
 
 

Appendix to: Standards of care for Spinal Cord Injured children 
and young people (0-19 yrs.)  

 
‘Children requiring domiciliary/long term ventilation’ 

 
Approved by CRG 19th January 2016 

 
 
 
 
 
 
 
 
 
 
 
 
 

In accord with all children and young people, children who require long-term ventilation, have a right to be 
supported to participate in family and community activities, with facilities and access to services that are culturally 
competent and sensitive.  The ability of children on long-term ventilation to lead ordinary lives and enjoy their 
childhood requires partnership between the children, their families and joint agency working crossing traditional 
boundaries. The approach to  achieving inclusion for this group should seek to ensure that in every setting there 
are appropriate education, training, protocols, procedures and permissions in place to meet the child’s needs.’’ 
National Service Framework for Children Standard 8 - From Hospital to Home (2005) 
 



 
Introduction 
Recent advances in neonatal and paediatric intensive care as well as technology have increased the incidence of survival of 
children with spinal cord injury (SCI) requiring long term ventilation (LTV).    These children and young people require a clear 
integrated care pathway after injury that takes them from hospital to home.   
 
Already existing standards for the care for the LTV child recommends: ‘intensive care unit is an inappropriate and high cost 
environment for medically stable ventilator dependent children and children should be transferred to rehabilitation environments 
and home once medically stable’.   This document will recommend how this is best facilitated for the SCI child requiring LTV. 
 
This appendix covers the child’s pathway from becoming medically stable.  It encompasses their needs for ongoing rehabilitation, 
community reintegration, ongoing follow up, age appropriate development and transition to adult services.   
 
NB: SCI children requiring LTV will start their journey in a critical care environment and will have intensive medical input.  
Children under the age of 16 years will be treated in a paediatric ITU (PICU) however at 16 – 18 years they may be transferred 
directly to an adult ITU and on to adult HDU SCI services.  Information pertaining to the critical care part of this journey can be 
found within document ‘THE MANAGEMENT OF CHILDREN WITH SPINAL CORD INJURIES, Advice for Major Trauma 
Networks and SCI Centres on the Development of Joint Protocols’. 
 
Definitions (as per the main Children with SCI Standards document) but also including: 

• LTV - for the purpose of this document is considered as long term neurological breathing difficulty requiring either 
temporary or permanent ventilator assistance. 

• Ventilation - delivered via a tracheostomy (invasive ventilation) or through a mask or other device that is not directly 
connected to the airway (non-invasive ventilation).   

• Medically stable: 
• The presence of a stable airway 
• Stable oxygen requirements (if required) usually less than 40% 
• Arterial carbon dioxide tensions that can be maintained within safe limits on ventilatory equipment  
• The metabolic cost of breathing is minimised  and nutritional intake is adequate to maintain expected growth and 

development 
• All other medical conditions are well controlled. 



• A period of two weeks has elapsed with no change in treatment plan with regard to any ventilator settings or oxygen 
supplementation. Over this time the child has demonstrated adequate growth on the present feeding regimen without life 
threatening episodes of aspiration, and stable acid base and metabolic status without changes in medications.  

• Intrinsic lung condition is stable and neurological level of SCI is stable 
 
Supporting documentation, as per the main children with SCI standards document, but also including: 

• NHS STANDARD CONTRACT PAEDIATRIC LONG TERM VENTILATION PARTICULARS, SCHEDULE 2 –THE 
SERVICES, A Service Specification 2013/14 

• National Service Frame work for children  
o NSF for children, Young People and Maternity services – Long term Ventilation 
o From Hospital to Home, Guidance on discharge management and community support for children using long-term 

ventilation 
• Breathing Space: Community Support Of Children On Long Term Ventilation –  2003   

 
 
Standards within this appendix 
1. Services will be designed and developed around the needs of the child/young person with high SCI requiring LTV. 
2. The child and family will be afforded adequate resources to facilitate appropriate and effective outreach support, assessment, 

investigation and treatment at times appropriate to their needs. 
3. The child’s MDT teams will work together, across disciplines and locations, to achieve optimum decision making, treatment, and outcome 

(cross reference standard 1)  
4. The LTV SCI child and family will be referred on to community services via comprehensive written policies and procedures 
5. The LTV SCI child and family will be provided with care in accordance with relevant, agreed national guidelines.  Care will be developed 

by a continuation of audit that will assess outcome.   
 

 
 
 
 
 
 
 
 



Standard   1  Services will be designed and developed around the needs of the child/young person with high SCI requiring 
LTV. 
 

Criteria Criteria Demonstration of Adherence 

1.1 The child’s care will be co-ordinated by named personnel, to ensure care is delivered in 
accordance with recommended standards and best practice. (See also Standard 2 in main 
document). 
 

1. Acute care: PICU/ITU – paediatrician supported by respiratory physician 
2. Rehabilitation - consultant in SCI care supported by paediatrician 
3. Community - paediatrician supported by local CCG commissioned service for children 

with LTV 
 
Liaison will be made between SCIC’s and PICU/ITU within geographically linked hospitals to 
ensure awareness of service provision and ensure  referral to the SCIC within 4 hours..   
 

Job descriptions,                            
Management structure,                              
Audit 

1.2 Rehabilitation should be provided at a SCIC equipped to manage child hood onset SCI and 
ventilation.   Referral to a SCIC should be made via the NHS England SCI portal 
nww.spinalreferrals.nhs.uk 
 
Transfer should be planned as soon as possible, when risk assessments demonstrate it is safe to 
transfer to SCIC. The timing of this may vary between centres. 
 
If the child continues to require the support of PICU a referral should still be made to the SCI portal so 
appropriate information and advice from the SCIC can be provided. 
 

 

1.3 SCIC under seeing the care of children and young person requiring LTV will have outreach teams 
with skills and knowledge of the care of the child/young person with SCI requiring LTV. 
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1.4 A member of the specialist paedSCI team at the link SCIC will be available at all times to provide 
advice to other hospitals/providers who are undertaking the care of the child/young person 
requiring LTV prior to admission. 
 
 

Outreach/pre-admission 
documentation 

 

1.5 Where a SCIC does not provide a fully comprehensive service for this patient group, there will be 
formal arrangements for the provision of such services by another SCIC Centre . 

Care pathway 

1.6 The nominated SCIC will have an agreed policy for escalation of treatment of any unwell child. Operational policy 

1.7 SCIC providing care for the child with LTV needs will ensure All SCI children and young people 
requiring LTV experience and are assessed for  provision of developmentally appropriate means of 
independent mobility with appropriate postural support.  More usually from 18 months - 2 years 
onward.   
 

Service schedule 

Documented liaison with 
wheelchair services 

1.8 Independent thought and expression of the child/young person requiring LTV should be actively 
encouraged and facilitated at the SCIC.  The child’s day should not be entirely led by adult 
planning despite the fact they are likely to be supervised by an adult carer full time.   
 
‘’It is important that as all children grow they experience ‘healthy risk’ in order to develop life skills 
and gain confidence in their own abilities. The issue with children who use assisted ventilation 
concerns the fact that some actions and activities would be considered a ‘healthy risk’ for the non-
ventilated child but may have serious and sometimes fatal consequences for the ventilated child.’’  
Hospital to Home 
 
‘While the vital importance of nursing care should not be minimised, a balance between children's 
ongoing nursing needs and their rights to a normal life must be achieved. This will require a shift in 
culture concerning what are acceptable and manageable levels of risk.’ Breathing Space. 

?? 

1.9 The SCIC will facilitate children and families to have the opportunity to interact with peer 
group/siblings and others with high SCI requiring LTV. Care in a facility were other children with 
SCI and LTV needs are managed is therefore essential.   For centres who are not able to access 
this opportunity Use of peer support charities both in hospital and at home can be accessed. 

Documentation confirming 
peer support 



1.10 All children should be assessed for an environmental control unit and other assistive technology, to 
optimize independence and participation.  This should be carried out by a clinician experienced in the 
use and application of this technology either at the SCIC or facilitated by the SCIC. 
 

SCIC operational policies 

1.11 All children/young people with SCI requiring LTV should be assessed for suitability of phrenic or 
diaphragmatic pacing. 
 

SCIC operational policies 

1.12 The SCIC should facilitate age appropriate participation of the child with LTV in daily life skills in 
accordance to developmental life skills of their able bodied peers i.e sports, schooling, leisure, home 
life  
 
 

SCIC clinical notes 

1.13 The SCIC should facilitate means for the child with LTV needs to develop their own chosen self-
identity and sexuality  
 
‘’Like any other young person, they will want to develop their independence and the opportunity to 
experience peer friendships and relationships in private, and separate from their adult carers. For 
many young people using long-term ventilation, opportunities to meet with others and to relate in 
private may be limited, but they must be involved in risk assessment processes and enabled to make 
informed decisions about risk factors which affect the quality of their lives.’’ Hospital to Home  
 
‘’Children will also need ongoing support to allow them to live their lives as normally as possible. 
Dependence on a ventilator makes no difference to the human need for play and leisure. Children 
should be enabled to take part in such activities, and members of the care team can use their 
expertise to advise on how to facilitate the social inclusion of all family members.’’ Hospital to Home  

SCIC clinical notes 

1.14 In the planned discharge from the SCIC the team around the child will allow provision for the child to 
return to the child’s local hospital team when unwell – with liaison to the link SCIC for advice as 
required and means of transfer as required. 

 

 
 



Standard 2 The child and family should be provided with adequate care, support and resources to facilitate appropriate and 
effective outreach support, assessment, investigation and treatment at times appropriate to their needs.  
Criteria Criteria Demonstration of 

adherence 
2.1 The SCIC providing services to SCI children/young people requiring LTV will have an environment 

able to support their requirements. This would include the addition of environmental control units to 
facilitate independence.   
 
(See also Standard 4.1 In main document).   
 

Patient survey Audit/resource 
equipment register / Agreed 
centre policy document 

2.2 The SCIC will have appropriate support facilities with access to the professionals listed in the main 
standards document (Standard 5.1) as well as access to: 

•  Level 3 critical care (not necessarily on site) SALT and ENT services 
•  Medical electronics / biomedical engineering services  
•       Assistive technology specialists 
•      Teams experienced in the assessment of phrenic/diaphragmatic pacing 

 

Referral pathways 
supported by 
documentation 

Staff establishment 

2.3 Specialist SCI staff will evaluate suitable respiratory equipment for the child/young person with SCI 
requiring LTV for their long term use (complex airway management / secretion clearance / ventilator 
support needs), liaising with the CCG’s preferred long term ventilation service from the childs home 
area.  
 
Responsibilities for provision and maintenance should be agreed early and communicated to teams 
and family. 

Audit, GPM 

Referral pathways 
supported by 
documentation 

Audit/resource equipment 
register 

2.4 Children/Young persons with LTV needs required to return for review as per all growing and 
developing children with SCI (see standard 7 in main document).  This should occur at least yearly at 
the link SCIC.  Specific issues for the child with LTV needs will include review and advice pertaining 
to: 

• Respiration 
• Swallowing, nutrition and weight management 
• Verbal independence and advocacy 
• Equipment needs 

 



 

 
 
Standard   3  The child’s MDT teams will work together, across disciplines and locations, to achieve optimum decision 

making, treatment, and outcome  
Criteria Criteria Demonstration of 

adherence 
3.1 The child’s MDT will all communicate with each other effectively in all locations.  SCIC will establish 

clinical partnerships within the host trust, with link hospitals and tertiary centres. 
Pathways, referral 
documentation, 
operational policy 

3.2 On admission to the SCIC communication will be established with 
• The child’s GP 
• The CCG and Social service 
• The child’s school 
•  

 

3.3 The SCIC will start to organise liaison with the community as soon as the needs are understood 
early to facilitate a smooth and timely discharge.  Children with LTV needs will always require the 
delivery of a case conference/discharge planning meetings involving community and care teams. 
 
Invitation list will usually include 

• Parents (+/- child) 
• SCIC MDT  
• Paediatrician 
• GP 
• Children’s Community Nurses 
• Children with Disabilities Team Social Worker 
• Community Occupational Therapist 
• School Occupational Therapist 
• Paediatric Housing Occupational Therapist 
• SENCO 

 



• Children’s Respiratory Consultant (local) 
• Community Paediatrician 
• Community Paediatric Physiotherapist 
• Community Respiratory Paediatric Physiotherapist 

 
 
 
Standard 4 The LTV SCI child and family will be referred on to community services via comprehensive written policies and 
procedures.  
 

Criteria Criteria Demonstration of 
adherence 

4.1 Children/Young people with SCI requiring LTV and their families should be actively encouraged to make 
their own decisions in the planning and delivery of their care and discharge back home.  

Clinical Notes 

4.2 Discharge will be facilitated to the family home (where adaptations can be made) but always WITH the 
family if adaptations cannot be made. Discharge of the SCI child/young person to a nursing home is 
NEVER appropriate.  The SCIC will facilitate the assessment of home adaptations and make 
recommendations of what is required and needed 
 
‘’Obtaining and completing adaptations to the child’s domestic housing have also been identified as a 
major barrier that holds up the discharge of the child from hospital. Experience also suggests that carers 
who spend a lot of time in domestic homes with children who have very complex needs for health and 
social care prefer having their own facilities such as a separate sitting room and kitchen area. Parents 
have also indicated that their privacy and family life is easier to maintain if carers have access to 
separate facilities.’ Hospital to Home 
 

Clinical notes 

4.3 Discharge Planning goals  
• To understand the local community and the range of services available to meet health, housing 

and social care needs. 
• Ensure individuals (children and young people) and carers (parents and extended family 

SCIC Case management 
teams 



members) are actively engaged in planning and delivering the care. 
• The role of parents and other carers is recognised and their own rights for assessment and 

support acknowledged and met. 
• Ensure effective communication between primary, secondary, social care, education and 

voluntary sector to focus care on meeting the needs of the individual child and their family.  
• Agree, operate and performance-manage a joint discharge policy facilitating effective multi-

disciplinary working at all levels and between organisations. 
• Facilitate appropriate training for those undertaking care and co-ordinating roles. 
• Begin preparations for discharge as early as possible, setting realistic timescales and targets and 

agreement between all parties what equipment and resources are required to facilitate a safe and 
effective discharge from hospital and who will fund and provide them.   

• Facilitate trial periods outside the hospital setting before any definitive decisions on longer-term 
care-package options are made. 

• Funding decisions relating to NHS continuing care, social services and education provision 
should be made promptly so that discharge plans and eventual discharge are not delayed. 

 
4.4 The SCIC should be mindful that the provision for respite built into the discharge care package may be 

required 
SCIC Case management 
teams 

4.5 Parents should not be considered as part of the main care team after the age of 5 years.  
 
The care plan should also remain flexible at the source of planning - acknowledgement should be made 
that a parent’s ability and wish to be involved with their child’s care may vary during the course of the 
child’s journey. 
 
‘Parents are also entitled to a carer assessment to identify how they might be best supported in their 
caring role. In addition, parents may well be experiencing increased costs at the very time when they 
have reduced opportunities for working. The key worker should signpost relevant benefits that the 
parents may be eligible to apply for, and either refer them to a social worker or support them through the 
application process.’ (Hospital to home) 
 
 

SCIC Case 
management teams 



4.6 Parents should be part of the team choosing and making decisions regarding care required for discharge 
and living at home.  The SCIC should provide advocacy advice/information for the parent and/or young 
person and advice and training in the skills required to appoint carers. 

Operational policies 

4.7 24 hour care should be arranged appropriate to the child and the family unit’s circumstances i.e. 
consideration should be made of the family/parents work/siblings/school to include the gender and age 
of carers appointed. The SCIC should support the needs of the family unit requiring care input. 
 
 ‘The parents’ role in the care of a long-term ventilated child cannot be assumed. The level of 
involvement they are able and willing to provide, and the amount and type of support they require in 
order to do this, will need to be assessed at an early stage of the discharge process.’ Hospital to Home 
 
The focus of their carers role should always be on support ,  
to try and facilitate and enable parents to have as much control as they want or are able to take on at 
any particular time in the child’s life 
 
Carers need to be trained to be ‘professional friends’, and at all times to respect the fact that their 
workplace is also a family home. 
 
‘’Children with complex needs require a progressive and innovative approach, in partnership with 
parents, aimed at enabling the achievement of ordinary childhoods for these children.’’ Hospital to Home 
 

 

4.8 Support of play, leisure and recreational activities and family during holidays should be built into the care 
provision 

 

4.9 The support of the child living between separated families in two geographic locations should be 
included in discharge planning arrangements. 
 
(‘’The key principle should be that the child’s carer follows the child to all settings, rather than there being 
different carers in each setting. This is important in order for the child to have some continuity and to limit 
the number of people they have to establish these sorts of relationships with’’ Hospital to Home)  
 

 



4.10 Handover of specific care needs from SCIC to community support should be planned and delivered 
comprehensively To include a 24 hour care plan, addressing physical, psychological, social, educational 
and developmental needs 

Carer training packages 

4.11 The SCIC should support Integration back into the child/young person’s initial main stream school as the 
first choice whenever possible, aiming for mainstream education and the required support at school and 
not just where best therapy resources are located. 
 
Each SCIC would be recommended to develop school reintegration services for all children with SCI 
however If the SCIC does not have its own school  integration service use of the Charity Backup schools 
inclusion service may be a useful resource for health services to access 
 
The SCIC should also be mindful of Integration back into nursery for the under 5 and facilitate this where 
necessary  

 

 SCIC staff will ensure that the family’s local team/CCG is advised of essential equipment required for 
discharge. 
 
See end of document appendix for example equipment list 
 
Arrangements will exist for smooth transition from child / young person to adult services  

• Transition should usually start to be discussed with the child / young person and family at age 12-
13  years 

• The DH ‘Transition: moving on well’ document should be used  
• The young person and family should be aware of the date of their transition and which services 

they will transition to 
• Transition to adult services should usually occur on or prior to their19th birthday 

 

Pathway 

Documentation 

 
 
Standard  5   The LTV SCI child and family will be provided with care in accordance with relevant, agreed national 
guidelines.  Practice will be developed by ongoing audit that will assess outcomes.    .    
 



Criteria Criteria Demonstration of adherence 

5.1 The respiratory specialist team will collaborate with national groups including 
RISCI, MASCIP paed physio specialist respiratory and neuro-disability group APCP in order to 
develop and utilise agreed national guidelines for this and, where appropriate, associated patient 
groups 

Representation of 
Centre and 
engagement with RISCI 
HMV benchmarking 
group 

5.2 The Clinical lead at each link SCIC shall be responsible for determining and disseminating agreed 
guidelines for patient management and for arranging regular audit of compliance with guidelines/ care 
pathways and arrangements for their regular review and revision 
 

Audit (Intensive care 
society tracheostomy 
guidelines, breath 
tacking guidelines, HMV 
benchmarking group) 

5.3 The SCIC team will undertake at least one respiratory management audit project of demonstrable clinical 
significance each year.  

 

5.4 Family representation of children/young people with SCI requiring LTV should be actively encouraged to 
participate in the planning and delivery of care for this population.  
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Appendix	–	Example	Equipment	List	

 
 

Item Supplier Ordered by 

1. 
 

Ventilator type:   

1a Spare ventilator 
 

  

2. 
 

External battery   

3. 
 

Battery cable    

4. 
 

Bacterial filter    

5. 
 

Interior filter    

6. 
 

Ventilator tubing tree   

7. 
 

Ambulation bag    

8. 
 

Oxygen   

9. 
 

Expiratory valve    

10. 
 

Ventilator tray for wheelchair/pram   

11. 
 

Trolley    

12. 
 

Saturation monitor    

13. 
 

Stethoscope   

14. 
 

Cough Assist    



15. 
 

Blood pressure/pulse monitor   

16. Type of tracheostomy - size   
 

17. Smaller emergency tracheostomy - 
size 

  
 

18. Tracheostomy tapes    
 

19. Tracheostomy dressing    
 

20. Dressing pack   
 

21. Normal saline    
 

22. Speaking valve    
 

23. Type of suction machine    
 

24. Suction Catheters (size and type)   
 

25. Suction canisters if required 
(disposable) 

  
 

26. Yankauer Suction   
 

27. Catheter Mounts    
 

28. Shower shield    
 

29. Speaking valve    
 

30. Gloves    
 

31. Type of humidifier   
 



	
	

32. Type of tubing    
 

33. Sterile water   
 

34. Drip stand    
 

35. Nebuliser machine    
 

36. Tubing for nebuliser   
 

37. T-piece nebuliser connector    
 

38. Drugs that are nebulised    
 

39. Feeding pump (type)   
 

40. Giving set   
 

41. Syringes    
 

42. Feed (type)   
 

43. Flush   
 


