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La comunicazione nei 
programmi di screening…

un’evoluzione lenta e difficile…







Overdiagnosis and breast cancer screening: 
scientific controversies and uncertainties:

a  methodological fighting.



ADVANTAGES ▲▼ DISADVANTAGES

• False positives

• False negatives

• Anxiety

• Ovrediagnosis and 
overtreatment

• Pain and discomfort

• Radiation risk

• BC mortality reduction

• Best prognosis

• Reassurance for the true 
negatives

• More conservative 
treatments 

• Increased survival













For BC screening programs, giving a
complete and honest communication
becomes a categorical imperative not only
for giving an answer to the screening
detractors but because it is their ethical duty



 Source:National Cancer Institute (NCI). Designing print materials: A communications guide for breast cancer screening.
 Bethesda (MD): NIH, 2007. NIH Publication No. 07-6100. http://appliedresearch.cancer.gov/icsn/manual.pdf

Informed decision making



Impact of Marmot



 Screening programmes are committed to:

MAXIMIZE

MINIMIZE
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Communication in early detection/screening
Making the shift from a promotional approach to the provision of balanced information to support informed 
patient decisions about screening is a challenging task.
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Evidence-based communication
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Evidence based communication 
 Good quality information must be correct and based on the

best available evidence. Regular updating, expert scrutiny
and good methodology are key points of evidence-based
information.

 Good quality information should also be clear about benefits
and harms, since no health intervention is ever free of side-
effects.

• EVIDENCE-BASED INFORMATION: IS IT ENOUGH?
19



Evidence-based communication Trasparent but not neutral
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From a public health perspective, if reasonable to acknowledge that
having decided that the balance of benefits and harms is such as to
offer a service, the health service should not be neutral about the
intervention, but should be allowed to endorse it.

Although messages conveyed through an invitation letter might be
transparent, THEY CAN NEVER BE NEUTRAL

because screening professionals are duty-bound to set up initiatives
that are effective, and many cancer screening programmes (i.e.
breast/colorectal/cervical) are established on this basis.
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Evidence-based communication Trasparent but not neutral

• The relevance of elements 
such as trust, gratitude, 
convenience
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… trust in public health services has a relevant role in how
people decide about screening; trust in such a common good as
public health services is something that has been constructed
over years of care, competence, expertise, empathy, honesty,
and commitment shown by public health operators both as
individuals and as an organisation.

Such a precious achievement should be used carefully, but not
ignored just because it might sound paternalistic. A timed
appointment (as in many organized screening programmes) is an
implicit demonstration of the accountability of the screening
programmes regarding their position on the balance of screening
benefits and harms. 23



European Breast 
Guidelines 

Description
The recommendations are drafted and voted in
a structured way by the members of the
Guidelines Development Group (GDC), which
includes healthcare professionals,
epidemiologists, guideline developers and
patients.

Rationale
Important advances in breast cancer screening 
and treatment, and changes in the way 
guidelines are developed, from expert 
consensus-based to evidence-based, led to the 
need for new European guidelines on breast 
cancer screening and diagnosis.

Aim
The objective of the European guidelines is to
improve the prevention and diagnosis of breast
cancer.



About 74 recommendations on 
screening and diagnosis

Evidence based, updated as new 
evidence and priorities emerge 

Developed by the GDG using 
GRADE Evidence to Decision 
Framework
Web based and specifically 
tailored for each of three profiles: 
citizens and patients, health 
professionals, and policy makers

European Breast Guidelines 



Holger J. Schünemann Epidemiologist Co Chair of the Grad   
group

Lennarth Nyström Epidemiologist Sweden
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Stephen Duffy Epidemiologist UK
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Helen McGarrigle Patient 
representative 

UK



Approach
The procedure consists of the following essential steps:

1. The GDG prioritizes a set of healthcare questions from a broader list that included questions
coming from a public consultation carried out among different stakeholders.

2. The GDG frames each question using the PICO format - Population under study (for example
women of certain age); Intervention (for example a medical examination); Comparator (other main
options such as an alternative medical examination); and Outcomes (results).

3. An external and independent team, with specific expertise in the field, carries out systematic
reviews for each question.

4. The GDG assesses the quality of the evidence retrieved and use GRADE Evidence to Decision (EtD)
frameworks to decide on the recommendation and its strength. The GRADE EtD framework
systematically assess 12 different criteria, including the balance between desirable and undesirable
effects, the certainty of the evidence, people’s values, cost-effectiveness, and feasibility.

5. If a recommendation is not adequate for a formal certainty of evidence rating according to GRADE, a
good practice statement can be developed.

6. Recommendations are updated as new evidence becomes available, following a regular and
systematic updating process.

Healthcare authorities and professionals can adopt the European breast cancer guidelines or adapt 
them to their local context. 



• Participation Rate
• Number of people making informed choice
• Better/increased accessibility to information
• Increased awareness of information
• Satisfaction with the decision making 

Process
• Confidence in making decision

OUTCOMES- COMMUNICATION 
QUESTIONS



Recommendations on communication with women involved in 
breast cancer screening



Breast Cancer Screening COMMUNICATION



FASE 1: Invito ad effettuare il test 
primo invito – inviti successivi 

intervention comparator
Letter no invitation

Letter plus prefixed 
appointment 

letter alone

Letter with a GP signature letter alone

Letter followed by a phone 
reminder 

letter alone

Letter followed by a phone 
reminder 

no invitation

Letter followed by a written 
reminder 

letter alone

Letter plus a face to face 
interview

Letter alone 



Letters vs no invitation  for inviting 
asymptomatic women between the 
ages of 50 to 69 (in whom screening 
is strongly recommended)









justification considerations

Letter plus prefixed 
appointment vs letter 
alone

Conditional rec. for the 
intervention

The GDG judged that the costs of this 
intervention would be moderate due to 
the need for specific software to 
implement fix appointments and 
additional time required to arrange or 
rearrange appointments when 
necessary.

Research evaluating the use of 
electronic messages including 
e-mail, social media and SMS 
as compared to paper letters 
for invitation to screening.

Letter with a GP signature 
vs letter alone

Conditional rec. for the 
intervention

The GDG had concerns with 
feasibility in certain contexts using 
GP signatures on invitation letters.

In certain countries there may be 
a difference in who is defined as a 
GP or what their status and 
relationship  with women.

Letter followed by a 
phone reminder vs letter 
alone

Conditional rec. for the 
intervention

The GDG considered that in certain 
countries it may not be feasible to 
implement due to the additional 
resources required to call women 
for phone reminders

Letter followed by a 
phone reminder vs no 
invitation

Conditional rec. for the 
intervention

The GDG judged that in some 
countries it would not be at all 
feasible due to the human 
resources needed to make all the 
calls.

Letter followed by a 
written reminder vs letter 
alone 

Conditional rec. for the 
intervention

The GDG thought the undesirable 
effects were trivial, although some 
women who do not want to participate 
in screening programmes may be 
disturbed by repeat letters or 
reminders when they have already 
made an informed decision not to 
participate.



justification considerations

Letter plus a face 
to face interview

Conditional rec. 
AGAINST the 
intervention

The GDG noted that 
although there was a 
moderate increase in 
the women 
participating, this data 
was imprecise.
Not feasible due to 
costs

The GDG was not 
aware of any 
countries currently 
using face to face 
invitation in addition 
to letters for invitation 
to screening 
programmes



FASE 2: comunicazione esito
negativo – invito approfondimento

intervention comparator
Negative result Letter no invitation

Phone call letter 

Face to face interview letter 

Further assessment Letter plus phone call letter



conditional 
recommendation 
FOR the 
intervention, very 
low certainty in the 
evidence

conditional 
recommendation 
AGAINST the 
intervention,  
certainty for the 
evidence, very low 
quality in the 
evidence

conditional 
recommendation 
AGAINST the 
intervention,  
certainty for the 
evidence, very low 
quality in the 
evidence

The GDG noted that, as evidence coming from the EU 
Screening Programmes' survey suggests, some countries 
do not communicate negative results (positive results 
are followed up anyways), in these cases it needs to be 
made clear in the invitation letter that no follow 
up/letter means a negative result.



Good practice statement
(ungraded)

Women with a negative 
mammography screening result 
should be informed about 
their test result as soon as 
possible but not beyond 30 
days after the mammogram.













Good practice statement
(ungraded)

Women with a positive mammography 
screening result should be informed about 
their test result in a timely and sensitive 
manner and scheduled for further 
assessment as soon as possible .



informed decision making



Decision aid tools

• Patient decision aids are means to support people making informed choices 
about healthcare accounting for their personal values and preferences.

• Evidence-based clinical tools that supplement (NOT replace) a patient-clinician 
interaction. 

• Minimum requirement: 
– Explicitly define the decision to be made; 
– Outline options; 
– Provide current evidence-based information, 
– Information on benefits and harms; 
– Help patients clarify their values regarding outcomes of options. 

• Type:
– Printed materials, 
– Videos
– Interactive online programs. 

• Intended for patient use before or during consultations.

48



Analyses of effectiveness

Positive effects:
 Increased patients’ knowledge
 Increased the proportion of people who had 

an accurate risk perception of the disease
 Increased the proportion of people who 

chose an option that was in line with their 
values

 Decreased decisional conflict
 Had a positive effect on clinician-patient 

communication
49



Breast Cancer Screening COMMUNICATION











Why use infographics?

To provide a quick overview of a topic

To explain a complex process

To display research findings or survey data

To summarize a long blog post or report

To compare and contrast multiple options

To raise awareness about an issue or cause

When you need to give someone a really quick rundown on 
something that can be hard to explain in words alone, an 

infographic is a good way to go.





Other examples… Breast cancer screening 
programme in Canton 
Ticino - Switzerland

To explain
Risks and benefits of breast 

screening to women

https://www.rsi.ch/la1/programm
i/informazione/patti-
chiari/Inchieste/inchieste-in-
corso/Mammografia-serve-
davvero-11683454.html

https://www.rsi.ch/la1/programmi/informazione/patti-chiari/Inchieste/inchieste-in-corso/Mammografia-serve-davvero-11683454.html


24 screen-detected 
cancer
4 overdiagnosis

24 screen-detected 
cancer
4 overdiagnosis
1 life saved



What is plain language?

Plain language (also called plain
writing or plain English) is
communication your audience can
understand the first time they read or
hear it.



Language that is plain to one set of readers may not
be plain to others.

Written material is in plain language if your audience
can:
 Find what they need
 Understand what they find
 Use what they find to meet their needs



PLAIN LANGUAGE



https://www.donnainformata-mammografia.it/ita/



DONNA INFORMATA PROJECT
Pragmatic trial – ITALY – breast cancer screening 

Aims: To assess the effect of multilevel web-based decision-aid on informed choice – measured on the basis
of knowledge, attitudes and intentions concerning breast cancer screening – comparing with web-based
standard brochure.

Secondary aims are the participation rate in breast cancer screening, satisfaction with the information and
the decisional conflict process.

Registration on the platform, sign the informed consent

Baseline questionnaire

Randomization (2115)

Women aged 45 or 50-69 from the 6 Italian screening centers 

Letter delivered 30-45 days before the standard screening program invitation letter

Control arm: standard brochure on the web 
platform (1070)

Interventional arm: decision-aid on the web 
platform (1045)

Follow-up questionnaire
(7-10 days after randomization - 472)

Follow-up questionnaire
(7-10 days after randomization - 529) (BMC Cancer 2017; 17:429)
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Results: Primary endpoint
Informed choice

p-value=0,0242

 Knowledge: 10 qualitative and 3 numerical 
 Attitudes: 6 items with 5 response options
 Intention: 1 item with 5 response options

Adeguate knowledge (8/13) + consistent attitudes and intention

The informed choice is reached by more women in decision-aid
 64



Results: Secondary endpoints

Participation in mammography screening is high and no evidence differences between the
two groups.

Receiving more information has not discouraged women’s participation in mammography
screening.

 65



Sottogruppi della popolazione 



TAILORED COMMUNICATION VS TARGETED COMMUNICATION

► Refers to one person 
/individual

► Refers to a subgroup of a 
population based on common 
characteristics
►Provide information in 
manner consistent with these 
characteristics

► Based on specific individual 
characteristics such as 
readiness stage, health beliefs, 
self efficacy, demographic 
factors, factors specific to a 
health behavior or condition and 
personal information deemed 
relevant to the information.



justification considerations

Targeted comm vs general 
communication
(socially disadvantaged 
women)

Conditional rec. FOR the 
intervention

The GDG noted that this 
population would need to 
first be identified in a 
feasible manner in order to 
target communication.

Tailored comm vs general 
communication
(socially disadvantaged 
women)

Conditional rec. 
AGAINST the 
intervention

Due to the scarcity of evidence  
the GDG suggests research 
exploring other tailored 
interventions for this population. 
Need to have a narrower definition 
of what tailored interventions are.

Tailored comm vs 
targeted communication
(socially disadvantaged 
women)

Conditional rec. either for 
the intervention and the 
comparison

Additional research on important 
patient outcomes, including informed 
decision making, satisfaction and the 
potential undesirable effects of 
targeted communication for socially 
disadvantaged women..

Targeted comm vs general 
communication
(women with 
intellectual disability)

Conditional rec. FOR the 
intervention

Avoidance of stigma is 
important for screening 
programmes targeting 
socially disadvantaged 
women

Targeted comm vs general 
communication
(non native speakers 
women)

Conditional rec. FOR the 
intervention

The GDG noted that targeted 
communication to non-native 
speakers in their own language 
would be desirable and 
acceptable to most women who 
do not speak the native 
l  i   i  

Health providers who are 
already working with non-
native speaking populations in 
other health areas should be 
collaborators to this type of 
intervention.



First/Subsequent screening rounds

Summary information for women

 How should you expect to be invited to an organised mammography screening programme?
With a letter, as recommended by the ECIBC's GDC. The GDG also suggests using a decision aid that explains
the benefits and harms of screening.
 What could be included in the invitation letter?
The GDG suggests that the letter can include:
- a general practitioner's (GP) signature 
- a fixed appointment. 
 Should you expect to be reminded about the invitation?
Yes, the GDG suggests following the invitation letter with either,
- a written reminder
- an SMS or 
- an automated phone call. 
 How else could you be invited?
With an email or an automated phone call, if the previous strategies are not available.
 Who are these recommendations for?
You are between 50 and 69 years old, You do not have a high risk of breast cancer , You do not have symptoms 
of breast cancer 



First/Subsequent screening rounds

Additional considerations
For women aged 50-69, screening is strongly recommended and invitation letters probably increase their participation.
The GDG judged that:
- benefits of the increase in participation compensate for the additional costs of producing and sending the letters in this age

group;
- invitation emails and automated phone calls may also slightly increase women’s participation and might reduce costs of

invitation.
The GDG noted that:
- there could be higher costs from using a fixed appointment, a face-to-face meeting, and a phone (call or SMS) or written
reminder. Some women may feel disturbed or pressured when receiving a reminder or a letter with a GP’s signature, if they have
already made an informed decision not to attend screening; and some women may find face to face meetings very intrusive.
The GDG judged that:
- decision aids are likely to increase women's knowledge of the benefits and harms of screening and thus increase their

confidence in making informed decisions concerning participation in screening;
- considers that decision aids should be evidence-based and appropriate to the context of their use.

The GDG did not formulate recommendations on how to invite women aged 45-49 and 70-74, for whom attending screening is,
however, suggested. If you are in one of these age ranges and receive an invitation, you can speak with your healthcare
professional about the benefits and harms of attending screening.

Summary information for women



First/Subsequent screening rounds

Definitions

High risk of breast cancer: refers to women with increased risk due to genetic predisposition 
(mutations in BRCA1 and BRCA2), reproductive history or race and ethnicity.

Decision aids: are defined by the International Patient Decision Aids Standards (IPDAS) 
Collaboration as evidence-based tools designed to help patients (women in the case of 
screening) participate in making specific and deliberated choices among different healthcare 
options (Elwyn G, 2006). Some examples of decision aids included in the evidence reviewed by 
the GDG are:
• Printed materials describing a health condition and the risks associated with it, providing 

benefits and harms according to women’s screening choices. 
• A webpage with diagrams and texts describing outcomes of screening and chances of those 

outcomes occurring, allowing the woman to integrate her personal beliefs and preferences. 

Summary information for women



First/Subsequent screening rounds

 How should women from socially disadvantaged groups, with an intellectual disability or non-
native speakers expect to be invited to breast cancer screening programmes?

With a targeted communication strategy, as suggested by the ECIBC's Guidelines Development Group
(GDG)
With some tailored communication strategies for inviting women from socially disadvantaged groups.

 Who are these recommendations for?
Women from socially disadvantaged groups, or Women with an intellectual disability, or Non-native
language speaking women
 between 50 and 69 years old
 who do not have a high risk of breast cancer
 who do not have symptoms of breast cancer

Summary information for disadvantaged women



First/Subsequent screening rounds

Additional considerations

For women aged 50-69 screening is strongly recommended, and invitations targeted at women from
specific vulnerable sub-populations may increase their participation in screening programmes.

The GDG noted that different tailored interventions may have different effects in women from
socially disadvantaged groups participating in screening programmes. Some tailored invitation letters
including individualised risk factor information probably reduce women’s participation; whereas
other strategies tailored to women’s knowledge about breast cancer and screening may increase
their participation, but the evidence is very uncertain.

The GDG did not formulate recommendations on how to invite women aged 45-49 and 70-74, for 
whom attending screening is, however, suggested.
If you are in one of these age ranges and receive an invitation, you can speak with your healthcare 
professional about the benefits and harms of attending screening.

Summary information for disadvantaged women



Raccomandazioni 
sulla comunicazione



Le 100 
DOMANDE 

sullo 
screening 

mammografico 



Alcune note finali…
• Lettera con appuntamento prefissato e con la firma del medico: da tutti considerato 

obsoleto...c’è vera alternativa?

• Utilizzo di modalità di contatto alternative(es. SMS o e-mail): problemi legati alla 
privacy/ all’attendibilità ed esaustività della fonte 

• Analisi dei costi e della fattibilità concreta di nuovi approcci

• Verifica della qualità della comunicazione e del suo impatto sulla decisione informata

• Come identificare i sottogruppi più vulnerabili della popolazione target

• Quali strumenti utilizzare per la comunicazione ‘targeted’
• Stiamo veramente cercando una partecipazione informata?
• ...aggiornamento della survey sui materiali e standardizzazione 

dei contenuti comunicativi???????



 Grazie per la vostra attenzione  

livia.giordano@cpo.it
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...anche la 
comunicazione verbale 
è importante...

ancora grazie per 
l’attenzione ….
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