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Background

Patients frequently report to UK Patient Support Groups (PSGs), that they experience difficulties obtaining essential
endocrine medications, padrticularly when requesting extended prescription supplies, causing anxiety, stress and
risking inadequate supplies for adrenal insufficiency patients following Sick Day Rules.

A reliable medication supply, including during illness and travel, is emphasized in NICE Guidelines on the
Identification and Management of Adrenal Insufficiency, including the need to tailor treatment to individual
patients and involve them in decision making. A systematic review comparing 3-month versus 28-day

Objective prescription durations found that longer supplies can be cost effective.
To explore UK patient
experiences of Method An online-survey was designed by clinical advisors and staff members of the Addison’s Disease Self-Help

accessing essential
glucocorticoid
medication for

Group (ADSHG) and the Pituitary Foundation (PF). The four week survey was shared via PSG social media
and member communications. Eligible respondents were UK residents aged 18 years or over, on essential
medications including glucocorticoids, desmoypressing, levothyroxine, testosterone & oestrogen.

adrenal insufficiency.

Questions focused on: e Prescription frequency for essential endocrine medications
* The outcome of approaches to GPs for an extended prescription
e Patient comments, insights and concerns
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Additional challenges included long awareness of the possibility of longer prescription duration.

Conclusion

Despite national guidance, many endocrine patients continue to face significant barriers in accessing sufficient medication supplies.
Survey responses underscore the urgency of action and the strength of the patient voice.

What can you do? . _— . . .
Ensure your patients have access to a 3-month prescription for their essential glucocorticoid
: and vital endocrine medication and prompt this on clinic letter outcomes.
SETEmomL  hmmiwenn  SEmvamer Download & Share Adrenal Insufficiency Action Plan for adrenal insufficiency patients, including
B . e G Addison’s disease, and GP letter templates, to support 3-month prescriptions with their GP & pharmacy.
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What we are doing?

il - I The project working group is in active discussions with the NHS England National Clinical
RS ey ETIRTEC Director for Prescribing to increase standard prescription durations to at least 56 days and
ensure timely access to ‘sick day’ medication supplies.

ADSHG & PF will continue to drive progress through professional education and awareness campaigns.
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