
Page 210  |Evaluation Report Enhanced Genetics Services Project |  Page 211

Appendix 8  Leaflets



Page 210  |Evaluation Report Enhanced Genetics Services Project |  Page 211



Page 212  |Evaluation Report Enhanced Genetics Services Project |  Page 213



Page 212  |Evaluation Report Enhanced Genetics Services Project |  Page 213



Page 214  |Evaluation Report Enhanced Genetics Services Project |  Page 215

Clinical Genetics Unit  
Birmingham Women’s NHS Foundation Trust 
Mindelsohn Way 
Edgbaston 
Birmingham  
B15 2TG 

For further genetics information please see our other leaflets and 
DVD: 

• Genetics and inheritance 
• Sharing genetics information with relatives 
• Understanding genetics DVD 

Or if you wish to speak to someone you can contact the Birmingham 
Women’s Hospital Clinical Genetics Unit either by telephone on 0121
627 2630 or you can go to the website 

www.talkinggenetics.co.uk

This information leaflet has been produced as part of a health initiative. This 
health initiative is the Enhanced Genetics Services project funded by the 
Heart of Birmingham PCT and the aims of the Project are to raise aware-
ness of genetics amongst the community so that they can make informed 
choices for themselves and their families. 

Key information for families 

Families with a child  that has a recessive genetic condition should 
seek further information on ways to share this information with the 
wider family. 

Individuals and or families who wish to seek genetic information 
about carrier testing should contact their GP who will be able to 
arrange an appointment with a genetics specialist . 

  Genetics Information

Sharing Genetics Information with the 
Family 

Information for patients and families 

Ayesha—  In this leaflet I will offer guidance to 
those people who need to discuss genetics in-
formation with their families. 
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Recessive Genetic Disorders

The diagnosis of an inherited  genetic disorder in a family often means that 
brothers and sisters may also be at risk of the same condition or may be 
carriers of the condition, as well as other close family members such as 
aunts ,uncles ,cousins. This is something they will all need to think about 
when  they come to have children of their own. 

For some  genetic disorders it may be possible to have a genetic test to  
confirm if you are a carrier for the disorder. 

Sharing Information—what are the Issues

If there  is  a genetic test available for the genetic disorder in your family then
it is possible to have a simple blood test that  will tell you whether you are a 
carrier of the condition. You may choose to have a genetic test so that you 
can share this information with family members on whom it may have an im-
pact.

It is often very difficult to discuss a genetic disorder that affects your child or 
yourself with other family members. But do remember that a genetic disorder
in a family is no ones fault. Many people  prefer to have a genetic test as it 
confirms their status , and they can use this information to make informed de-
cisions about their  own life. 

Ideas for sharing genetic Information with the family

- Discuss sharing genetic information with your genetic counsellor and close 
family members.  
- We can offer Information leaflets or write information letters for relatives 
- Maybe take a family member along to the genetics session where you dis-
cuss the condition and its implications for you and your family. Then if you 
wish this family member can help you make contact with other family mem-
bers to share the information. 
- How you choose to discuss test results will depend on your
  relationship with individual family members 

Consanguineous Marriages

It is particularly important for individuals and families  who choose to 
marry a blood relative (consanguineous ) to obtain information and guid-
ance from a genetics specialist about genetic disorders and inheritance. 

Relatives who are at a risk of being carriers for an inherited genetic con-
dition are encouraged to talk to their doctor who can arrange for  you to 
see a genetics consultant and/or a counsellor. 

This is a quote form a recent study1 ‘ patient groups commented that al-
though no one wants to have a diagnosis of a genetic condition , that an 
accurate diagnosis can open doors to effective and appropriate support , 
disease management, and treatment  ,equally the lack of diagnosis can 
mean that the families may not get the best care’  

Information and Support for families

The issues that effect people with a genetic disorder do not exist in iso-
lation and have an impact on all the members of a family, parents sib-
lings and the wider family.  

An understanding of the  facts and issues related to a particular genetic 
condition can make living with the condition a little easier. Knowledge 
can empower you and help you access the right services. Talking about  
concerns and sharing them can make things easier to deal with. 

Patient support groups can be a great source of information and can 
provide details of services that you may need as well as  emotional sup-
port.

Support groups: 
Genetics alliance UK 
Talking genetics 
CLIMB (children living with metabolic disease) 
Contact –a-a Family 
UNIQUE (rare chromosome disorder group) 
UK Genetic Testing Group 
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