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Marriage and family life in people with developmental disability

Elizabeth Bebera and Asit B. Biswasb*

aSt Andrew’s Hospital, Billing Road, Northampton NN1 5DG, UK; bLeicester Frith Hospital,
Leicestershire Partnership NHS Trust, Groby Road, Leicester LE3 9QF, UK

It has been reported that people with developmental disability are less likely to marry
and have a family life compared to the general population. However, it has yet to be fully
ascertained if this is true. This study aimed to establish the number of married people
with developmental disability on the Leicestershire Learning Disability Register, whether
or not any differences exist with regard to marriage and family life between ethnic
groups in adults with developmental disability. The study sample was obtained from the
Leicestershire Learning Disability Register and classified by ethnic origin as Asian,
White or other. Case ascertainment of marital status showed that 4.6% of the study
sample had ever married, the rate in the white ethnic group was 4.4% while in the Asian
group 9.4%, the difference not being statistically significant. Individuals from the Asian
group who had ever married, were significantly younger, significantly more likely to have
children living within the household and had a significantly lower mean IQ than their
white counterparts.
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Introduction

‘Valuing People Now: From Progress to Transformation’ (DoH, 2007) recognises that

people with developmental disability like everyone else want and need personal and sexual

relationships and also highlights the need for services to support parents with develop-

mental disability who tend to be at a disproportionate risk of losing children into care.

Historically, society has put up barriers to the idea of marriage and family life in people

with developmental disability, reflected in the segregation policies of erstwhile institutions,

in the formulation of legislation restricting sexual activity and even sterilisation of

individuals with developmental disability in some places. Nonetheless, article 16 of The

Universal Declarations of Human Rights, adopted by the General Assembly in 1948,

upholds the family as the natural and fundamental unit of society, the right of men and

women to marry and form a family, that consent to marriage should be freely given and

their equal rights to marriage. Despite legislation in most countries protecting the right to

marriage and family life for all adults including those with developmental disability,

societal attitudes still vary across nations, cultures and ethnic groups. In contrast to the

growing body of literature addressing sexuality and parenting in people with develop-

mental disability, there is little written in recent years on the subject of marriage itself.

Some of the earliest, qualitative work was carried out following the release of previously

institutionalised patients. In the USA, Floor, Baxter, Rosen, and Zisfien (1975) followed up

80 couples concluding that approximately 50% remained in a marriage for several years,
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notwithstanding numerous difficulties faced along the way. Craft and Craft (1979)

followed up 45 marriages where at least one of the partners had an IQ under 70. Thirty-

five of these couples reported preferring marriage to being single. Koller, Richardson, and

Katz (1988) conducted a case-controlled study in a British city on a non-institutionalised

population of people with developmental disability. This study showed that, compared to

their normal controls, people with developmental disability were significantly less likely to

marry. Those in the developmental disability group who did marry had significantly higher

IQ’s than those who did not marry and were more likely to marry a person who themselves

had an developmental disability. Those in the developmental disability group who did

marry, experienced significantly more marital problems such as discord, separation and

divorce compared to the normal controls. They also encountered more problems with

finances, unemployment and sexual difficulties. In another study, Channabasavanna,

Bhatti, and Prabhu (1985) found that within the Asian community both in and outside the

UK, marriage and childbearing were considered desirable, and even as a potential ‘cure’

for their offspring with developmental disability.

The aims of the study were to determine marriage estimates in people with

developmental disability in Leicestershire and to examine whether or not any differences

existed, between Asian and White adults, in terms of gender and level of developmental

disability and whether their own children lived with them in the family home.

Method

The study population was obtained from people known to the Leicestershire Learning

Disability Register. The register holds data on all those in Leicestershire (aged 19 and

above) who have had contact with specialist services providing for people with

developmental disability, that include social services, the health service providers and

services and facilities provided by private and voluntary sectors. The register was

established in 1987 by Leicester University to provide epidemiological information for

the purpose of operational and service planning, research and the identification of

individual need (McGrother, Hauck, Burton, Raymond, and Thorp 1993). Data is

gathered by means of a five- year rolling programme of structured interviews with the main

carer. A trained interviewer collects information using a detailed questionnaire that

includes questions relating to personal details, home and financial circumstances and level
of developmental disability.

Individuals for this study were identified from the register by their response to the

question on marital status. The study population consisted of those people who had ever

married i.e. those who had been coded as either ‘married’, ‘widowed’ or ‘divorced/

separated’. Further, corresponding details relating to age, ethnicity, household composi-

tion and the level of developmental disability were noted from the register database. The

data was analysed using the ‘SPSS’ statistical package, the Chi-square test was used for

non-parametric data and the T-test for age.

Results

Of the 3147 people known to the Learning Disability Register at the time of the study, a

total of 146 people (4.6%) had responded ‘yes’ to the question enquiring of their status as
‘married’, ‘widowed’ or ‘divorced/separated’. There were 60 males (41%) and 86 females

(59%) who were ever married. In 30 individuals with developmental disability (20.5%) their

spouse had developmental disability and in 116 individuals (79.5%) their spouse did not
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have developmental disability. With regard to ethnicity, 2528 people had their ethnicity

coded as ‘White-British/Irish’ and 319 coded as ‘Asian’. For 414 people the marital status

had not been recorded. One hundred eleven individuals of those ever married were ‘White’,

30 were ‘Asian’ and the rest categorised as ‘Others’ or ethnicity had not been recorded

(Table 1). This indicates that 4.4% in the White group and 9.4% in the Asian group were

ever married. People with developmental disability from the Asian group were more than

twice as likely to marry although this difference was not statistically significant.

Highly significant differences were found, however, in the age distribution of the two

groups and in the likelihood of having children present in the home. The Asian group were

significantly younger than the white group (pB0.0001; t value 3.924; df 139) and more likely

to have children at home (pB0.002; Chi-square 15.275; df 3) (Table 2). In the ever married

group the Asian sub-group also had a significantly greater degree of developmental

disability compared to the white group (pB0.0001; Chi-square 41.302; df 15) (Table 3).

Discussion

Marriage estimates in people with developmental disability as can be established from the

Leicestershire Learning Disability Register is low at 4.6% compared to the general

population. There were 60 males (41%) and 86 females (59%) with developmental disability

who were ever married. In the general population, 52% of men and 60% of women in the

over 20 age group are classified as married, widowed or divorced (Registrar General, 2000).
The low marriage estimates in people with developmental disability compared with

general population, holds true for different ethnic groups. However, in the Asian group the

marriage estimates were higher than that of those in the White group with developmental

disability but did not reach statistical significance probably due to the small numbers

involved. The rate however was more than twice and there may be several reasons for this

finding. Whereas marriage is becoming less popular in Western cultures giving way to a

greater proportion of people remaining single and a move towards cohabitation (Haskey,

1995), the institutions of marriage and family life traditionally remain important in those

from an Asian background. Another reason may be the differing attitudes towards people

with learning disability and beliefs in relation to the causation, course and prognosis of

developmental disability between the two cultures. The study by Channabasavanna et al.

(1985) highlighted that some Asian parents believe that their child’s developmental

disability is curable and that one such remedy may be for the child to marry. Hepper (1999)

Table 1. Numbers ever married.

Yes (%) No (%)

White 111 (4.4) 2417 (95.4)
Asian 30 (9.4) 289 (90.6)
Others 5 (1.5) 295 (98.5)

Table 2. Age and likelihood of having children in the home.

Age(years) Children present

Mean SD Range Yes No

White 47.8 13.3 23�82 17 94
Asian 37.8 8.3 23�51 14 16
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in a case report of a 27-year-old Bangladeshi woman with moderate developmental

disability living in the UK, who entered into an arranged marriage in Bangladesh and

subsequently became psychotically depressed, explores parental views on marriage in a

person with developmental disability and the influence of culture, poor sex education and

unrealistic domestic demands. It has been observed by Fatimilehin and Nadirshaw (1994)

in their study that the Asian population in the UK are a heterogeneous group and not all

families hold similar views. Attitudes of 15 British and 16 Asian families, with regard to

their offspring’s developmental disability were ascertained in this study. They found that

58% of the Asian families were of the view that their son or daughter’s developmental

disability was curable, believing that he or she could become ‘normal’ by either medical

intervention or religious methods, compared to only one white family that held similar

beliefs. However, in the study, only one of the Asian families felt that a person with

developmental disability should be encouraged to marry.

A recent study by McGrother, et al. (2002) has shown the prevalence of developmental

disability in the South Asian population to be similar to that of the white population. In

the current study the Asian group had a significantly lower mean age but a higher marriage

rate. Individuals in the white group were significantly older in comparison to the Asian

group. They would have been expected to have had more time to find a partner and marry,

consequently a higher marriage rate, which was however not the observation made in this

study.

Koller et al. (1988) reported that having a lesser degree of developmental disability

predicted a higher likelihood of marriage. Moreover, they showed that women with

developmental disability were more likely to marry in comparison to men with

developmental disability. Both these findings are mirrored in the white group in our

study, however, in the Asian group a greater proportion of men were noted to have

married. It is probably relevant that Koller et al.’s study took place in a British city with a

relatively small immigrant population. As far as the level of developmental disability is

concerned, the Asian group was found to be significantly more disabled than the white

group. The greater degree of developmental disability in the Asian group may be due to the

observation that South Asians with milder degrees of developmental disability have a

tendency not to engage in services whereby missing notification to the Leicestershire

Learning Disability Register (McGrother et al., 2002). The study did not address

determining consent issues, nonetheless, it is interesting to note that in the Moderate/

Severe/Profound category, 36% of the White group and 80% of the Asian group were ever

married, indicating that the level of learning disability is not a always considered to be a

barrier to marriage by the carers and individuals with learning disability.

A further issue raised in this study is that of people with developmental disability

having children cared for, in their own home. The register stores information on the

Table 3. Ethnicity and level of developmental disability.

Level of developmental disability White (%) Asian (%)

Total 111 30
Borderline 4 (3.6) 1 (3.3)
Mild 51 (45.9) 2 (6.7)
Moderate 29 (26) 11 (36.7)
Severe 8 (7.2) 11 (36.7)
Profound 3 (36) 3 (10)
Unknown 16 (14.4) 3 (10)
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composition of a person’s household providing information on whether sons, daughters or

step-children are present at home. It does not, however, have data on whether or not a

person has had a child, nor does it have data on the ages of any children present.

Notwithstanding the limitations, the finding that people from an Asian background with

developmental disability are more likely to have their children in the home may be

explained by a number of factors. Support may be available from the person’s extended

family in caring for the children, the White group being significantly older raises the

possibility that their children had simply ‘flown the nest’, as also Asian children tend to

remain in the parental home for longer. It is also possible that because of the low uptake of

services by the Asian group compared with higher levels of engagement with services by the

White group and cultural differences in beliefs of the role of the family to care for a child

with developmental disability, there are differences in the numbers of children cared for

within the household with family support between the two groups.

It has been recognised that people with developmental disability can be good parents

and provide their children with a good start in life, acknowledging that they may require

considerable help to do the same (Valuing People, 2001). The reviews from parenting

education programmes are generally positive for instance: Feldman (1994) reported that

parents with developmental disability can be taught a variety of skills, and that support and

training must be ongoing on a long-term basis for continued success to be achieved

(McGaw and Sturmey 1994). A parent’s IQ alone is not a good indicator of their

effectiveness as a parent (Tymchuk, 1992). Other factors such as the quality of housing,

finances and the adequacy of social support networks have been reported to affect whether

a child of a parent with developmental disability is likely to be put at risk of abuse or

neglect (Booth and Booth, 1994). Close working between children and adult social services

teams are necessary to develop a common approach to minimise risks and achieve success.

Support for parents with developmental disability is patchy and underdeveloped (A Jigsaw

of Services, 2000).

Moreover, it is not known if these findings and provisions for services can be generalised

to other cultural and ethnic groups. Individuals from the Asian community have been shown

to have more in the way of informal support from their families and neighbours than their

White counterparts (Fatimilehin and Nadirshaw, 1994) and this may be adequate for the safe

and effective rearing of children. The magnitude and spread of the cultural diversity in

Leicestershire poses a considerable challenge for the local Health and Social services to

provide a relevant and culturally appropriate service. This can only be achieved if the issues

specific to ethnic minority groups among others can be successfully identified and addressed.

Nonetheless, the emotional well-being of both parent and child needs to be considered

whilst not assuming that living within an extended family network is necessarily the most

empowering and supportive resolution, for the parent with developmental disability

(O’Hara and Martin, 2003). It is encouraging to note that the department of health is

planning to work with Sure Start and the National Parenting Institute, to ensure that the

needs of parents with developmental disabilities are recognised, within the government’s

wider initiatives to improve parenting and family support (Valuing People Now, 2007).

The limitations of the study include: the study sample was based on the learning

disability register that may not capture the true prevalence of individuals with develop-

mental disability and hence the numbers ever married in the population. Similarly the

distribution of different ethnic groups may not be a true reflection of the population and

current immigration trends with the extension of the European Union.
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Conclusion

The estimate of ever married adults with developmental disability was 4.6%, women were

more likely to be married than men, in the White British/Irish ethnic group the marriage

estimate was 4.4% while in the Asian group it was 9.4%, the difference not being

statistically significant. Individuals from the Asian group who had ever married, were

significantly younger, significantly more likely to have children living within the household
and had a significantly lower mean IQ than their white counterparts.
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