End of life care for infants, children and young people
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Stakeholder engagement – deadline for comments 5:00pm on 23 December 2016
email: QStopicengagement@nice.org.uk

	
	Please read the checklist for submitting comments at the end of this form. We cannot accept forms that are not filled in correctly or arrive after the deadline. 
We would like to hear your views on these questions:

1. What are the key areas for quality improvement that you would want to see covered by this quality standard? Please prioritise up to 5 areas which you consider as having the greatest potential to improve the quality of care. Please state the specific aspects of care or service delivery that should be addressed, including the actions that you feel would most improve quality.
2. You may also wish to highlight any areas of practice that might be considered as emergent, are only currently being done by a minority of providers but which have the potential to be widely adopted and drive improvements in the longer term. Please note, these areas should be underpinned by NICE or NICE-accredited guidance.

	Organisation name – Stakeholder or respondent (if you are responding as an individual rather than a registered stakeholder please leave blank):
	Together for Short Lives

	Disclosure

Please disclose any past or current, direct or indirect links to, or funding from, the tobacco industry.
	We have no links to or funding from the tobacco industry.

	Name of person completing form:
	Patrick McKenna

	Supporting the quality standard - Would your organisation like to express an interest in formally supporting this quality standard? More information.
	Yes

	Type
	[for office use only]

	Key area for quality improvement
	Why is this important?
	Why is this a key area for quality improvement?
Evidence or information that care in the suggested key areas for quality improvement is poor or variable and requires improvement?


	Supporting information
If available, any national data sources that collect data relating to your suggested key areas for quality improvement?

Do not paste other tables into this table, as your comments could get lost – type directly into this table.

	Separately list each key area for quality improvement that you would want to see covered by this quality standard.

EXAMPLE: 

Pulmonary rehabilitation for chronic obstructive pulmonary disease (COPD)


	EXAMPLE: There is good evidence that appropriate and effective pulmonary rehabilitation can drive significant improvements in the quality of life and health status of people with COPD. 

Pulmonary rehabilitation is recommended within NICE guidance. Rehabilitation should be considered at all stages of disease progression when symptoms and disability are present. The threshold for referral would usually be breathlessness equivalent to MRC dyspnoea grade 3, based on the NICE guideline.
	EXAMPLE: The National Audit for COPD found that the number of areas offering pulmonary rehabilitation has increased in the last three years and although many people are offered referral, the quality of pulmonary rehabilitation and its availability is still limited in the UK. 

Individual programmes differ in the precise exercises used, are of different duration, involve variable amounts of home exercise and have different referral criteria. 
	EXAMPLE: Please see the Royal College of Physicians national COPD audit which highlights findings of data collection for quality indicators relating to pulmonary rehabilitation. http://www.rcplondon.ac.uk/resources/chronic-obstructive-pulmonary-disease-audit

	Every family receives disclosure of child’s prognosis in face-to-face discussion and is treated with respect, honesty and sensitivity
	Sharing the news that a child has a life-limiting condition with a family is undoubtedly one of the most difficult tasks that any professional has to face. However, many parents still report that they are treated clumsily or insensitively and this experience stays with them for a long time. Recommendations 1.1.12 and recommendations 1.1.13 emphasises importance of communication when the life-limiting condition is first recognised. 
	A BMA survey of doctors (January 2016) found that ‘junior doctors and medical students in particular expressed a desire for more training in discussing the end of life and dying with patients’. Many young doctors felt that they were ‘thrown in at the deep end’ and expected to learn how to have these discussions by experience (p51). 
	BMA (2016). End-of-life-care and physician assisted dying. Available at: https://www.bma.org.uk/collective-voice/policy-and-research/ethics/end-of-life-care  

	Every child and family diagnosed in the hospital setting receives an agreed transfer plan involving hospital, community services and the family
	Children and families should be offered, where possible, the choice of being care for at home during their life and their end of life care.
Recommendations 1.5.9, 1.5.10 and 1.5.11 stipulate that services should have agreed strategies and processes and paediatric nursing teams for in place for children to be cared for at home.
	
	[Further research required to evidence this]

	Every family receives a child and family centred multi-disciplinary and multi-agency assessment of their needs as soon as possible after diagnosis or recognition and should have their needs reviewed at appropriate intervals
	The needs assessment forms the introduction to the care team which will play a central co-ordinating role. It provides an opportunity for the child and family’s hopes, wishes and concerns to be heard and for their full range of needs to be explored. Recommendation 1.2.5 states that Advance Care Plans should record the child or young person’s ambitions and wishes, for example on ‘family and relationships’, ‘social activities’ and ‘education’ etc.  
	
	[Further research required to evidence this]

	Every child and family should be offered an Advance Care Plan, which is developed together with the multi-disciplinary team and reflects the views of all those that the child and their family deem to be important. This should involve all agencies involved in supporting the child and family and should include an end of life care plan. 

	Advance Care Plans (ACPs) allow children, young people and their families to communicate their wishes for life and wishes for end of life, alongside management of acute and intercurrent illnesses. They can help families and professionals think about choices at the end of life and set out what actions should be taken when a child develops potentially life-threatening complications. Recommendations 1.25 to 1.2.15 highlight the importance of ACPs. Recommendation 1.2.14 states that ‘all children and young people with life-limiting conditions should

have an Advance Care Plan in their medical record.’.
	
	[Further research required to evidence this]

	Every child and their family should be asked who is important to them. The social, practical, emotional, psychological and spiritual needs of these people should be assessed and met, including a plan for bereavement support in response to their needs and preferences.
	The death of the child is not the end of the care pathway for families. They may experience grief for many years to come and may need support along the way. The NICE guideline on End of Life Care for Infants, Children and Young People includes 5 recommendations related to the provision and planning of bereavement support (recommendations 1.4.2 to 1.4.6).
Many children and young people will receive support from a range of people, including siblings, boyfriends/girlfriends, wider family members, or foster carers. Recommendations 1.1.6 and 1.1.7 stipulate that the needs of those important to the child of young person be recognised and they should be supported.
	There is currently uneven provision of bereavement support, and health and care provided are not sufficiently prepared to handle the complexities of caring for bereaved families. For example, the need for a bereavement pathway for parents affected by stillbirth or neonatal death has been recognised by the Department of Health, which has asked the charity Sands to develop a comprehensive bereavement care pathway, in partnership with other charities and experts.
The gap in provision was highlighted in a 2016 survey of maternity units by Sands which found that resources for bereavement care in maternity units are insufficient to meet demand in some areas. Of the Trusts and Health Boards that responded to a survey, 38% of the maternity units they cover do not have a specialist bereavement midwife based at them. Bereavement care training is mandatory in only 46% of Trusts and Health Boards. Where this training is mandatory, two thirds carry out training annually, and of those, 86% allocate only an hour or less for training.

A separate piece of research by Together for Short Lives found that 17% of clinical commissioning groups and 68% of local authorities do not commission bereavement support at present.
	Please see the following sources which document uneven access to bereavement support:

 

·         The need for a bereavement care pathway and improved information about bereavement support is evidenced in ‘Beyond Awareness to Action: Tackling baby loss in the UK’, All-Party Parliamentary Group on Baby Loss October 2016 

www.lullabytrust.org.uk/file/APPG-on-baby-loss---Beyond-Awareness-to-Action-Tackling-baby-loss-in-the-UK-FINAL-WEB-VERSION.pdf
 

·         Sands survey 2016 findings in ‘Sands briefing for Baby Loss Awareness Week 2016’, available at http://www.uk-sands.org/sites/default/files/Parliamentary%20briefing%20BLAW%202016.pdf 

 

·         For research on the gaps in commissioning of bereavement support see Together for Short Lives survey findings, ‘Commissioning Children’s Palliative Care in England’ http://www.togetherforshortlives.org.uk/assets/0001/5669/Commissioning_children_s_palliative_care_in_England_FINAL.pdf

	(Funded) Managed Clinical Network for children’s palliative care
	There should be (funded) managed clinical networks, building on the existing clinical networks, in each region, supported by a statutory sector partner, such as CCGs or tertiary centre to give the networks authority and influence Most regions in England have children's palliative care clinical networks, often set up with support from Strategic Health Authorities, then, after the 2010 reorganisations, some continued to be supported by the Strategic Clinical Networks. That has also ended now. Despite this, the clinical networks have had considerable impact on the standard and equity of care available for children with palliative care needs but are hindered by their lack of authority and influence. RCPCH (2012) describes a clinical network as a linked group of professional working in a coordinated manner, unconstrained by existing and professional boundaries, to ensure equitable provision of high quality, clinically effective services. To further develop high standard equitable care across all settings and to implement the recommendations of the NICE guidance, the networks need the authority of managed clinical networks. Those networks in Scotland and Wales already have access to this authority. All the English regions need networks should have equal authority and influence to expand their impact to all.
	The Scottish Executive (1999) and National Service Framework for Children (2004) state a managed clinical network allows whole pathway for the child to be delivered by a number of NHS organisations and partner agencies working together in an integrated management structure with clear governance arrangements. RCPCH (2012) suggests a funded managed clinical network has a more formal management structure to support the delivery of care, to have defined objectives and to have a clear governance framework. They acquire authority and influence. Cancer, cardiac and stroke networks have demonstrated working in collaboration can be a successful method to improve services to improve outcomes for service users (Diabetes UK, 2013). Cancer networks have raised standards, supported easier and faster access to services and encouraged the spread of best practice (Muscular Dystrophy UK).  Diabetes UK says that managed networks can deliver high-quality, cost-effective care through effective commissioning, organisation and monitoring of services. That calls for having in place the right commissioning structures, effective procedures and clear channels of communication through working in active partnerships through managed networks funded by commissioners from groups of CCGs to give them authority and influence. Therefore, Children’s Palliative Care Managed Clinical Networks, in partnership with a statutory body, whether CCGs or others (such as the emerging STPs), would have the authority to influence equitable and high standard palliative care as recommended by NICE, in all areas. 


	RCPCH (2012). Bringing Networks to Life -

An RCPCH guide to implementing Clinical Networks. Available at: http://www.rcpch.ac.uk/system/files/protected/page/Bringing%20Networks%20to%20Life%20for%20web_0.pdf 

Scottish Executive (1999). MEL(1999)10: Introduction of managed clinical networks within the NHS in Scotland. Available at: http://www.sehd.scot.nhs.uk/mels/1999_10.htm 

DH (2004). National Service Framework for Children, Young People and Maternity Services. Available at: https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/199952/National_Service_Framework_for_Children_Young_People_and_Maternity_Services_-_Core_Standards.pdf 
Diabetes UK (2013). Service Improvement Delivery. Implementing Local Diabetes Networks. Available at: https://www.diabetes.org.uk/Documents/Reports/implementing-local-diabetes-networks-0113.pdf
RCPCH (2012) Bringing Networks to Life. An RCPCH Guide to Implementing Clinical Networks. Available at: http://www.rcpch.ac.uk/system/files/protected/page/Bringing%20Networks%20to%20Life%20for%20web_0.pdf
Muscular Dystrophy UK (2015). Managed Clinical Neuromuscular Networks. Available at: http://www.musculardystrophyuk.org/app/uploads/2015/10/Managed-Clinical-Neuromuscular-Networks-Guide.pdf
Further evidence is available in the NICE Evidence Search: https://www.evidence.nhs.uk/Search?q=managed+clinical+networks


	General comment
	The recommendations made in the guidance require commissioners to recognise and commission the range of services that children with life-limiting and life-threatening conditions rely on.

However, Together for Short Lives’ research shows that many local areas are failing to commission these services. There is also huge national variation, for example:

· Just 73% of CCGs commission community children’s nursing teams out of hours.

· 18% of CCGs and 82% of local authorities do not commission hospice services.
· Only 37% of CCGs commission out of hours community paediatrics.

	
	Together for Short Lives (2016). Commissioning children’s palliative care in England. Available at: http://www.togetherforshortlives.org.uk/assets/0001/5669/Commissioning_children_s_palliative_care_in_England_FINAL.pdf 


	Checklist for submitting comments

· Use this form and submit it as a Word document (not a PDF).
· Complete the disclosure about links with, or funding from, the tobacco industry.
· Combine all comments from your organisation into 1 response. We cannot accept more than 1 response from each organisation. 

· Do not paste other tables into this table – type directly into the table.

· Underline and highlight any confidential information or other material that you do not wish to be made public. 

· Do not include medical information about yourself or another person from which you or the person could be identified. 

· Spell out any abbreviations you use

· Please provide concise supporting information for each key area. Provide reference to examples from the published or grey literature such as national, regional or local reports of variation in care, audits, surveys, confidential enquiries, uptake reports and evaluations such as impact of NICE guidance recommendations

· For copyright reasons, do not include attachments of published material such as research articles, letters or leaflets. However, if you give us the full citation, we will obtain our own copy

· Attachments of unpublished reports, local reports / documents are permissible. If you wish to provide academic in confidence material i.e. written but not yet published, or commercial in confidence i.e. internal documentation, highlight this using the highlighter function in Word.
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