invitation or not being aware of the
risks of not taking up the invitation.

* Social People who are unwilling or scared
to attend, for example if they feel
uncomfortable or if attendance is

associated with stigma.

Relevant programmes

Some tools can increase uptake of all screening
programmes and catch-up HPV vaccination. Other tools
are only relevant to one or more specific programmes.
Each tool therefore comes with a description of relevant
programmes:

* Breast cancer
* Bowel cancer
e Cervical cancer

* Catch-up HPV vaccination

Expected impact and resource needs

Each tool in the guide comes with a rough estimate
of the expected impact and resources needed. The
estimates are based on a general assessment of
circumstances nationally and on the interviews and
literature studies that underlie the guide.

Expected impact refers to the extent to which the
tool can increase uptake of cancer screening or HPV
vaccination programmes. The expected impact may be:

* High
* Medium

* Low

Resource need refers to an estimate of the staffing and
financial resources required for a region to implement
and benefit from the tool. The resource need may be:

* Low
* Medium
* High

Level of evidence
|dentified tools are classified into four levels based on the
amount of evidence available:

High evidence

1 Scientific evidence that the method
increases uptake of cancer screening or HPV
vaccination

2 Tried and tested experience of use in cancer
screening or HPV vaccination or scientific
evidence that the method increases uptake
in similar healthcare activities

3 Tried and tested experience without
structured follow-up

4 Tools that have not yet been tested or have
been tested in very limited use without
follow-up

v Low evidence




More detail

Some tools are described in more detail. More in-depth
descriptions are provided for tools that meet at least one
of the following criteria:

1. Tools that studies have found to be
especially important for increasing uptake

2. Tools that require deeper explanation in
terms of their content or in organisational
terms

3. Tools where relevant examples of their
application exist, e.g. where a tool has
been used and evaluated in Sweden

The description for each of these more detailed areas
sets out:

* Relevant programmes
* Relevant target groups
* Examples of tried and tested experience or studies

* What is needed for the region to introduce the tool?

To increase equity of uptake, the regions
can put targeted interventions in place for
currently under-represented groups.

Interventions to increase cancer screening and catch-up HPV vaccination
uptake rates can be general or target specific groups.

Tools

17
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Everyone invited for cancer screening and catch-up HPV vaccination
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General tools to increase uptake in cancer screening and catch-up HPV vaccination programmes

Everyone invited for cancer screening and catch-up HPV vaccination

See the explanation of the structure on page 16.

The general tools in the guide seek to increase uptake

in all the groups that have access to screening or HPV
vaccination. By their nature, the tools are such that

they are applied to the whole population and so do

not require the region to analyse the uptake rate and
needs of different target groups. However, this does not
necessarily mean that the general tools have the same
effect on all target groups, because different groups may
have different needs and so the general tools may have
differing impacts.

Barriers to uptake

There are several reasons why people who are invited
for screening or catch-up HPV vaccination do not take
up the invitation. The reasons may be entirely practical;
a long way to travel to the clinic, an appointment at a
time that doesn't fit with working hours or it being difficult
to change the appointment time. Non-attendance may
also be due to a lack of knowledge about screening and
catch-up HPV vaccination.

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer
Catch-up HPV vaccination

Positioning of identified tools based on estimated impact and resources needed,
across all target groups.

Tools A - K are described on the next page.

High expected impact

A)(C)(G
! B
Resource need for D)(F Resource need for
implementation is Y =y ey H > implementation is
high ] K E low

Low expected impact



Tools for increasing screening or vaccination programme uptake

Tools

Everyone invited for cancer screening and catch-up HPV vaccination

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes impact need of evidence
A) Send invitation The likelihood that a person will attend increases if the invitation is Time All High Medium 1 7.8,9
with appointment*  presented as an invitation with a booked appointment time and place,
rather than an offer where the person can book an appointment
themselves.
B) Design the invita- Use everyday language. Explain difficult terms. Make the invitation easily Awareness | All Medium Low 1 4,5,8
tion so it is easily accessible visually, for example using fact boxes, highlighting important Social
accessible (linguis- sentences, and using larger fonts and wider line spacing.
tically and visually) National templates are available from the Confederation of Regional
Cancer Centres in Sweden (RCC).
* Invitation for breast cancer screening: cancercentrum.se/samverkan/vara-
uppdrag/prevention-och-tidig-upptackt/brostcancerscreening/kallelser--och-
svarsbrev
* Invitation for cervical cancer screening: cancercentrum.se/samverkan/
vara-uppdrag/prevention-och-tidig-upptackt/gynekologisk-cellprovskontroll/
kallelser-och-svarsbrev
* |nvitation for bowel cancer screening: cancercentrum.se/samverkan/vara-
uppdrag/prevention-och-tidig-upptackt/Screening-tjock-och-andtarmscancer
¢) Send reminders Send another invitation/reminder to those who have not attended their Time All High Medium 1 5,8,10,M
appointment. Send an annual invitation to those who did not respond to
the second invitation.
D) Offer asimple The easier it is to book, cancel and change appointments, the higher the Time All Medium Medium 2 8
way of changing uptake rate.
appointments If an online invitation system is used, it is helpful if it does not require
strong authentication (such as a Bank-ID) because not everyone has
access to such services.
E) Send text A text reminder can be sent before the appointment time to reduce the Time All Medium Low 1 8,12
reminder number of people who forget their appointments.
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continued

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes impact need of evidence
F) Sendahome HPV  Sending a home HPV test instead of only sending a second invitation/ Time Cervical Medium Medium 1 8,13, 21,
testto non-attend-  reminder increases uptake. cancer 52
« Geography
ees
G) Send home test Sending a home test in the post instead of the recipient needing to collect | Time Bowel cancer High Medium 1 5,20
by post it from a pharmacy increases the likelihood of them completing the test. Geography | Cervical
cancer
H) Provide clear Some people think home tests are hard to do. This means that clear Awareness | Bowel cancer | Medium Low 2 S
instructions for the  instructions are needed, with pictures that are easy to follow. Including a .
. . . . Cervical
home test link to a video showing how to do the test is also helpful.
cancer
1) Offer home HPV Tests carried out in a clinic or at home differ in several ways. Some Geography | Cervical Medium Medium 1 8,20,12
tests and smear people prefer a clinic, while others prefer doing the test themselves. This cancer
tests at midwife means that uptake rates can increase if both methods are offered and
appointments the message that people can choose the method they prefer is clearly
communicated.
J) Offer arange Times in the evening and at weekends at a reasonable distance from the Time All Medium High 2 8
of accessible home address should be offered to make screening and HPV vaccination
opening times accessible for people who have difficulties taking time off work.
K) Allow screening More people can attend screening and HPV vaccination if they don't Time All Medium Medium 3 23
and vaccinationin  need to take time off work and are instead encouraged to attend by
Geography

paid working hours

their employer. This is something that the regions can offer their own
employees as employers themselves.

*The tool is described in more detail on the following pages.



More detail: Send invitation with appointment (A

Tools
Everyone invited for cancer screening and catch-up HPV vaccination

Description

The likelihood that a person will attend increases

if the invitation is presented as an invitation with a
booked appointment time and place, rather than an
offer where the person can book an appointment
themselves.

Offering a booked appointment risks taking up
resources if a large proportion of the people invited
fail to attend. However, it is judged that the cost will
be offset by detecting a higher proportion of cases
earlier.

Relevant programmes

Breast cancer
] Bowel cancer
X Cervical cancer

Catch-up HPV vaccination

Relevant target groups
All

Examples of tried and tested experience or studies

Study of methods for increasing uptake

of breast and cervical cancer screening

A randomised study from 1998 tested the impact of
different types of invitations to breast and cervical
cancer screening.

The result showed that uptake was 39 percent lower in
the group that were not given a booked appointment
compared with the reference group who were

given a specific appointment by their GP. The study
proposed that the risk of gridlock due to overbooking
can be counteracted by constantly monitoring the
proportion who take up their invitation and adapting the
overbooking rate accordingly.’

National Clinical Cancer Care Guidelines for Cervical
Cancer Prevention

The National Clinical Cancer Care Guidelines for
Cervical Cancer Prevention recommend sending an
invitation with a time and place to increase uptake ®

What is needed for the region to introduce the tool?

Resources and organisation

* Give clinics a mandate and incentives to work to
ensure that people invited actually complete their
screening.

* Earmark sufficient funding to enable appointment
booking.

Important to remember

* Combine appointment booking with easy ways to
change or cancel an appointment, especially to
avoid clinics being empty (see tool Offer a simple
way of changing appointments).

* Send a clear invitation that enables an informed
choice to be made (see tool Design the invitation so
it is easily accessible).
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More detail: Send a home HPV test to non-attendees (F

Description

A second invitation or a reminder is often sent to
people who did not attend screening after the first
invitation, known as non-attendees. Several studies
have shown that sending a home HPV test with the
reminder increases screening uptake.

There is no clear answer as to how many invitations
or reminders should be sent before a home test
should be included. This needs to be assessed
based on regional circumstances. Studies have
shown good results from sending out home tests
with the second reminder,"® while the National
Clinical Cancer Care Guidelines for Cervical
Cancer Prevention recommend sending home
tests to “Long-term non-attendees”, in other words
those who have not attended their screening
appointments for four years or more (see the target
group long-term non-attendees).®

Relevant programmes

D Breast cancer

|| Bowel cancer

Cervical cancer

| | Catch-up HPV vaccination

Relevant target groups
All

Examples of tried and tested experience or studies

Randomised study of women in Oslo, Norway

A Norwegian study of women in Oslo in 2015 tested
the effect of sending a home HPV test with the second
reminder. The study included women about to receive
their second reminder to attend a smear test. 800
women in this group were selected at random to be in
the treatment group and were then given a home HPV
test but also the option of coming in to a clinic for the
test. The control group of 2,593 people were instead
sent a reminder in line with the prevailing guidelines for
screening in Norway. The results showed that uptake
was 44 percent higher in the treatment group than in
the control group and the result has a significance level
of at least S percent.”®

Randomised study of women in Espoo, Finland

A similar study to that in Norway was carried out on
women living in Espoo, Finland in 2011. The women
were randomly allocated to a treatment group and a
control group. The treatment group (2,397 women) were
sent a home test after failing to attend in response to the
first invitation. The control group (6,302 women) were
sent a reminder without a home test. Of the members

of the control group who did not take up the invitation,
1,315 were sent a home test with the third invitation. For
the group sent a home test with the second invitation,
the chance of uptake was 21 percent higher than for the
control group. Higher uptake was also seen in the group
who were sent a home test with the third invitation.>?

What is needed for the region to introduce the tool?

Resources and organisation

* An effective invitation system needs to be in place,
for example to see how many invitations have been
sent out and when the most recent invitation was
sent.

* The National Clinical Cancer Care Guidelines for
Cervical Cancer Prevention incorporate a nationally
coordinated system that individual regions can join
for help with invitations and reminders

Important to remember

* Each region needs to determine for itself how many
invitations/reminders are required before a home
test is sent out.



Tools to increase uptake in cancer screening and catch-up HPV vaccination programmes

Women born abroad, living in socioeconomically disadvantaged areas

See the explanation of the structure on page 16.

The target group often has non-existent or poor Swedish
language skills, no or limited education and is often far
removed from the labour market.

Many often operate in geographically restricted areas,
such as moving between the home, local food shops and
preschool. They rarely leave their residential area.®

Some in this group have a sceptical attitude towards
authorities. Disinformation campaigns about social
services and education have spilled over to other
functions in society and it is common to mainly rely on
information from people in one’s own group. Some have
low trust in the healthcare service and previous contact
with it made them feel ignored.3

The group sometimes has limited knowledge about
health, the body and illnesses. Combined with language
difficulties, this makes reaching them with information
about screening and vaccines difficult. Topics related to
sexudality are often strictly taboo, which makes it difficult
to spread information, especially linked to screening for
HPV and catch-up HPV vaccination!

Home testing may also be considered strange and
unpleasant.®

Brief facts about the target group
* Often far removed from the labour market.

* Live in socioeconomically disadvantaged areas with a
high proportion of people born abroad. Have a higher
risk of cancer mortality and lower uptake of cancer
screening than the population as a whole.?

* Estimated as about 100,000 people (based on the
proportion of people with a foreign background who
live in disadvantaged areas and the age distribution in
Sweden as a whole). 707!

Barriers to uptake among the target group

* Health literacy: Do not understand the importance of
screening and vaccination or how it works.

* Communication from the health service does not
always reach the group, partly due to the language
barrier and low trust.

* |nformation about sexual health is taboo.

Possible contact points

* Near the home, in laundry areas or stairwells
* Through Swedish for Immigrants courses

* Preschools

* Faith communities

* Local supermarkets

* Qut in the neighbourhood"3

Tools

Women born abroad, living in socioeconomically disadvantaged areas

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Positioning of identified tools based on estimated
impact and resource need

Tools A, B, C, D and E are described on the next page.
High expected impact

A)E C

Resource need
for implemen-
tation is low

Resource need
for implemen- B D
tation is high

Low expected impact
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Tools for increasing screening or vaccination programme uptake

cultural interpreters in
the local community*

individuals who people in the area trust can reduce cultural barriers to uptake.
A doula/cultural interpreter can be commissioned by the region and ideally
will be trained in screening and vaccination.

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes | impact need of evidence
Provide information The target group may be unused to seeking information themselves and may | Awareness All High High 2 1,2,3
about cancer screening  have limited information about their health. However, there is often an interest | Social
via civil society, ideal- in practising their Swedish. Holding language training with people from the
ly combined with lan- group/culture concerned who have already integrated is one way of reaching
guage training® out with knowledge about screening and vaccination.
Communicate in places Because the target group is often close to the home and gains information Awareness All Medium Low 3 1,3
where the target group from channels other than where healthcare is traditionally found,
is communication needs to take place where the target group is, such asin
stairwells, laundry rooms and at Swedish for Immigrants classes.
Establish contact with The target group sometimes has low trust in authorities and is generally Social All High Medium 1 1,8,6,63
key people in the neigh-  sceptical about testing and vaccines. Therefore, information about screening
bourhood or the cultural  and vaccination often gets across better if it is communicated by someone
group the person trusts in their own network. This might be a religious leader or a
member of a women's group.
Design the invitation so Use everyday language and explain difficult terms. Make the invitation easily Awareness All Medium Low 1 1,4,5
itis easily accessible accessible visually, for example using fact boxes, highlighting important
(linguistically and sentences, and using larger fonts and wider line spacing. If a language other
visually) than Swedish is used, adapt the language to the cultural context.
National templates are available from the Confederation of Regional Cancer
Centres in Sweden (RCC).
* Invitation for breast cancer screening: cancercentrum.se/samverkan/vara-uppdrag/
prevention-och-tidig-upptackt/brostcancerscreening/kallelser--och-svarsbrev
* |nvitation for cervical cancer screening: cancercentrum.se/samverkan/
vara-uppdrag/prevention-och-tidig-upptackt/gynekologisk-cellprovskontroll/
kallelser-och-svarsbrev
* Invitation for bowel cancer screening: cancercentrum.se/samverkan/vara-uppdrag/
prevention-och-tidig-upptackt/Screening-tjock-och-andtarmscancer
E) Work with doulas/ Having screening available in the local community and working with Social All High High 1 6,63

*The tool is described in more detail on the following pages.



Tools
Women born abroad, living in socioeconomically disadvantaged areas

More detail: Provide information about cancer screening via civil society, (a
ideally in combination with language lessons

Description

To increase uptake among women born outside
Sweden, meetings can be arranged for selected
groups to discuss health-related issues. The
meetings can be arranged by the region or

in partnership with established civil society
organisations. Group meetings are good for
engaging the target group in dialogue and sharing
people’s concerns. The conversations tend to work
best if the person organising the meeting shares the
ethnic and cultural background of the participants.

There is often a desire among people born abroad
to find opportunities to speak Swedish. It is therefore
recommended that the meetings are combined
with language training to attract more attendees.
To encourage conversations in an atmosphere of
trust, it can be helpful to arrange several meetings
on different themes and save the more taboo
subjects until once the group has got to know each
other. Combining the discussions with an activity
that encourages the group to relax, such as dancing
lessons or a reading group, has also proved useful.

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Relevant target groups
Women born abroad, living in socioeconomically
disadvantaged areas

Examples of tried and tested experience or studies

Health/language chats over coffee in Stockholm

Peer advisors in Stockholm have tested different
versions of the language training concept combined
with health information. There has been good
collaboration with Swedish for Immigrants, making

it easier to reach out. In some cases, groups met on
several occasions to build relationships. However, there
have also been one-off events geared towards specific
groups such as women, mothers, Arabic-speaking
women and young people.

Experience shows that it is important to involve all
participants so that the experience is of a discussion
rather than purely being fed information. This enables
peer advisors to address the concerns of participants.

It has also been important for the peer advisors to be
from different ethnic and cultural backgrounds. This
builds trust in the target group and means content can
be tailored to the cultural context.

Courses for mothers

Mamma United is a charity that runs one course

per term to empower women in socioeconomically
disadvantaged areas. They work in ten municipalities
and often work with property owners on funding and
identifying key local people.

During the course, representatives of different functions
in society come and talk about important factors in
reducing the health gap. For example, these may be
dieticians, midwives and police officers. Courses are for
women only.®

What is needed for the region to introduce the tool?

Resources and organisation
* Regional peer advisors

* Coordination with other
parts of the health service

Relevant external actors
* Civil society organisations
* Swedish for Immigrants

* Key local people

Important to remember

* Success depends on good support in local society
and in the cultural group. It is important to be aware
that there may be a lack of trust in authorities and
the health service.
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More detail: Work with doulas/cultural interpreters in the local community (E

Description

People born abroad, living in socioeconomically
vulnerable areas, do not always have the same trust
in and understanding of the Swedish healthcare
system as the population as a whole. Some also
have less knowledge about the body, illnesses and
how cancer risk can be reduced. Many come from
cultures that look on hedalth issues differently, which
can make it difficult for healthcare staff to reach out
with information within their ordinary work.

A successful strategy may therefore be to work

with doulas or cultural interpreters, people who are
well-integrated in the Swedish system but who have
a background from another culture. They have a
deeper understanding of the cultural context that
leads to doubts about attending screening or being
vaccinated. This means they are better equipped to
answer questions and soothe fears.?

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Relevant target groups

Women born abroad, living in socioeconomically
disadvantaged areas

Examples of tried and tested experience or studies

“Bring a friend” in the Véastra Gétaland region

In 2011, the Vastra Gotaland region implemented the “Ta
med en van” (Bring a friend) project to increase cervical
cancer screening uptake. As part of the project, about
15 local doulas were hired from different cultures, who
spoke different languages. The doulas were informed
about smear tests through their local community
networks.

Strong local trust, speaking the women'’s mother
tongue, and using arguments tailored to the target
group enabled the message to be successfully
communicated to the group. Over the course of the
project, screening uptake increased by 42 percent.®*
The project ran for a year but lives on in an initiative
known as “Cellprovsveckan” (Smear test week). The
week is run every year in the regions of Vastra Gétaland
and Halland.®

Doulas/cultural interpreters in Region Vdrmland
Between 2017 and 2022, Region Varmland ran a project
jointly with the Swedish Association of Local Authorities
and Regions (SALAR) involving cultural interpreters and
cultural doulas in family centres, child health centres,
midwife clinics and on labour wards. The cultural
interpreters provided information on cultural differences
and how Swedish society works, often linked to subjects
such as maternal and child health, vaccinations and
childhood illnesses.

The cultural doulas provided support and information
to women giving birth and their partners. They had
previous, non-medical, experience of births.®>

What is needed for the region to introduce the tool?

Resources and organisation

* Some mapping of the target group needs to have
been done to target support effectively. For example,
relevant languages/cultures and potential doulas/
cultural interpreters need to be identified.

* ltis useful if such surveys can be done jointly with
other parts of the healthcare system looking to reach
the same groups.

Relevant external actors

* People with a large network and trust in local society.

Important to remember

* ltis helpful to train doulas/cultural interpreters on
guestions to do with screening and vaccination.



Tools to increase uptake in cancer screening and catch-up HPV vaccination programmes

People with disabilities

See the explanation of the structure on page 16.

Whether their disability is physical or intellectual, people
in the group are often dependent on others to a greater
extent than the rest of the population. This may involve
needing physical assistance or needing support in
advocating for themselves in the healthcare system %’
This means that healthcare units may need to adapt
their approach to meet the needs of the group. This may
involve physical adaptations being made to the clinic, but
also adapting the approach and procedures surrounding
the appointment itself to make people feel comfortable
about coming back again next time.*°

It is also common for people in this group to find it harder
to remember their appointments. This means there may
need to be special procedures to remind them about
booked appointments, both to ensure they are screened
or vaccinated and so that the clinic does not suffer from
time wasted due to missed appointments.*©

People in this group tend to be diagnosed with cancer

at a late stage®”. They also have a higher risk of cancer
than the population in general. Studies of Swedish

data have therefore highlighted that the group should

be screened to a greater extent. One example is that
women receiving support under LSS (the Swedish Act
concerning Support and Service for Persons with Certain
Functional Impairments) have almost twice as high a risk
of dying of breast cancer, which is thought to be due to
late detection. %8 %7

Brief facts about the target group
* Often diagnosed with cancer late.?’

* People with intellectual disabilities run a greater risk of
cancer than others.®?

* Women receiving LSS support have almost twice as
high a risk of dying of breast cancer.3®

* This group has a lower screening uptake rate than the
rest of the population.4!

* This group is estimated to include about 50,000
people.”?

Barriers to uptake among the target group
* Difficulty getting to appointments.

* Difficulty keeping track of appointment times and
understanding the importance of screening and vacci-
nation.

* Need someone else to help them.

Possible contact points

* LSS support
* Other care units

Tools

People with disabilities

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Positioning of identified tools based on estimated
impact and resource need

Tools A, B, C and D are described on the next page.

High expected impact

Resource need E Resource need
for implemen- A)------ C)iD )mmmmmmos for implemen-
tation is high ' tation is low

Low expected impact
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Tools for increasing screening or vaccination programme uptake

is to be sent a test to do at home. However, they may need
support at home to help them do the test.

Cervical cancer

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes impact need of evidence
A) Longer smear test A person with a physical or intellectual disability may need a Time Breast cancer Medium High 2 8
and vaccination longer appointment for smear tests and HPV vaccination to Geography .
. . S . Cervical cancer
appointments get the support they need. This can be especially important in
creating trust for the next appointment. Catch-up HPV
vaccination
B) Make premises ac- Adaptations may need to be made to the clinic itself to enable Geography Breast cancer High High 1 8,5,
cessible and offer the right support to be offered. This can involve help with . 31,32
. . . . Cervical cancer
aids and assistance transport and lifts. A companion may be needed to accompany
during the appoint- people during the visit. Catch-up HPV
ment. vaccination
¢) Remind people of People with intellectual disabilities may find it difficult to Awareness Breast cancer Medium Medium 2 S
their appointment in remember appointments and may therefore need reminders .
. . . . Cervical cancer
various ways. in several different ways. This could be by letter, postcard or
phone call. Catch-up HPV
vaccination
D) Home testing One option for people who have difficulty travelling to a clinic Geography Bowel cancer Medium Medium 1 5,20,36




Tools to increase uptake in cancer screening and catch-up HPV vaccination programmes

People living in rural areas

See the explanation of the structure on page 16.

People who live in rural areas often have further to
travel to screening and vaccination clinics and there
may be a lack of public transport. This makes it harder
to attend.34 3¢

The distance to screening and vaccination clinics also
affects the uptake rate. People with less than half an hour
to travel are more likely to attend appointments.*® This
means that mobile units or home testing can be helpful
to increase uptake in rural areas.35-3¢

Foreign studies have shown that a lack of awareness of
the importance of screening and negative attitudes to
screening are more common among those who live in
rural areas, which also reduces uptake.*

In the US, it has also been found that there is a higher
degree of stigma and fear of pain related to screening
among people who live in rural areas compared with
urban areas.®?

Brief facts about the target group

* Lower uptake of cervical cancer screening compared
with the population as a whole.??

* People with a journey of more than half an hour to a
clinic are less likely to attend.*®

* In Sweden, approximately 175,000 people live rurally.®

Barriers to uptake among the target group
* Distance to screening and vaccination clinics.
* Poor transport links.

* Lack of awareness and negative attitudes to screening
and vaccination.

Possible contact points

* Other healthcare units, especially district doctors.

* Local services, such as supermarkets and pharmacies.

Tools

People living in rural areas

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Positioning of identified tools based on estimated
impact and resource need

Tools A, B, C and D are described on the next page.

High expected impact

B A):(D
Resource need E Resource need
forimplemen-  -------------- oo for implemen-
tation is high ' tation is low
C

Low expected impact
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Tools for increasing screening or vaccination programme uptake

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes impact need of evidence
A) Home HPV test People living in rural areas often have further to travel to clinics, Geography Cervical cancer High Medium 1 20,36
especially if they live in extremely remote locations. In this
context, offering home tests for cervical cancer screening can
be useful.
B) Mobile units* In rural areas, clinics are often a relatively long distance away. Geography Breast cancer High High 3 35,36
Having mobile screening units able to travel to the people to be .
. . . Cervical cancer
screened makes it easier for people to attend appointments.
Catch-up HPV
vaccination
¢) Information Knowledge and attitudes to screening have proved to be Awareness, All Low Medium 1 33,34
campaigns/ a barrier for some people living in rural areas. Targeted Social
education information campaigns and/or education programmes can be
programmes effective ways of changing this.
D) Add-on screeningand  Because, as a rule, people living in rural areas have further Geography Cervical cancer High Medium 1 8,29,30

vaccination

to travel to clinics, it can be useful to offer screening and HPV
vaccination when they are at a medical centre or clinic for some
other reason.

Catch-up HPV
vaccination

*The tool is described in more detail on the following page.
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More detail: Mobile units

Tools
People living in rural areas

Description

In rural areas, screening and vaccination clinics
are often further apart. This means that people can
need to travel relatively long distances to attend
screening and vaccination appointments. This has
been shown to have a major impact on whether or
not people attend. People who can reach the clinic
within half an hour are more likely to attend.

Mobile vaccination and screening units are one
way to reduce distances. Mobile units can be,

for example, vaccination and screening buses or
mobile vaccination teams that visit rural areas and
offer vaccination in temporary premises.

Relevant programmes

Breast cancer

|| Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Relevant target groups
People living in rural areas

Examples of tried and tested experience or studies

The SRHR bus in Region Véastra Gétaland

In Region Vastra Gotaland there is a mobile unit known
as the SRHR bus.

SRHR stands for sexual and reproductive health and
rights and people can visit the bus to have a smear test
but also for contraceptive advice, ST testing and to talk
about sexual and reproductive health. The bus regularly
visits different places in the region where people
naturally spend time, such as upper secondary schools,
universities, libraries and arts centres. The addresses
and times where the bus will stop are shown on the
region’s website and publicised on social media.

The SRHR bus was initially run as a one-off project, but
has become part of the ordinary local health service in
the region. All visits to the bus are drop-ins and are free
of charge.

Mammography buses in Norway

Norway has been running mammography screening
buses in rural areas since 2008. There are four buses
in total and between them they screen 40,000 women
for breast cancer every year. Screening carried out on
the buses is part of the national screening programme
and is commissioned by the Cancer Registry, which is
responsible for cancer screening in Norway.

Women who attend receive an invitation to screening

in the bus in the same way as they would be invited

to attend screening at a non-mobile clinic. The buses

generally have a high coverage rate. Responsibility for
coordinating the buses is national but the screening is
carried out by regional radiography nurses.

What is needed for the region to introduce the tool?

Resources and organisation

* The region needs to provide the mobile units, e.g.
buses.

* The mobile units need staffing.

* |T systems must be set up to meet the needs of the
initiative, such as getting the right temporary address
on the invitations.

Relevant external actors

* Local organisations able to offer premises or provide
information about the mobile unit.

Important to remember

* Organise screening and vaccination in the mobile
units as part of the same invitation system as the rest
of the screening and vaccination service.
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Tools to increase uptake in cancer screening and catch-up HPV vaccination programmes

People with mental health conditions

See the explanation of the structure on page 16.

The number of people diagnosed with mental illnesses
in Sweden is growing. At the same time, several studies
show lower screening uptake among people in this
group. However, there is major variation in uptake in this

group.

Women with milder mental illnesses attend cervical
cancer screening to the same extent as the population
as a whole, while women diagnosed in specialised
psychiatric care or diagnosed with psychosis attend

to a lower extent (6 percent and 19 percent lower
respectively). Similar patterns have been found in
Canada and Taiwan for women diagnosed with
schizophrenia.#4

Most people in this group are already in contact either
with primary or specialist healthcare. At the same

time, they often find it difficult to initiate new contacts
and visit new places. Therefore there is great value in
collaboration between healthcare units, especially as it
is known that the anonymity of the screening system is a
barrier for this target group.*

It has also been shown that this group benefits from
mental health clinics encouraging screening and HPV
vaccination, and from broader collaboration with cancer
prevention services,?>?’ for example through outreach
screening and vaccination at mental health clinics.*®

It has also been found that people with schizophrenia
benefit from continuity of care.*4

Brief facts about the target group

* People with mental health diagnoses often have poorer
health status and lower life expectancy than the gener-
al population.*4

* This group runs a higher risk of dying from cancer.#4

* Attend screening to a lower extent?> 4447, globally
almost 25 percent lower than the population as a
whole.#

* In total approximately 90,000 people in Sweden have
a mental health diagnosis.”®

Barriers to uptake among the target group
* Going to new places with unfamiliar people/contacts.
* Managing to undergo screening or vaccination.

* Absorbing information about the importance of screen-
ing and vaccination.

Possible contact points

* Mental health services and other psychiatric care
* In the home

* LSS support

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Positioning of identified tools based on estimated
impact and resource need

Tools A, B, C and D are described on the next page.

High expected impact

Resource need Resource need
for implemen- B)------- A)----------- for implemen-
tation is high tation is low

Low expected impact



Tools for increasing screening or vaccination programme uptake

Tools

People with mental health conditions

therefore be useful to use mobile screening and vaccination units
to take the service to the people concerned.

Cervical cancer

Catch-up HPV
vaccination

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes impact need of evidence

A) Collaboration The target group runs a risk of falling through the cracks, Time All Medium Medium 1 24,25,
between mental and therefore it is important that mental health and cancer/ Geography 26,27
health and cancer/ screening/vaccination services work together to provide the Social
screening/ care needed as seamlessly as possible. One example is taking
vaccination services a “person-centred, collaborative care” approach. ltis also

important that the person’s GP encourages them to attend
screening and HPV vaccination.
Healthcare staff with ~ Healthcare staff who are used to working with people with mental | Social Breast cancer Medium High 1 25
experience of working  health conditions find it easier to interact in a way that makes the .
) ) Cervical cancer

with mental health appointment run smoothly and feel safe.
conditions carry Catch-up HPV
out screening and vaccination
vaccination
Information material Make it as easy as possible for the target group to absorb Awareness All Low Low 1 25
whose message is information on the importance of screening and HPV vaccination
easy to read and by using simple language and clear messaging.
simplified

D) Mobile units* The group can find going to new places challenging. It can Geography Breast cancer High High 1 26

* The tool is described in more detail on the following page.
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People with mental health conditions

More detail: Mobile units

Description

People with mental health conditions may

be resistant to going to new places, such as
vaccination and screening clinics. Because they
do not encounter these providers in other contexts,
they may feel anonymous and alien.

Using mobile vaccination and screening units may
therefore be one solution to increase uptake. They
can do outreach work in partnership with mental
health services by going to places where the person
is, such as a mental health clinic or the home. The
person’s ordinary healthcare contact encouraging
screening is also highly significant. Collaboration
between the screening and vaccination providers
and psychiatric care improves uptake in this
group.26-27.44.48

Relevant programmes
Breast cancer

D Bowel cancer

Cervical cancer
Catch-up HPV vaccination

Relevant target groups
People with mental health conditions

34

Examples of tried and tested experience or studies

The SRHR bus in Region Véstra Gétaland

In Region Vastra Gotaland there is a mobile unit known
as the SRHR bus.

SRHR stands for sexual and reproductive health and
rights and people can visit the bus to have a smear test
but also for contraceptive advice, ST testing and to talk
about sexual and reproductive health.

The bus regularly visits different places in the region where
people naturally spend time, such as upper secondary
schools, universities, libraries and arts centres. The
addresses and times where the bus will stop are shown on
the region’s website and publicised on social media.

The SRHR bus was initially run as a one-off project, but
has become part of the ordinary local health service in
the region. All visits to the bus are drop-ins and are free
of charge.t’

Mobile vaccination units at

psychiatric clinics in the USA

During the COVID-19 pandemic, people with serious
mental illness ran a higher risk of serious illness due
to COVID-19, partly due to generally high comorbidity.
People in this group were also less likely to be
vaccinated than the population as a whole. Special
interventions were therefore put in place to increase
vaccination coverage. In Boston, Massachusetts (USA),
mobile vaccination clinics were trialled in “psychiatric
settings”.

Initially healthcare staff from a number of psychiatric
clinics were mobilised to train them in the vaccination

continued

programme and to understand their patients’ barriers
to vaccination. After that, mobile vaccination clinics
(MVCs) were set up close to the psychiatric clinics.
This multi-pronged approach led to a vaccination
rate of 93 percent compared with 62-77 percent in
Massachusetts as a whole in the same period.’

What is needed for the region to introduce the tool?

Resources and organisation

* ltis easier to use mobile vaccination and screening
units at psychiatric clinics if there is a structure for
commissioning/contracts that makes it possible to
bring in other providers.

* Bringing in other providers often involves training
needs.

Relevant external actors

* Municipal providers which run care for the target
group or provide meeting premises for homeless
people.

Important to remember

* Organise screening and vaccination in the mobile
units as part of the same invitation system as the rest
of the screening and vaccination service.



Tools to increase uptake in cancer screening and catch-up HPV vaccination programmes

Long-term non-attendees

See the explanation of the structure on page 16.

The National Clinical Cancer Care Guidelines for
Cervical Cancer Prevention define long-term non-
attendees as people who have not attended screening
for four years or more after being sent an invitation
There is no definition for other forms of screening and
catch-up HPV vaccination. Therefore, every region needs
to make a decision as to how long a person must have
failed to attend before tools for long-term non-attendees
are activated.

Long-term non-attendees differ from other target groups
in this guide because the people in this group have

no other known common characteristics other than

not having attended screening or not having been
vaccinated.

It is likely that a large proportion of these people also

belong to one of the other target groups in this quide.
However, there are a number of tools that have been

shown to be effective with long-term non-attendees in
particular.

In a study of the effect of long-term non-attendees in
cervical cancer screening in Western Sweden, midwives
phoned women to book appointments. They also asked
women what they needed to encourage them to attend.
These needs can be grouped under different themes,
where time-related and social reasons were dominant.

These responses give an insight into the needs of this
group but they are not necessarily applicable to the other
screening programmes.?8

Brief facts about the target group

* Two percent of people invited for cervical cancer
screening do not attend at all. They then account for a
high proportion of people with cancer.3

* Of those who do not attend for a long time and then do
have a smear test, a high proportion have cell changes
(which in turn can lead to cancer).8 %0

Barriers to uptake among the target group

* Time-related barriers, such as wishes for drop-in ap-
pointments or specific times.

* Social barriers or fear, such as a need for calm and
friendly treatment or anaesthesia.

* Geographical barriers, such as having to get to a dif-
ferent clinic from the one that sent out the invitation.

Possible contact points
* Phone

* Other medical appointments

Tools

Long-term non-attendees

Relevant programmes

Breast cancer

Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Positioning of identified tools based on estimated
impact and resource need

Tools A, B and C are described on the next page.

High expected impact

B A)lC

Resource need
for implemen-
tation is low

Resource need
for implemen-
tation is high

Low expected impact
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Tools for increasing screening or vaccination programme uptake

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes impact need of evidence
A) Send ahome HPV test Sending a home swab test in the post can increase uptake Geography Cervical cancer High Medium 1 8,913,
among long-term non-attendees. 21,52
The best time to send the test out can vary, but some studies
have seen good results from sending the home test with the
second reminder. The National Clinical Care Guidelines for
Cervical Cancer Prevention recommend sending out home
tests to people who have not attended for four years or more.
B) Help with booking via It can be helpful if the clinic carrying out the screening or Time All High High 1 8,91,
outreach phone calls  vaccinations phones people who have a long history of non- Social 21,28
attendance and offers to help them book an appointment.
Booking centres or similar reaching out in this way has also
been shown to have good results.
¢) Add-on screeningand  People who fail to attend may sometimes consider attending Geography Cervical cancer High Medium 1 8,29, 30

vaccination

if they are offered screening or HPV vaccination while they are
already at a doctor’s or at a clinic for another reason.

Catch-up HPV

vaccination




Tools to increase uptake in cancer screening and catch-up HPV vaccination programmes

Women born in 1994-1999, catch-up HPV vaccination

See the explanation of the structure on page 16.

This target group is generally considered to have low
awareness of screening for HPV and catch-up HPV
vaccination. There is a risk that this leads to them not
feeling that taking up their invitation is urgent.

Staff at screening and midwifery centres report that

many women who come in do not understand why they
have been invited to attend. The women often have not
absorbed the information in the invitation. This means it is
important that invitations are clear and highlight the most
important points.

The target group also have some hesitancy about
vaccination. Some were vaccinated with earlier versions
of the HPV vaccine and may find it difficult to understand
why they are now being offered a new vaccine. Some are
also sceptical about vaccination in general.

Compared with other groups, this group is relatively
mobile, changing job or place of study frequently and
moving more often.

All'in all, this means that it needs to be made very easy to
attend, such as by offering a large number of appointment
times to choose from and making it easy to change
appointment times.

The group is used to using online tools and digital
channels. This makes digital communication a good
accompaniment to traditional invitations by letter. This is
true both of invitations and spreading information.>®

Brief facts about the target group

* The study “Utrotningsprojektet” (the Eradication Pro-
ject) offers women born in 1994-1999 both screening
for HPV and vaccination.®’

* The uptake rate varies between different regions, partly
because catch-up HPV vaccination started at different
times.>’

* In total, the project covers 356,300 women in Sweden
nationwide.®’

* The coverage rate in ordinary cervical cancer screen-
ing in this group is approximately 85 percent.>®

Barriers to uptake among the target group
* Generally low awareness of screening for HPV and
HPV vaccination.

* Time-related barriers, shortage of time, such as waiting
times or opening times that clash with work or study.

* A mobile group that often moves house or changes
job or place of education, which risks them failing to
receive invitations.

Possible contact points
* Social media

* Online channels, the online health service 1177 and the
digital postal service Kivra

* Universities
* Workplaces
* Shopping centres

Tools

Women born in 1994-1999

Relevant programmes
|| Breast cancer

D Bowel cancer

Cervical cancer
Catch-up HPV vaccination

Positioning of identified tools based on estimated
impact and resource need

Tools A, B, C, D, E and F are described on the next page.

High expected impact

Resource need B ) Resource need
for implemen- D)------- A= for implemen-
tation is high E ) tationislow

Low expected impact
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Women born in 1994-1999

Tools for increasing screening or vaccination programme uptake

Identified tools Identified Relevant Expected | Resource Level Source
aimed at lowering barriers barriers programmes impact need of evidence
A) Offer multiple Uptake can increase if a range of bookable appointments is Time Catch-up HPV Medium High 2 8,58
appointment timesand  offered and it is easy to cancel and rebook. One solution might vaccination
easy rebooking be to work with the existing vaccination set-up in the region. For
example, in Stockholm the COVID-19 vaccination programme used
vaccination centres to increase capacity.
B) Awareness-raising This group has relatively low awareness of how to protect oneself Awareness Cervical cancer Medium Low 2 22,58,62
campaign on HPV from cervical cancer. Awareness-raising information campaigns
screening and about screening and catch-up HPV vaccination can be a way of Cotc_h-up HPV
vaccination® increasing uptake. The target group often uses digital channels so vaccination
spreading awareness on social media, for example, can work well.
¢) Vaccination at large Offering vaccination at universities and in workplaces is one way Geography Catch-up HPV High Medium 3 48,58, 62
workplaces and of getting the HPV vaccine to more people. The Vastragétaland vaccination
universities Region is one example, where COVID-19 vaccinations were offered
at the Volvo factory. There are also examples of visits to universities
to vaccinate students in freshers’ week.
D) Mobile teams Mobile units can work well to increase uptake in areas where there | Geography Catch-up HPV Medium High 3 48,58
combined with phone are long distances to vaccination clinics. This has been tested in vaccination
contact parts of northern Sweden. Women concerned were phoned and
informed that the unit would be coming before it arrived.
E ) Educating healthcare The target group can have many questions about cervical cancer Awareness Cervical cancer Medium Low 3 58,59
staff screening and HPV vaccination. It is important that healthcare staff Catch
have the tools they need to answer questions and enable informed ateh-up HPV
choices. Nationally produced training material is available from the vaceination
Confederation of Regional Cancer Centres in Sweden:
cancercentrum.se/samverkan/vara-uppdrag/
prevention-och-tidig-upptackt/gynekologisk-cellprovskontroll/
presentationsmaterial
F) Offer vaccination in Offering HPV vaccination in many locations, where the target Time Catch-up HPV High Medium 3 48
several locations group is often found, lowers the barriers to uptake. Vaccination Geography vaccination

can be carried out at pharmacies, shopping centres, universities,
workplaces and by homelessness and substance abuse charities.

*The tool is described in more detail on the following page.
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Tools
Women born in 1994-1999

More detail: Awareness-raising campaign on HPV screening and vaccination (B

Description

The target group generally has low awareness

of how to prevent cervical cancer. Those who
come to a clinic after receiving an invitation often
do not understand why it is important that they
attend. They also frequently have questions about
vaccination. Some are sceptical about vaccines
and others want to know why they need to be
vaccinated again when they were vaccinated
before.

Awareness-raising campaigns on screening and
catch-up HPV vaccination can be helpful for this
reason - ideally using digital channels such as
social media, because the target group are frequent
consumers of social media.®

Relevant programmes

| Breast cancer

|| Bowel cancer

Cervical cancer

Catch-up HPV vaccination

Relevant target groups
Women born in 1994-1999

Examples of tried and tested experience or studies

“Sjekkdeg” in Norway

Since 2015, Norway has run an annual campaign to
increase uptake of the Norwegian cervical cancer
prevention programme.

The campaign runs under the hashtag #sjekkdeg
(getchecked) and has a clear, simple message: Attend
your smear test when you are invited to do so and
reduce the risk of cervical cancer.

Working with social media influencers spreads the
message to a wider audience. The material is appealing
and gets the message across and is available in several
languages.

Screening uptake has increased since the campaign
started. The campaign includes a card which can be
ticked and handed in to the screening staff. For example
people can tick the box that says: “I've never done this
before and am wondering what happens”.??

“Stop HPV - bliv vaccineret” in Denmark

In May 2017, an information campaign entitled “Stop
HPV - bliv vaccineret” (Stop HPV - get vaccinated) was
launched in Demark to counteract the disinformation
about the HPV vaccine that had gained a foothold
across much of the country.

The campaign used a website and a Facebook page
to communicate different types of campaign material
such as personal stories, videos and factual material.
Scientific material was also shared, showing the effect
of vaccination.

After the campaign, higher uptake of HPV vaccination
was seen, both of ordinary vaccination

continued

for the different cohorts and also catch-up vaccination.
Today ordinary vaccination uptake is at almost 90
percent for both boys and girls.

One of the lessons learned is the importance of
working with other organisations or people interested in
spreading the same message who are highly trusted by
the target group.60-¢'

What is needed for the region to introduce the tool?

Resources and organisation

* Ensure that the staff concerned have been trained
and are informed about the campaign.

* Coordinate the campaign with other regional com-
munication.

Relevant external actors

* Partnerships with external actors that the group
trusts.

Important to remember

* |tis important to understand how the target group
operates and the reasons for their non-attendance in
order to draw up a relevant campaign.
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