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-The hereditary disease program
started in Bahrain in 1984

-in 1991 a National Committee for

prevention of Genetic disease was. g,
formed to plan the control program Qf ,
these diseases In the country. N
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The strategic goals were:

-to reduce the incidence of hereditary
diseases Iin Bahrain,

-and to Improve the standard of

management and treatment of n
patients suffering from these g
diseases. h T
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The Campaign to control SCD
Included:

Bahrain successfully implemented the campaign to control Sickle cell

disease.
The campaign included education and public awareness campaign,

screening of different categories, e.g.

Antenatal, carriers, students, premarital newborns,
prenatal screening, newborn screening followed by genetic counseling.

Information booklets were prepared and distributed widely in schools

and to the public In an attempt to Increase awareness. .
s

In 1991, the Bahrain Hereditary Anemia Society was established which
strengthen these efforts . -

\

In 1993, a premarital counseling (PMC) service was started,

and In 1998, a student-screening project began.

A molecular l[aboratory have been established to study trl:igenoty
the difficult cases




Health Education Programme

A comprehensive health education programme
Has been launched , to increase public
awareness of the diseases and methods to
avold them.

This programme used the media and target key
opinion leaders in society. |n schools and
other public places %

The programme included:

- General publicity campaign through periodic
education programmes. presentations ,
leaflets and booklets ,etc
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screening for Genetic Blood

diseases

To raise awareness about genetic blood
diseases, and to identify carriers

1- Antenatal screening

2-Premarital counseling

3- Screen school leavers (11-12 graders)

4- Screen children at school entry (6 yearsh,
5- prenatal testing. -
6- Cascade Screen N T

/- New born screening
4




Result:

These efforts continued for the past
24 years.

It had tremendous effect in reducing
the prevalence of Genetic Blood
Diseases ( GBD) among the
newborns, -

from 20 /1000 to 6/1000, -
with 60-70% decline .




Consanguinity rate also declined gradually
due to increase awareness about genetic
diseases.

The total consanguinity rate and the first
cousin marriages rate.

in 1990 were 39% and 24%. Respectivelyy
while it became 20% ,and 11% In 2007 -

with 66% decline.
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Discussion:

During the screening campaign the ELSI
measures were taken care of, such as:

equity,
iInformed consent,

privacy,
confidentiality

and to prevent stigmatization and
discrimination
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1- student screening for GBD

The project started in 1999 as collaborative project
between MOH, MOE. It was partially funded by NGOs.
- The target group was all students at high school(1
grade students).
- It is now In its twelfth year.
- More than 66,000 students were screened for genetic
blood diseases.
-A card with the results was given to each student.
-The project has been very popular among studentg- p
and families,

- It resulted In tremendous raise in the awarenesg“

among the community. *
= .
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-The aims included:

1- Raising awareness among the youth In
Bahrain about hereditary anemia.

-Alming at empowering them to take the

right decision to prevent these diseases In
their future families.

2-Determining prevalence of the common
genetic blood disorders among Bahraini.  _ |
secondary school students. ‘




-Permission for screening was
taken from parents.
-positive response found In

80-85% of families every year.‘




The students were fully
Informed about these diseases
through educational sessions.







Privacy was provided as cards with test results
were given to students In a sealed envelope,
and were delivered via their school, to be
opened at home. |n order to protect privacy,
confidentiality, and prevent stigmatization.




Prevalence of Sickle Cell Disease

1, i 4 { 1 1

1999 2000 2001 2002 2003 2004




) aa
Al ol adll L) al dadlSal ool £ g puial

. Al gl adll Ll jeb (o paianall o9 a0 P
Ve SR Laadll dganl o astilt >

O agdpan ABay (g gl AU Als yay allhs S sle) >

. @\J‘gﬂ \.:Jl\ uﬂb—a}’ L;“Jﬂ‘ AR §

it gttt _..il,.l.li..-.lll'.l ,‘...'.I-JJIE_.,...:AI

e e e
H Thalgssamia ol atlia e
Alpha Tholassernia  Mormal I S W e !
GEPD Homnai 2
— p— o LAYLA ALI ABOUILLA JASSIN
gl 30 Salail Mol gl b e S W Blood Group 0

s | gt il ;0 e Bl




diol 6pwi) Jliao

Ga¥ ol Jadl Jadiwr g o |

e
e A a3 e i




2-Premarital Counseling:

The Genetic unit and the MCH department worked jointly to
establish the service of premarital counseling in 1992.

- Training courses were organized for all doctors in HC.
-A specific risk assessment sheet was issued.
- Clients were provided with personnel cards with the
laboratory results.

- During the first few years the service was voluntary, ofly
20% of the married couples went for premarital counseliggi
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On 22 June 2004 His Majesty King Hamad
bin Isa Al Khalifa issued

low No 11 on premarital examination for
both genders.

"Any citizen about to get married, even if
the spouse is non-Bahraini, must
undergo a premarital checkup, which
iIncludes some hereditary, infectious
and other diseases according to "'ﬁ

regulation issued by H.E. the Mi
of Health".

'
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KINGDOM OF BAHRAIN
MIMISTRY OF HEALTH

According to Ehe law Mo 11 for 2004
maued on Juni 22, 2004 on mandatony
premarital axamination for both ganders
belore goiting married, the following
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Premarital Counseling is provided at :

-Genetic department at SMC

-All health centers at the Primary
Healthcare facilities

- other private health facilities

- It has to be certified by the Ministry of
health. =
- This service Is provided by physicie *’“ ~ .

supported by trained health nurses 'fag* d
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- Objectives

To reduce other hereditary disorders by identifying
problems followed by counseling.

Counseling regarding high-risk behaviors, including
those related to HIV, Hepatitis B, and other infectious
diseases.

Early detection and treatment of some sexually
transmitted diseases.

To promote awareness regarding reproductive health; %,
family planning, and healthy lifestyles.

To provide couples with medical, social, and - .
psychological support. N -

To provide immunizations as reguired ,
P 44




-Premarital Counseling will identify
couples at high risk.

-by subjecting all couples
intending to marry to screening by
history taking,

-physical examination and a
laboratory investigations.




-Accordingly, advice is provided In
the form of further investigation if
needed, treatment advise, health

education ,promotion of healthy
lifestyle , and counseling
regarding their health status.




« Medical/Surgical/Psychological History

—  Significant systemic iliness such as: Hypertension, Diabetes
mellitus, Heart problems, Epilepsy etc.

—  Previous surgical history
—  History of mental iliness
—  History of sexually transmitted disease (ST1) such as:

« Syphilis
« (Gonorrhea
« Hepatitis B

« Genital warts and ulcer
« Urethral/vaginal discharge, burning micturation




« VIl. When to Refer to Genetic Department
« Couples at High Risk

« Both partners are carrier of o sickle cell disease
(sickle cell trait ).

« Both partners are carrier of B-thalassemia

 One partners has sickle cell trait and the other
has B-thal trait. ‘o

 One Partners has sickle cell trait while the other .
has Abnormal HB, HBD Punjab, HBE, HBC,, =
HBO !

S A




5. One partner Is carrier for B-thalassemia (B-

thal trait) and other partner is carrier for HBE or
HbO .Arab.

6. Blood results need clarification.
/. Family history of other genetic diseases.

3. Family history of congenital or chromosomal
abnormalities.

Couples Who May Be at Risk "

One partner has cell trait or B-thal trait and the, .
other partner has hypochromia mlcrocyt08|s .
and/or HBA2 between 3.4-3.7 \

14‘
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3- The national Newborn screening
for Hemoglobinopathies.

-It started in May 2007.

-It I1s on the national budget.

o
-All neonates delivered in the MOH by
maternity hospitals are included -

,‘




The neonatal screening in 1984 —1985 covered:-

10000 newborns, birth prevalence of sickle cell
disease (SCD) was 2.1% of sickle cell trait 11%

A pilot study on hempglobinopathies ,2002
covered:- 2000 newborns .

sickle cell disease incidence 1%
with a decline of 50%

A pilot study on metabolic disorders 1995 showed
high incidence. %

Another study reported the incidence of 1/1000




A pilot study on hempglobinopathies,
2002 covered 2000 newborns .,

sickle cell disease incidence 0.9% with a
decline of 60%




NBS form:

-A specific form is filled with the
demographic information about:

the baby, mother and father, the
relationship between father and mother.
-Blood Sample:

-Cord blood sample is collected at birth,
and sent to the neonatal screening N
laboratory within 24 hrs of collection.




For the Newborn screening service:

Educational and awareness leaflets are
provided during pregnancy, the parents
have the right to opt the screening, privacy
Is secured and genetic counseling given.
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Percentage of SCD among newborn

2007
Year Percentage Of SCD
1985 2.1%0
2002 0.9%0
2007 0.8%0




Percentage of SCD among newborn

YEAR 1985 | 2002 | 2007 | 2008 | 2009
PERCENTAGE | 2.1% | 0.9% | 0.8% | 0.7% | 0.6%
OF SCD
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Consanguinity rate in Bahrain
1999-2008

PERCENTAGE




Conclusion:

 For the first time, Bahrain has recorded
0.6% of newborns with SCD.

* This Is a success story for both the
Ministry of Health in Bahrain, the Bahrain
Hereditary Anemia Soclety and all those
iInvolved In this campaign. b
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Conclusion:

The ethical legal social issues have been
ented during the campaign to control

implen
GDB Ir

The camnr
the pol

reducin

Bahrain.

paign gets support of the community and

Icy makers, ar

g the rate GB

d was successful In

D In the country.

More efforts are needed to reduce the rate of %
other genetic diseases, and to improve services
for patients taken in consideration all the ELSI® *
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