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These are the thoughts, images, and
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. MY SILENT STRUGGLE

Sarah (not her real name) is 9 this year. She loves
comic books and likes to draw. Drawing helps
her to express and think through her emotions.
Twinkle, Sarah’s mum, explains that Sarah has
autism spectrum disorder (ASD) and like 20%
of people on the spectrum, Sarah experiences
alexithymia.

“Alexithymiais atermto describe problems
with identifying and expressing emotions.
In Greek, it loosely translates to ‘'no words
for emotion.’ It is estimated that 1 in 10
people have alexithymia, but it is much
more common in those with depression
and in autistic people” (Autistica 2021)

image 1: this is a drawing by Sarah, which
was taken from her ‘worry book'. The spiral
drawings you will see in this zine can be
found throughout Sarah’s worry book, often
drawn over people, situations or places that

are scary or confusing to her.



Although Sarah has no difficulty grasping
academic subjects like Maths and English, often
surpassing her peers in academic tests, she finds
it difficult to master basic motor skills. PE is a
struggle for her. She has difficulty buttoning
her shirt and often feels embarrassed that her
peers finish changing long before her.

“Research consistently shows that autistic
children can experience both gross and
fine motor delays and/or atypical motor
patterns (e.g. Green et al. 2002). A
research study by Johnson-Ecker and
Parham (2000) showed that autistic
children achieved lower scores in praxis
tests (the ability to conceptualise, plan
and co-ordinate movements to carry out a

motor task) than their typically developing
peers (Laurie 2022)

As Twinkle explains, Sarah’s internal world
often consists of worry and anxiety. Because she
finds it difficult to read other people’'s emotions
or perform tasks that many of her peers find

easy, she worries that they dislike her or think
poorly of her.

“She thinks everybody thinks she's not
good enough, she's stupid or they don't
understand what emotions she's feeling.
But these things, she is not like others
in being able to understand. She cries
sometimes because she can't control - She
doesn’t know how to express. So, she cries
out. So everybody thinks why are you
crying all the time? So she feels they don't
understand me and they think I'm stupid
or something.” (Twinkle)

Sarah has a worry book, where she draws her
feelings and explains situations that occurred
in school to her teachers and mother. Her worry
book, glittery and personal, was given to her
by her school. When something happens, she
draws out the scenarios that bother her.



‘| am so nervous to talk in front of 2J (that
is her class) because | am not perfect,
good and perfect . This is me and this
happened. And this is someone (they
were fighting about something). This is
the 2J class. This is: you are in trouble.
This is what she thinks: that the teacher is
telling her you are in trouble. You did this.
And she writes: Chloe is not respectful
and kind, she made me think that | am
not good and encouraging so | am stupid.
Everyone thinks | am.” (Twinkle narrating
an entry in Sarah’s worry book, pictured

to the right)

As Twinkle explains, Sarah's worries extend far

into future scenarios:

“She anticipates negative situations that
have not happened. She thinks: Oh, now
they will think like this and do that. So she
thinks a lot, and she brings this home and
sometimes when she sleeps she has bad
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dreams.” (Twinkle)




2. TWINKLE'S FIGHT

Twinkle worries too, that Sarah will not be able
to cope with difficult emotions and handle social
situations on her own. She worries that because
Sarah performs well academically, society
will not notice her struggle, will not provide
her with the support she needs, and worse,
silently judge her for functioning “normally” but
behaving differently. Constantly, Twinkle fights
to prevent these worries from materialising. As
she describes it, * | am always trying to change
the surroundings for her [Sarah]’.

Twinkle’s fight to reshape the world occurs in
daily events and struggles with the council,
with teachers, with play groups, and most
often, with society.
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image 2: Sarah's EHC plan rejection letter.



the EHC plan

Both Twinkle and Sarah’s school have applied 3 times
for additional special needs support. The first 2 times,
Sarah’s school applied for special needs funding from
the council but were rejected. The third time, Twinkle
applied for an Education, Health and Care plan (EHC
Plan). This was also rejected.

“An Education, Health and Care plan (EHCP)
is a legal document which describes a child
or young person's (aged up to 25) special
educational needs, the support they need, and
the outcomes they would like to achieve. The
special educational provision described in an
EHC plan must be provided by the child or
young person'’s local authority. This means an
EHC plan can give a child or young person extra
educational support. It can also give parents
and young people more choice about which
school or other setting their child or young
person can attend.” (Hertfordshire County

Council 2023)

For an EHC plan to be approved, local councils
must first assess a child's education, health and care
needs. If they assess that the child’'s needs cannot be
met within existing school budgets, they will approve
an EHC plan for additional support. Without an EHC
plan, a child and their family must rely on existing
school resources and personal funds.

Twinkle describes how this assessment process relies
heavily on academic performance as a benchmark for
development. Because Sarah performs academically
well, she is not seen as needing exira help. Yet,
she requires additional support for emotional and
mental health needs that her school cannot provide.
Psychosocial support such as modelling, training
in self-management techniques and social skills
training would help her immensely, particularly as
she begins her transition from primary to secondary
school. Twinkle worries about Sarah’s transition to
adolescence: | fear that the crowd there might not
understand her if she doesn't understand herself.”



playgroup

Last year, when Twinkle was taking part in aresearch
and training programme under UCL'’s Citizen Science
Academy, she applied to a school holiday playgroup
so that Sarah could be taken care of in the day while
she attended classes. Although the instructions for
the playgroup application explicitly stated “if your
child has special educational needs, please do not
apply”, Twinkle applied anyway. Twinkle wrote to
the playgroup explaining Sarah'’s situation: although
Sarah has special educational needs, she does not
require constant supervision. All she needs is someone
to regularly check-in on how she’s feeling. Eventually,
the playgroup offered Sarah a place and she now
goes there during her holiday breaks.

Twinkle doesn't blame the playgroup for having a
criteria excluding children with special education
needs - they have limited resources and limited
trained staff- but the limited availability of special
needs playgroups speaks to a wider social failing.
As Twinkle emphasises, “it shouldn't be that way’.
The demand for educational support, training, and

facilities to help people with special educational
needs and disabilities has risen steadily in the UK, with
local councils in particular seeing a sharp increase
in applications for EHC plans (Office for National
Statistics 2022). Yet, supply continues to lag behind
as funding remains inadequate. A report by the think-
tank Institute for Policy Research North, based on an
analysis of Department for Education data, found
that the amount of funding available for each pupil
with high needs fell from around £23,000 to around
£19,000 between 2015/16 and 2018/2019 (Hunter
2019).




3. HELP!

Twinkle highlighted that her situation paled
in comparison to single-parent or dual-income
households. Many of her friends with children
in the SEND community worked full-time and
found it incredibly difficult to access help. From
experience, Twinkle had to attend regular
courses and events just to find out information
about the resources and support networks
available. As she emphasises, this is something
not all parents can do:

"Help is very restricted to certain
networks. If you go for sessions, you
meet the professionals who have other

information and who know other people.

For example, they might tell you about
some particular kind of travel support.
You can't just search the internet for it.
But these sessions only run during school
hours, weekdays. Not all parents can go”

(Twinkle)
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After
diagnosis

Information for parents and carers
of children on the autism spectrum

I'he National
AutisticSociety

image 3: Twinkle's notes from one of the many ASD information
sessions she attended



Twinkle's experiences and those of her friends
echo wider reports such as the House of
Commons Education Committee's inquiry into
SEND provision, which found that families
often faced an “adversarial and bureaucratic”
system.

For many parents, the difficulty of accessing
support and uncertainty around their child’s
future can make a diagnosis of ASD terrifying.
Twinkle knows of parents whose children have
ASD but who refuse to diagnose them for fear
of the stigma and potential obstacles in their
lives. What if they can't get a job because they
are known to have ASD? What if people judge
them? Twinkle feels that these biases cloud the
future with negativity and make it difficult for
parents and children to see ASD as another
facet of a beautifully diverse life.

Ultimately, Twinkle feels that her fight is a fight
against ignorance; against society's lack of
awareness and appreciation of ASD, which
underpins stigma, judgement, lagging resources

and inadequate support.

As she implores, “you can't tell a parent you have
to be understanding, but are you understanding
it - the people who actually makes decisions?”



4 JUST NEWS
(NOT BAD NEWS)

Sarah doesn't know she has autism yet. Twinkle
and her school have been slowly preparing to tell
her, but Twinkle doesn't want the information to
come to Sarah as "bad news’. She wants Sarah
to know just how perfect she is and that her
differences are simply that, differences:

“Everyone is different in a different
way. | would not change a thing about
her, | would rather change.” (Twinkle)

Indeed, Twinkle has changed by being Sarah'’s
mum and she wouldn't have it any other way. She
recounts how being Sarah’s mum has made her a
better person - more patient, more understanding,
more of a fighter - an ally and advocate. Twinkle
hopes that other parents will find comfort and
assurance too, and that through improved support
and awareness, they will come to appreciate their
child’s differences and change with them too.

............
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image 4: booklet that Twinkle saved from an ASD information
session
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5. MAKING PLACES TO BE

Sarah’s school has been a major source of
support for her and Twinkle. In addition to
multiple initiatives and adjustments they
made to support Sarah’s emotional and social
development, they also recently implemented a
"place to be” - a space where psychologists
and trained staff help children manage their
emotions and mental health. Creating places

to be for people with special educational
needs and disabilities, however, isn't just the

responsibility of schools and parents, but of
wider society as well. Sarah’s school offers a
good example of what that might look like -
listening to parents and children with special
needs, working with them to make adjustments,
and responding with care to issues when they
arise. Twinkle stresses that this is an approach
everyone else in society should adopt, especially
policymakers, and that it requires afundamental
level of awareness.




WA,

To make society a "place to be” for people
with ASD, Twinkle believes that everyone
needs to understand how people on the
spectrum experience the world. They
need to understand the different ways
that people experience their worlds,
appreciate this diversity, and interact
with kindness and care.

In a similar way to her parenting
approach, Twinkle would rather society
change its definition of "normal” rather
than force Sarah to fit theirs.

VA,




PROSPERITY IN
EAST LONDON
2021-2031

Prosperity in east London 2021-2031 is a 10-year mixed-methods study
tracing the effects of large-scale and long-term urban regeneration on
local communities in east London. The study equips local residents with
the tools to examine prosperity in their communities, producing citizen-
centred insights on people’s lived experiences of regeneration.

During wave 1 of the qualitative research, which took place between Sep-
tember and October 2021, 10 residents from 10 areas in east London,
were employed and supported by east London community organisations:
Compost CIC, Hackney Quest, and Leaders in the Community, to engage
in 3-months of part-time research and training. Through UCL’s Citizen Sci-
ence Academy, they received practice-led training on research design,
ethics, qualitative data collection, and social impact strategies. The teams
carried out interviews and walking ethnographies exploring obstacles to
prosperity in their different neighbourhoods, and are currently involved in
presenting this research to policymakers.

Managed by the Institute for Global Prosperity’s (IGP) Prosperity Co-lab-
oratory UK (PROCOL UK) in partnership with the UCL Centre for Longi-
tudinal Studies, the study was co-designed with members of the London

Prosperity Board — a cross-sector partnership between the IGP, UCL East,
London government, public agencies, businesses, the third sector, and
local communities in east London, to change the way decision-makers
think and act for prosperity.

@PROCOL @ Institute for
8UK Global Prosperity

www.ucl.ac.uk/bartlett/igp/research/ | seriouslydifferent.org

REFERENCES

Autistica. 2021. “Alexithymia.” Autistica. February 26, 2021.

Green D., Baird G., Barnett A.L., Henderson L., Huber J., Henderson

S.E. 2002. “The Severity and Nature of Motor Impairment in Asperger’s
Syndrome: A Comparison with Specific Developmental Disorder of Motor
Function.” Journal of Child Psychology and Psychiatry 43(5): 655—-668.

Hertfordshire County Council. 2023. “Education, Health and Care Plans
(EHCP).” 2023.

Hunter, Jack. 2019. “Plans That Work: Employment Outcomes for People with
Learning Disabilities.” Manchester: Institute for Public Policy Research North.

Johnson-Ecker, C. L., & Parham, L. D. 2000. “The Evaluation of Sensory
Processing: A validity study using contrasting groups.” American Journal of
Occupational Therapy, 54(5), 494-503.

Laurie, Corinna. 2022. “Autistic Children and Motor Skills.” National Autistic
Society. November 4, 2022.

Office for National Statistics. 2022. “Special Educational Needs in England,
Academic Year 2021/22.” June 16, 2022.

ACKNOWLEDGEMENTS

This zine was jointly conceived of by Twinkle Jayakumar and Gillian Chan.
The thoughts and content are Twinkle and Sarah’s, the copywriting, editing
and design Gillian’s. This process would not have been possible without
the guidance and support of: Dr Saffron Woodcraft, Dr James Shraiky, José
Izcue Gana and David Heymann.

The study was co-designed with members of the London Prosperity Board
and is jointly funded by: Royal Docks, Lendlease, London Legacy Develop-
ment Corporation, Hill Group, Poplar HARCA, and the London Boroughs of
Hackney, Waltham Forest, and Barking and Dagenham.

CONTACT US

DA londonprosperity@ucl.ac.uk
’ @glo_pro

@glo_pro


https://www.autistica.org.uk/what-is-autism/anxiety-and-autism-hub/alexithymia.
https://www.hertfordshire.gov.uk/microsites/local-offer/education-health-and-care-plans/education-health-and-care-plans-ehcp.aspx.
https://www.hertfordshire.gov.uk/microsites/local-offer/education-health-and-care-plans/education-health-and-care-plans-ehcp.aspx.
https://doi.org/10.5014/ajot.54.5.494


https://doi.org/10.5014/ajot.54.5.494


https://www.autism.org.uk/advice-and-guidance/professional-practice/motor-skills-1.
https://explore-education-statistics.service.gov.uk/find-statistics/special-educational-needs-in-england.
https://explore-education-statistics.service.gov.uk/find-statistics/special-educational-needs-in-england.




