


This report is dedicated to all carers 

who devote their lives to individuals with disabilities. 
This report is dedicated to all carers 

who devote their lives to individuals with disabilities. who devote their lives to individuals with disabilities. who devote their lives to individuals with disabilities. 

Particular thanks to Una Lynch and Atlantic Philanthropies 



89% of adults with learning disabilities 

In Northern Ireland there are 185,000 unpaid carers. 

25% providing more than 50 hours of care per week.

Almost 39,000 are aged 60+.

Background

89% of adults with learning disabilities 
live in the community 

20% of adults with learning disabilities 
live with parent aged 70+.  

Unpaid carers save UK more than £87 
billion, exceeds total NHS expenditure.



Method

Participants:
29 older carers of 27 sons/daughters with disabilities. 

Tools:
Semi-structured interviews took 45-60 min.
General Health Questionnaire (GHQ-12).

Analysis:
Interpretative Phenomenological Analysis (IPA)



38% of the carers were over 65 years old 
(range 47-84 years).

Average age of sons and daughters with 
disabilities was 33.48 years.

Caring was a full-time job for 90% of 

38% of the carers were over 65 years old 
(range 47-84 years).

Average age of sons and daughters with 
disabilities was 33.48 years.

Caring was a full-time job for 90% of 

Main findings

Caring was a full-time job for 90% of 
the participants and included physical 
care in 86% of the cases.

Concern about psychological health of 
carers was twice that of the general 
population (35% vs 17%).

Caring was a full-time job for 90% of 
the participants and included physical 
care in 86% of the cases.

Concern about psychological health of 
carers was twice that of the general 
population (35% vs 17%).



“ The thing is, as we get older you do think what if 
something happens to us, what will happen to 

‘Billy’ …my daughter says ‘Don’t worry Mummy 

“ The thing is, as we get older you do think what if 
something happens to us, what will happen to 

‘Billy’ …my daughter says ‘Don’t worry Mummy 

Giving a voiceGiving a voice

‘Billy’ …my daughter says ‘Don’t worry Mummy 
I’ll look after ‘Billy’ ’, but I don’t want her to. I 
don’t want her to have that life that I had, and 

then again, I really don’t want him in a home, so I 
just hope, I hope that God will take him before he 

takes us, but that’s not always the way, so you 

have to think of these things.”
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meeting social needs.

69% received support from family, 
31% did not have any family support.

14% received help from friends or 
neighbours.
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a year later I’m sitting in an office with a 
paediatrician and he’s telling me we’ll look 
after him ‘til he’s 5, if he survives that. So, 

I mean, he’s 40 years old now and 40 years 
is an awful long time!”
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an intrusion in your life. If you have your 
dinner at a certain time… you’re eating 
after 8 o’clock, or you’re eating earlier 

when you don’t really want to, but we can’t 
get rid of the carers because there might 

come a time when we can’t change ‘Sean’, 
if we have to and the carers aren’t here…”
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meant to do but you wind up because you have… those 
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