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In Sri Lanka 80 babies with 
thalassaemia are born every year 

They live  about 20 years 
therefore we have 1600 thalassaemia patients  

Each patient need 100 000- 300 000 Rs 
every year for their drugs alone  



In Sri Lanka 80 thalassaemia babies are 
borne every year

Why ?

What is the reason ?

Nutrition ? NO! Malaria NO! Infection like dengue NO! Poison ? NO! 

Marriage between two thalassaemia carries is 
the only reason for the birth of a thalasaemia patient



w#lsWmQy`@vn~ @p@ln qr#@vkO bQhQvWmt 

a#wQ ekm @h~wOv

w#lsWmQy` v`hkyQn~ @q@q@nkO awr sQqEvn 

vQv`hyyQ

sQyUm w#lsWmQy` @r`~gWn~@g~ mvw~ pQyw~ @q@qn`m w#lsWmQy` v`hkyQn~y
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High Risk Marriage - avq`nm| shQw vQv`hyk~

Thalassaemia Porondama not Matching

w#lsWmQy` @p`@r ~̀n~qm @n`g#l@p~



80 babies with thalassaemia are born as the result of 
320 conceptions between thalassaemia carrier couples

Out of theses  320 high conceptions 160 are 1st

pregnancies 160 are 2nd pregnancies

Therefore we can predict that 160 out of 150 000 
marriages per year are high risk marriages

Those 160 high risk marriages produce 80 thalassaemia 
babies every year resulting 1600 patients and costing 5-

7% of heath budget 



Any other cause for thalassaemia ?
w#lsWmQy` @r`~gQ@ykO bQhQvWmt @vnw~ @h~wO wQ@b|q?

NO ! - n#w

Only cause for thalassaemia is the marriage ( and conception) between 
a boy who is a thalassaemia carrier and 
a girl who is also a thalassaemia carrier

w#lsWmQy` v`hk pQrQmQ qr#@vkOw~ w#lsWmQy`v`hk g#h#nE qr#@vkOw~ awr vn vQv`hy ( qr#Pl l#bWm)

w#lsWmQy` @r`~gQ@ykO bQhQvW@m| ekm @h~wOvyQ



If one of parents is not a thalassaemia 
carriers non of the children will get 

thalassaemia disease 

vQv`h vR @j`~dEvk mv @h`~ pQy` @q@qn`@gn~ 

ek~ a@ykO vw~ w#lsWmQy` v`hk @n`@v| nm| 

em @qplt q`v upqQn kQsQm qr#@vkOt w#lsWmQy`v @n`v#l@q~
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Safe marriage - a`rk~;`k`rW vQv`hy

Thalassaemia Porondama Matching
w#lsWmQy` @p`@r`n~qm g#l@p~



What is the solution? 

Prevent High Risk Marriages
Avoid miss-matched thalassaemia Porondama

Prevent marriages between carriers

Ensure Safe marriages
Match thalassaemia Porondama

Ensure one of the partners in a couple is not a thalassaemia carrier



Do we have other options for 
thalassaemia prevention ?

Yes

Antenatal diagnosis and abortion

Artificial insemination by a donor Acceptability? 

IVF of healthy ovum  Technology? 

Legality? 

Gene therapy   When? 



At present we have only one practical solution! 

Prevent High Risk Marriages

Avoid miss-matched thalassaemia Porondama
Prevent marriages between carriers

Ensure Safe Marriages

Match thalassaemia Porondama
Ensure one of the partners in a couple is not a thalassaemia carrier

If not Get ready t look after 1600 or more thalassaemia patients for ever 



Is this realistic? 
@m| aqhs yw`r\}v`qWq?

Has any body done this?
@m| v#@d| kvEr#hrQ krl` wQynvq?

Yes - ov|



Pre-marriage diagnosis
Evidence from Iran – When Abortion was NOT Legalized

Year of birth Number of new 
patients recorded

% of expected with 
out intervention 

Before 1200 100%

1998 480 40 %

1999 416 35%

2000 341 28%

2001 206 17%

2002 78 7%

BMJ 2004;329:1134-1137 (13 November), doi:10.1136/bmj.329.7475.1134 

TIF magazine December 2004 Issue No 43 – Iranian Thalassaemia Screening Programme



Iran has done it with out abortions !
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What Iran has done!

• Screen Prospective couples -1998
• Man is tested first 

– if he has microcytosis ( MCV <80 fl , MCH < 27 pg)

• Women is tested
– If she also has microcytosis

• Hb A2 is measured ( If Hb A2 > 3.5%)

• Genetic counseling
– 50% of them have given up marriage!!

– Others limited the family size

• 2001 – Introduce Antenatal diagnosis 



CARRIER DETECTION 
JUST BEFORE THE MARRIAGE IS TOO LATE
vQv`h vn qQn@y~ v`hk bv q#ng#nWm pm` v#dQy

Therefore carrier screening should be done before a partner for  the marriage is selected
v`hk bv q#ngw yEwO vn~@n~ shkr#@vkO @s`y` bln @y_vn vy@s~ qWy



Another successful story
w#lsWmQy`v vlk~v` g#nW@m| wvw~ s`r\}k kw`vk~





Thalassaemia prevention in Cyprus
syQpYX@y~ w#lsWmQy`v vlk~v` g#nWm



What is best for Sri Lanka

Avoiding high risk marriages
High risk marriage = Both partners are carriers 

Promote safe marriages
Safe marriage = one of the partners is not a carriers 



How to implement ?

Prohibition !
Strict rule; marriages between two carriers are not allowed

Expected result ?

160 out 150 000 marriages will have to reconsider their proposal

50% reduction of thalassaemia births within 2-3 years

100% reduction of thalassaemia births within 5-6 years



w#lsWmQy` v`hkyQn~ @q@q@nkO awr vn vQv`hyn~ 

vlk~v`ln whnmk~ p#nvW@mn~ 

vsr 4-5 k k`lyk~ w#lsWmQy`v 100% k~m wOrn~ kl h#k

‘’vQv`hyk~ anEmw kQrWmt nm|  
@y`~jQw @j`~dEvk ek~ a@ykOvw~ 

w#lsWmQy` v`hk @n`vn~nt vg bl`gw yEwOy

vsr 4-5 k k`lyk~ w#lsWmQy`v 100% k~m wOrn~ kl h#k



How to implement ?

Screening at the time of the marriage!
Advice and counsel the couple to reconsider the marriage

Expected result ?

160 out 150 000 marriages will have to reconsider their marriage

Difficult situation

Reduction of thalassaemia births depends on the number 
who will give up the high risk proposal



How to implement ?

Screening teenagers and adolescents!
Advice the general public  to make a wise decision 

Expected result ?

6 000 – 12 000 carriers will be detected every year 
They will have to select a partner who is not a thalassaemia carrier

Only 160 persons will have to consider a second proposal

Reduction of thalassaemia births depends on the number 
who will follow the advice



Thalassaemia porondama

Marriage between two carriers; 

Thalassaemia porondama not matching

This marriage can have bad effects on their children’s health.
25% of their children will have thalassaemia

If they consider a second proposal chance of matching thalassaemia porondama is 95%



@m|kt kQyn~@n~ w#lsWmQy` @p`@r`n~qm kQyl`
@m|k @n`slk` hrQn~Nt b#rQ @b`@h`m blgwO @p`@r`n~qmk~

w#lsWmQy` v`hk @q@q@nk~ vQv`h @vn~n @y`~jn` @k@rnv` nA,

e~ @y`~jn`v aXOxyQ, qr#vn~t aXOxPl @g@nnv`.

@m|k sElE @k`t wkn~Nt ep`. w#lsWmQy` @p`@r`n~qm @n`g#l@pn
@j`~dEvkt q`v upqQn qr#vn~@gn~ 25% k~m , qr#vn~t aXOxyQ

w#lsWmQy`v v#l@qnv`.

@vnw~ @y`~jn`vk~ slk` bln~n. w#lsWmQy` @p`@r`n~qm g#l@pn 

bv 95% k~ vQs~v`syQ 



w#lsWmQy` @p`@r`n~qm 

@y`~jn` @k@rn @j`~dE@vn~ ek~@k@nk~ w#lsWmQy` v`hk , a@nk` 

v`hk @n`@vyQ @m| @y`~jn`v nA XOxyQ,

w#lsWmQy` @p`@r`n~qm g#l@pn @j`~dEvkt q`v upqQn qr#vn~t 

w#lsWmQy`v v#l@qn~@n~ n$ kQyl 100% k~m vQs~v`syQ.

XOx mAglm|!

s@h`~qr s@h`~qrQyn~@g~w~ oy@g`l~ln~@g qr#vn~@g~w~ w#lsWmQy` 
@p`@r`n~qm bln~n amwk krn~N ep`. 



Thalassaemia Porondama

If one of the proposed couple is a thalasaemia 
carrier, the other person is NOT a carrier.

that proposal is safe. This is a safe marriage

Non of the children will be affected by thalassaemia

Wish them a happy marriage !
But remember to check their siblings and their children for thalassaemia 

when they consider marriage



What can we do?

Educate the public 

What ?

Having a baby with thalassaemia is difficult situation 
w#lsWmQy` @r`~g@yn~ @p@ln qr#@vkO bl` g#nWm sEU ptE v#dk~ @n`@v|



What can we do?

Educate the public 

What ?

Thalassaemia can be prevented

w#lsWmQy`v vlk~v` gw h#kQy



What can we do?

Educate the public 

What ?

Any body may be a thalassaemia carrier
You never know unless you check your blood

o|n$m pEq~gl@ykO w#lsWmQy` v`hk@ykO vQy h#k

@l~ prWk~;`kr gn~n`@wk~ ey hqEn` gw @n`h#k



What can we do?

Educate the public 

What ?

Facilities for blood test is available!
Any medical officer can advice what to do 

@l~ prWk~;` kr g#nWm sqh` phsE km| wQ@b|

o|n#m @@vq& vr@ykO @m| pQlQbqv up@qs~ qQy h#k



What can we do?

Educate the public 

What ?

Avoid marriages between two carriers

v`hkyQn~ @q@q@nkO vQv`hvW@mn~ v#lkQy yEwOy
The society should encourage giving up high risk proposals

v`hkyQn~ @q@q@nkO awr vQv`h @y`~jn` awh#r q#mWmt sQyU @qn` an#bl qQy yEwOy



What can we do?

Educate the public 

By Whom?

Health care 
professionals ( HEB, 

FHB, Ministry of health)

Teachers 
(ministries of education 
and higher education)

Community leaders Politicians 

Media Personal
Radio, Television, News papers, others



How to Implement 
thalassaemia Porondama

• Education

• Monitoring 

• Re-enforcement 



Education for thalasaemia prevention

• Health care professionals

• Ministries of Education and Higher Education

• Media personal

• Registrars of marriages 

• Marriage brokers ( match makers, kapuwa)

• Horoscope readers 

• Community leaders ( Gramasavaka, Samurdhi
niladari,………..) 



Education for thalassaemia prevention
Target is to change the attitudes of the society with regards to decision 

making in selecting a partner for marriage

• Inclusion of the message in the school 
curriculum

• Insert a question for O/L or A/L papers

• Teledrama

• Certificate course for horoscope readers and 
marriage brokers   



Monitoring and reinforcement 

• Screening by PHM

• High risk Marriage by registrars of 
marriage

• High risk Pregnancies by VOG

• Births of thalassaemia babies by 
Pediatrician  



My request

Help thalassaemia carriers who don’t know that 
they have a major problem ; The risk of having 

a baby with thalassaemia  

Educate thalassaemia carriers that  they have 
the risk of having a baby with thalassaemia  
unless they marry some who is not a carrier



Thalassaemia Prevention is a 
responsibility of every body in  the 

society

w#lsWmQy`v vlk~v` g#nWm sm`j@y~ sQyU @qn`@g~m vgkWmyQ



What is the national thalassaemia 
prevention policy 

• Teenage and adolescents voluntary  screening

• Counseling

• Promote safe marriage

• Monitor 

– high risk marriages by registrar of marriage

– High risk pregnancies by VOG

– Births of thalassaemia patients Pediatrician 



Thalassaemia Prevention in Sri Lanka





Thank you


