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Executive summary  
 
 
1. This report provides a record of the conference that took place in Leeds 

on 22 May 2012 which brought together key stakeholders involved in 
promoting genetics education among culturally diverse populations. The 
purpose of the event was to share information, research and 
experiences, and to consider how to build on this knowledge. 
 

2. The context for the conference is a geographical area (West Yorkshire) 
with diverse communities, and the challenges of rare and often fatal 
conditions that are caused by alterations in genes, which are seen in 
some of the children in these communities. Alongside this, there is a 
wealth of expertise, knowledge and service provision, namely: an active 
research unit for identifying anomalous genes at Leeds University; local 
expertise in communicating about genetic inheritance within 
communities that customarily practice consanguineous marriage, and a 
pro-active genetic counselling service from Leeds Teaching Hospitals 
Trust with multi-lingual outreach workers covering the Yorkshire region. 
Local paediatric services have become world specialists in helping 
families with children affected by some rare genetic disorders, and 
there is an active infrastructure of early childhood years and community 
organisations located within neighbourhoods. This infrastructure offers 
considerable scope and opportunities to empower families and 
communities with knowledge of the issues affecting their lives.  
 

3. One hundred and two academics, medical professionals, early years 
staff and community workers participated in the conference, coming 
from West Yorkshire and as far afield as London and Walsall, to share 
their knowledge and experiences and learn from others about 
approaches they can adopt to raise awareness of genetics.  
 

4. Amria Khatun, Stronger Communities Engagement Lead from the City 
Of Bradford Metropolitan District Council chaired the conference and 
presentations were delivered on:  
• Personal experiences of families that had been informed that their 

child had an inherited condition.  
• Research on infant mortality and the resulting strategy and action 

development in Bradford, particularly to improve community 
understanding of genetic inheritance and the services available to 
reduce deaths from congenital anomalies.  

• Work taking place in Kirklees schools aimed at raising awareness, 
supporting understanding and embedding messages about genes 
and their impact.  



• Findings on data collected on over 13,000 babies born in Bradford 
between May 2007 and May 2011, and how this data has 
contributed to the development of a model demonstrating the impact 
of various factors on infant mortality.  

• Approaches to reducing recessive disorders in consanguineous 
communities and a model for a community genetics network as a 
long-term strategy to provide services that engage the community 
and address their needs.  

• The experiences of the Yorkshire Regional Genetics Service, which 
was set up to provide diagnostic, counselling and support services to 
individuals and their families with, or at risk of, a genetic disorder.  

• Research on how families that have seen a geneticist manage risk, 
and what factors impact on their attitudes to risk.  

• The Bradford Community Genetics Network and its community-
based approach to raising awareness of genetics through trained 
workers in community organisations and children’s centres.  

 
5.  The presentations were followed by workshops to stimulate discussion 

about approaches and issues, and to enable sharing of further 
information and good practice. Workshops were held on:  
• The key learning points from the development of an enhanced 

genetic counselling service for consanguineous South Asian families 
in Blackburn.  

• Practical examples of community-based awareness-raising about 
genetics from the Bradford Community Genetics Network: what 
worked and what needs further development.  

• How the Yorkshire and Humber Congenital Anomalies Register 
(YHCAR) works and how it can be used to support the evidence-
base and development of appropriate services.  

• The key learning points from communities-based health promotion 
activities in Kirklees, and the importance of addressing language and 
communication barriers as an integral element of awareness-raising 
and service provision.  

• Sharing and discussing the early findings of work to explore patterns 
of knowledge and understanding relating to cousin marriage and 
genetic risk, and the development of a culturally sensitive 
community-level communications strategy for NHS Leeds.  

• Information provision and clarification on the Islamic position on 
cousin marriages.  

• Strategies and practical approaches on how to best support women 
most at risk of experiencing infant mortality, based on research 
undertaken into different types of support provision.  

 



6. ‘Open space’ workshops enabled further reflection and sharing of 
experiences by the delegates. Key points and recommendations 
emerged from these discussions regarding services, messages and 
communications, and education and training.  
 

7. The panel, made up of representatives of the key stakeholders, 
responded to questions on subjects including national policy, resources, 
targeting of services, communication and sharing good practice and 
knowledge.  
 

8. Conclusions and recommendations from the conference include:  
• Research and data collection is essential to enable a clear 

understanding of risks and to support the development of 
appropriate responses.  

• There is a need for a long-term view to service developments.  
• Accessing and sharing of research widens the evidence-base and 

the resulting understanding of the key factors impacting on risk.  
• A significant number of families do not understand the risks involved.  
• There are three levels of awareness-raising needed: the wider 

public, communities and professionals.  
• Information for parents and their families must answer questions 

such as – “Is there a risk and what can I do about it?” – and enable 
them to make informed choices.  

• Communication tools need to be provided in different languages and 
formats – it should not just be verbal communication.  

• A family-centred approach to addressing genetic issues is needed, 
with a focus of service delivery on clusters of kinship groupings. This 
will involve community engagement and development.  

• All partners need to be involved in developing a service that 
responds to the needs of families and communities, through a multi-
agency approach.  

• There is a need to educate individuals, communities and 
professionals on the varied risks associated with consanguinity. It 
should start in school, with the development of an understanding of 
genes and their impact, linked to infant mortality.  

• Those providing support to families must be trained how to explain to 
families about their choices in a sensitive way and enable them to 
respond to these choices.  

 
9. • Feedback from participants at the conference indicated that it was a 

success – it led to a greater understanding and sharing of good 
practice and was beneficial to all those who attended.  

 



 


