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“We’re going to Amsterdam instead” – Our journey with Autism
by Mark Arnold, Chief Operating Officer, Urban Saints

Imagine that you are going on a journey to Paris. You know what Paris looks like, Eiffel Tower,
Champs Elise, Notre Dame, and you know how to get there, you’ve got your ticket and you’ve
boarded the airplane.
Imagine now that after the airplane has taken off, the Captain speaks to you to tell you that
actually you are not going to Paris after all. You are going to Amsterdam instead.
Now Amsterdam is nice, tulip fields, canals, windmills, and although you don’t know it as well as
Paris, you can accept going there instead. After the initial shock, as long as you are prepared to
adapt to a new location and new things to see, you can still have a fun time.
It’s a bit like this when somebody sits you down and very calmly, very sympathetically, tells you
that your child has been diagnosed with Autism. At first you feel numb, in complete disbelief,
utterly shocked, but bit by bit the consequences of what you have just been told start to sink in.
We all have dreams for our children, and we all want the very best of lives for them. We look at
them asleep in their cots and image them receiving their honours degree from a top University,
scoring the winning runs in a nail-biting Ashes series, finding a cure for a terrible disease, or
blissfully happily married with children of their own to coo over. We all start off on that journey to
Paris, and know exactly what we want to see along the way and when we get there.
Autism changes many of these dreams. It is a lifelong condition and at present there is no cure.
It manifests itself in many ways, but generally children with Autism have great difficulty
communicating effectively and lack imagination. There can be additional challenges for children
with Autism to face including learning difficulties, challenging behaviour and digestive disorders.
As a parent with a child with Autism, we suddenly found ourselves going to Amsterdam. James
was two when we received the diagnosis, he is nine now and coping very well with his condition.
We have learned an immense amount about a world we never realised existed until our journey
changed. There are more children with Autism (or Autistic Spectrum Disorder - ASD) than you
might imagine (perhaps one in every hundred), and through the various contacts we have built
up along the way we have learned from the experiences of others as they go ahead of us on
their journey – we are not alone!
The most important thing we have learned is to be positive. It is easy to sink into a pit of
depression and give up, but that is not going to help either you or the child. By being positive,
focussing on the good things that happen (and they do!), and looking for the best ways to help
your child get the most out of life, you find that Amsterdam is not too bad after all.
Now when we look at James asleep in his bed, we imagine him being able to talk to us, being
able to use the talents that lay hidden at the moment, being able to contribute to society in a
positive way, being as happy throughout his life as our little bundle of fun is today. It’s not the
same dream we once had for James, but it’s a dream that is precious to us, gives us hope, and
something to aim for.
There are still tough days, but now we can get through them and continue to focus on helping
James to realise his potential. Paris would have been nice, but once you get used to
Amsterdam you find it’s very special in its own way as well.
Over the next few months we are going to introduce a new series of articles looking at some of
the more commonly found conditions that some children and young people journey with today,
including Autism, Aspergers Syndrome, ADHD, Dyslexia, Dyspraxia and more. The series will
help you, as childrens and youth leaders, understand these conditions and be better placed to
support these children and young people, and their parents, as they engage with your group.
I hope this ‘parents view’ will help to set the scene for this series and help you to understand
that each of these children and young people are precious and deserving of our very best care
and support. Let’s go on the journey to Amsterdam together …

All Inclusive? – Some statistics
The term ‘Special Educational Needs' (SEN) has a legal definition:
“Children who have learning difficulties or disabilities that make it harder for them to learn or
access education than most children of the same age.”



3% of children/young people have a Statement of Special Educational Needs
20% of children/young people have special/additional needs which are unstatemented.



1 in 800 children/young people have Down’s Syndrome.
(Source: Down’s Syndrome Association)



1 in 100 have Autism Spectrum Disorders inc. Autism and Asperger Syndrome.
(Source: NAS)



1 in 20 have a physical disability.
(Source: Contact a Family)



1 in 10 have dyslexia.
(Source: Dyslexia Action)



1 in 10 have dyspraxia.
(Source: Dyspraxia Foundation)



1 in 10 have ADHD.
(Source: UK Gov).

All Inclusive? – General tips
So how can we help? Under each of the following tips write your ideas about how you can
make this happen in your setting:


Appoint a SENCO (see separate notes with sample job specification for this role)



Understand the condition and the child



Build a relationship with the parent(s)/carer(s)



Have a strategy for the child, known by the team



Consider one-to-one support if possible



Rewards can work better than penalties



Be observant



Be patient



Pray

All Inclusive? – SENCO sample role description
SENCO = Special Educational Needs Coordinator
Core Purpose: The SENCO’s fundamental task is to support the church in ensuring that all
children’s and youth workers recognise the importance of planning and delivering sessions in
ways that will encourage the participation, support and learning of all children, in a sustainable,
manageable way.
a) Strategic direction and development of SEN provision in the church
SENCOs co-ordinate, with the support of the church leadership and within the context of the
church’s aims and policies, the development and implementation of the SEN policy in order to
raise SEN awareness and understanding, as well as improving the quality of support provided.
Key tasks may include:
 Strategic development of the church’s SEN policy/provision (if one doesn’t exist, perhaps it
should?)
 Support children’s and youth workers in understanding the needs of children with SEN
 Ensure objectives to support children with SEN are understood by everyone necessary
 Monitor the progress of children with SEN
 Evaluate the effectiveness of teaching programmes and children’s learning support
 Liaise with the team, parents and external agencies (if appropriate) to co-ordinate the best
approach for each child
b) Teaching programmes and children’s learning support
SENCO’s seek to develop, with the support of the church leadership and wider team, effective
ways of overcoming barriers to engagement and learning for children with SEN, as well as
sustainable and effective support for them.
Key tasks may include:
 Identifying and adopting the most effective teaching and support approaches for children
with SEN
 Target setting, including understanding IEP’s, and measuring children’s achievement
 Developing a recording system for progress
 Undertaking co-ordination of the churches provision for children with SEN through close
liaison with the team, parents and external agencies (if appropriate)
c) Supporting and assisting the team
SENCO’s ensure all children’s and youth workers have the information necessary to improve
the support given to children with SEN in a sustainable and manageable way. SENCOs also
identify appropriate resources to support children with SEN and monitor their use in terms of
efficiency, effectiveness and safety.
Key tasks may include:
 Ensuring all members of the team recognise and fulfil their statutory responsibilities to
children and young people with SEN
 Contributing to the development of the team, including whole-team training if necessary
 Providing regular information to the church leadership on the SEN provision
 Identifying resources needed to meet the needs of children with SEN
 Maintaining and developing a range of resources, co-ordinating their deployment and
monitoring their effectiveness in meeting the objectives of the church’s SEN policy.
(The key tasks outlined here are by no means an exhaustive list and will depend
on the priorities and needs of individual churches and the children that they work with.)

Attention Deficit Hyperactivity Disorder (ADHD)
Condition
Children with ADHD have frequent and severe behaviour problems that interfere with their
ability to lead a normal life. They tend to have difficulties in their relationships with brothers
and sisters as well as with other children. Those children with ADHD who have trouble with
concentration usually have learning difficulties as well. Their impulsive nature can put them in
physical danger. Due to the fact they have difficulty controlling behaviour, they often get
labeled as “bad”.
If untreated, severe cases of ADHD can lead to lifelong problems such as poor school
grades, trouble with the police, failed relationships and the inability to hold a job.
Problem Areas:
•
•

•
•

Behaviour – this can often be uncontrolled and lead to exclusion. Children with ADHD can
struggle to calm down when they become agitated.
Concentration – difficulty focusing on a particular task for very long unless helped to do
so. This can then lead to fidgeting, disruption, or a falling behind with instructions and
work. Children with ADHD often do not care about detail and can frequently make
mistakes. They may also have limited problem solving skills.
Impatience – this is common and includes being unable to wait, shouting out an answer
before the question has been completed, or frequently interrupting.
Lack of social skills – often demonstrated by talking too much.

Support strategies for your Group:
•
•
•

•
•

•
•

Many children with ADHD will have an Individual Educational Plan (IEP). This, along with
parent/carer consultation, should be a starting point for developing your support strategy.
Don’t give too many instructions at one time. Take it step-by-step and use clear language.
Ask “Do you understand?”
If possible have a ‘Calm Room’ where the child can be taken (appropriately supervised) if
they show signs of becoming agitated. Place calming things that the child enjoys doing in
the room. The key is to remove the child from the source of agitation before it builds up.
Seat the child close to or next to a leader and away from windows and distractions. If
possible allocate one of your team to be a one-to-one helper for the child.
Good planning is important in ensuring that you accommodate the needs of a child with
ADHD in your programme. Children with ADHD often need structure and clear routines
that are not too complicated.
Pastoral care/teaching is vital. Relationship building with a child with ADHD brings great
behavioural benefits as well as helping you to understand the child’s world better.
Children with ADHD can be given some responsibilities, under supervision, and often
respond well to this involvement.

Further information:
Attention Deficit Disorder Information Support Service (ADDISS)

www.addiss.co.uk

Asperger syndrome
Condition
Asperger syndrome is a form of Autism, which is a lifelong disability that affects how a child or
young person makes sense of the world, processes information and relates to other people
(for more information about Autism, please refer to our Special Needs article).
Asperger syndrome is mostly a hidden disability. This means that you often cannot tell that a
child or young person has the condition from their outward appearance.
While there are similarities with Autism, people with Asperger syndrome have fewer problems
with speaking and are often of average, or above average, intelligence. They do not usually
have the accompanying learning disabilities associated with Autism, but they may have
specific learning difficulties. These may include Dyslexia and Dyspraxia or other conditions
such as Attention Deficit Hyperactivity Disorder (ADHD) and Epilepsy (again, please refer to
our range of Special Needs articles for more information about these conditions)
.
With the right support and encouragement, children and young people with Asperger
syndrome can lead full and independent lives.
Problem Areas:
Children and young people with Asperger syndrome commonly have difficulties in three main
areas:
• Social communication; including reading body language, facial expressions etc. as well as
understanding the context of verbal communication such as conversation.
• Social interaction; including making friends, maintaining friendships, being a part of a
group etc. A lack of empathy is common.
• Social imagination; including flexible thinking, imaginative and creative thinking, story
telling etc. An intense focus on a specific interest or subject is common.
These three difficulties are often referred to as 'the triad of impairments' and can sometimes
lead to frustration, behavioural problems, anger, a lack of self-esteem and depression.
Support strategies for your Group:
•

•

•

•

•

•

Some children with Asperger syndrome will have an Individual Educational Plan (IEP).
This, along with parent/carer consultation, should be a starting point for developing your
support strategy.
Good planning is important in ensuring that you accommodate the needs of a child with
Asperger syndrome in your programme. Being aware of a child’s social difficulties can
help leaders to ensure that a child with Asperger syndrome is not put in a situation where
these difficulties will create problems.
Pastoral care/teaching is vital. Relationship building with a child with Asperger syndrome
brings great behavioural benefits as well as helping you to understand the child’s world
better.
If possible have a ‘Calm Room’ where a child can be taken (appropriately supervised) if
they show signs of becoming agitated. Place calming things that the child enjoys doing in
the room. The key is to remove the child from the source of agitation before it builds up.
Seat a child close to or next to a leader and away from windows and distractions. If
possible allocate one of your team to be a one-to-one helper for the child. If one-to-one
help is not possible, it may be possible to ‘buddy’ a child with an older, empathetic child.
Children with Asperger syndrome can be given some responsibilities under supervision
and often thrive, responding well to this involvement.

Further information:
The National Autistic Society
The Asperger Foundation

www.autism.org.uk
www.aspergerfoundation.org.uk

Asthma
Condition
When a person with asthma comes into contact with something that irritates their airways (an
asthma trigger), the muscles around the walls of the airways tighten so that the airways
become narrower and the lining of the airways becomes inflamed and starts to swell.
Sometimes sticky mucus or phlegm builds up which can further narrow the airways. All these
reactions cause the airways to become narrower and irritated - making it difficult to breath
and leading to symptoms of asthma.
5.4m people in the UK are currently receiving treatment for asthma. 1.1m children in the UK
are currently receiving treatment for asthma. There is a person with asthma in one in five
households in the UK.
Problem Areas:
A trigger is anything that irritates the airways and causes the symptoms of asthma.
Everyone’s asthma is different and a sufferer may have several triggers. An important aspect
of controlling their asthma is avoiding their triggers.
It can be difficult to identify exactly what triggers their asthma. Sometimes the link is obvious,
for example when their symptoms start within minutes of coming into contact with a cat or
dog. But some children can have a delayed reaction to an asthma trigger, so some extra
detective work may be needed.
Asthma triggers can include animals, air pollutants, cold and viral infections, emotions,
exercise, food, hormones, house-dust mites, medicines, mould and fungi, pollen, smoking
and even the weather.
Support strategies for your Group:
While it is impossible to completely prevent a child with asthma from coming into contact with
triggers, it is important to know what to do if a child has an asthma attack:
An asthma sufferer is having an asthma attack if any of the following happen:
• Their reliever inhaler does not help symptoms.
• Their symptoms are getting worse (cough, breathlessness, wheeze or tight chest).
• They are too breathless to speak, eat or sleep.
The following guidelines are suitable for both children and adults and are the recommended
steps to follow in an asthma attack:
 Help them to take their reliever inhaler (usually blue), immediately.
 Sit them down and ensure that any tight clothing is loosened. Do not lie them down.
 If there is no immediate improvement during an attack, continue to get them to take
one puff of their reliever inhaler every minute for five minutes or until symptoms
improve.
 If their symptoms do not improve in five minutes – or you are in any doubt – call 999 or a
doctor urgently. Inform parents/carers immediately.
 Get them to continue to take one puff of their reliever inhaler every minute until help
arrives.
 If available, make sure they give medical staff details of their medicines.
Further information:
Asthma UK
British Lung Foundation (BFL)

www.asthma.org.uk
www.lunguk.org

Thanks to Asthma UK for much of the material used in writing this article.

Autism
Condition
Children with Autism can find the world to be a jumble of people, places and events which
they struggle to make sense of, and which can cause them considerable anxiety. In particular,
understanding and relating to others and taking part in everyday family and social life may be
harder for them.
Autism is a lifelong developmental disability. It is part of the ‘Autistic Spectrum’ and is
sometimes referred to as an ‘Autistic Spectrum Disorder’, or ASD. The word ‘spectrum’ is
used because, while all children with Autism share three main areas of difficulty, their
condition will affect them in very different ways. Some are able to live relatively ‘everyday’
lives, while others will require a lifetime of specialist support.
Problem Areas:
The three main areas of difficulty which all children with Autism share are sometimes known
as the ‘triad of impairments’; they are:•

•

•

Difficulty with social communication – children with Autism have difficulties with both
verbal and non-verbal language. Some children with Autism may not speak, or have fairly
limited speech. They will often understand what other people say to them, but prefer to
use alternative means of communication themselves, such as sign language or visual
symbols.
Difficulty with social interaction - children with Autism often have difficulty recognising or
understanding other people’s emotions and feelings, and in expressing their own, which
can make it more difficult for them to fit in socially.
Difficulty with social imagination – that which allows us to understand and predict other
people’s behaviour, make sense of abstract ideas, and to imagine situations outside of
our immediate daily routine.

Support strategies for your Group:
•

•
•

•

•
•
•
•

All children on the Autistic Spectrum will be statemented and have an Individual
Educational Plan (IEP). This, along with parent/carer consultation, should be a starting
point for developing your support strategy.
Speaking in short sentences or commands will help you to be more readily understood.
Using the PECS system of communication, sign language (e.g. Signalong – depends on
what the child uses), photos and gestures, if possible, will help you to communicate better
with Autistic children.
Visual timetables (using pictures) can be very useful so that a child can find it easier to
understand and move to their next activity with more confidence in knowing what is
coming next.
Routine and structure are very important and the child needs to know in advance what
they are doing and when, each time the Group meets.
There should not be any sensory overload such as loud noise. If this is likely then a
quieter area may be more comfortable for the child.
Any teaching will need to be at a slower pace and ideally will need to be reinforced by a
one-to-one helper giving additional explanation (preferably visually) to the child.
The child may need help to focus on everyday activities such as being able to change for
swimming, sitting down and eating with friends at a table, or going to the toilet.

Further information:
National Autistic Society

www.nas.org.uk

Blind or Partially Sighted
Condition
Children who are blind or who are partially sighted are not uncommon. The Royal National
Institute of Blind People (RNIB) report that there are over 2 million people in the UK with sight
problems. Many of these will be older, however thousands of children are born blind or
partially sighted, while some will lose their sight due another illness or condition, or through
accident or injury. All of these will have uncorrectable sight loss.
Problem Areas:
•
•
•
•

Difficulties gaining access to and moving around the building.
Problems reading printed resources, books, Bibles.
Problems reading projection screens.
These difficulties exasperated by poor or low lighting.

Support strategies for your Group:
•

Ensure that all approaches and entrances to the building are free from obstructions,
protruding signs, overhanging branches etc.

•

Make sure that all glass doors have contrasting, boldly coloured panels to prevent a
partially sighted child from walking into them.

•

Introduce yourself to a blind or partially sighted child when they arrive, make it clear when
you are addressing them or someone else in a group and let them know when you leave.

•

Be aware of the reading needs of the child. Provide printed materials in large print on
contrasting matt colour paper (black on pastel colours is best) if appropriate but also see if
Braille versions of materials are available if the child uses it. Also consider the use of
audio cassette or CD material if this is suitable.

•

If using a projector, use large font sizes (30 point or bigger), with contrasting colour
schemes. Try not to use background images if possible. Make sure that a summary of
what is written on the screen is spoken so that children with no sight can follow it.

•

If a young person uses a guide dog (older teens may do so) make sure there is space
provided next to them for the guide dog to sit, and provide water for the dog if required.

•

Good lighting is important, particularly the use of natural light and ‘natural light’ light-bulbs,
which make colours and detail appear much clearer.

•

Use the international symbol at the entrance and on all information, notice boards etc. to
show that you provide facilities for blind and partially sighted people.

Further information:
Royal National Institute of Blind People (RNIB)
Sense

www.rnib.org.uk
www.sense.org.uk

Cerebral Palsy
Condition
Cerebral Palsy is a group of conditions affecting movement and posture due to damage to the
part of the brain which controls movement. Areas of the brain that define a person's
intelligence are not affected by CP. Individuals with Cerebral Palsy can have learning
difficulties, but sometimes it is the sheer magnitude of problems caused by the underlying
brain injury that prevents the individual from expressing what cognitive abilities they do
possess.
Symptoms may appear, change, or become more severe as a child gets older. Secondary
conditions can include seizures, epilepsy, speech or communication disorders, eating
problems, sensory impairments, mental retardation, learning disabilities, and/or behavioural
disorders. The disability can be anything from a fairly minor condition to a major one, affecting
the child’s life and that of the people around them.
Problem Areas
•
•
•
•

Perceptual difficulties (vision, hearing)
Communication (hearing, speaking)
Movement and control difficulties
Behavioural/Social problems

Teaching Strategies
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Adapting teaching materials (e.g. enlarging worksheets or using Braille)
Using equipment and resources (e.g. magnifying equipment)
Using textured strips on corridors/classroom walls to guide the pupil in the right direction
Hands-on experiences
Makaton/sign language
Keeping an eye contact
Teaching lip reading
Visual aids and real experiments
Using gestures/facial expressions
Hearing aids
Identifying ways in which the child can communicate (e.g. eye pointing)
Using computer-aided and touch-sensitive technologies
Physical therapy (set of exercises designed by a physiotherapist)
Walking aids (e.g. walking frame or splints)
Making sure that the pupil’s environment is free of obstacles
Rewards scheme
Praise (catch them being good)
Explaining the condition to other pupils and encouraging them to accept the pupil

Further information:
SCOPE

www.scope.org.uk

Deaf Or Hard Of Hearing
Condition
Children who are deaf or who are hard of hearing are often referred to as ‘deaf’, ‘profoundly
deaf’, ‘hard of hearing’, ‘deafened’ or ‘deafblind’. This wide ranging, and often confusing,
range of terms represents the different degrees of hearing loss from being unable to hear
certain frequencies through to being totally unable to hear. Some children are born deaf,
while others may lose their hearing through accident or illness. Some, but not all, children
may be able to use sign language. Some may also use hearing aids or may lip read.
Problem Areas:
•
•
•
•

Difficulties understanding what is being said, sung, or the audio track to video etc.
Being unable to hear warnings e.g. fire alarms.
Being unaware of someone approaching them from behind.
Varying degrees of difficulty with communication.

Support strategies for your Group:
•
•

•
•
•
•

•
•
•
•

Always make sure that the child is aware that you want to communicate with them before
speaking e.g. a touch on the arm to gain attention is acceptable.
When speaking to a group that includes a child who is deaf or hard of hearing, make sure
that the child is sat at the front, can see your face, and that there are no windows behind
you to cause shadows or reflections. Make sure that nobody walks between you and the
child and that there are no pillars, equipment etc. blocking their view.
Talk at a normal pace, do not shout, keep your hands away from your face and do not
eat, drink or chew gum when talking to either an individual child or a group.
Be prepared to write things down or provide handouts if needed.
If talking to a deaf or hard of hearing child and a hearing person who is with them,
address the deaf or hard of hearing child normally, not through the hearing person.
If possible, use a microphone and amplifier. If your building has an induction loop system,
use this if a child has a hearing aid. It is important to test and maintain induction loops
regularly.
Make sure your building has good clear signage. This will prevent deaf or hard of hearing
children needing to ask for directions.
If you have a child in the group that uses sign language, see if one of your team knows
British Sign Language (BSL).
Perhaps most importantly, if communication with a deaf or hard of hearing child proves
difficult, don’t give up! It is so discouraging when people do.
Use the international symbol on all literature, on the notice board and outside of where
you meet, to indicate that you provide facilities for hard of hearing people. If you use an
induction loop system, use the version of the symbol that reflects this (with a ‘T’).

Further information:
Royal National Institute for the Deaf (RNID)
Go! Sign (Christian Deaf Link UK)
Information on deafblindness

www.rnid.org.uk
www.deafchristian.org.uk
www.sense.org.uk

Diabetes
Condition
Diabetes is a condition of the pancreas. For children with diabetes, their normal hormone
mechanisms are not able to correctly control their blood sugar levels. Around one in 700
children has diabetes, and in almost every case this will be Type 1 diabetes which is
generally a genetic condition. The autoimmune system destroys the islet cells in the pancreas
that first produce insulin and this then needs to be treated through a combination of insulin
injections and diet, alongside regular blood glucose tests.
Problem Areas:
•

•
•

If a child has missed a meal or snack, particularly if they have recently engaged in
strenuous activity, their blood sugar level may fall to too low a level resulting in a
hypoglycemic episode or ‘hypo’.
Most children with diabetes can eat a good, balanced, range of food. Some children will
need to watch what they eat more carefully than others.
Signs and symptoms of hypoglycemia (‘hypo’).
o A change coming over the child’s mental functioning and ability. They may seem
confused, mumble their words, become very irritable, or show bizarre behaviour.
o The child may become lethargic, drowsy or dizzy.
o They may become physically weak.
o They may have an adrenaline rush – rapid heart beat, shakiness, sweating and
hunger.
o The child may experience a headache.
o They may look clammy and pale, and feel cold.
o In severe cases it is possible that the child may lose consciousness and even
lapse into a coma.

Support strategies for your Group:
•
•
•

•
•
•

.As with any special need, being aware of this condition in children in your group is
important so that you know what to look out for.
Ensure that your team recognise the signs and symptoms of a ‘hypo’.
Ensure that you have glucose tablets and sugary drinks available. Do not overdo this
treatment (150ml of cola for example), but once the child recovers provide other longer
lasting carbohydrates such as a banana, some bread or plain biscuits.
Contact the parents or carers of the child.
The child should be moved to an area where they can be kept still and quiet.
In severe cases, if the child lapses into a coma, place the child in the recovery position
and call an ambulance immediately.

Further information:
Diabetes UK
The global diabetes community

www.diabetes.org.uk
www.diabetes.co.uk

Down’s Syndrome
Condition
Approximately two children with Down’s syndrome are born in the UK every day. Around one
in 1000 babies will have Down’s syndrome. Down’s syndrome is caused by the presence of
an extra chromosome in the child’s cells. All children with Down’s syndrome will have a
varying degree of learning difficulty.
Problem Areas:
•
•
•
•

Difficulties understanding, learning and remembering new things.
Problems generalizing any learning in new situations.
Possible difficulties with a number of social functions e.g. communication, caring for
themselves of health and safety.
The words ‘mild’, ‘moderate’, ‘severe’ and ‘profound’ are also used with learning disability
and it is advised that specific guidance is sought from parents regarding their child.

Support strategies for your Group:
Refer to the strategies provided in the related article in this series ‘Learning
Difficulties/Disabilities’.
In addition:
•
•
•
•
•
•
•

Be patient; give children with Down’s syndrome plenty of time.
Remember that a child with learning difficulties might use other forms of communication
such as Makaton or Sign-a-long.
Never make the assumption that the child cannot understand you.
Don’t get agitated or impatient, or make disparaging remarks to another leader or child
about the child with Down’s syndrome.
Use easily understood examples to help explain things and try to avoid abstract
discussions.
If possible in your group setting, and if leader numbers allow, try to provide one-to-one
support for the child.
Keep things simple, consistent and use repetition where necessary.

Further information:
The Down’s Syndrome Association

www.downs-syndrome.org.uk

Dyslexia
Condition
Children with Dyslexia can experience a wide range of problems related to processing
language. These problems are usually specifically linked to reading and spelling, but are
sometimes also linked to problems with organisation and sequencing and can even include
short term memory difficulties.
Current thinking suggests that these difficulties are related to inefficiencies in languageprocessing areas in the left hemisphere of the brain. There is evidence that suggests that
these inefficiencies are linked to genetic differences.
Children with Dyslexia are affected by it for life, but its impact can be minimised by targeted
literacy intervention, technological support and adaptations to ways of working and learning.
The effects of Dyslexia vary in severity and it is not uncommon for children with this condition
to also have Dyspraxia or Attention Deficit Disorder, which, along with Dyslexia are
categorised as ‘Specific Learning Difficulties’. Dyslexia is NOT related to intelligence.
Approximately 10% of the population are affected by dyslexia to some degree.
Problem Areas:
•
•
•
•

Difficulties with processing language – usually related to reading and spelling.
Organisation and sequencing difficulties.
Short term memory problems.
Possibly linked to Dyspraxia or Attention Deficit Disorder.

Support strategies for your Group:
•

Provide written materials in a clear and easy to view way.
o This means using a clear font such as Arial or Verdana.
o Not cluttering the print with background pictures or watermarks.
o Not using long paragraphs or sentences, but using shorter bullet points.
o When using colours, use strong contrasts.

•

Some children with Dyslexia may use coloured plastic overlay sheets or wallets which
documents can be placed in to help them with their reading. Be understanding in the use
of these so that it helps the child without drawing undue attention to them.

•

In some cases, children can have problems using coloured or shiny paper with text on.
Pastel shades are usually suitable but other, stronger, colours should be avoided.

•

When giving out notice sheets etc. make sure you also read important notices out so that
those who struggle to read the notices are still able to understand them. Make sure you
check with children with Dyslexia (privately, not in the group setting) that they have all the
information and understand it.

•

Do not unexpectedly ask a child with Dyslexia to read out loud. They may be able to do
this with preparation and practice, however, so don’t entirely disregard them from doing
this either. Children with Dyslexia are often accomplished at covering up their reading
difficulties, so get to know them and their parents to establish what they can be helped to
do. Be sensitive when doing this, as many children will be embarrassed about their
condition.

Further information:
Dyslexia Action
BDA Dyslexia

www.dyslexiaaction.org.uk
www.bdadyslexia.org.uk

Dyspraxia
Condition
The Dyspraxia Foundation defines Dyspraxia as 'an impairment or immaturity of the
organisation of movement' and, in many individuals, there may be associated problems with
language, perception and thought. The term normally used is Developmental Dyspraxia or
Developmental Co-ordination Disorder. The condition is thought to affect up to 10 percent of
the population in varying degrees. It is probable that there is at least one Dyspraxic child in
every group, requiring access to a specific treatment programme.
Problem Areas:
•

•
•
•

•

Early recognition of Dyspraxia will enable early intervention and practical steps to help
the child to achieve their potential. Children whose Dyspraxia is identified at an early
stage are less likely to have problems with acceptance by their peers and with
lowered self-esteem.
Poor fine motor skills so likely to struggle with using pens/pencils, cups etc. May also
struggle with sports, kicking a ball, running, jumping etc.
Generally poorly organised and unable to remember instructions.
Easily distracted and need to be helped to learn. Will be well behind their peers in
most areas of learning, including speech, reading and writing, but will improve if given
one to one help.
When children become teenagers their problems may change as social and
organisational difficulties become more pressing.

Support strategies for your Group:
•

•
•

•

•

•

•

Allow the child to visit the place where your group meets several times and give them
a plan of its lay out. They can then study this at home to allow them to become
familiar with it. Also invite the parents/carers: they may be able to identify problem
areas that you may not have been aware of.
Comparison is disastrous. Never allow a child with Dyspraxia to be compared to an
able child. Not by leaders/helpers or peers.
Praise every effort and every small accomplishment. A Dyspraxic child has been used
to failure repeatedly: every effort must be made to raise their self-esteem. When they
feel better about themselves they are more likely to relax and learn.
Do not put the child in a situation where they will constantly fail or be compared to
others. Be sensitive about how you include the child in games for example, but also
don’t exclude the child from everything. It’s about getting the balance right.
Remember that they have difficulty in taking on board information during teaching
times. Allow them extra time: if possible teach in small bursts, allowing opportunities
to rest, if necessary. You will soon become aware when a child requires a rest.
However, this will alter from day to day and from child to child.
Ensure that the child has understood what is being taught, repeat if needed. Check
that they are not falling behind because they cannot copy things down, for example.
(Due to difficulties with repositioning gaze form one object to another)
Teach on a one to one level if possible, with few distractions. If there is a one to one
volunteer available, allow them to assist the child so they are taught at the same pace
alongside their peers. Try to avoid removing the child from the teaching time as this
stigmatises them, although in some circumstances this may prove unavoidable.
Children with Dyspraxia work so much better in a relaxed environment with one to one
support.

Further information:
Dyspraxia Foundation
Dyspraxic Teens Forum

www.dyspraxiafoundation.org.uk
www.dyspraxicteens.org.uk

Thanks to the Dyspraxia Foundation for much of the material used in writing this article.

Eating Disorders
Condition
The term ‘eating disorder’ covers a wide range of conditions including anorexia (severely
restricting food intake), bulimia (binging and purging) and a number of other non-specific
disorders relating to food.
Eating disorders are most common among young people. Contrary to popular belief, an
eating disorder is usually a way of coping with underlying issues rather than being about a
persons’ weight.
Problem Areas:
•
•

•
•

It’s not just about food, there may be some underlying issues that the young person is
trying to cope with and the eating disorder may be part of their coping strategy.
Young people with eating disorders may well feel more alone and isolated, and may
compound this by spending a lot of time on their own and by putting pressure on their
friendships.
Eating Disorders affect the whole family and cause tension between family members,
sometimes putting an incredible strain on individuals and their relationships.
Statistically, it is likely that you have at least one, if not more, teenage girls in your youth
group with an eating disorder. And figures for boys are increasing too.

Support strategies for your Group:
•
•
•
•
•

•
•

Encourage a person with an eating disorder to talk about their difficulties, but avoid
confrontation.
Help them to build confidence in you, to know that you are there for them.
Don’t talk with them too much about food, but focus more on how they are feeling and
how you can help/support them in that way.
Empathise with them, don’t judge them. Let them know that you understand how they feel
and that you are in this with them and want to help them to feel better and happier.
Try not to engage the group in a discussion about healthy eating as a strategy to get a
message across to a particular member of the group. They will probably see this for what
it is.
Try to avoid discussion with them about body shape, weight etc. It will probably not be
productive and may well just lead to frustration and bad tempers all round.
If possible, and if they are not doing so already, see if you can help them find a way to
see their GP. If they won’t see their GP, try to help them to contact ABC (details below) or
another support organisation for those with eating disorders.

Further information:
ABC (Anorexia Bulimia Care)
Urban Saints ‘Eating Disorders’ DVD

www.anorexiabulimiacare.co.uk

Epilepsy
Condition
Children with epilepsy tend to have recurrent seizures, which can display high visibility
symptoms such as convulsions and loss of consciousness, or may be much less noticeable.
These seizures occur when excess electrical energy in an area of the brain causes a
temporary disruption in its function. This disruption results in the brain’s messages becoming
halted or mixed up.
The brain is responsible for all of the functions of the body, so what is experienced during a
seizure will depend on where in the brain the epileptic activity begins and how widely and
rapidly it spreads. For this reason, there are many different types of seizure and each person
will experience epilepsy in a way that is unique to them. There are over 450,000 people in the
UK with epilepsy, many of them being children and young people.
Problem Areas:
•
•

There are many different kinds of seizure and it is often difficult for children with epilepsy
to articulate what is happening to them.
There are some common ‘triggers’ that can increase the likelihood of a seizure, e.g. lack
of sleep, missing medication, flashing or flickering (e.g. ‘strobe’) lighting, illness/high
temperature.

Support strategies for your Group:
•
•
•
•
•

•

•

•

Talk to the child’s parents/carers to get a better understanding of the specific form of
epilepsy that the child has. This is information that can be vital in the event of a seizure.
For older children/young people, talk with them about what their “triggers” might be and
how to recognise the signs of an impending seizure.
Avoid situations where a child is told, publicly, that they are “not allowed” to take part in an
activity “because of your epilepsy”.
Always ask the parents/carers (for younger children) or the child/young person (for older
children) for permission before discussing their condition with others.
Assuming you have sought permission first, make sure that your team know what to do to
ensure the safety of a child in the event of them having a convulsive seizure:
o Remove anything nearby which may cause injury.
o Ensure an ambulance is called.
o Contact the child’s parents/carers.
o Stay with the child to reassure them).
If a child has had a convulsive seizure during your group activity, they are likely to feel
embarrassed or feel that the other children will avoid them. Try to reassure them that they
are still accepted in the group and encourage them to come back, but don’t overly fuss
over them next time they come (or this may add to their embarrassment).
One type of epilepsy, photosensitive epilepsy, means that the child reacts to flashing or
flickering light. Make sure all fluorescent lighting is working correctly and has effective
diffusers. Also, try to avoid using flashing or flickering (e.g. ‘strobe’) lighting for visual
effects. If this is not possible due to the requirements of a specific event, give clear
warning well in advance.
Some people have misused passages about healing in the Bible to suggest that people
with epilepsy are demon-possessed. This is, of course, highly offensive and could be very
distressing and frightening to children. As always, any teaching relating to disability using
Bible references should be done very sensitively.

Further information:
Epilepsy Action

www.epilepsy.org.uk

Learning Difficulties/Disabilities
Condition
Children with learning difficulties (sometimes referred to as learning disabilities) have more
difficulties than others when dealing with new situations or changing or complicated issues.
These difficulties will be more than those experienced by their peers without learning
difficulties.
Children can range from being just a little behind their peers to having severe learning
disabilities, possibly linked to other conditions or disabilities. It is important to note, however,
that while some children with other conditions (e.g. Autism) may also have learning
difficulties, not all children with other conditions do. Children with Aspergers syndrome, for
example, may show high levels of intellectual capability.
Problem Areas:
•
•
•
•
•
•
•

Difficulties with coping with new situations.
Problems understanding complicated or changing issues.
Lower ability to process information than their peers.
Often learning at a level much younger than their physical age.
May have limited reading ability or not be able to read at all.
Can sometimes be linked to behavioural problems.
Possibly linked to other conditions/disabilities.

Support strategies for your Group:
•

Provide information which is easy to understand, simple and clear.

•

Find out if the child uses sign language or symbols to aid understanding (e.g. Makaton)
and if possible integrate this into the materials that you prepare for the child. Many
children with learning difficulties will not be able to read much, if at all.

•

Keep talks short. Five minutes might be all that the child can comfortably manage. Mix it
up with songs, craft, drama etc. to add variety and keep interest.

•

If a child becomes noisy, moves around, or shows other non-conventional behaviour, try
to be patient while helping the child to re-engage with the programme in a different way.
Also be understanding when a child doesn’t pick up on ‘normal’ activity or instructions
straight away.

•

If your team make-up allows, and especially if there is someone in your team with suitable
experience, it may be helpful to provide one-to-one assistance for a child with learning
difficulties.

•

If one-to-one help is not a realistic option, try to take extra time when explaining
something and don’t show signs of impatience.

•

Again, if one-to-one help is not realistic, appoint someone in the team to look out for if the
general needs of the child e.g. if they need to go to the toilet, if there is a fire alarm or
other emergency etc.

•

Get to know the parents/carers and find out from them how you can be more supportive.

Further information:
MENCAP
British Institute of Learning Disabilities

www.mencap.org.uk
www.bild.org.uk

Limited Mobility & Wheelchair Users
Condition
Children with limited mobility or who are wheelchair users can and will have a wide range of
reasons for this. They may have been born with a medical condition, had a serious accident
or a sudden illness.
Whatever the reason for their limited mobility or wheelchair use, there are ways in which your
group can be more sympathetic to their special needs.
Problem Areas:
•
•
•
•
•

Arriving at the building.
Getting into the building.
Access throughout the building.
Use of toilet facilities.
Being treated differently because of their limited mobility/wheelchair use.

Support strategies for your Group:
•

•
•

•
•

•

•
•
•
•

Provide marked out parking spaces for parents with children with limited mobility or who
are wheelchair users to use. Make sure these are as close as possible to the entrance to
the building.
In the absence of a car park, try to reserve a ‘drop off’ point near the entrance.
All internal and external areas of the building should be leveled and have ramped access
points. Some children with limited mobility find ramps difficult to negotiate so this should
not be the only means of entry.
All ramps and steps should have a handrail
If you have more than one child who is a wheelchair user, don’t put them all together as
this highlights their disability. In the same way, don’t position them in an aisle or near an
emergency exit for safety reasons.
Screens may become difficult for children who are wheelchair users to see when
everyone else is standing, so provide copies of songs or presentations for those who
remain seated to use.
Wheelchair accessible toilets should be provided, and these should never be used for
storage.
When talking to a wheelchair user, sit next to them so that you can gain eye contact with
them more easily.
A wheelchair is part of the users personal space – don’t move it without asking and don’t
lean on it!
If your building and strategy includes all of the above, please display the international
access symbol at the entrance to your building and on any literature to show that you
provide suitable facilities for those with limited mobility.

Self-Harm
Condition
Children who self-harm are not necessarily mentally ill, but rather are usually experiencing
extreme distress which may be as a result of abuse, depression, relationship problems,
bereavement, family breakdown or other difficulties.
Self-harm is most common among young people. They often feel that by self-harming they
have a sense of control over that part of their lives. Alternatively it can be a release of
emotion or even a ‘punishment’ for feelings of guilt.
Self-harming can occur in a wide range of ways, but cutting (using a sharp blade or razor to
cut lines onto the arm, hand, leg or other parts of the body) is a common example. Burning
the skin with a lit cigarette is another example.
Problem Areas:
•
•
•

In some cases the signs of self-harm are hidden so it can be hard to spot.
The range of reasons for a young person self-harming can be wide and complex.
It may be linked to other mental health issues.

Support strategies for your Group:
•

It is possible that you will be the first person to be aware that a child or young person is
self-harming. Be sensitive and do not highlight the issue in front of the rest of the group.

•

When you do discuss this with the child/young person, remember to have another adult
with you (or at least in visual range). This is good practice at all times but especially with a
vulnerable child or young person. Make sure that both of you are people that the
child/young person trusts and feels comfortable with.

•

Allow the young person to talk about how they feel. Take them seriously, listen attentively,
don’t allow yourself to be distracted, and respect their feelings.

•

Be honest about your feelings, but try to react in a clear and calm way. Explain that their
behaviour upsets you but that you want to help.

•

Never criticise or blame a young person for self-harming. This may make them feel even
more alone and increase feelings of shame and guilt.

•

Don’t ask them to promise never to self-harm again. Some young people will continue to
self-harm over a long period of time.

•

Encourage the young person to seek help for the underlying cause of their self-harming.

•

In many cases it is important to keep knowledge of the young persons self-harming
confidential so that they feel they can trust you and keep you informed. However if you
believe that the young person is in serious danger, is being abused, or could take their
own life, then follow our child protection policy as laid out in the Know How Guide.

Further information:
Luton Churches Education Trust
www.lcet.org/selfharm
Selfharm.co.uk
www.selfharm.co.uk
TheSite.Org
www.thesite.org/healthandwellbeing/mentalhealth/selfharm

All Inclusive? – Useful Websites

Main web site
Special needs information

www.urbansaints.org
web.energize.uk.net/training/category/specialneeds

Main web site

www.throughtheroof.org/

Main web site

www.childrenworldwide.co.uk/

Main web site

www.childrenmatter.net/

Main web site

www.mustardseedgames.com

Main web site

www.sparklebox.co.uk

Main web site

www.clubc.org
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Tel: 01582 589850 Fax: 01582 721702 Web: www.urbansaints.org Email: email@urbansaints.org
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