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Why are we doing this

Respiratory issues common cause of death in CYP with learning disabilities (14x higher than no
disabilities)

Not changed since the 1970’s despite vast improvements in medical care and technology
Recurrent illnesses and hospital admissions have major impact on quality of life
Hospital stays are 2.5 times longer for children with CP as for other children

Re-admission rate high as well (41% readmitted within 2 years)
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Why are we doing this

Respiratory issues common cause of death in CYP with learning disabilities (14x higher than no
disabilities)

Not changed since the 1970’s despite vast improvements in medical care and technology

Recurrenti Prevention, early detection, intervention uality of life
and management is vital to improve these
outcomes

Re-admissiuii rate I d> WEIl \4L70 1EdUITIILLEU WILIII £ yEdID)

Hospital st r children

Ay e Thames Valley and Wessex
¢ CRITICAL CARE

N 2 L bAEDIATRIC CRITI
“ PAEDIATRI R LA
@@ e chiTics



0ss Motor Function
Classification
System (GMFCS) Level V

IRR* = 23.25 (95% CI: 10.46 to 51.70)

At least one respiratory
hospital admission in
the last year

IRR* = 11.8 (95% CI: 5.6 10 24.7)

At least 2 courses of
antibiotics for respiratory
iliness in the last year

IRR* = 5.9 (95% CI: 3.0 to 11.6)

Oropharyngeal dysphagia
(requires foods or drinks with
modified texture OR uses a tube OR
coughs or chokes on saliva)

IRR* = 12.7 (95% Cl: 7.3 t0 22.1)

Frequent respiratory
symptoms

(daily cough or weekly sounding
sound chesty or phlegmy or wheezy)
IRR* = 9.4 (95% CI: 3.5 t0 25.8)

Current seizures
IRR* = 7.6 (95% CI: 4.2 t0 13.8)

Potentially Modifiable Risk Factors

* Perth Children's Hospital
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Gastro-oesophageal
reflux disease
(now or previously)

IRR* = 3.4 (95% Cl: 1.8 10 6.3)

Mealtime respiratory
symptoms when well
(gurgly voice, wheezing, coughing,
sneezing, choking)

IRR = 3.8 (95% Cl: 2.1t0 7.1)

Snoring every night
IRR* = 2.8 (95% Cl: 1.3 t0 6.1)
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BTS Clinical
Statement (2022)
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Identify individuals

with learning
disability. Invite
eligible population
for annual health
care check in
primary care

Reasonable
Adjustments

Age 214 years of age with

learning disability

Paediatric

Crifical C
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| secrafion, poor caugh: palpable secretions, —P
audible creckles & wheere
FCF <270 Limin
Lung Function Testing .
whiere possible. Spirometry (in those with - »
—-| WMD)}, Peak Cough Flow (PCF). tests of NMD with PVC <50%, .|
res piratory muscls strength (Pg x)
Sleep Disordered Breathing
, suggeslve hislery inclading excess daylime
sleepiness, hakitual |2 snaring, maming
headaches —f
Past rezpiratory history
= Including previous preumonia, past hospital
admiasions, respiratory specimen microblology |
O Eating, Drinking and Swallowing difficulties |
petp=|  Including higtory of choking, coughing when o I =kl
cating, food ‘gotling sluck’ Pa=r
Excessive Dral Secretlons
— Drocling, gagging, choking, chest congestion, |
ar “wat” or gurgling sounds
G"n |Ca| Symptoms of gastra-oesophageal reflux
—¥| disease (GORD) W
A-BSEEEITIEI’“ for hearibum, waterbrash, vomiting recurrent AP,
risk factors for
Commumty —P( Poorly controlled selzures :‘ll .
Acquired -
Pneumonia Oral health
st wral hygiene regimen; evidence of loolh decay, -
Erosion
Assess Helght and Weight (and EMI as 5
~%| appropriate) i
ieleris-thase-wih-HRERTEigRE iy
Smoking History I
including exposune 1o smaoke from family
members and carers
Vaccine histary > |
Medication review including anti-apileptics, » |

|Impalred Alrway Clearance
sugoeslive higtory of dilficully claaring

Full physictherapy assessmant of airway claarance
Approgrigie medical menagemeant of secretions [Py x);
Consideration of mos: appropriate physiotherapy airway clearancs
techinice (Pa

Owvernight manitering of breathing (Pg x)

!

Leng-Term Assisted Ventilation (Pg x)
eonsideratinn of Lang-Tam Assisted Ventilation for patients with
ovidonce of hypowventilation or OSA and those with poor socrotion

managerment & frequenl respiralory exacerbalions,

Consideration of prophylactic antibiotics (Pg x)

considar in patienis with ragquent preumania ollceing

mentmanagamant of modifiable risk factors for CAR and
appraisal of individual circumsiancas

Early Involvement of Speech and Language therapy services |

Consideration of measures to cantral excassive oral |

" Fi-t
secratiomns{F e}

GConsideration of measures to control GORD (Pg <)
cansider referral 1o a speciabst sanvice If a potential cause of

Optimisa management of seizurss according to national

Ensure good proactive oral care (Pg x)
devalop oral haallh care plan davelopad, ideally in consuliation
with the persan’s dantist

Optimise nutritional status (Pg x)
aseezsmant and management acconrding to rational guidance

peychaotropics and antiblolics

Physical Activity

Smoking cessation advice and referral onto smoking
cessation services (Pg x)

Ensure vacelnes are up to date (Pg x) ‘

Review ongeoing requirements for medication and dosage |

Review of long term conditions
Such as opllepsy. diabetas or renal disease

v

Encourage as much physical activity as possible [Py )
consider community physiotharapist referal (exercise programs)

Ensure optimal management of long term conditions
SiC
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A
H w— The Association of Paediatric Chartered Physiotherapists
&4 Respiratory Risk Identification Matrix for Children and Young People with Neurological Impairment

INTRODUCTION

Consultation History

This risk identification matrix is intended to
aid health professionals to identify people at
risk of respiratory compromise and to guide
actions to prevent or reduce this.

PROGRESS
September 2023 | First draft complled using template from NHS Lothian Paediatric respiratory (RHC Glasgow) team alongside
i from Gibson et al (2021) and Legg et al (2023)

October 2023
It tay be used in a variety of settings, for Draft circulated for comments (Feedback via Microsoft Forms):
example; during a routine therapy review,
alongside Cerebral Palsy Integrated Pathway
(CPIP) assessment, following a hospital
admission.

- Members of ‘Cont
- Paediatric Physiot
Conference

item Low Medium T - . [ctions if medium or high

November 2023 | Amendments from membe

The items have been selected based upon et
ks identified inthe two key documents Tonuar 2022 ey 1 |Gross Motor Fun cale
referenced below: Gibson et al. 2021 (items uary ved it level 5 equivalent (difficulty controlling head Ensure 24-hour postural care optimised
B 9,10,12,13),Legg et al. 2023 (rems May 2024 Final consultation with cor and body posture in most positians)/
11,14,16,17) and on those used by existing ive diagnosis No Yes n/a
respiratory  physiotherapy
Services (Items 3,6,7,15). Respiratory physiotherapy review to optimise routine
: airways clearance - if no local service may require tertiar
) References: 2 |Frequent respiratory symptoms (e g daily  |No regular Intermittent symptoms |Frequent Ay ¥ req i
It is primarlly designed for use with children cough or weekly wheeze, phiegm or gurgly  |respiratory
and young people aged 0-25 but users may 1) ﬁw!.;mn, N., Blackmore, A.M., Chang, ¢ mesu ly  phiegs gurgly esparoy
choose to adapt for use with older people. It Wilson, A.C. {2020). Prevention and n ymp
has not been validated. The identification statement. Developmental Medicine.
matrix may be adapted for local use, and in tem b Medium R/A/G | Actions if medium or high
particular the 'actions' column may need 2] Lege, ), Allen, J-L, Andrew, M., Anne item Jris [medtum
amendment depending upon your setting Tavare, A, Tedd, H. and Simpson, A
acquired pneumonia in people with l¢
and services. Soine )p ot oner0 1"136 o2 Ensure has regular respiratory review with appropriately
‘tpsfdotorg/10 1136/ thorar 2 i " p 6 |Home oxygen None n/a Yes trained clinician, clear prescription and monitoring of

We acknowledge the Glasgow Paediatric Acknowledgements: 3 iratory Care Unit (ICU) None ovge 4 ronds prescrip .
Respiratory Team, Zoe Johnstone and Lesley * [admissionin the last 5 years

Harper (NHS Lothian) who kindly shared their
matrix which we adapted with their
permissi

The “Consensus to Action’ Multidisciplinary grc Ensure target oxygen saturations (wake and sleeping)

Childhood Disability (BACD) Toni Wolff, Morag agreed and dlearly documented
ical Excellence Network (PDCEN
1

Dysphagia Cli

Ensure on active tertiary respiratory consultant caseload -

7 |Non-invasive ventilation (NIv) / None nia Ivac rofar ifnot an acthe.cacalnad
Tracheostomy / mechanical cough assist /
high flow oxygen
4 |Hospital admissions with respiratory
None Item_|Risk Low Medium _R_/A/G | Actions if medium or high
& [current seizures None Ensure 24-hour postural management is optimised
11 [scoliosis Noneorpostural  [Mildto moderate  [Severe Ensure on active orthopaedic caseload for monitoring and
only appropriate intervention
If bracing used, ensure respiratory comfort and efficiency is
assessed with bracing
5 |courses of oral antibiotics for respiratory  |<2/year
infections/year
o [upper airway obstruction/ Snoring every  |None/
night
12 |Mealtime respiratory symptoms when well |No symptoms. Infrequent symptoms - —— - -
[{e.2. gurely voice, coughing, wheezing, evident and no present with oral Low R/AJG |Actions if medium or high
sneezing, choking with feeding) history of frequent  [intake or combinati
chestinfections [ of oral intake and
gastrostomy. 15 |using/prescribed nebulisers None Bronchodilators or | Mucal¥tics or " specialist (nurse/| w©
: nebulised nebuliser timing an -if
normal saline ulse o e
antibiotics stable prescription may not require review
10 |Gastro-oesophageal reflux disease (GORD) | None
contrc
. ’ il 16 | Secretion management No concerns in Difficulties managing | NEM but coughs Speech and language therapy dysphagia assessment
- ettt o o e oot |t concers e ot supporicd | bty tomansge | oralsecrstons;may | on salaor I lficuly wi sla, Paedatricin torevew
[coughs or chokes with saliva) effectively managed |posture, specific ;‘:' own secretions be using oral suction, | needs frequent nfldmnlmlg, ‘:"“ g oral medications, Botulinum to)
feeding techniques |7 be on medication, oral care / salivary gland surgery
and supplementary ] i
tuhef:edmg toreduce | Botoxorsurgical | oropharyngeal Therapy team ta review positioning to optimise head
risk of aspirationand | ™ Intervention for sallva | or control for optimal airway management, including
dependence onather | i ight time positioning
people toeat /drink | 10 suction for
safely ﬁ" saliva
management
tonat Underweight but 17 | Oral Health / mouth care No concerns Dry mouth, some Ulceration, Emphasis of routine oral hygiene. Review of medications
18 [Nutritional status No concerns malntaining curvnt tooth decay, sticky | infection, contributing to dry mouth. Consider referral to specialist
l Erowih rajectory secretions and bleeding or red dentist to optimise mouth care
3 difficulty brushing | sites within oral
[ ] teeth. Nooral intake | cavity, decayed
- teeth, limited /
daily mouth
care routine in
place.
The Association of
Chartered Physiotherapists
Pan Thames Paediatric LTV Programme
= , = Thames Valley a1
South Thames aediatric Uritical Care PAEDIATRIC CRITICAL C2

HEALTHCARE Critical Car ponhThemes & B Swork



Item |Risk Low Medium _ R/A/G |Actions if medium or high
1 Gross Motor Function Classification Scale
level 5 equivalent (difficulty controlling head Ensure 24-hour postural care optimised
and body posture in most positions)/
neurodegenerative diagnosis No Yes n/a
Respiratory physiotherapy review to optimise routine
. ) ) airways clearance - if no local service may require tertiary
2 Frequent respiratory symptoms (e.g. daily Mo regular Intermittent symptoms |Frequent referral
cough or weekly wheeze, phlegm or gurgly respiratory but with periods of respiratory
chest) symptoms m.mE than one month |symptoms Respiratory review with paediatrician - optimisation of
with no symptoms modifiable risk factors, consideration of prophylactic
antibiotics if frequent respiratory tract infections
(MB. Actions may not be necessary if isolated incident
without a background of, or subsequent respiratory
3 Respiratory Intensive Care Unit (ICU) None 1 »1 morbidity)
admission in the last 5 years . , . . ,
Respiratory physiotherapy review to optimise routine
airways clearance — if no local service may require tertiary
referral
Full respiratory review by appropriately skilled consultant —
if no local service may require tertiary referral
Respiratory physiotherapy review to optimise routine
airways clearance - if no local service may require tertiary
referral
4 Hospital admissions with respiratory None 1 1
infection/year Full respiratory review by appropriately skilled consultant -
optimisation of modifiable risk factors, consideration of
prophylactic antibiotics - If no local service may require
tertiary referral
Respiratory physiotherapy review to optimise routine
airways clearance - if no local service may require tertiary
5 Courses of oral antibiotics for respiratory <2 year 2-3fyear =4 fyear referral
infections/year Respiratory review with paediatrician - optimisation of
modifiable risk factors, consideration of prophylactic
antibiotics

A




Role of RRT

Early respiratory home visits

Appropriate physiotherapy and medical management in the community
Training for all involved in the care of that CYP at home, school or in hospice care.

Communication with different members of the multi-disciplinary team (MDT) across primary,
secondary and tertiary care as well as the education and charity sectors to ensure the CYP and
their carers are well supported and can get access to rapid, appropriate respiratory care

Avoid hospital admissions/ GP appointments where appropriate

Early supported discharge from hospital
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Referrals and prioritisation

Phone call received from parent/

carer to rapid response phone to

report concerns about respiratory
symptoms

J

CYP with a history of respiratory-related hospital T o ey, M
admissions; |

If unable to attend immediately

safety net advice given over phone Face to face visit (Aim to review
and if signific ioration then within 24 hours depending on
would attend A+E/ call an ambulance caseload/ time of call)

|

F2F visit carried out:
CYP assessed

CYP with multiple courses of oral antibiotics for
respiratory infections;

Physiotherapy treatment
completed if appropriate
« Advice management given as per
care plan

|

If the patient is safe to stay at home
but needs medical advice - therapist
1o ring GP/ hospital medical team/
local paediatrician

!

Plan made for the next day with
parent/ carer (ie further F2F review/
telephone call/ parent to ring if
required)

CYP at risk of respiratory deterioration due to
underlying condition(s), but currently stable.

Pan Thames Paediatric LTV Programme
Y Thames Valley and Wessex
West Midlands
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Complex patients where less urgent
advice needed is discussed at the

> weekly grand round/ relevant weekly
MDT
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Outcomes

Category June 2022-May 2023 cost June 2023-May 2024 cost Cost Saving

Bed day (ward and ICU) based on £244512.16 £85181.37 £159,330.29
HRG codes and spell income

ED attendances (£419) £9637 £3352 £6285

GP attendances (£39.23) £3,687.62 £313.84 £3,373.78

Total estimated saving £168,989.07

Extrapolating this data to the current RRT caseload of 70 CYP, estimated cost savings (bed days, ED
attendances, GP reviews) is approximately £454,970.57.
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Line graph showing the number of bed days across Cambridgeshire trusts before and after
implemention of the rapid response service.
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Data based on the 26 patients that were onboarded onto the service within the first six weeks
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The numer of GP visits in the year before service commencent compared to the first year of service.
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Number of admission/average length of stay
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Successes

-Agreed permanent funding for 4 physios
-You made a difference award nomination
-3 x PALS compliments received (two from a parents; one from teacher in a school we have been

Fisher&Payk

HEALTHCARE Resmed
BREAS

supporting).
- 9 nominations for CUH annual awards

‘I'd say that your team has made a huge impact in
our patients. Families feel more confident in
managing their children at home and I'd say that
we had avoided some unnecessary hospital
admissions for several children. For those who
have been admitted to hospital, we had been
able to send them home earlier thanks to your
team.

They have already provided me and my daughter with
exceptional care. Because of this we have avoided my
daughter becoming too unwell and avoided a hospital
admission.

‘Laura offers a wealth of knowledge something that my
community team and local hospital aren’t always able to
offer the best advice on.” It’s a massive gap that has been
missing over the past 7 years in my daughter’s care.

‘They are proving to be an essential team for
these children and the education/support for all
involved, including the CCN team. Thisis a
service that will be pivotal to the care of Complex
children in Peterborough’

Laura trained the school on how to use the cough assist
machine. S now takes the cough assist machine to school
when she is recovering from infections. Consequently,
her attendance has gone up by 20-25% (from 60-65% to
around 80-85%)




Challenges

Electronic notes (different systems)

Trying to co-locate service in different areas
Wide area
Only have 2 members of staff

Current age of transition is 19 however no service to transition to therefore 2x 19 year old
patients will be discharged this summer with no service to pick up.

No weekend service
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Any Questions????

Contact: l.lowndes@nhs.net
07871108206

2 FutureNHS

www.future.nhs.uk/neurodisabilityrespiratorycare

Thames Valley and Wessex
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