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Who we are

The British Society for Genetic Medicine (BSGM) is an independent body which provides a
forum for professionals involved in genetics and genomics as a clinical service and in research.
We support the promotion and advancement of genetic and genomic science in clinical and
research practice for the public benefit. BSGM has always taken an active role in considering
social, ethical and legal issues.

Why we have written this Parliamentary Briefing

We are staunch supporters of women’s freedom and rights including the right to make
informed reproductive choices. Alongside this, the reduction of inequalities in and barriers to
accessing healthcare faced by minority groups and marginalised communities is one of our key
priorities.

We are therefore concerned about the proposed Bill to prohibit the marriage of first cousins in
the UK which was introduced on December 10t" 2024 (ref 1). Our specific concerns are that it:
e is based on misunderstandings about the risks associated with first cousin marriages
e will adversely affect the provision of health care for women and children in communities
where cousin marriage is common
e will foster distrust within those communities
e does not recognise the benefits of cousin marriages which people experience, e.g.
strengthening of family bonds and care arrangements within the extended family
e appears to conflate cousin marriages with forced marriages and so-called honour killings

We have written this briefing to:
e clarify the facts about the risks associated with first cousin marriages
e emphasise the importance of awareness raising about inherited and rare conditions by
engaging and supporting marginalised individuals and communities and for improved
access to genetic counselling and testing
e highlight that there is a risk of further discrimination against, and stigmatisation of,
couples in cousin marriages and the communities in which these are common practice



Factors that increase the chance of babies being born with genetic conditions or congenital
anomalies
Blood relatives are more likely to carry the same genetic variants than people who are
unrelated to each other. As a result, there is a higher chance of parents who are first cousins
having a baby with an autosomal recessive genetic condition (Autosomal recessive inheritance -
Genomics Education Programme):
e parents who are unrelated have a 2-3% chance of having a baby with a genetic
condition or congenital anomaly
e parents who are first cousins have a 4-6% chance of having a baby with a genetic
condition or congenital anomaly; most of the increased chance is due to recessively
inherited genetic conditions
This means most (94-96%) babies born to parents who are first cousins do not have a genetic
condition or congenital anomaly.

Many other factors increase the chance of babies being born with genetic conditions or
congenital anomalies and are legal in the UK, for example:

e use of assisted reproductive technology

e father’s age (35 years or older)

e mother’s age (19 years or younger and 35 years or older)

e smoking (including vaping)

e drinking alcohol

e prescription drugs

Engagement, discrimination and stigmatisation
The consequences of discrimination against and stigmatisation of couples in cousin marriages
and their communities include:
e negatively affecting engagement with genetic risk information and with clinical services
because of an emphasis on cousin marriage rather than on recessive inheritance (ref 2)
e alienation of communities that are singled out, resulting in them not accepting research
findings that associate cousin marriages with negative health outcomes (ref 3)

Various initiatives have focused on raising awareness about inherited conditions and improving
access to genetic counselling and testing in communities in which first cousin marriages are
common. These highlight that:
e such information is valued and empowers individuals/couples to make informed choices
about marriage and reproduction (ref 4)
e there is a desire for accurate and understandable information (ref 5)

Improving genetic literacy is critical to empower people to make informed decisions; underlying
this is the need to establish and maintain trust at community level (ref 6). Co-developing and
co-designing services to increase awareness and make services and information accessible to
support minority groups and marginalised communities is also important (ref 7). These


https://www.genomicseducation.hee.nhs.uk/education/videos/autosomal-recessive-inheritance/
https://www.genomicseducation.hee.nhs.uk/education/videos/autosomal-recessive-inheritance/

strategies may alleviate some of consequences of discrimination and stigmatisation outlined
above.

Conclusion

Misunderstandings and misinformation about cousin marriages have a negative impact for
minority groups and marginalised communities, risking an increase in social tensions and
further alienation. This would exacerbate social and health inequity and have an adverse
societal and economic impact.

BSGM welcomes conversations that utilise our expertise in genetic and genomic medicine for
the benefit of our patients and communities across the UK. We and our members work with
patient groups, the NHS across the four nations, the government and the devolved
administrations to identify ways to improve our health care system for all communities.

We expect individuals and organisations across health care, academia and government to work
together in progressing the UK Equality Act, 2010. We support the ongoing work of the Race

and Health Observatory to see a reduction of healthcare inequalities. This will bring health and
economic benefits to the population and will promote unity between and within communities.
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