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STATUS OF THE REPORT (auto check relevant box)

For Information 			☒			
For Discussion				☐
For Approval / Ratification		☐
Report Exempt from Public Disclosure	☒ No	☐ Yes










	PURPOSE OF REPORT:

	
To give the Governing Body insight into a patient journey, which was a positive experience regarding a child with very complex needs and how the local services all pulled together to facilitate the child’s rehabilitation locally to allow continued contact with the child’s siblings. 




	
Recommendations:
	
To note the patient journey



	Committee Process and Assurance:

	
Committee process and assurance with oversight and assurance include: 
· Clinical Governance Committee.
· Safety Review Group. 


	Implications:
	

	Risk Assurance Framework Implications:

	
No implications


	Legal Implications:

	
No implications

	Data Protection Impact Assessment implications (DPIA):
	Are you implementing a new system, data sharing arrangement, project, service redesign or changing the way you work?
	No
	
	If yes to the above – have the DPIA screening questions been completed?
	Choose an item.
	
	Does this project involve the processing of personally identifiable or other high risk data?
	No
	
	If yes to the above has a DPIA been completed and approved?
	Choose an item.
	Equality Impact Assessment implications:

	
An Equality Impact Analysis/Assessment is not required for this report                                                  ☒

An Equality Impact Analysis/Assessment has been completed and approved by the EIA 
Panel.  As a result of performing the analysis/assessment there are no actions arising                        ☐                            
from the analysis/assessment

An Equality Impact Analysis/Assessment has been completed and there are actions arising              ☐  
from the analysis/assessment and these are included in section ____ of the enclosed report

	Finance Implications:

	
No implications


	Quality Implications:

	This patient journey demonstrates the importance and effectiveness of agencies working together for the benefit of the individual child. 

The local agencies went above and beyond to provide rehabilitation services to the child concerned and to enable the child to thrive within the care system. 

The learning has been shared regionally and a case study is being developed for sharing the good practice nationally.
 

	Procurement Decisions/Implications (Care Contracting Committee):

	
No implications

	Engagement Implications:

	
No implications


	
	

	Conflicts of Interest 

	Have all conflicts and potential conflicts of interest been appropriately declared and entered in registers which are publicly available?           

☒  Yes            ☐  No


	Links to CCG’s Strategic Objectives
	☐ Sustainable services                                       ☐ Empowering people
☒ Supporting communities                               ☐ Delivering a fit for purpose organisation


	NHS Constitution:

	https://www.gov.uk/government/publications/the-nhs-constitution-for-england

The report supports the key Principles and Value of the NHS Constitution specifically in relation to:

· Improving lives: The CCG strives to improve the health and wellbeing of the people of North East Lincolnshire and their experience of the NHS.


	Appendices / attachments

	Patient journey attached 
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The patient is a 2 year old child who had acquired a significant traumatic brain injury of unknown origin. The child became looked after at that point. At the time of the brain injury, the child had been transferred to a specialist centre, and placed on intensive support, but with minimal responses and there had been discussions around removing technological support and providing palliative care. The child had however survived and required nocturnal ventilation through a tracheostomy, had a V-P shunt to correct hydrocephalus, was immobile, no control of bladder or bowel, unable to feed and had a gastrostomy tube. 



At a meeting, the specialist hospital wanted to move the child to a long-term neuro rehab centre in London. This would have been miles away from home and from the childs siblings and would have been very expensive. Local representatives at the meeting included the Registered Lead of a NEL residential children’s home and the NELC Head of Children’s Complex Health, who both disagreed and advised on a robust plan we had thought through and developed locally to ensure contact was maintained with the child’s siblings and that they remained in NEL and not a far-away destination. This required utilising a NEL residential children’s home, and working with care workers to develop in them the appropriate clinical skills and clinical understanding, to accommodate this child or other children with complex health needs. This would enable the children’s home to provide residential respite for other children with complex health needs if parents wished it. 



We were confident the care workers could, with the relevant support and competency development, manage this child in our locality. It was agreed once the care workers had completed their training and competency development and were deemed competent, that the specialist hospital would repatriate the child back to us.



So we developed the staff team to become competent in tracheostomy and ventilator management. The Children’s Nurse Educator relocated their work base to the residential care home setting and worked with all staff in ensuring they were competent, confident, and knew and understood their limitations. 



Over a period of time the child was able to have the gastrostomy removed as they increased tolerance to eating, and the tracheostomy was removed. The child gradually gained mobility and commenced speaking albeit in small sentences.



Allied therapies such as dietetics, Physiotherapy, OT and Speech and language all participated in the rehabilitation of the child and attended in the residential home care setting to advance  abilities and support outcomes. Progress was made at a very rapid rate in many areas.



A referral was made to CAMHS to consider the impact that a number of “surrogate mothers” (multiple carers) may have on the child, and a plan was developed to minimise dependency but to support development. Strategies were designed so that the chid had a small but consistent team of key workers, who all applied the same management approach in an attempt to promote and imitate a parenting consistency and minimise adverse or inappropriate reactions to adults by the child in later life.



Our Children’s Nurse Educator worked tirelessly with the team in ensuring their competency, training new skills as they became necessary and writing and updating the care plans constantly. 



Now, a number of years later, the child is placed with a long term foster family. The child is now essentially mobile, speaks very well, eats predominantly unassisted, has a facemask ventilator support overnight which is due to be reviewed, is gaining bladder/bowel control and is enjoying mainstream school supported by an Education, Health and Care plan; throughout they have remained in contact with siblings, which was always a priority within the plan.  



It is worth pointing out that the progress made by this child was due to the sustained effort and commitment by all services locally in ensuring the optimal outcomes for this child; the child’s need were at the very core of the service developed; a highly bespoke one. Communication, problem resolution and being collaborative were pivotal, as was the willingness to participate and no blockage around funding, if a need arose funding was in place and behind the scenes agreement was made about where funding should come from.



The specialist centre conceded that despite their reservations initially that we had locally achieved beyond initial expectations and loved the “can do” approach. 



At a regional Continuing Health meeting some areas were expressing how difficult it was for services to put together a package. This experience was shared with them, and the model was noted as a quality approach.  Amanda Allard; Assistant Director of the national leading charity, Council for Disabled Children, requested the details of this case to be used as a national case study to share best practice.  







1




image1.jpeg
NHS

North East Lincolnshire

Clinical Commissioning Group




