Case study: CSU #3

Diagnosis and Initial Symptoms

The participant first noticed symptoms during an Easter long weekend approximately four years ago. Initially, a rash
appeared that resembled mosquito bites. Given a history of allergies and intolerances, the participant suspected an
allergic response but was uncertain of the cause. Over the following two days, the rash spread and facial swelling
developed. Concerned about a possible anaphylactic reaction, the participant visited a hospital after a GP advised
monitoring. At the hospital, the diagnosis of urticaria was suggested, and the participant was advised to follow up with
their GP.

Diagnosis occurred quickly, and both the GP and immunologist initially advised that the condition would likely resolve
within six weeks. Antihistamines and prednisone were prescribed as needed. However, the condition persisted beyond
this expected timeframe and has continued for four and a half years.

Assessment and Diagnostic Experience

Initial diagnosis was clinical, based on the visible symptoms. Blood tests were taken at the hospital, though the
participant does not recall any specific results being discussed. The participant was referred back to a long-term
immunologist, who confirmed the urticaria diagnosis and initiated medical management. There was no discussion of
genetic testing or biomarkers related to the condition at any point.

Understanding of Condition

The participant’s understanding has evolved significantly over time. While initially told the condition would resolve
quickly, they have since come to terms with its chronic nature. They are now aware of the risks associated with
medication and allergic reactions, including a near-fatal anaphylactic event that occurred during a medication
transition period. This has influenced their cautious and holistic approach to management, incorporating gut health,
mental wellbeing, and lifestyle changes alongside medication.

Current Management and Care

The condition is currently managed by a specialist immunologist in combination with a general practitioner. The
participant is considered “stable” but remains on a treatment regimen including Xolair, Zyrtec, and Famotidine, with
careful monitoring as they reduce their use of prednisone. Due to significant medication side effects and adverse
reactions in the past, treatments are adjusted gradually.

In addition to medical specialists, the participant works with multiple allied health professionals, including:

e Speech pathologist (following voice loss)

e Physiotherapist (for recovery after being bedridden)
e Exercise physiologist (ongoing rehabilitation)

e Psychologist

e Dietitian

e Gastroenterologist

This multidisciplinary approach has been crucial in managing both the urticaria and the broader health impacts
following the initial crisis.
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Access to Healthcare Professionals

e Primary provider: Immunologist (4.5 years, continuous)

e Specialist care: GP, gastroenterologist

e Allied health: Speech pathologist, physiotherapist, exercise physiologist, dietitian, psychologist

e Telehealth: Used extensively and positively; participant reports it has been essential to maintaining access to
care

e Clinical trials: No participation or invitation to date

Treatment Discussions and Decision-Making

Initial treatment advice was minimal and casual-focused on short-term use of antihistamines and prednisone. The
participant now regularly discusses medication adjustments with their immunologist and aims to reduce or eliminate
unnecessary medications. They are actively involved in decisions, seeking a holistic understanding of how treatments
affect overall health and function. The participant notes that had they not already had a trusted immunologist,
navigating the health system would have been far more difficult.

Personal Treatment Goals
The participant’s primary goals are to:

e Return to work in some capacity

e Rebuild a healthy social life

e Minimize reliance on medications

e Regain physical strength and communication ability

They report making steady progress through small milestones, such as attending appointments independently and
engaging in conversation, which were not possible a year ago.

The participant describes a shift toward more cautious, informed, and holistic decision-making. Early in the diagnosis,
they were more trusting of quick solutions. However, after experiencing severe medication reactions and long-term
disability, they now prioritize comprehensive care that accounts for physical, mental, and social health. This includes
taking time to assess options, understand risks, and focus on sustainable outcomes.

Conclusions and Key Learnings

e Clear communication at diagnosis is essential to managing patient expectations.

e lLong-term management of urticaria may require a shift from symptom suppression to holistic health
strategies.

e Continuity of care and trusted relationships with providers greatly influence outcomes.

e  Multidisciplinary care models support recovery beyond symptom control.

e Telehealth can play a critical role in chronic care but must be complemented by broader access to innovative
treatments and trials.

e Empowering patients to make informed decisions improves engagement, safety, and long-term satisfaction
with care.
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