Stakeholder submission

The independent COVID-19 Evaluation is keen to understand the impacts of the management of the pandemic in Ireland.  The overall objective of the COVID-19 Evaluation is to learn lessons. Lessons that can support future decision making and that can help Ireland prepare for future events.  This is your opportunity to share impacts and insights with the Evaluation, towards a holistic assessment of the pandemic response across social, educational, economic/business, public health, and human rights considerations. This can help illuminate competing sectoral policy objectives and the complexity of trade-offs. 
1.	Name of organisation	Chronic Lymphocytic Leukaemia Ireland (CLL Ireland)
2. 	Contact details   
	
	
	
	


[bookmark: _Hlk197440562]3.	Which sector(s) does the work of your organisation primarily represent?	 
	health & care (including mental health)  ☒

	social ☒
	education ☒
	

	economic (business & workers)  ☐
	 human rights  ☐
	civil rights/democracy  ☐
	



	
justice ☐

	nature and environment ☐

	other, please specify ☐
	



4.	Which societal group (s) does your organisation primarily represent?
	carers or patients  ☒
	frontline workers ☐
	older people  ☒
	youth  ☐

	people with disabilities  ☒
	other vulnerable group(s) ☐
	rural/regional/local communities  ☐
	faith  ☐


	
gender  ☐

	
ethnic groups  ☐
	
LGBTI+ ☐
	other, please specify  ☐

	not applicable  ☐
	

	
	



5.	Which business sector (s) does your organisation represent?
	retail  ☐
	tourism including accommodation, pubs and restaurants  ☐

	industry  ☐
	

	distribution and transport  ☐
	agriculture  ☐
	arts and entertainment  ☐
	construction  ☐

	other, please specify  ☐

	not applicable  ☒
	
	



6.	Which of the following were the most important areas of concern or focus for your organisation during the pandemic?
	Choose up to 3 options.
	relationships, social connections and community  ☒

	mental health & well-being  ☒
	physical health  ☒

	housing and local environment  ☐
	digital engagement  ☐
	education and development  ☐


	work and time use  ☐

	financial / job security  ☐
	civil liberties, human rights & trust  ☐

	important life milestones (e.g. deaths, births)  ☐
	other, please specify  ☐





7.	Please provide a brief summary of your organisation’s submission on the impacts of the management of the pandemic. 
	It would also be helpful to highlight if your organisation was involved in direct stakeholder engagement as part of the Governments response or if your organisation assisted Government in the delivery of mitigating supports, outreach or initiatives.  
[Maximum of 1,250 words]
	Submission from CLL Ireland to the COVID-19 Public Inquiry**

CLL Ireland welcomes the opportunity to contribute to the COVID-19 Public Inquiry and to share the experiences of people living with Chronic Lymphocytic Leukaemia (CLL) and their families during the pandemic.

Our patient community consistently reports that they felt let down over the course of the pandemic response. People living with CLL, many of whom are immunocompromised, faced prolonged periods of isolation due to their heightened vulnerability to COVID-19. While public health restrictions were necessary, the lifting of these restrictions was not accompanied by a clear or adequate plan to continue protecting those at highest risk. This resulted in increased anxiety, continued isolation, and a profound sense of abandonment among patients and their families.

A key concern raised by our community relates to access to preventative treatments. The pre-exposure prophylactic treatment Evusheld, which was specifically intended to protect immunocompromised individuals, was not made available in Ireland in a timely manner. The decision by the National Centre for Pharmacoeconomics (NCPE) to undertake a Health Technology Assessment (HTA) contributed to significant delays in access.

These delays had real consequences. By the time decisions were made, new COVID-19 variants had emerged, reducing the effectiveness of Evusheld. This meant that Irish patients were ultimately denied the opportunity to benefit from a treatment that had been made available to immunocompromised populations in other European countries at an earlier stage.

Further concerns arise in relation to access to antiviral treatment, particularly Paxlovid. Ireland was among the last countries in Europe to approve this medication. Even following approval, the system of access created substantial barriers for patients.

Paxlovid is most effective when administered within five days of the onset of COVID-19 infection. However, in Ireland, patients were required to contact and visit their GP while acutely unwell and COVID-positive in order to obtain a prescription. In many cases, pharmacies did not routinely stock Paxlovid, leading to further delays in sourcing the medication. As a result, many patients were unable to access treatment within the critical five-day window, rendering it far less effective or unusable.

This approach contrasts sharply with that of other European countries, such as France, where immunocompromised patients were provided with advance prescriptions and could access Paxlovid directly from pharmacies that held stock. This streamlined system ensured timely treatment and better protection for vulnerable populations.

In this regard, our community believes that the Irish system failed patients by not putting in place practical, timely, and patient-centred access pathways for a critical antiviral treatment during a public health emergency.

The experience of our community highlights the need for:

* Faster and more flexible decision-making processes for treatments intended for vulnerable populations during public health emergencies;
* Specific, ongoing protection strategies for immunocompromised individuals, even as general restrictions are lifted;
* Rapid, practical, and equitable access pathways for antiviral and preventative treatments;
* Greater recognition of the unique challenges faced by patients with compromised immune systems in pandemic planning and response.

We urge the Inquiry to carefully consider these experiences to ensure that future public health responses are more inclusive, equitable, and responsive to the needs of those most at risk.

CLL Ireland thanks the Inquiry for considering this submission.



