Briefing Paper on Key Organisational Features of an Intermediary Service for Adults Genetically Related through Donor Conception – February 2007
This Briefing Paper is intended to identify some key features of an effective intermediary service for adults who are genetically related through donor conception.  They have been identified as a result of the experience gained through running UK DonorLink:
· where one or more parties wish to seek and/or provide information to the other(s).  

· where one or more parties wish to have direct contact.

Organisational structure

Opening hours

There is a clear need for a service that is available to its service users for the major part of the working week (including some ‘out of hours’ element).  Contacts can be ‘little and often’ as well as more extended.  Service users appear to welcome the fact that there is either someone on the end of the phone or email there and then or that they receive a response within 1/2 days.  This is especially important given the sensitive nature of the service – users may need to have privacy and/or feel emotionally well enough when making contact and therefore need to have control over its timing. Given the unpredictable level of demand for the service, this is most efficiently offered from within a more frequently used host/parent service whose systems and premises can be drawn on.
Skill mix

There needs to be a Manager to be fully accountable for the service and providing its strategic lead.  

Administrative support is essential for maintaining the UKDL Register (i.e. the database), plotting levels and types of service activity and providing support to the Manager and professional staff.

There is a need for a co-ordinator post based in the HQ office.  Although this could be undertaken by an administrator, our experience has been that it involves enough direct work with potential and actual registrants and contact with other professionals to warrant the post holder being professionally qualified in a field that enables them to work therapeutically with service user(s) where appropriate but also able to respond to day to day service needs.  The direct work can range from ‘little and often’ advice and support to those negotiating the path to registration at a pace appropriate to them to more in-depth work.  The latter can be focused on enabling potential registrants to think through the complex implications of registration and any later information release and contact as well as ongoing support around their registration and ‘searching’ for genetic relatives.  The tasks associated with non direct service contact include:

· liaison with, and support to, other UKDL staff around the country
· liaison with professionals within the DNA service
· liaison with professionals referring service users to the service
· liaison with the media 
· development and delivery of promotional strategies.  
As this is a UK wide service, sessional staff need to be geographically spread but able to work independently and within UKDL policy.  It is important that they know the limits of their competence and/or the agency’s responsibilities and to refer on where appropriate.  Given the geographical distance, staff need to be willing and competent at dealing ‘on the spot’ with whatever need is presented.  For example, if the service user wishes to use a member of UKDL staff to witness (or to take) their DNA sample-taking, then that staff member needs not only to be competent in that role but also competent to move beyond it into a more directly therapeutic role as required – and competent at completing any required paperwork.  All UKDL staff offering a direct service to registrants have both professional qualifications and post-qualifying experience which equip them to undertake advice and support work using advanced counselling skills.  This typically involves them holding a social work qualification with experience in post adoption work with additional training to equip them to be competent within the context of donor conception. A number of the UKDL staff also hold a post-graduate qualification in counselling or psychotherapy and this equips them to offer a formal counselling service if this is required. 
In our experience, it is important that a distinction is made between the service associated with the registration process, preparation and ongoing support for information sharing and contact and one that requires formal counseling for deep seated personal or family and relationship issues/problems that have come to light as a result of their contact with us.  Part of the skill required of the UKDL staff is to appropriately assess this need and refer on.  If the UKDL staff are able to offer such a service themselves, then a formal referral nevertheless needs to be made to distinguish this from the mainstream UKDL service as it then moves into a private and not a UKDL contracted service.  As is the case in other like services, the boundaries between these services are not always clear and have to be carefully negotiated on a case by case basis with the knowledge thus gained being fed into the ongoing review of service provision.
Need for an infrastructure
Our experience has been of a range of patterns of use of the service:

· some users have moved through to registration quickly and with minimum input from UKDL staff

· some have moved more ponderously, typically making a series of contacts with the co-ordinator – sometimes over several months and with lengthy gaps in between - before completing registration.  Such contacts may be relatively straightforward in content or more complex.
· some have required a great deal of input and have been grappling with many associated issues.  Of these, some service users are aware that they need professional help with the process and with managing the issues but do not necessarily want or seek formal counseling; others may require formal counselling.  Contact therefore needs to be flexible enough to meet the presenting issues and refer on where necessary. 
· UKDL staff have found it useful to be able to share their experiences with colleagues and to use that shared learning in shaping the service itself.

· Although there has been a disappointing level of involvement of services users in UKDL requests for feedback on various issues, the presence of a service with an infrastructure enables the ‘user voice’ to be sought and responded to in a way that would not be possible with an individual, privately delivered service.
The service that has been requested most often to date has been one that enables the individuals to proceed to full registration and, where a match has been identified, to prepare for information exchange and/or contact.  The majority of this group appear to welcome the opportunity to think through the implications of their actions, even if they initially only asked for DNA witnessing.  Only a small number of service users have to date requested, or appeared to need, a formal counseling service. 
Conclusion
Our experience leads us to conclude that staff having direct contact with services users need to approach the work with an assumption that the service user has the capacity to cope with the searching and/or contact but may need support.  However they also need to be alert to the possibility that a service user may not have sufficient capacity (perhaps because of deep seated psychological issues) and they therefore need to be competent enough to identify those to whom this applies and either enable the individual to access the additional therapeutic help that they need (from themselves or elsewhere) or enable them to suspend their searching until they are more stable.

At this stage in our experience, we believe that this ‘searching and contact’ service is best provided from within a service that contains a skill mix rather than through being privately contracted by the service user with an individual professional who is not part of a wider service.  The structure of the former offers greater flexibility and hence value for money and, at least as importantly, has the potential to draw on its shared experiences to shape future services.
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