Thank you so much for signing up to the LOOK UK CVI event on the 26" February
2024.

If you were able to attend on the night or have just caught up on the playback, you
will have seen me talking about my journey with my son Zac (15). Zac has CVI's
amongst a range of complex needs.

Here are a few round-up tips that | wanted to share with you which | hope you will
find helpful.

Do feel free to contact me if you have any questions that you think | might be able to
help with. Whether you are a parent or a professional, CVI takes a while to properly
understand. | have definitely made my mistakes along the way and I’'m still learning.
The more we can all raise awareness of CVI the better the experience for these
wonderful young people living with CVI. Good luck, and thanks for wanting to grow
your knowledge of CVI!

Warmest Regards

Suzanne

E: suzanne@quidinglightadvocacy.co.uk
T. 07956099755

CVI Parenting Tips

Medical

e Follow your gut instincts and know your stuff. Knowledge is power

e Check those fields!

e Low vision within the hospitals is often very ocular focussed. Make sure that
ophthalmologists are recording CVI needs within clinic letters, not just
headlining the need to reduce visual clutter.

e If your child has low vision alongside your CVI diagnosis, discuss with them
making sure their documentation gives context around text size in education.
So if your child can read N24 in clinic — remember that’s one line of text in a
clinical environment. When that one line of text becomes a whole page or a
book, N24 is going to be very fatiguing. N36 would be more comfortable and
less fatiguing for longer texts. This seems to get lost a lot in translation
between clinical ophthalmology and community QTVI support.



Education!

Keep calm! CVI is complicated and don’t assume your child’s setting really
understand the impact on your child.

Definitely insist that your child’s visual diagnosis is stated as their primary
need in any education documentation like an EHCP

Involve professionals in your EHCP if you have one.

o Controversial, but your LA need strong evidence of need to attach
funding to. Times are tough for LAs and as parents we do have to
accept that. You will need to be prepared to provide rock solid
professional proof of need for interventions in school.

Keep the narrative going. Your LA education team and sensory team may not
fully understand the impact of your child’s CVI in their education setting. If
you have a QTVI make sure you are having these conversations when they
are making visits to your child OR point them to people like Janet Harwood for
training which her fantastic charity makes available without charge

o For all the challenges we have had with Zac, our local authority has
now really embraced training on CVI which really is good news.

If your child has a diagnosis of ASD as well as CVI, remind professionals that
visual strategies as a go to for ASD will not work for a child with CVI

Ask for interventions to support navigating around school at quieter times and
alternatives to a busy playground if your child finds them overwhelming.

o These would be reasonable adjustments, but need to be in any EHCP
or IEP

Touch typing and being able to use tech is really helpful, but be mindful that
just because things are presented digitally, small amounts of text at a time is
important with lots of breaks to process. Presenting a child with lots of text is
incredibly fatiguing and they will switch off from learning.

Consider all the environmental factors in the classroom. Lots of chatter,
general noise and distractions will impact on your child’s learning — small
group learning can be incredibly helpful as a respite if it is possible

o Speak to your SENCO and if you have an EHCP, respite small group
learning makes a big difference to a child.

A place for sleep/rest within school — not always possible/practical but this

does help enormously.

Work with your school to look at timetabling overlearning and pre-learning

opportunities to help with executive dysfunction — and by that | mean being
able to retain and recall information.

o Look up executive dysfunction if you aren’t already knowledgeable
about it. It’s like a lightbulb moment as a parent!



Social, Emotional and Communication needs

You are your child’s mentor, capitalise on that relationship. Don’t shy away
from the difficult conversations. We have found talking to Zac often about his
vision, his ASD and general disabilities has made him feel more normal.
Practise mobility in quiet spaces and at quiet times without too much
distraction
Don’t make weekends too busy or stimulating during term time at school.
Your child needs lots of recovery time
Build a sound library to help with loud/sudden noises
Build familiarity in shops you use a lot but avoid busy times if you can
Work out what interests connect your child to the world and build on that. For
Zac it's music

o Music therapy has been life changing for Zac
Practising reciprocal conversations, eating together as a family and modelling
conversations
Consider a mentor for your child. Zac has a mentor through LOOK UK. Her
visual impairment isn’t the same as Zac'’s but they make great connections
and he gets a lot out of the relationship he has with her.
Networking with other VI families. There might not be a family with exactly
your challenges with CVI, but there is lots of support out there and
opportunities to connect for both you and your child.
Friendships is a really tricky area and we have only recently made progress
on this one so I'm no expert! For us the key has been a VI setting but Zac has
very complex challenges so that’s not for everyone.

Hobbies and outings

Cinema — Only in the last 12 months Zac has shared that sitting closer to the
screen is harder for him.

o He prefers about halfway up on the tiered seating so that he can look
down on the screen, so ask at the cinema if you can go in to an empty
screen and try different seating options — honestly this has been the
difference for us being able to access cinema and manage a whole
movie

o Zac doesn't like cartoon based things or fast action movies, but each
child will be different. Explore what types of screen movement are
easiest for your child to manage.



o Slower paced movies work best for us, we tried some of the older
slower framed musicals like The Sound of Music which proved
successful for us. Modern movies tend to be pretty fast paced!

e Theatre — Again stage lighting and movement too close to Zac is tough for him
to process

o We sit about 8 or 9 rows back in the theatre. He would rather see less
but experience more. Otherwise he will spend all the performance
looking at his lap as the lights hitting him and colour and movement are
painful and difficult to process

o If your child likes theatre, talk to the access team at the theatre, they
can often find you a quiet place to be before the performance and in
the interval.

e Gaming — This is an area that Zac still doesn’t do well with. He can’t use a
console very well and generally gaming is fast moving and needs good brain
processing speeds.

o Ipad app games seem to work better for Zac if he does want to engage

Independent Living Skills

¢ ['ve learnt that nagging doesn’t work! Small achievable steps and recognising
small successes has been great for us.

e We work on one skill at a time and repeat it a lot until Zac’s brain embeds it.
This can take a long long time so don’t give up! Zac has finally just managed
to co-ordinate cutting some foods up, but he still over reaches, and his brain
can forget what it’s trying to do and things can get messy. Perseverance is
key.

e Personal care can be a tough cookie to crack. Don’t lose heart if you are still
having to do most things for your child well into the teenage years. BUT, do
keep chipping away and remember not to do the “mum” thing and just do it
because it's easier. Some days it will be and that’s ok, but in every week try
and focus on one small thing. We started with the following;

Making drinks

Setting the table

Buttering bread/toast and learning to make a sandwich

Pairing socks

Folding/rolling clothes and having a dedicated place for things

‘Tidy 5 things away in 5 mins in your room’ gets 5 mins extra time at
bedtime

Sorting whites and colours for washing

Putting plates/bowls in the dishwasher

Learning how to put a key in a door or lock

Carrying a bag when out and about — learning to put phone/wallet back
into the bag when leaving a shop/restaurant etc
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The list is huge in our house, but | find having it written down and somewhere
visible reminds me to challenge myself as a mum and challenge Zac to
improve on something all the time. Zac is away at school nowadays, but we
keep this up when he is home for weekends and holidays and we also work
with his houseparent at school to continue these skills.

Good Luck!



