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News from the world of TED
TEDct committee chair Rebecca Ford gives an
update about some of the charity’s latest activities:

TEDct partner with Moorfields Eye Hospital for
patient education webinar

Mr Jimmy Uddin, consultant ophthalmologist and
TEDct trustee, organised a meeting at Moorfields
Eye Hospital about new advances in thyroid eye
disease treatment. Fellow trustee Professor Colin
Dayan was also a speaker. This fascinating meeting
was also broadcast as a webinar. It covered
topics related to the new drugs in development for
TED and what is involved for patients joining the
research studies on these drugs. The full webinar
was recorded and is now freely available to watch
on the videos page under the Support and Advice
tab of the TEDct website.
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Date set for Teprotumumab NICE consultation

The National Institute of Clinical Excellence
have set dates for their consultation process on
teprotumumab (Tepezza) for thyroid eye disease.
This will consider available evidence of effective-
ness of the drug and impact on quality of life and
weigh it against the proposed cost to the NHS.
They will then make a recommendation about
whether teprotumumab should be available on
the NHS. This will be an important consultation
and since it is the first TED drug to make a bid
for UK approval, potentially it has implications
for the future of NHS treatment for TED.

TEDct has registered as a stakeholder and
hopes to be represented in the consultation by
at least one member, serving as a patient expert
and having a say in the nomination of clinical
experts to serve on the advisory committee for
the decision- making process. The decision is
expected to be published on 20th August 2025.
You can read more about it on the NICE website:

https://www.nice.org.uk/guidance/
indevelopment/gid-ta11531
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Forum reaches 1700 members

Our Facebook forum has gone from strength
to strength with more than 1700 members. It
is a wonderful group, providing peer support
and shared experiences from people who suffer
personally from TED. In the future we hope to put
out some short surveys via the forum to find out
more about the impact of TED on people’s lives.

TEDct becomes an official Society for
Endocrinology Patient Support Group

TEDct has successfully applied to join the
UK Society for Endocrinology network of patient
support groups. This will improve our ability to
reach endocrinology healthcare professionals by
keeping them informed about TED and to network
with other similar charities, sharing ideas for
improving our services in future.

TEDct has been supporting professional
education about TED

TEDct continues to provide education for
healthcare professionals about TED. Our e-learning
on the NHS e-Learning for Health platform is
available to all NHS professionals. Our committee
chair Rebecca Ford, a consultant ophthalmologist,
recently wrote an online article for MIMS (a print
and online prescribing database for all healthcare
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professionals in the UK, formerly known as Monthly
Index of Medical Specialities) providing more
freely available education on TED for GPs. Our
next exciting project is an open access textbook
on thyroid eye disease which will be published by
Springer. This will make detailed information about
TED freely available to all. The text is complete, and
we hope publication will be some time next year.
We also continue to offer bursaries to healthcare
professionals to support them in learning more
® about TED or presenting research related to TED.

BOPSS

BRITISH OCULOPLASTIC SURGERY SOCIETY

TEDct Prize at British Oculoplastic
Surgical Society awarded to Dr John
Vekinis and colleagues

By TEDct sponsors a prize for the best presentation
Rebigfz or scientific poster on a topic related to research

in thyroid eye disease at the BOPSS meeting. This

year at the meeting in Leeds, the prize went to a
team from Imperial College London for their work
‘A ‘Real-life’ study of TED following radio-iodine
therapy.” Lead author John Vekinis, an oculoplastic
fellow at the Imperial College London, sent us the
6 following summary of their findings:
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‘This study looked at all patients in West
London who had radioactive iodine (RAI) therapy
to treat their overactive thyroids over the past 8
years. In the past, RAI has been associated with
an increased risk of developing TED. However,
doctors are becoming more aware about which
patients are at increased risk and the precau-
tions that can be taken, such as prescription
of steroid tablets around the time of the RAI
treatment. We wanted to find out how likely it
is that TED develops after RAI if doctors take
all precautions to avoid it and only give RAI to
patients with a low risk of TED. We found that
TED only developed after RAl in under 2% of
patients indicating that RAIl is a safe proce-
dure which can help control the thyroid without
majorly increasing the risk of TED when it is
given to carefully selected patients with steroid
cover used if needed.’

The TEDct medical advisors, judging the
research, felt that this was an important piece
of new information, as it shows that modern RAI
treatments don’t pose as much of a risk triggering
TED as previously thought, provided that these
treatments are not given to people with active
TED and those thought to be at higher risk are
given steroid cover. The authors hope to publish
a paper with the full details in the near future.
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The Tomlin Guide to Prisms
My name is Liz Tomlin and | am Head Orthop-
By tist at Guy’s and St Thomas’ Hospital NHS Trust. In
iz omin  that role, | see many patients with a wide range of
thyroid eye disease (TED) symptoms and help them
on their journey.

This year | also have the honour of being
Master of the Worshipful Company of Spectacle
Makers, a City of London livery company founded
in 1629 and dedicated to better vision for all. This
enables me to network with a whole community
of lens manufacturers and suppliers, dispensing
opticians and optometrists and discuss with them
the range of solutions for the challenges experi-
enced by TED patients.

| recently issued a series of posts on LinkedIn
about the use of prisms, originally used as tips for
the St Thomas’ TED Patients’ Group. This short
document brings those posts together in one place
as a reference guide for eye health professionals
and patients. This article has been prepared by
me and Helen Perkins, the Clerk of the Worshipful
Company of Spectacle Makers.

1. Dealing with Diplopia

We know many TED patients experience diplopia
or double vision. Diplopia can be both vertical and
horizontal. TED patients find this is often worse
8 in the morning, when the eye muscles have been
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engorged from lying down, so sleeping a little more
upright, using an extra pillow or two, can help.

2. What is a prism and what does it do?

Prisms are pyramids of glass that can be used
to bend light round to a new position of the eye
so that the brain can use both images and restore
single vision to the patient. The downside is that
prisms can often be bulky and heavy in glasses. For
a high prescription, you may need to order them
from a specialist manufacturer as not all suppliers
will provide prisms above a power of 7.5 dioptres.

Fresnel was a Frenchman who developed rings
of lenses that were high powered but thin and
could focus beams of light for use in lighthouses.
This technique came to be known as a Fresnel lens.
He then went on to develop Fresnel prisms. The
Fresnel prism is made up of small multiple prisms
which, when made in plastic, are light and flexible
and relatively cheap. These plastic membranes
range from 0.5-40 prism dioptres.

Compared with incorporating a prism straight
away into spectacles, a Fresnel prism has the huge
advantage that it can be tried and adjusted, over a
period of a few weeks, to test how it corrects the
patient’s vision in their usual activities and how the
patient feels as a result.

A Fresnel prism is easily adjusted, especially if
the angle of squint is changing (either getting better 9
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or worse) and it’s light... both in weight and price,
compared with incorporating a full prism into
one or more pairs of spectacles! The downside
of a Fresnel prism is that the lines degrade the
vision, but this is often ignored after 48 hours.
The lines can also get a little dirty and dusty so
need regular cleaning.

3. The Patient’s Guide

If you need a Fresnel prism, the orthoptist or
ophthalmic practitioner will fit it for you.

Usually, a Fresnel prism is placed on the inside
of your glasses, unless the prescription is very high.
If it is very high, the practitioner might say that the
outside of the glasses has to be chosen.

The Fresnel prism will be placed on the lens in
front of the non-dominant eye, and the smallest
value of correction possible will be tried first to
minimise the blur created.

Cleaning a Fresnel prism

Regular cleaning is really important. Even when
they are clean, a Fresnel prism can degrade your
vision a little, and if the prism is grubby, a lot!

You may want to take a picture of the way your
prism sits on the lens, as fitted by your practitioner,
before you start cleaning, especially if you have
round lenses.

Your prism can be cleaned in the same way as
10 you normally clean your glasses i.e. with a tiny
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amount of washing-up liquid, rinsing in water and
then drying with a soft, dry cloth. You may use a
soft toothbrush to gently remove dust, makeup and
grease from the ridges of the prism. This works
best if you remove it by picking it off with a finger-
nail and then clean the prism with water and a little
washing-up liquid.

The photo you took will help you to refit the
Fresnel prism... good luck!

4. Top tips for eye health professionals

Make this a team thing - involve the patient,
their dispensing optician and the orthoptist in
decision-making.
The orthoptist will do the following:
1. Measure the squint in different positions of gaze
and for near and distance vision.
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2. Measure the prism fusion range, that is, the
patient’s ability to keep objects single through a
range of movement

3. Knowing both these numbers allows the
Orthoptist to calculate the lowest dioptre prism
that will bend the light around to align with the eye
so that the brain can fuse the images.

Usually having one third of the fusion in reserve
will make the patient’s vision comfortable. It’s
important to put the prism on the inside of the lens
of the non-dominant eye otherwise, the patient may
not be able tolerate the blur the Fresnel gives and
could experience dizziness and/or nausea.

Guide to Fitting

Always try to fit just one prism, even if the patient
has vertical and horizontal problems. Try and fit for
the biggest deviation and see if the smaller one is
compensated e.g. a newly acquired vertical squint
corrected with a prism means that a longstanding
exophoria can be compensated by the patient!

If you have a vertical and horizontal squint that
needs correction, use Pythagoras to calculate the
prism needed at 45 degrees!

Convergent squints, esotropias need a base OUT
prism so the lines need to be vertical.
Divergent squints, exotropias need to have base
IN prisms to the lines are also vertical.
12 The lines of the Fresnel prism indicate the base.
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If you feel the prism, there is a smooth side which
goes against the spectacle lens. The rough side
goes outwards.

On the rough side of the prism, feel it across
the lines, it is rough one way and smoother the
other way. The rough way is, when you feel along,
indicates this is the base of the prism! The base is
also marked on full prisms.

The lines must be accurately placed to ensure
the power of the prism is correct.

Hypertropia = eye up, base down with the lines
horizontal
Hypotropia = eye down, base up with the lines
horizontal

For a combination of vertical and horizontal
squints the Fresnels can be at an angle.

The prism should be fitted with the apex pointing
the way the same way as the eye.

Hold the prism in place and cut so that the
prism is the same size and shape at the lens inside
the frame. This gets easier with practice, take your
time and use all your Blue Peter crafting skills.

Use small scissors - embroidery or small,
straight nail scissors are perfect.

If it’s too big it won’t stick on but if it’s too small
it will be visible and look unsightly as the edge
draws attention to it.

When you’re happy with the shape and size 13
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check that the patient can still see single vision
through it. Then clean the spectacles and the
prism. Over a sink, wet the inside of the lens, then
push the smooth side of the Fresnel prism down
onto the water.

With a tissue or paper towel remove excess
water, push out the air bubbles and dry.
Incorporating a Fresnel Prism into Spectacles

Incorporating a prism into spectacles means
the lens will look normal and lose the lines. It will
be easier to clean and clearer to see through. A
Fresnel prism is just placed on one lens, but when
incorporating into spectacles, it makes for a better
balance of lenses to spilit.

So a Right Eye 8 base out will become RE 4 base
out LE 4 base out

and a Left Eye 4 base up will become RE 2 base
down and 2 base up

Remember that contact lenses can only have up
to 4 dioptres BASE DOWN so the prism will have
to be in one eye. This means it is only suitable to
correct small vertical deviations.

A spectacle lens with a prism incorporated will be
thicker at the edge so listen carefully to dispensing
optician colleagues and advise the patient to take
advice from their dispensing optician on the right
frame to make the glasses and the person look their
14 o Dbest! If the patient already wears a high prescrip-
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tion the prism may be incorporated by de-centering
the lens.
For more guidance and teamwork...

| recommend orthoptists to put their contact
details on any prism prescription so the optome-
trist, who will keep the prescription up- to -date,
and the dispensing optician who advises the
patient on their spectacles and/or contact lenses,
can easily contact the orthoptist (if needed) for
further discussion. ®

My Personal Story of Thyroid Eye
Disease

| was often poorly as a child with frequent
infections, viruses and allergies. It often took me 5 .
longer to fight off an infection or to get over a Tunstall,
cold than my healthy counterparts. It was not K/ievcsje”er
until my late teens that | was diagnosed with an  yyuneer
underactive thyroid, displaying symptoms such Editor
as brittle hair and skin, tiredness, weight gain and
sensitivity to the cold. | was prescribed thyroxine
which improved symptoms, but the crushing
fatigue remained.

Throughout my student years | became more
frequently ill, with an increased reliance on
antibiotics due to recurring infections. | put on a
lot of weight, felt tired and exhausted all the time.
Fed up and unwell, | decided to see a thyroid

15

‘ 250222 - TEDct Newletter-Spring.indd 15 27/02/2025 10:40



specialist. A couple of blood tests revealed that
my antibodies were sky-high indicating that | had
Hashimoto’s disease. At that point | had never
heard of it. The doctor explained that my bodies’
antibodies were attacking and slowly destroying
my thyroid. My medication was adjusted and | was
told to avoid stress which can be a major trigger for
Hashimoto’s thyroiditis.

Two years later after the birth of my son
Joshua all my hypothyroid symptoms returned
with a vengeance. Despite being on thyroid
medication, | struggled to keep up with my toddler
due to extreme fatigue and a slow reaction. An
endocrinologist suggested liothyronine(T3) in
combination with thyroxine which improved my
symptoms.

A couple of years later | noticed that | had a
lump on my neck with constant fatigue and breath-
lessness. My vision started to become quite blurry,
especially when staring at the computer screen at
work. Headaches became more and more frequent
but | assumed that they were caused by sinusitis.
With deteriorating eyesight (two new eye prescrip-
tions in one year) some days were worse than
others, accompanied by a stabbing pain behind
my eyes and an increasing puffiness. My lazy right
eye (which had always been a bit droopy) became

16 much worse. Someone asked me (to my embar-
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rassment) whether | had a neurological condition - |
was horrified.

My visit to a consultant rheumatologist, to get
to the bottom of my symptoms, was unfortunately
a complete waste of time. Blood tests appeared
normal but the scan revealed a very enlarged
thyroid. The consultant was very dismissive of my
symptoms and could not get me quickly enough
out of his office as a ‘not-so-straightforward’ case.

Feeling frustrated and increasingly poorly, |
decided to see a thyroid specialist. An ultrasound
and scintigraphy showed a significantly enlarged
thyroid with a goitre that was pressing against my
wind and food pipe. Finally, | was taken seriously,
with a correct diagnosis.

The specialist also urged me to see an eye
specialist as he believed that antibodies were
also attacking my eyes. | was presented with two
options: radioactive iodine treatment or surgery.
Opting for the latter | had a subtotal thyroidec-
tomy. The surgery went well but my eyes were
very swollen after the surgery. An eye specialist
eventually diagnosed me with Thyroid Eye disease
a couple of months later. | had no idea what it
was or how it could affect you. My endocrinolo-
gist ensured me years ago that it was impossible
for antibodies to attack eyes and claimed that

Thyroid Eye disease (TED) simply did not exist! 17
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Well, the fact that 50,000 people in the UK alone
are affected by TED, according to NICE, proves
otherwise! Looking for answers, | came across The
Thyroid Eye Disease Charitable Trust (TEDct) which
provided me with an invaluable source of informa-
tion. It was a good feeling to be heard, listened to
and reassuring that | wasn’t alone.

My health issues have often left me wondering if
it was ‘all in my head’ and whether | was a complete
hypochondriac. Luckily, | have a mild case of
thyroid eye disease and am now in the ‘inactive
phase’ but there are other patients who are dealing
with more severe symptoms such as double vision,
bulging eyes and difficulty moving them. As my
eyes can get very dry, | have to use preservative-
free lubricant drops daily. After recent surgery this
year | experienced issues with my eyes again - they
were quite swollen, gritty and inflamed. Colds and
viruses can also trigger puffiness, extreme dryness
and pain around my eyes.

Living with autoimmune diseases can be
challenging at times. You always feel that there
is ‘something wrong with you’ after developing
another random symptom. Sometimes you feel like
you are in a constant battle with your own body
which can be exhausting and debilitating. You
might ‘appear ok’ to others on the outside but how

18 you feel inside is a different story. There is one thing
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that | know for certain: living with an autoimmune or
thyroid disease is not for the faint-hearted. We are
all warriors, often quietly battling our health issues
with resilience and great strength! | see you... ®

Thanks to Rebecca Ford for content & editing, Eva

Tunstall for proof reading & Becky Jaggs for design 19
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British Thyroid Foundation (BTF)

Hornbeam Park Harrogate HG2 8PB
01423 810093 www.btf-thyroid.org

British Thyroid Association (BTA)
www.british-thyroid-association.org

Helpline

message and she will ring you back.

Suite 12, One Sceptre House Hornbeam Square North

Gillian Barron is the helpline TEDct helpline volun- ok o
teer with personal experience of the condition. You »
can speak to her directly on 0746 992 1782 or leave a

.
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Getting social
Follow us on Twitter @thyroideye

Find us on Facebook

TEDct: Thyroid Eye Disease Charitable Trust

07469 921782 info@TEDct.org.uk
TEDct c/o Miss Rebecca Ford,

¢ TEDct

CHARITABLE TRUST

Consultant Ophthalmologist, Bristol Eye Hospital,
Lower Maudlin Street, Bristol, BS1 2LX

TEDct aims to provide information, care & support to
those affected by thyroid eye disease. An optional annual
membership is £12/overseas £20. If you would like to
make a donation, please state if you are a UK taxpayer
as TEDct can reclaim 25p in the pound from HMRC.

©TEDct 2025 Reg Charity No: 1095967 SC 042278
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