
GROWING TOGETHER 

Patient centred strategies for the 
development of LTV care



Balancing the Pressures
A REVIEW OF THE QUALITY OF CARE PROVIDED TO CHILDREN AND 
YOUNG PEOPLE AGED 0-24 YEARS WHO WERE RECEIVING LONG -
TERM VENTILATION



Background

• The number of people receiving LTV in the UK was 
not known
– Limited local or national data collection

– No national procedure code 

• Variation in underlying diagnosis

• Variation in ventilator support required

• Provision of care outside of the hospital setting

• Complex care pathway



Aim

• The aim of the study was to identify remediable factors in the care provided to people 
who were receiving, or had received, long-term ventilation (LTV) up to their 25th birthday 
between the 1st April 2016 – 31st March 2018



Objectives

• The quality of care received

• Multidisciplinary care

• Appropriateness of the location of care

• Transition to adult services

• The organisation of services

• Networks of care



Study methods

Data were collected from a number of sources:

• 1. Number of children and young people on LTV during the study 
– All patients under the care of an LTV service, or who were admitted any hospital over the two-year 

study data collection period - 1st April 2016 to 31st March 2018 inclusive.



Study methods

• 2. Sampled study population for the clinical peer review process

• Established 
– Lead clinician questionnaire

– Community team clinical questionnaire

– Acute admission questionnaire

– Case notes

• New tracheostomy insertions
– Tracheostomy insertion questionnaire



Study methods

• 3. Organisational data
– Paediatric services

– Adult services

• 4. Service user and parent carer online survey and focus groups
– Online survey

– Focus groups

• 5. Health and social care professional online survey and interviews
– Online survey 

– Interviews



Data returns: Number of CYP reported



Data returns: Number of CYP reported

Jardine et al, 1999 Wallis et al, 2010 NCEPOD 2020
n n % n %

Craniofacial syndrome 9

Upper Airway 

Obstruction 256 27.4 Upper Airway Obstruction 791 30.9
Neuromuscular disease 62 Musculoskeletal 402 43.1 Musculoskeletal 751 29.4
Congenital central 

hypoventilation syndrome & 

spinal injury 34

Central nervous 

system 168 18.0 Central Nervous System 630 24.6

Bronchopulmonary dysplasia 6

Chronic Respiratory 

Disease 37 4.0

Chronic Respiratory 

Disease 227 8.9
NA 0 Other respiratory 50 5.4 NA 0 0.0
Other 25 Unclassified 20 2.1 Other 157 6.1
Subtotal 136 Subtotal 933 Subtotal 2556
Not answered 0 Not answered 0 Not answered 505
Total 136 Total 933 Total 3061

Trends in Long-Term Ventilation Care in U.K. Children and Young People-Further Consideration Required for Pediatric Critical Care Services. 2023. Paediatric 
Critical Care Medicine: 24(9)



Age and sex



Data returns: Number of CYP reported



Type of ventilation received



Underlying condition



Underlying condition

Trends in Long-Term Ventilation Care in U.K. Children and Young People-Further Consideration Required for Pediatric Critical Care Services. 2023. Paediatric 
Critical Care Medicine: 24(9)



Duration of daily ventilation



Admission to hospital



Key messages

• Service planning and commissioning of integrated services

• Multidisciplinary care

• Emergency healthcare plans

• Discharge planning

• Transition from child to adult services



Service planning

Ensure SERVICE PLANNING/ 
COMMISSIONING OF INTEGRATED CARE 
PATHWAYS for long-term ventilation 
services includes formal contract 
arrangements and local standardisation 
where possible. These arrangements 
should bridge child and adult health as well 
as social care services, respite care and any 
other partnerships relevant to the local 
network. 



Service planning

• Data indicated there was 
variation in:

• Commissioning arrangements

• Access to services i.e., respite care

• Multidisciplinary team members

• Discharge arrangements



Multidisciplinary care

The MULTIDISCIPLINARY TEAM should work 
across community and hospital networks 
and include a specialist in tracheostomy 
care where applicable



Multidisciplinary care

• Data indicated there was variation in:

• Team working arrangements

• Clinical leadership



Emergency healthcare plans

Personalised EMERGENCY HEALTHCARE 
PLANS should be reviewed annually and 
after hospital admissions, and form part of 
the hand-held record



Emergency healthcare plans

• Data indicated there was variation in:

• The use of fast-track admission plans

• The use of emergency healthcare plans



Discharge arrangements

DISCHARGE ARRANGEMENTS for people 
established on LTV who are admitted to 
hospital should: 

 • Commence on admission 

 • Be clearly documented 

 • Involve the usual LTV team 

 • Document any changes to usual care



Discharge arrangements

• Data indicated there was variation in:

• The timing of discharge planning

• Who was involved in discharge planning

• The provision of revised care plans at discharge 
from hospital



Transition

TRANSITION PLANNING should include an 
identifiable clinical and executive lead, and 
form part of an integrated care pathway



Transition

• Data indicated there was variation in:

• Transition planning

• Access to joint clinics

• Clinical leadership for transition



Recommendations

7 relate to service planning and 
commissioning
• Integration of care pathways

• Identification of patients and reliable data

• MDT which works across Networks

• Shared Decision Making

• Planning for Transition

• Structured training  and resources

• Standardise equipment issues

5 relate to routine clinical care
• Personalised Emergency Health Plan

• Age-appropriate emergency care

• Good ventilation care on admission

• High quality discharge arrangements

• Optimise frequency of clinical review



Report and supporting tools

• Full report

• Summary report

• Infographic

• Recommendation checklist

• Audit tool

• Fishbone diagram

• Slide set

• Commissioners guide
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