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1. Methodology

This guidance has been developed by an expert panel of health care professionals involved in
the preparation and care of children and young people with individual needs who are presenting
for surgery or other procedures. It draws on published evidence, presented evidence, existing
recommendations and established good practice.

2. Purpose and Aims

This best practice guidance is designed to support the provision of services in any hospital or
elective surgical hub which provides services for children and young people (0-18 years) with
individual needs. It is intended to describe the necessary staffing, facilities and services which
centres should have in place to deliver optimal care and experience for the children and their
carers throughout the perioperative journey.

3. Definitions

For the purpose of this guidance:

Individual (Additional) Needs: A health or developmental difference that impacts on daily life
and means the child/young person may need support beyond that which is typically provided.
This term is used in this document to capture the range of conditions which may lead to the
need for this additional support.

Autism: A lifelong individual neurodevelopmental state which presents challenges with social
interaction and communication and sensory processing, along with restricted or repetitive
behavioural patterns.

Attention Deficit Hyperactivity Disorder (ADHD): A neurodevelopmental condition which
presents with persistent hyperactivity, inattention and impulsivity affecting development or
functioning.

Learning Difficulty. A young person who presents with a reduced ability to understand new and
complex information and develop new skills but has not been assessed to diagnose a disability.

Learning Disability: A lifelong condition which develops in childhood and presents with a
reduced ability to understand new and complex information, develop new skills and function in

complex social environments.

Reasonable Adjustments: changes that are made to reduce the challenges a child/young
person may have in accessing a service.

Neurodiverse: a population level concept describing variation in human brains and cognition



Neurodivergent: describes an individual whose brain and cognition differ from the statistical
norm

4. Introduction

Creating an inclusive healthcare culture is an important part of improving the healthcare
experiences for children and young people, ensuring that they have equal access to care and
that the teams and facilities available are specifically designed to meet their needs to achieve
this. Children, young people and carers should be actively involved in the design of care
pathways and any facilities.

Healthcare outcomes for neurodivergent people and those with disabilities are worse than for
the general population. They are more likely to have co-existing medical complexities, require
access to healthcare facilities more often than their peers [1] and have premature mortality [2].
Additionally, children and young people (CYP) growing up in areas of deprivation have worse
health outcomes compared to less deprived groups [3].

Children and young people with ADHD are more likely to access healthcare due to accidents
and injuries [4-5]. CYP with autism are more likely to experience higher levels of anxiety during
preparation for their procedure [6], and more complications in the perioperative period [7]
including higher levels of pain both in the immediate post-operative period and longer term [8-
9].

CYP with individual needs are more likely to find interactions with healthcare staff and
environments challenging, generating higher levels of anxiety and distress for themselves and
their carers. This may manifest itself as significant uncooperative behaviour resulting in an
inability of providers to deliver the required procedure or treatment, with subsequent
postponement or abandonment of a procedure the child or young person needs [10].

The Equality Act 2010 places a legal duty on organisations to make “reasonable adjustments” to
reduce specific barriers created by disabilities, thus allowing individuals to participate fully in
services. This approach has also been adopted by the Care Quality Commission [11]. This
inevitably requires individualised care plans developed collaboratively between children, young
person, carers and the healthcare providers.

Failure to provide optimised care leading to a traumatic interaction with the healthcare team,
will inevitably have long-term negative consequences on their future behaviour of individuals
when interacting with healthcare.

This guidance is designed to support providers who deliver services for CYP with individual
needs undergoing procedures or surgery. It should help achieve the following key objectives:

e Ensure equitable access to healthcare.

e Reduce the risk of delays or cancellations on the day of surgery.

e |Improve patient and parent experience, reduce anxiety and help build confidence for future
interactions with healthcare.

e Devise individualised care pathways in advance with reasonable adjustments to allow for a
smooth perioperative journey.



5. Service Design and Leadership

e When creating and developing new or existing services, providers must consider how care of
children and young people with individual needs can be integrated into services and pathway
design.

e Providers must have a clear strategy for the early risk assessment and identification of CYP
with individual needs as soon as they are identified as potentially needing healthcare
interventions, so that reasonable adaptations can be putinto place as early as possible in
their healthcare journey.

o A multidisciplinary approach to care should form the framework for any reasonable
adaptation strategy. This should include the involvement of:

. The child/young person should remain at the centre of care.
. Parents and carers

= Professionals working with the family e.g. support workers, health visitors
. General practitioners

. Community nursing teams, care providers, teachers

. Learning disability nursing teams

. Paediatricians

. Surgeons

. Anaesthetists

= Ward, ODPs, theatre and recovery staff

] Play specialists.

e There should be clear strategies for education and preparation of CYP who require
reasonable adaptations including the availability of appropriate resources to facilitate this.

e Providers should ensure that any pathways for care of CYP with individual needs address all
aspects of the perioperative journey from referral and identification, to post operative care
management.

e Providers where CYP undergo procedures should have access to play specialists and where
appropriate paediatric clinical psychology to support the care of CYP with individual needs.

e Providers should nominate Autism and Learning Disability Champions to develop and
facilitate the care of CYP presenting to hospital. These staff members should be easily
identifiable and provide a link for families with hospital teams from booking to discharge.

o Providers should identify a link person within existing learning disability teams, to provide
support for any CYP with LD presenting for surgery.

o Where CYP with individual needs undergo procedures under general or local anaesthesia,
there should be a named senior medical and nursing lead within the perioperative team.
Medical and nursing leads should have knowledge and experience of caring for CYP with a



range of individual needs and gain training in relevant areas related to these roles. This
should include communication skills, anxiety management, neurodivergent needs, learning
difficulties, consent issues. There should be an understanding of the Equality Act,
deprivation of liberty policies and the delivery of safe clinical holding.

e Clinical leads should take responsibility for ensuring that suitable pathways have been
developed and incorporate environmental adaptations, governance processes and service
development strategies for meeting individual needs.

6. Training

e Allstaff involved in the care of CYP with individual needs presenting for surgery or a
procedure should have specific training in aspects of care relevant to the care of individual
needs patients. This mustinclude butis not limited to:

=  Communication skills

= Anxiety management

= Consent

= Clinical holding / Restraint

= Reasonable adaptations

= Learning disabilities, Autism and ADHD including sensory

processing difficulties [12]

e Providers should ensure training of staff is part of a structured programme with annual
updates.

e Preassessment nurses should be prioritised to complete this training as they will be the key
team members interacting with the CYP with individual needs and their carers.

e Anaesthetists with regular paediatric practice should have specific training in caring for CYP
with individual needs including anxiety management and neurodivergence, learning
difficulties and clinical holding. Engaging with local charities and support organisations may
be useful.

a. Communication Training

e Communication influences how CYP and their carers respond in healthcare settings. [10].
Communication training should include stigmatising language, deficit-based language
(“disorder” or “deficit”) and non-verbal techniques. “Identity first” language is
recommended. (i.e. an autistic person not a person with autism; sensory differences rather
than sensory processing disorder).

e Sign language (e.g. Makaton) or imagery (symbol charts) e.g. picture exchange
communication system (PECS), Talking Mats, for the preparation and explanation of the
planned events on the day should be available in areas that care for CYP, based on


https://www.talkingmats.com/

individual preferences determined at preassessment. This may include devices already
owned e.g. VOCA (Voice Output Communication Aids).

b. Safeguarding Training

Medical and Nursing leads for the individual needs service should attain Level 3
safeguarding training to support shared decision-making discussions within multi-
disciplinary settings to determine the best interests of individuals in relation to the need to
attend for surgery /procedure and the impact of delays in achieving this [13].

There should be clearly documented Trust safeguarding policies readily available for all staff
to consult if safeguarding actions are required.

c. Clinical Holding / Restraint Training

All Providers should endeavour to develop individual care pathways which minimise the
requirement for any clinical holding.

All Providers where restraint of CYP may be required within a care pathway, should have a
clear policy in place which should include:

= |ndications for restraint/clinical holding

= Risks and benefits of restraint

= Appropriate staffing and methods to facilitate restraint.

= Process of consent for restraint usage.

= Indications for abandonment of restraint.

= Pathway for debriefing following events including debriefing with staff,
patients, carers and families.

This restraint/clinical holding policy should be available for review by all multidisciplinary
team members including families, carers and patients and should be presented in
appropriate forms to facilitate this review.

Any staff involved in clinical holding must have attended an initial Trust training programme
followed by regular training updates in safe restraint techniques.

Any staff involved in the restraint of CYP should understand the legal frameworks relevant to
the restraint and how to seek support and guidance through escalating within the
organisation.

There should be clear understanding of the clinical law in relation to clinical holding of
children < 16 years old, who are or are not competent to consent.



7. Facilities/Environments

The facilities and environment are an important part of any strategy for minimising anxiety or
distress in children and young people attending a healthcare setting. Care environments should
offer the following facilities to support CYP with individual needs, and particularly those with
sensory processing differences [14].

a. Ward Areas / Day case units

e Wards or day care units should ideally have access to at least one quiet area or side room to
accommodate CYP who require this as part of their care. [15-16]. Quiet areas should be
equipped with comfortable seating, dimmable lighting, and low-stimulation decor, creating
a calming atmosphere that can be customised to the needs of the CYP. [17].

o Allspaces should meet accessibility standards for all children, young people and carers
regardless of mobility or age, with adequate space for parents or caregivers to accompany
the child.

e Children with individual needs should ideally be recovered in an area with lower levels of
noise and lighting and a familiar person, such as a parent or their carer, present as early as
possible in the process [18].

e Clear and accessible information in a variety of formats (visual, written and tactile) should
be available to guide children and families through the hospital. Information should be
simple, clear, and placed at appropriate heights for children to see. [10, 19-20]

b. Sensory rooms and Equipment

e Children and young people should have access to a sensory room or sensory equipment to
meet their specific needs. Although co located sensory rooms are a gold standard, cubicles
can be used for this purpose, customised using sensory trolleys or boxes. [21-22].

e Sensory rooms should have adjustable lighting, soft furnishings, calming colours, and non-
intrusive sounds to create a safe and comforting space for children who have sensory
needs. A variety of sensory equipment should be available which may include visual or
audio aids or projectors. [23].

e [|fasensory room is not available a variety of sensory equipment that caters to different
sensory processing needs should be available from admission to discharge. This might
include noise-cancelling headphones, sunglasses, fidget toys, stress-relief balls, weighted
blankets, or tactile sensory aids [2, 22].

e Sensory cards, information booklets and other resources in a variety of formats should be
available to help children and young people understand their theatre journey.

10



Departments should ensure that there are appropriate distraction devices to reduce stress
for children and young people to use whilst they are awaiting surgery. This may include
tablets, games consoles, toys, craft activities etc.

A sensory check of each environment is recommended to ensure appropriate environments
available within the whole pathway, and that smooth transition between them can be
achieved.

c. Quietroutes to hospital areas/parking

Providers should identify quiet routes into key hospital areas such as wards, days units and
radiology departments. Routes should avoid high-traffic areas, bright lights, loud noises,
and overwhelming stimuli.

There should be clear, visible, and accessible signage to guide CYP and carers along quiet,
less stimulating routes from parking areas to key hospital spaces.

d. Decompression areas

Specific areas within wards that care for CYP, should be considered for children to
decompress or deescalate if they are experiencing a period of high anxiety. These should be
separate from high-traffic spaces and should provide an environment where CYP can retreat
when overwhelmed [2]

e. Signage

Consideration should be given to implementing customisable signage for specific patient
needs. E.g. avisual guide for a child with autism might highlight which areas of the hospital
they are likely to visit or give step-by-step directions to specific departments [15].

Preparation for surgery

AlLCYP presenting for surgery or procedures should have an individualised plan which
meets their specific needs to ensure that anxiety/distress are minimised, the procedure is
successfully completed and that the positive interaction builds on coping strategies for
future interactions with healthcare teams [24].

Learning disabilities and neurodivergent conditions are commonly associated with other

medical conditions or are part of known syndromes. Preparation pathways must be in place
to facilitate appropriate investigation and optimisation of these conditions.

11
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. Booking

AlLCYP listed for a procedure should have an early risk assessment as soon as practical
following commencement of their procedural journey, to ensure triage to the most
appropriate level of preassessment. [25]

Information regarding any individual needs experienced by the CYP or carer should be
highlighted to the wider multidisciplinary team and specifically the pre assessment team as
early as possible. This should include information about how the CYP responded to previous
healthcare interactions, communication preferences and any behaviours likely to pose a
challenge to others. https://www.rcemlearning.co.uk/foamed/behaviours-that-challenge/

CYP who are identified as having individual needs should have additional time allocated
within pre assessment clinics to allow for shared decision making and discussions of
individual anaesthetic plans.

When booking appointments for CYP identified as having individual needs, the timing of
appointments relative to their normal schedules should be considered to help reduce
anxiety and minimise distress

Providers should have a paper or electronic alert process for CYP previously identified as
having individual needs and a way of accessing hospital passports and previous planning
documents.

There should be a process in place to consider the best care pathway for 16 -18-year-olds
i.e. following a paediatric or adult pathway, especially those who have previously required
reasonable adaptations to adult anaesthetic services.

. Preassessment

AlLCYP should be pre-assessed prior to the day of their procedure [25]. Ideally, this should
occur prior to a date being offered for surgery with additional support closer to the date if
needed. [26]

Pre assessment should identify groups of CYP that may need additional preparation,
reasonable adjustments and support e.g. CYP with neurodevelopmental, learning and/or
behavioural needs [2, 27].

Preassessment can be via telephone, virtual or face to face. Consideration should be given

within departmental pathways to the best mode of assessment as telephone/virtual
appointment may avoid a challenging additional hospital visit for the carers which may

12
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increase anxiety in CYP. For others, a F2F meeting may provide the opportunity to familiarise
the CYP with the environment and healthcare teams, which may ease anxiety regards the
day of admission.

CYP with any individual needs should be identified including any associated
communication requirements (hearing, sight, speech) which need to be considered.

All providers must have a planned care pathway that identifies whether reasonable
adjustments and additional planning are required and how this can be facilitated. This
should include assessment of the CYP’s emotional/physiological needs as well as any other
requirements for coexisting conditions [27].

Staff should be enabled to view EHCP/hospital passports, previous medical/surgical notes,
including those from other hospitals.

Weight should be recorded. This may be available from documentation in other familiar
environments e.g. school, community based services.

Routine observations e.g. O2 sats, HR, BP should be recorded if possible. This may be
obtained more successfully in a non-clinical setting away from the hospital on occasion and
pathways should be in place to organise this.

For some CYP, a multidisciplinary review or meeting will be essential to establish all their
needs. Pathways should exist to facilitate this process in a timely fashion so that surgery is
not delayed. Sometimes this process may involve visiting the CYP in a familiar environment
such at school to aid the process of developing reasonable adjustment strategies.

AlLCYP on the individual needs’ pathway should have the opportunity to be reviewed in a
consultant anaesthetic pre assessment clinic in order to collate information and discuss
with the parents/carers a range of strategies and escalations to optimise the pathway on the
day of admission. When a same day review is not practical efforts should be made to ensure
appointments work around the normal routines of the CYP.

After collecting all relevant information, the anaesthetist should discuss with the
parents/carers at their preassessment appointment the significant aspects of admission on
the day of the procedure through to discharge plans including pain assessment and
management. There should a clear plan as to the optimal time for the CYP to be on the
operating list to optimise delivery of all aspects of the care pathway and minimise distress.

The anaesthetist or a senior member of nursing staff should agree and adhere to an

Individualised admission plan with the parents/carers and the child and young person. This
should include:

13



o Fasting durations and instructions —incorporating recent “sip til send” strategies for
fluids may reduce distress
Pre hospital medication administration (regular and sedative)
Admission time and admission location (including parking and routes to wards if
applicable). This includes planning parking outside of the theatre unit to enable
admission directly from a car/ambulance.

o Admissions may be staggered or adjusted from normal timings and may not always
simply mean first on list.
Clothing (no metal for MRI cases)
What to bring (comfort blanket, familiar pillows/toys/cups/medicine syringes,
tablet/phone, headphones).
Plan for observations, wrist bands and local anaesthetic cream.
Premedication plan — what and how and when this should be given
Listing plan including time, place and staffing arrangements. This should also
include extra time on the listif this is felt necessary.
Induction plan including any potential need for restraint.
Recovery and discharge plan. This may include advance organisation of take-home
medications to reduce wating time after procedures and should include an agreed
set of discharge criteria if not standard ones.

o Post operative analgesic plan.

There should be a documented discussion regarding when to abandon attempts at
anaesthetic management and when this would be appropriate.

If there is a potential need for the use of IM anaesthetic agents this should be discussed and
documented in advance.

Consideration should be given during the planning phase and at preassessment for CYP
with complex needs where other procedures may be possible under a single anaesthetic
episode e.g. ECG, Echo, Bloods, dental examinations, immunisations (when practical), nail
cutting etc. Co-ordinating this can be challenging and the time impact on the list needs to
be factored in.

There should be a clear pathway for communicating the individualised care plan to all team
members in advance of admission.

All care pathways should aim to give CYP autonomy over their admission as far as this is
practical within the healthcare setting.

In common with other patients attending pre assessment there should be pathways in place
for the identification of health needs such as smoking, obesity, dental hygiene etc and
health optimisation in these areas which specifically consider children and young people
with individual needs.

14



c. Information and resources

e Providers should have a variety of patient information resources including but not limited to:

Paper or web based general information and contact leaflets

Videos

Interactive preparation applications

Social story images and cards both in real life and widget form.

Story books

Equipment that can be taken away such as facemasks.

Information regarding therapeutic holding in written and picture formats

O O O O O O O

e A preparation strategy should be in place linking resources from home, hospital and the
theatre play team so that preparation can be individualised to the specific needs of the CYP.

e Providers should offer play specialist sessions or clinics, real time tours/ visits and
resources for home preparation tailored to the needs of the child.

e Providers should endeavour to offer desensitisation visits over weeks (or longer if needed) to
help the CYP feel comfortable in the hospital environment and reduce the need for
pharmacological interventions.

e Parents and CYP need to be aware that complication rates can be higher post operatively in

CYP with individual needs and should have the opportunity to discuss these as part of the
preoperative assessment. [28]

d. Consent

e AllProviders should have detailed policies in place for:
o Therapeutic holding and restraint
o Escalation or termination of attempts at anaesthesia

o Next steps should postponement be required.

e There should be a local policy for the consent of children and young people including:

o Gillick competence

o Assessment of capacity [29]
o Definition of consent [30]
O

Safeguarding/ legal guardianship [13]

15



e. Play Specialists and Distraction

All departments should have a play specialist responsible for assisting with the care of CYP

[31]. This responsibility may extend to:

o

o

o

Preparing patients for theatre.
Organising and maintaining distraction equipment
Working with anaesthetic teams to manage the care of CYP within theatre.

All departments should have distraction equipment available for use [32]. This may include
some of the following:

0O 0O O O O

Sensory toys

Projectors, light sources and electronic devices
Books

Weighted blankets and tubes

Games and art and craft activities

f. Premedication

e Alldepartments should have a premedication policy. This should include directions on:

O O O O O O

Types of medications, preparations and doses held for use in the department.
Side effects and contraindications

Methods of administration

Monitoring following administration

Length of stay following administration.

Parent information

e Children requiring complex premedication protocols should have accessto a

Consultant Anaesthetic pre assessment clinic so that shared decision making and

consent can be considered prior to the day of surgery.

e Providers should have a policy in place for the administration of IM Ketamine should this

be required. This should include:

0O O O O O

Consent for use

Parent information

Administration — considering safety
Post administration monitoring
Care at home following use.

16



g. Post operative Recovery and Discharge Care

All Providers should have a strategy for the management of emergence delirium. As this is
commoner in younger children, anxious children and those with ADHD, early identification
and management planning is essential [33] to avoid potential complications following
discharge [34].

There should be a post operative recovery checklist linked to the individualise anaesthetic

plan that should address:

o Removal of unnecessary lines or other indwelling devices before fully awake, to avoid
them being removed by the patient.

o A strategy for pain control including specific assessment of pain for the
individual CYP and a plan for maximal post-operative analgesia to mitigate
worsening of behaviours initially [8]

o Parental and CYP education pre and post operatively is important, as despite adequate
analgesia children with ADHD can take longer to return to normal activities in the post-
operative period e.g. school attendance.

o Parental attendance in recovery as soon as is possible to normalise as much as
possible for the CYP.

o Aplanforthe provision of comfort items, clothing, food and drink.

o Aplanshould the child have a “meltdown” (intense loss of behavioural control triggered
by overwhelming sensory or emotional overload) in recovery and require clinical holding
(see section 6¢) or further support.

There should be an individualised nursing discharge plan which may be different from
standard discharge protocols. This allows nursing teams to swiftly discharge a CYP if they
become distressed by the hospital environment if safe to do so, without the need to await
formal medical review.

Providers should have a policy for discharge medications so that discharge is not delayed
whilst waiting for them to be dispensed.

Providers should consider providing discharge information to the parent/carer whilst their
CYP is in theatre so that they can focus on the information shared, rather than in arush on

discharge.

All discharge information should include 24-hour contact numbers should the parent or
carer need support following discharge.

17



9. Reviewing and Improving Services

a. Clinical Governance and Audit

e Practices within the service, particularly in relation to physical or chemical deprivation of
liberty should be regularly audited and discussed. Examples include:
e Governance —training compliance

e Preoperative — screening process success, appropriate information provided,
access to play

e Day of surgery — premedication success, adherence to plan, comparative fasting
times

e Time should be set aside regularly at departmental clinical governance meetings to discuss
the care of patients with individual needs, provide education and address service directions.

e Regional collaboration should be sought, and links should be cultivated between healthcare,
parent groups, schools and charities to ensure the service meets the needs of all its users.

b. Feedback

e There should be a clear method for obtaining and collating CYP and carer feedback and
integrating this into future service developments

e Service users should be actively engaged in environmental and procedural developments so
that the service meets local needs.

10. Regional networks

e Providers should work with other regional providers and surgery in children operational
delivery networks to develop and standardise services across regions and ensure that all
children and young people receive the highest standards of care.

18
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11. Additional Resources

‘Supporting Patients with Additional Communication Needs’. Royal College of Anaesthetists
2025. https://rcoa.ac.uk/sites/default/files/documents/2025-12/AdditionalNeeds2025.pdf

National Autistic Society: Learn. Supporting organisations and professionals to develop skills,
confidence and inclusive practice which improve the lives and experiences of autistic and
neurodivergent people

Mencap: Resources for Healthcare Professionals. The resources will give you the tools to make
sure you are making the adjustments needed to give great care to the people with a learning
disability who come to you for support.

Council for Disabled Children: Health and Systems Improvement. Supporting the health system
and colleagues within it to understand how best to support disabled children and young people
to live happy, healthy lives and prepare them for their future.

Autism Central. National Peer Education Programme for families and support networks of
autistic people of all ages in England. The programme is delivered by Anna Freud and
commissioned by NHS England.
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