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	(a)
	Do you agree to your response being made available to the public (in Scottish Government library and/or on the Scottish Government web site)?

Please tick as appropriate     FORMCHECKBOX 
 Yes    FORMCHECKBOX 
 No

	
	
(c)
	The name and address of your organisation will be made available to the public (in the Scottish Government library and/or on the Scottish Government web site).



	(b)
	Where confidentiality is not requested, we will make your responses available to the public on the following basis
	
	
	Are you content for your response to be made available?

	
	Please tick ONE of the following boxes
	
	
	Please tick as appropriate   xx FORMCHECKBOX 
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	(d)
	We will share your response internally with other Scottish Government policy teams who may be addressing the issues you discuss. They may wish to contact you again in the future, but we require your permission to do so. Are you content for Scottish Government to contact you again in relation to this consultation exercise?



Please tick as appropriate

 xx FORMCHECKBOX 
 Yes

 FORMCHECKBOX 
No


Question 1
Treatment Time Guarantee:

a) Do you think that we have covered the right areas in the regulations/directions at Annex B (given what the Act allows)?

b) Do you think we have missed anything that should be covered (given what the Act allows)?

c) Do you have any other observations?

Question 1 Answer
	 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) (ASC(S)) 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 (UNCRC) 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 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. 

Action for Sick Children (Scotland) warmly welcomes the introduction of the Patients Rights Scotland Act 2011 – Secondary Legislation, outlining as it does in greater detail how the Act will be implemented. We look forward to the next steps in the process which will set out what NHS bodies and other service providers must do to ensure the provisions within the Act are implemented and delivered. 
We remain, however, concerned that as is the case with the Patients’ Rights Act 2011 which came into force earlier this year, there is no specific mention about the rights of children and young people and the separate arrangements which are necessary to support and uphold these. We made this observation very forcefully in our response to the previous consultation on the Act which the Government conducted and are disappointed to find that it has not been addressed. 

In support of this position we would like to again draw the team’s attention to the following, taken from our original response early in 2009 :  

ASC(S) does, however, have one major reservation to the Bill as it stands and that is its total lack of specific mention of children and young people. We understand that the Scottish Government may take the view that the bill covers all ages from the cradle to the grave but strongly recommend the specific inclusion of CYP as a separate group. They are different in so many ways that it is simply not possible to treat them as mini adults. They are growing and developing through all the stages from babyhood on the way to becoming an adult. They have education needs which adults do not or which are voluntary.  The Law as it pertains to rights is different for children. They have a distinct health service and in addition have to negotiate the difficulties of transition from paediatric to adult services. Their treatment and rights in relation to this, of necessity, involves other people - their parents, carers and families. They cannot be treated in isolation as if these others did not exist. Thus we strongly contend that they should have a separate Bill of Rights but that if it is to be part of a universal bill then for all the reasons above, there should, at the very least, be separate mention made of where the rights differ.  

The above statement is as relevant to the Secondary Legislation as it is to the Act itself. 
We would like to draw the team’s attention to paragraph 2 (above) which explains the EACH Charter and its 10 standards for children and young people’s healthcare. No discussion of CYP health rights can be complete without reference to this document.  A link to the Young People’s EACH Charter is provided:  

http://www.ascscotland.org.uk/default.asp?page=85 
Question 1 
a) In principle we welcome the 12 week treatment time guarantee for eligible patients due to receive planned or elective treatment. However, we do have some pressing concerns which relate to children and young people. 
We feel, and indeed are advised by our medical advisers, that a universal guarantee of treatment time from referral to treatment fails to acknowledge the reality of limited human resources and the need to prioritise by clinical condition. For young infants a delay of 4 weeks may account for 30% of their life and could result in significant deterioration. On the other hand a period of 12 weeks for a referral for investigation of allergy when the allergen is known and can be avoided would have no impact at all on the child's health. Thus we would advocate for treatment time to be on a needs led basis for children and young people whose health and illness may be far more volatile and develop to a different timescale from those of adults. 
Mention is made of the national specialist scoliosis service as one of 4 exceptions to the treatment time guarantee as set out in Regulation 4 (d) designated national specialist services for the surgical intervention of spinal scoliosis. We are not clear as to why this has been included as an exception and would welcome further explanation as to why this service is excluded from the guarantee.
If, as is being suggested by mentioning the scarcity of clinicians, this is because the service cannot be delivered in less than 12 weeks, then our concern would be that this poses a very real threat to those children and young people waiting for surgery and one which may create secondary problems with pain, posture, and possible deterioration etc).  
ASC(S) has for many years championed and advocated for the need for the NHS and Health Boards to have regard to the financial impact on families when accessing health services away from home with a sick child. We have worked with National Services Division to bring together evidence from families which clearly highlights the inequities that prevail in the provision which they can expect at this time. We would call upon the government to introduce national minimum standards so that families do not experience adverse hardship through costs incurred when having to relocate from home to access healthcare services for their sick child. Under Health Board Compliance with treatment time guarantee page 27, Section 5(4), we welcome the responsibility placed on Health Boards to meet the costs of  transport and accommodation arrangements necessarily and reasonably incurred as a result of their treatment and would respectfully suggest that these include return travel, one meal per day and reasonable costs for childcare for their other children as appropriate. (General guidance and basic limits for these individual costs could be agreed nationally (i.e. 45p/mile, cost of rail travel, £10/meal, etc) and adhered to by each Health Board to ensure equity of service) ASC(S) knows from families that this is not the current situation and strongly urges decision makers to address this as a matter of urgency so that in what can be a very stressful time, families are not further disadvantaged through hardship. 
b) We have made the point that CYP have different needs at times of illness from adults and that one of these relates to the right to education. We would contend that where waiting times for treatment prohibit a young person’s access to education because of an unaddressed medical need, the young person’s fundamental right to education is in danger of being breached. In these circumstances, we believe that this constitutes sufficient reason for exception and Secondary Legislation should make provision for this.



Question 2

Direction 5 (above) incorporates some changes to the current arrangements and suggests that front line staff should be ‘able to handle complaints where appropriate’.   Do you have any observations on direction 5?
 Question 2 - Answer

	ASC(S) welcomes the acknowledgment in the Secondary Legislation that patients have the right to give feedback or comments, or raise concerns or complaints on the healthcare services they have received and in particular that they will be encouraged and supported should they wish to do so. 
We feel however that there is a need for transparency and clarification for patients on how to engage is this process. Quite often patients report that they did not know how to, the process was too cumbersome, or they did not have the capacity or the ability. Such concerns should not be a barrier to their communicating what they need to say. 

There is all too often the perception that any feedback will de facto be a complaint. Patients and Health Services, alike, need to embrace a culture where positive feedback is given equal status and value and above all, where they are unhappy about some aspect, that they are not discouraged from relaying their concern through a perceived fear that it may jeopardise their treatment. All comment should be regarded as a learning opportunity either to showcase best practice or as an opportunity for learning. 
In particular, we are in complete agreement with the recommendations set out at Direction 5 for staff to be trained to deal with the issue in the first instance and signpost patients or their representatives to the relevant sources of support where necessary. We know that most patients will respond to a respectful and empathetic communication and that in very many situations this will allay their fears and reduce the need for a complaint to be taken further. Often recognition of their concerns and reassurance is sufficient to diffuse a situation. 
Even in more serious cases, where there has been alleged negligence or genuine mistakes, patients and their families appreciate genuine transparency and honesty on the part of staff. They do not appreciate any perceived conspiracy of silence or a feeling that they are not being kept informed and their questions answered. Staff training will be crucial to ensure that less experienced staff can feel confident in saying the right thing and avoid giving any impression that they are keeping something back simply because they do not know the right thing to say. 

ASC(S) particularly welcomes the introduction of the PASS service to inform patients about their rights and responsibilities when using the health service and in addition to support them to give feedback and if necessary direct them to other sources of support. We have long been advocates of the principles of the Patient Advice and Liaison Service (PALS) south of the Border and welcome the introduction of a similar service here. 
In keeping with our recommendation that this legislation makes specific mention of CYP needs, we would draw attention to the fact that the Patient Advice and Support Service includes children and young people as patients, and therefore that staff should be trained to meet the needs of this patient group. 

We note that PASS will also be able to direct people to other forms of support such as advocacy and communication support. As this must also include children, we would expect that they will also have access to an appropriately-trained advocate who can help them voice any concerns or complaints about the service directly and have a right to an age-appropriate response too. 
We have consistently referred to the need to specifically include CYP rights and not simply assert that patients’ rights covers all patients including CYP. We would therefore draw the team’s attention to an issue which has the potential to occur – namely the child’s right to complain if their UNCRC right to education is denied while they are receiving healthcare. We refer specifically to the problems which are highlighted in our Petition currently before the Scottish Parliament. More information can be found at: 
http://www.scottish.parliament.uk/parliamentarybusiness/CurrentCommittees/40072.aspx 

This fundamental right is even more likely to be breached if the CYP is being cared for in an adult as opposed to a paediatric health setting. Contrary to popular opinion and current practice, children and young people do not forfeit their rights simply because they are being provided for in an adult setting. Their rights under UNCRC remain in force until the age of 18. 
  


Question 3 – Directions 10 and 11

Do you have any observations on the requirements set out in the directions above, including how they would be delivered by relevant NHS bodies and service providers?

Question 3 - Answer
	ASC(S) has previously advocated for transparency and honesty in the matter of dealing with patient concerns and therefore is in complete agreement with the need to have appropriate protocols in regard to monitoring and reporting. However, we have some concerns about the impact that such detailed reporting may have on staff time and morale. 

It is not clear to us from Directions10 and 11, whose specific responsibility it will be within each Health Board to monitor and report. We worry that if this is to fall to frontline healthcare staff, this will have an adverse impact on staff morale, performance and time available to care for patients. 

It could be argued that where patient feedback is concerned, an emphasis on positive feedback is equally important as a negative one.



Question 4

Do you have any comments or suggestions about the Directions relating to the Health Care Principles? 
Question 4 - Answer

	 ASC(S) is very pleased to see that there is a specific section within the Secondary Legislation outlining Health Care Principles to be adhered to and that almost all of these relate to Articles within the EACH Charter mentioned in Question 1, paragraph 2. 
With reference to the Section on Health Care Principles in Annex A,  page 52, ASC(S) is delighted to see specific mention of the term support and that this is defined as both:
1. patients will be facilitated to access health care services 
2. support to patients to participate in decisions relating to their health and well-being
 ASC(S) provides training to carers and healthcare providers on CYP healthcare services, how to access these and their rights in relation to these services. 
We would also draw the team’s attention to Article 5 of the EACH Charter which states that YP should be listened to and take part in all decisions affecting their healthcare. 

Under the section on Patient Focus, we welcome the prominence given to the need to respect the individual’s privacy and confidentiality and again refer to the EACH Charter which states in Article 10 that:

Children shall be treated with tact and understanding and their privacy respected at all times.  
In addition, we would make specific mention and fully endorse the following points from this section: 

We are in full agreement with the need for staff training in patient focus and would add the need for staff to be specifically trained in the care of children and young people as stated in Article 8 of the EACH Charter, that CYP should be cared for by staff trained to understand and meet their physical, emotional and developmental needs. ASC(S) is aware of cases where a YP’s (as young as 12) rights have been seriously breached in adult services when they have been denied the support of their parents/carers while in hospital and furthermore information about them has been withheld from the parent. This is clearly an example where appropriate health care staff training might have ensured that this did not happen. 
ASC(S) is aware of the need to have good communication around the team and is in full agreement with the point under Patient Focus at 3(6) and again would reiterate the need for full multi-agency and multi-disciplinary cooperation as underpinned by Article 9 of the EACH Charter:

Continuity of care should be ensured by the team caring for children. 
Patient Participation

In general, ASC(S) is in full agreement with the principle of patient participation and warmly welcomes its inclusion in this section. We would however strongly recommend that mention is made here of the Law in Scotland pertaining to children and young people’s ability to consent where they have capacity and that this is not age-related. It is our experience based on evidence from CYP, their families and professionals alike that understanding of the law in this area is very confused and that as a consequence practice varies hugely. The law is very clear in this regard and should be upheld in order to allow children and young people to share in the decision making process. We refer the reader to the Scottish Child Law Centre for more information. www.sclc.org.uk  
We would again refer to Article 12 of the UNCRC  and Article 5 of the EACH Charter which states:
Children and parents have the right to informed participation in alI decisions regarding their health care. 
Communication 
ASC(S) welcomes the legislation’s specific mention of the importance of communicating with patients in an accessible way and the fact that it includes the responsibility to check that information given has been understood. 
We would refer the reader to our response in the initial consultation under Question 5 where we provided significant detail on this subject. 

We are concerned however in relation to the Health Care Principles outlined here that there is no specific mention of the difference in communicating with children and young people. We would emphasise the rights of children to have information provided in an age-appropriate form and that this represents a specialised area distinct from normal adult provision.   
ASC(S) fully endorses the Health Care Principles Directions’ overall focus on Support, Communication and Participation as the most important issues for patients and staff and again refer to the EACH charter in particular Articles 2, 4 ,5 and  8.



(iv)  Secondary Legislation – General Questions

Question 5
Is there any further information or support that Health Boards will need to implement and deliver the Patient Rights (Scotland) Act 2011 and its secondary legislation?

Question 5 - Answer
	 It is vital in our view that Patients, their families and representatives are aware of the Patients Rights Act and have ownership of it. This means that they have to have confidence that it is a living document which will be adhered to, outlining patients needs, what they can expect and in turn what is expected of them. It must serve in the best interests of all to achieve the best healthcare service for the 21st century. 
The Act needs to be very visible through inclusion in web portals, displayed on walls in health centres and hospitals, referred to on appointment cards and other publicity material and leaflets, so that patients become familiar with it and are aware of its existence. 

The focus should be on mutuality and best practice and not on the culture of a complaint-driven society. 

Patients and Health Service personnel alike have to be encouraged to adopt it in the spirit of joint responsibility and not in a culture of them and us. 

We would also suggest that while implementation and delivery may be the responsibility of Health Boards, there will be considerable value in working with their Third Sector partners (voluntary organisations, charities and other advocacy organisations) to assist them in this process. 




(iv)  Secondary Legislation – General Questions (cont’d)

Question 6.

Do you have any additional comments to make about the Patient Rights (Scotland) Act 2011 Secondary Legislation?
Question 6 - Answer
	ASC(S) welcomes the statement in Annex B p. 54 with its stated aim of improving patients’ experiences of using health services and supporting patients to be become more involved in their health and healthcare. 
However, we feel that without specific mention of children and young people as a distinct group with different needs, separate legal arrangements and a separate health service, it risks at best overlooking their rights and at worst seriously breaching them.  

We cannot support the position that one size fits all and that all patients includes CYP when the following is the case:  

· children have a separate health service 

· child health development and adolescence represents,  throughout the 0-18 age range, a very volatile and dynamic period in their development 
· separate law which relates specifically to consent, confidentiality and capacity 

· children’s needs at times of illness are different, (e.g. education) and not allowing for these different needs, risks breaching their rights. 
We therefore restate the importance of taking account of children and young people’s separate rights and that not doing so may infringe their human rights. 

We once again urge the Scottish Government and the Health Service to make provision for this and consider  that any  ‘Charter of Patients Rights and Responsibilities’ should include one specifically designed for children and young people, to inform with appropriate language, design and consultation to ensure its impact.
Anne Wilson 
Development Officer 

Action for Sick Children (Scotland)

October 2011

www.ascscotland.org.uk 
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