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Inequalities in cancer care
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clinical practice guidelines

Nasopharyngeal cancer: EHNS-ESMO-ESTRO Clinical
Practice Guidelines for diagnosis, treatment and
foIIow-up'r

AT.C. Chan', V. Grégoire?, J.-L. Lefebvre3, L. Licitra?, E.P. Hui', S.F. Leung' & E. Felip®, on behalf
of the EHNS-ESMO-ESTRO Guidelines Working Group”

"Department of Clinical Oncology, ¢ hinese University of Hong Kong, Hong Kong;
of

“Department of one uc Unive artment of Head ck St A et,
“Medical Oncology Head and Neck Unit, Istituto Nazionale dei Tumori, Milan, Italy lica iversity Hospital, Barcelona, Spain




NUMBER 22 - AUGUST 1 2006

JOURNAL OF CLINICAL ONCOLOGY ASCO SPECIAL ARTICLE

American Society of Clinical Oncology Clinical Practice
Guideline for the Use of Larynx-Preservation Strategies in
the Treatment of Laryngeal (,.lmu
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European Joumal of Cancer (2012) 48, 1392- 1400

Available at www.sciencedirect.com

SciVerse ScienceDirect

journal homepage: www.ejconline.com

Cancer guideline development in Europe: A survey among
ECCO members

Dirk Schrijvers®*, Marco Rosselli Del Turco®, Carol Maddock ¢, Lorenza Marotti®,
Frangoise Van Hemelryck *

19. Is there
methodological
training for
members of the
guideline
development group
before starting with
the guideline
development?

20. Method used to
collect evidence
(more than one
answer possitis)

21. Methods used to
analyse evidence
(mare than one
answer possibtie)

22. Methods used to
formulate
recommendations
(more than one
answer possible)

23. Method of
review

(more than one
answer possitie)

24.|s there a
process of guideline
authorization?

[ Yes. obligatory
O Yes, optional
0O No

0O Hand searches of published Rersture (primary andior secondary
SOUrCES)

0O Searches of electronic datsbases

[ Searches of patient ragistry data

0 Searches on unpublished data

0O Decsion analysis

O Mets-analysis

[ Systematic review

O Non-systematic review

0O Experience based

0O Subjective review

0O Informal expert consansus

[ Formal expert consensus (consensus conferencas, nominal
group technique or Delphi technigue)

0 Evidence-linked {weighting according to 2 raling scheme)
[ Clinical validation - p#ot testing

0 Clinical validation - trial implementation

[ Comparison with guidelines from other groups

O Extemal paer raview

O Intemal peer review

0O Yes. formal authorization by endorsament by professional
organization of the target users

0O Yes, authorization otherwise, please specfy

[:]No AR SRS




Quality of evidence...
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European Action Against Rare Cancers

Recommendations Addressing
Regulatory Barriers in Rare Cancer Care

We:

Acknowledge that while the process for establishing the efficacy of new
medicines is in principle the same for all cancers, the strength of the evidence -
intended as level and quality of evidence and statistical precision — that is
achievable in common cancers is difficult to achieve in rare conditions and,
therefore, a higher degree of uncertainty should be accepted for regulatory as
well as clinically informed decision-making.






Z U.S.Department of Health & Human Services

Im U.S. Food and Drug Administration

Protecting and Promoting Your Health

G EUROPEAN MEDICINES AGENCY
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Rare cancers — more common than most pecple think

clinical decision-making
methods to combine evidence

new study designs
surrogate end points
organization of studies

/ « Call to Action
Agalnst Rare Cancers!




PHILOSOPHICAL
TRANSACTIONS:

LII. A Eflay towards folving a Problem in
the Dottrine of Chances. By the late Rev.
Mr. Bayes, F. R.S. communicated by Mr.
Price, in a Letter to John Canton, A. M.
F.R. S.

Dear Sir,

Read Dec. 23, J Now fend you an effay which I have

7% found among the papers of our de-
ceafed friend Mr. Bayes, and which, in my opinion,
has great merit, and well deferves to be preferved.
Experimental philofophy, you will find, is nearly in-
terefted in the fubje& of it; and on this account there
feems to be particular reafon for thinking that a com-
munication of it to the Royal Society cannot be im-
proper.

Mr. Bayes & Mr. Price. Phil Trans 1763;53:370







Knowledge from all evidence...




Available at www.sciencedirect.com

SciVerse ScienceDirect

journal homepage: www.ejconline.com

Rare cancers are not so rare: The rare cancer burden in Europe

Gemma Gatta ®*, Jan Maarten van der Zwan °, Paolo G. Casali ¢, Sabine Siesling °,
Angelo Paolo Dei Tos 4 Ian Kunkler ¢, Renée Otter °, Lisa Licitra /, Sandra Mallone 9,
Andrea Tavilla ?, Annalisa Trama ¢, Riccardo Capocaccia ¢, The RARECARE working group

3 Data quality indicators and other characteristca of malignant cancers disgrosed in Turopean Gncer regie tries 1995-2002 and inchaded in the malyses
" Wantem of e prrem—.

Eur J Cancer 2011;47:2493




Incidence <6/100,000/y Incidence <15/100,000/y Prevalence <50/100,000

= rare (‘tier 17)
+ B = rare (‘tier 2°)
B = frequent

Casali PG et al, 2012, submitted



«Families» of rare cancers

NON CUTANEOUS MELANOMA
SKIN - Rare

THORACIC - Rare
UROGENITAL - Rare
FEMALE GENITAL - Rare
MALE GENITAL
NEUROENDOCRINE
ENDOCRINE ORGAN
CNS

SARCOMAS

DIGESTIVE - Rare

HEAD & NECK - Rare
HEMATOLOGICAL - Rare
PEDIATRIC
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GOOD SCIENCE
BETTER MEDICINE
BEST PRACTICE
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