
Family Conference 2026

Welcome to the 

family conference
Saturday 6 June 2026

The creche is open for drop -off. Conference will start at 9.30



Family Fun Day 2023

Welcome!

uWelcome, introductions & agenda

uHousekeeping

uCheck in

uTheme park tickets for tomorrow
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Meet the committee team

Family Conference 2026

Jo                  Abbas              Ann                 Julian    Rich

Chair                     Treasurer           Super -organiser                       ---  Fundraising ---  
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Meet the committee team

Family Conference 2026

Zohra              Danielle             Rosie                  Elisa               Delphine

---  Family Network ---                                     ---  Communication ---



Family Conference 2026

Are you part of 

the Family 

Network?



Family Fun Day 2023

New resources at rtsuk.org.uk

Info Bank page

NEW plain English version of the 

International Consensus Guidelines on RTS

NEW Family Guide 

Family Conference 2026



Family Fun Day 2023

THANK YOU 

Family Conference 2026



Family Fun Day 2023

Expert speakers

1:1 appointments are available

Dr. Susan Wiley     Dr. Jane Waite    Courtney Greenhill          Laxmi Patel

Family Conference 2026



Family Fun Day 2023

Our speakers and sessions this morning:

10.00 Family connection carousel
  Meet other RTS families

10.45 Education, Health & Care Plans (EHCPs)

  Laxmi Patel, Special Educational Needs Solicitor, Boyes Turner

11.05 Coffee break

11.20 Emotional experiences and wellbeing in RTS
  Courtney Greenhill

11.40 A Shared Perspective on RTS: Medical and Psychological Insights

  Dr. Susan Wiley and Dr. Jane Waite

12.50 Collect children from the creche  and LUNCH

Todayõs agenda - morning

Family Conference 2026



Family Fun Day 2023

14.00 Removing Barriers
  Jane & Jimmy James

14.45 Rotating break out groups 4 x 30 minutes

  Teens & young adults ð Meet in the foyer

  Crazy golf and social time

 

  

16.45 AGM and final words

17.00 Close. Day attendees depart / Overnight attendees check in

18.15 Pre-dinner drinks in the Tower Suite Foyer

18.45 Dinner. Celebration Awards and Disco

Todayõs agenda - afternoon

Family Conference 2026

Making sense of 
behaviours that 

challenge

The Nitty Gritty of 
EHCPs and the Law

Managing your 
emotional journey 
as a parent carer

International 
Guidelines



Family Fun Day 2023

Meet other RTS 

families

Family Connection 

Carousel

Speed dating format!

Explanation of cards 

7 minutes to chat, then those with 
ôgreen/rotateõ move on

Ice breakersé

u Introduce your family

u What are you looking forward to 
most about the conference?



Family Fun Day 2023

SEND, EHCPs and the Law

Laxmi Patel, Partner and Head of 

Education, Boyes Turner LLP

SEND: Special Educational Needs and Disabilities 

EHCPs: Education Health and Care Plans (EHCPs)



boyesturner.com

SEND, EHCPs and the 
Law

June 2026
Laxmi Patel, Partner and Head of Education  

Boyes Turner LLP
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SEND, EHCPs and the Law

ÅLaxmi is an experienced solicitor in the niche area of SEND law. She 
is listed in the Legal 500 and Chambers directories as a leading SEN 
solicitor.

ÅShe represents clients at the SEND Tribunal, including Health and 
Social Care extended appeals, and often works collaboratively with 
schools and local authorities. She has experience of complex 
appeals and case manages them from beginning to end, securing 
significant packages of education and social care support.

ÅLaxmi is recognised as a SEND expert and is invited regularly to 
share her knowledge on changes to SEND legislation, government 
guidance and changes to practice and procedure for external 
organisations.

ÅShe is a committee member of the Education Law Association, 
which organises talks and discussion groups for educationalists, 
lawyers and advice workers concerned with the law of education.  

Laxmi Patel 

14



+44 (0)118 959 7711       enquiries@boyesturner.com       boyesturner.com

1. The law

2. School based support 

3. How to get an EHCP  - EHC needs assessment (EHCNA)

4. Evidence / therapy reports 

5. EHCP - what kind of support can you get?

6. Placement options

7. Annual Reviews

8. Key transitions

9. Appeals to the SEND Tribunal

10.²ƘŀǘΩǎ ƻƴ ǘƘŜ ƘƻǊƛȊƻƴΚ ¢ƘŜ {9b5 ²ƘƛǘŜ tŀǇŜǊ

Content

SEND, EHCPs and the Law

15
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ω Children & Families Act 2014 (CFA) ς Part 3

ω The SEND Regulations 2014

ω SEN (Personal Budgets) Regulations 2014 

ω SEND (First-tier Recommendations Power) Regulations 2017  - but note: Health and/or 
social care that educates or trains is education provision. Under the extended appeal,  
non-binding recommendations can be made for health and social care.

ω SEND Code of Practice (CoP) ς 0-25 years (Jan 2015)(CoP)

Chapter 9 CoP sets out information about assessments & content of EHCPs

S77 CFA ς aǳǎǘ ΨƘŀǾŜ ǊŜƎŀǊŘΩ to CoP

NB. Local Authority (LA) may have its own local policies but CoP will always carry greater 
weight and CFA and Regulations will have the last say.

1. The law 

SEND, EHCPs and the Law

16
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SEN support in schools ģ para 6.44+ SEND CoP

ÅSchools to remove barriers to learning and put effective special educational provision (SEP) in 
place. 

ÅA 4-part graduated approach cycle: assess, plan, do, review. Earlier decisions and actions are 
revisited, refined and revised with a growing understanding of the pupilĦs needs and what 
supports the pupil in making good progress and securing good outcomes. 

ÅAssess ģ class teacher working with the SENCo, views of parents, pupilĦs own views and, if 
relevant, advice from external support services eg health or social services who should liaise 
wit the school to help inform assessments. Where professionals are not already working with 
school staff, the SENCo should contact them if the parents agree. 

ÅPlan  - parents must be formally notified if pupil is placed on SEN Support. The teacher and 
SENCo should agree, in consultation with the parent and the pupil the adjustments, 
interventions and support to be put in place, with a clear date for review. The support and 
intervention provided should be chosen to meet the outcomes identified for the pupil, based 
on reliable evidence of effectiveness, and should be provided by staff with sufficient skills and 
knowledge.

2. School based support  

SEND, EHCPs and the Law

17



+44 (0)118 959 7711       enquiries@boyesturner.com       boyesturner.com

ÅDo ģ the class/subject teacher should remain responsible for working with the child on a daily 
basis, even where interventions involve group or 1:1 teaching away from the main class.

ÅReview ģ the effectiveness of the support and interventions and their impact on the pupilĦs 
progress should be reviewed in line with the agreed date. Consider the views of the pupil and 
parents and enable them to be involved in planning next steps. 

ÅInvolving specialists ģ eg Educational Psychologists, CAMHS, specialist teachers or support 
services (Autism Outreach, VI or HI specialists), therapists (OT, SLT, PT) - where a pupil 
continues to make less than expected progress, despite evidence-based support matched to 
the pupilĦs area of need, the school should consider involving specialists, including those 
secured by the school itself or from outside agencies. Schools can involve specialists at any 
point to advise them on early identification of SEN and effective interventions and should 
always involve a specialist where a pupil continues to make little progress despite SEN 
support. Parents should always be involved in any decision to involve specialists. 

ÅRequesting an EHCNA ģ where despite the school having taken relevant and purposeful 
action  to identify, assess and meet the SEN of the child or young person (C/YP), the C/YP has 
not make expected progress, the school or parents should consider requesting an EHCNA. 
Note that the LA will expect to see evidence of the action taken by the school as part of SEN 
support. 

2. School based support  

SEND, EHCPs and the Law
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ÅSEN support ς assess, plan, do, review.

ÅExceptions ς significant change in circumstances; transfer into the LA and no information 

received.

ÅS36 (8) CFA ς LA must secure assessment if:

a)  CYP has or may have SEN and

b)  It may be necessary for SEP to be made in accordance  with an EHCP.

ÅFor 18+ years ς also need to consider if additional time is needed to complete education or 

training compared to majority of others of same age with no SEN.

3. EHC needs assessment 

SEND, EHCPs and the Law
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ÅDŜǘ ǘƘŜ ǎŎƘƻƻƭΩǎ ǎǳǇǇƻǊǘΣ ƛŦ ǇƻǎǎƛōƭŜΦ

Å²ǊƛǘŜ ǘƻ 5ƛǊŜŎǘƻǊκIŜŀŘ ƻŦ /ƘƛƭŘǊŜƴΩǎ {ŜǊǾƛŎŜǎκ [! Ƴŀȅ ǿŀƴǘ ǇŀǊŜƴǘǎ ǘƻ ŎƻƳǇƭŜǘŜ ŀƴ ƻƴƭƛƴŜ 
form.

ÅLA must respond within 6 weeks.

Å[ƛǎǘ ǘƘŜ /¸tΩǎ ŘƛŦŦƛŎǳƭǘƛŜǎ ŀƴŘ ŜǾƛŘŜƴŎŜ ŜƎ ǎŎƘƻƻƭ ǊŜǇƻǊǘǎΣ LƴŘƛǾƛŘǳŀƭ 9ŘǳŎŀǘƛƻƴ tƭŀƴǎ όL9tǎύΣ 
ŜȄŎƭǳǎƛƻƴǎΣ ǘƘŜǊŀǇƛǎǘǎΩ ǊŜǇƻǊǘǎΦ

ÅWhere CYP has made progress, evidence to show it has only been as a result of much 

additional support at a sustained level over and above that which is normally provided.

ÅList why an EHCP may be needed eg. therapies, specialist teaching, additional support 1:1 or 

small group work, specialist equipment.

3. EHC needs assessment 

SEND, EHCPs and the Law
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SEND Tribunal advice is that your report should: 

ÅaŜŜǘ ǘƘŜ ǎǘŀƴŘŀǊŘǎ ƻŦ ǘƘŜ ǇǊƻŦŜǎǎƛƻƴŀƭΩǎ ŎƻŘŜ ƻŦ ŎƻƴŘǳŎǘ

ÅInclude their qualifications and experience

ÅState the purpose of the report and explain written or oral instructions 

ÅList any other reports they have referred to

ÅDescribe their assessment, observations and diagnosis ς highlight factual assumptions, deductions 
from those assumptions and any unusual, contradictory or inconsistent features of the case

ÅSay if and when other experts were consulted, what information was shared and how this informed  
views

ÅInclude all relevant information

ÅIdentify, narrow and agree any issues where possible

ÅMake it clear if there is not enough information to reach a conclusion on a particular issue or point

4. Evidence - therapy reports

SEND, EHCPs and the Law

21



+44 (0)118 959 7711       enquiries@boyesturner.com       boyesturner.com

The EHCP is made up of Sections A ς K. Amendments can be made to all Sections at Annual Review but 
only Sections B, F and I can be fully challenged at the SEND Tribunal.

ω A - Views, interests and aspirations of the child, parents and YP

ω B - 5ŜǎŎǊƛǇǘƛƻƴ ƻŦ ǘƘŜ ŎƘƛƭŘκȅƻǳƴƎ ǇŜǊǎƻƴΩǎ ό/¸tύ ƭŜŀǊƴƛƴƎ ŘƛŦŦƛŎǳƭǘƛŜǎ ƛΦŜΦ ǘƘŜƛǊ {9b

ω C - IŜŀƭǘƘ ƴŜŜŘǎ ǘƘŀǘ ǊŜƭŀǘŜ ǘƻ ǘƘŜ /¸tΩǎ {9b 

ω D - {ƻŎƛŀƭ ŎŀǊŜ ƴŜŜŘǎ ǘƘŀǘ ǊŜƭŀǘŜ ǘƻ ǘƘŜ /¸tΩǎ {9b

ω E - Outcomes sought

ω F - Provision required to meet educational needs 

ω G - Health care provision

ω H1 - Social care provision (under 18 years) (s2 of Chronically Sick and Disabled Persons   Act 
1970) 

ω H2 - Other social care provision 

ω I - Type and name of school/college 

ω J - Details of Personal Budget (if requested and agreed)

ω K - List of advice

5. EHCPs 

SEND, EHCPs and the Law
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ω 5Ŝǘŀƛƭ ǘƘŜ ŎƘƛƭŘκȅƻǳƴƎ ǇŜǊǎƻƴΩǎ ό/¸tύ fully in Section B (not just in Section A). 

ω Match needs in Section B to provision to meet those needs in Section F.

ω Outcomes: SEND CoP 9.66 ς Ψ!ƴ ƻǳǘŎƻƳŜ Ŏŀƴ ōŜ ŘŜŦƛƴŜŘ ŀǎ ǘƘŜ ōŜƴŜŦƛǘ ƻǊ ŘƛŦŦŜǊŜƴŎŜ ƳŀŘŜ 
to an individual as a result of an intervention. It should be personal and not expressed from 
a service perspective; it should be something that those involved have control and influence 
ƻǾŜǊΣ ŀƴŘ ǿƘƛƭŜ ƛǘ ŘƻŜǎ ƴƻǘ ŀƭǿŀȅǎ ƘŀǾŜ ǘƻ ōŜ ŦƻǊƳŀƭ ƻǊ ŀŎŎǊŜŘƛǘŜŘΣ ƛǘ ǎƘƻǳƭŘ ōŜ {a!w¢ΦΩ

ω Provision must be very clear  - quantified and specified.

ω L v Clarke and Somerset CC 1998 ς Provision in Section F of an EHCP must be so specific and 
clear as to leave no room for doubt as to what has been decided.

ω B-M and B-M v Oxfordshire CC 2018 ς a high level of specificity is required, even in a special 
school or special resource base. 

5. EHCPs 

SEND, EHCPs and the Law
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What can be achieved with a good Plan?

Å!ǇǇǊƻǇǊƛŀǘŜ ƭŜǾŜƭ ƻŦ ǎǳǇǇƻǊǘ ŦƻǊ ŜŘǳŎŀǘƛƻƴ ŀƴŘ ǘǊŀƛƴƛƴƎ ǳǇ ǘƻ нр ȅŜŀǊǎ ǿƛǘƘ ΨǎƻƳŜΩ ŎŜǊǘŀƛƴǘȅ 
of delivery ς judicial review/personal budget if provision is not being delivered.

ÅPersonal budget  - ŀǘ [! ŀƴŘ I¢Ωǎ ŘƛǎŎǊŜǘƛƻƴ

ÅBroad meaning of training and what may be included ς independence living, wheelchair 

practice, eye gaze, CBT, physiotherapy, music therapy

ÅPlacement named on the EHCP required to take the child

ÅPossibility of bespoke package of support

ÅAbility to specify hours of support from professional, reviews, staff training  etc.

ÅSome flexibility around types of placements (and provision in school holidays). 

5. EHCPs 

SEND, EHCPs and the Law
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Some examples: 

ÅHydrotherapy  - LA can be required to provide it offsite with transport 

ÅtǊƻǾƛǎƛƻƴ ƛƴ ǎŎƘƻƻƭ ƘƻƭƛŘŀȅǎ ƛŦ ǘƘŜǊŜΩǎ ŀ Ǌƛǎƪ ǘƘŀǘ ǘƘŜ ŎƘƛƭŘ ǊŜǉǳƛǊŜǎ Ŏƻƴǘƛƴǳƛǘȅ ƻǾŜǊ ǘƘŜ ǇŜǊƛƻŘ 
to avoid regression

ÅResidential placements ς up to 52 weeks, if required

ÅBespoke EOTAS package with: tutors, TA support, specialist equipment, weekly input from 
therapists ς OT, SLT, PT, music therapist, provision for weekly trips or social/leisure activities, 
provision for software to be purchased and updated; EP to provide advice and training to 
new staff; admin and meeting time for all staff; time for private therapists to liaise with NHS 
equal

ÅThrough the appeal -  social care almost 24/7, throughout the year, 2:1 with a nurse + one 
other ς shared funding by health and social care

5. EHCPs 

SEND, EHCPs and the Law
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ÅIs it the right school?

ÅHave you identified the next school/college?

ÅIs the peer group right?

ÅCan the school/college meet needs?

ÅMainstream or special school or a split placement?

ÅMaintained or independent/non-maintained?

ÅDay or residential placement?

ÅAre you looking for a residential placement?

ÅHome education? Education Other Than At School (EOTAS) v elective home education

ÅRemember EHCP can provide support for education up to 25 years.

6. Placement options 

SEND, EHCPs and the Law
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Preparation for the AR: 

Change to level/type of support?

ÅConsider requesting an earlier interim review if necessary

ÅDiscuss with the SENCO and therapists ς make sure they write a report or attend the AR

ÅPrepare your evidence

Change of school/type of school? Deadlines for LA to re-issue Plan:

ÅBy 15 February if key transition stage eg moving to secondary school

ÅBy 31 March if post-16 transition

7. Annual Reviews

SEND, EHCPs and the Law
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ÅGather evidence for changes being put forward.

ÅMake sure the review is called within a year of the last review.

ÅGo through the EHCP and mark up areas that need changing or that you want to discuss.

ÅAre any assessments required in preparation for the AR?

ÅMake sure everyone involved is invited to attend the AR and asked to prepare a report.

ÅGather your evidence and prepare your requested amendments / parental contribution in 

writing if substantial. 

ÅMake sure reports are circulated to everyone at least 2 weeks before the AR meeting.

ÅFollow up the AR meeting.

7. Annual Reviews

SEND, EHCPs and the Law
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ÅSchool to send AR report to LA within 2 weeks of meeting

ÅLA to decide to:

ς(1) end the Plan

ς(2) make no amendments or

ς(3) make changes to the Plan 

and must let parents know of decision within 4 weeks. 

ÅIf LA is amending the Plan, keep an eye on the timetable.

Å8 weeks from issue of proposed amendments to a final EHCP (High Court case - R (on the 

application of L and others) v Devon CC [2022] EWHC 493 (Admin))- but there is an imminent 

Govt consultation response to be published shortly.

ÅParents will be given 15 days to respond to the draft Plan. 

7. Annual Reviews

SEND, EHCPs and the Law
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Decisions re content of B, F, I of the EHCP (and social care and/or health) & decisions to end the 

EHCP.

ω Mediation - where the appeal is not just about the name or type of school/placement and  
where no school/placement is named

ω An appeal can generally only be made where a mediation advisor issues a certificate.

ω Consider an extension appeal ς Tribunal will consider recommendations to Health and Social 
Care elements of Plan alongside Education appeal. 

ω Appeal to Special Educational Needs and Disability Tribunal ς 2 + 1 month to appeal. 

ω Appeal process ς 12-мр ƳƻƴǘƘǎ ǳƴƭŜǎǎ ƛǘΩǎ ŀ ǘǊŀƴǎƛǘƛƻƴ ŀǇǇŜŀƭ ƻǊ ŎƘƛƭŘ ƛǎ ƻǳǘ ƻŦ ŜŘǳŎŀǘƛƻƴΦ 

ω Cease to maintain an EHCP appeal ς Ψƴƻ ƭƻƴƎŜǊ ƴŜŎŜǎǎŀǊȅΩ ς no longer requires SEP 
specified.  

9. Appeals to the SEND Tribunal

SEND, EHCPs and the Law
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Other options: 

ÅDiscuss concerns with the school SENCO, therapists etc.

ÅRevisit at next Annual Review ς collate evidence in meantime

ÅConsider requesting interim / emergency review

ÅComplain to the Local Government Ombudsman.

9. Appeals to the SEND Tribunal 

SEND, EHCPs and the Law
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ÅOverall message is that SEND provision is too expensive, too many appeals,  
costs are unsustainable for LAs, schools and the Tribunal. 

ÅIntroduction of a more inclusive system, replacing most EHCPs with 
Individual Support Plans, introducing a tiered support model and 
investment of nearly £4 billion. 

Key changes: 

Å Aim to streamline - introduction of a new 3-tiered system of educational 
support and likely to be 7 packages that are nationally defined, not tailored 
to individual children. A national team of independent experts will decide 
these and make recommendations every 5 years. 

Å9ȄǇŀƴŘ ΨƛƴŎƭǳǎƛƻƴ ōŀǎŜǎΩ ς expectation is that every secondary school will 
have one. 

10. The SEND White Paper 

SEND, EHCPs and the Law
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ÅSLT, OT and other experts being available to mainstream schools directly ς Ψ9ȄǇŜǊǘǎ 
ŀǘ IŀƴŘΩΦ

ÅSpecial schools to support mainstream schools in identifying and supporting needs.

ÅNew duty on schools to create an ISP for every child with SEN ς reviewed annually. 

ÅEHCPs for the most complex needs ς will set out provision but the detail will be in 
the relevant selected specialist provision packages (SSP). LA responsible for funding. 

ÅLA will review the EHCP only at key stage transitions ς i.e. reducing right of appeal.

ÅPlacement options to be limited to what is assigned under different SSPs/levels. Not 
everyone will be able to ask for a special school. 

Å[ƛƳƛǘŀǘƛƻƴǎ ǘƻ ¢ǊƛōǳƴŀƭΩǎ ǇƻǿŜǊǎ ς to consider if a different SSP is required i.e. not to 
decide on specifics. Placement  - ŘŜŎƛǎƛƻƴ ƭƛƳƛǘŜŘ ǘƻ ŎƻƴǎƛŘŜǊŀǘƛƻƴ ƻŦ [!Ωǎ ŘŜŎƛǎƛƻƴ 
for reasonableness. If unreasonable ς can direct the LA to reconsider but not that a 
particular placement is named. Ultimate decision lies with the LA. 

10. The SEND White Paper 

SEND, EHCPs and the Law

33



+44 (0)118 959 7711       enquiries@boyesturner.com       boyesturner.com

ÅSchool challenges: to identify and deliver SEND provision; to hear complaints about ISPs. 

ÅGovt will issue guidance on what they consider to be reasonable adjustments. 

ÅVery little about health and social care in the White Paper. 

ÅThose with EHCP will keep them until transition time.

Timings: 

ÅFeb 2026 ς SEND White Paper: Every Child Achieving and Thriving Children and Young 
People First ς Govt Consultation; closed on 18 May 2026. 

ÅSeveral stages before law is passed ς First Reading in Parliament, Committee Stage, 
Report Stage, Second Reading, House of Lords, Royal Assent, roll out and implementation. 

ÅNew legislation not expected to come into effect until 2028/29. In the meantime, the 
current system remains. 

ÅFirst cohort to transition to the new system will be those at the end of primary, 
secondary, and post-16 in 2029/30. 

10. The SEND White Paper 

SEND, EHCPs and the Law
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Thank you! Any questions?

Please contact us if you have any questions.

Telephone: +44 (0)118 467 6547

Email:  lpatel@boyesturner.com

Web:  senexpertsolicitors.co.uk

LinkedIn: linkedin.com/in/laxmipatelsensolicitor

Boyes Turner LLP

This document is not intended to provide legal 

advice to be used in a specific fact situation; the 

contents are for informational purposes 

only.  óBoyes Turnerô refers to Boyes Turner LLP. 

© 2021 Boyes Turner LLP

https://www.linkedin.com/in/laxmipatelsensolicitor?lipi=urn:li:page:d_flagship3_profile_view_base_contact_details;bu%2BS1q/sRDiRMQ0WVKUjSw%3D%3D
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Summary of PhD Findings
Emotional Experiences and Wellbeing in RTS

Courtney Greenhill, Dr Jane Waite, Dr Georgie Agar & Dr Jo Tarver 



What did the PhD include?

An interview study with parent/carers 

A self-report interview study with individuals with RTS

A large-scale questionnaire study

A direct assessment study



1) People With RTS Experience Emotional 
Difficulties

Families reported anxiety and 
emotional outbursts (i.e., angry and 

frustrated emotions) to have an 
impact on daily life. 



Parents and individuals described: 
ÅIncreased repetitive movement or restlessness
ÅÅĲƓĲƣŔƣŔƻĲШŸƖШћĦőĲĦťŔŰŊќШƕƨĲƚƣŔŸŰƚ
ÅBecoming overwhelmed in noisy or unpredictable situations
ÅWorry linked to unfamiliar places or changes in routine

Anxiety

Some of these signs of anxiety may not be included in typical 
diagnostic descriptions of anxiety, meaning they may be missed in 

clinical settings. 



Parents and individuals described: 
ÅEmotional outbursts as sudden and intense 
ÅBehaviours reported included emotional vocalisation, physical 

aggression to objects, and physical aggression to others.
ÅCommon triggers included: 
ÅNot being able to do a preferred activity 
ÅFinding a task too difficult 
ÅMisunderstandings or disagreements with others 
Å7ĲŔŰŊШƣŸũĬШљŰŸњ

Emotional Outbursts



2) Adapted interviews enabled individuals with 
RTS to share their emotional experiences

ÅA small group of individuals with RTS took part in adapted 
interviews to talk about their own emotional experiences. 
ÅThey were able to: 
ÅName situations that made them feel anxious, sad or 

frustrated 
ÅExplain what triggers these feelings 
ÅDescribe how their body feels when emotions build 
ÅShare what helps them calm down 

ÅParent/carer reports closely matched the experiences 
described by individuals with RTS. 





3) Comparison to Typically Developing Peers

Compared to typically 
developing peers, 

people with RTS may 
be more vulnerable to 

anxiety

Individuals with RTS 
had higher anxiety 

scores than a group of 
typically developing 

children 



This does not mean everyone with RTS will develop 
an anxiety disorder, but it suggests: 

Anxiety may be more common 

Support for anxiety should be considered earlier

Clinicians should be aware of RTS specific signs of anxiety



4) Factors Associated with Anxiety

ÅCertain factors seem to make anxiety 
more likely in RTS

ÅAcross the studies, two factors stood 
out as being especially important: 
ÅIntolerance of uncertainty
ÅImpulsivity



Intolerance of Uncertainty

Finding it hard to cope when things are unknown, unpredictable, or 
different from usual. This was the strongest and most consistent 
predictor of anxiety. 

Intolerance of uncertainty emerged as the clearest area that may be 
helpful to target in future support. 



Impulsivity
Higher impulsivity levels were associated with higher anxiety levels

One possible explanation for this is difficulties with the executive function 
ƓƖŸĦĲƚƚШťŰŸƽŰШċƚШћŔŰőŔĤŔƣŔŸŰќ

Inhibition helps us pause, think, and stop ourselves from reacting 
automatically

If inhibition is more challenging, as it may be for some individuals with RTS, 
situations can feel overwhelming or harder to manage in the moment



Other factors also played a role, including: 

Sensory 
sensitivities 

(especially to 
sound) 

Difficulties with 
emotional 
regulation

Autistic 
characteristics 



5) Factors Associated with Emotional Outbursts 

Emotional outbursts were more unpredictable and potentially vary 
between individuals. 
Outbursts were linked to: 
ÅSensory sensitivities 
ÅDifficulties with emotional regulation 
ÅWithin this, struggling to tolerate frustration 

ÅExecutive function difficulties (e.g., shifting from one activity to 
another, impulsivity) 
ÅDay-to-day triggers, such as not being able to do a task or activity, 

and being tired/ hungry, or pre-menstrual. 



6) Emotional Difficulties in RTS Type 1 and Type 2

People with RTS Type 1 and Type 2 showed similar levels of emotional 
difficulties, but the causes may differ. 

Overall levels of anxiety and emotional outbursts were similar across RTS 
subtypes, but the pathways contributing to these difficulties may not be 
the same.

This highlights the need for individualised approaches, as what helps one 
person may not help another. 



7) People with RTS are Happy

Important to 
recognise that many 

parents/carers 
reported their child 
as generally happy.

91% of parent/carers 
indicated that their 
child experiences 

strong positive 
emotions, such as 

happiness and 
excitement. 





What does all this mean for families?
Individuals with RTS may experience anxiety and emotional 

outbursts. 
Knowing this can help families feel less alone and less 

ĦŸŰŉƨƚĲĬШċĤŸƨƣШƽőċƣШƣőĲǃќƖĲШƚĲĲŔŰŊЮШШ

Understanding triggers can help families anticipate and 
reduce distress. 



. Supporting emotional regulation and intolerance of 
uncertainty may be particularly helpful. 

Certain emotional behaviours may not fit standard clinical 
checklists. It is important to consider whether behaviours 

such as increased motor activity and perseverative 
requests may be a sign of anxiety in people with RTS.



Thank you to all the parents that took 
part and continue to support the 

research!
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Top Family Priorities to discuss

ÅToileting, constipation and nutrition 

ÅSleep issues

ÅPuberty



ÅIf a family is struggling with toileting, constipation or diet, it 

can feel overwhelmingðwhere should they start?



Toileting

ÅMedical considerations:

ïRole of acute constipation

ïRole of chronic constipation

ïConsideration of tethered cord 

(when do we worry?)



Constipation

ÅRole of mobility and tone

ïMovement helps with bowel motility

ïLow tone can impact movement through the 

bowels 

ïPelvic floor PT, massage

ïReflux (spitting up) may be a sign that a child is 

constipated (if it canôt move forward, it will come 

back the other direction)



Constipation
ÅAcute constipation
ïSome children will with-hold when trying to toilet 

training because it hurts

ïYou will sometimes see a child standing at a table, 
grunting and a red face but they may actually be trying 
to hold it back in rather than push it out

ÅChronic constipation
ïCan prompt the bowels to get stretched, impacting the 

awareness of what is happening and then more issues 
with accidents around a hard stool ball or because they 
donôt recognize they have something coming out.





Constipation

ÅAcute constipation

ïShort-term laxatives/stool softeners

ÅChronic constipation

ïNeed a comprehensive approach of behavioral timed sitting along 
with keeping the bowel movements soft (smushers) and motility 
medication (pushers)

ïSometimes a ñclean-outò is needed

ïGeneral rule of thumb is that we need to treat for as long as the 
constipation has been there and then very slowly weaning from the 
medications



ÅParents often wonder if the issues are behavioural or if 

something is going on physically, how can they tell?



In reality it may be both physical and 

behavioural :

ÅPainful bowel movements can lead to fear and avoidance 

ÅWhat looks like refusal is often anxiety 

ÅConfidence may take longer to recover than constipation 

ÅReduce pressure and focus on small successes 

ÅProgress is often gradual



ÅñHow closely linked are diet, constipation and toiletingð

and what should parents focus on first?ò



Constipation

ÅRole of diet

ïSufficient fluid is key!  (but not just milk)

ïFiber sources:  fruits (strawberries), juices that 

start with P help you poop (papaya, pineapple, 

prune), graham crackers, popcorn (if safe at a 

skillset that is safe to chew and swallow) 

ÅBeware dry fiber without fluid, you can make concrete

ïMonitor foods that could constipate (cheese, 

milk)



Tethered Cord
ÅWhat are the clues of a possible tethered cord?
ïSacral dimple, hair over the spine

ïChanges  in gait or bowel and bladder patterns (often with growth spurt)

ïNeurological exam can point to a lower cord issue

ÅHow do we decide if there is a ñsymptomaticò tethered cord
ïA combination of imaging and function (low lying conus is common but might not 

cause tethered cord)

ïIn infancy can do an ultrasound of the spine

ïIn older children an MRI of the lumbar spine with cinematography is needed 
(looking at cord movement and pulsation)

ïAlso often look at other systems that could be impacted, like bladder functioning 
with urodynamics, neurological exam, and gait changes.

ÅTreatment
ïNeurosurgery will determine if surgery is indicated

ïThey try to avoid recurrent surgeries, but re-tethering can occur due to 
adhesions from surgery



ÅñMany parents worry about very limited diets. How 

concerned should they be, and whatôs a realistic 

approach?ò



Limited Diets

Many neurodivergent children have strong preferences around food.

Selective eating may be influenced by:

ÅSensory sensitivities (taste, texture, smell, appearance)

ÅAnxiety about unfamiliar foods

ÅA preference for predictability and routine

ÅPrevious difficult experiences with eating



Limited Diets

What tends to help?

Åṉ Introducing new foods gradually (15-20 exposures before a child 
can be willing to put something in their mouth!)

Åṉ Repeated, low-pressure exposure

Åṉ Foods in different forms

Åṉ Celebrating small steps (looking, touching, smelling, tasting)

Åṉ Building familiarity over time (think outside the plate)



ÅA very common concern is toilet refusalðespecially when 

a child will use a nappy but not the toilet. What might be 

going on here?



Toileting
ÅDevelopmental skills:

ïAbility to recognize that you are having a bowel movement 

ÅInitially recognizing after  having a bowel movement

ÅChild readiness clues: hiding to have a bowel movement

ÅRecognizing before I have a bowel movement that I have to go 
(and can or cannot wait)

ïAbility to do the steps of going to the bathroom (getting onto the toilet, 
pulling up and down clothing)

ïDesire to please others (motivation), communication to indicate I need 
to go

ïLimited concerns with sensory experience, fear of sitting on the toilet

ïResponding to schedule/cues and timed toileting (including 
willingness) 

ïInitiating or requesting may come second and impacted by 
communication skills (itôs okay to use a timed schedule and prompts, 
that is still successful!)



Toileting

ÅWhat does it take to go to the bathroom 
independently?

ÅMedical considerations:
ïSoft enough bowel movements (but not too soft) to 

come out without pain

ïAbility to recognize that you are having a bowel 
movement or needing to urinate
ÅInitially recognizing after  having a bowel movement/wet

ÅChild readiness clues: hiding to have a bowel movement

ÅRecognizing before I have a bowel movement/wet that I 
have to go (and I can or cannot wait)

ÅDry after a nap

ïAbility to ñsqueezeò the stool out (internal and 
external sphincter)



Toileting

ÅBehaviors and motivation that helps

ïGetting the data on bowel and bladder 

patterns

ïBuilding the skills, ñReverse chainingò

ïUsing schedules, timers

ïIncentive strategies and how to spread 

out the incentives when appropriate



Reduce Pressure

When toileting becomes stressful, children can become more anxious 
and resistant.

What helps?

ÅKeep prompts calm and predictable 

ÅUse routines rather than repeated reminders 

ÅAvoid punishment, criticism, or showing frustration 

ÅFocus on creating positive experiences around toileting 

ÅThe goal is for the toilet to feel safe, not stressful.



Build Confidence

Children often need to develop confidence in small steps.

Think about:

ÅBreaking the task into manageable stages (consider sensory 
experiences) 

ÅPractising skills without pressure 

ÅSupporting success at each step 

ÅMoving at your child's pace 

ÅConfidence grows through repeated positive experiences





Celebrate Progress
Celebrate Progress

ÅProgress is often gradual.

ÅSuccess is not just using the toilet independently.

ÅCelebrate:

ÅSitting on the toilet 

ÅCommunicating a need to go 

ÅReduced distress or avoidance 

Å Increased awareness of bodily signals 

ÅSmall steps towards independence 

ÅSmall gains can lead to big changes over time.



Sleep

ÅSleep cycles by age (and consolidation over time)

ÅDisruptions to sleep

ïMedical and behavioral contributors

ÅBuilding sleep patterns that support a good nightôs sleep



ÅSleep can be one of the most challenging areas for familiesð

impacting not just the child, but the whole household. 

ÅFor children with additional needs, sleep difficulties are 

particularly common, and often complex. So letôs start with 

this, sleep issues seem to be very common in children with 

additional needsðwhy is that?



How much sleep do typically developing children need?

ÅAge-dependent and to some degree individually variable

Age Hours

0-2 months 12-19 hours

3-11 months 14-15 hours

1-3 years 12-14 hours

3-5 years 10-13 hours

5-10 years 10-11 hours

11-17 years 8.5-9.5 hours



Iglowstein et al., 2003, p. 304



What happens beyond our control that 

interferes with good sleep

ÅFrequent hospitalization/NICU stays (we arenôt good at letting 

children get into an appropriate sleep cycle)

ÅIllnesses (ear infections, respiratory illnesses, etc)

ÅReflux, feeding difficulties when young (is my provider telling 

me to wake my child up to feed due to slow growth?

ÅSmall airways which can cause a higher rate of sleep apnea

ÅSelective appetite can contribute to low iron stores which can 

be linked to restless leg syndrome



What happens beyond our control that 

interferes with good sleep

ÅDifferences in body clock ï change in release of sleep 

hormone (in some people with neurodevelopmental 

conditions)

ÅFear of the dark and separation anxiety (may be entirely 

developmentally appropriate)



What happens within our control that 

interferes with good sleep

ÅFor older children, ñfear of missing outò, difficulty stopping 

electronics, the usual behavioral issues (prolonging bed time, 

getting up frequently after being in bed)

ÅWhen children are a little older, long naps in the afternoon

ÅEating right before going to bed (second wind)

ÅExercise (trying to wear children out late in the day)

ÅSafety considerations with night-time awakenings 



ÅSo it seems that sleep challenges can have multiple 

factors, and arenôt purely óbehaviouralô. 

ÅIf a family is struggling with sleepðbedtime battles, night 

wakingðwhat should they prioritise first?ò



What can we do to improve sleep habits

ÅWorking towards good sleep hygiene

ïRegular bedtime routine (and consider timing that is age appropriate)

ïWind-down time

ïBuild a good sleep environment (lighting, avoiding screens, abrupt loud 
sounds)

ÅBuilding self-calming strategies when developmentally appropriate 

ÅWork towards falling asleep on their own when developmentally 
appropriate (can be a gradual de-sensitization approach or the ñcry it 
out methodò)

ÅSleep diaries can help identify patterns of sleep 



ÅWaking in the night and needing a parent is something 

many families struggle with. How can this be managed in 

a realistic and supportive way?



Night -waking

ÅWe all naturally wake up through the night

ÅFor children who need help to fall asleep, they will need this again to 
fall back asleep

ÅWorking towards helping children fall asleep on their own can help

ÅThe time you have done all of the right behavioral strategies, the 
next day, you might recognize a medical issue that disrupted a 
childôs sleep

ÅOther medical needs can also cause sleep disruptions like reflux, ear 
infections)



Cerebra Sleep Guide

Å Cry it out  ï Gradually reducing parental 

responses so the child learns to settle 

independently. 

Å Bedtime fading  ï Temporarily moving bedtime 

later to match when the child naturally falls asleep, 

then gradually bringing it earlier. 

Å Faded withdrawal  ï Gradually reducing parental 

presence and support at bedtime over time. 





ÅAnd finallyðwhat should parents expect in terms of sleep 

progress, and how do they know theyôre on the right 

track?



ÅFamilies may feel that sleep challenges can feel relentless, 
but with the right understanding of both the physical and 
behavioural factors, and a consistent approach over time, 
meaningful progress is possible.

ÅOther follow on questions if there is timeé

ÅñWhen should families seek specialist help?ò

ÅñIs melatonin or medication ever appropriate?ò

ÅñHow can parents cope with their own sleep deprivation?ò



Sleep supports
ÅWhen a child isnôt sleeping, parents arenôt sleeping!

ÅMeeting with a psychologist who works with sleep problems can be 
very helpful

ÅThey can guide you and fine tune your approaches

ÅSometimes we consider sleep aides such as melatonin (what our 
body naturally makes to establish sleep cycles) or other sleep 
medications

ÅMost medications are more helpful at getting children to fall asleep 
rather than stay asleep

ÅIf a child has really delayed sleep onset or disrupted sleep cycles, 
sometimes we also use light to re-establish the bodyôs natural sleep 
wake cycle



Download the Cerebra Sleep, Pain, Anxiety and 

Sensory Processing Guides



ÅPuberty can be a challenging and uncertain time for any 

familyðbut for children with additional needs, it can raise 

additional questions around readiness, understanding, 

behaviour and independence. Weôve pulled together 

some of the most common questions parents ask to put to 

our experts.

ÅFirstly, when is the right time to start talking about 

pubertyðand how should parents approach this with 

children who have different communication or learning 

needs?



Puberty

ÅEvery parent fears puberty

ÅBigger concerns with developmental levels

ÅMenstrual cycles

ÅBuilding appropriate behaviors
ïSocial interactions, things that feel good

ÅManaging behaviors that have been around a long time but 
now my child is bigger and stronger



Strategies to support understanding

ÅStart early, build a vocabulary and 
understanding of our bodies (with the correct 
words)

ÅBuild skills to understand how we interact 
with others in our lives (who we can hug, who 
we give a high five to, who we just greet).

ÅBuild skills to recognize what are private 
parts (where bathing suit covers) and build 
capacity to say no to unwanted attention



Clues that Puberty is on itôs way

ÅFor girls, breast development is the first true sign of puberty. 
Following this, there is typically 1-2 years before menstrual 
cycles start.

ÅGirls often donôt have much height growth once they start 
menstruation
ïIf true puberty is developing prior to 11 or 12, consider going to an 

endocrinologist and discussing prolonging the onset of puberty 

ÅFor boys, testicular growth is the first true sign of puberty. 

ÅGrowth spurt continues for some time after onset of puberty



Why we might use medications to start puberty 

if it is very delayed
ÅBone health
ïEstrogen supports bone health in girls

ïTestosterone supports bone health in boys

ÅHealth screening and care
ïBoys can have undescended testicles as infants and we seek to do 

surgery early enough to preserve testicular function as well as to ensure a 
way to screen for testicular cancer

ïVaccinations to prevent HPV in boys and girls (virus that pre-disposes 
women to cervical cancer)

ïFertility is possible 



Understanding puberty
ÅGirls
ïBody hair, odor

ïPeriods can be light and intermittent for the first year

ïSome teens can manage if already independent in toileting, 
other families seek medical management of menstrual 
cycles

ÅBoys
ïBody hair, odor

ïChanges in voice, facial hair

ÅMasturbation
ïMorning erections and masturbation

Good resource:

Vanderbilt Healthy Bodies Toolkit
The Healthy Bodies Toolkit

https://vkc.vumc.org/healthybodies/




ÅParents often worry about new behaviours during puberty. 

How can they tell whatôs typical development, and what 

might need support?



Moods and feelings

ÅAre also part of growing up and becoming more independent

ÅNo matter a teenagers cognitive processing, they have a life 
experience and may seek what siblings or peers have, including 
greater independence

ÅPuberty will shift sleep-wake cycles (natural changes in melatonin 
surges in teens)

ÅPhysical changes can be exciting or concerning to the individual 
(sensory experiences of shaving, using deodorant) 

ÅLike any behavior, if behaviors in teens impact day to day care,  
functioning, or mental health, seeking help is important to do





ÅA big concern for many families is how to teach privacy 

and appropriate behaviourðespecially in a way their child 

understands and can apply in different settings.



Teaching 

Privacy



ÅñFinallyðhow can parents support their child to become 

more independent and confident through puberty?ò



Supporting independence

ÅAt all ages, we can have expectations for children to 

contribute at their level of abilities (help out the family chores)

ÅStarting at young ages is foundational for skills needed in 

puberty

ÅUsing social stories, hands-on support, moving to verbal 

prompts and/or visual schedules can build to greater 

independence



ÅPuberty can feel daunting, but with early preparation, 

clear communication and the right support, it can also be 

a positive step towards independence.

And finally, what is one key piece of advice you would give 

parents?



Family Conference 2026

LUNCH

Collect children from the 

creche

See you back here at 14.00

Family Conference 2026
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