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 If your child has been diagnosed with an illness, disability or sensory impairment and needs a lot of additional support on a daily basis, they're described as having "complex needs". A child might have complex needs from birth, or after an illness or injury.
Children who are born too early may have the long-term consequences of extreme prematurity; others have inherited conditions, chronic illness or sustain life changing injury. The spectrum of conditions includes cerebral palsy with significant disability, intractable epilepsy, autism, chromosomal and genetic conditions, chronic lung disease, complex metabolic disease, complicated cardiac disease, oncology or post-transplant

 

 
 
 


 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 


 Section 1 – All about me  



If you wish to complete a Health and Communication passport, please inform the health professional supporting your child.  The aim of the hospital passport is to provide staff with all the necessary information about your child when you use our hospital services. This information will help us work in partnership with you in meeting your child’s needs.  If your child is admitted, please let a member of staff know your child has a hospital passport. Try and make sure the information on the passport is kept up to date. For more information about passport, you can also email: hyp-tr.huthsend@nhs.net
My Name:

I like to be called:

Date of Birth:               NHS number:

My Family members and contacts: 



My Health Needs are:






2

My network of care: useful contacts




Navigating daily life when affected by a genetic, rare or undiagnosed condition can be challenging. Your child may have lots of very obvious needs and differences from the time they are born. Others may only become apparent over time. As well as the need to manage medical appointments, you might encounter hurdles in areas of your life such as education and work, childcare and family planning, finances and social situations.
The aim of this booklet is to offer information and routes to support of a practical nature, which we hope can improve the lives of children and young people with complex health needs and/ or dependent on medical technology. We hope this will aid you to develop a circle of support with a personalised care plan. 
Please use this page to add contacts for all members of the multidisciplinary team from health, education and social care /local authority who are involved in your child’s care


	Name
	Role and Organisation
	Contact details

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	



Your child may be cared for and supported by a multidisciplinary team (or MDT for short) of health professionals. The team should make sure that you and your child have a central role in making decisions. They should keep you involved when they contact each other so that you know what is happening and keep your GP up to date about your child's care. 
Members of the MDT team are hosted by different health organisations locally (Hull University Teaching Hospitals NHS Trust, Humber Foundation Trust and City Health Care Partnership). Thresholds for referrals can vary between services and providers with some services accepting direct referrals from families and others from health professionals only. Depending on the level of your child’s health needs referrals can be initiated by your GP or Paediatrician.
Professionals your child might see -
· Lead Paediatrician (a doctor who works with children): This may be a General Paediatrician, Neurodevelopmental / Community Paediatrician, or a Specialist Paediatrician
· If a genetic diagnosis is suspected on confirmed your Paediatrician may seek support from Genetic Consultants (based at Leeds). This may happen as a virtual discussion or clinic review based on individual needs. If genetic diagnosis is confirmed there is also genetic counsellor support available to understand the impact on the wider family.
· Other doctors specialising in different areas your child needs support with may also be involved (Cardiologist, Rheumatologist, Gastroenterologist, Endocrinologist, Respiratory specialist, Paediatric surgeon, Orthopaedics, neurosurgeon, ENT, Audiology to name a few)
· Nurses (Community Nurse, Specialist children’s nurses): If your child needs regular healthcare treatment at home, your family may be supported by community children's nurses. They can also help with any treatment you need to carry out for your child, such as giving oxygen or injections.
· Your child may receive a continuing care package if they have needs arising from disability, an accident or illness that can't be met by existing universal or specialist services alone.Children who have a continuing care package have the right to a personal health budget so that their families and carers can have more control over their care.
https://www.nhs.uk/nhs-services/help-with-health-costs/what-is-a-personal-health-budget/
· A physiotherapist, who helps with movement and positioning
· A dietitian, who helps with nutrition
· A speech and language therapist, who helps  with communication and swallowing
· An occupational therapist, who supports people to carry out their everyday activities
· Mental health team including psychologist, who can help with emotion, behaviour, learning and Neurodiversity assessments
· Health Visitor: The Hull & East Riding Service’s are a team of Health Visitors, Specialist Public Health Nurses (School Nurses) and skill mix providing health information, advice and support for children, young people (up until the age of 19) and their parents / carers. They do support up to 25 years for young people with SEND

Section 2: All about Health
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 


· Palliative care team: Seriously ill children and their families deserve the chance to live a full life, supported by care that enables them to thrive. Palliative care for children and young people is an active and total approach to care, from the point of diagnosis, throughout the child’s life, death and beyond. It embraces physical, emotional, social, and spiritual elements and focuses on the enhancement of quality of life for the child or young person and support for the whole family. It includes the management of distressing symptoms, provision of short breaks, care at the end of life and bereavement support. Palliative care can be introduced at any point throughout a child’s life; it is completely individual. Some children may require palliative care from birth; others only as their condition deteriorates. Families may also vary as to whether they wish to pursue treatments aimed to cure or significantly prolong life.  Please check with your medical team if your child would be eligible for a referral for additional support from the regional palliative care team (https://www.martinhouse.org.uk/).   
Together for Short Lives is a charity committed to ensuring that children with life-limiting or life-threatening conditions receive the best palliative care and support they can.
https://www.togetherforshortlives.org.uk/
What advice and support should we expect?
When you find out your child has complex health needs, you will be told what this means, and what kind of treatment and support they might need. It is important to focus on what your child can do, not on what they cannot. Your child's care team will help them build on their strengths and to become as active and independent as possible.
Parents and carers know their child best and can often spot problems earlier than anyone else (including doctors and therapists) – so your care team will always strive to take your views and concerns seriously.  
Information
You and your child will be given information whenever you need it. If English is not your family's first language, please let us know and an interpreter will be provided if you need one.
The charity Contact supports families with disabled children. They provide an A-Z conditions library on medical information, information and advice on education, benefits, finances, childcare, social care.
· Contact: the charity for families with disabled children
https://contact.org.uk/
UNIQUE is a registered charity whose mission is to inform and support anyone affected by a rare chromosome disorder associated with learning disability / developmental delay. They also provide access to free guides to specific genetic conditions as well as guides to genetic related information
· https://rarechromo.org/
SWAN UK is the only dedicated support community in the UK for families affected by a syndrome without a name – a genetic condition  so rare it often remains undiagnosed. 
· SWAN UK (Syndromes Without A Name) - Genetic Alliance
· https://geneticalliance.org.uk/support-and-information/swan-uk-syndromes-without-a-name/


 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 


 

Making decisions together
You and your child should be at the centre of all decisions, so that you can agree the care and support what is best for them. Every child and family are different, and the care team will talk to you about their and your needs. They will involve you by:
· checking regularly and talking to you about whether and how your child's care needs are changing as they grow up, and explaining about the options that are available at every stage
· talking to you so that they understand what matters to you – for example, they should respect any social, cultural, spiritual or religious support that is important to your family
· explaining if they think something that is mentioned here won't work for your child and why, and discussing other options you could try instead
· giving you details of someone in the care team that you can contact if you have any questions.
· Regular follow up with the multidisciplinary team will be offered to your child to monitor them for any emerging co-occurring issues.

Consider the different areas of need you may wish to discuss when you meet with your health team:
· Mobility
· Communication
· Personal independence skills
· Pain
· Eating and drinking issues
· Saliva control
· Learning and Behaviour
· Vision and hearing
· Dental health: 
· Sleep issues
· Immunisation
· Bone health
· Bladder and bowel control
· Breathing/ chest problems
· Other health needs

Moving around: physiotherapy
If you're concerned about your child's ability to move around, your GP may refer you to a physiotherapist to assess their mobility needs.
Physiotherapists and occupational therapists focus on encouraging a person’s day-to-day movement skills such as sitting, walking, playing, dressing and toileting. They will use a range of specialist interventions such as movement training and equipment, e.g. walking frames, wheelchairs, supportive seating, footwear and orthotics.
You may be allocated a physiotherapist either from the community trust or the hospital trust, this usually is age and postcode dependent.



What do physiotherapists do?
They can:
· Look at strength and co-ordination, motor development, posture and balance

· Give quality of movement advice to parents, carers and other relevant professionals

· Refer onto other services

· Provide physical management programmes for home nursery and schools and undertake assessment for specialist equipment  

· Assessment for Orthotic needs

https://connect.humber.nhs.uk/service/childrens-physiotherapy/introduction-physiotherapy/
Children’s Physiotherapy Team - Connect NHS
The Blue Badge may be awarded if your child is 2 years old or over and has a permanent disability that makes walking difficult.
If your child is under the age of 3, you may get a Blue Badge if they need to have bulky medical equipment with them or need to be near the vehicle in case, they require urgent medical treatment.
Charities that support children with mobility issues include:
· Whizz-Kidz: mobility equipment and skills training for young people up to 25 years old
· Go Kids Go: wheelchair skills training
· Designability: Wizzybug loan scheme that provides power chairs for children under 5
Movement issues - Occupational therapy
Everyone has an occupation. A child’s occupation is to grow, learn and play.
Working as part of a team, occupational therapists can help children and young people to learn different ways to carry out everyday activities that they may find difficult because of their illness, injury or disability. Occupational therapists enable these children to be as independent as possible in their home, educational and other community settings. Referral thresholds locally are based on individual level of needs and referral can be initiated by GP or Paediatrician
Children's Occupational Therapy - Connect NHS
https://connect.humber.nhs.uk/service/childrens-occupational-therapy/introduction/



Communication issues 
Communication is complex and two ways. Children can have a range of skills in expressing themselves, to understand others, and be understood. Some physical conditions and learning disabilities can mean that your child has little or no clear speech, or their speech may be slow to develop.
You may worry about how well they'll communicate with you and other people as they grow up.
Speech and language therapists provide treatment, support and care for children who have difficulties with communication, or eating, drinking and swallowing. This includes understanding what is being said and learning to use words and sentences. A wide range of equipment and techniques can support or replace speech, including symbols, word boards and electronic voice output communication aids (VOCAs) and signing (perhaps using a system like Makaton).
Find out about Makaton symbols and signs on the Makaton website
Children’s Speech and Language Therapy - Connect NHS
https://connect.humber.nhs.uk/service/childrens-speech-and-language-therapy/introduction-speech-and-language/

Sleep issues 
Children with additional needs can have sleep problems for a range of physical reasons, such as muscle spasms or breathing difficulties, depending on their particular health problem.
Children with some learning disabilities may find it hard to understand why and when they need to sleep.
· There is generic sleep advice available on nhs.uk and the link is as below. https://www.nhs.uk/baby/health/sleep-and-young-children/
Additional targeted information about sleep problems, bedtime routines, bedroom environment, relaxation tapes is also available on the sleep charity website and the link is as below.https://thesleepcharity.org.uk/information-support/children/
· You can also contact your health visitor or the early help worker for targeted support
· Sleep services provide trained sleep practitioners who can support and advise families on their children’s sleep problems and support them to put effective strategies in place. The practitioners also give parents coping mechanisms to help with their own sleep deprivation. Help is provided through the delivery of sleep workshops and individualised support. You can self-refer to the service
https://www.kids.org.uk/services/hull-and-east-riding-send-sleep-service/
· Once behavioural strategies have been trialled, there may be option to prescribe medication or treat the associated issues that affect sleep. These can only be initiated by a Paediatrician or psychiatrist



Feeding and Eating
Many children and young people with a disability find eating and drinking tricky due to :
· physical problems that cause difficulty swallowing, chewing, sucking or digesting certain foods
· limited mobility, which might make it difficult to sit up to eat or drink
· a learning disability, sensory differences. 
With the right setup and tools — and a bit of practice — mealtimes can be calmer, safer and more independent. It might take longer for your child to be able to feed themselves, but developing the skills to do so can also help them in other ways, such as with speech and language development and co-ordination.
Your health visitor can advise you on many aspects of feeding and weaning your baby.
After the age of 2 years, most children should move to eating the same foods as the rest of the family in the proportions shown in the Eatwell Guide
https://www.nhs.uk/live-well/eat-well/how-to-eat-a-balanced-diet/eating-a-balanced-diet/
Fussy and selective eating are common behaviours in children. This is where a child often refuses to eat certain foods or try new ones, which can lead to eating only a few types of food. These are usually plain foods like pasta, bread, or snacks. They also might not like healthier foods like fruits, vegetables, or protein foods.
Children may avoid these foods because of their texture, colour, or even how they look on the plate. This can be difficult for parents to manage, but fussy eating is a normal part of growing up. However, if it goes on for a long time, it can cause problems with nutrition or be related to sensory issues or anxiety.
The link below has really helpful resources.
https://connect.humber.nhs.uk/resource/fussy-eating/
https://www.nhs.uk/baby/weaning-and-feeding/fussy-eaters/
For sensory issues (textures, tastes etc.) please review supporting information in Humber Sensory Processing Hub https://sensoryprocessinghub.humber.nhs.uk/

Other professionals who may offer support include:
· Speech and Language Therapy (SALT): SALT provide assessment and treatment for eating, drinking and swallowing difficulties. Examples of these are learning to use the muscles of the mouth better, using specially designed utensils and sitting in an optimal position. Referral can be made by GP or Paediatrician
· Dietitian: The Paediatric Dietitian will work with young people and their parent or carer to achieve optimal nutrition. They support children and their families where nutrition and special diets can be part of their treatment.  If a child isn’t growing well, has difficulty feeding, or has special diet needs, a paediatric dietician may be able to help.  Referral can be made by GP or Paediatrician to a Community Dietitian
· Oral and dental health: We would advise dental reviews at least once every 1-2 years or as advised by the Dentist. Brush your child’s teeth with fluoride toothpaste daily – encourage them to spit the toothpaste out and not rinse with mouthwash or water. Try to reduce the amount of sugar in diet, snacking on tooth-friendly food like fruit and vegetables. Most children will be supported by their regular dentist however some children will be referred to a special needs dentist for additional support. Some useful online resources are as below


· Children's teeth - NHS
· BrushMyTeeth
· https://www.autismtoothcare.com/

· Medication and surgery: Treatment (intervention) for severe difficulties with digestion, such as gastro-oesophageal reflux (GOR) and constipation includes medications or sometimes surgery.

Some children find it difficult to swallow. Particles of food or drink may pass into the lungs as food moves through the throat and into the stomach. This can sometimes cause respiratory illness
Tube feeding may be necessary for some children who refuse to eat or who struggle to eat and drink enough to grow and stay healthy.
If tube feeding is required long term the medical team may discuss a surgically inserted feeding tube to the stomach or the small intestine. You child will be referred to specialist in Gastroenterology and paediatric surgery to facilitate discussions. If your child needs to be fed through a tube that goes directly into their stomach, you can get advice from the support group PINNT (Patients on Intravenous and Naso-gastric and Nutrition Therapy). Find out more on the PINNT charity website.
Once a feeding tube has been placed, a hospital paediatric dietitian will continue to support you and your child. They will review your child regularly and adjust the tube feeding plan when needed, helping to make sure your child continues to grow well and receives the nutrition they need

Overweight
Overweight and obesity in childhood are associated with an increased risk of overweight and obesity in adulthood, and earlier onset of diseases such as Type 2 diabetes and cardiovascular diseases. Your child’s weight and height will be monitored during health reviews. Your doctor will assess and advise if any additional investigations are required. The cornerstone of treatment is lifestyle modification including dietary modification and physical activity. Some useful resources are listed below:
· https://activehumber.co.uk/get-active/how-to-find-an-activity

· https://gethullactive.co.uk/

· https://www.liveithull.co.uk/health-wellbeing/send-sessions

· https://www.nhs.uk/better-health/lose-weight/healthy-eating-when-trying-to-lose-weight/

· https://www.gov.uk/government/publications/the-eatwell-guide

· https://eastriding.healthier-futures.co.uk/services/healthier-together/

· https://www.eastridinglocaloffer.org.uk/sections/leisure/

· https://www.chcpcic.org.uk/chcp-services/weightwise







Bowel Bladder support: 

Potty Training
All children are different, but most show signs of being ready to learn to use the toilet at around 2 or 3 years old.

If your child has a learning or physical disability, that does not necessarily mean they can’t be toilet trained. Nearly all children can learn to be clean and dry – it may take longer, and they may need more support, but toilet training is a life skill. Learning to wee and poo in the toilet will change your child’s future.  The longer your child wears a nappy, the harder it may be to introduce a new place for them to wee and poo, so don’t delay. 
Contact Early help or 0-19 Public Health nursing team for additional support. 

Hull IPHNs Email: Hull.cypcommunityservices@nhs.net 01482 259600
East Riding ISPHN Email: hnf-tr.isphnspoc@nhs.net 01482 689689

The Children’s Community nursing team support provision and review of continence products for all children and young people across Hull and East Riding, following a plan of toileting intervention and assessment of clinical need, once the child is over 4 years of age. Referral can be initiated by your Health Visitor or GP. They may be able to supply items such as larger nappies, pads and bedding protection once your child is over a certain age (this may vary from area to area). If they're unable to do this, they can tell you where you can buy them privately.

Email: chcp.communitychildrensnursing@nhs.net
https://www.chcpcic.org.uk/chcp-services/community-children-s-nursing
Telephone: 01482 344075
If you have a water meter and your child's health condition means that you have to do a lot of laundry, you can apply to your water supply company to cap the cost of your water under the WaterSure scheme. Find contact details for water companies on the Ofwat website.
The Family Fund can also give grants to low-income families for a washing machine or tumble drier. Find out more on the Family Fund charity website.

Constipation

Up to a third of all children get constipated – and it is even more common in children with additional needs. The aim should still be for them to pass soft stools between three times a day and four times a week. Sometimes children have to take  doses of laxative to clear out a backlog of poo. You can’t hurt your child by giving them laxatives – but undertreating constipation will cause problems for both bladder and bowel, and will prevent progress towards toilet training. It can be really difficult to encourage children with additional needs to drink enough. They may be reluctant to drink, find it physically difficult, or may have particular sensory needs and so might not recognise when they’re thirsty. The important thing to remember is ‘don’t give up!’ Be persistent and imaginative.

Please see two very useful links to support management of constipation. Additional support is also available from your doctor (GP or Paediatrician) and Children’s Community Nursing team
· www.eric.org.uk/
· https://www.bbuk.org.uk/children-young-people/resources-for-children/


Section 3: All about Local Authority and Family Support
Local Offer:
Every council in the UK must share information online about the support available in their area for:
· children and young people (up to the age of 25) with special educational needs or disabilities (SEND).
· their parents and carers
· the professionals who work with them.
The aim is to help families find the right support by putting all the information in one place. This is called the local offer.
https://www.eastriding.gov.uk/local-offer/
https://hullsendlocaloffer.org.uk/
Early Help:
Early Help is a way of thinking and working together between services with families that have additional, multiple or complex needs.
They work with families when there are additional or more complex needs. This is before the need for Children's Social Care (CSC) and safeguarding procedures. To access services from your local authority, you'll need to ask for your child to have a needs assessment. Your needs, and the rest of your family's, can be considered during your child's assessment.
Family focussed services provide a specialist worker whose main job is to work with the other agencies (health, education, social care and the voluntary sector) to provide advice, information, emotional and practical support to families.  This includes support to access direct payments if you feel the child may require additional support, such as a personal assistant (PA).
A referral can be initiated by health visitor or parents can self-refer
· https://hull.mylocaloffer.org/
· https://www.hull.gov.uk/family-support/early-help-family-support
· https://www.eastriding.gov.uk/living/children-and-families/family-help/
Telephone contact:
Hull: If you are unable to complete the online form you can contact an Early Help Locality Hub on one of the numbers below -
· North Locality Hub – 01482 828 901
· East Locality Hub – 01482 708 953
· West Locality Hub – 01482 305 770

East Riding: Phone on (01482) 391700 for a consultation with one of our early help practitioners. Early help practitioners are available Monday to Friday 9am - 4pm.



Children’s social care teams: Children’s Social Care Team is a specialist service within the local authority whoC work with children and young people with a severe disability and complex needs and their families. They can: 
· advise you about aids, equipment and adaptations to the home
· provide information and advice about financial help available to you and child with a disability or additional needs, such as direct payments if you feel the child may require additional support, such as a personal assistant (PA). 
· help you find activities for your child throughout the year
· provide information about support groups for you and your child
· provide you with information about short breaks and holiday activities for you and your child
· provide information about help with parking using the blue badge scheme, and how to apply
· provide advice and support in moving on to adult services

Children with disabilities social work team for East Riding:
· Requests from a young person, parents, and carers for assessments from the Children with Disabilities Social Work Team should be made to the Safeguarding and Partnership Hub, in the first instance. The service can be contacted by telephone by calling; 01482 395500 and choosing option two. Parents and carers who are uncertain around the level of need can also contact the Safeguarding and Partnership Hub for a consultation with a Social Worker.
· https://www.eastriding.gov.uk/living/children-and-families/childrens-social-care/support-for-families/
Child Disability Team Hull
· You can make a request by contacting the Early Help and Safeguarding Hub and complete the form. 
https://hullsendlocaloffer.org.uk/social-care/child-disability-team

· If you are unable to use the portal, you can complete a request for service form. This can be emailed to EHASH@hullcc.gov.uk.
· You can call EHASH - 01482 448 879 option 4 
If a referral is made to the Child Disability Team from EHASH a member of the team will contact you. 




Money and Benefits: The local offer will have information about:
· What benefits you can claim (universal credit, employment support allowance, Disability living allowance, personal independence payments, Carer’s allowance, Council tax disability reduction
· Grants for children with SEND
· Learn about budgets that give you better control over the support your child or young person receives
· Discover charity funding opportunities
· Discounts and concessions
· Organisations that can help with financial matters
East Riding: 
https://www.eastriding.gov.uk/local-offer/parents-and-carers/support-for-parents-and-carers/money/financial-help-for-parent-carers/
Hull:
https://hullsendlocaloffer.org.uk/money
Travel
National Rail offer assistance to enable passengers with disabilities to travel. You can book to get help at any station for any train journey. 
The Motability Scheme enables people with disabilities to get mobile by exchanging their mobility allowance to lease a new car, scooter, powered wheelchair or Wheelchair Accessible Vehicle. You may be eligible to join the Scheme if you are in receipt of a higher rate mobility allowance.
Blue Badge and Disabled Parking Permits
The charity, Contact for families with disabled children offer comprehensive information about the blue badge scheme and how to apply. This is usually done through your local authority.
To apply online you will need a photo or scan of your:
· proof of identity (such as a birth certificate, passport or driving licence)
· proof of address (such as a Council Tax bill or government letter)
· proof of benefits (if you get any)
You will also need to provide a recent digital photo showing your head and shoulders.
You’ll also need to know:
· your National Insurance number (if you have one)
· the details of your current Blue Badge (if you’re reapplying)
You can find further information and apply online: Let’s get digital – new online system to cut Blue Badge application time - GOV.UK 





Accessing Support in School
If you feel your child is struggling with their learning and may need additional support at school, speaking to the school’s Special Educational Needs Coordinator (SENCO) is a good place to start. 
The Role of the SENCO
Every school has a SENCO who oversees support for children with additional needs. The SENCO works closely with teachers, pastoral staff, health and social care professionals, and parents. Their role includes:
· understanding your child’s strengths and needs across learning, communication, sensory processing, physical development and emotional wellbeing
· coordinating assessments and specialist advice
· ensuring staff working with your child understand how best to support them
· making reasonable adjustments 
· requesting support from additional services, such as Educational Psychology, Speech and Language Therapy (SaLT), Occupational Therapy (OT), IPaSS, CAMHs and neurodiversity teams
You do not need a diagnosis for your child to receive support in school. Schools must respond to needs as they present.
Co‑Production and the Graduated Approach
Schools support children with SEND through a cycles known as the Graduated Approach, carried out in partnership with families. This means decisions are made with you, not for you.
The Graduated Approach includes:
1. Assess – gathering information from school staff, parents, and any professionals involved to build a shared understanding of your child’s needs.
2. Plan – agreeing outcomes and support strategies together, ensuring your views and your child’s voice shape the plan.
3. Do – staff putting support in place, making adaptations and using strategies agreed with the family.
4. Review – meeting with you to discuss what is working, what needs adjusting, and deciding next steps together.
If a child receives a medical or genetic diagnosis, this information can help school staff understand how best to support them. Families may choose to share medical reports or advice with school staff, if it feels right for them, and doing so can help staff make informed decisions about strategies, adaptations and planning. 
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Support in School
Depending on your child’s needs, support may include a range of approaches across learning, communication, emotional wellbeing, sensory needs and physical development. This can include:
Adaptations to teaching and the classroom
Communication and interaction support

Sensory and physical support

visual supports, timetables and structured routines
breaking tasks into smaller steps
alternative ways for your child to show their understanding
additional time and scaffolding for learning tasks

structured social skills programmes
the use of visuals to support understanding 
strategies to support understanding and expressive language

access to sensory breaks or a calming space
adapted lighting, lowered noise levels or reduced transitions
fine and gross motor programmes
additional equipment or environmental adjustments

Emotional well-being and behaviour

Health needs and flexible approaches

a trusted key adult to check in with
nurture groups or wellbeing interventions
regulation strategies, such as Zones of Regulation
pastoral support during unstructured times

For children with complex or rare medical conditions, schools can work with health professionals to develop:
· Individual Health Care Plans
· staff training for medical procedures
· emergency/response plans
Schools can also offer flexible arrangements, such as:
· phased returns
· adapted timetables or reduced‑fatigue schedules
· flexibility around hospital appointments or periods of illness






Emotional Literacy Support Assistants
 (ELSAs) are specially trained teaching assistants in schools who provide tailored, one-on-one, or small-group interventions to support children's emotional well-being. They help pupils manage anxiety, build self-esteem, improve social skills, and cope with bereavement or anger, typically through 10–12-week programmes. If you feel your child would benefit from targeted support, please discuss with SENCO.
Education, Health and Care Needs Assessments
If a child has significant and long‑term needs that require support beyond what school can provide from its own resources, families or schools may request an Education, Health and Care Needs Assessment.
This can lead to an Education, Health and Care Plan (EHCP), a legal document outlining the support the child must receive from Education, Health and Social Care.
The SENCO can explain this process and guide families through each step.
You can also speak to SENDIASS team. 
· Hull SENDIASS helpline: 01482 467540 
https://hullsendlocaloffer.org.uk/
· East Riding SENDIASS helpline: 01482 396469
https://www.eastriding.gov.uk/local-offer/about-send-and-local-offer/
IPSEA (Independent Parental Special Education Advice)
IPSEA is a registered charity offering free and independent legally based information, advice and support to help get the right education for children and young people with all kinds of special educational needs and disabilities (SEND). They also provide training on the SEND legal framework to parents and carers, professionals and other organisations. They have some useful sample letters and information for families and professionals alike





Neurodiversity assessments
Neurodiversity is the broad range of different ways brains develop and work.
Every neurodivergent child and young people is individual. It's important to learn about your child or young person's neurodiversity. This will help you to understand them better. It will also help you to parent them.
There are things that neurodivergent children and young people can find hard. These should not take away your child's strengths and skills. Encourage and support your child so that they can succeed and thrive.  Remember, neurodivergent children and young people will grow up into neurodivergent adults.
For concerns about Autism/ ADHD the referral pathway is through the Neurodiversity service, please discuss with SENCO at school
Children's Neurodiversity Front Door Team - Connect NHS
https://connect.humber.nhs.uk/service/children-neurodiversity/introduction-children-neurodiversity/
If your child has balance and coordination difficulties, please discuss with SENCO or the lead paediatrician. These include difficulties in getting dressed, using cutlery, writing, and organizing their things. Also, see how they play sports compared to other children their age.
Dyspraxia is not usually diagnosed in children under 5 years of age.  You don’t need a formal diagnosis to start doing things to support your child. The SENCO can also seek support and advice from the IPASS or SAPTS team.
Dyspraxia foundation offer support to people with dyspraxia
https://dyspraxiafoundation.co.uk/

Portage
· Portage is a home-visiting educational service for pre-school children and their families.
Portage aims to:	
· Work with families to help them develop a quality of life and experience, for themselves and their young children, in which they can learn together and play together.
· https://www.portage.org.uk/



When families are told that their child has long term complex health needs, they often have lots of questions about what may happen in the future. Your child's outlook (prognosis) depends on the underlying diagnosis. Your child may have a unifying health diagnosis or complex physical developmental and learning needs without a unifying diagnosis. All children are different, and your care team can give you more specific information about the outlook for your child. 
Diagnosis at this time can be incredibly difficult for parents and loved ones. You might find it difficult to understand all of the information that you’ve been given, not only about the condition but how it might affect the lives of your child and your family. Having a child who has a rare condition can be emotionally draining. It is important that as a parent carer you get as much support as possible.  Below are top tips from parent carers who have ‘been there’ may be helpful to you: https://councilfordisabledchildren.org.uk/sites/default/files/uploads/files/earlysupportyourchildhasrareconditionfinal.pdf
· Keep a paper trail. Keep copies of all letters, appointments, and test results in a 
folder. Keep a note of all the phone calls you make as well. 
· Be persistent. If you don’t feel all avenues to get a diagnosis for your child have 
been explored then do go back to your GP. You can ask for a second opinion.  
· Create a communication passport for your child. This can be a series of flashcards 
that explain things such as your child’s health history, what your child can and 
cannot do, their medications and any health problems they have. These can be 
taken to appointments or hospital stays and are a quick and easy way of passing on 
information to the specialist about your child.  
· If you find reliable information about your child’s rare condition, take a copy to local 
services that may not be familiar with the condition, such as your GP, social worker 
or physiotherapist. Leave people enough time to read it and make an appointment 
to discuss the information at a later date.  
· Work in partnership with health and other practitioners to get the best outcomes for 
your child. Your expertise on the condition and the need of your child is likely to be 
a real asset to this partnership.  
· Use a combination of local services and specialised services that suits the needs of 
your family best – this will reduce stress, time and expense by avoiding long, 
unnecessary journeys. Make sure that you let practitioners know this is your plan.  
· If you feel that you need to see a specialist, or if you think you may have somehow 
got ‘lost in the system’, don’t be afraid to phone to find out. Ask to speak to the 
doctor’s secretary to find out what is happening with your child’s appointment.  
· Don’t be afraid to ask your specialist questions that are concerning you, however 
silly or insignificant you think they may seem.  
· If possible, try to stick with the same practitioners so that your child gets a good 
level of care all the time from people who understand their needs.
Early Support: It is a way of working, underpinned by 10 principles that aim to improve the delivery of services for children and young people with additional needs and their families. It enables services to coordinate their activity better and to provide families with a single point of contact, continuity of care and support through key working. Early Support ensures that service delivery is focussed on the child, young person and family, and that services and practitioners work in partnership with children, young people and their families. www.ncb.org.uk/earlysupport earlysupport@ncb.org.uk
Your Health visitor can also help you in initiating referral for Early support and Portage.







Section 5: All about Family Support and wellbeing 



Health Visitor
Children and young peoples integrated public health nursing service
The Hull & East Riding Services are a team of Health Visitors, Specialist Public Health Nurses (School Nurses) and skill mix providing health information, advice and support for children, young people (up until the age of 19) and their parents / carers. They do support up to 25 years for young people with SEND
They will support concern is in relation to: growth / infant feeding / healthy eating / weight / sleep / toilet training / body worries / relationships / sexual health / bullying / drugs / smoking / alcohol / stress / bereavement / safeguarding / parental wellbeing and support.
Your Health visitor can also help you in initiating referral for Early support and Portage.
· Hull IPHNs Email: 		Hull.cypcommunityservices@nhs.net 	
01482 259600

· East Riding ISPHN Email: 	hnf-tr.isphnspoc@nhs.net 			
01482 689689

Being a carer of someone with a complex condition
Many people in the genetic, rare and undiagnosed condition community will be unpaid carers. The vast physical, emotional and financial strain that’s placed on doing this can never be underestimated.
· Looking after your own mental health and wellbeing is important for you as an individual and also helps you to look after your child and family.  Every MIND Matters is the NHS campaign for mental wellbeing.
Every Mind Matters - NHS
https://www.nhs.uk/every-mind-matters/
· Carers Direct has advice for parent carers – call on 0300 123 1053 from 9am to 8pm Monday to Friday, and 11am to 4pm at weekends (closed bank holidays), or use the textphone/minicom service on 0300 123 1004
· Working Families supports working parents and carers and their employers find a better balance between responsibilities at home and work. They offer a legal help-line to give parents and carers advice on employment rights, benefits and entitlements
You can find out more about these resources here
https://workingfamilies.org.uk/article-categories/caring-for-adults-and-disabled-children/



Support for siblings
Siblings of children and adults with complex conditions can be affected by their brother or sister’s condition, even if they themselves don’t have the same health challenges. It’s important to be aware of this, to ensure that siblings also get the support that they need.
Siblings in these situations might grow up to be more quiet and independent compared to peers without a brother or sister with complex needs. You might find that the sibling is fearlessly loyal and supportive of their brother or sister, but that they take on a supporting role that impacts on their own wellbeing.
The charity Sibs is a fantastic charity and resource to understand how to support a sibling of a brother or sister with complex needs, including specific sections for child siblings as well as adult siblings.
https://www.sibs.org.uk/
Over The Wall Camp is a UK based charity for children and young people with health challenges and disabilities to discover a world of mischief and magic. They provide a safe place to step outside of comfort zones, establish friendships and build confidence through meaningful and exciting activities.
Over The Wall Camp - UK Children's Charity
https://www.otw.org.uk/

Sex and sexuality
Older children and young people will be signposted to their own information about sex education and related topics available locally. This will cover things like having periods (for girls), sex, sexuality, contraception and starting a family.
Expert sexual health services are available via Special Educational Needs provisions, such as the school nurse, or by requesting support via your GP. 
Useful online resources 
· The sexual health charity, the Family Planning Association (FPA), also has useful resources
· https://www.mencap.org.uk/advice-and-support/relationships-and-sex
· https://www.brook.org.uk/education/
Your GP or Paediatrician can also initiate referral to the local specialist services at Conifer House
Sharing information
Many parents wish to hold off from telling their child about the prognosis/diagnosis for as long as possible, as they feel that by doing so they are protecting their child.  We know from research that children cope best with the realities of their condition when they are given honest, age-appropriate information about their condition and the chance to ask questions.
Children have an amazing capacity to understand and cope with their condition, if they are told in ways that they can understand and are supported to identify and learn strategies to help them manage.



Brothers and sisters are likely to have questions (and often worries) about their sibling. It can be difficult to judge how much to tell them, particularly if there is a large age gap. The leaflet below is intended to help parents and carers talk to children and young people about their health condition.
https://www.evelinalondon.nhs.uk/resources/patient-information/talking-to-children-and-young-people-about-their-health-condition.pdf
If you would like further help thinking about this or specific advice for your family’s situation, your child’s consultant paediatrician (or community children’s nurse, if you have one) can assist you with this. Some teams also have access to specialist psychological support that may help too.
Your care team should work with you and your child to put together information that is unique to your child – a 'personal file'. To facilitate this, we will send a copy of all clinic letters to parents and carers. It can be shared with everyone who supports your family, including friends, family members, health professionals, social workers and teachers. It could include your child's medical history, information about their abilities, conditions, medicines and other treatments, care plans, any special communication needs, equipment needs, and who to contact in an emergency.
Mental and Emotional Wellbeing
It is not easy to receive any medical diagnosis for your child, and this can bring about new emotions and challenges. The Mencap, Cerebra and Scope website has some useful pages on dealing with a disability diagnosis and thinking about the future:
https://www.mencap.org.uk/advice-and-support/diagnosis
https://www.scope.org.uk/advice-and-support/families-with-disabled-children
Cerebra - Working with you and your amazing child
Children and Young People may sometimes show a range of needs and emotions through their actions and behaviour. Consider factors such as pain, discomfort, frustration, communication difficulties, sources and experiences of sadness and anxiety and difficulties in school
Understanding the purpose of these behaviours will help support the young person, as behaviour is often a way of communicating a need. 
The challenging behaviour website contains useful information, resources and support: https://www.challengingbehaviour.org.uk/ 
You could also talk to your child’s school. Sometimes it helps to work out how to support a child to know whether any difficulties are seen at home, school, other places or everywhere. Consider referral to:
· Children’s Wellbeing Practitioner/Education Mental Health Practitioner (MHST) Telephone 01482 303688
· Mind Counselling Tel: 01482 240200 
· East Riding Children’s Wellbeing Practitioners (ERYC) Telephone 01482 391700
· https://www.erscp.co.uk/more/mental-health-and-emotional-wellbeing-service/




MIND-Ed and Youngminds also has free modules to access for parents on a wide range of supportive topics:
 https://www.minded.org.uk/ 
https://www.youngminds.org.uk/parent/
Parents/ adults can seek support via their GP if there are specific areas they need support with individually.

Grant giving and wish making
There are a range of charities that provide support to help children achieve their dreams and give families an opportunity to build important memories of happy times together.
https://www.make-a-wish.org.uk/
https://www.dreamscometrue.uk.com/
https://www.familyfund.org.uk/grants/
https://familyholidaycharity.org.uk/holidays
https://www.promisedreams.co.uk/dreams
https://www.rtcw.org/our-wishes-for-seriously-ill-children/
https://www.starlight.org.uk/
https://www.willowfoundation.org.uk/


[image: ]


[image: ]
image4.png
My Health Passport et

Paediatric Department Partnership
Retum completed passports o: hyp-tr huthsend@nhs net

Hello, my name is

ke t0 be called @

Date of birth

TS important your hospital passport 1s kept up {0 date (see Quidance notes)
Completed by:
Relationship to child
Date:

Essential information: very important information you must know about me:

About me include a bit about my diagnosis but focus on what makes me unigue and special

How | communicate and express emotions Dol tak,use signs, or pictures? Do you know how m fecling
from my facial expressions, posture o changes in my behaviour? How shoid workers know how | fee or what | need?

How do I show signs of pain and distress? Ways of making medical interventions easier?

Keeping me safe, mobility and Specific SUPpOTt / eqUIpMENt What do | need?
includ beds, sides, hoisting etc_ Do | have challenging or comlicated behaviour?

My important routines that | would like to carry on in hospital





image5.png
Important information: important information about my general daily living

Hygiene, intimate care, toileting and dressing Am | independent? Can | tell you when | need fo go to tre
tollet or when | need my pad changed? How should hospita st mest e infimate care necds?

Eating and drinking What are my i/ disbkes, support and cauipment  culley necded, omperature, (exture cic

Breathing and body temperature Inciude my racheostomy tbe size and make, CPAP, sucton, oxygen.
unusually low body temperature ctc

HOow do | take My MEdICINeS? i e a certan way | tske my medicine? Le. PEG. spoon. n foud st

‘SENSOTY NEEdS Do I have eyesigntor heaing proems, do | have a sensory dsorder”
m | senitve to ose,ight sound etc

Preferable information: information about my likes, dislikes and comfort issues
Things | like

Things | don’t like

Things that make me feel safe and comfortable

Things that will make my time in hospital better





image1.png




image2.png




image3.png
NHS

Humber Health

Partnership




