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IQWIG: German Institute for Quality and Efficiency in Heal  th
Care

Established under the German health reform legislation in 2003:
started work in October 2004

IQWIG is an independent, non-profit, scientific institution governed by
a Foundation representing the healthcare services governance and
Ministry of Health

IQWIG's role is to support evidence-based decisions in health. It is
financed through statutory health insurance levies, and operates
under commission from the federal health services (Gemeinsamer
Bundesausschuss) and the Ministry
@ EBundesministerium
fiir Gesundheit
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IQWIG's role in informing the community:

Legislative mandate to strengthen patient and citizen
autonomy by keeping them up-to-date with evidence

Can be commissioned, but primarily IQWIG scans the
evidence for topics of interest and importance to
patients and citizens

We scan all systematic reviews and health technology
assessments published in English and German, and
produce up to 4 new pieces of information a week

Currently cover around 250 topics, including many in
prevention

14 full-time staff, and a larger external network of
experts

Institat fiir Qualitdt und Wirtschaftlichkeit im Gesundheitswesen

Gesundheitsinformation.de OWIG
UNABHANGIG, OBJEKTIV UND GEPRUFT Q

Gesundheitsinformation.de informedhealthonline
unabhingig, objektiv und geprift

AL

Updated health
information you can trust

_ Latest Topic
‘Das Gesundheitsportal pressi
20 £l ) tdl Depression
fiir evidenzbasierte after heart attack »

Medizin von IQWIG

informedhealthonline.org

Institat fiir Qualitdt und Wirtschaftlichkeit im Gesundheitswesen




Gesundheitsinformation.de
UNABHANGIG, OBJEKTIV UND GEPRUFT

IQWIG

IQWIG: Evidence-based health information
The content is based on rigorous and systematic evidence

The information is developed following systematic methods
which aim to minimise bias and maintain neutrality

Evidence-based communication techniques are used to
meet the goals of informing, supporting and empowering
consumers and patients

Uncertainties as well as the potential for benefit and harm
are discussed

Language and framing aim to be neutral and non-directive ,
so that decisions are made in accordance with the patients’
own values

The information is updated so that it remains evidence-
based
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The importance of an evidence basis for prevention

~Who could claim that modern medical interventionism has set
for itself any limits in number, space or time?...Preventive
medicine...tends to transform everybody into a potential patient:
in accordance with which universal ethics or philosophy of
life?...Across numerous rifts in the hippocratic paths, we
approach a situation of greater intrusion, more medicalisation,

and thus, more, more inferiorisation.

Girard M. Technical expertise as an ethical form: towards an ethics of distance. J
Med Ethics 1988; 14: 25-30
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Empowering, patient-centred communication:

Addresses what patients want to know
Shows interest and respect for what patients think

Respects patients' competence

Dixon-Woods. Writing wrongs? An analysis of
Published discourses about the use of patient
Information leaflets. Soc Sci Med 2001;52:1417-1432

Kettunen et al. Developing empowering health
Counseling measurement: preliminary results.
Patient Educ Counsel 2006;64:159-166

Virtanen et al. Empowering discourse in patient
Education. Patient Educ Counsel 2007;66:140-146
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Different products, with different literacy levels and
depth of information

Simple animations with sound
Fact sheets — suitable for use in clinical practice (2 — 5 pages)

FAQs from research: ,Kurzantworten auf wissenschaftlichen Fragen*
(1 - 2 pages)

Patients' stories, quizzes, newsletter

Media releases

Developing the major information modules

Rapid appraisal of qualitative research

Interview patients, patient representatives and sometimes do an
online survey

Consideration of patient career and decision-making points

Search for systematic reviews:
Treatments
adverse effects
causes .....










Evaluation
External evaluations (universities of Bremen and Hanover, WHO)

Focus groups and/or interviews independently conducted on all draft
information

Online questionnaire
Online user rating
Reader feedback
Website use analysis

Media content analysis




Quote from user testing: (Medizinische Hochschule
Hannover)

On our credibility:

,Das wirde ich schon sagen, aufgrund
der Quellen schatze ich die
Glaubwirdigkeit hoch ein. So viele
Zahlen denkt man sich doch nicht

aus.”

(Testerin)

People telling their stories:

patient-to-patient communication

Angelika, 48 — the fear of bowel
cancer (high risk)

There were nights | lay awake for a
long time and thought. There were
some tears, too. | kept wondering if
| was doing the right thing and how
| could come to terms with the fear.
It was damn hard. But those
difficult times are a long time ago.




Broader literacies and competencies in addition to
basic health literacy

Media literacy
Digital literacy
Evidence literacy

Becoming ,manipulation proof*

Counter harmful and
disempowering messages
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Getting messages through the media: Weight in
pregnancy and weight loss after childbirth
(IQWIG, June 2009 — based on AHRQ, IOM, Cochrane)

dpa (Deutsche
Presse Agentur)
got it exactly right
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The more
sensational
messages
reached further —
and probably hit
home
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IQWIG's approach to improving critical/evidence
literacy

Embedded in the information and stories

Quizzes, calculators, support tools, new techniques for
communicating about risk and understanding probabilistic
information

Story-telling approach to understanding evidence in development
Supported the development of EBM@school (Mihlhauser team)
Working with the ,patient university" from Hanover university

Mass media strategy with media content analysis

Media literacy

“Combined data from two eating disorder prevention
programs based on a media literacy and advocacy
approach indicate a reduction in the internalisation or
acceptance of societal ideals relating to appearance at a 3-
to 6-month follow-up (* Kusel 1999; Neumark 2000) [SMD -
0.28, -0.51 to -0.05, 95% CI].”

* Pratt BM, Woolfenden SR. Interventions for preventing eating disorders
in children and adolescents. Cochrane Database of Systematic Reviews
2002.
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Peers and opinion leaders

.Lay epidemiology*
.If you listened to everything they said, you wouldn't eat anything.”

Health risks are interpreted through routine observation and
discussion in personal networks, and influence of the media

People know when risks are small and remote

Community beliefs often more in line with epidemiological approach
than the exaggerated messages in health promaotion

»There is a strong element of public scepticism in relation to the
health education messages that are offered.”

Frankel S et al. Lay epidemiology and the rationality of responses to health
education. Brit J General Practice 1991; 41: 428-430.
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Don‘t exaggerate benefits (or harms)

Respect your community,
their concerns,

their preferences and
their choices

Independent, objective
and evidence-based

Systematic methods,
patient-centred, non-
directive and up-to-date
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Courage

“A growing intolerance to risks and uncertainty is hardly
the best basis for self-realisation and coping as | ong as
uncertainty, unpredictability and risk are an inher ent part
of any human life that is worth living...."

Farde OH. Is imposing risk awareness cultural imperi alism? Soc Sci Med
1998; 47: 1155-1159.
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