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* Paediatric myalgic encephalomyelitis/chronic
fatigue syndrome (ME/CFS)

o disabling condition
o unknown etiology
o significant and well-documented adverse effects

Introduction » Diagnostic uncertainty

o estimates varying from 0.1% to 4%

* Challenges
o no diagnostic biomarkers,
O ho cure '

o anxiety and uncertainty

: au
Knightetal. 2019, Hiremethetal. 2022




Chronic Fatigue’ - \
Syndrome

Definition: fatigue associated with

: e substantial reduction/impairmentin ability to
fatigue severe headaches loss of memory engage in pre-illness activity

or concentration .
* occupational,

| | * educational,
3 * social, or personal activities

* persists for morethan 6/12

sleeping problems  muscle pain sore throat . . .
PrER ’ * accompanied by sleep disturbance, cognitive

impairment and post exertional malaise

OM (institute of medicine USA)
criteria2015




Chronic Fatigue
Syndrome

* Huge impact onyoung people!!!
* Significantly disabling with long term
conseguenceson
* self-esteem,
e career pathways,
* mental health,
* education and
* physical functioning.

e Adolescenceis a critical time to connect with
peers and CFS often impairs this.




Learning Objectives

 Partnering with clinicians and young people
to develop a research program

« Setting meaningful individual goal for young
people with CFS

« How to assist young people with CFS to
achieve their exercise and participation
gaols.

 Effective advocacy in the education a
training space for young people with CFS

« Supporting Parents and families

O
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The MDT partnership

MDT approach is supported by the NICE
guidelines and in the literature

o Key is an individualized collaborative care
plan

o Individual goal setting

o A self-management approach keeping
young people goals at front and center
o RefHiremeth etal 2022, NICE

Basis for our self-management program (6 yr
history)

Through partnering with young people —
learnings to share

Reseach partnerships ..............




Partnering
with young people
with CFS to
develop a research

program —
learnings
and outcomes
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How did we (rehab) get involved in ME/CFS?

Literature Review
Electronic databases 1990-2010

All languages

Case definition

May 2010

Severity rating

Aetiology

DoH commissions Prognosis

Children 31% (n=46) of
ME/CFS yearly hospital
separations

Average LOS 12 days

review All publications

Additional information from

Advisory group ME/CFS society and patients

established
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Findings of the DHS review

1. Little formal collaboration
between systems

Interviews with service 2. No agreed model of care

providers
_ Servi q 3. Prevalence Victoria >>
Focus group with ME/CFS ervice system an other Australian states

Australia models of care

e . , 4. Substantial variation in
Qualitative interviews with admissionirates denending

adolescents and carers on location

5. No defined entry point to
system

Melbourne
Children's

A world leader ) <
in child and al institute THE UNIVERSITY OF
adolescent Fotoran MELBOURNE
health




ME/CFS Review — Final Recommendations

* Integrated care across the continuum
* Specialist ME/CFS services with chronic disease model of care
e Access to inpatientand ambulatory rehab at RCH and MCH

 RCH and MCH to develop service ‘identity’, common policy framework,

articulated model of care
* Service coordination between ME/CFS services and rehab
* Work towards meeting needs of carers and families

* Increase education of medical, school and community

* Develop a common approach to data collection et
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Aims of the Paediatric ME/CFS research program

Understand epidemiology of paediatric ME/CFS in

Victoria and Australia

Determine current management strategies for

children and adolescents with ME/CFS

Determine the evidence base for current practice
employed in the ME/CFS population, with a focus on

children and adolescents
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Outcomes

Case control study

Newly diagnosed ME/CFS over 2 years (range 1-5 years)
Healthy adolescent controls

N=34 aged 13-18 years

Fatigue, Sleep, Pain, Depression/Anxiety and HRQoL

Significantimprovement in health and psychological
well being

Fatigue, painand HRQoL remained significantly poorer

65% continued to meet CFS criteria at 2 years

Journal of
Clinical Medicine

Article

Health, Wellbeing, and Prognosis of Australian Adolescents
with Myalgic Encephalomyelitis/Chronic Fatigue Syndrome
(ME/CFS): A Case-Controlled Follow-Up Study

Py

Elisha K. Josev 1240 Rebecca C. Cole !, Adam Scheinb erg 1,234 Katherine Rowe ® , Lionel Lubitz B
and Sarah J. Knight 12+

1 Neurodisability and Rehabilitation, Murdoch Children’s Research Institute, Royal Children’s Hospital,
Melbourne 3052, Australia; beccole26@gmail.com (R.C.C.); adam.scheinberg@rch.org.au (A.5.);

sarah knight@meriedu.au (S].K.)

Department of Paediatrics, University of Melbourne, Melbourne 3052, Australia

Department of Paediatrics, Monash University, Melbourne 3800, Australia

Victorian Paediatric Rehabilitation Service, Royal Children’s Hospital, Melbourne 3052, Australia
Department of General Medicine, Royal Children’s Hospital, Melbourne 3052, Australia;
kathy@roweresearch.com (K.R.); lubitz@bigpond net.au (L.L.)

*  Correspondence: elisha josev@mcri.edu.au

Wos W b

Abstract: Background: The purpose of this study was to follow-up an Australian cohort of adolescents
newly-diagnosed with ME/CFS at a tertiary paediatric ME/CFS clinic and healthy controls over a
mean period of two years (range 1-5 years) from diagnosis. Objectives were to (a) examine changes
over time in health and psychological wellbeing, (b) track ME/CFS symptomatology and fulfillment

check for
updates
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W Understanding short- and long-term outcomes of paediatric ME/CFS

@ Diagnostic biomarkers and underlying pathology of paediatric ME/CFS

[ej Management and treatment of paediatric ME/CFS

Melbourne
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* Brain biomarkers of neuroinflammation

* First longitudinal brain study in paediatric ME/CFS using a
cognitive exertion paradigm

* Metabolomic and proteomic markers of energy
metabolism and mitochondrial dysfunction

* Deep biochemical profiling at individual level

* Blood biomarkers
 Australia’s first ME/CFS Biobank and Patient Registry

Melbourne
Children's N\~

= LJ
A world leader [l (\
in child and The Royal
Children's
Hospital
Melbourne

adolescent
health

21




Brain biomarkers of neuroinflammation - Can we map fatigue in the brain?

= 25 ME/CFS, 25 healthy controls aged 13-18 years

= CCCdiagnosed by ME/CFS specialist paediatricians
at tertiary hospital
= Similar CNS properties/biomarkers
* Intrinsic functional connectivity

* Macrostructural and microstructural white
matter indices

e Hypothalamusvolumetrics

= Differences in healthdomains
* Fatigue, sleep, pain, QolL, cognition

Brain Imaging and Behavior
https://doi.org/10.1007/s11682-019-00119-2

ORIGINAL RESEARCH @

Check for

Resting-state functional connectivity, cognition, and fatigue | updates |

in response to cognitive exertion: a novel study in adolescents
with chronic fatigue syndrome

Elisha K Josev'2 - Charles B. Malpas®** . Marc L. Seal®*? - Adam Scheinberg*5# . Lionel Lubitz®? . Kathy Rowe®” .
Sarah J. Knightm‘6

Received: 16 October 2022 Revised: 28 April 2023 Accepted: 27 May 2023

DOI: 10.1002/jnr.25223

RESEARCH ARTICLE Neuroscience Research

What lies beneath: White matter microstructure in pediatric
myalgic encephalomyelitis/chronic fatigue syndrome using
diffusion MRI

Elisha K. Josev*?® | Jian Chen® | Marc Seal>® | Adam Scheinberg’?* |
Rebecca C. Cole! | Katherine Rowe® | Lionel Lubitz’® | Sarah J. Knight!*#¢
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Cognitive exertion paradigm
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MRI Fatigue rating Cogstate Cognitive Cogstate Fatigue rating MRI
exertion
T1T2 Processing speed Word Reading Res“”g_State function MRI
Diffusion-weighted MRI Sustained attention Numerical Operations Magnetic Resonance Spectroscopy
Resting state function MRI Working memory Spelling
Magnetic Resonance Spectroscopy New learning
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Magnetic Resonance Spectroscopy (MRS)
The ‘virtual biopsy’

M2,
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Metabolomic and proteomic biomarkers of paediatric ME/CFS (SPOT-ME)

e

ME/CFS
Outpatients
n= 62

Non ME/CFS
Controls
n= 31

O

ME/CFS
Outpatients
n= 62

Case: Control Baseline Study

RCH Pathology Comprehensive Neurocognitive
@ et @ smum O " @ MR maging
- Urine Assessment

Longitudinal Repeated measures (4 months)
Week2 i Week 4 Week6  jillle  Weeka Week 10 g Week 12 Week 14 Week 16

_I_|_.I_'_._|._I_'_

‘ A i
' /| Physiological data e Symptom , o .

- bl B -

->_4 = \" y ,/ (Biostrap) o S e ‘ Crash' time-point
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Metabolomic and proteomic biomarkers of paediatric ME/CFS (SPOT-ME)

Pre-processing

'Deep Dive' Biochemical profiling

@ Sample processing

/ Genes,
Proteins,
Metabolites

"

Whole genome
Sequencing &
Transcriptomics

fo

@ Metabolomics (NMR)

@ Proteomics
(Mass Spectrometry)

(4) Multi-omics analysis
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Blood biomarkers — Australia’s first ME/CFS Biobank and Patient Registry

AusME Registry & Biobank

“Nobody knows the lived experience of ME/CFS better than those who have it, and research can only go so far without your
help.”

The AusMe Registry is Now Live!

The AusME Registry is open to people with ME/CFS or Long COVID aged 12 and over.

To see more information and sign up, please visit the official AusME Registry website by clicking the link below

Sign up to AusMe Today! Click Here

Share This Page

Search Our Site

Search...

Top Pages

Donate
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CFES self-
management
course

framework — the
MDT approach




Why focus on
self-management?

Impacts are unigue and individual

Young person Is the expert

* their goals, their dreams, their
IliIness experience

Aim to empower young people and
their families

Move beyond an impairment model




Why MDT

* ME/CFS affects all aspects of
functioning

 Secondary conseguences and
comorbidities compound symptoms
and impairment

* An MDT approach ensures a holistic
approach




MDT Approach

Poor sleep - stress/mood/routine - Psychology/OT
support

Boom bust activity pattern- impacton ADL's, increasing
dependance — OT/ Physio Support

Decreased body movement - pain, energy, orthostatic

intolerance , further weakness and pain - Physio support

Decreased appetite -irritable bowel, poordiet-further
impacton energy —Dietician support

Mood impact —increased anxiety due to missing school,
missing peers, lowered mood, furtherimpacts on energy
— Psychology/Teacher support




WHAT HAVE WE LEARNT FROM YOUNG PEOPLE

©O0 060

THEY NEED TO FEEL BELIEVED THEY NEED ADVOCACY AND THEIRMANAGEMENTNEEDSTO THEY NEED TO STAY
ANDHEARD HELP NAVIGATING EDUCATION BE INDIVIDUALISED CONNECTED
AND CAREER PATHWAYS



WHAT
PARENTS TELL

US

KNOWING HOWMUCH TO
PUSH OR NOT IS HARD

THEY WANT TO BE PARENTS
- NOT THE THERAPIST OR

DOCTOR

THEY WORRY A LOT AND IT
IS STRESSFUL



Case Study -

'Cassie’

16 y.0. female referred with likely Chronic
Fatigue Syndrome (CFS), presenting with:

oViral illness 8-months prior, ongoing
persistent fatigue since then

oHeadaches and dizziness

oPoor sleep pattern, taking a long time to
get to sleep at night and regular naps
during the day

oReduced school attendance
oBoom and bust pattern of activity

o

/

I



How could this impact Cassie’s life?




The impact of CFS on Cassie

FAMILY — poorrelationship with siblings due to inability to spend
time playing with them.

Case Study -
'‘Cassie’

I

FUTURE-reduced schoolattendance impacting academic /
achievement, lowered moodimpacting vision for future.

Adapted from https://canchild.ca/en/research-in-practice/f-words-in-childhood-disability



CFS Program

Medical
REVIEY

Clinical

Psychology
Dietitian Educatio

Team n
Meeting
Eligibility

Group Group
review 1 review 3
month months

Individual Group
goal setting week 1 -4

Parent Parent
session session
week 1 week 4




Participants:

Confirmed CFS diagnosis Significant mental health concerns
Self-lIdentify goals/attitude for change Unwilling to participate in a group
Aged 12-19 years

Attending school at least 2 days a week

Minimum continuous walking tolerance 15 minutes

Has a general daily routine/ sleep wake cycle that enables
attending the group - but may continue to boom and bust

English speaking



1.TO MAINTAIN

‘ I N\, FUNCTION AND ettty /pacing
Il MINIMISE SYMPTOMS Avoidbboom bust
REBOUND act|V|ty pattern
Deconditionin
MANAG E M E N T ZoIE Socialisolatioi
PREVENT/MANAGE Haltineducation
Al M S SECONDARY pathway
CONSEQUENCE Anxiety and

lowered mood

(Ox) 3.TO ENABLE THE YOUNG PERSONTO

ACHIEVE THEIR GOALS



Anxiety

Consumesenergy, has secondary physical
consequences, ...so very fatiguing in and of
itself

Can exacerbate POTS symptoms ( even mild
levels)

Can worsen CFS symptoms ( limited bucket of
energy expended on anxiety/worry/stress
response)

. Can engage in management
Mx- Good evidence for by explanation of physical

CBT approach impacts of anxiety on body
and on fatigue/energy




Outcomes
Measures

Primary outcome measure:

 (Canadian Occupational Performance
Measure (COPM)

Secondary outcome measures:

* Sit to stand test

* Crash days per week

* Dynamometer

* PedsQL Multidimensional Fatigue Scale
e Strengths and difficulties questionnaire



Self-management program outcomes 2021-2023:

16 PARTICIPANTS 9 COMPLETED FULL MEAN CHANGE IN MEAN CHANGE IN THIS IS CLINICALLY
PROGRAM, 7 LOSTTO PERFORMANCE = 4.5 SATISFACTION =4.1 SIGNIFICANT CHANGE

FOLLOW UP AT 3MONTHS



Goal setting for
young people
with CFS & How
to manage

energy —the
traffic light
system




Goal setting

« Goal setting is used to individualise the
program to each young person

» Use of the Canadian Occupational
Performance Measure (COPM) to set
functional, SMART goals and to use this as
an outcome measure

« Goal setting helps build motivation and
helps them breakdown the goal to help
it feel more achievable

» NICE guidelines support meaningful goal
setting to help young people establish
realistic expectations

Long term goal: To be able to attend school full
time

Short term goal: To be able to attend
school for 4 half days

Initial actions:
1. Attend school for 2 periods on Mon, Wed, Fri

2. Add classes to my timetable and implement
pacing strategies around this



Goals:
1. Toreturn to playing soccer

2. Tobe ableto return to full time school

Case Study -

'Cassie' 3. To be able to get to sleep within 30-
minutes, and not nap during the day

4. To be able to hang out with friends on '
the weekend once every fortnight /

o




Case Study -

'Cassie’

Goal 1: To return to playing soccer

Short-term goal: To be able to complete a modified training session

Actions to achieve goal:

1. Commence graded exercise program

2. Timetable exercise into activity planner

Goal 2: To return to school full time

Short-term goal: To be able to attend school for 4 half days each week

Actions to achieve goal:

1. Grade back to attend 2 periods on Mon, Wed, Fri

2. Add classes into my activity planner and implement pacing strategies

Goal 3: To be able to get to sleep within 30minutes and not nap during the day

Short-term goal: To be able to get to sleep within 1 hour and only nap for
30minutes twice a week

Actions to achieve goal:

1. Develop good sleep hygiene — no technology 1 hour before bed, mindfulness
activity for 20minutes, keep consistent bed times

2. Schedule into activity planner days that will have a nap, set an alarm for
30minutes when start to nap

Goal 4: To be able to hang out with friends every fortnight

Short-term goal: To be able to do a social activity with a friend once a month

Actions to achieve goal:

1. Schedule into activity planner so can pace activities around this event

2. Slowly build up from baseline by sticking to consistent routine, so have more
energy in my battery

o

/



How do we teach
young people with
CFS to manage their
energy and work
towards achieving
their goals?




physical
octivity

AAYAYL

- o
Baseline \

* Importance of establishing a

T consistent baseline, as this gives

4

Meaintaining baselines us a starting point to gradually

increase from.

Busting without
maintaining baselines

* Important to work towards
avoiding boom and bust cycle
and building consistency

Time




Red = high energy
consumption activity

= moderate energy
consumption activity

Green = low energy
consumption activity

Traffic light
system for pacing

* Visual representation of energy
expenditure throughout the week

* Helps pacing out activities
* Use to forward plan but can assist
reflecting after

* Encouraged to use strictly in a
calendar/activity planner initially to
help with finding baseline and
balancing activities.



Energy
conservation

and Pacing -1 !
* Breaking up longer tasks ‘l

into smaller chunks with

rest breaks in between

.+ Adapting/modifying tasks YOU WOULDN'T LET THIS

to reduce energy

cor\sump.tion - HAPPEN TO YOUR PHONE.
Cptanner o DON'T LET IT HAPPEN TO
* Spreading out big activities YOU E'THER.

so not allon one day



Case Study -

'Cassie’

Activity planner example:

& i
7’

Time Monday Tuesday Wednesday Thursday Friday Saturday Sunday
" | ki | hesses | | whoaes | weosss | =
3am Breakfast and self- Breakfast and self- Breakfast and self- Breakfast and self-
care — ready for care —ready for care — ready for care —ready for
school school school school
9am Mati Foed technology Breakfast and self- Health | ]
care —ready for
school

Sl T SEENL  JL
11am Science Engiish Reston couch Math Art Walk dog Walk dog
1200 Lunch at schaol Lunch at schoal Lunch at home Lunch at schoal Lunch at schoal f_
1pm Art Health Independent| Travel home from [ath Watch soccer team Watch TV

_ school, snack play
Zpm Travel home from Psychology History Nap

school, snack
3 pm Revising schoolwork Travel home from __ Travel home from __
schoaol, snack school, snack
4 pm Computer games Shower and get -
with friends ready

5 pm | Boccer training Phone/computer | Quietactivity | Phone/computer

time - games and time - games and

socialising with socialising with
friends friends

6 pm ** "*—'
7 pm Shower Shower Shower Shower Shower
& pm ** *




How to help
achieve activity/
participation

goals & what
about parents and
carers?




wvery, very light

e e -

very light

10

Exercise i

12 | somewhat hard

* Gradual returnto exercise (i.e. Graded Exercise
Therapy)

e Consideration of intensityvs. duration
continuum

e Mix of cardiovascular and resistance-based
exercises

e Stop the “losing part” of the “use it or lose it”
principle

Duration




Principles of graded exercise

e Short burst intervals

e Level 1: 2 x 2 minute bursts with 3minute recovery
e Level 2: 3 x 2 minute bursts with 3 minute recovery
e Level 3: 5 x 2 minute bursts, gradually reducing the recovery time to 1 minute

e Lengthen the bursts
e level 4: Progressto 2 x5 minute bursts with a3 minute recovery, gradually reducing the recovery time to 1 minute

e Continuous walking/riding/cross trainer
e Level 5: Start at 10 minutesand onlyincrease by 1 minute every couple of days

¢ Increase intensity

¢ Level 7: Now you can increase the intensity of the exercise to ‘somewhat hard’ (i.e. 13 on the Borg scale). This should be done very gradually (i.e. increase the intensity
P hase 4 for 1 minute inevery 5 by increasingyour pace or resistance orwalking up hill/addingin stairs). Only increase at a maximu m rate of once perweek.




 Wanted to consider a return to soccer
* Discussed a “pre-pre-season” approach

* Applied principles of graded exercises in a soccer
context

*30-minute sessions
sTouch and passingdrills
¢2-mins of activity, 3-mins of rest

Case Study -

eIncreased intensity, add running/sprinting components
sIncrease to 3-mins of activity, 3-minsrest (decreased rest time as continuestoimprove)

'Cassie’

e¢Add more cognitive componentsinto activity
sReturnto teamand training environment
eContinue principles: participatein every second drill, continue with strict recovery period

eParticipationin full training
Phase 4 eContinue to monitorforsigns of PEM or potential triggers (i.e. inc. school load)




Ol/POTS Mx

Fluids -for girlsaimfor2t0 2.5
litres and for boys 3 to 3.5 litres
aday

mainstay of treatment is non- fluid and salt loading +++
pharmacological important

Salt- aimfor> 8 grammes of Manage exacerbating factors
salt aday and one teaspoon of
saltis 6 grammes decrease big CHO loads

Compression leggings *Menses-decrease PGrise

lot of standing or on hot days *Over heating
eRef Stewartetal 2018, Kizilbash et al
2014

eDiet— smaller more frequent meals,

eHydrolite for sport or on days needing a




How to
advocate in the

education
setting




EDUCATION AND HEALTH CARE PARTNERING
TO ASSIST YOUNG PEOPLE

Monash Children’s Hospital School (MCHS) is a Department of Education (DET) school located within
Monash Children’s Hospital (MCH). The school has been established to provide education for children
who are inpatients and/or outpatients of Monash Children’s Hospital




SCHOOL IMPACTS

Impact on school functioning:

Study by Knight et al in Victoria in 2018 found

= Adolescents with CFS missed on average 40% of a school term

= Greater severity of fatigue in adolescents with CFS was associated with
- lower levels of school attendance,
- Lower quality of life in the school setting,
- Lower participation and connectedness

= This negatively impacts
- Academic competence
- Social competence

= Another long term outcome study noted 1 academic year was the mean time out of

school - Rangel et al 2000



“School is the principle location for
the development of not only academic
skills, but also cognitive, social, and
community-related skills during

childhood and adolescence”
Knight et al







GATHER
HISTORY

Gather information
from parents &
young person

Attend the appointment with the Paediatrician

Brain fog — struggling with concentration

SYMPTOMS

Struggle to get to school =» Get to school late
ATTENDANCE - Not attending at all

Keeping up with work -2 Doing some work at

ACADEMICS home = Not completing any work
Connected to friends — see them at school &

socially
SOCIAL Some connections with friends — mainly on
CONNECTIONS social media

M nash
Childrens
Hospital



Reduce time at school = Reduce number of
days

DEVELOPA
PLAN

Subject load — focus on core subjects =
Prioritise the work to complete at home & / or
School

Encourage young person to reach out to
friends

Identify the best contact at the school
Encourage connection to Wellbeing team

Break card and quiet space to rest & recharge

Mdnash
Chi ) drens
Hospital




M omash

Hospital cvs bib XY Heek A Monday Tuesday Hednesday Thursday Friday
T Y A PO Py I 3.7 5en FA Form Assembly | Form Assembly Form Assembly Form Assembly Form Assembly
— | ALICE BARTLET | Veor Lovet: | VEAR 11 Period 1 English Fashion Product English Maths

_ (9.04-10.14am) Design
STUDENT SUPPORT AN Period 2 Maths Fashion Product
PURPOSE OF PLAN: (10.17-11.27am) Design
The aim of the plan & to SupPOrt Alison 10 engage with her education snd pport » gradual increwse in Period 3 Maths English
expectations to reduce the likel®hood of » fatigue craah (11:50—1:0me)
Period 4 Maths
(1.48-2:58pm)
* Reset breaks —stand up, stretch, pat a drink
*  Rest breaks —~ head to health centre for rest
* Fdget 1oys & Loop headphones — Nelp MAnags siress and noise in Cass room Heek B Monday Tuesday Hednesday Thursday Friday
PEOPLE WHOM | CAN ASK FOR HELP PLACES 1 CAM GO WETHIN THE SCHOOL
FA Form Assembly | Form Assembly Form Assembly Form Assembly | Form Assembly
Head of House Health Centre
Shodt N et ofth S Period 1 English
(9.04-10.14am)
— e (10.17-11.27am)
5 RS N A N Period 3 Maths Fashion Product
2. Use free periods for late start, early finish & rest periods (11:50-1:009"\) Design
D N e o o M Do Period 4 Fashion Product English Maths English
4 Use sticky notes on laptop to record homework / important dates (1.48-2:58pm) Design
5. Take screen shots of notes to reduce note taking |
& Speak up when fatiguing rather than push through
‘REVEEW DATE
This plan will be reviewed on:
shons sgraere HAMISH LITTLE
Parent Signature (YR 6) This card is used to excuse
St Bipport HMia Thesss Hamish Little (YR 6) from class
as he is not feeling well.
EXIT PASS

Hamish needs to make his way
directly to the office.




CONTACT
SCHOOL

Gather information
from school that may
be useful to the
medical team

Speak to the identified contact = Discuss
and advocate for the plan=» Answer
qgquestions

Identify if there have been challenges at
school — with academics, peers and what
attendance has been like

Send follow up email = Copies of useful
documents - Fact sheet
Modified timetable, Modified Learning Plan
&
Contact details for further communication

Mnash
Chi/dren’s
Hospital



M pnash
Chijdren’s
Hospital
School

NAME:

DATE:

ABSENCE LEARNING PLAN
YEAR LEVEL:

REVIEW DATE:

KEY CONTACTS:
SCHOOL:
MONASH HEALTH:
HOME:

CONTACT DETAILS:

PURPOSE OF PLAN:

The aim of the plan is to allow NAME to engage fully with her recovery

To facilitate this cur school plan is focussed on:
*  Minimising workioad, deadiines and assessments as much as possible
® Ensuring key knowledge and skills are acquired within a reduced workload

SUpPOrting her pathway to complete

SUBJECT:

o
B

%
|

LEARNING TASKS:

{

LEARNING TASKS

LEARNING TASKS: LEARNING TASKS

Physics

in Term 2 we'll be continuing with motion in 10PHY:

Motion
= Distance, displacement, speed, velocity and acceleration-
definitions and formulae

« Vector quantities

Motion —~ distance/time and speed/time graphs.

Commerce

WO have now started Accosnting in Co 101s. When N returns in Term 2 the class will be continuing
with the Accounting eguation (folio exerciies) and preparing for the CAT (Accounting Test)

Will has access to all cur materials via our/his ONE NOTE pages if he wants to partcipate. He s
welcome to complete the CAT {Accoenting Test)

 bo finds it overwheiming, thens he can complete the Investment classes task (HAMAL'S UFE Case
Study) of which | can use as his Summastive {CAT) result.

Week 8 Accounting The Accounting Equaton and Elements (Assets.
Labites, Owners Equty)
Meanng from bafance sheet — Geanng and Liqudty
(very basic)
Two loki effoct on Balance Shoet (basc transactons)
Weok 9 Accounting Contre week 8 condent Folio of exercises
Basac niro 10 Prncs and Characienstics (only Entty and
portng penod phon and Qualtabve
charactensic of Verfabdty)

MnMnmumwmm
Proporty markeol. shere markel and cash L U

Koy idea:
Explain why and describe how people manage
financial risks and rewards in the current Australian

and global financial landscape




Helping Students Who Have Chronic Fatigue Syndrome

When teaching adolescents or younger children
with CFS, it can be helpful to understand the
problems faced by these students. A key to
helping students with CFS is to work as @ team
with their teachers, porents, administrotors,
other educotion professionals, and healthcare
professionals. This team approach can provide flexibility with educational plons ond
school resources thot are customized to target and refiect the student’s needs
Cfsmmammumdﬂerermyn- lox ilinass aff

£ 1He Drain and mmune System. it is

< by i gastr ol and kel yme ,p.ln.ndm'm
hhomm-&huununmomdmw i i, socisl, phy
development for many months or years. Each child may experience different symploms lnd the
duration of thekr symptoms may differ as well. Symptoms <an fluctuate from day 10 cay and
week 10 week, affecting a young person’s ability to attend schooi regularty and perform
consistently.

CFS can affect children and adolescents in many ways, including their:
* Attendance

* Ability to participate both inside and de of the d

* Refationships with peers

= Ability to complete work and

* Querall school success

Understand How CFS Affects Students Inside and Outside the Classroom

Studemts with CFS are often very keen to to but easily B children
didfer 30 much in the severity and range of their symptoms, it is iImportant to discuss Individual cases with
parents. By doing 30, schools will be able to utifise 2 student’s strengths and be aware of his or her particufar
sizuation.

-mpmm«wonmmmbcamww.
memory or concentration prob

dent’s CFS symp . such 35
ing sleep, and headaches.

* Adolescents and younger children with CFS can experience problems when trying 1o do several
things at once—for example, doing their h e and k ing track of ime; understanding and
Bexibility are sisential

* Many chisdren with CFS experience more severe symptoms in the morning hours and may have
trouble getting to school on time or staying alert in the morning at school.

o,

* Children with CFS can have pr with ion, resp time, information processing
speed, and delayed recall of verbal and visual information.

* Teachers may ice that dents with symp i d ab may be able to complete
grade-level tasks, but might require more time 10 do 0.

Tips for Teachers and Coordinators

Because CFS is 2 complex disorder that affects how students learn and participate in school,
teschers and Coordinators may want to be crestive in developing strategies to foster an
encouraging learning environment for their students with CFS. Schocls can assist students with
CFS in the following ways:

o clarify essential learning tasks and give clear boundaries sbout which tasks need not
be done;

« arrange for missed work, notes, school newsletters and so on, 1o be made avadable
for easy collection (e.g. a foider in the front office);

. tape imporunt iessons,

« makeed 1] or apes avadabl

e ensure that all staff are aware of student's imauuons particularly in relation to
exercise and sport, and the need for rest;

«  minimise administrative requirements {e.g. presenting notes for being late);

e trust the student 1o know his or her limitations ~discuss any concerns with parenss;

* provision of quies, well-ventilated rest area, ideally separate from infected students in
sick-bay ares;

. (EcRgRise difficulties with mobility presanted by widely-spaced school facilities, stairs,
e

‘NO'I’E The list above Is not exhaustive. Teachers and Coordinators may need to explore other
to the particul ds of each indavidual d with CFS




Set a goal — create an

individual support plan

ATTENDANCE

ACADEMICS

SCHOOL
SUPPORTS

SOCIAL
CONNECTIONS

Review current plan

Stay the same = Increase

Review subject load & Learning
Support Engaged

VCE — other supports available

Update school & discuss other supports
Break card and quiet space to rest &

Encourage young person to reach out to
friends & spend time with friends



Moonash
Chi/dren’'s
Hospital
School
NAME.

ASSESSMENT

Individual Support Plan (ISP)

DATE:

ﬁCHOOL INFO

Jeae W\

gv'a'u«.b\'v
Matins M ex\odks
Bus inass Manajelfw’l*

Ecovnom s
A cecuann r\a

RESOURCES

\

SCHOOL.

REVIEW DATE:

_YEAR: __\|

PLAN

=)

GOAL
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ONGOING
SUPPORT

Recommend further adjustments

Diagnosis letter, Support letters - reduced load
& VCE — Special Provision forms

School Meetings & Professionals Meetings

Small groups = Whole School

New school = Alternate Settings = TAFE

Career planning = TAFE =
University Courses &
Documentation



SHORT COURSE

Impact on school functioning:

WARM UP — short game to break the ice

WWW & EVEN BETTER IF — discussion on what & how we can
make school better

SHARING OF IDEAS — strategies & supports
WRTING TAKS — 5 senses poem about CFS that work

DISCUSSION — tips and tricks to studying



Chronic Fatigue

Feels like pain, loneliness, tired,
hungry

Sounds like groaning a lot of body
cracks, complaining

Tastes like boredom

) motivation away
Snaalls ke barecamm Sounds like a trombone low
Looks like pale and tired

STUDENT note, a groaning sound
Tastes like salt less food
Smells musky of darkness

Looks deceiving
PARENT

Chronic Fatigue
Feels like ripping all self-



EVERY YOUNG PERSON
IS UNIQUE AND

SO ARE
THEIR NEEDS




Bringing it all
togethers —

summary and
guestions




Bringing it all

together

* Individualised goal setting

* Importance of empowering young people
to self-manage and advocate for self.

* There are SAFE ways to achieve
exercise and participation goals

» Benefits of peer support from group for
young people and their parents.

 Connection to education and
career pathway

» Benefits of clinicians/young people
working with researchers

I



Thank you and
acknowledgements
to our Monash
Children's VPRS
CFS team and young
people
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