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This Talk will cover

» Myth-busting and your questions about CFS/ME

» \What we know about CFS/ME
» Supporting pupils with CFS/ME (and their families)
= Challenges in this work

®» Discussion and questions
® | inks and information sources




Mythbusting CFS/ME




Myth-busting

On your tables, take a few minutes to consider together:

» How familiar are you with CFS/ME?

» What myths/misconceptions are there around the
ilInesse

» How do you feel supporting young people with CFS/ME?
» \What do you want to know about CFS/ME?




What we know about
CFS/ME




What is CFS/ME?

Chronic Fatigue Syndrome / Myalgic encephalomyelitis (ME)
An umbrella term for a cluster of symptoms

Characterised by extreme tiredness, but other symptoms too
Trigger is not always clear — commonly post-viral

Links with mental health difficulties — for some, not all.

Historically challenging; Not widely well understood



How common is CFS/ME

» CFS/ME affects 1-2% of school aged children

» 1% of secondary school aged children miss one day a week of
school due to CFS/ME

= Only 1in 10 of these will have a diagnosis

» Higher prevalence rates in girls than boys
®» Pegkin adolescence (between 13 and 16 years)




Diagnosing CFS/ME

» Diagnosed by exclusion - long journey
» Diagnostic criteria:

= Debilitating persistent fatigue that is not life-long (but at least 3
months)

» Not the result of ongoing exertion and not substantially
alleviated by rest

» Post-exertional malaise which is typically delayed and with slow
recovery

» Severe enough to cause substantial reduction in previous levels
of educational, social or personal activities




Diagnosing CFS/ME

» Additional symptoms:
» Muscle symptoms — low tolerance for exercise, tiredness after
physical activity, pain
» Cognitive symptoms — concentration and memory difficulties;
“brain fog”

» Centiral nervous system symptoms — heart palpitations, dizziness
and fainfing

» Apparent abnormalities in immune system function — sore
throats, enlarged glands, headaches, temperature
dysregulation, flu-like feelings

» Other symptoms — delayed sleep onset, irritable bowel
symptomology



Impact on child and tamily

» |ncreased healthcare use (even pre-diagnosis)
®» Financial implications for family

» Mothers often give up (or reduce) work —reduced income

» |ncreased expenditure — attending appointments

®» |mpact on siblings: lack of understanding, multiple
appointments, confusion, differential freatment
®» Family stressors
» | ack of understanding from others
» Anxiety and stress
» “Nobody believes us”



CFS/ME and mental health

= Roughly 1/3 of young people with CFS/ME meet diagnostic
criteria for a mental health difficulty:

» 30% depression

»30-40% anxiety

» Half of those will have both
» Compounded by:

»/Increased fime at home - reduced social contact
Having to give up favoured activities

» Sense of social isolation

» Sense of “falling behind” peers

= | ow confidence in capabilities, due to fatigue

® Denial and over-exertion, triggering fatigue
= | ack of motivation and enjoyment



Treatments and recovery

» N|ICErecommended treatments for CFS/ME
» Activity Management
» Graded Exercise Therapy

» Cognitive Behavioural Therapy

®» Treatments address a range of factors

» Practical: activity levels, sleeping patterns, school attendance plans,
diet

» Fmotional: mental health, recovery goals, rebuilding self-confidence

» Cognitive: shifting focus and symptom management, managing flare-
ups

®» Recovery stafistics:
» 60% recovered after 6 months of active treatment

» 35% recovered at 1 year




Treatment: Managing activity levels
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Treatment: Managing activity levels




Treatment: Managing activity levels




What counts as high energy activitiese

» Physical activities
= Walking
» P E/Sports
» Hobby/clubs

» Cognitive activities

» School and school-work

» Reading, TV, computer use

» Chatting with friends and family
®» Emotional activities

» | qughter and fun

» Anxiety, arguments, stress




Supporting pupills with
CFS/ME
(and their families)




Impact of CFS/ME symptoms in the
classroom

» |imited concentration periods
» 30-45 minutes for mild-moderately impaired students

» ]5-20 minutes for severely impaired

®» |ncreased noise sensitivity -> distractibility

» “Brain fog" — difficulties attending to and processing information
» Written aids and reminders/prompts

®» Access to lesson materials
® [inite amount of energy:. need to prioritise

®» Physical symptoms e.g. pain




Impact of freatment on school
attendance

» Reduced (part-time) attendance in the short-term

» Stabilise attendance across the week e.g. mornings only is better
than full days and then days off

» Gradually re-increase attendance

» Regular clinic appointments may be in school hours

» Exclusion from P.E

®» For some pupils, work with local HERS services / home tuition
» Prioritising core (and favoured) subjects

» Reduce number of GCSEs?



ptfom management at school: what helpse

» Regularrest breaks

Time out card

Alternate high and lower energy activity

Access to quiet space

» Avoid naps
» Regular food intake: “little and often”

®» Permission to miss non-essential sections of day (e.g. home for free
periods)




Emotional health: what helpse

®» |mportant to maintain social contact — break/lunch times

®» Regular review meetings with young person and parents

» Named point of contact within school/education

®» Ensure regular communication between education and HCPs

» | etters from healthcare service
» HCPs to attend/contribute to school review meetings

®» Access to emotional support e.g. counselling where
appropriate



Exams and stress

» Stress can trigger flare in CFS/ME symptoms
®» Preparation for exams is key
®» EXxam concessions

» 5% extra time

» Rest breaks

» Smaller, quieter room

» Some pupils benefit from scribe or laptop
» o be applied to mocks and formal exams

» Avoid multiple exams on one day where possible




Challenges supporting
young people with CFS/ME




Challenges supporting young people
with CFS/ME:. a complex illness

» |nvisible iliness
» Brave faces
» Fluctuating illness: recovery is not a straight line

» [lares and remission

» Seasonal variation




Challenges supporting young people
with CFS/ME: who calls the shotse

» Challenging for young people: symptom management
vs living a normal life

» Several people involved: young person, family, health
professionals, education team — differences in views
» Pqafferns are key: need 1o collect data
» | ook at recent attendance history — and presentation in school
» Calculate an average, manageable amount — discuss together
» Start small and build up gradually
» Keep records and keep talking!

» Keep in fouch with healthcare tfeam — we're here to help you
too



Challenges supporting young people
with CFS/ME: how do you feel nowe

On your tables, take a few minutes to consider:

» How do you feel now about supporting pupils with CFS/ME<¢
» How would you feel discussing it with a pupil and/or family?

» What do you think is most important when supporting these pupils?



Feedback and questions
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Supporting Children & Young People with CFS/ME Supporting Young People with Chronic Fatigue

Information for Schools & Colleges

Energy Management

This leaflet contains information and guidance designed to help professiona!
in educational settings to understand the symptoms experienced by children
and young people with Chronic Fatigue Syndrome/Myalgic Encephalitis
(CFS/ME) and to support their continued attendance and success.

What is CFS/IME?

CFSIME is relatively common in children, affecting at least 1% of teenagers. It is probably the
largest cause of long-term absence from school. CFS/ME symptoms may include:

s Extreme fatigue after normal everyday ¢ Malaise and dizziness, nausea
activities * Sleep disturbance

+ Pain (including headaches)

+ Impaired mental functioning (poor concentration, distractibility, difficulty focussing, poor
memory, ‘brain fogging’)

We usually find that children and young people with CFS/ME have only a finite amount of
energy capacity and the normal “recharging of batteries” is impaired_ If the amount of available
energy is exceeded, then the young person experiences a ‘payback’ over the next day or two
where they may feel fluey’ and wiped out. This is also known as a “Boom and Bust” cycle. In
our experience, young people with CFS/ME may also be more likely than those without fatigue
i v . TN N e o Energy Management is the way all of us should balance our daily activity.
Itis especially useful if you have CFS/ME as your energy stores are
much lower, and therefore balance becomes more important.
This leafiet will explain how to monitor and record your daily activities,

including how to fill in the Activity, Rest and Sleep Diary.
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Supporting Young People with CFS/ME

Learning challenges for young

people with Chronic Fatigue (ME)

If you have CFS you are
more likely to find it difficult to
stay attentive to what you are

doing, whether that is reading
a book, watching TV or
having a conversation.

You might find it more difficult
to concentrate in situations
where there are lots of things
going on at once (e.g. when

_\ you're trying to concentrate

- w9 but there’s lots of noise,
distractions and lots of people talking at once).

Also, in situations where you switch between different tasks (like doing
some work in front of the TV, or listening to a teacher while getting on
with an exercise) you may hot be able to concentrate on either task very
well.

You may also find it harder to concentrate for a longer period of time, so
you may miss things. The longer you spend concentrating the more
likely you will become tired, and the more tired you get the more difficult
you may find it to learn.

This leaflet explains some of the common challenges and ways to
support improved leaming for young people with CFS. This

leaflet is for young people and their parents, carers and teachers.



http://www.ruh.nhs.uk/cfs

Thank you for listening

» With thanks to Professor Esther Crawley and Dr Maria
Loades

» Bath Specialist Paediatric Chronic Fatigue Service

» Website - www.ruh.nhs.uk/cfs
» Telephone - 01225 821 340

» FMail - Ruh-ir.paedscfsme@nhs.net
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