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1.	The Policy
1.1	The aim of this policy is to provide guidelines for the Rett UK Contact Network members, who are volunteers.  It is important that members of the Contact Network are aware of the policy and ensure that it is implemented.  
1.2	Rett UK maintains information records for individuals and groups. It is important that the people concerned feel confident that any information held is handled in an appropriate manner. Volunteers also need to be aware that information about themselves is kept within the bounds of the Confidentiality Policy.
1.3	Confidentiality is particularly important when callers share personal information which they may not wish to have shared with others. Such personal information may only be shared with the Family Support Manager, Chief Executive, Honorary Chairperson or the appointed Contact Network Supporter. 
1.4	These guidelines will be updated in the light of experience and legislation and will be reviewed on a regular basis.
2.	Policy Statement
2.1	The following point of principle is included in the Statement on Rett UK’s general Confidentiality Policy, and also applies to Contact Network Supporters:
2.2	The confidentiality of all information relating to members, people with Rett syndrome and organisations or individuals associated with Rett UK will be maintained at all times unless there is immediate and serious threat to the safety or welfare of a child or adult with Rett syndrome or their sibling.
3.	Reports
3.1 Records are common to all volunteers and staff to whom they are purposeful and no others.
3.2 A brief note of any contact should be recorded on the form provided. The form should be kept in a secure place, if possible in a locked drawer or cabinet.
3.3 The forms should be sent on a regular basis to the Family Support Manager at the office, ideally when the support contact for that particular issue has come to an end. 
4.	Disclosing Information
4.1	Information concerning the welfare of an individual (parent, carer or anyone else) must only be shared with appropriate Rett UK colleagues – for example the Family Support Manager, Chief Executive or Honorary Chairperson. Contact Network Supporters are expected to observe the confidential nature of such information and not to share such information with anyone outside Rett UK.
5.	Abuse
5.1	All potential incidents and allegations of abuse must be taken seriously b Rett UK volunteers.  In this context abuse will mean children or adults who have Rett syndrome or their siblings who are suffering from physical, sexual or financial abuse or those suffering from consistent emotional abuse or neglect.
5.2 Any Contact Network supporter discovering alleged or actual abuse will contact the Family Support Manager or Chief Executive as soon as possible.  In the event that neither of these are available, contact should be made with the Honorary Chairperson.
5.3	The Chief Executive and Family Support Manager will meet as soon as possible to discuss the most appropriate way of handling the situation.
5.4	The Contact Network Supporter discovering the alleged or actual abuse will record in a written form the circumstances in which the information was disclosed or discovered, and send it as soon as possible – in an envelope marked ‘Private and Confidential’ – to the Family Support Manager and Chief Executive.
5.5	Volunteers will be expected to maintain complete confidentiality – as outlined in this document - in cases of alleged or actual abuse.  Communicating facts or allegations to authorities outside Rett UK will be the responsibility of the Chief Executive unless there is an immediate and extreme risk.
5.6	If, in the opinion of the volunteer concerned, the welfare of a member of a family is at extreme and immediate risk then it may be necessary to contact the police for assistance. Then inform the Family Support Manager or Chief Executive.  If out of office hours then the Honorary Chairperson should be notified. 
5.7	For these purposes a member of a family means those who have Rett syndrome, their parents, carers and siblings.
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