A parent-to-parent guide
to all things

AUTISM




AUTISM

Taking Action

Thinking Autism does not offer medical advice or
endorse any products.

We recommend that you consult a professional before
embarking on treatments.

Thinking Autism asked parents and
professionals to think low-cost interventions and
resources, getting family and friend support, and
lessons learned in retrospect. We thank everyone
who contributed their generous willingness to
pay it forward.

Here, in no particular order, are some ideas that
might help children with autism lead healthier,
happier, connected, and fulfilling lives—and help
all of us who love these kids. If any ideas prove
helpful to you and your family and you‘d like to
pay it forward as well, please send your best
ideas for a future version of this document to us.

Together, we are
all better,
and



VVorry [ess

about the future and
concentrate on wnat you can
nelp your kids with today:.
Don't spend every nignt

Jp to the wee small hours
ignoring your partner and your
own health Googling autism
Nterventions. \We can only do
SO much at once anyway —
do those things well and hold
off on the rest,

You’re going to meet a lot of professionals
on this journey—some are going to be
amazing, wonderful, insightful and helpful.
Others are going to leave you agog with their
complete lack of empathy or knowledge.
Sometimes they can do both. Challenge
any professionals you are going to use to
give the best they can to your child, but
know that parental advocacy and action is
going to be essential. If you can’t find any
for now, start your own plan, but don’t wait
for professionals to catch up. You might be

waiting far too long.



Don’t worry about
what others think.
You eventually learn
to ignore the stares
and can concentrate
on your child if he’s in
crisis mode. It’s like
being in a bubble--
nobody else matters
except your child.

There’s always so much

HOPE

Join organisations and

groups with like-minded
mums (and dads!) who
know if there’s a way in to
autism then there’s a way
out. An exceptionally good
one is recoveringkids.com
which is also a very active
FB group.



Give interventions
time to work. Don’t
flit too quickly between
different protocols.
And stick to your
guns. If you’'ve been

GfCf for two months
and grandma comes
in offering custard
creams just rugby
tackle her.

One of the best books

I ever purchased (and
believe me Amazon

has done bloody well
out of me) was Autistic
Logistics by Katie
Wilde---absolutely
fabulous as it tackled all
the usual stuff regarding
sleep and toilet training

really well.



Tummy massage for constipation!

Stop

Calling
it
Autism.

® 6 6 ¢ 6 6 o ¢ ¢ o o stopcallingitautism.org/autism.hitmi
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This is one article that talks

specifically about massage for the

ileocecal valve (our chiropractor

told us that our son’s IC valve

was “sticky” and massaging it

was incredibly helpful for his
constipation) https://lifespa.com/2-
minute-sibo-therapy-rediscovered/

but there are also Youtube videos

with other suggestions and other

types of massage.



D , try to do everything. Following
on t diagnosis we jumped right into
research and therapies for our son. At one point
we were trying to implement at least three full time
therapies alongside trying to clean up the diet. We
started to see gains and huge improvements, but
we couldn’t exactly tell at the time which therapy it
would have been. We were also working full time,
parents to other children and had set up a fundraising
pot to help fund parts of his interventions. Both my
husband and | went on a huge research path and
watched many conferences and read as many
studies and reports and we would literally try most
therapies. It was a lot If | could go back to the start
and give ourselves advice | would say pick one and
implement it for a month or so before another. The
impact it had on our family at the time after coming
through diagnosis was huge and it started to affect
us all in a negative way. Once we realised we had
been putting too much pressure on our son and on
our whole family we put some interventions on hold
and concentrated on just a few.
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Be mindful of the
therapies that seem

to cost a fortune with
not that much solid
evidence to back them
up. There are low-cost,
low-risk options that

can be tried first. Often
the success or lack of
from these lower cost
therapies can give you
important clues about
what is the best fit for
your child.




We’ve definitely
seen a change from cleaning
up our son’s food, and his diet is

now based on how our grandparents
were brought up with good wholesome
food. There is a lot of information about

now on the internet, in libraries, from
various nutritionists that give good free-

from clean recipes. | find these to be

much nicer and more cost effective
than buying the shop
branded food.

I couldn't do
without my online
support groups-
They have been an
amazing support
system. Try to
attend as many
conferences as you
can especially
the TA ones. I am
still in touch
with a lot of the
parents I met at

my TA meet up- \E:



We as a family now spend more time
with friends with ASD children who
we’ve met via support groups both online
and from the local community and this
has definitely been the biggest positive
influence in us to keep going with our
son. Support means everything!
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TRUST

your own instincts and be strong in your beliefs:
Before | knew my son had autism, it was a
confusing and scary time as his behaviour was
self-injurious, aggressive to other children
and adults, destructive and he screamed a lot.
I’d always believed in and practiced positive
parenting, but my partner and family believed it
was my parenting at fault and that | wasn’t being
strict enough. | lost confidence in parenting my
son. The diagnosis and lots of research however
enabled a way forward. Now my family and man
are all supportive of my biomedical journey with
my son. This time and having a son with autism

has taught me to never judge another parent.



Changing my
son’s diet was the best and
biggest step we have made and also
the first one. It’s been a gradual

process of finding food that works as

some ‘free from’ products are very
processed and full of corn/maize and
other possibly problem ingredients. If

you’re buying anything processed, you

have to learn how to read

the ingredients.

Epsom salts baths. The skin is an excellent
way to absorb magnesium sulphate. It has
many benefits including mood balancing,
muscle relaxing, healthier bowel
movements, deeper sleep. Not all children
get on with it, so you have to find out what
works on an individual basis, but we’ve
found it very helpful for my son and his
neurotypical twin brother who shares
the bath with him. Buy in bulk from
Westlab (£25 for 25kg). You can
also buy bicarbonate soda in
bulk online and use in the
bath as well to good

effect.
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Do not believe limiting
opinions like “child will
never do x,y, or z”.

The autism
community is
absolutely filled
with examples

of people who have

far exceeded
what some professionals

proclaimed would be
their limits.
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Research for yourself, always
checking for any financial gains
from internet sites, make your own
balanced opinion. Keep in mind
that parents, of course, share their
success stories, which are generally
abbreviated versions of what

was likely a lot more messy and
unclear at the time in real life. It
just looks easier and more obvious
written up. Everything is clear in
retrospect, so don’t feel like every
other parent is doing a better job
than you. Everyone is dealing with

setbacks, confusion, etc.

using unhealthy cleaning and personal
hygiene products, go for natural ones or get
rid of them entirely. Take on the kitchen one
week, the bathroom another, the laundry
room the next. Carefully look at everything
that you use and ask yourself do you really
need it? Can it be replaced with something
greener and healthier? The Environmental
Working Group has an incredible amount of
helpful information. For example, they rate
laundry products here:

https://www.ewg.org/guides/categories/9-Laundry#.WqqLkqjwbIU
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Reduce your
EMF exposure.
Something

as simple as
turning off your

wifi at night will
help, but you
can read more
here:

https://articles.mercola.com/sites/articles/
archive/2018/01/08/reduce-emf-exposure.aspx




Minimise or stop using face paint, sun
cream, and other products that your child’s
skin will absorb. Again, the Environmental
Working Group has a fantastic easy-to-use
database, including one specifically for kids
https://www.ewg.org/skindeep/top-tips-for-
safer-products/#.WqqMWqjwblU The same
advice is true of anything your child will
breathe. Remove scented candles, perfumes,
detergents, air freshener—doing so will
lessen your child’s toxic load.
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for the wall as reminders, these can
include pictures of loved ones. We took
photos of our son’s siblings making silly
faces and turned them into puzzles (he
loved puzzles). Make friendly upbeat
little videos that can remind your child
of things (like where to put clothes, or
how to brush teeth). Ask family and
friends to participate in these projects

as a way to remind your child how
many people are in his circle of love.
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Make videos of ways you help/
teach your child then show family
how success can be achieved.
Sometimes people want to help but
don’t feel confident. This kind of
instruction can be invaluable. Or,
just have them over in the house
while you are doing what you do.
You can ask them to observe in
order to help you understand what
you're doing better—and they will
learn at the same time as well as
feel helpful to you.
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Ask for feedback and Unprocess your food - cook all food from
ideas from family. It will
help them to feel involved.

scratch including breakfast. If you have family
or friends who can help with cooking parties,
take advantage of that. Instead of going out
with a friend, plan a few hours kitchen visit
that will include chopping, baking, etc and
freeze the results. You will have socialized AND
accomplished important work for your child’s

health. Plus, everyone likes a kitchen party!
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Buy as many organic foods that you
can afford as pesticide exposure
has been linked to neurological
problems. EWG has a list that can
help you make informed decisions.
https://www.ewg.org/foodnews/
list.php#.WqqgOs6jwblU

Find as many ways to feed
your child vegetables as you
can, hiding if necessary. Just
google “hiding vegetables

in food” and you'll get a lot
of help. Many vegetables
are what our microbiome
wants to eat—feed the good
bacteria too!
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Swap cling film

and plastics for

beeswax wraps/
parchment

paper and glass
storage jars

Alr your house

regularly. It will improve
alr quality and can
even Improve your
family's bacterial health

www.bewell.com/blog/build-a-better-microbiome/




Get lots
of sun and fresh
air — important for vitamin D
and circadian rhythm, which
can mean better sleep
for everyone.
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Try to inform family as to what is
the best approach for when in
the company of your child,
but be prepared not to be
understood and, if needed,
take early steps to protect your
child from additional stress

that ignorant people can place
on your child even if it means
distancing yourself from anyone
that isn’t being cooperative and

respectful to your wishes.

4
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Castor oil packs have been really
beneficial, especially as my child
used to wake between 1-3am every
night which in the Chinese calendar
depicts liver. Castor oil packs

help detox the liver and improve

the lymphatic system and reduce
inflammation. When we started
doing castor oil packs we started

at 10 minutes every 3rd day and

increased gradually. | believe this has

contributed to him sleeping better.
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Talk to your child just

like you would any other
child. Ask them questions
and give them choice
answers. Make statements
and even if your child

cannot respond, let the back

and forth of communication
take place through
gesture, or a glance,

or a sigh, or a touched
hand. Communication is
what you’re after,

not just speech.

--really observe--so you can
understand why they may
be doing this or that. Do not
allow anyone to talk about
your child in front of them
because they understand
and it may make them feel

differently about themselves.
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Be open to
alternatives. Read
the book The
Spark—a Mother’s
Story of Nurturing
Genius, by Kristine
Barnett. It will
help you envision
creative methods
of connecting with
and encouraging

your child.

*

Go through the pantry and clear the
foods that have chemicals, colour,
sugar, preservatives. Check out
Katherine Reid https://unblindmymind.
org/ and print the list of foods not
acceptable and stick it on the fridge.
Support the body with the right balance
of nutritious foods that will heal the
body. Add in herbs and herbal drinks

to support the organs like dandelion,

nettle, turmeric, ginger teas.
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or mini-trampoline.
A great form of
exercise and can
have an especially
good effect on the
lymphatic system.

www.livestrong.com/article/214246-specific-
lymphatic-exercises-for-a-mini-trampoline/




of

at

room

temperature

Source the healthiest water you can.
http://www.nsf.org/consumer-resources/water-quality/water-
filters-testing-treatment/home-water-treatment-system-selection

s

Don’t take the advice of the
doctors and professionals as
being the only way.

They don’t know your child as
well as you.

Trust your instincts!
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Decide what you want from
the local authorities for your
child in terms of therapies and
interventions and fight for it if
you believe it will work. Many
times other parents will have
already fought a battle—try

to find some to talk to. Don’t
hesitate to take an advocate
with you to meetings. School
authorities like to try to
outnumber parents. Bring
reinforcements with you and

record meetings.

Regarding school | had

a lot of support from

the organisation called
Parentpartnership. They
are called SENPIASS now
and help parents with EHCP
and any issues with school.
www.kids.org.uk/sendiass
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Look after yourself and your
partnership or marriage from
day one. Stay healthy, fit
and sane because you
are all your child
has at the end
of the day.

It’s so important to find your

TRIBE!

A group of parents who support each other
with autism interventions is worth its weight
in gold. You need other people who believe
that you can make a difference to the health
and future of your children rather than sit back
and wait for the professionals.
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The first doctor we’ve seen
suggested GAPS diet so I
bought Natasha Campbell-
McBride’s book and got

most of my knowledge there.
There is also a website which
is a good guide http://www.
gapsdiet.com/gaps-full-diet.
html I’m on all GAPS, paleo,
SCD forums as well to find
recipes. I’ve bought an
Instant Pot which helped a lot
with cooking. Used Instant
Pot Facebook sites for recipes
and Pinterest to have it

organised.

¥

I’'ve used grants to do ABA,
but there are videos on
YouTube and some websites
which explain how to do it so
it can be done by a parent.
P’ve used a good supervisor
and psychology students for
the therapy so they didn’t
charge me a lot and gained

their work experience at the

same time.




It’s important to get to know what an

occupational therapist can do in your
area. Mine were very helpful. My child
took part in writing group and cycling
group which helped him a lot. Those

were all for free through NHS.

Finding a good sport
group is important.
My child goes on
taekwondo group

twice a week. He is

not as

good as his s

ister but it gives
him a chance

to socialise and
increase his balance,
coordination. The
instructors are very
understanding and
group colleagues
very supportive.
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Our children need to
learn how to swim. Yes,
| worry about chlorine
but if there is an ozone
pool or any natural lake

or sea, swimming is great

exercise. After chlorine,
some kids will benefit
from Epsom salts, and
you can make your own
ES skin cream too.

Pet rats!!

Our child used to have rat
phobia and step by step
we managed to get rid of
it. For some people with
anxieties and mental illness
rats are very helpful as a
companion and can help
with sleep improvement. It
also gives our child a topic
to talk at school and he

is very attached to them.
Also, as bad as it sounds,

| hope it will help him with
understanding death and
loss of someone they love.
They are also cheap and
easy to keep. No need to
walk them and you can put
them back in cage when
they annoy you! | think any
pet will be beneficial.
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Read, read
and read
some more.

Make as many notes as possible and join
support group for biomed, for therapies,
local support groups to help you keep
abreast with what the local offer is and
support groups for you, Mum. And lastly,
ask questions. Lots and lots of them.
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‘Meat and veg'’ diet and keep it
simple. Don't swap gluten and dairy
foods for gluten-free and dairy-

free options which could be full of
other allergens like soya and corn
and are often high in unhealthy
fats/sugar. Aim for a natural,
unprocessed, whole food diet, avoid
additives/sweeteners and limit/
exclude refined sugar.
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—drink teas like dandelion tea
to help detox liver and kidneys.
Fermented foods like kombucha,
sauerkraut or kefir to help with
gut health. These can be made
at home for very low cost.
You can find tutorials online.
https://paleoleap.com/
fermented-food-recipes/
https://www.care2.com/
causes/10-fermented-drinks-to-
make-at-home.html
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Be prepared to lose friends.
Be prepared to gain like-
minded ‘virtual’ friends. Be
prepared to be upset by some
family members. Be prepared
to develop ‘teflon’ skin while
you go on this journey. Teflon
skin is good, no bad attitudes or
comments stick to you.

Grbunding/
earthing.

The benefits are awesome (reducing
inflammation, reducing pain) and it can be as
simple as having a picnic at the park or just
relaxing under a tree in your backyard. You
can read about it here https://www.ncbi.nim.

nih.gov/pmc/articles/PMC3265077/




Forest bathing, which is simply
taking a leisurely walk in the
woods, can have many positive

physiological and psychological

outcomes—for everyone involved.

This review discusses some of

the research http://www.mdpi.

com/1660-4601/14/8/851/htm

There is also
evidence that being
at the seaside

is good for your
health—if you can
make that happen,
go for it!
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Going to a reflexoloyist can
he fantastic, but you can also

learn Ssome hasics hitps://www.
naturalorganicskincare.com/hasics-
of-reflexology/ and do it yourself. The

henefits of touch are innumerable
and it can often he a time when
communication is easier.
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TRY TO FIND PEOPLE LOCAL TO YOU WHO
HAVE THE SAME FOOD DESIRES [ORGANIC,
FREE RANGE, ETC) AND SEE IF YOU CAN

START A MINI BUYING CO-OP. FOR EXAMPLE,
WHERE I LIVE, | CAN BUY 50 POUNDS OF
ORGANIC ALMONDS FOR ABOUT HALF THE
PRICE PER POUND I'D PAY FOR
NON-ORGANIC AT MY LOCAL STORE. IFA
FEW FRIENDS AND | BUY TOGETHER, WE CAN
THROW OUR 12 POUNDS IN THE FREEZER.
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Find the best way that suits you to keep
information about your journey. Autism
Tracker app is a great way, but if your
preference is filling binders, do that.
Things to note: food, mood, poop, sleep,
communication, and anything particular
to your child. Take videos and pictures,
even when things are not going well.
This is very hard to do, but it will
provide you with valuable information.
Keep more information than you think
you’ll need—because you will need it.
And you will likely need to understand
what you wrote six years hence, so try
to remember that.
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Try to learn quickly which
battles are not worth
fighting. Once | started to
view wy child’s school as good
babysitting, rather than a
place where he would learn
much, | could stop fighting,
stop stressing, appreciate
the babysitting and put my
enerqgy into battles that |
could win. ldeal? Pefinitely
not, but your energy and
your health are both precious
resources. Treat them as such.

y.
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Plan in terms of years,
but act in terms of each
day. For most people,
bringing your child into
health, happiness, and
independence will take
years. This doesn’t mean
you have infinite time, of
course, but it will allow
you to move ahead in

a way that is organized
and effective, instead of
jumping around, feeling
pressured and ineffective.
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Encourage good sleep. There is a lot
of free information on the internet
about sleep hygiene that might be

helpful, but a lot of times what is
happening with our kids is far, far
beyond what this general advice can

address. Many parents on the groups

who have found sleep answers for
their kids. We heal during sleep—you
have to make it a priority.
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We did pass a very old video camera to our
son to enable us to get out of the house. He
recorded every event but it meant he was
never sensory bombarded and could also watch
the event in full afterwards. This was key to
our family survival. Other low cost obsessive
items were Maplin electronics circuit boards.
You could connect wires, fans and bulbs etc
via springs on a board to make circuits that
worked. Our son could turn those into radios.
His obsession was vacuum cleaners so any old
vacuums came our way too. These were ok
for hugging, communicating, dismantling. He
always had something to say about them. One
of his first words was hootie (hoover).
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Go low and slow

and add one intervention at a time. When | first
started on my journey | thought | was on a race
against time so | treated my child’s recovery
like a sprint instead of like a marathon.
If 1 could go back | would tell myself not to
get too overwhelmed trying to do too many
interventions at once. By going slowly with one
at a time you can really assess what is working
and what isn’t. You also won’t overwhelm your
poor child’s nervous, immune system or liver
or your bank balance!
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For us getting his gut ‘right’ was key
to everything. We have had to use

a combination of supplements and

medication along with a gf/cf diet. This

does not have to be as expensive as it first

appears. Home cooking, batch cooking and
an extra freezer helped us to keep on top

of things. Get the school on board for gfcf
lunches--this has helped us a lot both in

costs and managing his diet.

Buy a laminator
and make your
own PECS
resources or

ask school to
duplicate. My
son still finds
traditional play
difficult but as
his language
re-emerged he
showed a love of
praise attached
to saying words
(a lovely time to
connect) and so
we have boxes of
these and just play
naming games.



Friends and family circles shape shift when
autism knocks on the door, That can be
hurtful. But make use of groups in your area
to help keep connections going or build
new ones. Family life has its own challenges
too. Make time for yourself, it's important.
Although | have lost friends along the way

I have also made new ones and some of
these have become family to me, taking the
place of those who were family and couldn’t
or wouldn’t stand up for us. Although its
taken a while, | now know that's ok and for
whatever reason those relationship changes

were supposed to happen.
84

Cherish people that
add positively to your
life and don‘t worry
too much about others.
Letting go of people
actually gave us a sense
of freedom and
pedace that was
missing when they were
in our lives.
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It’s a marathon,
not a sprint.

Read as much as you can.
\Vake notes and prioritise.
Tenacity Is essential. Use
the FB groups but be aware
that some people hold strong
opinions on what is wrong/
rnght. Just make sure what
you're doing is well informed,
Don't overly focus on speech
and cognition, improving
nealth and happiness wil
Nugely INncrease quality of life.
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| would encourage all families new to autism

to believe in their child, never give up hope

of what he or she can achieve, set no ceiling, but also
accept him/her exactly as they are now while working
towards helping them become the best version of
themselves. Autism mums and dads who are actively
taking their own children’s future in their hands have
been the most helpful to me. | remember losing all
confidence in my role as a mum when my son regressed
into autism. SonRise was the place where | had my
confidence boosted, where they taught me I was my
child’s best resource and that | could still both lead
my child, as well as follow him. Being within the system
was demoralising and | felt my most unhappy and
hopeless when my son was in a special unit. Focussing
on bonding with him lifted my morale, and changed
my life. | took on the LEA and won two tribunals against
them to get a budget to run the SR programme | wanted
to do. But I've also avoided battles and not always got
the funding | wanted for other therapies etc which could
have helped my son. So choose when to fight, but do
take them on.

Educate your family in
little bites--

too much too soon can
scare them off.

Get them to go to
seminars, appointments,
meetings etc. with you

so that they feel they can
relate and get involved.
Don’t take it personally-
-people find it hard to
know what to do or say
sometimes and it can
seem that they don’t care.
Mostly that’s not the case.
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Dietary changes have
helped my son so much. I wish

I’d known about all of them

earlier. Also, the healthy diets
can help us parents, too,
as we’re so worn out and

low on energy.
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Kelly Dorfman’s
Healing your Child
with Food.
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Find some time, even 30 min a day,
when you are completely focused
and dedicated to your child and try
to interact with her. Enter her world,
try to understand what motivates
her and gain her eye contact. Try
to teach whilst playing. The most
effective techniques I have learned
to teach words to nonverbal children
are those taught by Dr Koegel who
created Pivotal Response Training
(PRT). There are a few videos
available on Youtube.
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The Nemechek protocol: a very
simple protocol based on fish
oil, extra virgin olive oil and

a prebiotic called inulin. The
protocol is meant to deal with
SIBO, small intestine bacterial
overgrowth. It is quite common
in children with autism (and
many people without autism
too of course). There is a
Facebook group where you

can find all the information.
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Play ks

therapy and social
interaction like
SonRise, Intensive

Interaction, Floortime.

Start this ASAP with
your child. Join their
world, it’s a lot more

Give time to yourself otherwise
you will lose your own identity
along the way. You are human
and have your own needs. |
found this very late in life at

the age 44, even though | have
both boys, | realised | don‘t have
friends | can go out with and feel
very lonely at times.
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information with family in a non-

judgemental way and correct them if they

make a mistake with diet, because it’s
important for them to see how vital the
interventions are, but putting them off
helping is not the answer. Provide copies
of research (TA publishes a lot of things—
some are easy to read and others are full
of science, so choose what would work
best) for your family if they don’t seem
to think what you’re doing is necessary.
Sometimes just telling someone about
cerebral folate deficiency and dairy

is enough to get them on board with

everything else.




The beginning of my
autism journey was

very traumatic. For the
paediatrician it was

yet another child in a
constant string of faceless
cases. For me it was a
devastating blow. Looking
back, | am sad that the
initial blow of a hopeless
diagnosis cast me into

depression. It does no

need to be that way!
are a lot of interve

ABA is often regarded as a costly therapy. If you are new to
autism and google ABA, like we did initially, you come across
websites that offer you a programme of 40 hours a week at

an astronomical cost. A few people take that on and get good
results. Most people look at the figures and leave the idea for
good. We, however, persevered and came across a consultant,
who quoted the ancient fable—if you offer half a glass of water
to a man in a desert dying of thirst, will he take it, even though
he wants a big jug full of water? We started with 15 hours

a week, and a consultant with moderate charges. We were
lucky to find a therapist with a talent for working with autistic
children, she did not have much experience, so the charges
were not high, but she had a heart of gold, and my daughter and
her were learning together, with great success. Up until the first
year at school we had two therapists, and worked intensively
on all autism issues. Even with only 15 hours a week, and the
biomed programme on top, this was a major expense for our
family. By the time my daughter started Year 1 we achieved so
much progress that we had few autism issues, and were able
reduce the ABA hours further, concentrating mainly on social
skills in the school setting. Looking back, the investment into a
relatively small scale ABA programme paid us huge dividends
in reducing autism to such a stage when my daughter can
access main stream education and activities without the need
for specialist support.
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Living with autism can be a lonely experience, )
so it is important to have a network of
supportive family and friends. | am lucky to

have full understanding from mine; however,

|
| met a few people who did not see autism /<@ @ O ‘ q Q m
from the same perspective. In this 9 |
case, | think it is important to
have an open mind and not

We haven't found anything

E:T::t;:nmﬂﬂ:vy ::ring fo that has made a big difference
way of thinking. Look YET —wekeeptrying different
iZIﬁef?h"Li'ZT;Zimg approaches and wil continue
and losing friends. to do so. We don't subscrioe
ey to the idea that improvements
;;hu‘*r"q*:tzvms?:umy can only be made by very
is bringing positive young children and therefore
rewards, and are more won't ever stop looking for

likely to come to your

side after a while. ways to help our son.
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When consulting mainstream
medical professionals, don’t
let them fob you off with
“it’s just part of autism™.
Gastrointestinal problems/
self-injurious behaviour/
aggression ete are NOT
diagnostic criteria for autism.
It can be very difficult to get
medical problems properly
investigated in autism,
but keep pushing. TA has
useful resources that cite the
research which you can show
your doctor which may help
convince them.




verything a Share photos and videos of the
. Make every good days qng

/ea/’ﬂ/ﬂQ opportunity. These are all Explain what
make child it's o different for each child.,
Nno cost. ’ Teach them how to interact with
e of parks and open spaces. your child, how to speak and play
us

with them ang eventually tryst
them enough to spend Some time
- ntry. alone with them, Share your goqls
of discounted e g
and make use and aspirations for your child ang
his achievements thus far,

for toys and games.
to

train to play with your child, gives you

a break but also an investment for

them and you.
and bulk buy when

they’re on offer.
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When | started researching many a

moon ago there wasn’t much info

easily accessible out there. | was very
overwhelmed and panicked while |
researched for years but | didn’t actually do
much as | was too indecisive and scared I'd
make things worse. | would with hindsight
have been more proactive, changed diet

in every way possible so that everything is
made from scratch and started ABA. | would
have also prepared my body for pregnancy
so that | was as healthy as | could be for

carrying a child. | think my son would be in

a far better place now if | had acted sooner.
We could have combined therapies, rather
than sticking with only one.

Well, a long time ago for
us and we were told on
diagnosis that there was
nothing we could do. But
realise that this is still the

same child that you love.
Never give up

—try everything that seems
a good fit and realise that
new interventions are

coming all the time.

109



Get sugar out of the diet. Processed
sugar is terrible for the immune system,
will definitely make any gut microbiome
problems worse, is hard on your liver,
and is just absolutely unnecessary. If
your child is addicted to sugar, make a
plan to reduce it slightly every day over
the period of a couple months. Do the
same for any highly processed food.
Small changes each day will mean big
changes over time.

Don’t introduce lots
of things at the
same time, or you
won’t know what
is having an effect,
good or bad.

m
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If your child appears
to have a problem
with gluten, it might
be worth getting them
tested for Coeliac
Disease before
cutting it out of diet
(as the test won't
work on a gluten free
diet).

n3



Certain types of
massage can be
helpful in autism,

such as Tui Na or Qi Gong. If you can‘t
access these, you can learn basic
massage techniques on Youtube. All
humans benefit from gentle, relaxing
touch. Look for a second hand
massage table if you really want to
make it a part of your routine. Just
climbing on to the massage table
relaxes my son. We find deep massage
helps with calmness and alleviating
anxiety.

n4

Some children have
benefited from
retained reflex

therapy. The BIRD

Centre in Chester
is a charity which
helps parents run
their own home
programme. There
is no charge:
parents are simply
asked to donate
what they can
afford.



Recent research has
indicated that aluminium
may be a problem for

some children. It has Melatonin helps
some children with

been suggested that

sleep problems, and

mineral water that is can be prescribed

: : - by your child’s
naturally high in silica,

paediatrician.
such as Fiji Water, could
be helpful in lowering

levels of aluminium.



We spent a fortune

(£1800 worth in those days) on testing, which
revealed severe gastro-intestinal issues such as
malabsorption. Many shocking markers, including
incredibly high levels of urine sulphite (1000%
higher than normal, something you find typical of
schizophrenia and heavy metal toxicity) and high
levels of urine sulphate indicating inability of the
kidney to hold on to that trace mineral. Over the
years | discovered that many parents were reporting
the same for their children on the spectrum. If
| were a parent starting out today and in light of
the high financial burden testing can bring (and
often marital discord), | would take heed of all the
parents’ collective testing experiences--of those
that have gone before--who almost all invariably
reported gut dysbiosis and heavy metal toxicity

(why re-invent the wheel!).

n8

Try to maintain an open
communication with your child’s
other parent if he/she is in the
picture, even in small ways.
Always be calm. Do not fall out it
is paramount to work together as

you need each other.

19



The vagus nerve connects the brain and the
gut. Signals move bi-directionally. Vagal
nerve endings are found in the ears, eyes,
back of throat and under the skin. Low vagal
nerve tone is found to be quite prevalent

in ASD and epilepsy, a co-morbid condition.
Theoretically, improvement in vagal tone

should decrease noise sensitivity, sensory

overload and improve swallowing. An

interesting result of vagal nerve stimulation
is reduction in anxiety, an affliction not only
common to ASD but the population at large.
Here is a website which explains it further
and outlines methods to stimulate the vagal
nerve: https:/www.selfhacked.com/blog/28-
ways-to-stimulate-your-vagus-nerve-and-all-

you-need-to-know-about-it/

120

My advice to those starting out on the journey:
research as much as you can so you are
convinced yourself of the merits of testing and
treatments that you intend to use. You will then
have the confidence to defend them. Stay on
your path, modify it, if and when necessary, and
don’t give up. Don’t be afraid to follow your gut

instincts-- it your the second brain.



122

Research shows that some
children with autism are low in
Vitamin D. The paediatrician

or GP can test for Vitamin D
deficiency and prescribe a
supplement if needed. If the GP/
paediatrician is unwilling to test,
a home kit can be ordered cheaply
online. There’s research that
shows you need sufficient
magnesium to activate vitamin D.

Some
houseplants,
such as
English lvy and

spider plants,
can absorb
toxins from the
atmosphere
and clean
up the
environment.
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Along the journey the
people who you expect to be
accepting and supportive
might not find it easy to do
so. They will be learning
about autism at a different
rate to you. Don’t spend time
worrying about this, find
friends, other parent-carers
and organisations that DO
understand and surround
yourself with people who
help you feel strong and
hopeful. There is power in
associating with the right

kind of people.







I've used the
TA library and
Face 2 Face
Realise the importance of caring for resource tO
the whole family unit (myself and further my

husband included) to give us the understanding,
strength and energy to keep pushing

forward on our autism journey!
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We actually moved away from
my friends seeking family
support but they all legged it.
This was actually really positive
as it forced me into rebuilding
my support network with other
like-minded positive parents.

Facebook is your friend! Join one or all

of the many biomedical, support and
recovery groups. You will soon find
yourself making connections with like-
minded mums who can be your guide and
companion on the journey ahead. The
road is a lot less lonely when you can
share it with people who actually ‘get

it’. By using the search function in those
groups you will find first hand information
not typically available on Google.
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(not scary) handout which

ask apout your C '
it out 10 everyo
could penefit. Espec'\a\\y

who stare at you In

people
nd tut \oudly

supermarkets a
in the p\ayground.

We used
manuka.raw
honey for
allergies with
success. A
spoonful a
O’ay can go
a /O/’?g way.
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You probably
worked hard to get
the diagnosis and
well done you!

But consider it

as just the end

of the beginning-.
Work begins now-

http://www -
generationrescue-

org/resources/ \
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Taking a parent or a friend to
visit a setting /play session
dedicated to children with

additional needs will help them

begin to understand better and

allows them to ask professionals
questions that they may not feel

comfortable asking you directly




Never ever think that something
will work for your child just because
it has worked for hundreds of
others. Sadly it doesn’t work that
way. Don’t get stuck and invest
time, energy and money into some
treatment or therapy for a long
time unless you can see very clear
positive results after a few weeks
or maybe months. There always so
many other things to try, and you
can always retry xyz intervention or
supplement later on.

138

If there is a regression
always suspect everything,
every supplement, every
environmental change. Even
the simplest supplements
(like probiotics or fish oils),
or those who brought lots of
positive effects when you
first started them can start
having the opposite and very
negative effect after a while
(our example carnitine). If
you cannot figure out what it
is that is causing regression
stop everything and start
from scratch.
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Try not to compare
your child’s progress
with that of other
children. Comparison
is meaningless, just

as the diagnosis of
autism is meaningless.
The only good time

to compare is to spot
children who have
very similar symptoms,
behaviours and history
to your child, as that
might help you narrow
down the treatments
that are most likely to
work for your child.

140

O Not be
scared

to try ‘'oharmaceuticals’ just
Decause they are not ‘natural’
~or something to work it has

to have a biclogical effect

and whatever has biclogical
effects can potentially have
side effects. Several 'natural
treatments had side effects fo
Us, and several pharma ones
were wonderful,
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Try to have fun and play
with your child, mess
about and fool around,
as much as possible.
However hard it is, and
however dark and painful
the place, your child is
still only a child that will

grow up all too soon.

’ Buy supplements \

in bulk and fill up empty
caps - you can buy
empty caps very cheaply
on ebay. Decent quality
bulk supplements
can be bought on

bodybuilding websites

such as myprotein.com
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There is probably an entire
month's worth of recorded
webinars conferences and
interviews online for you to
learn from.

These are just a few
http://ariconference-com/

http://www-.-autismone-org/

videos
https://www-
greatplainslaboratory.com/

webinar-library/

https://www-.-youtube.com/user/

NourishingHope R

Try to meet like-minded parents, online
and in real life, to exchange tips and
resources and for moral support. Stay
away from negative ones. If you are
annoyed by ‘autism is just a different way
of seeing the world’, ‘I wouldn’t change
my child for the world’ platitudes and
‘welcome to Holland’ memes, stay away
Jrom those people. They won’t change
(they have invested too much emotional
energy into convincing themselves

that ‘all is fine’) and you don’t need to
Jjustify you position to anyone. Just stay
away, life is too short. Go play with your
child or read some more about another

treatment that could help them.
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WHAT I'D SAY TO
MY OLD SELF...

TRUST your instincts. NO ONE is

gonna be as motivated as you the parent.
DON’T be a headless chicken trying to

do everything you hear about. |7T°S NOT
ALL OVER if the child hasn’t recovered by
age 5. QUESTION everything even other
parents as all our children are so unique.
ASK for help. DON’T spend every moment
doing some sort of therapy, enjoy your baby.
SPEND autism free time with your other
children. SPEND autism free time with your
partner. IAKE lots of happy memories
HAVE some me time daily, your child will
thank you. |- YOU DO ANYTHING do

a clean diet and exercise, and chemical

free lifestyle, with the whole family. FIND
and speak honestly to other like-minded
parents, find your tribe. AND mantra little by
little becomes a lot!
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The things which
have helped me
most have all been
organisations set
up by parents

of children with
autism. SonRise,
Thinking Autism,
GAPS diet, Rapid
Prompting Method,
which you can find

on Facebook.
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There is not one speech and
language programme there are

30+,

there is not one behavioural therapy there are

dozens,

there is not one intervention there are

hundreds.

Find the ones that are right
JUST FOR YOUR CHILD.
Do not be pushed to follow
one thing by an enthusiastic
person that is not the best
for your own child from the
huge array of choices.

148

¢

Only accept professionals
(speech and language/
teachers/1:1) if they are
dedicated and caring and love
your child and have an instant
emotional connection and you
can see the child warms to
them. For SLT we interviewed
over 15, staying with one who
we now use by Skype, as the
quality differences are vast

between therapists.
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Understand that if anyone,
including NHS or mainstream
professionals or teachers of
friends, says there is nothing
you can do ahout autism, it
is totally untrue. Howe

realise. it is a journ

150

Obtain a diagnosis asap and get this into

the child’s Individual Education Plan. If you

find a teaching method and provision that

satisfies the needs of the child as per this

plan, but the school are not providing it, you

have the option to force them to provide it

through an educational tribunal but in order

to win this you must have detailed data and

graphs to show progress with and without

the method, and this must be vouched for by

an educational psychologist
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Read as many books as you
can — reading a book by a
world renowned professional
is the same as actually meeting
that professional. If you have
a topic, put it in Amazon,

find your favorite books,
write down the author, title,
and ISBN number, and tell
your local library to get it for
you. They are obliged to find
ALL books published in the
English language and this will
be either free of a very low

charge of a few pounds.

GAPS /
PECANBREAD
books and
websites for
diet that is
autism friendly

at the start

- gives, for
example,
fabulous soup
broth recipes
and cooking
ideas




To re-obtain eye contact and trust
and start learning follow the lead of
the child, be interested in whatever
they look at and take exactly the
same interest in it, make humour
out of everything and a game out of
everything - love what they love, and
they will love you forever. Believe they
can do everything and take them with
you if you have into playcentres until

they realise it is not scary but fun.

Allow them to do everything you do no

matter how much mess they make:

PRAISE

them for trying. Praise them for

everything and anything and make
them feel unconditionally loved and
that they can do anything. If you set a
goal repeat it daily and never give up.
It may take months - but they will get

it and be so proud.
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If educational avthorities
become too hopeless, they
will be overjoyed if you decide
to howe educate, and will
welcome one less child to
teach. This gives you a lot

of freedom to teach in the
best way possible. Many
parents have gone this route
and thereis a lot of support
to be found. Some parents
have successfully had the
LEA financially support home
education.

156

Think of things that
your family members
know e.g. cooking, a
musical instrument, an
artistic skill, a hobby,
and show them how to
use their skills/interests
to involve your child.
Tell them your child
understands a lot even

if they can’t express so.
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Make sharp
observations

° of your
child’s body
language....

what are the

® gut or pain
issues? Keep

track of these
symptoms.

Love yourself as
much as your child,
take short breaks,

sharing this
journey of healing.
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If you know in your heart that
your child needs support,
don’t wait for a diagnosis to

start doing something and

follow your
gut instinct.

You will not regret having
acted early. Reassurance from
people who don’t know your
child that everything will be
fine can delay your starting to

help them at times.

160

Find practitioners who
are knowledgeable and
passionate about what
they do and that can help
you effectively. Find the
ones who can really help
but you can start with
less hours until you build
evidence for funding.
Train yourself as much

as possible as the hours
of consultants go further
this way.
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If something isn’t working
change direction. Kids

with ASD already have
compromised immune systems
so throwing 30+ supplements
isn’t going to work as they

can’t utilise them (expensive

urine) Study your child, really

be aware about what their

overriding issues are.
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You’re not super mum/
dad - ask others for
help. Keep a list of all
the things you could
really use some help
with that others are
capable of doing.
Cooking? Mowing the
lawn? Driving a child
to an appointment?
Grocery shopping?
Shopping online for
specials? If you have
a friend or family
member who fits the
bill, ask them.

Research shows that there is no
ticking clock on brain development -
it's an ongoing lifetime process.



In the early days and maybe even
longer

. Everyday things other
people are doing may now seem
meaningless and trivial but remember
that they were once important to you
too,

. Give them a chance to be a
bigger part of your life, to understand
how they can still be part of your
life, how they can help and be there
for you.

. Going for coffee with old
friends that are now Mums too and
listening to what they are doing with
their typically developing kids is going
to be painful but don’t shut yourself
away.

and
learn to enjoy some of the things you
once did again.
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Friendships are formed through
a sense of belonging. It may be
that you feel only another going
through the same or similar
can possibly understand your
position. Just like in any walk of
life not everyone will see things
the same way and that is the
same for autism parents. You
still need to continue to pick
and choose your friends as you
always have.

e~ —
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| love HANDLE, we have had massive gains
from it and | love Anat Baniel’s method

and would like to have invested it from the
beginning. | also like craniosacral therapy
which is somewhere between biomedical
and sensory but an essential treatment

and it can take away the effect of drugs
and anesthesia. Energywise | couldn’t
recommend homeopathy more. Homeopathy
is often cheap, and you can look for student
clinics like the one here in Croydon that
charges only £30 per session.
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Buy or borrow the
Disconnected Kids
book and do the

exercises at home.

170

Invest in @
juicer or a
good blender

and juice

at home
every day.
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Do an ATEC
score for

baseline
https://www-autism.com/ind_atec
and then

use 1t

as you
continue
your
journey .

%
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Understand that this is
a multifactorial issue
and will need a team.

Ask for help.
Demand help.

Get creative about
finding help.

But don’t go the

route of trying to do
everything yourself.
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If something doesn‘t
work in the first 3

to 6 months then it
is unlikely to bear
fruit—move on.
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Be with your child as a parent and not
just as the wide variety of hats that
parents wear: doctor, nurse, teacher,
therapist. You are your child’s best
advocate but you are also a mum or
dad and your child needs you simply
as mum or dad. Look after yourself
and drop the guilt trip. Nothing good
can come of it. Make sure you spend
enough quality time with your other
children and/or partner.
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Essential oils can
be wonderful and
inexpensive. But they
can also be powerful.
Educate yourself
about them and use
mindfully.
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If possible
teach your
child
mindfulness
and good
breathing
techniques-.
There are
lots of
free online

resources
for this-w

Get your child to be as
creative as possible so any
classes where these can
be developed. It could be
interest in painting, making

things. Get your child to
have as many experiences in
socialisation as possible and
attend lots of social groups
even if it’s stressful at first.
Drama therapy can also be
helpful and relatively
low cost.
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Accept that your child is
behaving in certain ways
for a reason — educate
yourself about the sensory
challenges he/she may
face. People with ASD may
see things differently, hear
things differently, feel things
differently, smell, taste etc.
Observe them-see which

Situations are overwhelming.

Generally creating a calm,
relaxing, distraction free
environment will be helpful.
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Ask GP to do a blood test
and do a general blood test
but include ferritin, thyroid
markers, IGA and anything
else your GP will do. Bring
the research that TA has put
together about comorbidities
and ask your GP what kind
of tests would help to reveal
these. Write down all the
symptoms you may see in your
child that could relate to these.

Look at your
child’s stools.
Take photos.

Keep track

of them in a
diary. They can
reveal a great
deal of helpful
information
about health




Full of
\\\ helpful
information
https://
WWW s
“ tacanow-
org/family-

Be pushy when it comes to accessing resources /

things your child needs; whether this :
nas JOUT € . medical/
involves services, education or benefits/

funding. Unfortunately in the UK, the
loudest parents get the most help. It
should not have to be like this, but it’s a
reality I’m afraid. People will try to fob
you off all the time — don’t stand for it.
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Intensive interaction. I've found it a l
wonderful way to bond with my son and

initiate progress in communication. Being a child-led
therapy, you’re contributing to your child’s happiness
and self-esteem by conveying to him that his choices
matter. Unlike other therapies, there are no targets or
milestones to worry about. You can just relax, spend
quality time together and help your child. All the
while, you build a rapport with your child, which adds
new dimensions to your relationship. Any human

with good, close relationships is likely to be a happy
individual, autism or no autism. Intensive interaction
was the window into my son’s world and our first
true non verbal chat! Intensive interaction helped my
child and | bond so well in the beginning. Going into
his silly world with him made him smile even more
and helped him look at me.

TA has a great pamphlet about Intensive Interaction.
There are also support groups online and videos you
can watch.

L4

Try to introduce gut nourishing
foods such as bone broths and
fermented vegetables to your
child’s diet to help in establishing

a healthy microbiome.

“All Disease
Begins in the Gut”

as a wise man once said

(Hippocrates). He wasn’t kidding!






