News Letter of the
Mational Twin Registry of Sri Lanka
Cio : Dapariment of Madicina
Faculty of Madical Sciance
University of S Jayawardanapura
Gangodawda, Mugegada, Sri Lanka.

TWIN

ssiribacdana@hotmal com
spjusteiion kil ac uk, devakaisip.ac Ik
Tal: 578336
[ volume No. 01 JUNE 2001 Page No. 1-4 |

EDITORIAL

Beyond what we are....

Haalfh research is an essontial pre-requisita
1o the ovaral daveloprnent of any country: Eve-
ryone concamed with research efhics needs 1o
confront e grealiss! ethical challenge-the enor-
mots inequitiea in global haalth. Only lass than
10% of research funds are spent on the dis-
panas fhat account for 0% of the global chspase
burdan. Though 3% of the Ward s burdan of
preveniabia mortality noours n developing coun-
irie, 100 ik research funding is Largeted to heslth
probhams in developing countries, Sirengthan-
ing the health resaanch capacity in developing
coliniries is a eritical nead for achisving haalth
B,

It = essanéal thal the developing countries
craate & strong national resaarch infrasiructure
g0 [hat hey can define pricdlies for hagth re-
saarch. influsnce national, regional and global
heaith agendas, and lobby for equitoble alloca-
tion of resourcas,

Successhul bulding of mesearch capacily do-
pends on national govermments incomamiing o
pacity building inte thelr naSonal plans, Le, in
research infrasinicture. Haalth resaarch capac-
ity is e ity tey chifing problams, sel chjectives
and pricrities, build sustainable instituthons and
aganisalions, and identily solutions (o key na-
vonl heath problams. This definition encom-
péarsses resagsch capacity at the levels of ind-
viduals, research groups, institutions, and na-
Bons. Imvestment in rasaarch capacity would need)|
o be made for ridda to long tarm and make a
sarious commitmant o buliding local, national, and
megional institutions, Autonomaous resaarch inst-
hutions attract funding and reduce admirtstralive
burdans.

According Lo tha Mational Health Bullefin in
5ri Laria, lack of mesparnch culfune, nadedus-

Need higher ethical standards for
Twin Research
Draft quidelines in circulation

Rapid progress of bloscienca craales a strong need for continuing development of tha naticnal
standards, poficies and guidalines on ethics in resaarch. We have rcognised this need from the
incapiion of the National Twin Registry of Se Lanka (NTR). Curplan is lo work kowards estabizhing
rﬁummmmmﬂhmm.mmmnmm
alfical framework io cover other aspacts of research involing human subjects in our part of (ho world.

It is possible o assign contemporary positions or strsams of theughts in bio-alecs along thalines
pstabishadin the classicsd Halenlsfic parod of Westem phéosopty, This issues thal dominate ethicsin
madical literatue reflect tha ethnoceniric westsm phiosaptucal and scdentific radiion in which tey an
mdnd.ﬂiahmu]rﬁmmimﬂ%ﬂlﬁﬂﬂhmindaﬂﬂﬁmﬂk@ﬁ bredition |5 nefther
universal nor of overiding impartancs and that moral * rights” and “wrcngs” am nod absolute bt may
yery with the culturs in which we liva. Thatedons our extanded work will explain the phi cerphicel basis
wamufhpmpﬁmdglﬁalmsmadwﬁqimmmﬁ

Mew inillative such &s ours {establishing & twin register and retated genatic resesarch) vl inevitably
create an assanial nead i bridgs the axsting divide between Noh-South bic-ethicel philnsaphias.
Our drall document on bio-athics saw the light of the day to sl Eis need. The drefl on F‘I:i-l:ﬁl'!nd'
quidsines contans 15 chaplers, Some of the mastimporiant aspacts dscussed are ethical considers-
tion, infeerned consent, dala oollection, documentation, storege and access ba the bwin data base,
collection, storage and eccess ko the human blological materal Inciuding ganalic materal, funding,
commencial exploilation, intemational collaboration, dsseminafion of resulls, and aunornp,

W have ciroulgied fhis document among nafional and intemaSonal academics. 5o 1ar wa have
received very encouraging comments from Prof Diyenath Samasasighe, Professor of Peychistry,
Liriversity of Colomba, Dr. AM L Beligaswaita (Director Ganeral of Hoath Senvicas), Dr. \asantha
Mushugwarny, Chial of basic bio-medical reszprch in ICMR, Secratany cantral athics commalles on
human resaarch, [ndian Councl on Madical Ressanch, Dr. Keren J Holfman, Acting Cirector, Divizion
of Advanced Studies and Policy Analysis, Fogarty international Centre, National Insfitule of Heelth,
USA, Director: Dr. Carel ljsseimuidan, Program Southem African Ressanch Ethics Training Intiathve,
School of Health Syslams and Public Health, University of Pretoria, South Aliica. The S« Lanka
heckieal Association committas on efhics is discussing it and a fesd beck is expected. Mamy more have
agroed i oomenent,

If you e interested, please contacl us to cblaina copy. W wekcome your suggastions. Lal's
acdvance our ethical approach I essarch.
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NATIONAL TWIN REGISTRY WEB SITE
ONE OF THE FIVE HIGHUGHTED BY THE ISTS

NTR Wab gite wwwhiip:tinfolanka.comiorg/win-regisiry/ is one of the 5 wabsileg
hightighted by the international socéely for Twin Studies. The olher 4 are 2 lrom Aus-
tralia, one each from Netherlands and Finland. The ISTS web site can be visited through
hitp:fhwweists gim. suflinks.himl. We are grateful o Mr. Kearthl Abaywickrama for up-
grading and maintaining tha web i,

www:http:/finfelanka.com/org/twin-registry
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MSc on Twin siudies
in Sri Lanka

The Board of Study Community
Medicine of the Post Graduate Institula
of Medicing has agreed for bwo of their
WSc students to carry out twin studias
for their theses, Dr. MRN Abaysingha,
who is @ member of the NTR suparvi-
sory commiliee and also a commitiae
member of the Board of Study on Com-
munity Medicine, will be suparvising
Ihe two students. We welcome this
move and would extend our support to
these two in every possible way. Wa
wish |o ancourage more and more fo
armbark the sciantific inguiry in this field,
which can offer a lot to our knowledge
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GRANTS
Tha NTR has been successful in obfaining support from the Wellcoma Trust, an
inlemationally rencwned research chariy basad in UK. Thess awards are compatitive
and, basad on the scientific merit of the work.

International Collaborative Research Initiative Grants
We were awarded a grant ko expand the work of the registry and to do soms feasi-
bifity work, This newslelter iz siso supporied by this grant

Travel grants
Dr. Matthew Holopf, Senior Lecturer, Depariment of Psychological Medicina, Insti-
ute of Peychiatry, Kings College, University of Londan.visited us fo establish collabora-
tiva inks and also deliverad a guest lecture at the SLMA sassions,
Dr. Sisira Siribaddana, Dr. Nihal Abeysingha, Dr. DARK. Dayaralne attendad work-
shop in Cambridge on genalics epldamiology on complex traits. These were awarded
by the Welcome Trus! fraved grant schame,

Ethical clearance
Wa have oblained ethical ddearance for the establishment of National Twin Regis-
iry project, from the Ethical Commiies of the Facuity of Medicine, University of Co-

lombo, and from the institute of Psychiatry, Kings Collegs, Univarsity of London, o
| provide collaborafive support

This newalstter is supported by a grant from The Wallcome Trust LK
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