Survivor urges routine mental‑health support after childhood eye cancer and enucleation

[image: ]
When Katie was two-and-a-half her mother noticed “a white glow in my right eye”, a sign that led to a diagnosis of unilateral retinoblastoma and the surgical removal of her eye. According to the original Daily Express report, her parents were offered immediate treatment at The Royal London Hospital but took her home briefly to see family before the operation; Katie now speaks openly about the long‑term emotional effects of the experience and is backing a campaign calling for better mental‑health support for cancer patients. Speaking to the Daily Express, she described the experience of having a prosthetic removed for cleaning as “a part of your body missing”, underlining how even life‑saving treatment can leave lasting psychological scars. (This paragraph draws on the patient’s account and the Express campaign.) 
Retinoblastoma is rare and principally affects very young children. NHS guidance explains that most cases present before the age of three and that parents, GPs and emergency clinicians should be alert to signs such as a white pupil (leukocoria) or a new squint; prompt referral to a specialist eye service is central to the best outcomes. Cancer Research UK and NHS information both note that modern treatment options range from local therapies and chemotherapy to radiotherapy and, when necessary, enucleation (surgical removal of the eye); with early detection and specialist care, survival rates in high‑income countries are very high. (This paragraph draws on NHS and Cancer Research UK guidance and the original account.)
Katie’s care was overseen at The Royal London Hospital, which is part of Barts Health NHS Trust. Barts Health describes its centre as one of only a small number in England offering comprehensive retinoblastoma services — paediatric ophthalmology, ocular oncology, genetics and a multi‑disciplinary team including play specialists and psychologists — designed to co‑ordinate diagnosis, treatment and longer‑term follow‑up for children and families. According to the Express piece, the family found much of the early information for themselves, a reminder that even where specialist centres exist, communicating with and supporting anxious parents is essential. (This paragraph draws on the lead account and Barts Health material.)
The practical work of restoring appearance and function after enucleation is carried out by ocularists. Moorfields Eye Hospital outlines how ocular prostheses are custom‑made, fitted and routinely maintained, and how children often need temporary devices and repeated adjustments as their sockets grow. The Express account captures some of the painful practicalities that can accompany these appointments: children who have to have prostheses removed and polished can find the experience distressing, and parents often need support to prepare and reassure them. Multidisciplinary teams that include play specialists can reduce trauma and help children cope with the clinical aspects of prosthetic care. (This paragraph draws on the Express story and Moorfields’ information.)
Beyond the clinical pathway, emotional and practical support for families is offered by specialist charities. The Childhood Eye Cancer Trust provides one‑to‑one support, peer networks, grants and information for newly diagnosed families and for adults who grew up with retinoblastoma; the charity emphasises awareness, early detection and the mental‑health needs of survivors and carers. Katie’s insistence that mental‑health provision should be normalised reflects what many parents and survivors say: the medical crisis can pass, but fear, identity concerns and the social impacts of visible difference can persist. (This paragraph draws on the patient account and CHECT’s services.)
Survivorship carries other, longer‑term considerations. A peer‑reviewed study of retinoblastoma survivors found that those with hereditary disease — and patients exposed to radiotherapy — face substantially increased risks of second primary cancers, particularly bone and soft‑tissue sarcomas and melanoma, with risks accruing over decades. The paper recommends lifelong surveillance, genetic counselling and tailored follow‑up for survivors, a point echoed by clinicians and patient groups who urge that care plans extend well beyond the initial remission period. Katie herself voiced ongoing concern about the possibility of new cancers later in life — a common worry among survivors despite high overall cure rates. (This paragraph draws on the scientific literature, Cancer Research UK context and the Express interview.)
Katie’s testimony illustrates two linked truths: retinoblastoma is highly treatable when diagnosed early, but treatment can leave enduring psychological and practical needs. The patient’s advocacy for routine access to mental‑health support both during treatment and through survivorship echoes recommendations from specialist centres and charities; according to the Express report she backs the newspaper’s Cancer Care campaign calling for better provision. Policymakers and NHS services that oversee children’s cancer pathways face the task of ensuring that clinical excellence is matched by sustained emotional and survivorship care for patients and families. (This concluding paragraph draws on the original account, NHS guidance and charity recommendations.)
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