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Living with Autoimmune Thyroid Disease:
What Women Told Us About Nutrition, Lifestyle  
& Wellbeing  
by Tara Tredger (ANutr)

In this article, nutritionist Tara Tredger tells us about 
findings from her research, looking at what women with 
thyroid conditions think about nutrition, lifestyle and 
wellbeing. This research formed part of her Masters 
project at Bournemouth University.

Autoimmune thyroid disease (AITD) including Hashi-
moto’s and Graves’ disease can be life-changing. Many 
people start treatment expecting to feel better quickly, but 
symptoms like fatigue, low mood, brain fog and sometimes 
thyroid eye disease (TED) can linger, even when blood 
tests look “normal.”

This study listened to the voices of ten UK women living 
with AITD. Here’s what they shared about food, movement, 
emotional health, and getting the right care:
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1. Nutrition in the Dark
Most women told us they got little or no dietary advice after 
diagnosis.

• �Some tried cutting out gluten or following strict “autoim-
mune” diets they’d read about online.

• �Results were mixed, and when symptoms didn’t improve, 
they often described distress, guilt and confusion around 
dietary changes.

• �Gut health was a common worry but rarely discussed in 
medical appointments.

• �Weight changes were often overlooked; support was rare, 
and advice was overly simplistic.

Balanced, healthy nutrition is important for everyone, to 
keep inflammation low, maintain a healthy weight, and 
support health, but it needs to be safe and evidence-
based, not guesswork.

2. A Life Redefined
Living with AITD often meant rethinking daily life.

• �Some felt their identity had changed, especially when 
symptoms didn’t match test results.

• �Emotional support was hard to find, so many turned to 
yoga, walking or meditation.

• �These changes were usually self-directed, not guided by 
their doctors.

Stress may make symptoms feel worse, so finding calming 
routines can help, even if it’s just a short daily walk.
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3. Movement: Help or Hindrance?
Exercise brought mixed experiences:

• �Gentle movement lifted mood for 
most but left some exhausted or 
made symptoms worse.

• �Many had to slow down, switch to 
low-impact exercise options, and 
really listen to their bodies.

• �Activities like Pilates, yoga, 
and walking were favourites for 
maintaining strength and calm.

“Stay active” is useful advice, but your 
body’s signals matter more. Rest is not 
giving up; it’s part of recovery.

4. Missed Diagnoses, Missed Opportunities
Many women faced delays in diagnosis, sometimes being 
told symptoms were “just stress” or menopause.

• �After diagnosis, care often focused only on lab results.

• �Eye symptoms were sometimes overlooked, leading to 
late or missed TED diagnoses.

• �Even after TED was found, ongoing support for 
lifestyle, emotional wellbeing, and daily challenges 
was rare.

If you notice new or changing eye symptoms, dryness, 
bulging, double vision, push for a referral. Early action 
matters.
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What Needs to Change
From what women told us, care should be more joined-up, 
personal, and compassionate:

☑ �Look at symptoms, not just lab results

☑ �Include dietitians, psychologists, and other specialists  
in care

☑ �Spot and treat TED earlier

☑ �Offer clear, trustworthy advice on food, gut health, and 
safe movement

☑ �Train healthcare professionals to really listen and support

☑ �Fund research that combines medical data with patient 
experiences

Why This Matters
Up to one quarter of people with Graves’ disease (and some 
with Hashimoto’s) may develop TED. But the link between 
thyroid health, lifestyle, and outcomes is often missed.

A more holistic approach to your care should be taken.  
That means:

• �Early diagnosis

• �Honest, clear communication

• �Support for nutrition, emotional wellbeing, and lifestyle 
changes alongside medical treatment.

The women in this study showed resilience and resource-
fulness — but no one should have to navigate AITD and 
TED alone.
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Tepezza (Teprotumumab) becomes first drug to 
be licensed in UK for use in TED
Teprotumumab (Tepezza) was approved for use in TED 
patients in the UK in June 2025, making it the first drug to be 
licensed specifically for the condition in the UK. 

This is a great step forwards. However, Tepezza will not 
be available to NHS patients in the UK just yet. Amgen, the 
pharmaceutical company that makes Tepezza, are applying 
for approval from the National Institute for Health and Care 
Excellence (NICE); this is a body that weighs up the clinical 
effectiveness of new treatments against their costs in order 
to decide whether they should be available on the NHS.

Tepezza was not approved during its 
initial application, but the process 
is ongoing and TEDct will aim to 
keep patients updated with 
any news.
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TEDct at BOPSS 2025
In June 2025, TEDct was thrilled to be part of the  
British Oculoplastic Surgery Society (BOPSS) meeting  
in Brighton.

The event brought together top eye specialists, surgeons, 
and researchers from across the UK — a perfect place to 
make sure the voices and experiences of people living with 
Thyroid Eye Disease (TED) are heard.

Connecting with Clinicians
At our stand in the Corn Exchange, we shared patient 
resources, spoke with clinicians about the realities of 
TED, highlighting the support available through 
TEDct. These conversations help ensure that 
doctors and specialists understand patient experi-
ences and know where to direct people for 
trusted support.
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TEDct Poster Awards
As part of our commitment to research, TEDct awarded 
prizes to two e-posters that showcase exciting advances 
in understanding and managing TED:

Poster 212 – Anne Xuan-Lan Nguyen, Oxford
Single-Cell Analysis of Active vs Inactive TED

This study looked at how fibroblasts, the cells responsible  
for inflammation and tissue changes in the eye, behave  
differently in active versus inactive TED. Understanding 
these differences helps doctors see why the disease affects 
people in different ways and could lead to more personal-
ised treatments in the future.

Poster 110 – Rolika Bansal, Hydrabad
Post-teprotumumab surgical orbital decompression

This research explored outcomes for patients who had 
received Teprotumumab before needing surgery, showing 
how medical and surgical treatments can work together for 

the best results.

By recognising these projects, TEDct helps 
ensure research stays focused on patient 

needs and improves future care. We can’t 
wait to return next year and continue 
championing the needs of people 
affected by Thyroid Eye Disease.
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London Hosts EUGOGO 2025   
TEDct makes an impact!
In September 2025, TEDct had the exciting opportunity 
to take centre stage at the EUGOGO Global TED Forum 
2025. Sharing a stand with the British Thyroid Foundation 
(BTF), we were right in the heart of the action. Our exhibi-
tion panels attracted visitors from around the world, helping 
TEDct raise awareness, connecting with fellow organisa-
tions, and strengthen partnerships in the TED community.

A TEDct highlight of the Forum was the Round Table 
Discussion, titled “Empowering Patient Groups to Drive 
Advances in TED”. Led by EUGOGO’s Nicole Fichter, 
the conversation brought together patient advocates,  
clinicians, and researchers including Marian Ludgate and 
Nicola Zammit from the BTF, representatives from Amgen, 
the Mayo Clinic, and endocrinologists from Argentina.
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Discussion centred on how patients can play a more active 
role in research and clinical trials. There was broad agree-
ment that building stronger connections between patient 
groups and scientists is essential, not only to advance under-
standing of TED but also to ensure research truly reflects 
patient needs and experiences.

For TEDct, the Forum was a chance to amplify the patient 
voice, share insights, and contribute to shaping the future of 
TED care and research.

Read more about the event  
and learn about EUGOGO:  
TEDct at EUGOGO 2025

Sheffield Course on Thyroid Eye Disease  
September 2025

In September, the Sheffield Course on Thyroid Eye 
Disease (SCOTED) brought together doctors, nurses, and 
other healthcare professionals to share the latest updates 
on thyroid eye disease (TED). The event also helped raise 
awareness of TEDct’s work among the clinical community.

The course’s key speaker was Mr Jimmy Uddin, a trustee 
of TEDct and ophthalmologist at Moorfields Eye Hospital, 
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known as “Mr Thyroid.” He shared insights on what causes 
TED, the newest research, and promising future treatments.

The day offered practical advice for patient care and 
lively discussions on real-life experiences and treatment 
approaches. It was a successful and inspiring event, helping 
ensure patients with TED receive the best possible care.

TED Day 2025: A Global Online Event

On 5 September 2025, people living with thyroid eye 
disease (TED), their carers, and healthcare professionals 
joined an engaging online event organised by the British 
Thyroid Foundation, TEDct and The Thyroid Trust.

Expert speakers shared insights on clinical management 
and personal experiences, while participants engaged  

via chat and Q&A. 
Attendees praised the talks for 

being informative, accessible 
and practical:

“Wonderful 
variety of talks… 
extremely 
helpful… a good 
balance between 
clinical and lay 
language.”
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The event highlighted the importance of raising aware-
ness about TED and providing support to those affected. 
TEDct thanks everyone involved for making the day a 
global success and looks forward to hosting similar events 
in the future.

You can find more information and watch 
the recorded event at TED Patient Event: 
Global Success - TEDct

Spotlight on TEDct Forum Member 
Jade O’Saye 

Bravery, Resilience, and Raising National Awareness for 
Thyroid Eye Disease

Jade has shown incredible courage in her journey with 
Thyroid Eye Disease, beginning 10 May 2024, with a series 
of complex treatments including a three-walled total orbital 
decompression, eyelid lowering surgeries, and a donor 
scleral tissue graft.

Sharing her story publicly has not been easy. Jade 
has faced online trolling, making an already challenging 
and psychologically difficult disease even harder to 
navigate. Yet she continues to speak out, helping the 
nation understand the impact of Thyroid Eye Disease. 
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Her advocacy has been 
f e a t u re d  i n  T h e  D a i l y 
Mail,  The Sun, and That’s 
Life Magazine, shining a vital 
national spotlight on this condition.

Jade is also a valued member of the TEDct community 
and a tremendous support within the Thyroid Eye Disease 
Support UK Facebook forum, where she offers guidance 
and encouragement to nearly 3,000 patients.

In celebration of her birthday, Jade launched a charity 
fundraiser for the Thyroid Eye Disease Charitable Trust 
(TEDct), inspired by the support she received from the 
community. Her remarkable initiative raised £933, far 
exceeding her original goal of £100–£150. 

She later opened another Crowdfunding page: https://
www.crowdfunder.co.uk/p/thyroid-eye-disease-chari-
table-trust-fundraiser and plans to organise a Wingwalk, 
postponed only due to her ongoing surgical journey.

Jade’s resilience, generosity, and dedication continue 
to inspire the TEDct community and beyond, showing the 
power of courage in the face of adversity.

Here’s the link to 
Jade’s crowdfunding 
page 
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TEDct c/o Miss Rebecca Ford, 
Consultant Ophthalmologist, Bristol Eye Hospital,  
Lower Maudlin Street, Bristol, BS1 2LX 
info@TEDct.org.uk

British Thyroid Foundation (BTF)  
Suite 12, One Sceptre House, Hornbeam Square  
North Hornbeam Park, Harrogate HG2 8PB   
01423 810093   www.btf-thyroid.org

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

USEFUL CONTACTS

Helpline 07469 921782
Gillian Barron is the TEDct 
helpline volunteer with personal 
experience of the condition. 
You can speak to her directly 
or leave a message and she will 
ring you back. 

Get social
Follow us on Twitter @thyroideye 

Find us on Facebook
TEDct: Thyroid Eye Disease  
Charitable Trust

Reg Charity No: 1095967 SC 042278

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
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