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Background

Prescribing oral medications for tone management in cerebral palsy (CP) has historically
lacked consistency

Challenges

 Difficulty assessing the functional impact of tone medications

Current Issues

* Family persistence with ineffective medications

* Lack of measurable standardized outcomes for functional performance and family/child
satisfaction

* Reduced clarity for families/patients about expected medication outcomes and clinician
uncertainty about how to manage medications

(Mink, 2013; Rice et al., 2013)
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Aim

ﬁrimary Objectives \ gecondary Objectives \

* Develop a structured, goal-directed * Assess utility of the COPM for
approach to medication prescribing in medication prescribing
paediatric cerebral palsy using the
Canadian Occupational Performance
Measure (COPM) (Law et.al., 1990)

* Evaluate effectiveness of this approach

« Align medications with individualized * Structured framework for side effect
functional goals for children and monitoring /

families /
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Timeline

Feb 2024 Aug 2024
« Commenced project * Commenced e Formalisedand ¢ Formalised * Analyse data
* Project aim recruitment and consolidated processes and collected over the
* Inclusion/exclusion implemented new  process roles within the last 18 months
criteria local/rural process « Continued team * Liaise with
* Chosestandardised * Collaborated with  recruitment * Streamlined Rehab2Kids on
outcome measure Rehab2Kids data collection our progress
e Determine project * Adapted
design, local medication
resourcing and proformas to local
documentation HNE processes
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Design
* 44 participants
e John Hunter Hospital Research Governance and Ethics
Inclusion:
e Children aged 0-18 years seen in Cerebral Palsy and Movement Disorder clinics

 Commencing new medications or significant dose changes
» Patient/family willing to participate in setting and evaluating goals via telehealth

Exclusion:
* Medication prescribed for sialorrhea
e Botulinum toxin treatment
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Current Method

Initial 12 Week COPM

Clinic Assessment COPM Review
Telehealth Telehealth

Former Method

Clinic Assessment 6 -12 Month Clinic Review
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GOALS

The goals identified for this medication frial are listed below. This will be reviewed in a follow-up Telephone/Teams call
at Week 12.

Goals

Oral Baclofen for Spasticity Management-(60mg/day dosing Regime)

This letter is to inform you that the above child is trialling a medication for the management of spasticity. This
medication is to help reduce the spasticity of the muscles.

It iz important that the dose of the medication is gradually increased. Usual dose is 30mg per day for those
=20kn or 60mg per day for those =20 kg. Dose maximum 2 mg/kg/day (to maximum of 80 mg per day for
adult size child)

We recommend the following regimen with Baclofen 10 mg tablets (G0mag/day dosing regimeh

Breakfast Lunch Dinner
- - 1 tablet

1 tablet - 1 tablet

1 tablet 1 tablet 1 tablet

1 tablet 1tablet 2 tablets

2 tablets 1tablet 2 tablets

2 tablets 2 tablets 2 tablets

Important:

+ |fyour child has a good effect before they reach the maximum dose, stay on that dose. You do not
need to increase it any further.

+ Do not stop the Baclofen without consultation with the HMEkKidsRehab team. It must be slowly
weaned. If your child has been on the maximum dose of baclofen for one month without a good
effect, contact the HNEKidsRehab team to discuss nexi steps.

+ Baclofen can be safely taken with most other medications, including gabapentin, paracetamol and
|buprofen.

+ Common side effects include drowsiness, floppiness of the muscles and worsened constipation.
Some children with epilepsy will experience more seizures when taking baclofen.

Contact HNEkidsRehab on 4925 7368 or hnelhd-hnekidsrehab@health.nsw.gov.au with any concems
about this medication.

;_!i‘i!; Health
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SIDE EFFECTS:

Like all medications there could be side effects. Mone of these are commeon. These may include:

Excessive drowsiness,
Excessive floppiness of the muscles,
Constipation

Possible increased tendency to develop a fit. (Fits are not an absolute contraindication fo use
Baclofen)

If you are concerned about any side effects, please contact your local GP or the HNEKids Rehab
team as soon as possible.

Contact for HNEKidsRehab - HNELHD-HNEKidsRehab@health.nsw.qov.au
Drs Heather Burnett or Helen Wilson/CNC Sharon Fenwick Ph. 02 49257 868

Dr Heather Burnett
Rehabilitation Staff Specialist
HNELHD-HNEKidsRehal edlth.nsw.gov.au

Cc:Local GP +/- Paediafrician via Family
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Participants Overview

Eligible during an 18-month Declined participation

period > h=1

n=44 -

Baseline COPM completed > oDrl]slcontlnued after baseline
. n = 43 (98% of eligible) ’ =‘é

12-week COPM completed
n =40 (91% of eligible)
Additional 24-week COPM
assessments due to
medication change at 12-

week review
n=3
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Results - Patient Level

W Statitically Signifcant - Improvement 12, 27% M Statitically Signifcant - Improvement

24, 55%

® No Improvement 28, 64%

M Lost to follow up/declined

B No Improvement

m Lost to follow up/declined

Changes in Performance Changes in Satisfaction
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Results - Themes and Subthemes

2%

Theme Split for Goals

MW Leisure
m Productivity

| Self-care

m Active Recreation

m Community Management

© Functional Mobility
Household Management

m Paid or Unpaid Work

M Personal Care

B Quiet Recreation

m School and/or Play

M Socialisation

1% | 2%

Sub Theme Split for Goals
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Sub Themes

Table 2: Goal Outcomes by Subtheme (Performance and Satisfaction; clinically significant

defined as 2 2 points) * Most frequent: Functional Mobility
Subtheme Goals (n) Perf22(n) Sat 22 (n) % Perf Sig % Sat Sig (67 goals)
Functional Mobility 67 30 36 44.8% 53.7%
Personal Care 57 32 38 56.1% 66.7%
School and/or play 22 14 10 63.6%  45.5% e Strongest proportional gains:
Active Recreation 15 10 8 66.7% 53.3%

, School/Play and Active Recreation
Community Management 77.8% 66.7%

9 7 6
Socialisation 4 4 4 100.0% 100.0%
Household Management 4 3 3 75.0% 75.0% * Smaller sub-themes like Socialisation
3 2 2
2 1 1

Quiet Recreation 66.7%  66.7% also showed strong responses
Paid or Unpaid Work 50.0% 50.0%

The Sydney

H¥e LINEkidshealth ¥ @ cnitcrens

N\ )
O . . S Hospitals Network
A ) Children, Young People & Families -

care, advocacy, research, education




VAA
NSW Paediatric
Rehabilitation Services

Result - Medication Level

CBD 0Oil, 2 Artane, 1

Clonidine, 1
Table 3: Medication and Clinically Significant COPM Changes (Z 2 points)

Medication Patients Perf. Sig. Perf. Sig. % Sat. Sig. Sat. Sig. %

Levodopa, 6

Baclofen 21 10 47.6 12 57.1
Gabapentin 8 5 62.5 5 62.5
Pregabalin 3 2 66.7 3 100.0
Pregabalin, 3 Levodopa 6 5 83.0 + 67.0
Clonidine 1 0 0.0 1 100.0
CBD o0il 2 2 100.0 2 100.0
Artane 1 0 0.0 1 100.0

Gabapentin, 8
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NSW Paediatric Table 4: I:f_[e:dilcatian—Subthemb outcomes (counts): clinically significant COPM change de-
Rehabilitation Services fined as 22 points
. . . Medication Subtheme Goals (n) Perf 22 (n) Sat =2 (n)

Medication Specific Functional Mobilit 2 > :
Personal Care 3 2 3
What It Means Baclofen Functional Mobility 41 17 16
) ] Personal Care 28 14 16
* Family response varied by goal type School and/or Play 15 9 8
(not uniform across meds). Active Recreation 8 4 4
Community Management 5 5 5
Socialisation 3 3 3
* COPM enabled prescribing to be Household Management L L 1
o . . Quiet Recreation 1 1 1

shaped by family-identified goals, not : : —
) CBD 0il Functional Mobility 3 1 2
just tone change. Personal Care 5 1 4
Active Recreation 1 1 1
* Current audit sample too small = no Clonidine Functional Mobility 2 0 2
firm medication—goal correlations yet. | ©2b2pentin Functional Mobility 14 8 8
Personal Care 12 6 7
Community Management 2 2 2
* Future prospective studies with larger Active Recreation 2 2 2
P P g School and/or Play 2 0 2
samples needed. Paid or Unpaid Work 1 0 1
Levodopa Functional Mobility 3 2 2
. Personal Care 6 5 5
School and/or Play 1 1 1
2 2 2

‘ r Pregabalin Functional Mobility
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Results - Patient Level

Patients vs. Clinically Significant Changes by Medication
21

[ Patients

| Clinically Sig. Performance Side Effects

20 mmm Clinically Sig. Satisfaction

1 patient improved in both domains but
required an additional medication to

2 P manage adverse effects.

.:%

g ol Interventions for Non-Responders

£ * 6 continued same medication

=

* 2 reverted to previous dosage

* 6 ceased medication

* 2 had adjustments

(dose change or new agent added)
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In Summary

* 91% participation rate among eligible patients

* COPM enabled prescribing to be linked directly to family-identified goals, improving
clarity and shared decision-making.

* Families valued specific goal improvements and medication tolerability even when
overall COPM scores were not significant.

e Sub-theme patterns (Self-care, Functional Mobility) dominated, but smaller areas
(Socialisation, Community Management) also showed gains.
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ﬂositives

\

Real-world outpatient data, high participation

Families value quantifiable goals to track
progress

Extra family support from clinicians

Families feel empowered and involved

Fewer phone calls to nursing staff about
medication queries

Early management of side effects
Telehealth adequate modality

KCOPM is an effective outcome measure /

@
A W 4

Clinical Reflections

mmitations

e COPM does not account for external factors
impacting goals

\

* Small sample sizes for medications
e Assessor variability

* Inconsistent reporting when different parents
complete pre/post-intervention COPM

* Increased workload for registrars, allied health
and admin staff with no additional staffing /

\_
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Conclusion

Where to next...

Prospective multicentre study with
longitudinal follow up data

Qualitative data evaluation

Digital/Al solutions (apps) could streamline
an(ljcapture and analysis, reducing labour
urden

Potential to tailor prescribing medication
to functional goals that matter most to
families

Collaboration with Rehab2Kids for
literature publication

Sustainability
* JMO orientation / handover
* Business case opportunities

e Expansion across
HNEkidsRehab services e.g.
Brain Injury Service,
General Rehab, Spinal

e Continued collaboration
across NSW PRS
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