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AAC stands for Alternative and Augmentative Communication and covers everything from signing to simple 1 message communication aids, symbols right up to complex computer communication devices.  The NHS England document is focusing on creating equity for all in accessing the more complex end of the AAC range both in terms of equipment and also the expertise to use the equipment effectively and to its highest potential.  The majority of people using AAC will continue to be supported by their local SLT (Speech and Language Therapy) Teams.  Clear referral criteria have been put in place for anyone wanting to access this ‘top tier’ of communication aid specialists and equipment.  The referral criteria are fully applicable to anyone who has a diagnosis of Rett Syndrome but the ability to demonstrate the level of skill of anyone with Rett Syndrome to meet these criteria is potentially a little trickier than it would be for those who have other conditions.   For some individuals they will have a greater level of cognitive impairment as part of their condition, or associated conditions, and so it may take them longer to reach the point when it is appropriate for a referral to be considered and, for some people, they will never reach that stage.  Using the information below, however, you can feel confident in the information that you gather and that the information and advice that you are given is appropriate to the person or child that you are supporting.  

The current criteria for referral to a specialised service are as follows (taken from the Guidance document)

23. An individual accessing a specialised AAC service would have the following:
 - a severe or complex communication difficulty associated with a range of physical, cognitive, learning or sensory deficits.  Anyone with a diagnosis of Rett Syndrome would meet this criteria
 - a clear discrepancy between their level of understanding and ability to speak.  This is the key area that the skills discussed above need to focus on. It is possible that the initial finding of an initial assessment may be that there is no discrepancy between these skills as the person or child is viewed to have significant learning difficulties.  Without clear evidence that there is a good level of understanding then there is a risk of being excluded due to this criteria.  Those who have Rett Syndrome are complex and can be difficult to assess.  .  Having a log that gives the evidence as to what level you feel they understand (and the reasons why you think this) will stand as a very powerful piece of evidence and make it clear to professionals who only have a short amount of time to complete an assessment what level of understanding the individual is functioning at.  
 
In addition, an individual must:
- be able to understand the purpose of a communication aid.  Many people who have Rett Syndrome won’t be able to use equipment that most local SLT Teams have as they mostly rely on direct access or use of switches which we know is not the best access method for this group.  Therefore it is key to make sure that symbols have been used and can be demonstrated to be useful as this will show that a student has the understanding of how to use alternative means of communication
- have developed beyond cause and effect understanding.  Again, having good evidence and examples of when someone has shown a higher level of understanding is critical.  The demonstration of cause and effect is much more difficult in children or adults who have limited physical skills.
and may:
- have experience of using low-tech AAC which is insufficient to enable them to realise their communicative potential.   Emphasising the importance of independent communication is important when thinking about this criteria.  Independent communication is very difficult with Partner Assisted Scanning as you are always dependent on the choices that someone is giving you.  It is also worth being aware that the practical limitations of managing a large number of symbols for eye pointing for communication (more than 40 is extremely hard to manage) are things that are worth discussing if the Assessor suggests that a low tech communication system is sufficient

Low tech systems such as simple symbols (the early stages of the communication journey) would be supported by local SLTs working towards helping individuals understand the principles of AAC.  This stage should be rapid and eye pointing should be taught alongside reaching or possibly instead of depending on a person’s physical skills  This is preparing individuals for the fact that they can communicate using a system other than words and also begin to develop eye pointing skills that can be transferred to a communication aid at a later stage.  At this stage a clear ‘yes/no’ also needs to be established so that the principles of Partner Assisted Scanning (PAS) can be introduced.

Partner Assisted Scanning should initially be done with symbols to help children learn the pattern of this interaction but once they have shown that they understand the principle then verbal Partner Assisted Scanning should be used alongside.

The importance of a communication partner who is familiar with each individual and their means of communication should be established at this stage. Ideally you would keep a log of the kinds of things that they are able to respond to using the various different forms of communication i.e.

· Eye gaze – do they look at objects or people when you are talking about them 
· Facial expression – do they respond with appropriate facial expression when you talk to them or read a book with them i.e. smiling or looking worried 
· Symbol use – do they select appropriate symbols that reflect the topic of conversation or the information that you are discussing
· Partner assisted scanning – do they select choices that you offer that reflect what you know about their preferences/likes and dislikes/interests and opinions.  Can they let you know if the choice they want isn’t there


One of the main barriers to children accessing high tech communication aids is the difficulty showing that children and young people who have Rett Syndrome are at the cognitive level to access equipment or assessment.   It is likely to fall to Parents and key Support Staff who know the individual well to demonstrate their cognitive skills and abilities so that they are not viewed as someone who has profound learning difficulties and so does not meet the criteria as set out above.
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