
Community Genetics Project



Recommendation 7 – ‘To increase community 

understanding of the role of genetically inherited 

congenital anomalies as a cause of death’.

– Public Awareness – EBM Key Messages

– Community development projects

– Staff training

Bradford Every Baby Matters 
Strategy and Action Plan



Community Genetics Project



• 16 community workers trained on using the 

‘green and white’ booklet with groups and 

individuals who:

‘are interested in finding out more about the 

links between cousin marriage and inherited 

disorders’.

• Purpose:  for families to be able to consider 

their situation and be aware of the services 

available for personalising genetic information.

• Community workers signpost individuals to GPs.



• 195 people attended information sessions

• 66 people took up one to one support

• Purposely designed tools enabling ease of 

communication

• Working with hub and spoke model

• Professional development

Achievements:



• Key messages relayed to other staff / 

volunteers at hub and spoke organisations

• Signposted families to additional services, eg 

GP and Imam at BRI

• Still significant interest in project with people 

wanting further sessions

• Works to integrate project into existing           

community development



“One of the key achievements has been getting 

the project of this nature up and running whilst 

being culturally sensitive and protecting staff 

at the same time.  By no means has the job 

been done but we have started the ball rolling 

in the right direction. We have highlighted a 

continued commitment to this work in the BD5 

and will be using resources to ensure that this 

remain on the agenda within the area.”



• Mistrust from community members about project 

due to previous negative messages related to 

consanguineous marriages. 

• Tools currently only provided in English – needs 

to be in other languages including Braille in order 

to meet the needs of our community.

• Access to  tools/resources.

• Sometimes difficult to liaise with spokes.

Issues / challenges:



• Families need to go through  their GP to access 

counselling services

• Referring on for further support, e.g. Imam at BRI, 

RGS etc. not straight forward sometimes difficult

• Sometimes difficult to engage men

• Resources work better on one to one or small group 

basis. Additional training resources would be useful 

for larger groups

• Only staff who attended 2 day training able to 

deliver sessions



• Robust training needed for staff and specially 

designed tools

• Continued support, supervision and dialogue 

between practitioners

• Flexible approach invaluable – able to respond to 

need and preferences - one to one or group sessions

• Strong existing links into communities by staff 

delivering on project

Key learning points:



• Staff trained also able to respond to need to 

provide on going emotional support

• Tools translated into different languages and 

formats

• More Staff to receive the training to continue the 

project

• Better understanding  by all of how communities 

can access personalised information for their 

situation when it’s wanted and needed



“I found the genetic awareness session very interesting. 

One of my relatives married a cousin, their first child 

died soon after birth. The family found it hard to believe 

that the child had inherited a genetic disorder due to the 

parents being blood relatives. 

I know in my family there is a lack of knowledge. I feel 

many members are in denial.

It is important to acknowledge the information even 

though it is a sensitive topic.

The information in the booklet explains the process of 

the DNA clearly and how to gain further support, it also 

helps people to make informed choices for the future”


