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Down’s Syndrome Scotland welcomes the opportunity to respond to this consultation from the Scottish Government. As a charity, we work to improve the quality of life of children and young people with Down’s syndrome (Ds) across Scotland. This evidence is a combination of our professional experience and of the lived experience of our member families.
Are these the right proposals?

What support might AHPs need to deliver these actions?

1. Plan’s overall structure and approach

The plan’s approach based on GIRFEC and well-being outcomes is welcome given the new policy context and priorities of the Scottish Government. It is indeed crucial to focus on prevention and early intervention to ensure that ALL children can achieve their full potential. The proposals note the importance of significant shifts in mindsets to achieve the new ambitions. It is fair to argue that the actions proposed throughout the paper are also likely to require significant shifts in resources. To our knowledge only 4% of NHS budget is currently spent on prevention. It would therefore be helpful to have more information on resources presented in the plan to help understand how the Scottish Government/NHS actually aim to ensure this ‘transformational plan’ is funded both in terms of staff numbers and budgets.
With regard to services being developed at universal, targeted and specialist levels, it would be helpful to get more information on who is likely to benefit from targeted interventions and who will get a service at specialist level. Children and young people with Down’s syndrome have well-being needs and will require targeted interventions, and may also need specialist provision. As presented in the plan it remains rather unclear who will be seen at specialist level if targeted interventions are put in place for children with Ds, children with cerebral palsy, children with autism etc. Moreover whether services are delivered at targeted or specialist level it is crucial to have AHPs who understand conditions like Ds. Some of our families have expressed frustration about the AHP they were referred to that only had ‘fairly basic knowledge of Ds’ for example. We are not expecting all AHPs to be specialists of Ds but each family should be able to access an AHP with relevant expertise wherever they live in Scotland. 
Whether or not families see AHPs and when remains in our experience as a postcode lottery, with some areas providing support at an early stage to assess and offer advice and in other board areas no contact unless a referral is made because of a concern.  It is our opinion that at times this means that there is a delay in getting the right support and advice to parents to manage their child’s condition thus resulting in the inequality you mention.  As a first step, we therefore argue that a National care pathway/guideline be introduced for children with Ds that Health Visitors and AHPs would be able to refer to highlighting the main issues at different ages, and the stages at which AHP advice should be provided, the pathway could also perhaps signpost professionals to further information or colleagues with relevant experience.
Page 12 highlights the main aims of the services. It would be helpful to add ‘and achieve their full potential’ to the first point instead of only focusing on ‘concern and needs’. 
2. Five ambitions

Overall the five ambitions remain quite broad and some the topics covered are at times confusing. We would welcome further details on the actions to be taken in order to make more constructive comments about the plan. As for now our comments therefore highlight a few issues related to the exact nature of proposed actions.
2.1 - Access

With regard to the first two key issues on prioritisation, it would be helpful to know more as to how such decisions will be made. We assume that the level of intervention required (universal, targeted or specialist) will also be considered as a crucial factor once agreed on. However it would be helpful to know what would happen before then – would the wellbeing of children with Ds then be assessed by health visitors who then choose to refer them to specialists or not? According to the experience of our members, health visitors do not necessarily know about Ds and therefore can miss some of the problems children with Ds may have (such as feeding, hypotonia etc.) due to their condition. As a result, children with Ds are sometimes referred to specialists at a later stage once problems have become established when actions could have been taken earlier to prevent /manage it better perhaps minimising future need. 
In this section, it would thus be helpful to also mention health visitors and their role in terms of referrals and the need for them to be able to get support from/ get easy access to information about specific conditions like Ds as and when required in order to support children and their families successfully. Moreover the point about enabling self-requests for assistance is also relevant. But more emphasis could be given in the plan on how this information will be promoted and shared with parents. We know that many of our parent members are simply not aware of the possibility to self-refer to a specialist at present and significant work needs to be carried out to improve access to services for all children. Regarding the point about information, content needs to be in simple language, variety of formats and very clear about what the information is for and how it can be used by children and parents.
As for the proposals, it would be helpful if the first one also referred to health visitors and the importance to focus on their remit in identifying what support is available to families before referrals. This becomes even more significant as health visitors will become Named-Persons under the Children & Young People (Scotland) Act next summer. The second proposal should again raise the issue of promoting self-requests for assistance to parents. It is not very clear what the third proposal will entail regarding a ‘national AHP resource for all children’. If the aim of the resource is to support self-management prior to requests for assistance, we hope that the resource will be comprehensive enough to include sufficient information for families with children with Ds for example whose concerns and needs may be different from other families. 
2.2 - Early intervention and prevention
We welcome the clear focus on prevention and early intervention in the new plan. The outcomes presented in the plan aim to increase confidence in managing well-being concerns, whether from staff’s point of view or families themselves. To achieve this, families need to have trust in professionals, including AHPs. Professionals should manage parents’ expectations and parents should also be better informed of the role of AHPs and their expertise. 
With regard to the proposals for this ambition, some specifically refer to looked-after children, children with mental health issues and people at risk of entering the youth justice system. Consequently we are of the view that a specific point should also be added to emphasise the role and place of AHPs in supporting prevention and early intervention for children with learning disabilities. Children with disabilities are briefly mentioned in point 2.4 and they should appear more prominently in point 2.2.
A point is also made on the need to agree key messages and specific offers to support early intervention and prevention. The plan is at times a bit confusing regarding universal v targeted/specialist services or national v local policy change/implementation. With regard to the proposal mentioned here it would be helpful to get further clarification as to what key messages mean (is it universal and national?) and what specific offers are (are they related to the different groups of children mentioned later on, e.g. looked-after children, or does this relate to specific conditions?). Finally it would also be useful to mention the importance of resources (including budget allocations) in supporting prevention and early intervention. As only 4% of NHS budget is currently spent on prevention it remains difficult to consider how such ambition can be successfully implemented without more resources.
2.3  - Partnership and integration

In this part, we welcome the strong focus on the role and knowledge of the third sector and the importance of collaboration between AHPs and the third sector. We firmly believe that such partnership will lead to improve well-being outcomes for many children. Similarly it is also essential to focus on transitions as outlined in one of the proposals as transitions to adult services remain difficult for many young people and their families. On paper proposals on partnership and integration are sensible and increasing joint working is an essential element for the success of this plan. However it remains to be seen how such proposals will be developed and implemented on the ground across the country. As an organisation we have for example been contacted by a few AHPs who believe more children with Ds should be seen by their services and they are actively looking for referrals. It would thus be helpful if more work could be done on bridging the gap between health services and third sector in order to make services indeed accessible to all throughout the country and to develop shared ambitions as outlined in the plan.
2.4  - Participation and engagement

Listening to children and young people should indeed be a priority within the new plan and we welcome this ambition. In terms of the proposal regarding producing evidence of ‘increased similarity’ between NHS boards, it would perhaps be more pertinent if the plan clearly stated that one of its main aims is to achieve consistency across services in Scotland so that all children receive the same quality of support wherever they live. It would also be helpful if parents could be included in the list of people who need to be aware of children and young people’s rights. A final point would be to include ‘using the third sector expertise’ to the proposal focusing on further upskilling AHPs.
2.5  - Leadership for quality improvement

A couple of points within this section need to be clarified. Firstly the plan highlights that the AHP lead’s role and remit vary considerably across NHS boards – why is this the case and if we already know that this is happening it would be helpful to get clarification as to what is being done to address this issue at present? It is fair to assume that this transformational plan is unlikely to perform well if from the beginning there is already evidence of significant gaps in terms of workforce’s remit etc. Then after reading this section one cannot help but wonder who is actually leading on what. There appears to be a plethora of AHP leads (national leads, board leads, GIRFEC lead) and directors – are there maybe too many leads to ensure the efficiency of the plan (especially when their remits appear not to match)? 
It is a fact that inequalities between boards will impact on the plan. Since we know that significant differences already exist among boards, the plan should clearly stipulate how health boards/integration boards (where relevant) will be made accountable and how they will be monitored on their progress with the new plan. The three questions presented in section 3 seem rather too broad to actually monitor the work of each board. As of now, the proposals presented in this section do not seem to address the core issues that need to be dealt with to give the plan a chance to succeed.

3. Implementation and governance

As mentioned above, this section again emphasises the confusion around leads. The paragraph which mentions AHP directors and AHP children and young people’s leads illustrates the lack of clarity as to who is actually responsible for local implementation of the plan. 
The plan also remains too vague about the ‘requirement for self-evaluation of practice and service provision’ and about the reporting against improvement activity questions.
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