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Role profile 

 

Patient representative for Inherited Heart 
Condition Reference Group 
 

 
Background to the project 
 
Inherited heart conditions are caused by a fault (mutation) in one or more of our 
genes. They can affect people of any age and it is possible to develop a heart 
condition due to a faulty gene without presenting with any of the symptoms of the 
condition.  
 
If a parent has a faulty gene there is a 50% chance of it getting passed onto each 
of their children.  
 
The Miles Frost Fund is one example of the work BHF is doing to improve 
services and provide support to those with inherited heart conditions.  The Fund 
will help ensure that genetic testing for immediate family members of those 
affected by inherited hypertrophic cardiomyopathy is available nationwide. This 
will mean more people are diagnosed with and treated for the potentially life-
threatening condition. 
 
There are currently three patient representatives involved in the project, but to 
help us ensure we are able to represent the wider patient voice in the delivery of 
the Miles Frost Fund, as well as other BHF projects related to inherited heart 
conditions, we are setting up a new patient reference group. 
 
 

Patient Reference Group 
The group will be made up of patients, family members and carers who have 
been affected by a range of inherited heart conditions. This is a new group set up 
for an initial pilot year. We expect the group to evolve over time.  
 
It is anticipated that the patient reference group will primarily focus on work 
around the Miles Frost Fund, including providing support and a wider perspective 
to the patient representatives involved in the project. The patient reference group 
may also be called upon to share their insights for other BHF projects related to 
inherited heart conditions. 

 
Role Description 
 
Responsibilities 
Patient reference group members will be expected to: 

 where relevant, link up with local sites that are being funded through the Miles 
Frost Fund and the local BHF Health Services Engagement Lead, including:  

 

https://www.bhf.org.uk/miles-frost-fund
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o attend quarterly local steering group meetings providing advice to 
sites on the best ways to involve their local patient population in the 
development of the genetic testing service 

o attend, if required, the quarterly BHF Miles Frost Fund Steering 
Group meetings 

 provide feedback on the progress of local sites and a wider patient 
perspective to the three patient representatives on the Miles Frost Fund 
National Steering Group 

 provide comments and feedback on the evaluation process for the Miles Frost 
Fund 

 contribute to the development of new resources for patients, carers and 
healthcare professionals related to inherited cardiac conditions 

 share your experiences, as required, to help shape other BHF work around 
inherited heart conditions e.g. awareness raising campaign 

 contribute to local and national media campaigns and activity, to raise 
awareness of the Miles Frost Fund and the broader work that the BHF is 
engaged in around inherited cardiac conditions 

 contribute to occasional internal BHF learning events and away-days to 
enhance the understanding of inherited cardiac conditions across the whole 
organisation 

 attend national conferences where appropriate, to help promote the work of 
the BHF. There may also be speaker opportunities.  

 attend and contribute thoughtfully and constructively at meetings from the 
perspective of a patient with, or someone affected by, an inherited heart 
condition 

 participate in discussions over email as required, by responding in a timely 
and constructive fashion 

 gain views and insights from your own wider patient networks to feed into 
discussions 

 share your views in a considered and constructive way, maintaining 
confidentiality when needed 

 
Skills and attributes 
We are looking for people who: 

 have been affected by an inherited heart condition 

 are able to read and absorb complex information, seeking further information 
and clarity where needed and from appropriate sources 

 have the confidence to voice their opinions clearly and to participate 
constructively in group discussion 

 have good communication skills with an ability to listen to, empathise with, 
and respect differing opinions and to express their own views clearly and 
appropriately 

 are objective and are able to critically appraise and consider innovative 
options for possible system improvements   
 
 

Length of membership 
This is a new role that we are piloting for one year. At the end of the pilot year we 
will review the impact of the group and make a decision on the future role and 
remit of the group. 
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Time commitment 

 A briefing / induction session in London on 1 March 2017 

 Attend quarterly steering group meetings for the local sites as part of the 
Miles Frost Fund Project, where required 

 Quarterly discussion with patient representatives prior to Miles Frost Fund 
National Steering Group  

 Regular consultation via email / teleconference 

 Attendance at occasional conferences or a learning event to share emerging 
project findings 

 Attend ad-hoc campaign or media events as appropriate 
 
 
Support  
To ensure you are able to contribute effectively in your role, we will assign you a 
key contact within BHF who will be in regular contact with you through email or 
telephone for information, advice and support.  
 
 

 
Expenses 
We are able to reimburse reasonable expenses for travel and overnight 
accommodation where necessary and agreed in advance.  We are able to book 
your travel and accommodation in advance if necessary. 
 
 

Application process 
If you are interested in applying, please send a brief summary (max 500 words) 
stating why you would like to get involved in this project and what you think you 
can bring to the role to heartvoices@bhf.org.uk by 3 February 2017.   
 
If you have any questions, please contact heartvoices@bhf.org.uk or call 0207 
554 0426.  
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