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Aims of this presentation

To inform professionals working with children and young 
people about the specific needs of children affected by 
neurological conditions relating to their mental health.

Use lived experience data to highlight the impact on mental 
health for those who cannot access support due to lack of 
understanding of their condition.

Share sources of help and advice that are available.
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1. About the Neurological Alliance of 
Scotland

We are the umbrella organisation for neurological 
conditions charities in Scotland.

There are nearly 60 charities in our alliance – in total 
covering 42 conditions, as well as pan-neurology charities 
which cover all conditions.

• We advocate for all neurological conditions, including rare 
conditions

• We ensure everyone's voice is heard by policy makers
• We champion change and campaign for a fairer landscape 

for care and support

Our members: www.scottishneurological.org.uk/members/



2. Overview of neurological conditions



What is a neurological condition?

A neurological condition is any condition that affects the brain, spinal cord and/or nerves. 
• These systems control your mind and body
• They can affect the way you think, feel and interact with the world

Neurological conditions can be caused by a variety of factors, including:
• genes
• the environment
• bacterial or viral infections
• traumatic injuries or accidents

It’s not always possible to tell what causes a neurological condition, although research is ongoing

There are over 600 known neurological conditions
• Many are considered rare 
• Some are life-limiting
• Many of those affected have additional support needs
• Many impact children and young people (e.g migraine, muscular dystrophies, ME, epilepsy, spina bifida, 

Huntington's, Retts Disease, Battens Disease, childhood dementia, cerebral palsy, multiple sclerosis, Functional 
Neurological Disorder and many more)

Directory of Life Limiting Conditions - Together for Short Lives /   Rare conditions | NHS inform / NAoS A-Z of neurological conditions & support

https://www.togetherforshortlives.org.uk/resource/directory-life-limiting-conditions/
https://www.togetherforshortlives.org.uk/resource/directory-life-limiting-conditions/
https://www.togetherforshortlives.org.uk/resource/directory-life-limiting-conditions/
https://www.nhsinform.scot/illnesses-and-conditions/rare-conditions/
https://www.scottishneurological.org.uk/file-download/209/information-for-unpaid-carers-and-professionals-march-2026-2.pdf
https://www.scottishneurological.org.uk/file-download/209/information-for-unpaid-carers-and-professionals-march-2026-2.pdf
https://www.scottishneurological.org.uk/file-download/209/information-for-unpaid-carers-and-professionals-march-2026-2.pdf


How common are neuro conditions in 
children and young people?

There is limited data on prevalence of neurological conditions – and this presents real challenge. Without 
knowing prevalence we cannot adequately plan services.

Estimates of prevalence for 25 neurological conditions have been updated in 2026: 3. Findings - Neurological 
Conditions: estimated prevalence in Scotland in 2026 - gov.scot

Some statistics we do know for total population numbers (we do not have disaggregated GP data for CYP):

Epilepsy
(83,558)
1.4% of GP 
registered 
patients

ME
(30,513)
0.5% of GP 
registered 
patients

FASD
3-5% of the 
general 
population (or 1 
in 20)

Cerebral palsy
(9,152)
1.6-3.4 per 1,000 
live births

Spina bifida
(10,983)
1-2 per 10,000

Retts disease
1:10,000 girls 
born each year; 
rarer in boys

1.1 million people live with a neurological condition in Scotland – that’s one in six people

https://www.gov.scot/publications/neurological-conditions-estimated-prevalence-in-scotland-in-2026/pages/3--findings/
https://www.gov.scot/publications/neurological-conditions-estimated-prevalence-in-scotland-in-2026/pages/3--findings/
https://www.gov.scot/publications/neurological-conditions-estimated-prevalence-in-scotland-in-2026/pages/3--findings/
https://www.gov.scot/publications/neurological-conditions-estimated-prevalence-in-scotland-in-2026/pages/3--findings/
https://www.gov.scot/publications/neurological-conditions-estimated-prevalence-in-scotland-in-2026/pages/3--findings/
https://www.gov.scot/publications/neurological-conditions-estimated-prevalence-in-scotland-in-2026/pages/3--findings/


Not all symptoms of neurological 
conditions are visible

Mobility, balance and 
co-ordination 

Pain and fatigue Visual and hearing 
difficulties

Communication, 
speech and swallow

Medication and 
treatment

Bladder and bowel Cognition and 
memory

Mental health, 
emotional and social 

wellbeing

Find out more in our 
resource: 2026 Neurological 
conditions in the community

https://www.scottishneurological.org.uk/file-download/163/new-2026-neuro-conditions-in-the-community-13.pdf
https://www.scottishneurological.org.uk/file-download/163/new-2026-neuro-conditions-in-the-community-13.pdf


United Nations Convention on 
the Rights of Child

Article 23 gives special attention to children with disabilities, and ensures support to ensure they are able to access 
all their rights. Article 2 ensures they are not discriminated against.

”Recognizing the special needs of a disabled child, assistance …… 
shall be designed to ensure that the disabled child has effective 
access to and receives education, training, health care services, 
rehabilitation services, preparation for employment and recreation 
opportunities in a manner conducive to the child’s achieving the 
fullest possible social integration and individual development.”                                  

Article 23 of the UNCRC1

The following rights are the most likely impacted in children with neurological conditions: 



United Nations Convention on 
the Rights of Child



United Nations Convention on 
the Rights of Child



United Nations Convention on 
the Rights of Child



3. Impact on mental health

Case study: Neve's 
story: moving from 
child to adult MS 
services- MS Trust

https://www.youtube.com/watch?v=htC8UcvXU0E
https://www.youtube.com/watch?v=htC8UcvXU0E
https://www.youtube.com/watch?v=htC8UcvXU0E
https://www.youtube.com/watch?v=htC8UcvXU0E
https://www.youtube.com/watch?v=htC8UcvXU0E
https://www.youtube.com/watch?v=htC8UcvXU0E


• Long wait times and disease progression can trigger clinical depression.

• Varying levels of support available to people leads to differences in 
acceptance of diagnosis and ongoing successful self management.

• Stigma and not being believed. 

• Neurological conditions can be unpredictable and scary. Sudden death is 
estimated to be nearly 24-28 times increased risk in young people with epilepsy 
compared to the general population.

• The diagnosis of a neurological condition exacerbates and complicates any 
pre-existing mental health concerns.

• Some people are discharged from mental health services when it becomes 
known that they are living with a neurological condition.

Why is mental health influenced by a 
neurological condition?

Impact on mental health: 

• 84% of respondents said their 
mood or mental health is 
impacted by their neurological 
condition

• 45% of respondents said that 
care from mental health services 
did not meet their needs

(My Neuro Survey 2024/5)

Source: ‘Recommendations for better mental health support for people with neurological conditions’- The Neurological Alliance of Scotland 

https://www.scottishneurological.org.uk/files/mental-health-report-final-(16)-(3).pdf
https://www.scottishneurological.org.uk/files/mental-health-report-final-(16)-(3).pdf
https://www.scottishneurological.org.uk/files/mental-health-report-final-(16)-(3).pdf
https://www.scottishneurological.org.uk/files/mental-health-report-final-(16)-(3).pdf


4. Neurological conditions, mental 
illness, and mental health

Read Bruce’s story here: My Story : mental health- Neurological Alliance of 
ScotlandRead Bruce’s story here:

My Story : mental health-
Neurological Alliance of 
Scotland

https://bit.ly/3OFDwWY
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/


Neurological conditions can impact children 
and young people across all SHANARRI 
indicators

Intrusive 
thoughts
Scepticism
Bullying
Seizures
FII allegations
Self-injurious 
behaviour
Compulsive 
behaviour

Their 
neurological 
condition
Difficulty 
accessing 
treatment
Restricted 
eating
Pain
Fatigue
Delay in 
diagnosis

Difficulty 
attending school
Cognitive 
difficulties
Lack of support 
for education 
outwith school
Communication 
issues
Executive 
functioning 
difficulties

Scepticism
Lack of 
understanding
Battle for 
support in 
healthcare and 
education
Reduction in 
family income
Caregiver 
burnout

Muscle 
weakness
Anxiety
Pain
Motor 
impairments
Fatigue
Tics
Toileting issues

Minimisation of 
symptoms or 
experience
Bullying
Stigma
Not feeling 
listened to
Bowel and 
Bladder issues

Compulsive 
behaviour
Impulsivity
Anger
Disinhibition
Forgetfulness
Lack of 
awareness of 
self and others

Social isolation
Friendship 
breakdown
Anxiety
Fatigue
Communication 
challenges
Pain
Misinterpretation 
of symptoms



Appropriate and timely intervention

• Evidence shows that the brain in not fully developed until around the age of 25. 

• Young people with neurological conditions tend to be complex to manage, their 
condition fluctuates and therefore prognosis is even more challenging to 
predict. 

• Children with complex neurological needs 
require mental health professionals who 
understand the intersection between 
neurology and psychology.

• Generic counselling or mental health advice 
often misses the mark and, in some cases, 
causes harm.

• It is worth noting that some young people with complex neurological conditions remain 
eligible and are managed by children’s services until they reach the age of 26 years. 

69% carers said that 
mental health services 

are not meeting their 
child’s needs

One in five children 
cannot access any 

mental health support at 
all. 

(My Neuro Survey 2024/2025)

“We currently have no NHS support 
other than the GP. CAMHS will not 

acknowledge the diagnosis of PANS 
following Long Covid from a private 

immunologist.”

Parent of child with PANS
(My Neuro Survey 2024/2025)



60% of the carers of CYP 
stated that their child’s 
neurological condition 
significantly affected their 
ability to work or study.

(My Neuro Survey 2024/2025)

5. Challenges in education and 
children's services



Disrupted education

• Neurological conditions can impact cognitive functioning, fine and gross motor skills 
and can have symptoms of poor mental health, leading to a wide range of Additional 
Support Needs.

• The type of support needed will vary depending on the condition, and where in the 
course of the condition a CYP is (some conditions are stable – others are fluctuating).

• Some CYP will need specialist provision, others may need significant support in 
mainstream.  Most cases will require a Child’s Plan, and in complex cases a 
Coordinated Support Plan (CSP) should be considered.  In all cases a trauma-
informed approach is essential.

• Children and Young People with neurological conditions will often require an 
enhanced transition between settings.

• It may be useful to refer to information from condition-specific charities and
organisations.

Supporting CYP with neurological conditions in education

“There's no educational support or any 
support for her. She lies in bed wasting her 
life away giving up ... Last year my daughter 

who is very bright, achieving top marks 
attending school, ended up with this 
illness and struggles to get out of bed 

before 4pm... I've asked and begged for 
support especially from social work who 

haven't even bothered with us.”

Parent of child with ME
(My Neuro Survey 2024/2025)



Disrupted education

• For children and young people with neurological conditions there can be multiple challenges in attending 
school.

• Most neurological conditions will lead to a child or young person having additional support needs. 

• Some neurological conditions have symptoms of poor mental health; this can impact  a child or young 
person’s ability to cope in the school and can impact attendance.

• A CYP’s needs not being met in education impacts their ability to work or study, 
and in some cases, attend school. It can also impact their mental health. 

• If symptoms of their neurological condition are preventing 
a child from attending school, the guidance for supporting 
children who are unable to attend school due to ill health applies, 
rather than the guidance for Emotionally Based School Avoidance 
(EBSA).

Attendance

Education Scotland (2023)

“The SG’s School 
Attendance and Absence 

Statistics Collection (SG, 2022) 
consistently show children and 

young people with additional 
support needs as having lower 
attendance rates than pupils 

with no additional 
support needs” 



Disconnected children services

Of those who stated it was relevant, 42% said they were unable to access a 
social worker

Of those who stated it was relevant for them, 48% said they had not been able 
to access counselling services. Of those who accessed counselling, 29% said it 
did not meet their needs.

Of those who stated it was relevant to them, 82% had been unable to access 
neuropsychiatry services 

Of those who stated it was relevant to them, 60% had not been able to access 
neuropsychology services 

Of those who stated it was relevant for them, 61% had been unable to access 
respite care. 

"There is no-one taking a holistic view. Each medic is only concerned with their area of interest/expertise: 
neurosurgery, urology, Ophthalmics, chiropractics, podiatry. My mum has to try to provide a complete picture of 
how I am affected to all the medics but also to all the other people like school”

(My Neuro Survey 2024/2025)



Safeguarding

There have been cases of safeguarding or Fabricated or Induced Illness (FII) concerns being raised 
against parents of children and young people with neurological conditions.

These can arise because some of the symptoms of neurological 
conditions can be misunderstood as safeguarding concerns. 

• In acquired conditions, such as Brain Injury or Encephalitis  there may be
a sudden change in a child.

• In fluctuating conditions, such as FND, symptoms may come and go.

• In emerging conditions such as PANS, PANDAS or Long  Covid, 
there may not yet be published guidelines, or sufficient research 
leading to symptoms not fitting a known pattern.

• Parents and carers may be extremely stressed with 
challenging symptoms and a battle for support, and so may 
appear uncooperative.   

Keeping children and young people safe is of absolute 
importance

The major finding of the research 
is one of family trauma. The 

making of an allegation often 
causes devastating and life-long 

trauma to those accused.

50% of allegations of FII reported 
for this research were made after 

a parent carer had complained 
about the actions of the relevant 

public body

Cerebra LEAP Project - The prevalence 
and impact of allegations of 
Fabricated or Induced Illness (FII) 



6. Transitions

Read Jaz’s story here: My Story : mental health- Neurological Alliance of 
ScotlandRead Jaz’s story here: My 

Story : mental health-
Neurological Alliance of 
Scotland

https://bit.ly/3OFDwWY
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/


When is a child not a child?

There is a lack of clarity across statutory organisations as to the 

definition of a ‘child’  

This blocks access to services

AGE 12 13 14 15 16 17 18+

UNCRC / CYP (SCOTLAND) ACT 2014

CHILD CHILD CHILD CHILD CHILD CHILD ADULT

FRONTLINE NHS SERVICES CHILDREN’S SERVICES ADULT SERVICES

SPECIALIST NHS SERVICES CHILDREN’S SERVICES DEPENDS ON SERVICE

See incident reported in the news 
regarding a young person with 

epilepsy

https://www.dailyrecord.co.uk/news/scottish-news/schoolgirls-body-left-bedroom-floor-35081374


Poor transition services

The period when a young person transitions from child to 
adult services can be incredibly challenging and too 
frequently causes disruption and stress, resulting in unmet 
needs. 
Often, young people and their families have to cope with 
this transition alone. As our Today's Challenge, 
Tomorrow's Hope report illustrates, 82% of children and 
young people told us they had no named transition worker. 

“We found the transition from child to 
adult services very difficult and were left 

with little support for our cared for person 
for 6 months despite being assessed as 

needing it as there were no local services 
that could meet their needs.”

(My Neuro Survey 2024/2025)

This period can be made even more challenging if there 
are no adult services to transition into (such as for those 
with cerebral palsy). 
This can have notable impact on a young person’s 
mental health and wellbeing. 

“As the child becomes an adult the 
local authority involvement 

disappears. Have not had contact 
with social workers since child left 

school.”
(My Neuro Survey 2024/2025)



Transitions- good practice

The Scottish Transitions Forum provides  a wealth 
of information to support young people, parents 
and carers and professionals through the transition 
from child to adult services

ARC Scotland’s Compass tool supports young 
people, professionals, and parents and carers to 
plan the transitions process to meet their individual 
circumstances.

https://scottishtransitions.org.uk/
https://compass.arcscotland.org.uk/


7. The difference the right support can make

Read Nikolas’ story here: My Story : mental health- Neurological 
Alliance of ScotlandRead Nikolas’ story 

here: My Story : mental 
health- Neurological 
Alliance of Scotland

https://bit.ly/3OFDwWY
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/
https://www.scottishneurological.org.uk/case-study-mental-health/


Toolkit for professionals

Don’t Assume I'm Ok: A Toolkit

1. Be informed about neurological conditions and the impact on mental 
health and carers

2. Be proactive in asking whether a child or young person is ok and create 
safe environments where these conversations are possible

3. Understand the impact of masking and look for subtle signs and 
changes in behaviour

4. Not all children communicate verbally so assigning meaning to 
nonverbal communication and use aided language displays 

5. Include children in big conversations about their care, support and 
future

6. Use wellbeing indicators such as the SHANNARI to assess wellbeing



8. What do children and young 
people want?

To be believed

(My Neuro Survey 2024/2025)

"Be more 
understanding of FND. I’ve 

had doctors act like its all in 
my head and like I can help 

my symptoms when
I can not”.

"Tell me that my 
condition is real and that it's not 
just "all in my head" or that I'm 

"faking for attention".

"Be more 
understanding that young 

children under 5 do suffer a 
lot of pain with cerebral palsy 

and do more to help."

"Understand my condition, 
be able to advise, be able to 
support and have pathways 

who will accept me."



What do children and young people 
want?

To be respected

(My Neuro Survey 2024/2025)

“They need more 
understanding on 

FND and shouldn't 
be so fast to judge."

“A big reason I'm so 
insecure about my condition 

is because of doctors and 
healthcare professionals that make 
me feel like I'm just being silly and 

that nothing I'm experiencing is 
actually real. It makes me feel like 

I'm going crazy.”
"Explain in simple 

terms. Talk to me not 
just my Mum. Ask me 

more questions." 



“My GP says there 
is no suitable specialist service to refer me to 
and as I am 'managing' there are no suitable 

support services because they are for people 
whose condition is worse than mine...”

(My Neuro Survey 2024-2025)

To be supported

What do children and young people 
want?

"More information on FND and 
how it will affect me. There is no 

support from CAMHS, even though I’m 
on antidepressants. I use a wheelchair 

as I can’t walk for long and school 
can only offer me support to take me 

from class to class."

"The NHS and my 
GP have only recently started

to acknowledge my condition but 
won't diagnose or support it. They 

could be more willing to learn about it 
and try treatment options rather than 

leave me to suffer.”



9. Recommendations

Early intervention reduces demand for statutory services – what can you do?

Include children and young people in decision making and conversations about their care and 
support

Learn more about their condition through the single condition charities within our network

Consider how you can better understand a child's challenges using the SHANARRI indicators and 
whether a child would benefit from having a Child's Plan

Be mindful that some families have had to pursue private healthcare where waiting lists are too 
long or where conditions are rare and complex. Include their evidence and recommendations in 
the care and support put in place for a child.



Thank you & 
questions
Contacts: 
Gillian Mathewson - gillian.mathewson@pansplus.scot

Alison Philipps - Alison@craighalbert.org.uk

Alice Struthers – alice@scottishneurological.org.uk

mailto:gillian.mathewson@pansplus.scot


10. Resources and reports

The Neurological Alliance of Scotland resources

• Information and resources page: https://www.scottishneurological.org.uk/information-and-resources/

• Toolkit for supporting mental health of children and young people: Don’t Assume I’m Ok (2026)

• Find condition specific mental health support from NAoS members: Mental health condition specific directory 

• Recommendations for better mental health support for people affected by neurological conditions Report (2024)

• Report on the Scotland findings from the My Neuro Survey: Today’s Challenge, Tomorrow’s Hope (2025)

• Neurological Conditions in the Community: Information for Professionals (2026)

• Neurological A-Z resource: Information for carers and professionals (2026)

Members of the Neurological Alliance of Scotland

To find out more about our members and explore their resources, visit: 
https://www.scottishneurological.org.uk/members/

https://www.scottishneurological.org.uk/information-and-resources/
https://www.scottishneurological.org.uk/information-and-resources/
https://www.scottishneurological.org.uk/information-and-resources/
https://www.scottishneurological.org.uk/information-and-resources/
https://www.scottishneurological.org.uk/information-and-resources/
https://www.scottishneurological.org.uk/mental-health-cyp/
https://www.scottishneurological.org.uk/mental-health-directory/
https://www.scottishneurological.org.uk/files/mental-health-report-final-(16)-(3).pdf
https://www.scottishneurological.org.uk/files/mental-health-report-final-(16)-(3).pdf
https://www.scottishneurological.org.uk/file-download/91/today%E2%80%99s-challenge,-tomorrow%E2%80%99s-hope-(july-2025).pdf
https://www.scottishneurological.org.uk/file-download/163/new-2026-neuro-conditions-in-the-community-13.pdf
https://www.scottishneurological.org.uk/file-download/163/new-2026-neuro-conditions-in-the-community-13.pdf
https://www.scottishneurological.org.uk/file-download/209/information-for-unpaid-carers-and-professionals-march-2026-2.pdf
https://www.scottishneurological.org.uk/file-download/209/information-for-unpaid-carers-and-professionals-march-2026-2.pdf
https://www.scottishneurological.org.uk/file-download/209/information-for-unpaid-carers-and-professionals-march-2026-2.pdf
https://www.scottishneurological.org.uk/members/


10. Resources and reports

Bereavement and loss
• Child Bereavement UK - offer free, confidential, digital bereavement support by telephone, video or instant messenger, to families wherever they are in the UK. 
• PAMIS Bereavement and Loss Learning Resource Pack - a resource to support bereaved people with profound learning and multiple disabilities and their parents and carers.
• Cruse Bereavement Support

Trauma informed approach 
• Keeping Trauma in Mind - Education Scotland
• Trauma Informed Practice Toolkit
• Childhood Trauma and the Brain | UK Trauma Council 

Transitions
• Together for Short Lives - A checklist to a good transition
• Neurology Specific Principles of Good Transitions: Preparing for their development across the lifespan (University of Dundee, ARC Scotland, NHS Ayrshire and Arran, Cerebral Palsy 

Scotland and Scottish Government)
• ARC Scotland’s Compass tool for transitions
• The Scottish Transitions Forum

Communication 
• TalkingMats - a visual communication framework which supports people with communication difficulties to express their feelings and views. 
• PODD Communication System- CPEC 
• AAC Scotland - a website designed to help raise awareness of Augmentative and Alternative Communication and ways of providing communication support, aimed primarily at people 

who have little or no previous experience of communication disability.
• Makaton and more: communication methods for non verbal children- FCA
• What is AAC?- Communication Matters

Including children and young people in decision making 
• Decision-making: children and young people's participation: Professional advice on how to involve children and young people in decision-making published by the Scottish 

Government.
• NSPCC How can we hear and facilitate the voice of the child?

https://www.childbereavementuk.org/
https://www.childbereavementuk.org/
https://pamis.org.uk/resources/bereavement-and-loss/
https://pamis.org.uk/resources/bereavement-and-loss/
https://www.cruse.org.uk/understanding-grief/grief-experiences/children-young-people/
https://www.cruse.org.uk/understanding-grief/grief-experiences/children-young-people/
https://education.gov.scot/resources/keeping-trauma-in-mind/
https://education.gov.scot/resources/keeping-trauma-in-mind/
https://education.gov.scot/resources/keeping-trauma-in-mind/
https://www.gov.scot/publications/trauma-informed-practice-toolkit-scotland/documents/
https://www.youtube.com/watch?v=xYBUY1kZpf8
https://www.youtube.com/watch?v=xYBUY1kZpf8
https://www.togetherforshortlives.org.uk/app/uploads/2018/03/18-03-20-A-checklist-to-a-good-transition.pdf
https://discovery.dundee.ac.uk/ws/portalfiles/portal/79267183/NC_Data_ENG_print_22.08.24_Mobile_Friendly_version.pdf
https://discovery.dundee.ac.uk/ws/portalfiles/portal/79267183/NC_Data_ENG_print_22.08.24_Mobile_Friendly_version.pdf
https://compass.arcscotland.org.uk/
https://scottishtransitions.org.uk/
http://www.talkingmats.com/
http://www.talkingmats.com/
https://www.cpec.org.au/podd
https://www.cpec.org.au/podd
https://www.cpec.org.au/podd
https://www.cpec.org.au/podd
http://www.aacscotland.org.uk/home/
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