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This report is dedicated to all carers

who devote their lives to individuals with disabdk.

Particular thanks to Una Lynch and Atlantic Philanpies



Background

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+.

89% of adults with learning disabiliti
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 (1PA)



Main findings
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 fu-time job for 90% o
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%).



Giving a voice

" 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 Mumr
I'll look after ‘Billy’ ’, but | don’t want her to. |
don’t want her to have that life that | had, and
then again, | really don’t want him in a home, so |
just hope, | 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.



Main findings

79% expressed enjoyed spending time
with their sons and daughters.

Greatest challenges for 86% were lack
of respite, difficult behaviours, and
meeting social neec

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

14% received help from friends or
neighbours.



Giving a voice

“You see wherdbhnny’was given to us,
he was given to us as a normal child, then
a year later I'm sitting in an office with
paediatrician and he’s telling me we’ll look
after him ‘til he’s 5, if he survives that. So,
| mean, he’s 40 years old now and 40 years
Is an awful long time!”



Main findings

79% had no care plan, although care
arrangements had changed for 69%.

66% discussed necessary changes
with social services.

36% did not receive help or had to
fight for help.

/6% stated that their own health
was good or fair, despite suffering
from various health problems.



Giving a voice

“Well, | don’t dwell on it... We have carers
coming in every day, three times a day, it’s
an intrusion in your life. If you have yo
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 chari§ean’,
If we have to and the carers aren’t heré...



Main findings

67% relied on informal family
arrangements in case the main carer fell
ill.

48% had no adequate substitute care
arrangement

72% had not considered making long-
term plans for the future care of their
sons or daughters with disabilities.



Giving a voice

“*Our own kids were always reared to think of family
first... that sounds great when you’re rearing thamd a
you know they’re all at home... but I've begunhtimk of
this over... the last 20 years really... you're gi&dting
pressure on them, you may not realise at the time,
pressure for looking aftédames’.That’'s not what you
meant to do but you wind up because you have... those
values are there, the family look after each otheér...



Giving a voice

*Our biggest problem, as far as both
‘Jenny’and‘Gerry’ are concerned, is how
long are we able to go on? We think a
about that... and we haven’'t come up with
an answer. Because, our health could
change, overnight.”



Making sense

Traditional Psychology:
Age determines behaviour.

Behaviour analysis:
Circumstances affect behaviour.









Making sense
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Recommendations

Evidence-based early interventions in place to
enhance life skills and choices.

An advocate available to each family througr
the life span, to help set up and coordinate
appropriate networks of support well in advance.

Suitable alternative accommodation available for
adults with all levels of additional individual reee




Recommendations

Support services should be easily accessible,
especially in rural areas.

Education and training for service providers needs
to focus on evidence-based best practice to meet
the needs of these families.



Belfast Telegraph, 4 Feb 2009






