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Helping sick children and young people meet their healthcare needs,

in partnership with parents, carers and professionals


National Delivery Plan Response for Children and Young People’s Specialist Services in Scotland 

Draft for consultation 
About Action for Sick Children Scotland

Action for Sick Children (Scotland) has for more than thirty years campaigned for children and young people to receive the highest standard and quality of care when they are ill in hospital, at home or in the community. Whilst our core purpose remains that of influencing and collaborating to secure best health care outcomes for sick children and young people, our activities also reflect the dynamic developments in the planning and delivery of health care in Scotland today. We work in partnership with parents, carers, health care professionals and most importantly with children and young people themselves. 

Action for Sick Children (Scotland) is a member of the European Association for Children in Hospital (EACH).  A key focus for members is the EACH Charter and its ten Articles which explain the rights of children, young people and families when using health care services. The EACH Charter is underpinned by the United Nations Convention on the Rights of the Child and members aim to have the principles of the Charter incorporated into their countries’ health laws, regulations and guidelines.  We are delighted that the Scottish Government has recommended in ‘Delivering a Healthy Future:  An Action Framework for Children and Young Peoples’ Health in Scotland’, that the EACH Charter is to be used by NHS Boards as a standard against which to assess their child health services.  

ASC(S) works in partnership with parents, carers, professionals and the children and young people to access best quality healthcare provision. We do this by collaborating at both national and local level on government policy and steering groups and locally and regionally through health boards and regional planning groups. Our staff around the country work closely with families, children and young people as our current children and young people’s health rights project demonstrates, with its accompanying resource pack and DVD developed by children and young people themselves. 
Over the last 2 years we have been very pleased to be part of this process as a member of the NSG for Specialist Children’s Services (SCS) representing the wider voluntary sector and advocating for the needs of CYP and their families in relation to this review and NDP. We have also been very pleased to be able to facilitate in bringing together parents and carers to provide input and insight into this consultation particularly in areas away from the central belt, where it would otherwise have been more difficult for them to access the main regional events. 
We have been pleased to be involved from the beginning in the whole process of the development of the NDP. We welcome this comprehensive piece of work and the ongoing opportunity it gives for wider public engagement. 
                                                                                   Gwen Garner, ASC(S) Co-Chair 
In addition to this involvement we are often asked to give advice and guidance on matters relating to CYP health care provision relating to other work streams, for example the transport of critically ill and injured children.  

We have had a long history of championing the rights and needs of children and young people in relation to their health care and have developed a particular interest and knowledge around the issues relating to the very specific and different needs pertaining to adolescents and those young people going through the transition process.  

General comments on the draft 
ASC(S) welcomes the opportunity to comment on the Draft NDP in detail and in particular welcomes the following recommendations:
· All of the points relating to age appropriate care and the distinction that the document makes between the needs of children and those of young people  and in particular the proposal that all staff working with adolescent patients should receive generic training in the care of young people by 2012. This is in harmony with the European Association for Children in Hospital (EACH) Charter point 8, staff should receive appropriate training when caring for CYP. 
· The proposals relating to the development of managed clinical and service networks where patient pathways will support consistent high quality care; staff with highly specialised expertise can support others in the provision of high quality and safe practice and CYP and their families can meaningfully contribute to the creation of service models that address their needs.

· That there will be robust and wellstructured frameworks for transition for yp affected by LTCs and that this will be in keeping with their individual needs and development.

· Clinical leads for adolescent services will be identified at hospital and regional level.

Section 1 – Introduction 
ASC(S) is very encouraged to learn that this is a living document and a dynamic process and looks forward to continued involvement in this extremely important work as we strive to provide the very best possible services for all sick children and young people in Scotland and their families.

Para.11 and 12 – it is encouraging to note the acknowledgement that there are other work streams which are pertinent to this work. We hope that the mention of the CAMHS Framework means that the importance of the mental well being of CYP in parallel to their specialist care will be highlighted and embedded in service provision. 

We are delighted that the Draft makes mention of the fact that the NDP does not address the full spectrum of Specialist Children’s Services.  However we would be be concerned if it were the case that where a condition or speciality is not mentioned it would go unnoticed or services will be adversely affected. In particular we would draw attention to the many children and young people affected by complex disabilities resulting from increased survival rates at the threshold of life and those with disorders and syndromes who do not fall into any of the categories mentioned and who are surviving in ever increasing numbers due to enhanced technological support and outcomes.  We would strongly recommend that these cases are taken into account when publishing the guidance later in the year. 

Para.17 – We urge the government to give immediate attention to the problem of extra costs associated with caring for a child affected by disability, a chronic or long term condition. This is not only about the financial drain on family budgets associated with travel to specialist centres but the ensuing burden on the family when employment is disrupted and in some cases terminated  because of their caring responsibilities. The impact on families in this situation is not solely a financial one as relationships fall under extreme strain and siblings are overlooked. These concerns were amply described in our recent Caring for Sick Child, Tayside Survey,  ASC(S) 2007. 
With regard to the progress made in hospitals throughout Scotland in relation to accommodating the needs of sick children, young people and their families reference should also be made to our Family Facilities Survey 2005-2007 , ASC(S) 2007, supported by the Scottish executive which looked at the basic principles of good paediatric care.
We would also draw attention to the report Debt and Disability, Contact a Family and Family Fund and flag the insurmountable problem families face when, through long term hospitalisation, all benefits stop at the same time as expenses increase and earnings stop. 
Para 25 – We are delighted to see that in line with the EACH charter point 1 CYP should be hospitalised only when absolutely necessary, the recommendation is for care to be closer to home wherever possible.  Although Families have told us that for specialist care they will travel, their willingness to do this should not mean that all possible supports be put in place for them. 
Section 2 – Why change is needed now
2. Do you think that the key challenges facing specialist children’s services are sufficiently described?
We feel that the NDP highlights a number of key challenges and through our own work around LTCs we are very aware of the increased incidence of some LTCs. However we would like to emphasis the need to look towards the future in planning for the steady increase in numbers of survivors of conditions which previously proved fatal and the year on year increase in preterm infants surviving with complex health needs. 
It is worth observing here that where Scotland performs comparatively less well, Germany, for example, has much earlier involvement from paediatricians in the health care of infants and consequently earlier diagnosis of cancers. 

Again in Denmark in relation to transition and adult care of YP affected by DMD, there are a number of dedicated adult clinicians providing a rehabilitation service.  This is something we should consider here in Scotland.
Para 32 – There is no mention in this section on workforce issues about the need for dedicated children and paediatric trained staff both in specialist services and even more importantly at local and DGH level. 

ASC(S) is extremely concerned at the proposed changes within the RCN training for Paediatric nurses and closer to home in Scotland, the development of the generic Community Health Nurse and the impact that this will have on the provision of specialist care provided closer to home and to the needs of CYP with LTC and disabilities being cared for in the community.  
Para 33 – we have highlighted the concerns outlined here above and welcome the prominence being given to them in the NDP. The threat to family life is not in the least exaggerated and we would stress that urgent steps be taken to draw the anomalous benefits issue to the attention of the government. Consequent inability to cope and family breakdown results in more children with significant disabilities being accommodated.
3. Are there any additional challenges that you think should be highlighted?
We have already mentioned the issue of increased survival rates both for complex disabilities and the very premature infant, however we are concerned that focussing on certain specialties may mean that many who do not fall into these categories but who have acute and enduring needs may be missed.
Here we wish to make 2 other very important points not raised elsewhere and not evident within the plan itself. 

1. The importance of including carers, foster and kinship carers in any reference to the needs and involvement of parents. Staff should be trained in appropriate ways of relating to this group so that their treatment is equitable and in no way different from that of birth parents; the responsibilities incumbent upon all parents and carers is to support the CYP they care for to access the best possible health care.

2. Staff training should also include work on communicating with the parent carer as well as the CYP as so often notwithstanding the emerging consent and confidentiality rights they are not yet fully independent and care should be taken to maintain the three way partnership – CYP, professional and carer. 

Section 3 The Way Forward - A National Delivery Plan 
4. We would welcome your ideas on this aspect of the plan
Our organisation is delighted to support the drive towards a service framework which provides the best clinical outcomes achievable for the children and young people. However, we recognise the very real challenge this presents particularly in ensuring:

· sustainable services

· best clinical outcomes
· local access where possible. 
For this reason, we fully endorse the developments and role that networks can play and indeed believe these to be  absolutely indispensable in managing the complexity of what is being proposed. 
Para – 38 We fully support all of the work and the recommendations made for each of the specialist work streams. We would like to take this opportunity once again of highlighting the needs of those who have a different disorder or condition or indeed who do not have a diagnosis and the importance of provision appropriate care according to their presenting healthcare needs. 

We know from our current work that there are many issues and aspects of the care of CYP affected by LTCs which these specialities will have in common and we warmly recommend to the NDP team, the importance of emerging self-management programmes, both generic and condition-specific, for best possible outcomes for this group of patients.  
Para 42 – We warmly welcome the cross-cutting theme of Age Appropriate Care and the twin proposals to develop services focussed on the specific needs of adolescents as well as the all important transition phase which follows as they move through to adult services. 

Finally, it will be very important when planning the way forward to keep mind the need to cascade skills, knowledge and expertise from the specialist service at the centre to satellites at local level, through MCNs and along the hub and spoke model. 

Section 4 – Making it Happen - Supporting Service Delivery 

Children’s Cancer Services 

ASC(S) were delighted to have been part of the Children Cancer Services review as a representative voluntary organisation and fully support the rigour with which this was carried out. 

Our organisation fully endorses all the recommendations and in particular the need for a permissive MCN network as an indispensable link for all health professionals and allied health professionals involved in the care of cancer patients. It will be equally important for the MCN to forge clear links with the proposed distinct Palliative care network.

Cystic fibrosis and inherited metabolic diseases

6. Views on the approach for CF
We welcome the proposals and would underline:

· The importance again of a National Network but one which 

· works very closely with adult services. 

· The importance of linking into social work provisions
· The self-management aspect of the YPs care 

7. Views on the approach for inherited metabolic disease

The importance of recognising the increasing survival rates into adulthood and the impact on service provision for this specialty 

The paramount importance of an MCN for this condition to provide a central service for more distant units to access advisory on-call service for advice and guidance.

Paediatric Rheumatology 

8. Views 

ASCS welcomes the availability of funding to appoint a full item consultant post but would also stress the importance of the whole team and the need for specialist nursing staff and other AHPs in providing holistic care for CYPs in this category. Care should also be looked at from a Social Work and Education point of view, for the care of the whole child. 

As with many of the other specialties, transition planning will be as important as community children’s nurses and a central specialist service with units to provide local and community based care reaching through into adult services.

General surgery of childhood

9. Views 

We fully support all the recommendations made in relation to this specialty and stress the importance of addressing these issues in the light of forthcoming and emerging staffing and training issues.

Once again we underline the importance of ensuring the provision of  associated paediatric nursing specialist surgical skills in particular for continuity when the paediatric surgeon is provided through a shared service. The education and experience of DGH surgeons is enhanced by the training of paediatric/children’s nursing staff. 
Role of Networks

10. Views 

The development of networks becomes paramount in order to maintain a sustainable service in specialties, provide best clinical outcomes and deliver all this as close to home as possible. They are relevant to many child health specialties and services and we warmly support all of the points made under Para – 89. 

We also agree that the development and maintenance of an MCN includes many elements that are independent of the specialty in question but hope that the demands of maintaining and administering a network will be adequately resourced with robust infrastructure to support its running and development.

There should be wide and representational membership of the network, with both general and specialist clinicians involved to improve services and network across the country. 

Telemedicine

12. Views 

The value of this resource cannot be underestimated in enabling the sharing of knowledge, skills and expertise between the specialty and the local service. This resource is not only indispensable for the efficiency and success of the MCNs but it is also demonstrably proven to work for clinical consultations, diagnosis and assessments in addition to education and training.

Through the proliferation of this technology it will be possible to involve patients, families, Primary Care and Community Health care. We have been told by families that they would welcome this resource as a means of getting everyone round the table together - local teams/clinicians and specialists.

Workforce 
14. Views on workforce education and training 

We welcome the proposals in relation to the training of staff and that this has been given urgent consideration in the NDP.

We would again highlight the EACH charter and point 8 which states that staff should be appropriately trained whether that is to care for children or specifically to engage and communicate with YP. 

We would like to draw the NDP team’s attention to the RCPCH’s new Adolescent Health Project commissioned by the DOH. This is available to all healthcare professionals as a free online resource to equip them to better meet the needs of adolescents in their care. 

Of pressing concern is the question of how specialist children’s nursing will be provided in the light of proposed changes not only to the RCN training, but also to the provision of Community children’s nursing with the implementation of the generic Community Health Nurse. At present our organisation has some very grave concerns about how this will work in practice and we highlight this as an area of great concern when providing care at home, and reducing the need for hospital admission and attendance. It is imperative that the wealth of skills and knowledge of community children’s nurses is not lost in any new developments and that training is put into place now to offset this eventuality.  
A National Delivery Plan for specialist children’s services which sits within the current Scottish Government’s health plan as outlined in Better Health Better Care must take into account the need to strengthen GP training and delivery of local services as a lynchpin of the plan to provide near to home care. Any training for Primary Care teams should also include MCN networking to share specialist knowledge. 
Improving Quality - Performance Management 

15. We endorse the proposals for monitoring the implementation of the NDP but would add that in line with current PFPI policy, mechanisms should be also be put in place to encourage feedback from users. It will be important not only to include individual users’ and professionals’ views on the new service but also those of the various family support organisations.

16. The Child Health Alliance 

We wholeheartedly support the establishment of a Child Health Alliance.  We would welcome the opportunity to be involved in its development as ASC(S) is organisation which supports the healthcare needs of all children and young people and one which has an excellent track record in involving patients, carers and their families in the development of services.  

It will be important in any venture of this kind to identify the appropriate voluntary agencies and to make sure that representation is as inclusive as possible.

It will also be important to ensure that the representing voluntary agencies are reimbursed for their work.

Section 5 Age Appropriate Care 
17. Any aspects of age appropriate care provision not sufficiently covered within the text or the recommendations?
ASC(S) has a long and distinguished record in championing the needs of adolescents and young people. We would draw the team’s attention to Youth Matters, R. Viner and M. Keane, (Caring for Children in the Health Services, 1999) one of the seminal research documents examining the needs of adolescents in hospital services. 
We would also highlight the EACH charter point 6 which states that children and young people shall be cared for along with others of a similar age and stage. 

Accordingly, we warmly welcome all of the recommendations made and in particular would highlight and fully endorse the following:

1. Para 177 - the need for staff training in line with the above documents’ recommendations
2. Transition
Paras 185 -187 We welcome all 3 recommendations, in particular that transition should be well-planned and coordinated. We would add the following action points;

· Information provision, signposting and a road map

· Careful planning in a person-centred way 

· Handover to adult services 
· Communication 

· Holistic view of the YPs needs

· Consider staggering the transition, so that everything does not come at once e.g. Education, social work and health 

· Key worker 

3. Self management
We would strongly endorse the efficacy of self management programmes for yps with LTCs as an excellent support mechanism and one which will enhance their coping mechanisms and in turn support them to live better with their LTC. We would draw the team’s attention to the Expert Patient Programme (EPP) in England which has developed a young persons’ model of the EPP.  

We would like to reiterate our strong support for the establishment of a consultant lead for adolescent services in Scotland.

Finally, we refer to the recommendation in Delivering a Healthy Future: An Action Framework for Children and Young People’s Health in Scotland that NHS QIS develops national standards for transition planning for YPs affected by LTCs. We would strongly recommend that this be implemented as part of the NDP in line with the AAC report and its partner document Lost in Transition. 

We fully support the principles and values enshrined in this document and are delighted to be able to contribute to this process and look forward with keen interest to the forthcoming guidance later this year. 

For any information or clarification in relation to this response please contact: 

Anne Wilson

Development Officer

Action for Sick Children (Scotland) 

22 Laurie Street 

Edinburgh 

EH6 7AB

Tel: 0131 553 6553

Action for Sick Children (Scotland) is the Campaigning name of the National Association for the Welfare of Children in Hospital (N.A.W.C.H) a charity registered by the Inland Revenue No. SC006016
Website: www.ascscotland.org.uk
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