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Life expectancy at birth in
lran in 2013 (1394)

= In 2013 (1394), life expectancy at birth

in Iran was 76.3 years for males and
80.7 years for females.



Trend of life expectancy at birth in Iran in

1990-2013
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LIFE EXPECTANCY GLOBALLY AND IN IRAN,
1990-2013

Global lran

- 1990 | 2013 | 1990 | 2013

males

females 67.7 74.3 69.5 80.7




Premature Death

= An important indicator of health status
= Substantial reductions are achievable everywhere

= Appropriate national and regional risk-reduction
priorities follow

= Targeting premature death could establish a
political precedent whose effects will continue

after 2030.



Number of papers and citations In
selected countries/regions in 2015,
reported by SCOPUS

Iran 40088 17080
Turkey 38226 12178
Israel 17883 12004
Saudi Arabia 17424 12582
Middle East 127731 56838
The World 2436341 1060734




Number of scientists with h-index> 15, reported
by SCIVAL

Country

Egypt

Iran
Pakistan
Israel

Saudi Arabia

Turkey

No. of Population
(in Million)

No. of Researchers
with h-index =15

Rate (in Million)




Iran Quantity of Publication in
Scopus

* In 2015, Iran has published more than 40,500 papers
in Scopus

* By publishing this number of papers, Iran ranked as
the 15t in the Middles East

e & also 16t in the World.
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lIran Quality of Publications In
SCcopus

* In 2014, Iran has achieved more than 103,480 citations
In Scopus

* By achieving this number of citations, Iran ranked as the
15t in the Middles East

 Turkey with 74,850 citations is the 2" & Israel is the 3.
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Iran Number of Biomedical
Publications in ISI
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Research Obstacles & Barriers

* This ranks has been achieved while the country was on the sanction
of reaching to international currencies, laboratory research tools &
materials, budget restriction & loss, electronic journal & papers, &
denial of international collaborations.



Ministry Research Promotion
Plan & Action

1. Changing the Research Evaluation Protocol & Indices
to comply with International Ranking Systems & to
improve the qualitative research.

2. Promoting papers publishing in reputable highly
ranked journals.



Ministry Research Promotion
Plan & Action

. Encouraging International Collaboration in Research
projects.

. Establishing the Clinician Scientists program to save
the human resources & avoid brain drains.



Ministry Research Promotion Plan &
Action

6. Supporting the Post-Docs courses.

7. Setting up special support & grants for young
productive faculty members.

8. Providing Research Infra-structure in universities by
establishing 10 Big Research Laboratory



Ministry Research Promotion Plan &
Action

9. Establishing NIMAD as a research granting body.
10. Setting up 10 Big National Cohort study.

11. Preparing disease registry programs.



National Institute for Medical Research
Development (NIMAD)

National Institute for

Medical Research Development
Islamic Rebpubic of Iran

IR of Iran Governmental Grant Awarding Research
Institute



Governmental Grant Awarding Bodies

Academy of Medical Science -

A = Russia
NIHR & MRC- A *
Q MaxPlank Institutes -
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Adoption of large-scale collaborative research

* With a strong replication culture has been successful in several
biomedical fields: in particular, in genetic and molecular

epidemiology.

* These techniques have helped transform genetic epidemiology

from a spurious field to a highly credible one .

* Recently applied to other observational research like GBD 2010



Registration

e Registration of randomized trials and their results has enhanced
transparency in clinical trials research and has allowed probing of
selective reporting biases even if not fully remedying them.

* |t may show redundancy and allow better visualizing of the evolution of
the total corpus of research in a given field.

e Registration is currently proposed for many other types of research,
including both human observational studies and nonhuman studies



IRCT

lranian Registry of Clinical Trials HOME LOGIN : CONTACT US FEEDBACK Select Language ersian

@%  Home page

- pag Titles and Summary
%% About IRCT

@  search RCT : v

%  Register Trial

- Welcome to Iranian iis is 2 Primary Registry in the WHO Registry username

* Instructions and SOPs : \ e N ealth and Education (MOHME) and

d Medical Educatior
¥ FAQ

v : I
@ Link f fF
N pub CREATE NEW ACCOUNT
y f Medical Journal Editors initiative for mandatory
e 1acie

e 4th of December 2008 (IRCT * IRCT was the 9 registry to join the WHO

became a primary register) network and the only registry in EMRO

» 7th of April 2009 (IRCT became a * Over 10,000 trials has now been
data provider to ICTRP registered in IRCT



Accreditation of Research Ethics Committee in
Medical Universities

RefNo: Yee/a/ V0

- Accreditation Dus:  Araene

Islamic Republic of IRAN
Ministry of Health and Medical Education
Deputy of Research and Technology

National committee for Ethics in Biomedical Research C e r t i f i c a t e
Research Ethics Committee

Hereby, upon ministerial regulations regarding establishment, grading and description of duties for Research Ethics Committees,
Research Ethics Committee of Shahed University of Medical Sciences is accredited to act at the University level for 3 years. This
accreditation is valid within the framework of the accepted national and international ethical norms and principles for biomedical

research as well as the guidelines and protocols of the Islamic Republic of Iran, Ministry of Health and Medical Education.

Specific Code: IRSHAHED.REC

Ehsan Shamsi Gooshki Reza Malekzadeh

Secretary of National Committee for Ethics in Biomedical Research Vice Minister for Research and Technology
Ministry of Health and Medical Education, Islamic Republic of Iran Ministry of Health and Medical Education, Islamic Republic of Iran
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Premature Death :Death at age <70

*Death at age <60
*Death at age <55
*Death at age<50



Premature Death

* An important indicator of health status
* Substantial reductions are achievable everywhere

* Appropriate national and regional risk-reduction
priorities follow

* Targeting premature death could establish a political
precedent whose effects will continue after 2030.
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پایلوت1394/پروتکل پن - برنامه کنترل دخانیات.docx
پایلوت1394/Non-physician Package Age Group-Alcohol.docx
پایلوت1394/بسته تغذیه در NCD.doc
پایلوت1394/بهورز و پزشك در فعالیت بدنی.docx
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پایلوت1394/پروتکل پن - برنامه کنترل دخانیات.docx
پایلوت1394/بهورز و پزشك در فعالیت بدنی.docx
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Cohort
study

Maximizing the Value of Iranian Population
Cohorts:



UK Medical Research Council
(MRC)

»The MRC has a 50-year history of supporting
population cohort studies, including :

v 1946 Birth Cohort,.the world’s longest continuously
running birth cohort,

v UK Biobank,.which tracks half a million participants.

v'Million Women Study: the largest longitudinal study of
women'’s health



Public Support for Research

*|t is noteworthy that 2:2 million people in the UK
are currently taking part in these large
population cohort studies—one in 30 of the
general population

* Population cohort studies are a major long-term
commitment for participants, study teams, and
funders,



UK population cohort
portfolio

* Has wide coverage: from before conception to old age, both sexes,
and all major ethnic groups.

* Multi-generations cohort such as Avon Longitudinal Study of Parents
and Children (ALSPAC), include data from several generations that
enable investigators to study familial clustering of risk and disease
and the underlying mechanismes.



34 largest UK population cohort

studies.

* AlImost £30 million Is spent per year on the
34 largest UK population cohort studies,.

*50% of these cohort have been followed for
more than 20 years.

*92% of cohort participants are aged 45 years or
older

°*62% are female



Why should we spent on Cohort?
What are the strength of Cohort
study?

* Ability to identify multiple risk factors over time.

* Assessment of exposures that cannot be randomized (smoking,
alcohol ,opium...)

* Collection of serial measurements and samples that enables

measurement of changes in exposure and their effect on health
outcomes over time.

* |dentifying the effect of one risk factor on multiple outcomes.

* Cohorts are generally more inclusive than randomised trials which are
usually highly selective.

* Findings from cohort studies can, therefore, be more generalisable to
the population as a whole.



Another important strength Is :
Cross-cohort collaborations

* Are an effective way to increase statistical power.

* The Healthy Ageing Across the Life Course (HALCyon)
collaboration merged data from nine cohorts to undertake

studies of ageing that would not have been feasible using
any single cohort.

* Cohort and Longitudinal Studies Enhancement Resources
(CLOSER) initiative, funded by the MRC and Economic and
Social Research Council, brings together nine cohorts with
the aim of combining variables across these studies.



Generalizability of Finding
Further laboratory and genetic
stud

e Some X)horts might not be representative of the general
population in terms of demographics and lifestyle, but the
results may nonetheless be generalizable.

* Broad and enduring consent could be obtained from the participants
of all cohorts to obtain additional information through linkage to
routine data and further laboratory and genetic study



Research use of personal
data

* Trustworthy research use of personal data using
robust governance processes in secure
environments with safeguards that protect

confidentiality is fundamental to understanding
the causes of disease and improving public
health.



Cross-cohort
comparisons

e Cohorts be included in online directories and
appropriate meta-data provided.

* Also, cohorts should use standardized and validated
approaches, where possible, to facilitate cross-cohort
comparisons.

* The findings from the cohorts are of great value in
informing policy and practice in the UK, as well as
further afield.



UK RCT participation rate

* One In seven newly diagnosed cancer patients In
UK would be participating in a clinical trial.

* This figure rising to over 80% among childhood
cancer patients.

* The potential impact of these activities on the
Improvement of clinical care Is tremendous



Examples of Important Cohort
Study Results

* Long-term follow-up in the European Prospective
Investigation of Cancer (EPIC) Norfolk study showed

that exercise, a healthy diet, and not smoking
increased life expectancy by 14 years.

* The Million Women Study has measured the effects of
hormone-replacement therapy on fracture incidence,
cancers, and other conditions.



Convergence across scientific
flelds

* Over time, scientific research has invited the use of larger
teams.

* In recent years research teams have become increasingly
internationalized.

* There is convergence in the size distribution: team sizes that
are the least international are becoming international at a
faster rate.

* There is convergence across scientific fields: the least
international of fields are becoming more international at a
faster rate.



Exhibit 2--Mean Authors per Paper In
The Top 110 U.S. Universities, 1981-1999
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SBED 2015 HIW Collaborators, Wang H, Wolock T, Carter A, MNMguyen G, Kyu HH, Gakidou E, Hay S,
Mills EJ, Trickey A, Msemburi W, Coates MM, Mooney MDD, Fraser M=, Sligar A, Salomon J, Larson
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RJ, Assadi R, Atique S, Atkins LS, Avwokpaho EF, Acsvwasthi A, QCuintanilla BRF, Bacha U, Badawi A, Barac
AL Bamighausen T, Basu AL Bayvou TA, Bayou YT, Bazargan-Hejazi S, Beardsley J, Bedi N, Bennett
DA, Bensenor [V, Betsu BD, Bevene AS, Bhatia E, Bhutta ZA2, Biadgilign S, Bikbow B, Birlik Sh1,
Bisanzio D, Brainin M, Brazinowva A, Breitborde MNJ, Browvwn A, Burch M, Butt ZA, Campuzano JC,
Cardenas R, Carrero JJ, Castaneda-Orjuela CA, Rivas JC, Catala-Lope= F, Chang HY, Chang JC,
Chawvan L, Chen W, Chiang PP, Chibalabala M, Chisumpa WH. Choi JY, Christopher DJ, Ciobanu LG,
Cooper =, Dahiru T, Damtew SA, Dandona L, Dandona R, das MNewves J, de Jager P, De Leo D,
Degenhardt L, Dellavalle R, Deribe K. Deribew A, Des Jarlais D2, Dharmaratne SD, Ding EL. Doshi
FP. Driscoll TR, Dubeyw M, Elshrek Y h1., Elyvazar |, Endries A%, Ermakow SP, Eshrati B. Esteghamati A,
Faghmous ID, Farinha CS. Faro A, Farvid MS, Farzadfar F, Fereshtehnejad ShM, Fermandes JC,
Fischer F, Fitchett JR. Foigt N, Fulllman N, Farst T, Gankpe FG, Gebre T, Gebremedhin AT, Gebru A0,
Seleijnse JM, Gessner BD, Gething PWW, Ghiwot TT, Giroud M., Gishu MDD, Glaser E, Goenka S,
Soodridge A, Gopalani SV, Goto A, Gugnani HC, Guimaraes MD, Gupta R, Gupta R, Gupta W,
Haagsma J, Hafe=zi-Nejad N, Hagan H, Hailu GB, Hamadeh RR, Hamidi S, Hammami M, Hankey &SJ,
Hao Y, Harlkb HL., Harikrishnan S, Haro JMW, Harumn KM, Havmoesller R, Hedayati PMT, Heredia-Fi 1B,
Hoek HWW, Horino M, Horita N, Hosgood HD, Hoyw DS, Hsairi M, Hu &S, Huang H, Huang JJ., lburg KN,
Idrisow BT, Innos K, lyver YW.J, Jacobsen KH, Jahanmehr M, Jakovljewvic MB, Javanbakht M, Jayvatilleke
AU, Jeemon P, Jha VW, Jiang G, Jiang Y, Jibat T, Jonas JB. Kabir Z, Kamal R, Kan H, Karch A, Karema
CH, Karletsos D, Kasaeian A, Kaul A, Kawakami N, Kavibanda JF, Keiyvoro PN, Kemp AH., Kengne AP,
Kesavachandran TN, Khader WS, Khalil |, Khan AR, Khan EA. Khang Y H, Khubchandani J. Kim Y.J,
Kinfu %, Kivipelto N, Kokubo %, Kosen S, Koul PA, Koyvanagi A. Defo BK, Bicer B, Kulkami WS, Kumar
oL Lal DE, Lam H, Lam JO, Langan Sk, Lansingh WO, Larsson A, Leigh J, Leung R, Li Y, Lim S5,
Lipshult=z SE. Liu S, Lloyvd BK., Logroscino &G, Lotufo PA, Lunevicius R, Razek HMN, Mahdawi WV, Majdan
ML, Majeed AL Makhlouf C, Malek=zadeh R, Mapoma CC, Marcenes VWW, Martine=-Raga J, Mar=an MEBE,
Masiyve F, Mason-Jdones AJ, Mavosi BMW, MocKee M, Meaney PA, NMehndiratta MM, Mekonnen AB,
Melaku YA, Memiah P, Memish Z42, Mendoza W, Meretoja A, Meretoja T.Jd, Mhimbira FA, Miller TR,
MMilkesell J, Mirarefin M, Mohammad KA, Mohammed S, Mokdad AH, Monasta L, Moradi-Lakeh N, MMori




430 authors 5 from Iran

Trends in adult body-mass index in 200 countries from
1975 to 2014: a pooled analysis of 1698 population-based
measurement studies with 19-2 million participants

MNCD Risk Factor Collaboraticn (NCD-RisC)™

SUMImary”

Background Underweight and severe and morbid obesity are associated with highly elevated risks of adverse health
outcormes. We estimmated tremnds in mean body-mass index (BMMI), which characterises its population distribution, and
in the prevalences of a complete set of BMI categories for adults in all countries.

Methods We analvsed, with use of a consistent protocol, population-based studies that had measured height and
weight in adults aged 18 vears and older. We applied a Bayvesian hierarchical model to these data to estimmate trends
from 1975 to 20014 in mean BMI and in the prevalences of BMI categories (<158 -5 ko/m?2 [underweight], 18- 5 kg/m2 to
<20 kgy/mz, 20 kg/m2 o <25 koy/mz, 25 ko/m= vo <30 ko/m2, 30 kg/1m2 to <35 ko/mm2, 35 ko/m2 o <40 kg/m=, =40 kg /mz
[Mmorbid obesity]), by sex in 200 countries and territories, organised in 21 regions. We caloulated the posterior
probability of meeting the target of halting by 2025 the rise in obesity at its 2010 levels, if post- 20000 trends continue.

Findings We used 1698 population-based data sources, with more than 12 -2 million adult participants (9.9 million men
ard 9-3 million women) in 186 of 200 countries for which estimates were made. Global age-standardised mean BRI
increased from 21-7 kg/m2 (952 credible interval 21-3—22.1) in 1975 to 24 -2 kg/m= (24 -0—24 .-4) in 2014 in men, and
frorm 22 -1 kgyfm2 (21 -7—22 . 5) in 1975 b 24 - 4 kg/m?2 (24 - 2—24 - 6) in 2004 in women. Regional mean BMIs in 2004 for nen
ranged from 21-4 kg/m? in central Africa and south Asia o 29. 2 kg/m? (28 -6—29 . 8) in Polynesia and Micronesia; for
wommen the range was from 21 -8 kg2 (21 -4—22 . 3) in south Asia bo 32 .2 ko/m? (31532 - 8) in Polynesia and Micronesia.
Over these four decades, age-standardised global prevalence of underweicht decreased from 13-8%6 (10-5—17-4) to 8- 8246
(7 - 4—10- 3) in men and from 14- 696 (11-6—17 -9) o 9- 72 (8- 3—11-1) in wormen. South Asia had the highest prevalence of
underweight in 2014, 23 .494 (17 -58—229-2) in men amd 24 .09 (18.9—29. 3) in wormen. Age-standardised prevalence of
obesity increased from 3 -226 (Z-4—4-1) in 1975 to 10 - 826 (9-7—12.0) in 2014 in men, and from 6-49& (5-1—7-8) to 14 - 994
(13 -6—16-1) in wormen. 2- 324 (2.0—2.7) of the worlds men and 5 -0%: (4-4—5 -6) of wormmen were severely obese (ie, have
BMI =35 kg/m2). Globally, prevalence of morbid obesity was 0 - 6426 (0 - 46—0-56) in men and 1-6946 (1-3—1-9) in woImer.

Interpretation If post- 2000 trends continue, the probability of meeting the global obesity target is virtually zero. Rather,
if theese trends continue, by 2025, global obesity prevalence will reach 1824 in men and surpass 2124 in wormen; Severe
obesity will surpass 626 in men amnd 9246 in women. Nonetheless, underweight remains prevalent in the world s poorest
regions, especially in south Asia.

Funding YWellcome Trast, Gramnd Challengoes Canada.

Lancet 2036 387 137796

Do Cormment page 1349
*MCD Risk Factor Collab-oratiom
members are listed at the end of
the paper

Cionmesporid emoe his:

Prof Majid Ezzati. Sdheoeol of
Public Health, mmpernial Collegs
Lomdom. London W2 1PG LIE
majidoerr atigimperial.ac. ok
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A century of trends in adult human height

MNCD Risk Factor Collaboration (NCD-RisC)*

Abstract Being taller is associated with enhanced longevity, and higher education and earnings.
We reanalysed 1472 population-based studies, with measurement of height on more than 18.6
million participants to estimate mean height for people born between 18956 and 1996 in 200
countries. The largest gain in adult height over the past century has occurred in South Korean
women and Iranian men, who became 20.2 cm (95% credible interval 17.5-22.7) and 16.5 em (13.3—
19.7) taller, respectively. In contrast, there was little change in adult height in some sub-Saharan
African countries and in South Asia over the century of analysis. The tallest people over these 100
years are men born in the Netherlands in the last quarter of 20th century, whose average heights
surpassed 182.5 cm, and the shortest were women born in Guatemala in 1896 (140.3 cm; 135.8-
144.8). The height differential between the tallest and shortest populations was 19-20 cm a century
ago, and has remained the same for women and increased for men a century later despite
substantial changes in the ranking of countries.

DOl 107554/ elife.13410.001




Why Is this happening?

* Is it because of an increasing range of
complementary skills and equipment needed to do
the research, coupled with rising specialization?

e Oris it due to a decline of the cost of research
conducted at a distance?

* Or to the rise of scientific research outside any
single country?

* Probably it is the last two explanations that are the
most compelling, given the speed of the change that
we observe.



Research on cancer

International
Cancer Genome
cConsortium



|ICGC Goal

» To obtain a comprehensive description of
genomic, transcriptomic and epigenomic changes
in 50 different tumor types and/or subtypes

which are of clinical and societal importance
across the globe.
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http://nature.ca/museum/sponsr/sponsr_e.cfm

International Cancer Genomics

Strategy Meeting
October 1-2, 2007 Toronto (Canada)

22 countries represented
120 participants
34 Genome or Cancer Center Directors
24 Representatives from funding agencies
62 Scientists selected to represent
ethics, technologies, statistics,
Informatics, pathology, clinical
oncology and cancer biology

CER e : '.i']' Ontario Institute
SE8#YF for Cancer Research mtrugt
] TITUTE SCIE:L‘,_E! ] dlscn'uerlies » solutions


http://nature.ca/museum/sponsr/sponsr_e.cfm

Rationale for an international consortium

»The scope is huge, such that no country can do it all

»Independent cancer genome initiatives could lead to relative duplication of
effort for common and easy to acquire tumor samples, and incomplete
studies for many forms of cancer

» Lack of standardization, and different quality measures across studies could
decrease the opportunities to merge datasets, increase power, and detect
additional targets

»The spectrum of many cancers is known to vary across the world for many
tumor types, because of environmental, genetic and other causes

» An international consortium will accelerate the dissemination of genomic and
analytical methods across participating sites, and into the user community



Data Releases

ICGC Open Access Datasets

ICGC Controlled Access Datasets

» Cancer Pathology
Histologic type or subtype
Histologic nuclear grade
> Patient/Person
Gender
Age range
» Gene Expression (normalized)
» DNA methylation
» Genotype frequencies
» Computed Copy Number and Loss of Heterozygosity
» Newly discovered somatic variants

» Detailed Phenotype and Outcome Data
Patient demography
Risk factors
Examination
Surgery/Drugs/Radiation
Sample/Slide
Specific histological features
Protocol
Analyte/Aliquot
» Gene Expression (probe-level data)
» Raw genotype calls
» Gene-sample identifier links
» Genome sequence files




|ICGC Database Model
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Genome projects enable research into the complex
nature of human disease

* Human Genome Project
* The HapMap Project
 The Cancer Genome Atlas

* ICGC Cancer Genome Projects

The most important contribution to science of these large-scale projects
IS the generation and transfer of resources, databases and technologies
to the scientific community



ICGC Wil De an enauring
legacy

A comprehensive catalog of somatic changes in the major
cancers will be a powerful driver for cancer research and

clinical practice for decades

Early clinical benefits will be stratification of tumors to
allow better prediction of prognosis and response to
therapy

Longer term benefits will be development of new and
more effective targeted therapies



Description of selected newly established cohort

studies

Cohort

Population

Reference

Canadian
partnership for
tomorrow project

Malaysia national
cohort

Golestan cohort
study

Kadoorie biobank
prospective study

Prospective study of
one million
individuals in

In(:l'i‘,l

A federation of cohorts in five provinces/regions in
Canada enrolling 300,000 adults aged 35—69 years by
2012 with long-term follow-up. Efforts were made to
maximize harmonization with other existing large
international biobanks in order to increase potential
for future pooling of data and samples.

Population-based cohort sampling 100,000 participants
by 2012 from urban areas, rural farming communities,
and the three main ethnic groups in Malaysia.

First large-scale prospective study of cancer in Middle
Eastern countries undergoing economic and social
transitions and focusing on upper gastrointestinal
cancers in northeastern Iran. Enrollment of over
50.000 healthy adults has been completed.

Prospective study of over 515,000 people aged
35—74 years recruited between 2004 and 2008 from
10 diverse regions in China. The first re-survey of
~ 20,000 participants was completed in 2008 with
85% response. Utilizes linkage with death and disease
registries, and future linkage with health insurance
claim systems.

A large-scale prospective study of chronic diseases
recruiting over one million adults aged over 30 years
from 5 to 10 regions in India during 2010 and 2011.

http://www partnershipfortomorrow.ca [8]

http://intra.hukm.ukm.my/cohort.

http://ddrc.tums.ac.ir//modules/news/index [26]

http:// www .ctsu.ox.ac.uk/kadooriebiobank

[27]



The NCI C C includes investigators responsible for
more than 50 high-quality cohorts involving more
than 7 million people

* The cohorts are international in scope and cover large, rich, and
diverse populations.

e Extensive risk factor data are available on each cohort, and
biospecimens including germline DNA collected at baseline, are
available on approximately 2 million individuals.

* Investigators team up to use common protocols and methods, and to
conduct coordinated parallel and pooled analyses.



Policies Regarding Quality Standards of
Samples

» A committee of clinical and pathology experts (with representation from
different institutions) will be needed to draft and oversee the specific
guidelines that will apply for every tumor type or sub-type.

» Tumor types should be defined using the existing international standards
of the WHO (including ICD-10 and ICD-0). If novel molecular subtypes
are studied, these should be defined with sufficient detail.

» All samples will have to be reviewed by two or more reference
pathologists.

» Patient-matched control samples, representative for the germline
genome, are mandatory to discern “somatic” from “inherited”
mutations.



Policy Regarding Study Design and
Statistical Issues

» Every cancer genome project should state a clear
rationale for its choice of sample size, in terms of
the desired sensitivity to detect mutations. The
target number of 500 samples per tumor
type/subtype is set as a minimum, pending further
information to be provided by ICGC members
proposing to tackle specific cancer types/subtypes.



NCI Cohort Consortl |\ @] Sonort

Consortium

NCI Cohort Consortium

+ Qverview

9

Membership

w Signature Initiatives and Other NCI| Cohort Consortium Projects

+ Proposing New NCI Cohort Consortium Projects and Collaborations

» Annual Meetings

+ Contact

overvie Cohort
The NCI Cohort Consortium is an extramural-intramural partnership formed by the @ o
National Cancer Institute (NCI) to address the need for large-scale collaborations to < O n SO rt I u I I I

pool the large quantity of data and biospecimens necessary to conduct a wide range

of cancer studies. The Consortium, through its collaborative network of

investigators, provides a coordinated, interdisciplinary approach to tackling important scientific questions, economies of scale, and opportunities to
qguicken the pace of research.



Current Members of NCI Cohort Consortium




Current Members of NCI Cohort
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Study Name

Agricultural Health Study

Alberta's Tomorrow Project

Alpha-Tocopherol, Beta-Carotene Cancer Prevention (ATBC) Study

Atherosclerosis Risk in Communities Cohort — Cancer (ARIC-Ca)
Black Women's Health Study (BWHS)
Breakthrough Generations Study

Breast Cancer Detection Demonstration Project (BCDDP) Follow-Up Study

Breast Cancer Family Registry (BCFR) Cohort

Breast Cancer Surveillance Consortium

British Columbia Generations Project
California Teachers Study (CTS)
Canadian Study of Diet, Lifestyle, and Health

Cancer Prevention Studies (CPS |, CPS I, & CPS |l Nutrition Cohort)

Carotene and Retinol Efficacy Trial (CARET)
CARTaGENE Project

CLUE I &I

Cohort of Swedish Men

Colon Cancer Family Registry Cohort (CCFRC)
CONOR Cohort: General Cohort of Adults in Norway

Country or Countries
of Study Population

uUs
Canada
Finland
Us

Us

UK

Us
Australia, Canada, US
uUs
Canada
uUs

Canada
us
us
Canada
us

Sweden
Australia, Canada, US

Norway

Year Enrollment
Began

1993
2001

1985
1987
1995
2003
1980
1996
1994
2008
1995
1992

1959 (Ccps 1)
1982 (CPs 1)
1992 (CPS Il Nutrition Cohort)

1985
2009

1974 (CLUE 1)
1989 (CLUE 1)

1997
1998
1993

4



Current Members of NCI Cohort
Consortium cont..

Generation Scotland: Scottish Family Health Study (GS:SFHS)

Golestan Cohort Study (GCS)
Health Professionals Follow-Up Study (HPFES)

lowa Women's Health Study

Janus Serum Bank

Mayvo Mammography Health Study

Melbourne Collaborative Cohort Study

Mexican American (Mano a Mano) Cohort

Mexican Teacher's Cohort (MTQ)

The Millennium Cohort Study
Multiethnic Cohort Study of Diet and Cancer (MEC)

National March Cohort

NIH-AARP Diet and Health Study
Netherlands Cohort Study (NLCS)

Northern Sweden Health and Disease Study
Nurses' Health Study | (NHS 1)

Nurses' Health Study Il (NHS I1)

Nutrition Intervention Trials - Linxian

NYU Women's Health Study

— . . " [ —

UK

Iran

us

us
Norway
us

Australia
us
Mexico

us
us
Sweden
us

Netherlands

Sweden
us

us
China
us

—

2006
2004
1986
1986
1972
2003

1990 (baseline)
20017 (biorepository)

2001

2006 (main cohort)
2074 (extension to male participants)

2001

1993
1997
1995
1986
1985
1976
1989
1984
1985

_~ e~ e~



Golestan Cohort Study

(JLead Contacts and/or Principal Investigators (Pls):

* Reza Malekzadeh, M.D:Digestive Disease Research Center (DDRC), Tehran
University of Medical Sciences

* Paolo Boffetta, M.D.: Mount Sinai School of Medicine and ,International
Prevention Research Institute (IPRI), Lyon, France

= Christian Abnet, Ph.D.:Division of Cancer Epidemiology and Genetics
(DCEG), National Cancer Institute (NCI)

e Paul Brennan, Ph.D.International Agency for Research on Cancer (IARC),
Lyon, France Funded Since: 2004

EIFundinF Source: Digestive Disease Research Center, Tehran University of
Medical Sciences; NCI Intramural Program (DCEG); Cancer Research UK

dYear(s) of Enrollment: 2004-2008

AStudy Website:
http://www.ddri.ir/en/modules/fmcontent/content.php?topic=gastro-
intestinal-and-liver-cancers&id=249&page=golestan-cohort-study-of-
esophageal-cancerExternal Web Site Policy



Golestan Cohort Study

The earliest reports of high incidence of esophageal cancer in the northern parts of Iran date back to the early 1970s. A population-based cancer registry established in 1969
confirmed the high incidence of the cancer in the eastern portion of the Caspian Sea littoral, in the area which is now known as Golestan Province. The highest incidence
rates were reported from the semi-desert plain settled mainly by people of Turkmen ethnicity in Gonbad and Kalaleh counties. A series of studies was conducted in the
region in the 1970s, but was not conclusive in explaining the very high rates.

Etiological hypotheses related to diet and lifestyle can be best addressed in prospective cohort studies, in which measurement error can be reduced and recall bias is
minimal. From 2002 to 2003, a pilot study of 1,057 subjects was conducted by the Digestive Disease Research Center (DDRC), Tehran University of Medical Sciences, in
collaboration with the Mount Sinai School of Medicine, National Cancer Institute (NCl), International Prevention Research Institute (IPRI), and International Agency for
Research on Cancer (IARC), to evaluate the logistical aspects of establishing a prospective study in Golestan. Subsequently, the Golestan Cohort Study (GCS) was launched in
January 2004. The study protocol and the informed consent used for this study were approved by the relevant ethical review committees. In June 2008, the accrual goal of
50,000 subjects was reached and enrollment was closed. Yearly follow-up is ongoing; a repeated exposure assessment is planned for ten percent of the cohort in 2010.

The primary aims of the GCS are to:

Identify risk factors for esophageal cancer by a comprehensive assessment of ethnicity; occupational history; socioeconomic status; past medical history; family history of
cancers; gastrointestinal symptoms and signs; tobacco, opium and alcohol use; oral health; anthropometric characteristics; physical activity; and tea drinking habits, including
tea temperature.

Establish biospecimen banks for blood, urine, hair, and nail samples to be used in molecular and genetic studies of cross-sectional or nested case-control design.
Investigate prospectively risk factors of cancers other than esophageal cancer and other chronic diseases prevalent in this population.

Provide a model for population-based studies in a country in economic and social transition based on collaboration between local health workers, local health authorities,
national research centers, the national government, and international research institutions.



The Asia Cohort Consortium

= The Asia Cohort Consortium



List of participating cohorts

Countries
and Areas

Cohort Name

Bangladesh Health Effects for Arsenic Longitudinal Study Bangladesh (HEALS)
China China Hypertension Survey Epidemiology Follow-up Study (CHEFS)
China Linxian General Population Trial Cohort

China Shanghai Cohort Study (SCS)

China Shanghai Men’s Health Study (SIVIHS)

China Shanghai Women’s Health Study (SWHS)

India Mumbai Cohort Study

India Trivandrum Oral Cancer Screening Trial

ran Golestan Cohort Study >

Japan Japan Public Health Center-based prospective Study (JPHC Study)




List of participating cohorts continued

Japan

Japan

Japan

Japan

Japan

Japan

Japan

Japan

Korea

Korea

Korea

Korea

NMalaysia

Japan Collaborative Cohort Studvy (JACC)

3 Prefecture Aichi

Miyagi Cohort

3 Prefecture Miyagi

Ohsaki National Health Insurance Cohort Study
Life Span Study Cohort

Ibaraki Prefectural Health Study

Takayama Studyvy

Korean Multi-center Cancer Cohort Study (KINMCC)
The Health Examinees’ study

Seoul Male Cancer Cohort

Korean National Cancer Center Cohort (KNCCQC)

Malaysian Cohort Study



The Asia Cohort Consortium

* The Asia Cohort Consortium (ACC) is a collaborative effort seeking to
understand the relationship between genetics, environmental
exposures, and the etiology of disease through the establishment of a
cohort of at least one million healthy people around the world.

* These participants will be followed over time to various disease
endpoints, including cancer.

* The collaboration also involves seeking partners among existing
cohorts across Asia to facilitate the exploration of specific research
guestions that need more immediate answers.



About The Asia Cohort
consortium

* The Asia Cohort Consortium is led by co-chairs John Potter MD PhD, Member and Senior
Advisor, Fred Hutchinson Cancer Research Center, USA and Daehee Kang MD PhD, Chair,
Eepartment of Preventive Medicine, Seoul National University College of Medicine,

orea.

* The ACC Coordinating Center has been established at the Fred Hutchinson Cancer
Research Center to provide support for scientific collaboration, coordination and
communication, data operations, and statistical consultation.

* Investigators from China, India, Japan, Korea, Malaysia, Singapore, Taiwan, Iran ,the
United States, and other countries meet on a biannual basis to report on the progress of
each country's cohort, to discuss issues relevant to the development of common
protocol guidelines, and to prepare for collaborative projects.

* Working groups, each consisting of representatives from the different member countries,
have been established to examine specifically the issues of: diet; obesity and physical
activity; occupation and environment; alcohol and tobacco; medical and reproductive
history; family history; follow-up and endpoint ascertainment; biospecimens and sample
collection; data collection and management; and previously established cohorts



PERSIAN Cohort

.
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Geographical Areas Included in the PERSIAN
Cohort




Launch of Cohorts and Site Visits
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Cohort Site Status as of 95/6/1

Center

Tabriz

Fasa

Guilan

Kermanshah

Kharameh

Yazd

Rafsanjan

Mazandaran

Zahedan

Ahwaz

Total

Enrolled

11,334
10,000
8,324
7,847
7,459
5,328
4,379
3,885
1,892

542
60,958

% Completed

100%
100%
83.24%
78.47%
74.59%
53.28%
43.79%
38.85%
18.92%
5.42%

# Remaining

Estimated Date to
Finish Enrollment

Finished
Finished
Azar 95
Dey 95
Bahman 95
Mordad 96
Mehr 96
Dey 96
Tir 97
Aban 97
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Adult Cohort Sites




Birth Cohort Sites -
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Youth Cohort Sites
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Elderly Cohort Sites
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All PERSIAN Cohort Sites




