Frequently asked questions:
BEFORE THE ASSESSMENT
How do I know if my child needs an autism assessment? 
If you are considering whether your child needs an autism assessment, it may be helpful to look at the ‘Start here’ section on our website : https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/general-autism-information/ You will find resources and videos about autism, and information about some strengths and differences you may have noticed in your child. 
Our referral forms can be downloaded from the website. It may help to go through the questions and consider them in relation to your child. It may also help to speak to school and discuss their observations of your child.  If your child is age 14 or over, it is important that they understand what the assessment is for, and that they agree to have the assessment.  

When will my child’s assessment start?  
Typically, Children are seen in order, based on the date the referral reaches our service.   We have two assessment pathways and offer different types of assessments, based on a child’s age and needs. This can mean that children referred at the same time may not always be seen at the same time.  If you contact us via email at hdft.autism1@nhs.net or call 01423 557471 with your child’s name, date of birth and date of referral, we can let you know when we received the referral and when we estimate that they are likely to be seen.  We are also piloting a new appointment booking system so that families can choose the appointments that suit them better. We will contact you to let you know when you can book your appointments.  

Why is the waiting list so long? 
Our projected waiting times can vary as they are estimates based on a number of assumptions. This includes our estimate of how many referrals we can complete each month and how many new referrals we expect. These are updated every month, based on ‘live’ data (number of actual referrals received and assessments completed). We are unable to say exactly how long a child may wait as the waiting time is influenced by several factors including:
· How many children move into or out of area. If a child has been waiting on a waiting list in another region, we will honor their waiting time when they move into our area. 
· How many appointments have been missed – not attending an appointment without cancelling uses up an appointment that could have been offered to someone else.
· Complexity of assessments – some assessments take longer because we need to do extra assessment to be sure that we can make the right diagnostic decision. 
· Number of commissioned assessments. We are currently commissioned to provide 40 assessments per month on average and we receive closer to 100 referrals each month, which means that the projected estimate of waiting time for assessments is increasing each month. 


Why do waiting times differ? 
Waiting times may vary depending on when the child or young person was referred to the service.  We currently receive a higher number of referrals each month than the number of assessments we are commissioned to provide, which means that the waiting times continue to grow. This can mean that children and young people who are referred within a few months of each other have different approximate waiting times. 
There have been some periods of time during the last few years which have affected waiting times, including:
· There have been times when we were provided with temporary funding which allowed us to hire more staff and complete more assessments each month. This may mean that children and young people who were assessed during these periods of temporary funding had a different waiting time to our current waiting times.
· In September 2023 we changed our referral system to allow children, young people and their families to refer directly to our service rather than having to be seen by another professional first.  Moving over patients who were waiting to see the pediatrician for an autism assessment referral over Summer 2023 meant that we had a temporary influx of referrals, and this increased the projected waiting times. 

I am concerned about my partner/ex partner accessing information about my child's autism assessment.
We need the consent of one parent (or person with parental responsibility) for the autism assessment process.  We receive referrals for autism assessment from multiple sources including parents, schools, other professionals and directly from young people themselves.  It is the responsibility of the referrer to make sure they have consent from at least one parent or person with parental responsibility before sending us a referral. 
If we receive a referral from a school or other professional, we have no way of knowing whether they have informed or intend to inform another parent or other person with parental responsibility about the referral.  We would expect the referrer to follow their own organisation’s policies in relation to whom they inform about your child's referral for autism assessment.
Once we receive a referral, communication will be sent to the child's registered postal address as recorded on their Medical Records in the hospital. Correspondence sent to this address will be addressed to “Parent/guardian of CHILD'S NAME” 
There are a few factors that influence who we include in the assessment:
· When we start the assessment, we will ask who should be involved in the assessment.  It is usually helpful for all parents/ carers who are having regular contact with a child to have some input into an assessment, as this gives us the best picture of how a child/ young person is across different settings and enables us to help develop a shared understanding of their strengths and differences, as well as challenges they experience in different environments. 
· We know that children can be very different in different settings, and this is often quite striking when they spend time in different homes – we recognise that parents/ carers will often have different perspectives about a child, and this is okay.  We are able to offer separate parent interviews/ feedback appointments where parents are unable to come together and can still make decisions about if a child/ young person is autistic when the evidence is mixed across settings.  
· In situations where parents have very different views of a child, it can be helpful to have both perspectives and to share the outcome of the assessment with all parents/ carers to try and support a shared view of the child’s needs and what support/ adjustments they might need. 
· Some young people who can make an informed decision tell us that they do not wish a particular parent, or both of their parents to be involved in the autism assessment. For young people who are competent to make this decision, we respect their wishes. (There is no definitive age for this, but it usually applies to young people who are somewhere in their secondary education).
· Sometimes, there are safeguarding concerns or legal reasons why a child is not having any contact with one or more of their parents.  In these situations, we will follow safeguarding advice about who to include in the assessment. 
· Any adult with Parental Responsibility for a child/ young person may request access to their child's medical notes, including notes regarding the autism assessment in future.
· If a parent makes a request to see their child’s medical notes, they go through a process to remove any information about 3rd parties, or sensitive information before the notes are provided.
· If you wish to discuss any of this with us or have concerns about your child safety or somebody else's safety in terms of another parent having access to their medical notes, please contact us on 01423 557471. 



WHO HAS PARENTAL RESPONSIBILITY? (for children born in England)
- A child's mother automatically has parental responsibility.
- If the parents of a child are married when the child is born, or if they’ve jointly adopted a child, both have parental responsibility.
- They both keep parental responsibility if they later divorce.	
- For unmarried parents - An unmarried father can get parental responsibility for his child in 1 of 3 ways:
	1) Jointly registering the birth of the child with the mother (from 1 December 2003)
	2) Getting a parental responsibility agreement with the mother
	3) Getting a parental responsibility order from a court	
See this government website for further information on parental rights and responsibilities, in the UK;  including how parental rights and responsibilities apply to same-sex parents:  https://www.gov.uk/parental-rights-responsibilities/who-has-parental-responsibility 
- In some circumstances a court may grant parental responsibility to another party.



What happens if I move (house or GP) while I’m on the waiting list? 

If you move house or GP while you are on our waiting list this may affect whether we are the service that will complete your child’s autism assessment. This is because we have a set area and GP surgeries that children need to be registered with to be able to offer an assessment. If you are unsure if your child is registered with a GP in our area, please check our list of GPs here:
(Insert link for GP list).
If you have moved house or GP surgery, it is your responsibility to let us know to ensure that there are not any delays having your child referred to their local autism assessment service if you have moved out of our area.  We are happy to support you by sending any required information to your new service to show that your child has already been waiting for an assessment in another area. 
If you move into our area and had already been referred for an autism assessment in another part of the country, we are usually able to backdate your referral to the date you were first referred. You need to send us proof of the original referral (or you can ask the team you were referred to send this on to us). 

Why do I have to fill in more forms when I already did that at the start?  
We ask you to fill in more forms as your child moves up the waiting list to ensure that we have the most up-to-date information before their assessment begins. We may also ask for new forms or questionnaires to be filled in once the assessment has started that help us to understand more about your child, or a self-report questionnaire for an older child to fill in.  Any requests will be tailored to each individual case and the aim is to ensure that we have the most up-to-date, detailed and relevant information to inform our decision-making process.

What do I tell my child before the assessment?   
If your child is older, they may already know about autism, and they may even already identify as autistic. If your child is younger, you may feel worried about telling your child what their assessment is about (or you might not!). You may think your child doesn’t know what autism is, or you don’t want to worry them that there is something wrong with them. You may worry about talking about autism in case the assessment finds that they are not autistic.
You know your child best and their level of understanding. It is helpful to talk to children about the concept of neurodiversity, and that some people’s brains and bodies are a little different to others, and different things work well for different people. We will discuss the concept of neurodiversity and autism (adapting the words as needed) at your child’s appointment.
Neurodiversity refers to the natural range of variation in everybody's brain and nervous system and how this impacts on they way in which they process and experience the world. There are some lovely videos that explain autism and neurodiversity more generally on our website, as well as a longer explanation of autism you can go through as a family: https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/general-autism-information/ . It might be a good idea for you to watch these and share any with your child that you think might make sense to them:
· Neuro Bears: Video to educate and increase understanding of autism www.youtube.com/watch?v=_490q6LaHIY
· Amazing Things Happen: Video that introduces autism. amazingthingshappen.tv/?projects=amazing-things-happen
· Immie’s Signs to Spot Autism.  Video where Immie discusses her diagnosis, experience in education, ‘masking’ and spotting undiagnosed autism.  www.youtube.com/watch?app=desktop&v=hqioYJGbpNs
· Neurodiversity Explained. Video explaining the idea of neurodiversity using Lego. https://youtu.be/b3rj9nUv0Qg 

[bookmark: _Hlk182387293]Do you assess for ADHD?  
No, our service is only set up to do autism assessments. If you would like an ADHD assessment for a child, you need to make a referral to CAMHS (Child & Adolescent Mental Health Service), which is a different service in TEWV NHS Trust https://www.tewv.nhs.uk/about-your-care/conditions/adhd/.  There is some information about ADHD and a link to the referral form on our website: https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/diverse-perspectives/ 


ABOUT THE ASSESSMENT
Can my child attend their appointment without an adult? 
Sometimes young people attend the clinic alone. We would advise that the young person is able to contact someone who can come and collect them at the end of their appointment. This is because an autism assessment is a social interaction with an adult that they have not met before, and many of young people that we see can find this tiring. A young person may need the company and reassurance of a trusted adult afterwards.

Can I come into my child’s assessment with them for support?  

Where possible and comfortable for the child, we prefer parent/ carers to wait in reception. This is because the assessment looks at how your child interacts and communicates with us rather than with their parent/carer.  Sometimes, having a parent/carer present means that the child is more focused on their parent/carer, or they feel less able to talk about private things if their parent/carer was present.  If your child would prefer you to accompany them, for example if they feel anxious leaving you, we will accommodate this. We do understand though that for some children, going into a new environment with new people can cause anxiety.  If your child would prefer you to stay with them, we would usually ask you to sit behind your child and, once the assessment has started and your child appears comfortable, we may also check with them to see if they would be happy for you to leave the room and wait in reception.

Can you still diagnose my child if they cannot engage in/attend the clinic session?  
For some children and young people it may be challenging to complete the face-to-face assessment. This may be due to anxiety coming into the clinic or interacting with the clinician, or difficulties engaging with the tasks.  We have an assessment preferences form on our website https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/#preparing-for-assessment-and-information-about-our-service that you and your child can complete to give us ideas on how we can adjust the assessment to make it more comfortable for them.  There are also photographs of our team and pictures of the clinic rooms/ activities to help children and young people know what to expect. Sometimes being able to see what the place and people look like can make a big difference to how comfortable a person is with going somewhere new. 
When a child/ young person cannot engage with the assessment in person, we will plan with you for getting information to help us to complete the assessment. This might include asking you to send videos of your child interacting with you or completing some activities at home, a school observation or working with other professionals who know your child. If your child is older, we may ask them to complete a questionnaire.
A member of the team will keep in touch with you to discuss possible next steps for your child’s assessment. If you have concerns about your child engaging with the assessment, please contact the team prior to their appointment at the hospital.  

Why was the assessment that my child had different to the assessment a different child had? 
Whilst the core assessment format we use is standardised, the activities and tasks will vary slightly depending on the age and the needs of the child. For example, some assessments will be more play-based than others; some will be adapted if a child communicates non-verbally or presents as highly anxious.   If you have specific concerns about your child’s assessment, please consider contacting us on 01423 557471 or hdft.autism1@nhs.net to discuss these with a member of the team.

How can you make a decision when you only saw my child for an hour?

An autism assessment is a comprehensive process which involves pulling together information from multiple sources of evidence. The face-to-face appointment with your child is only one part of the assessment.  Typically, we use evidence gathered from parent/carers, education/nursery setting as well as the observations. However, we also use information from other sources, such as referral forms, EHCP’s as well as video evidence from parents. We will only come to a diagnostic conclusion when we have gathered enough evidence to confidently do so. 

Who will get copies of the report? 
Reports are routinely sent to the family, the Child/ Young Person’s GP and referrer (if it wasn’t a self-referral).  We send a second paper copy to the family for them to pass on to the education provider. We can discuss during the assessment if there are other people who you would like to receive the report. 


What happens if I miss the appointment? 
If at all possible, call us in advance to cancel an appointment if you cannot attend, as we can then offer the slot to somebody else.  Missed appointments extend the waiting time for everybody else.   The NHS Trust has a procedure to follow if a child/ young person is not brought to appointments.  Missing two or more appointments can result in the child being discharged from the autism assessment service.  We may also make a safeguarding referral to consider what extra support a family might need if there are concerns about a child’s health/ wellbeing needs not being met if they are not being brought to appointments. 

Will you tell school about the outcome of the assessment? 

No. The outcome of the assessment is shared with parents/carers, the referrer (if it wasn’t the family who self-referred) and the child’s GP.  We do advise, however, that you share the outcome and the report with school. This will ensure that school staff have a better understanding of your child and what adaptations could be put into place to support them.  

Can someone else e.g. a friend or other relative attend the parent interview with me for support?
Yes. If you feel that another person will be able to add relevant information or support you in answering questions from your point of view, they will be welcome to attend the parent interview. It is important that you make clear to us if there are things you cannot discuss with another person present, so that we can plan with you to gather this information in a different way. 

Should my child be with me at the parent interview? 
No. The appointment is for parents/carers and is usually conducted online via video call. There will be a separate face-to-face appointment for your child.

I (older teen) want to contribute to the developmental history 
As part of the autism assessment process, we gather information about a person’s early developmental history from parent(s)/carer(s). The developmental history appointment will gather information about a child or young person from their birth to the present day. This will also include asking for information about family background and health.
If as an older child you would like to contribute to the developmental history appointment, you will be able to discuss this with the lead professional for your assessment. They will work with you to find the most appropriate and accessible way for you to be involved in this part of the assessment. 

My teenage child doesn’t want to go ahead with the assessment. 
We encourage parents and carers to speak with young people about their autism assessment before they come for appointments. We have many resources on our website to help you to talk about autism with your child, to explain the assessment and what is involved, and to think about the possible ‘pros and cons’ of going through the assessment and possibly receiving a diagnosis.  For older children and young people autism will be discussed with them at the appointment by our team to gather their views on the assessment and what it means to them.
Under NHS guidance, young people aged 16 and above are entitled to consent to their own assessment, unless there are significant reasons to believe that the young person does not understand the decision that they are making and does not fully appreciate what is involved in the assessment and what the possible outcomes may be. 
Children and young people under the age of 16 are also able to consent to their own assessment providing they are believed to fully understand what is involved and what the possible outcomes of any assessment may be. 
We understand that it can be very difficult if your teenager decides that they do not want to go ahead with the assessment, particularly following an extended period of waiting to be offered appointments, however it can be difficult to move forward with an assessment against a young person’s wishes.
If your teenager has said that they do not want their autism assessment to go ahead, please contact the service to discuss this with a member of our team. We understand that every family has different circumstances, and we will work with you to talk to your child about the assessment to ensure that they fully understand the possible outcomes of having or not having an assessment.  We also understand that sometimes teenagers can change their mind. It may be that ‘right now’ is not the best time for your young person due to other things that they have going on in their lives but that they may feel differently in the future. In some circumstances, we may be able to agree a period for you and your child to think about the assessment and come back to us, without having to start the referral process again from the beginning. 

My child is anxious about coming to an appointment at the hospital. How can I support them/ can the assessment be done differently? 
If your child is anxious about the appointment, it may help to spend some time looking at our website, where you will find pictures of all the clinicians, clinic rooms and hospital receptions. There is also a downloadable picture-based guide about what to expect from the assessment, which you can share with your child. 
https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/ 
You can find the ‘assessment preferences’ form on our website and send this to us before your child’s assessment, where you can tell us about anything that is particularly worrying them, anything they find difficult from a sensory point of view, e.g. bright lights, seating preferences, or any changes they feel would make the assessment feel more comfortable for them. We do try to accommodate as many of these as possible, however there will be some things we may not be able to change about the room or assessment conditions.
If you are still concerned, contact us on 01423 557471/ hdft.autism1@nhs.net to talk through any specific concerns you or your child may have. We will always consider the needs of the individual young person and there are alternative options for assessment that can be discussed on a case-by-case basis.


UNDERSTANDING AUTISM
Where on the spectrum is my child/ how severe is my child’s autism?   
When talking about a spectrum in relation to autism, this can be described as the profile of different strengths and needs that an autistic individual may have.  There is no linear scale or spectrum, for example ranging from mild to severe, and we do not use these terms when talking about a child or young person’s diagnosis of autism.
Each autistic individual has a unique profile, and their strengths and needs and the impact of these will vary and change across different contexts, situations, and environments. Rather than considering autism in terms of severity, it is helpful to think about how to create an accessible environment for an autistic child or young person where they can thrive.   You can find further information here: https://the-art-of-autism.com/understanding-the-spectrum-a-comic-strip-explanation

SUPPORT
What support can I get while I’m on the waiting list?  
Our website https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/  has useful information and lots of resources: https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/. 
A member of the team is available to call you if you require advice or guidance. We run support call clinics most days and this can be booked by calling the team on 01423 557471 to make an appointment. 
Your School SENCO may be useful to contact for support about education, and this is an electronic leaflet with all the local emotional wellbeing services: https://thegoto.org.uk/mini-marketplace/.

What can we do about our child’s anxiety/behaviour etc.?
There are a variety of resources available to provide help with understanding behaviour and emotional wellbeing in autism.  It is common for young autistic people to struggle with their emotions which can lead them to behave in unexpected ways at times.  Our website and support pack contain lots of helpful information and resources to help explore these challenges. For example:
· Emotions and wellbeing: https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/education-and-development/#emotions-and-wellbeing 
· Parenting and understanding behaviour: https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/information-for-families-and-children/#parenting 
· Information for teenagers: https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/information-for-young-people/ 

There are local parent support groups, where you can meet other families: https://www.hdft.nhs.uk/services/childrens-services/specialist-childrens-services/autism-assessment/autism-resources-harrogate-north-yorkshire/support-networks/ 
There are courses you can access to learn more about autism and child development/ children with additional needs: 
· Unlocking Autism https://www.nyestraining.co.uk/Event/150347  
· Solihull Course to help understand behaviour: https://inourplace.co.uk/  [image: ]. 

EDUCATION
What can I expect from school?  
Support in nursery/ school/ college should be provided based on your child’s needs and they do not need to have a diagnosis to get extra help. If you have concerns about your child, you should arrange to talk to the class teacher or SENCo. It may be useful to consider together what your child’s needs are and the steps to supporting these which may include adaptations at school and approaches that would be beneficial to use at home and school.
Information about support for children with SEND in school can be found here: https://www.northyorks.gov.uk/children-and-families/send-local-offer/send-information-parents-and-carers/send-education/send-specialist-support-and-inclusion 
There is more information about the types of support available in schools here: https://www.northyorks.gov.uk/children-and-families/send-local-offer/send-information-parents-and-carers/introduction-send-parents-and-carers/special-educational-needs-sen-support 
For further impartial information, advice and support you can contact SENDIASS (Special Education Needs & Disabilities Information, Advice and Support Service):   https://sendiassnorthyorkshire.co.uk/ 

What do we have to do now we have a diagnosis? / What support is there after the assessment?  
Now that your child has a diagnosis, this can be a lot to process.  It has been a long journey to get to this point and you will be wondering what being autistic means for your child and their future. The clinician will support you in thinking about this and knowing what to do next. This will usually involve taking some time to adjust to this new information about your child, talking to your child about what being autistic means for them (as every child is different) and finding out together what will help them to thrive. You may want to share the diagnosis with nursery/school/college as they will then be able to discuss with you the adjustments and accommodations that could help your child/young person.
North Yorkshire County Council offers courses for parents/carers called ‘Unlocking Autism’:  https://www.nyestraining.co.uk/Event/150347
There is a wealth of information available, and the clinician can guide you in where to start (they will also provide you with an Autism Follow-Up Pack). You may want to join a local support group/network with other parents/carers as they will have navigated the same processes.  Autistic adults themselves are a fantastic source of information as they can explain exactly what it’s like to be autistic and what is likely to be most helpful. The overall aim is to gain enough knowledge about autism, so that you feel you really understand your child’s perspective, as this will then guide you in what your child needs.
You will receive an Autism Assessment Report for your child and be invited to arrange a Follow-up Appointment with us. This is an opportunity to talk a bit more about the diagnosis, how you found the assessment process, and explore how things are going now that you are a few weeks further on. You can check that you are accessing all the available support and services that you and your child could benefit from, as well as plan some next steps.
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