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Hypoparathyroidism, a rare endocrine disorder characterised by insufficient parathyroid hormone production, 

leads to hypocalcaemia and hyperphosphatemia. Current management often involves high-dose calcium and 

active vitamin D supplementation, which can be associated with complications such as nephrocalcinosis and 

renal impairment.1 Understanding the lived experience of patients, their care partners, and the perspectives of 

healthcare professionals (HCPs) is essential for developing therapies that address the multifaceted burden of 

this condition.

K E Y  TA K E AWAY S

º The Pivot: A comprehensive understanding of patient, care partner, and HCP perspectives reveals 

persistent unmet needs in hypoparathyroidism management beyond biochemical control.

º The Data: Patients reported significant impact on quality of life, with fatigue and cognitive impairment 

frequently cited as debilitating symptoms, despite conventional therapy.

º The Action: Clinicians should consider a holistic assessment of treatment efficacy, incorporating 

patient-reported outcomes and quality of life measures, in addition to biochemical parameters.

Hypoparathyroidism results from inadequate parathyroid hormone (PTH) secretion, leading to hypocalcaemia and 

hyperphosphatemia. The primary goal of conventional treatment is to normalise serum calcium and phosphate levels, 

typically achieved through oral calcium and active vitamin D analogues. However, this approach often fails to 

address the full spectrum of symptoms and complications associated with the condition, including chronic fatigue, 

cognitive dysfunction, and renal complications from long-term high-dose supplementation. The chronic nature of 

hypoparathyroidism and the daily management burden significantly impact patients' quality of life and place considerable 

strain on care partners. Healthcare professionals also face challenges in optimising treatment while mitigating long-term 

adverse effects and managing patient expectations.

The prevalence of hypoparathyroidism is estimated to be approximately 37 per 100,000 person-years, with postsurgical 

hypoparathyroidism being the most common etiology, accounting for about 75% of cases. Other causes include 

autoimmune destruction of the parathyroid glands, genetic disorders, and idiopathic forms. The pathophysiology 

involves the absence or deficiency of PTH, which normally regulates calcium and phosphate homeostasis by acting on 

bone, kidney, and indirectly on the intestine. Without sufficient PTH, renal calcium reabsorption decreases, phosphate 

reabsorption increases, and the conversion of 25-hydroxyvitamin D to its active form, 1,25-dihydroxyvitamin D, is 

impaired, further exacerbating hypocalcemia.
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Understanding the Lived Experience
A qualitative study explored the perspectives of patients with hypoparathyroidism, their care partners, and HCPs involved 

in their care. The study aimed to identify key challenges, unmet needs, and desired treatment outcomes. Participants 

included adult patients diagnosed with hypoparathyroidism for at least one year, their primary care partners, and 

endocrinologists or internal medicine specialists with experience managing the condition. Data collection involved 

semi-structured interviews and focus groups, transcribed verbatim and analysed using thematic analysis. The recruitment 

process involved collaborating with patient advocacy groups and specialized endocrine clinics to ensure a diverse 

representation of patients with varying durations and etiologies of hypoparathyroidism. All participants provided 

informed consent prior to their involvement in the study.

Patients consistently reported persistent symptoms despite biochemical normalisation with conventional therapy. Fatigue 

was a prominent complaint, described as profound and debilitating, affecting daily activities and employment. Cognitive 

symptoms, including 'brain fog' and difficulty concentrating, were also frequently reported, impacting professional and 

personal functioning. Many patients expressed frustration with the need for frequent blood tests and the strict adherence 

required for calcium and vitamin D regimens. The fear of hypocalcaemic crises and the impact on social activities due 

to symptom unpredictability were also significant concerns. Patients desired treatments that would not only normalise 

calcium levels but also alleviate chronic symptoms and improve overall quality of life.

Care partners highlighted the emotional and practical burden of supporting individuals with hypoparathyroidism. They 

often assisted with medication management, monitored symptoms, and provided emotional support during symptomatic 

episodes. Care partners reported significant stress and anxiety related to the unpredictable nature of the condition and 

the potential for acute complications. They emphasised the need for treatments that reduce the daily management burden 

and improve the patient's functional status.

Healthcare professionals acknowledged the limitations of conventional therapy. While they focused on achieving 

biochemical targets, they recognised that many patients continued to experience symptoms that affected their quality of 

life. HCPs expressed concerns about the long-term renal and vascular complications associated with high-dose calcium 

and active vitamin D. They also noted the challenges of patient education and adherence, particularly regarding the 

complex medication regimens. HCPs indicated a need for therapies that offer more physiological PTH replacement, 

reduce the pill burden, and minimise the risk of long-term complications, thereby improving patient outcomes beyond 

just biochemical control.

The study's limitations include its qualitative nature, which provides in-depth insights but may not be generalisable 

to all patients with hypoparathyroidism. The sample size was relatively small, and participants were recruited 

from specific clinical settings, potentially introducing selection bias. For instance, patients with more severe or 

complex disease might be overrepresented in specialized clinics. The study also did not differentiate between various 

etiologies of hypoparathyroidism, which could influence symptom presentation and treatment responses. Future research 

could involve larger, quantitative studies to validate these qualitative findings and assess the prevalence of reported 

symptoms and unmet needs across broader patient populations. Further investigation into the impact of novel therapies 

on patient-reported outcomes and care partner burden is also warranted, potentially incorporating mixed-methods 

approaches to combine the richness of qualitative data with the generalisability of quantitative measures.
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To delve deeper into the complexities of endocrine conditions like hypoparathyroidism and their evolving treatment 

paradigms, consult the authoritative Oxford Handbook of Endocrinology and Diabetes.

CLINICAL IMPLICATIONS

The persistent symptomatic burden reported by patients with hypoparathyroidism, even with biochemically 

controlled calcium levels, underscores a critical gap in current clinical practice. It is insufficient for clinicians to 

rely solely on serum calcium and phosphate measurements as indicators of treatment success. The consistent 

reporting of debilitating fatigue and cognitive impairment demands a more holistic assessment of treatment 

efficacy, incorporating patient-reported outcome measures (PROMs) into routine clinical evaluations. This 

necessitates a shift in how we define 'well-controlled' hypoparathyroidism, moving beyond laboratory values 

to include functional status and quality of life.

For the pharmaceutical industry, these findings highlight a clear market need for therapies that offer more than 

just biochemical normalisation. Therapies that can alleviate chronic symptoms, reduce the pill burden, and 

mitigate long-term complications like nephrocalcinosis will be highly valued by both patients and clinicians. The 

development of more physiological PTH replacement therapies, or other innovative approaches that address 

the systemic effects of PTH deficiency, should be prioritised. Companies developing such treatments should 

ensure their clinical trial endpoints include robust PROMs and measures of care partner burden, as these are 

clearly significant factors in the lived experience of the disease.

Ultimately, the insights from patients, care partners, and HCPs reinforce that managing hypoparathyroidism 

is not merely about correcting a calcium imbalance; it is about managing a chronic, complex condition that 

profoundly affects daily life. Clinicians should engage in shared decision-making, setting treatment goals that 

reflect both biochemical targets and patient-specific quality of life priorities. This will require more nuanced 

conversations in the clinic and potentially a re-evaluation of existing treatment algorithms to better integrate 

patient perspectives and address the often-overlooked symptomatic burden of hypoparathyroidism.
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