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The financial downturn in 2008 saw large-scale cuts to services and supports for people with disabilities, 

mental health concerns, long-term illness and their families. DEBRA Ireland was unique during this time.  

The organisation was not in receipt of any guaranteed state funding. While the majority of charities faced 

large-scale cuts to their budgets with regards State funding DEBRA Ireland remained the same, unnoticed 

and unacknowledged for the services we were providing to families living with EB throughout Ireland. 

 

Within the last two years, DEBRA has worked extremely hard to ensure the voices of people living with EB 

are heard. We have created alliances with numerous charities supporting people living with life limiting 

and disabling conditions. As well as DEBRA specified requests, we also support the Pre-Budget Submissions 

of the Disability Federation of Ireland (DFI) and Care Alliance Ireland (CAI). 

Below DEBRA presents summaries of the key issues in each of the submissions that have relevance to 

people living with EB in Ireland. We support the submissions with further recommendations of our own. 

 

DFI’s demands are in two key areas, which are relevant to people with EB. 

 Income: Increase the Disability Allowance by €20 per week initially, with a view to further increases 

over the coming years, to offset the decreased purchasing power of people with disabilities. 

Teenagers living with EB battle daily with the constraints inflicted upon them due to their illness. 

They, like all people living with a disability, deserve the chance to live a more independent life. They 

(Casey, 4 years) 

DEBRA Ireland 

Pre Budget Submission 2018 

 

DEBRA has two key requests in Budget 2018: 

 There is currently one EB outreach nurse funded by the HSE. This nurse remains on a three-year 

temporary contract. DEBRA Ireland is calling on the government for funding to make this a 

permanent role. 

EB is a highly complex condition. There is a vast amount of training and experience required to take 

on the role of EB Clinical Nurse Specialist. Therefore, it is essential that this expertise is not lost to the 

EB community after the three-year contract expires. 

 

 One EB outreach nurse, to deliver nationwide support, is not enough. DEBRA is requesting the HSE 
fund the appointment of 2 additional EB outreach nurses. Both of whom will be based in Our Lady’s 
children’s hospital and St. James Hospital. 
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cannot do this on €193 per week. With the additional costs incurred due to EB, a large proportion 

of their income is spent on specialist dressings, which are not covered on the medical card.   

An initial increase in the weekly income followed by further increases will go towards ensuring that 

a greater independence for people living with disabilities remains a priority for this Partnership 

Government  

 

 Community Services and supports: there is an urgent need for a cross-departmental package for 

community supports. This will be made possible by the provision of a multi-annual investment 

programme. Funding has decreased while need continues to rise. 

In 2017, DEBRA Ireland secured a commitment from the HSE to fund one EB Outreach Nurse for a 

period of 3 years. We welcome this much needed funding. We see this as the beginning of a long 

and fruitful relationship between DEBRA and Ireland’s policy makers. People living with EB and their 

families deserve better than the community services offered to them up until now. Due to the 

progressive nature of this illness, it is of paramount importance that the cross-departmental 

package for community supports is recognised as a legitimate solution to addressing the disjointed 

services currently on offer. 

You can read the DFI’s full Pre-Budget Submission here: 
http://www.disabilityfederation.ie/index.php?uniqueID=11149  

CAI’s Pre-Budget Submission topics with relevance for people living with EB are: 
 

 Funding of Disability Services: Adults living with EB require vital supports such as personal 
assistance services in order to live with autonomy, dignity and independence. Access to personal 
assistance can be sporadic. This inconsistency in service provision often leads to the service user, 
becoming increasingly isolated and withdrawn. Living with EB is not only physically challenging but 
the psychosocial aspect of this disease is as challenging if not more so. It takes a special kind of 
person to remain engaged in society when living with such a horrendous condition. This 
engagement is often only made possible by the availability of personal assistant services. When 
people are at the mercy of sporadic services it can and does take a toll on their physical and 
emotional wellbeing. A dependable & nationwide service is necessary for people living with EB. 
Funding must be made available in order for these services to continue to exist and progress. 
  

 Addressing Poverty: according to the CAI, family carers are at higher risk of poverty than non-
carers are.  
Financially people living with disabilities are yet to feel the end of the recession. In fact post-
recession is as challenging as the recession itself. When a child is born with EB not only do the 
parents have to accept that their child will experience daily pain for the majority of their lives but 
also that their financial situation will not be the same as they had hoped.  
An example of this is of a family with two working parents and a mortgage. At least one parent 
must become a full time Carer. This results in one wage being replaced by the Carers Allowance. If 
this parent had been earning up to €40,000 per annum once they transfer over to the Carers 
Allowance their yearly income will be down by €26,000 approximately.  
This will result in a family facing severe financial pressure including the possibility of mortgage 
arrears. Your child being born with a life limiting condition should not automatically mean poverty 
and income inequality. We urge the policy makers to acknowledge, once again, the contribution 
made by Carers, we second the recommendation from CAI to increase Carers Allowance, and Carers 
Benefit toward the rates paid in 2009 to €220.50 and €221 respectively. 

 

http://www.disabilityfederation.ie/index.php?uniqueID=11149
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You can read CAI’s full Pre-Budget Submission here http://www.carealliance.ie/publications_submissions  
 

 

Conclusion 

It is crucial that the Government is guided in its decisions, that effect people living with EB, by a patient led 

organisation.  DEBRA Ireland maintain strong links with the EB medical teams and patients and families 

living with EB, enabling us to advocate on behalf of everyone involved in the care of those living with EB. 

Whilst the income and supports available have improved with the introduction of the AIM model and 

access to medical cards for children in receipt of DCA, major gaps exist. While patients with EB represent 

300 people in this country, they are part of a much wider community of people with disabilities.  

This year’s budget must show that the Government is serious about creating an inclusive environment 

where people living with disabilities can prosper and contribute.  

 

 

Epidermolysis Bullosa (EB) & DEBRA Ireland. 

What is EB? 
 

A distressing & painful genetic condition that causes the layers of the skin and internal linings to blister & tear at the slightest 

touch. 

 

It is one of the worst possible diseases to be born with and places an enormous burden on families. The incredibly painful 

bandage changes take 3 hours to complete. 

 

EB is rare - an estimated 1 in 18,000 babies born are affected by it.  

 

It is a genetic condition, caused by a fault in one of a number of genes that are responsible for holding the layers of skin 

together.  

 

There are different forms, which vary from debilitating to devastating. Some forms are so severe that babies do not survive & 

others result in dramatically reduced life span.              . 

 

In severe cases, there is almost no part of the body that remains untouched & the care of EB requires a large multidisciplinary 

team of medical specialists. 

 

DEBRA Ireland is the patient-led organisation, to support families living with EB (epidermolysis bullosa) 

 

 Providing a 32-county Family Support Service for patients & families.  

 Liaising closely with hospital clinics, providing funding & support. 

 Funding & supporting research, working with EB research groups around the world - €2.5 million invested to date. 

 Raising awareness of EB and advocates for improved care. 

 Working with the Irish Skin Foundation to establish an EB patient registry 

 Leading projects on behalf of DEBRA International, including the development of clinical practice guidelines. 

 A thought leader nationally and internationally in EB, rare diseases, health research and innovation in healthcare.  

 
Further reading 
 

 The ripple effect of Brexit on Rare Disease. 

https://debraireland.org/news/ripple-effect-brexit-rare-diseases/#more-8123  

http://www.carealliance.ie/publications_submissions
https://debraireland.org/news/ripple-effect-brexit-rare-diseases/#more-8123
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 Wound dressings for EB are a basic human right  

https://debraireland.org/news/wound-dressings-for-eb-are-a-basic-human-right/#more-6857  
 

 DEBRA Irelands submission to Clinical Advisory board on discretionary medical cards. 

https://debraireland.org/news/debra-submission-to-medical-card-consultation/#more-4777  

https://debraireland.org/news/wound-dressings-for-eb-are-a-basic-human-right/#more-6857
https://debraireland.org/news/debra-submission-to-medical-card-consultation/#more-4777

