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Introduction

This paper provides a preliminary report about a

study that is intended to explore issues to do with

genetic disorders and genetic counselling among two
UKBangladeshi communities, in SouthWales and the

West Midlands, including the ways in which Islam

affects how the community deals with genetic issues. I

begin with some background issues to the study.

In the 2001 British census, a total of 280 830 people

gave their ethnic identity as Bangladeshi. Almost all of

these were Muslims, making up the second-largest

Muslimcommunity in theUK.Only1.26%gaveanother
religious identity, although 0.43% gave ‘no religion’

and 5.83% did not state their religion (National Stat-

istics, 2005a,b).

The history of the migration of this community has

been covered in detail by other authors (e.g. Gardner

and Shukur, 1994; Gardner, 1995, 1997; Eade, 1999;

Glynn, 2003) and I will not discuss it here except to

note that the UKBangladeshi community is today one
of the most disadvantaged ethnic groups in the UK.

Bangladeshimen have the highest unemployment rate

(18%) of any of the ethnic groups specified in the
census, and Bangladeshi women have the highest

female economic inactivity rate (77%). Bangladeshis

also have the highest percentage of people of working

agewith no educational qualifications (48%ofwomen

and 40% of men). As might be expected, health indi-

cators for the Bangladeshi population are also poor

(National Statistics, 2004).

Health administrators are not in a position to do
much about issues of social disadvantage, and it is

often tempting in such a situation to blame the com-

munity itself for its health problems. Certainly, this

seems to have happened in relation to UK Pakistanis,

who are in a similar situation in many respects. Shaw

(2005, personal communication) noted some years

ago that doctors in hospitals in and around Oxford

saw the Pakistani community as a medical problem
because of the high rates of consanguineous marriage,

that ismarriage between close relatives. Shewent on to

carry out an anthropological study of genetic coun-

selling in relation to UK Pakistanis, demonstrating
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that the linkage between marriage practices and com-

munity health indicators is far from straightforward

(Shaw2000a, 2003a).UKPakistanis come froma variety

of quite different backgrounds in Pakistan. While

some groups indeed have high rates of consanguin-

eousmarriage, these need to be understood in relation
to a variety of contemporary economic and social

factors, including the use of marriage as a way of

bringing over family members to this country (Shaw,

2000b, 2001).

In addition, it is less than clear how far the practice

of consanguineous marriage leads to high rates of

genetically related illness. Referring to research onNorth

African, Middle Eastern and Asian populations where
consanguineousmarriage is also common(Bittles et al,

1991; Jaber et al, 1998), Shaw notes that ‘epidemi-

ological evidence from these populations shows con-

sistently that parental consanguinity is associated with

an increased risk of recessively inherited disorders and

with higher rates of infant mortality and morbidity’

(Shaw, 2000a). Bundey and Alam (1993) studied 4934

babies, of whom 956 were from the UK Pakistani
community, in a Birmingham study. They found a

dramatic increase in adverse birth outcomes for chil-

dren born to consanguineous parents. Christianson

and Modell (2004) argue, on the basis of Bittles et al

(1991), that ‘available data indicate that the birth

prevalence of infants with recessively inherited dis-

orders rises by about 7.0/1000 for every 0.01 increase

in the coefficient of consanguinity (F)’. They calculate
that, on the basis of the Birmingham birth study, F for

British Pakistanis is about 0.0431, compared with

about 0.003 for most North European populations.

While this sounds clear enough, it is only with

the more straightforward recessively linked disorders

such as thalassaemia and haemophilia that there is

clear and well-understood linkage between high rates

of consanguineous marriage and a higher incidence
of genetic disorders. Many genetic disorders are not

inherited in this way, and in these cases consanguineous

marriage does not necessarily affect the incidence of

the disorder, particularly where the alternative is likely

to be marriage to another member of the same

community. In addition, the identification of a genetic

disorder is often much less straightforward than in

cases such as thalassaemia or haemophilia. The diag-
nosis of genetically related illness, as with other forms

of diagnosis, is the result of complex clinical processes,

and is often far from certain (Shaw, 2003b; Atkinson,

2005).

This is particularly true in relation to the diagnosis

of developmental disorders. Whether a child has a

developmental disorder or not is a difficult question of

clinical judgement. It can be difficult to disentangle
the effects of poverty and social disadvantage from

those of a possible genetic problem. It seems likely that

awareness of Pakistani marriage practices has led to

some medical authorities being over-ready to identify

unspecific developmental disorders among Pakistani

children, and to see them as resulting from inter-

marriage within the community. In other words, it

is arguable that often health issues among Pakistanis
and similar populations are being seen as genetic

problems, where the real difficulties are elsewhere in

socio-economic deprivation, poor access to healthcare

because of language and other difficulties, discrim-

ination and disadvantage in the education system.

Ahmad (1995, cited in Darr 1997) comments that ‘the

fascination with consanguinity in the NHS owes more

to racism than to science’. Thus, for example, a study
of birth outcomes in the Pakistani community in

Bradford argued that ‘consanguinity ... is not the

main factor associated with adverse birth outcome

in Bradford Pakistani families’, and suggests that

‘epidemiological and clinical obsession with consan-

guinity as the principal cause’ is in itself a major

problem (Procter and Smith, 1997; see also Darr,

1997; Stacey, 1997).
It is also worth noting that the increased risk of

recessively linked disorders may be offset by other,

more positive, features of consanguineous marriage,

especially in the migrant situation. Shaw (2003a)

describes the Pakistani preference for cousin mar-

riages ‘as a means of reducing the social risks of

marriage outside the family’. Women enjoy a better

status within consanguineous families compared
to women married to non-related families (Modell,

1997; Shaw, 2000b). Modell (1997) comments that in

Pakistani marriages ‘a daughter is not perceived as a

burden because a balanced sex ratio is desired within

the extended family’. She goes on to point out that

according to Aamra Darr ‘consanguineous marriage

can strengthen the power position of women because

when it is common, patrilineal families are also to
some extent matrilineal. A woman who marries her

cousin has blood ties in her own right with her

mother-in-law-law or father-in-law’ (Modell, 1997).

In addition, consanguineous families may be at a

distinct advantage when it comes to coping with their

disabled members (Modell, 1997; Shaw, 2003a).

Researchers should be cautious about seeing con-

sanguineous marriage among UK Pakistanis as a
major health issue for the Bangladeshi population.

Both Pakistanis and Bangladeshis in the UK are

socially disadvantaged populations, and a narrow

focus on genetic issues may divert attention from

more significant problems elsewhere. In any case,

Bangladeshi attitudes to consanguineous marriage,

genetic illness and genetic counselling cannot be

viewed purely in biomedical terms. They need to be
understood within the wider social context of UK

Bangladeshi society.



Genetics, religion and identity among British Bangladeshis 189

Genetics and family structure
among British Bangladeshis

So far, there is little reliable information about con-

sanguineous marriage among Bangladeshis, either in

Bangladesh or in the UK. One unpublished study (by

Khan et al, 1985, cited in Hussain and Bittles, 2004)

reported rates of 6.7% and 17.9% for two populations

in Bangladesh. This is a much lower rate than those

reported from Pakistani populations in Pakistan and
in theUK, which range from 35% to 60% (Shaw, 2001;

Hussain and Bittles, 2004). However, this is only a

single study, and it does not refer to Bangladeshis in

the UK, or even to the region of Bangladesh (Sylhet),

from which most British Bangladeshis originate. The

study by Bundey et al (1990) in Birmingham included

216 Bangladeshi mothers, and reported that 13.4%

had related parents (compared to 68.7% of the 956
Pakistanis in the study). This is roughly consistent

with Khan et al ’s (1985) Bangladeshi study, but the

sample is not large (Bundey and Alam, 1993).

From discussions with members of the Bangladeshi

community in Cardiff and Birmingham, the two

primary locations of our study, it is evident that there

are significant levels of marriage with cousins and

other close relatives among British Bangladeshis.
Sometimes, cousin marriages are preferred as a way

of bringing familymembers to the UK. Also, as with the

Pakistanis, cousin marriages may be seen as desirable

tomaintain bonding and solidarity with relatives after

family property has been divided up and families have

begun to fend for themselves. Bangladeshis, especially

in the migrant situation, feel it is better to ‘marry your

own’ so that individuals know that they can rely on
their in-laws and that their behaviour and values will

be similar. Here it is worth recalling the argument

presented by Inden andNicholas (1977) that ‘the code

of conduct of a particular clan, family, or sex is thought

to be embedded in the bodily substance shared by the

persons of each genus and to be inherited by birth’.

There are, however, suggestions that cousin marriage

is less common for the younger generation (age 20
years or below), with marriages more likely to take

place within the UK Bangladeshi community than

with kin back in Bangladesh.

There are a number of other structural factors that

have a bearing on any study of genetic counselling

among UK Bangladeshis. These include non-standard

family and household arrangements, often, particu-

larly among the older generation, arising from strat-
egies adopted to deal with immigration rulings in

relation to polygamousmarriages. Thus a Bangladeshi

man might have a wife in the UK and another in

Bangladesh, and have children from both. While he

can sponsor his children from the wife in Bangladesh

for migration, he cannot bring their mother over. So a

Bangladeshi family in the UK might consist of hus-

band, wife and their own children, as well as the

children of the husband’s other wife in Bangladesh.

Alternatively a man might have two wives in the UK,

be legally divorced from one, but in practice taking
turns in living with both (Khanum, 2001). Such

household structures and kinship patterns clearly

have implications for women’s position and status

within these families and the community in general.

They also have implications for the attitude of mem-

bers of these families to genetic diseases and genetic

counselling.

Another significant factor is social class and status
differentiation among the UK Bangladeshis. The

major divide here is between thewell-offBangladeshis,

most of whom are non-Sylhetis, and the relatively less

well-off and less educated families, most of whom

originate from Sylhet. This division is by no means

clear-cut in that there are some well-off, educated

Sylheti families. While most of the earlier Sylheti

migrants originated from rural and uneducated back-
grounds, some of themore recentmigrants come from

urban backgrounds, often starting off as university

students before settling down in the UK. These groups

maintain considerable distance from each other

(Khanum, 2002), a factor that has implications for

healthcare, since many Bangladeshi social workers,

health workers, interpreters or translators come from

elite, non-Sylheti backgrounds.
I have written elsewhere at length about the situ-

ation of women in Bangladeshi society (e.g. Rozario,

2001, 2002a,b), and this also has a bearing on the study

of genetic illness among the UK community, since

there is considerable continuity between the situation

in Bangladesh and in the UK (Khanum, 1999). In

Bangladesh, women are still second-class citizens.

This means that they take second place within the
household and community, and have to accept men’s

authority at home andoutside. This authority is linked

to women’s perceived dependency on men economi-

cally and culturally. In the Bangladeshi patriarchal

kinship system, a woman always leaves her parents’

household to join her husband and his parents to live

in their household. For a Bangladeshi woman marry-

ing a man resident in Britain, this means leaving
behind all her relatives in Bangladesh and joining

her husband’s family in the UK. However, it is not

uncommon for British-born Bangladeshi women

to marry their cousins or non-related men from

Bangladesh. In this situation, the woman is typically

much better off, because she is likely to have better

language skills, and often better education, than her

husband. One imam in Birmingham thought that
these women tended to be very powerful in relation

to their husbands.
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The position of Bangladeshi women in the UK is

not easy, but the migrant situation can also open up

opportunities for them that they never had before, and

allow them to do things that they were not allowed to

do in Bangladesh (Ahmed, 2005). In particular, it may

make it possible for women to become economically
independent from their husbands, even if this means

relying on government social security provision. All

these factors lead to a form of empowerment for

women. Despite this, it has been found that most

women feel isolated and alienated, and feel even more

dependent on their husbands and families in the UK.

The reasons for women not being able to gain control

over their lives are many. They include lack of edu-
cation and language, but sometimes even when

women are educated and have English language skills,

their husbands and in-laws control their income,

whether from social security or from their employ-

ment (Khanum, 1999; Phillipson et al, 2003).

Above all, the primary role of a Bangladeshi woman

is to produce children, so that marriage is as essential

for UK Bangladeshis as it is for women in Bangladesh
itself. Even on my limited acquaintance so far, it is

common for women to have three or more children.

This is true even for relatively young women born and

brought up in the UK. Phillipson et al (2003) found

that among their 100 Bangladeshi informants in the

Tower Hamlets, ‘the average number of children was

5.2, with just 8% of women having two children or less

... Two thirds of respondents had five or more chil-
dren’. Children are the primary symbol of a woman’s

worth, and having several childrenmay be linked both

to community attitudes and to recent religious reviv-

alism in which contraceptives may be seen by many as

un-Islamic. Yet in urban Bangladesh, by contrast,

most families now will have one to three children,

and any more are seen as too many. Even in the rural

areas, family planning programmes are making it
possible for poorer families to curtail the number of

children they have, as a way of coping with their

poverty-stricken situation.

Increasing levels of commitment to Islam are also

a significant factor within the UK Bangladeshi com-

munity (Glynn, 2002, 2003; Ahmed, 2005). Muslims

all around the world are taking a renewed interest in

Islam, and are becoming much more committed to
their religion and to the world Islamic umma or

community. This change has generally been explained

in terms of recent world and local events, starting with

the Iranian revolution of 1979, the burning of the

Satanic Verses in Bradford in 1989, and the 1991 war

in Iraq, and continuing to the more recent events of

11 September 2001, followed by the wars in Afghanistan

and Iraq. All these events placed Muslims on the
defensive in relation to the Western world. A wide-

spread response has been increased levels of religiosity

on the part of both Muslim men and women, along

with behavioural changes such as women adopting

some form of veiling or hejab. Much has been written

on this new Islamism and its implications for women,

debates to which I have also contributed (Rozario,

1996, 1998). The term ‘Islamism’ is preferred to
‘fundamentalism’ by many scholars writing in this

area, as distancing themselves from simplistic and

reductive analyses. However, some scholars find

‘Islamism’ itself problematic, for example because it

groups together apolitical Islamic groups, Islamic

liberal reformers as well as politically oriented groups

with conservative or fundamentalist agendas (Moghissi,

2000). I use it here as the least problematic term.
This new Islamism is muchmore influential among

the younger generation, particularly those from rela-

tively middle-class backgrounds. As Glynn has shown

for Bangladeshi Muslims in the Tower Hamlets, it is

educated youngpeople who are being drawn to the call

of purist international Islam (Glynn, 2002, 2003).

Elsewhere, I have argued in relation to Bangladeshi

women in Bangladesh that the new Islam and the
veiling is particularly attractive to middle-class, often

university-educated women, and that this can be

understood in terms of local problems with socio-

economic development and to these women’s sense of

being disadvantaged within the new Western-driven

development scene (Rozario, 2006, unpublished).Glynn

cites reasons of alienation from the mainstream

society, linked to problems of housing, unemploy-
ment, violence and drug addiction that affect the

youngmore directly than the older generation (Glynn,

2002, 2003). However, this new international Islam

also creates a tension between the young Islamists and

their parents, for the new international Islam makes a

clear distinction between culture and religion. This

means the young Muslim radicals are critical of their

parents’ Islamic practices, which they see as contami-
nated by non-Islamic and Hindu influences.

The renewed commitment to Islamic values goes

far beyond outward changes such as the adoption of

Islamic dress modes. It shapes how many Muslims

think and react in every aspect of their lives. As we will

see below, this may affect the attitudes of UK

Bangladeshi Muslims, particularly in the younger

generation, towards issues arising in relation to gen-
etic disorders, such as the appropriateness of con-

traception, prenatal testing, or the termination of

pregnancy. We should be careful to refrain from

simply labelling Muslims’ attitudes to such issues as

‘Islamic culture’. As Strathern (1997) has noted, it is

too easy to read difference in terms of culturewhich can

easily become a way of pigeon-holing and dismissing

other people, and avoiding the need to see them as
beings as complex as ourselves.
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Aims and methods

This study is organised by a team at Cardiff University

and I am the main researcher. The aim of the study is

to find out what BangladeshiMuslims in Britain know

about genetic disorders, and how they deal with them.
The research is particularly concernedwith the roles of

both health professionals and Muslim religious pro-

fessionals, imams, in relation to genetic disorders. The

design involves using qualitative and ethnographic

methods, primarily in-depth semi-structured inter-

views and fieldwork observation to gather infor-

mation from about 20 Muslim Bangladeshi families,

who have been referred for genetic counselling, in
Birmingham and Cardiff. Participants will be con-

tacted through the genetic counsellors and consult-

ants. The research will include not only the patients

themselves but also members of their extended fam-

ilies who are living within the same household or

nearby. An ethnographic approach with Bangladeshi

communities in Cardiff and Birmingham in general

will be used to complementworkwith the patients and
their families. This approach will facilitate under-

standing and contextualisation of the issues and prob-

lems of the Bangladeshi population affected by genetic

disorders. Since I am a native Bengali speaker familiar

with Bangladeshi regional dialects, I am able to work

without an interpreter in Bangla, the Sylheti dialect,

and English, and I find that I can communicate effect-

ively with virtually all members of the Bangladeshi
community in the UK.

I commenced work at Cardiff in January 2005 but

could not begin the study until it had been approved

by the university ethics procedures. In addition, I

obtained research and development approval from

the two NHS trusts involved, in August and September

2005. As a result, interview work with patients and

families is still in very early stages at the time of
writing.

While waiting to commence research with patients

and their families, I worked on getting to know the

local communities in Cardiff and Birmingham on an

informal basis. The present article derives from these

informal discussions, primarily with a group of

Bangladeshi women, and with four imams. The women

were initially contacted via community workers in the
health or other sectors, and I have since spent time

with several of them in a variety of informal contexts.

The imams were contacted through aMuslim hospital

chaplain. Their backgrounds were quite varied, in

terms of degree of formal education, extent of re-

ligious learning and class backgrounds, and they also

vary in terms of regional origin and periods of resi-

dence in the UK.
As with any social research, the gender positions of

the interviewer and interviewees have a bearing on

data collection, as do other factors such as class and

religious background. I originally come from a poor

rural family in Dhaka district, where I still have many

poor relatives. This, combined with my ongoing

research experience with rural Bangladeshis, puts me

in a good position to build up rapport with the
disadvantaged group of Bangladeshis in the UK, who

are themselves mostly of fairly poor rural origin.

As a Bangladeshi woman myself, albeit from a

different class position at present, I was able to develop

good rapport quite easily with the women. Interaction

with Bangladeshi men has been more limited, largely

because I need to be mindful of the rules of sex

segregation and I am therefore cautious about spend-
ing more time with the Bangladeshi men. I have met

many educated Bangladeshi families socially. In these

families sex segregation is not very strict, and talking

to men is unproblematic. With less educated families,

initial contacts tend to be primarily with the women,

but it is usually possible after a while to interviewmen

in the presence of their wives. However, the four

imams, who were all men, were happy to meet me
and to spend some time talking, and I found these

meetings very productive. The interview situations

varied. In one case I met the imam at his workplace,

while in two cases I met imams at their homes in the

presence of their wives. The wife of the remaining

imam was still in Bangladesh, but I met him when his

students were beginning to arrive at his residence for

their daily afternoon lessons.

Perceptions of genetic disorder
among British-born Bangladeshi
women

The following is based on a series of discussions with a
group of British-born Bangladeshi women of Sylheti

origin who varied in age from mid-20s to early 30s.

The women met together regularly as part of a com-

munity project. All were married with children, and

most of them had some kind of part-time employ-

ment. All were fluent in English as well as Sylheti, and

educated at least to secondary school level in the UK.

All but one wore some kind of head-covering, and
appeared to take their Islamic identity quite seriously.

Like other British-born Bangladeshi women of this

generation, these women had at least some awareness

of the possibility of genetic disorders. I heard from

several sources about women in this generation who

had effectively resisted their parents’ attempts to

arrange marriages with close relatives (cf. Phillipson,

Ahmed and Latimer’s study of Tower Hamlets,
Phillipson et al, 2003). At the same time, I am not

sure howmuch these women really understood about
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genetic disorders. Certainly there was little or no

familiarity with specific genetic disorders such as

thalassaemia or Down’s syndrome. This might be

compared with one of Phillipson’s informants, who

replied to her mother’s suggestion that she marry

her cousin, ‘I don’t want to have spastic children’
(Phillipson et al, 2003).

They were conscious of an unwillingness to share

information about genetic problems among the older

generation of Bangladeshis, though they felt that their

generation was more open. Secrecy about genetic

disorders is not surprising among Bangladeshis, since

a reputation for having sick children would have

drastic implications for the marital prospects of other
children in a family. Genetic counsellors with whom I

have spoken have commented on the unwillingness

of Bangladeshis to share information about being

affected by thalassaemia even with members of their

extended family. Similarly, families may decline the

services of a Bangladeshi interpreter because of their

concern that other community members will get to

know about their genetic problems through the in-
terpreter. Peoplewill happily discuss their problems of

heart disease and diabetes openly, although these too

may have a genetic component, and yet will not talk

about their children’s disabilities. This secretiveness

about genetic problems seems to contrast with find-

ings from Pakistani families in the UK.We know from

research with UK Pakistanis that when the illness is

caused by consanguineous marriages the family will
readily share the information with their biradheri

(their extended family) (Modell, 1997).

I am not in a position to offer a conclusive explan-

ation for this difference. Consanguineous marriages

are less common among the Bangladeshis, and they do

not typically have the enclosed, largely endogamous

biradheri groupings typical of Pakistani communities.

Also, because there has been much less concern by
health authorities about genetic disorders among UK

Bangladeshis, and little so far in the way of active

community intervention, families with one or two

affected members may remain isolated and be un-

aware that many other families have similar problems.

There might be something to be said for introducing

the kind of support groups and community inter-

ventions that have been trialled among UK Pakistanis
(Darr, 1997), if only as a way of making people more

aware of the existence of genetic disorders.

Since genetic counsellors often need to communi-

cate with members of the extended family of affected

individuals, secrecy clearly creates a barrier to their

work. It also, of course, makes my own study more

challenging and difficult.

Despite this, one of the striking features of my
conversations with young, British-born Bangladeshi

women was their positive attitude towards children

with genetic disabilities. Disability for these women

was seen as a problem, but not as something that the

family could not deal with. One woman spoke of her

29-year-old disabled cousin, who had the mental

capacity of a three year old, but ‘is dearly loved by
her mother, her five brothers and other relatives’. She

mentioned another disabled child and her wonderful

smile when her mother played with her: ‘That mother

has poured ten times more love on this child than any

other mother would for their child’. The same woman

argued that if there was something really wrong with a

child, the mother’s body would automatically reject

the fetus and it would not be born alive.
This readiness of families to look after disabled

members is also found among Pakistanis (Shaw,

2003a). Religion is a big issue here: Allah has given

for a reason (cf Atkin and Ahmed, 2000; see also Panter-

Brick, 1991 for Saudi Arabia). The women’s attitudes

to prenatal tests and to termination of pregnancy on

genetic grounds revealed more about the role of

religion in their attitudes, and indicated that these
women, like many other young Muslims in the UK,

had moved towards the new, purist and international

modes of Islamic commitment discussed earlier. Such

forms of Islamic commitment contrast with the rela-

tively syncretistic and relaxed forms of Islam tra-

ditionally found in Bangladesh.

Thus one of the British-born young women in her

mid-20s was opposed to the idea of amniocentesis
because it is against Islam. Her friend joined in to say

that the test causes miscarriages. Both of them were

also opposed to abortion: ‘a lot of us would not go for

it because it is against Islam’. They commented that

one of their friends had decided to continue her

pregnancy to term, although she had medical advice

that the baby was affected with a severe genetic

disorder and would most probably be dead at birth.
To her, it was all Allah’s wish: whatever He wants will

always happen. For thesewomen, sterilisationwas also

not allowed in Islam. As one woman commented, ‘On

the day of the kiamat [judgement] the child will come

and ask you, why didn’t you let me have a life?’.

I see the attitudes of these British-born Bangladeshi

women as a reflection of their active and conscious

identificationwith the newpurist Islam. Thesewomen
were Western educated and able to manage their lives

within the British context with much more ease than

women who had migrated as adults and had often

received very limited education in Bangladesh. Their

attitude to genetic issues was a reflection of their

identity as veiled and practising Muslims. It was part

and parcel of their solidarity with the world Islamic

umma (community), which many Muslims under-
standably regard as being under siege by the West.
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Islam and Bangladeshi imams:
perspectives on genetics

I interviewed four UK imams of Bangladeshi origin in

order to get some idea of their attitudes to genetics. I

expected to get a more informed view of genetic issues

from this group than from thewomen, since questions

of genetic disorders and appropriate Islamic responses

to them have been actively debated by Islamic scholars

in recent years (see below). However, my impression
frommy interviews with the four imamswas that they

had little or no understanding of what genetic disorders

might be. After I explainedwhat thalassaemiawas, one

imam said he sometimes gave a lift to a Bangladeshi

family who live close to him to go to a hospital for

blood transfusion for their three-year-old son. How-

ever, he had never enquired in detail as to the boy’s

problem, and when I asked whether the child, for
example, used a pump during the night to deal with

the excess iron in his blood he did not know. Another

imam responded to my questions about the Islamic

perspective on genetic disorders by saying, ‘Islam says

not to go near people with contagious diseases’! A

third, more educated imam said he has been in his

position in the UK only for a year and has not come

across any cases of genetic disorder.
The fourth imam too did not know what thalas-

saemia was, but when I explained the symptoms he

said he knew of a young boy who used to go to the

hospital formonthly blood transfusions.However, the

family never came to see him for any advice or help.

Later on, this same imam told me a story of a Bangla-

deshi man having come to see him when his baby

son was in the hospital, having to be kept alive by a
machine. It was not clear what the problem was, but

the doctor had told the man that they could take the

baby home and let it die in its own time, or let the

hospital keep it alive by machine, for a certain period.

The man was obviously torn as to whether to take the

baby home and let nature take its own course. The

imam also found this a very difficult decision. Eventu-

ally, the man asked the imam, ‘What would you have
done if it was your own son?’. The imam said, ‘I would

have taken it out of the machine and let nature take its

own course onmy son’. So theman too finally did this,

and the son died soon after he brought him home. It is

possible that this baby was affected by some genetic

disorder, but the imam clearly did not know. This is

the only case I came across where an imam was

possibly being asked for advice in relation to a genetic
disorder.

I find it puzzling that, with the possible exception of

this last incident, none of the imams had been asked

for advice or help in relation to the genetic disorder of

a family member. This was so even with the one imam

who worked as a hospital chaplain.When asked about

his role as a Muslim chaplain, he said ‘It’s religious,

spiritual and pastoral care. Bangladeshi families find

me as a friend, interpreter, social worker’. Yet all of the

imams had many clients coming to see them regularly

for other health problems. For the most part, these
were health problems that people attributed to jadu

(magic), nazar (‘evil eye’) or jinn (evil spirits). People

believed that health professionals could not treat these

problems, only religious leaders or other folk healers

could do so.

Although none of the imams had been approached

by anyone seeking their advice on genetic-related

illness, I asked for their perspectives, or the perspective
of Islam, on prenatal testing, termination of preg-

nancy, contraception and consanguineous marriages.

None of the imams saw any problems with prenatal

testing.One qualified this by saying that it is allowed in

Islam to check that everything is in order, but that this

should be done by a female doctor if possible. When a

female doctor is not available, it is permissible for a

male doctor to check up.
The four imams differed on the issue of termination

of pregnancy in relation to genetic disorders. One of

the more educated imams, who had arrived about a

year ago after spending some 20 years in Saudi Arabia

and Kuwait, said, ‘Islam is about people’s wellbeing;

Islam does not allow destroying life’. But then he

added, ‘Life begins after 120 days of pregnancy’. Thus

termination is not a problem up to 120 days of preg-
nancy, because the fetus is not considered to have life. I

asked him whether, if a couple came to him asking for

his advice in relation to a genetic problem in their

unborn baby, he would be happy to give them this

same explanation. He said that he would. However,

the other three imams argued that Islam does not

allow termination of pregnancy under any circum-

stances. One commented that ‘destroying the baby
because it will be a burden to parents is not allowed in

Islam’ and that ‘in Islam, it is a sin to kill anything that

is alive’. For him, the Qur’an stated that ‘life begins

with sperm’. Only one of these three, the imam who

was also a hospital chaplain, added that termination was

allowed if the baby was a risk to the mother’s health.

These opinions appear to reflect differences in the

wider Islamic community on these questions. Thus
the Deobandi scholar Mufti Allie Haroon Sheikh says

in his Islamic Principles on Family Planning that:

Attitudes and opinions differ. Some persons feel that a

new life has been created when the sperm and the egg

merge. Others feel that the foetus becomes a human being

when it assumes a human shape and appearance; others

when the pregnancy reaches 28 weeks of gestation and the

foetus becomes capable of independent survival; still

others feel that it is a human being only after birth,

when the foetus has severed its parasitic circulatory

connection with the mother (Sheikh, 1999).
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However, Modell and Darr (2002) note that ‘a fatwa

[an authoritative ruling on a point of Islamic law] that

accepts abortion for genetic reasons in the first

trimester has been issued in several Islamic countries,

including Pakistan and Iran’. Similarly, the Saudi

Arabian authority Mohammed Ali Albar notes that:

The fatwa of the Islamic Jurisprudence Council of the

World Islamic League at its 12th session (10–17 February,

1990) inMecca, agreed by a majority vote to allow for the

option of abortion under certain specific conditions. The

fatwa determined that an abortionmay take place only if a

committee of specialized, competent physicians has de-

cided the foetus is grossly malformed, and that its life

would be a calamity for both the family and itself. The

malformation must be untreatable, unmanageable and

very serious, and the abortion may only be carried out

prior to the 120th day of conception (Albar, 1999).

This 120-day period derives from texts in the Qur’an

and hadith that are interpreted as meaning that the

soul is breathed into the fetus after 120 days (Sheikh,

1999). On recent opinions and debates among Islamic
authorities on these issues see also El-Hashemite,1997;

Albar, 1999; Hussain, 2005; Kyriakides-Yeldham, 2005.

In relation to contraception, one of the imams said

that it is allowed when a woman has a small baby that

she needs to look after, or when her health is poor, but

that she should consult a Muslim doctor. He said that

azal [coitus interruptus] is permitted, and so is the

use of condoms. However, permanent contraceptive
methods are not allowed. Nor is contraception allowed

‘to keep one’s body pretty, or for reasons of money’.

When I asked about poor families in Bangladesh who

might feel they cannot feed so many children, his

comment was ‘These people do not work hard, that’s

why there is no food in their house’. He said that Allah

already provides a source of food, before he allows a

baby to come into the world, and gavemother’s breast
milk as an example.

Two other imams also emphasised that sterilisation

was not allowed in Islam, but that other methods may

be adopted if themother’s health is an issue. However,

the current Islamic literature on contraception is less

restrictive than the Bangladeshi imams’ perspective.

Albar notes that ‘[i]n Islam it is acceptable to use

temporary means of contraception, if the couple is
agreeable, and if no harm is likely to result. However,

sterilization is not acceptable, unless the health of the

mother would be endangered by pregnancy’ (Albar,

1999).

In relation to consanguineous marriages, all four

imams thought that cousin marriages were allowed.

They all had a list of blood relatives (14 or 10 in

number) with whom one could not enter into matri-
mony. This list is based on the Qur’an, Surah al-Nisa

4:23. One imam said, ‘Islam does not object to cousin

marriages, nor does it encourage them’. Albar, how-

ever, says that:

Islam discourages first-cousin marriages. It is narrated

that Omar Ibn Al-Khatab, the second khalifa, noticed that

the progeny of the tribe of Bani Assayib had become weak

and unhealthy because of intermarriage of cousins. He

advised the tribe to avoid close-cousin intermarriage and

to seek wives and husbands from tribes further afield,

saying: ‘Marry from far away tribes, otherwise you will be

weak and unhealthy’ (Albar, 1999).

In conclusion, it is striking that both the imams and

the British-born Bangladeshi women are taking pos-

itions that are more restrictive than current Islamic
fatwas would require on issues such as termination of

pregnancy and contraception. Some of this may be a

matter of lack of awareness, since many UK Bangla-

deshi imams come from village backgrounds andmay

have limited exposure to international Islamic schol-

arship and legal opinions. It is also possible, however,

particularly with the British-born women, that ident-

ity issues may be leading them consciously to take
positions that they see as ‘Islamic’ and as contrasting

more strongly with current Western practices. I was

struck by the similarity to attitudes I found among

young women university students in Bangladesh,

where identity issues of this kind again seemed sig-

nificant (Rozario, 2005).

However, we should be wary about generalising

regarding the attitudes of British BangladeshiMuslims
to genetic disorders. As among the wider British

community, individuals and families have differing

opinions, and I expect to find more evidence of such

variety as my research proceeds. What is already clear

is that the provision of relevant and appropriate health

services in this area can only be helped by more

knowledge of how people within the British Bangla-

deshi community understand genetic issues and of
what they feel is an appropriate response to genetic

disorders.
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