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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 ?

Poison ? NO!

Marriage between two thalassaemia carries is
the only reason for the birth of a thalasaemia patient
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80 babies with thalassaemia are born as the result of
320 conceptions between thalassaemia carrier couples

Out of theses 320 high conceptions 160 are 1
pregnancies 160 are 2" 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 ?
DEREVE 6OIKCEHE) DBDVD COMNG 6B HEOEC?

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

DEREOm BHH B0D cOtdnn DIREDMEIBD Gy cOtdHD oo dm BaNKHG ( cdidR RIRD)
DERBVE 6OBOGE) DBDGCD ODD ARG



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

Artificial insemination by a donor Acceptability?




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



s this realistic?
60 geHn EMOODIEE?
Has any body done this?
60 168 HHOHO HOR) HEHOC?




Pre-marriage diagnosis

Evidence from Iran = When Abortion was NOT Legalized

Year of birth Number of new % of expected with

patients recorded 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 pecember 2004 1ssue ho 43 — Iranian Thalassaemia Screening Programme




Iran has done it with out abortions |

BMJ 2004;329:1134-1137 (13 November), doi:10.1136/bm].329.7475.1134
TIF MAgazZiNe oecember 2004 1ssue o3 — Iranian Thalassaemia Screening Programme
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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
DEN® B CHOH ENHE DD CIDEHO 50) BB

Therefore carrier screening should be done before a partner for the marriage is selected
DB DD CINGD (36) DRG) BHMOIEDE) GENE) DR CGIDD DO TH




Another successful story
DERBOMD DERME) MM DEOD) OO HBOD
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Thalassaemia prevention in Cyprus
EEHBOE DEREDGD DR MIHO

IAPYMA MAKAPIOY I
KENTPO ©AAAZZAIMIAL

FNOMATEYZH
H epyaoctnplakr) épeuva £5eiEe:

O watpoég
(Form Med. 232)

ETEPOZYIOZ B' MEZOTEIAKH ANAIMIA

IAPYMA MAKAPIOY T
KENTPO ©AAAZZIAIMIAZ

FTNQMATEYZH

H gpyaomnplakr £peuva £SeIEe:
TINMOTE TO NMAGOAQOTIKO

O latpég

(Form Med. 232A)

KYFAPIAKH - AHMOKPATIA
YMNOYPTEIO YTEIAZ ———

IAPYMA MAKAPIOY I
KENTPO OAAAZZAIMIAZ

BEBAIQZH

BeBalouTal OTi

T S T G 5 e e e R aPE ez asoys < , EXeL eEetaotel via 1N

Megooyelakn avatpia kat Tou/tng d66nkav ot KaTAAANAEG CUUBOUAEG.

O latpog

To napov mpénel va napouctaletat kata v ekdoon adelag appaBvwy n
yapou.




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
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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



fletected every year
0 is not a thalassaemia carrier



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%
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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
DREBDE) 6OIHGER CEERM £ DR MBI 6O &) DD GMICO




What can we do?

Educate the public
What ?

Thalassaemia can be prevented
DIRERMO DR OB HIDG




What can we do?

Educate the public
What ?

Any body may be a thalassaemia carrier

You never know unless you check your blood

OO 5EHEROME) MEEBDE DHBEOGHE) BG B
6@ 50aEH0 GHDWICHD O HEM) G GBI




What can we do?

Educate the public
What ?

Facilities for blood test is available!
Any medical officer can advice what to do
6@ 500 ®O A0 GEH 606 OB HOD
Bei® 6eOes BOGKR) 00 BRAEH CHOCH TH B




What can we do?

Educate the public
What ?

Avoid marriages between two carriers
DIBED CCOCCME) DDNBECVH) DIRDD KOG

The society should encourage giving up high risk proposals
DIBDOR) CECEOM) GO DB 6EITM) GOEO CIBBO BHO GEM) GOIDR T WM




What can we do?

Educate the public

By Whom?

Teachers

Health care (ministries of education

Media Personal

Radio, Television, News papers, others
Comrire



How to Implement
thalassaemia Porondama

 Education
* Monitoring
e 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
e Teledrama

e 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

‘@z@%@@@ DEDHD) HIND HOIFERH BHO GCACEHD DEHIOR




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

2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020

-B-high risk marriages -&highrisk pregnancies -® new cases
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Thank you



