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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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Mechanism of

Dizgotic Twinning

itdscilinary andi e

W sim b estabiish a canter of excalloncs for
twin, sialing and family studisa andin particuiar,
genstic shudies, The aim of the project s rat only
acadernic but 50 mising awarness and caler-
ing bo the nesds of fwins and their famibas.

W regact the faliacy that e developing world
is-onlly capable of carrying out basic end cheap
resaareh, Any country with 8n infant mortalily
rate of less than 50 should certainly invest in
eni hand investigats
of genalic disorers. Sl sighiied
as one of the counlries In the South East Azan
Region that nesd to-develop active programme
of research in genetic disonders. Incraasingly,
genatics ia axtending bayondthe canfines of the
respaich laboratory, andis being incomparaied
81 a pan of pamary cam in all countries. [twill
ahable fmodem g
1o reach the comman man, and thus flfll he
cdable obyective of " health for alf”.

The way lorwerd i intemnational collabora-
lion basad tn the research agenda sel by us.
From tha incaption of the Regisiry we took ihe
stand that e callaborafion Wil ba ontarained
solety for econamically cheap and sasy nesesrch
inthe devaloping word. We are encoursged by
the fact thal the revisad Declaration of Helsinki
hias taken the sama view on thes particular issua.

Resaarch quality should not be the sole ori-
tatian forinvestment. High quality rseanch ob-
wioushy tops any st of evaiuation criteda. To con-
duct poar quality research is bad athics a3 well
85 bad econamics, but ba focus on the quality of
research resulls of joumal papers alane, is
claarly insufficient. Sciartifie advancas are not
the only yardstick to maasure the suiccass of re-
saarch. The cheles of kentified pricrties as ar-
aas of work, the sustainability of studied inter-
wentions outside the ressarch satting, and the
maestment in local research capasily ane be-
coming equaly Importan as indicators of suc-
o8,

Wawish o go further by translating the re-
search findings into acticn though sanics da-
velopment by empoessrng twins through their
oW crganisation; fhe Multiple Birth Foundation
ol SrLanka They shoukdbe the uitimale benes-

MNATURAL MULTIPLE pragnanty in women leading to dizygotic (DZ) twins is
familial end varies across racial groups, suggesting a genetic predisposition. Fe-
male DZ twins and sisters of DZ twins have an increased frequency of twins com-
pared with male DZ twins or brothers of DZ twins. Genelic effects on DZ twinning

has been confirmed in sub inv

affects and

modes of inherfance vary betwesn studias.

The number of follicles that

gations, bul the

ovulate during reproductive cycles Is characteristic

for each mammalian species, The dominant follicka(s) ihat subsequently ovulates
is solected al a time of rising concentrations of FSH around luleal regression,
Current views supgest that concantrations of FSH exceeding some threshold araund
the time of folficle salection laad to multiple follicle growth and mulliple ovulaton,

DZ twinning results from the releass and
fertilization of multiple cocyles, and
mothers of DZ twins have a higher inci-
dence of spantaneous multiple follicie
growth and multiple ovulation. Strong
evidence for major genes influencing the
ovulation rate and muliple birth comes
from animal models. These models akso
suggesl that intraovarian faciors play 2
role in the control of the avulation rate.

TWINS TO BENEFIT

FROM RESEARCH
MULTIPLE

BIRTH FOUNDATION
LAUNCHED

‘Tha revised Declarafion of Helsinkd, onblo-
medical nesaarch in human subjects, smpha-
sizna thal tha resesanch s jusiifisd only if the popu-
Eation o be studied stand to benefit. Tharelats
active imvolvemend of twins in sanvice develop-
monl bassd on research iz a part of our -
seanch endeavor, Tharefore the Muliple Birth
Foundslion was lemad 1o ceganisa twing, mul-
ples and their families. Il airms are bo raisa the
awarerass of urique challenges and issues
faoed by tho twins, mullipies and their tzmilizs
and to inftiahe sendce development to cater o
bveir cown needs by working with profisssionals,
slalutory senices and govermment policy malk-
L1

Too Bulfl this task tha first regional branch of
the: MIBF was formad at Madurawela Divisional
Secrataral, Anguruwalota in Kalutera Districlun-
dar tha beadership of the Divisional Secralery
Mr. K. Lional Perera, Seventy-four twing have
registered in ths branch. W wanmly welcome
this rsponse ko our sppeal bohorm such branches.
through eut the counlry,

THE STORY OF THE JIM & JIM TWINS

GENETIC DETERMINISM

Jim Springer and Jim Lewts are iden-
fical twins. They weda separated al the
age of 4 weeks and didn't see eash olher
again until thay were 39 years old, Even
£, they ehare uncanny similariBes that
read mare (ke fistion than fact. For eo-
ample, thisy have bath worked as part-ime
Dapuly Sharifis, hava m:allvned In
Florida, have driv h
dogs named Toy, and have married and
divorcad women named Batty. In addl-
fion, one twin named his son James Allan,
and Ihe olhar 9o named s sorl James
Alan. Both fiked maths but not spelfing,
and bolh enjoy earpaniry and mechanl-
cel drawing. They have chewad thalr fin-
gamails down fo the nubs and have a-
most idential drinking and smoking hiab-
its. Both have had hemorrhalds, pat on
10 pounds at about the seme lims, and
firet sufterad headaches al the age of 18
They alsa have similar sieep potiams,

Jim and Jim hava some difierences
a5 well. One wears his hair over his fore-
head, whereas the olher wears il slicked
back with sideburms. One exprassas him-
gail batter verbally; the other is more pro-
figient in writng. For ihe most part, how-
ever, thay are more a8 than different.

The Jim and Jim twins were parl of
the Minnesola Siudy of Twing Reared
Apari, directed by Thomas Bouchard and
his collaagues. Tha rasearchers brought
identical (genatically identical because
fhey cam [rom the same ega) twins fram
-l over the world io Minneapolis io inves-
ligate the psychological aspects of tha

E]

whas

of FSH during tha menstnual cyda in mathers of

DZ twins. The higher F5H eoncentration sppears to result from an increasa in the numbes of sponia-
neaies F5H pusas without concument LH pulses

OR MERE COINCIDENCE?

bwing* Ives. For example, the bwins were
interviewed and asked more than 15,000
questions about (heir family and child-
hood environment, parsonal interests, vo-
cafional arientation, values, and assthelic
judgments,  Detallad medical hislories
were oblained, including information
aboul thelr smoking, dist, end axercise
habits. Tha ressarchers aiso look chiest
Xerays and gave heart stress tests and
EEGs (brain wavs tests). The wins were
also ghven & number of personaity, ablility,
and inteligence lasts, Many argue that
the many uncommon similarifes discov-
ered In tha twin study e evidenca of a
ganelic basls for habils, lastas, and
behavior,

(Critics of the Minnesola twin study dis-
pute iz conciusion. They point ol that
soms of the ssparated twins had been
logether sevaral months prier to their

jon, thal some twins had been reg-
nited prior o their festing (in some casces
a number of years sarfler), that adeplion
agencies often place iwins in similar
homes, and thal sven strangers who
spand several hours together and slart
comgaring fheir fves are fiely 1o came
up with colncidental similanties. Sll, even
In the faca of such criticiam, the Minne-
sota Study demonslrates (ha inlerest soi-
entiets have shown in the genetic basis of
behavior,

(Adapied {r%hydﬂngr_mnm
of Bahaviour 2 on 1886-Jane S
Halonan & Joti W, Santrosk publishad

by MoGraw Hill, Boston, USA)

What is

twin research?

The "twin methad” can contribute to e un-

FS I8 inp inhibin peptidas setraled rom tha ovary. Inhibin g of genatic, env al and de-
pmmmmmmammmwiwamw‘—upﬁ, irkibin sebunid firkedby | velopmental Influenca on human variation and
cisulficia borels, The two fomns ef inhibin (A ard B, respectivaly) appesr o have similar biological | se=s8, TheInfamasion and knowledge ganed
propsrties, but are secrated mainly during the eary folficular phase, whereas Inhibin A increases | rouah this resaarch wil aid in understanding
gradually {o pesk cor during the I A of paplidas, tha aciving, is Ihe sefiology of diseases and halp, in prevanting
formedd from homo-and hateradimers of the [if,~ or [fs,~ inhibin subunit. Activi Fgy  |&nd el ufdml}mrgamm.
secration from cLitured pluitay cells. However, most activin in buman ssumis bound to cireualing. | ™0 ite civ andre-
proteins, paticulany follstatin. Tharaias ofinfbinhest s :jazmmam mamnmnmw!«m
sbunt irportar disciplinary collaborations. Thers &6 grow-

in the coniral of everien function through feed-
sk machaniams on piuitary FSH relaase and
through the effects of en allered balanca batwean
activins and inhibin in intraovarian reguiation.
Imemmization againet cece- subunitin anirmal's e
‘sults inan increased ovulation rale.

Ganat In the pathway controling the syn-
thesis and rilesse of F 84 may ba candidales jor
increased twinning frequency. Mutationsinthe
gen for inhibin-coo may increase tha fequency
of DZ twinnirg in'women, [Adapted from Dizy-
otk twining is notfinked o varialion & the alpha
inhibin locaus on humgn chromosome 2 by Grant
W. Moniagomery, DavidL Dufy, Jeff Hall, Bahara
R Hadden Masstuka Kudo, Eizebeth A MoGea,
James 8. Palmes, Aaron J Hsueh, Dorrat |
Boomsma, Mick Marlin in Jounal of Clnical
Endocrinology & Matabolism 2000; 85:3391-
3305

ing recognition thal resaarnch Maquines. o perined-
ship and them is much b be geined from col-
laivoration rather than compalition batween tha
cifinent partness.

Athula Sumathipala,
est speaker at the
10th international congress
an twin research,
in July 2001

The Infemational Soclety for Twin Research
holds its intamaional congrass anca in 4 years,
This year il will be held in London urder the
Chairmanshipof Or. Eiizabeth Brisn, 8 leeding
Prediatrician specialisedin the can of multiples,
andalso tha founder of the Multiple Birth Foun-
daticr, UK. The Intemational Socisty for Twin
Research has iméted Dr, Afhula Sumathipala as
2 guest speaker, who proposed and co-loundad
the SLNTR. Ha is requested lo prasent our ax-
peviences in seting up the Sri Lankan Twin Riag-
istry. SLNTR is tha only such ragistry in the de-
vedeping world, Thisisin recograsion of the enor-
mmummmmnmn
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Exhibition at
Bandarawella

Onaof the Provincial Councils {Lival organ-
isad a medical enhibition 1o commemorate the
ward haath day. Onaof our Commillas mambers
Dr, DARK Dayaratne, who is alsa the Consull-
arfs Physician Badulia, underiook to organise &
slafl on genetics and anather on twin resasrch
and the ragiatny. Alange crowd visited our slalls
Sizchy-five twin pairs registerad in the NTR. Alof
tham warn school childnen.

Tha i dlwas awandeda
o R, 7500 s second best stallin the ashibition

" y

Members of the
Supervisory
Committee of the
Natinoal Twin Regisiry

Dr. Athula Sumathipala
Prof, Devaka Fernando
Dr. Sisira Siribaddana
Dr. Nihal Abeysinghe
Prof. Narada Warnasoariya
Dr. D.AR.K. Dayaraina
Dr. Deepthi De Silva

lighedin thar
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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

IS

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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