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Positive Futures for People with a Learning Disability 
Older Families Service 
 
Positive Futures is a voluntary organisation which supports people 
with a learning disability and their families across Northern Ireland.    
 
From our inception in 1995 Positive Futures has, through a range of 
innovative service responses, significantly contributed to changing 
the experiences and aspirations of people with a learning disability 
and their families and carers. The services we offer bring 
independence, choice and opportunity for people with a learning 
disability to live fuller and more valued lives within their own 
communities. 
 
The Older Families Service was developed in 2006 in response to the 
identified needs of older carers of people with a learning disability. 
The Service supports older carers and the person they care for by 
reducing isolation, providing practical and emotional support, helping 
them plan for emergencies, future planning using person centred 
methodology and community connecting. This Service has been 
delivered in partnership with South Eastern Health & Social Care 
Trust (the Trust) with funding from Positive Futures and grants from 
the Baily Thomas Charitable Fund, Garfield Weston Foundation and 
the Lloyds TSB Foundation for Northern Ireland. The Service closed 
in March 2010 as there was no further funding available to maintain 
the work.  
 
This study was carried out by Dr. Lesley Ann Black from our 
Research Department and Vera McKendrick, Older Families Service 
Manager.  
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Chapter 1.  Introduction 
 
Historically few people with a learning disability outlived their parents.  
However, recent advances in medicine and technology, coupled with 
a better quality of care provision have led to increased longevity 
amongst the general population.  In turn, a growing number of adults 
with a learning disability are being cared for at home by ageing 
carers. (Minnes et al, 2007).  Yet services have not evolved in 
tandem to meet the needs of these older adults or their families.  In 
addition, carers for many reasons often avoid making plans for the 
future.  As a result, older people who care for an adult with a learning 
disability are worried about the future care provision for the person 
they care for.  Moreover, little is known about what carer’s aspirations 
really are and whether the few services that do exist are adequately 
meeting their needs.  Planning for the future therefore becomes an 
essential part of ensuring there are plans in place in the event of an 
emergency or crisis event. 
 
Older carers have had a lifetime of knowing what the needs of their 
family members are.  In order to achieve quality services, providers 
need to have a good understanding of the changing circumstances 
surrounding the carer and the person being cared for.  Family centred 
approaches are endorsed in order to support these families in a 
holistic manner.  Also key to the success of meeting the needs of 
older carers is the collaborative working between statutory services 
and the wider community partners. 
 
From work carried out by the Trust in partnership with Positive 
Futures assessing the needs of and issues facing older carers, it was 
recognised that there was a need to better understand the 
perspectives of older carers. The Trust requested that Positive 
Futures carry out a scoping study of the self identified needs of all 
older carers, known to the Trust, living in the Lisburn Sector. 
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The aims of the study 
 

• To learn more about older carers of people with a learning 
disability who live in the Lisburn area. 

• To determine the level of caring relationship and dynamics 
within the family unit. 

• To understand more about the current anticipated and unmet 
support needs of older carers. 

• To examine the ways in which older carers are planning for 
their own futures and for those they care for. 

• To consider the aspirations of the person being cared for in 
relation to future accommodation provision when carers are no 
longer able to care and how services can best meet these 
expressed needs. 

• To discover if carers have put financial plans in place for the 
person they care for and their levels of awareness about 
financial planning. 

• To identify ways in which carers can be assisted in preparing 
for unforeseen circumstances. 

• To make recommendations about how local services can 
achieve and share best practice in meeting the needs of older 
carers and the persons they care for. 
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Chapter 2.  The Caring Context 
 
Ageing populations are a global phenomenon.  There is no widely 
accepted age which defines exactly when a person is considered 
“old”.  Nevertheless most developed countries have accepted the 
chronological age of 65 years as a definition of “elderly” or person 
who is considered older (W.H.O).  Increased longevity, coupled with 
the effects of de-institutionalisation has resulted in many more people 
with a learning disability living at home for longer with their family 
members (Heller & Factor, 1993; Minnes et al, 2007).  In addition, 
with advances in medical interventions, it is not unusual for people 
with a learning disability to outlive their parents (Gilbert et al, 2007).  
In the UK most adults with a learning disability who live past their 
third decade generally survive into old age (Hogg et al, 2001).  In fact, 
life expectancy for 50% of people with a learning disability is on par 
with that of the general population (Department of Health, 2001).  The 
changing demographics mean that the number of adults with a 
learning disability is predicted to increase by 11% between 2001 and 
2021.  This brings to the fore many issues and concerns that many 
carers have about the future welfare of their offspring as they grow 
older.  However, research has repeatedly demonstrated that many of 
these older carers have not made any plans for the future, should 
they become unable to care (Prosser, 1997). 
 
People with a Learning Disability 
 
It is well documented that along with the gradual ageing process, 
there is a greater risk associated with developing mental and physical 
health problems such as dementia, mobility and/or sensory 
impairments.  Individuals with a learning disability are at increased 
risk of acquiring such disorders when compared to the general 
population.  These factors also impact on their needs which, in light of 
their vulnerabilities and often more complex requirements, may differ 
considerably from that of other older people (Cooper1997, Evenhuis, 
1999).  Furthermore, research suggests that the needs of older 
people with a learning disability have not been given the same 
consideration as their younger counterparts (Strydom et al, 2004). 
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The numbers of people with a learning disability in Northern Ireland, 
like many other countries, are predicated using prevalence rates.  An 
estimated 2-3% (30,000) of the local population has a learning 
disability (Bamford “Equal Lives” Report, 2005).  Of these 4,500 
people are thought to have a profound learning disability.  Most live at 
home with their families (McConkey, 2002).  It has been suggested 
that approximately 30% of people with a learning disability are cared 
for by a relative aged 65 years and over.  Table 1 illustrates the 
estimated number of people living in Northern Ireland with a learning 
disability by age band.   

 
Age 
Band
s 

Moderate 
 

Severe/ 
Profound 
 

Total 
 

Overall 
Prevalence 

0-19 6432 (39.3%) 1718 
(10.5%) 

8150 
(49.8%) 

16.30 
 

20-34 2504 (15.3%) 1047 (6.4%) 3551 
(21.7%) 

10.16 
 

35-49 1489 (9.1%)   949 (5.8%) 2438 
(14.9%) 

7.04 
 

50+ 1473 (9.0%)   753 (4.6%) 2226 
(13.6%) 

4.54 
 

Totals 11,898 
(72.7%) 

4468 
(27.3%) 

16,366 
(100%) 
 

9.71 

 
Table 1: Estimated number of Northern Ireland population with 

a learning disability by age.   
 
Carers and the Caring Relationship: 
 
According to Carers NI (2002:6) “carers provide unpaid care by 
looking after an ill, frail or disabled family member, friend or partner”.  
The 2001 census indicates that there are 185,000 carers in Northern 
Ireland.  Yet it remains unknown just how many people are caring for  
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a person with a learning disability although MENCAP estimates that 
30,000 adults with a learning disability in the UK are living with a 
parent over 70.  Locally there are thought to be many “hidden carers” 
who do not know what support services and information are available 
to them. 
 
Traditionally it is usually the mother who assumes the carer role.  Due 
to the very nature of learning disability, carers can spend their entire 
lifetime as the caregiver.  Literature suggests that their offspring are 
regarded and treated in a “childlike” way (Todd and Shearn, 1997).  
Unlike other families whereby children assume the parenting role as 
their parents reach old age, in the case of offspring with a learning 
disability, parents are more likely to assume a non-normative role.  
Nevertheless, some studies are beginning to acknowledge that a 
carer “role reversal” can exist for people with a learning disability 
which results in the development of a mutual support relationship 
(Walmsley, 1996; Williams and Robinson, 2001).  This blurring 
relationship between dependence and independence further adds to 
the complexities in addressing support needs appropriately. 
 
Literature indicates that carers of people with a learning disability not 
only experience chronic stresses of caring for their son or daughter, 
but other social inequalities and stigma (Chou et al, 2009).  Survey 
studies have shown that almost half of families living with a person 
with a learning disability are defined as poor or vulnerable to poverty 
owing to low income.    
 
Recent research by Black et al (2008) illustrated that families caring 
for a child with a learning disability in Northern Ireland are at 
increased risk of deprivation, mental and physical ill-health and 
marital separation.   
 
Another study by Mencap (NI 2003) found that 8 out of 10 carers are 
at “breaking point”.  In addition, the difficulties of the older carer’s role 
are often exacerbated by diminishing health, isolation and in later life, 
caring single handed without the help of a spouse or partner.  Carers 
are also faced with a number of anxieties about the future should they 
become unable to care or if they pass away.   
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Support and Accommodation: 
 
Planning for long term accommodation, emotional and practical 
supports and the financial implications associated with the future care 
of their son or daughter are just some of the concerns carers have 
(Minnes & Woodford, 2004).  Many carers avoid planning or thinking 
about the future and try to take each day “as it comes”.  Barriers also 
include a lack of information, dissatisfaction with potential service 
provision and the perception that their family member is reluctant to 
move (Walker & Walker, 1998).  What is more, across the UK 
research indicates that services have failed to plan for the future 
housing needs of this group.   
 
The Trust has completed “Carers Assessments” on all participants in 
this study. The assessments have highlighted carers current unmet 
needs in terms of support and the Trust have been working in 
partnership with Positive Futures and other agencies to try to address 
these needs. 
 
According to Mencap (UK  2002) 30,000 adults with a learning 
disability live with parents age 70 or over, many of whom are too old 
or frail to continue in their caring role.  Worryingly, in only 1 in 4 of 
these cases have local authorities planned alternative housing.  15% 
of people with a learning disability have a secure long-term tenancy 
or own their own home. The fact that a dependent son or daughter 
may someday have to move from their life time home is highlighted 
by Smith, Tobin & Fullmer (1995) as the most emotional component 
of planning for the future.   
 
Carer Policy – Implications 
 
For the last number of years, government policy has led to an 
increased awareness of the needs of carers and the vital work that 
they do.  People First – Community Care for Northern Ireland (1997) 
acknowledged the crucial role that carers play in providing care and 
advocated that it was in society’s best interests to ensure that carers 
are adequately supported. 
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Figures from 2002  suggests that in Northern Ireland around 1,200 
people are living with a carer aged 65 years and over (850 people are 
living with a carer aged 65 -74 years and a further 350 with a carer 
aged 75 years and over).  21% of total carers of people with a 
learning disability are aged 65-75; and 8% are aged over 75.  Of 
these carers, approximately 53% are single parents and almost one 
third rated themselves as being in poor health. 
 
In a sense families of people with a learning disability are voluntary 
workers in that none of them chose a career as a carer and yet they 
give unstintingly in the quantity and quality of care they provide.  
Although it is impossible to accurately assess this financially, when it 
has been done for all carers in Northern Ireland and then pro-rata for 
those likely to be caring for a child or adult with a learning disability, 
the total amount is in order of £170 million per year which exceeds 
that spent by Health and Social Services. (Carers UK, 2002) 
 
Planning for the future – Futures Planning 
 
Studies have confirmed that carers often do not plan for the future.  
For example, Kaufmann (1991) found that 51% of carers interviewed 
had no concrete plans for the future.  Likewise, Prosser (1997) noted 
that 71% of carers had not made plans.   
 
A study by Bowey and McGlaughlin (2007) examined the views of 62 
older carers about their perspectives on planning for the future and 
found that 55% were not ready or unwilling to think about making 
plans for the future.  Likewise Gilbert (2007), found that carers 
experienced a lack of support and marginalization.  
 
It is therefore important that people with a learning disability and their 
carers are supported to make plans for the future.  Considering 
alternative options is often painful for the carer and can create 
additional stress and anxiety. Often carers will feel a sense of guilt in 
that they will no longer be able to provide the care.   
 
Research in the UK suggests that many families believe they have 
had little support from social services (Halley and Perkins 2004). 
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There is also a frequent mistrust of services borne out of negative 
past experiences, and conflict between care givers and service 
providers (Thompson and Wright, 2001) who are often seen as 
unhelpful with decisions often being made in an ad-hoc inconsistent 
manner. Families have been described as “going on the defensive” 
when professionals have brought up the issue of dependents moving 
out of the home. This can impact on future care plans being made.     
 
Informal support from family and friends is also important and can 
decrease the caring responsibilities and the likelihood of an out of 
home placement (Friedman, 1997).  
 
Supporting older families to plan for the future requires a co-ordinated 
approach and a long term commitment.  Too often nothing changes 
until there is a crisis at which point the options can be very limited 
(Magrill, 2005). 
 
While this research identifies a significant lack of planning across the 
UK, there are areas of good practice such as the Older Families 
Carers Initiative in Norfolk.  
 
The Trust, by supporting the Positive Futures Older Families Pilot 
Service, have shown a commitment to the needs of older carers 
caring for someone with a learning disability and are currently the 
only Health & Social Care Trust in Northern Ireland committed to this 
process. 
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Chapter 3. South Eastern Health & Social Care Trust  
    Older Carers Study 
 
Given the current context this study was under taken in order to 
determine the views of older carers about the future care plans for 
their family member with a learning disability.  Carers were those 
supported by South Eastern Health & Social Care Trust, Lisburn 
Sector. 
 
Before the study commenced ethical approval was granted by the 
Trust. 
 
Methodology and Sample 
 
The methodology consisted of a semi structured questionnaire which 
was designed by the Older Families Service Manager at Positive 
Futures in consultation with the Trust’s Learning Disability Team 
Manager.    The Questionnaire was also approved by the Business 
Excellence Department at Positive Futures.  Following this, the Trust 
sent information about the Study to a sample of 78 known carers.  
Carers who were over 50 and currently caring for a family member 
with a learning disability in the Lisburn Sector of the Trust where 
selected for the Study.  An attached letter explained the purpose of 
the Study and invited carers to participate.  A Consent Form was also 
included should they wish to participate.  Of those carers who 
responded N=36 (46%) agreed to participate and 9 (12%) 
respondents declined.  A further 33 (42%) did not reply.  The Service 
Manager contacted participating carers by telephone and explained 
the background of the study and then arranged an appropriate time to 
meet.  All but three Questionnaires were administered face to face by 
the Service Manager in the carer’s own home while the remainder 
were carried out over the telephone.  Carers where informed that any 
information collected would be anonomised and that no one would be 
identified in the Study’s findings. 
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Chapter 4. Findings 
 
This Chapter presents the main findings from the Questionnaires and 
focus group session. Information received from the Questionnaires 
was collated using SPSS Version 15.  Descriptive statistics were 
utilised in addition to crosstab and chi-square analysis was used 
which enabled multiple variables to be compared.  This was important 
in order to delineate trends and assess any levels of significance 
within the results. 

Older Carer Demographics 
 
All 36 carers were from a white, English speaking ethnic background, 
81% were female and 19% were male.   As shown in Figure 1, the 
age range of carers varied considerably.  The average age of carers 
was 70 (min 52: max 87; SD 10.3).   Almost one third (N=10; 28%) of 
carers were aged between 61-65. 9 carers were in their 70’s and 7 
carers were over 80.  It will be important for future services to be fit 
for purpose in meeting their needs.  
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Figure 1: Age Ranges of Primary Carers 

 
56% (N=20) of carers were of pensionable age. The majority of 
respondents (58%) were lone carers and the remaining 42% were 
couples caring.   Of lone carers, N=16 (76%) were female and N=5 
(14%) were male.  3 (10%) of the male lone carers were caring  
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for a male adult with a learning disability and 2 male lone carers were 
caring for a female adult with a learning disability. The majority of 
carers (86%) care for a son (47%) or a daughter (39%).  3 female 
carers (9%) were caring for 2 or more offspring with a learning 
disability.  1 female carer was caring for four male offspring with a 
learning disability. As can be seen in Table 2, not all carers are caring 
for their own offspring.   
 

Relationship to carer Frequency 
 

Son 17 (47%) 
Daughter 14 (39%) 
Sister   3 (8%) 
Niece   1 (2.8%) 
Brother-in-law   1 (2.8%) 
Total 36 (100%) 
 
Table 2:  Relationship to Carer 

 
3 carers were caring for their sister. 1 female carer cared for her 
niece, and another male carer was caring for his brother-in-law.  2 of 
the female carers had the person with the learning disability in a 
previous marriage and had since remarried.  N=6 carers (16%) had 
additional caring responsibilities.  3 husbands and 3 wives were 
caring for an infirm spouse in addition to the person with the learning 
disability.  
 

Carer Health  
 
Carers were asked for a self rating of their own health on a 5 point 
scale ranging from ‘excellent” to ‘very poor’. Most carers rated their 
health as ‘OK’.  There was no significant difference between the 
health of male and female carers.  Only 5% rated their health as 
“excellent” whereas 24% of carers rated their health as “poor” or “very 
poor”. For example, many had suffered a number of chronic and 
debilitating illnesses, such as arthritis and stroke.  3 carers had 
recently fallen, 2 had had hip replacement operations. 
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Figure 2: Carers rating of their own health 

The Individuals being cared for  
 
There were an equal number of male (N=18) and female (N=18) 
adults with a learning disability being cared for with an average age of 
41.8 years (min 20 max 73: SD 12.7).  There was a fairly even spread 
of the numbers of male and female individuals in the 30s, 40s and 
50s, and fewer people (N=3) being cared for in the 60’s or 70’s 
categories (as shown in Figure 3).  
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Figure 3: Gender of the person being cared for by age group 
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Type of Learning Disability 
 
All of the people being supported by the Trust are diagnosed or 
recorded as having a severe learning disability. 8 people being cared 
for are recorded as having complex/challenging needs which was 
more common amongst males in this cohort. 6 individuals had 
Down’s syndrome.  A number of people being cared for have been 
given a specific diagnosis in addition to their learning disability.  N=11 
(30%) have more than one condition (for example, autistic spectrum 
disorder and being profoundly deaf).  Conditions in the ‘other’ 
category included epilepsy (n=7), spina bifida, hydrocephalus, 
cerebral palsy, and physical disabilities.   

Supports 
 
The types of supports (formal and informal) that carers were in 
receipt of were reported as vitally important in helping them to cope.  
 
With regard to formal types of support for the individual with the 
learning disability, 78% of families were in receipt of day care support 
and 22% availed of overnight respite services. Whilst many carers 
viewed Day Centre support as vital in helping them to cope with their 
caring role many carers reported feeling stressed when, for example, 
Day Centres were closed at holiday times.   A number of families 
stated that they received other formal supports from a range of other 
service providers based on an assessment of their needs. Only one 
carer utilized shared care. Whilst these services are provided to meet 
the needs of the person they care for, carers often view these 
services as being a necessary means of support to them in their 
caring role.  A small number of dependents do not attend day care for 
personal family reasons. 
 
5 people with a learning disability were in some form of employment 
(3 in full time work) or placement training (N=2).   
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Types of Formal Help 
 

Yes No 

Day Care 27 (75%)   9 (25%)  
Overnight Respite    8 (22%) 28 (78%) 
Positive Futures    9 (24%) 25 (75%) 
Employment/placement 
training  

  5 (14%) 31 (86%) 

Domiciliary care/direct 
payments 

  4 (11.1%) 32 (86.4) 

Hospital admission (long-term)   2 (6%) 34(94%) 
Long-term residential care   1 (3%) 35(97%) 
Shared Care   1 (3%) 35 (97%) 

 
Table 4: Types of formal supports for carers 

 
Informal Supports  
 
Family carers reported managing for a number of years with very little 
formal support, relying instead on informal sources of support. These 
are usually family members such as a spouse or children living in the 
home, extended family, neighbours or friends.   
 
64% of carers reported having some form of informal support.   This 
mainly came from immediate family i.e. siblings of the person with the 
learning disability.  Few called upon extended family.  Half of all 
carers did not have a spouse to help them with the caring role.   
 
Worryingly, 36% (N=13) of carers did not report any type of informal 
support network for them to rely on. This was mainly due to a change 
in the composition of the household, either through the death of a 
spouse, or other children leaving home.   
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Type of support Frequency 

 
Spouse (in home)   6 (17%) 
Carers Immediate Family (not residing in family 
home) 

  5 (13%) 

Extended Family    3 (9%) 
Others   1 (3%) 
Support Groups   8 (22%) 
None 13 (36%) 
 

Table 5: Types of informal support for carers 
 
3 lone carers (9%) had caring responsibilities for more than one 
offspring with a learning disability.   Whilst there is a very active 
carer’s forum within the Trust the majority of carers (78%) did not 
attend. However, 1 carer attends 4 local support groups. The main 
benefits cited by carers attending these groups was the support 
given, sharing worries with peers, sympathy, and resolving problems 
together.  However, a number of carers (N=4) who attended support 
groups felt that these groups were not as useful for helping them to 
plan for the future.  Some carers also found it difficult to arrange time 
to attend support groups due to their caring responsibilities.  

Formal Supports 

 
Figure 4: Number of direct hours carers spend caring per day. 
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Many carers (81%) viewed their caring role as “non-stop”.  Most 
carers (80%) who reported giving more than 18 hours of care per day 
described this as “total support including personal care”.  Other types 
of care included help with daily living, cooking, finances and so forth.  
A small number of carers (N=3) providing 5 hours or less had a family 
member with a mild learning disability.  
 
When asked if carers were receiving help from social services, 78% 
(N=28) replied that they were.  Of these, a significant percentage of 
respondents 57% (N=16) felt that the services currently being 
received were not meeting their needs.  Reasons given for services 
not meeting needs included the majority of carers reporting that there 
was not enough respite at a time that suited them.  There was very 
much a sense that they felt they had to take what was being offered.  
 
Almost 80% of carers replied that they were unaware of the type of 
help that was available to them from the Trust.  Many carers (77%) 
reported that as they did not have regular contact with their Social 
Worker there was no-one to keep them informed of what was 
available. Only 19% of carers knew what help was available from 
voluntary organisations. Those who did know what was available 
usually attended support groups. 
 
Emergency Planning 
 
Just over a third of older carers (N=13) claimed to have a plan in 
place should an emergency arise.  These plans were mainly informal 
and involved other family members, 12 carers had completed details 
for the “Message in a bottle” Scheme which provides emergency 
details of carers and the person being cared for. 

Future Aspirations 
 
When asked what the carers’ aspirations were for the future 
accommodation for their dependent, the majority wanted them to 
remain in the family home.   
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 Future accommodation preference for 
dependent 
 

Yes  No 

Living in family home with support 61% N=22  39% N=14 
Supported living 56% N=20 44% N=16 
Living with another family member 28% N=10 72% N=26 
Both living together with support 17% N=6 83% N=30 
24 hour care in nursing or residential 
home 

17% N=6 83% N=30 

Warden supported accommodation 11% N=4 89% N=32 
 
Table 6: Carer’s preferences for future accommodation for their dependent 
 
 
Regarding financial plans for the future, 47% of carers had some type 
of plan established.  Worryingly, 53% of carers had not thought this 
far in advance. Carers were also asked if they would like any further 
information about financial planning for the future.  50% of 
respondents reported that they would like some further information.  
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Chapter 5. Discussion 
 
Many older carers and the person they care for are ill-prepared for 
the future.  Only a few families have put tentative plans in place to 
address short term emergencies and only a handful have made 
longer term plans.  Most of these plans are informal and lack detail 
and certainty.   
 
Older families conveyed pessimism when responding to questions 
about planning for the future. They view the future as outside of their 
hands and the pursuit of any guarantees as impossible or futile. 
 
All talked about worry, anxiety, fear and sadness when describing 
how they feel about the future care of the person they care for.  A 
small but significant number consciously ignore the passage of time 
and the inevitable changes in care arrangements. 
 
“I don’t want to think about the future” 
 
“What the point in planning for the future when no one can give 
us any guarantees” 
 
For those who had made plans there was a feeling of hope mixed 
with uncertainty in the Trust’s plans to provide for their relative.   A 
small number of carers still hoped to outlive the person they cared for 
thereby avoiding them having to be cared for by someone else. 
 
Emergency Plans 
 
Emergency planning for older family carers is something typically 
arranged with other family members to “step in” until the crisis is over.  
In the main carers described short term measures to see the family 
through until the carer can resume their caring role.  Few carers 
described having any firm plans in place with many referring to and 
relying on promises or possible platitudes of the family saying we will 
make sure everything is ok. 
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A number of families fear that what is provided in the event of an 
emergency may become the long term arrangement.  There is also 
the fear that in such a situation current services, especially day 
centres, would be discontinued and the person with the learning 
disability lose their social networks and connections.   In such a 
situation the Trust has made a commitment that they will try to find an 
appropriate long term placement as soon as possible. 
 
Future Plans 
 
Only 47% of families reported having a plan for the future care of their 
family member with a learning disability.  Again these plans were in 
the main only known to family members yet not all would involve the 
family in their implementation.   Of these families, 2 families had 
consulted a lawyer.   As with plans for emergencies, lone carers were 
more likely to report having a plan for the future.  
 
Housing and Care 
 
Older carers were asked to convey in two different ways how they 
would like the person they care for to be cared for in the future.  
Firstly by choosing options from a pre-selected list and secondly by 
describing the most appropriate or ideal care. 
 
The three most popular options reported among older carers were for 
the person with learning disabilities to: 
 

• Remain living in the family home with support  
• Supported living    
• Living with another family member 

 
A significant number used the opportunity to describe their ideal care 
to restate their preferred option.  Many of the descriptions of ideal 
care were detailed and illustrate the type of care hoped for, 
somewhat separate from the type of accommodation. 
 
When asked about what is important about where the person they 
care for lives, carers prioritised local accommodation so that the 
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person they care for can be close to friends and family in familiar 
surroundings, continuity of services and access to community 
opportunities. 
 
The Trust’s preferred option is to continue supporting people in their 
own homes where this is appropriate to the needs of the individual, 
however, this did not appear to have been communication with older 
carers as their perception is that the only alternative to being cared 
for by their family carer is residential care. 
 
Location of future accommodation 
 
Carers were consistent in their desire to see their family member 
located near to where they live now.  Older carers think it is important 
to live close to; 
 

• Family 
• Friends 
• Daytime activities 
• Social opportunities 

 
Linked with being near these important aspects of living was a desire 
for life to change as little as possible in the future.  Carers hoped for 
continuity of surroundings, daily patterns (i.e. attending day centre) 
and support networks around the person with the disability e.g. 
neighbours, other family members. 
 
A number of those interviewed stressed their desire to have the 
person they care for move out of the family home as a positive 
choice, before the carer was no longer able to cope. 
 
“I want her settled before anything happens to me and I can’t 
cope” 
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Accommodation Options 
 
Whilst many housing options were chosen, only one option appealed 
to more than half the carers.  61% of carers wanted the person they 
care for to continue to live in the family home with support. 
 
Staying in the family home with support 
 
Whilst this was appealing to the largest number of carers none of the 
families concerned had taken any steps to ensure that this would 
happen.   Of greatest appeal to family carers was their desire for 
continuity that this option appeared to provide.  For many it was a 
means of minimising disruption and of ensuring the persons care 
package remained intact. 
 
 Only 3% of carers who would chose staying in the family home for 
their relative also reported they use respite services.  The experience 
and practice of living more independently or with carers other than 
family members may be limited among those adults with a learning 
disability who live at home.  This is an important consideration when 
planning housing and housing support services for the future. 
 
Supported Living 
 
56% of carers felt that supported living was a feasible housing option 
for the person they cared for if living in the family home was not 
appropriate.  There was some confusion around the concept of 
supported living and this had to be explained to many participants.  
Of those who knew about supported living they described their ideal 
supported accommodation as having the following characteristics; 

• Local 
• Providing 24 hour care 
• Reliable and safe carers/staff 
• Choice and privacy 
• Opportunity to live with people they already know e.g. from day 

centre 
• A small number of other people 
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Staying with another family member 
 
Overall this was the first or second option identified by around 28% of 
older carers.  Current carers do not want family who may take over 
caring to have the same level of commitment.  The carers (mostly 
parents) who discussed other family members taking over caring 
want care and housing support to supplement family care.  A number 
thought total care such as they provided was their parental 
responsibility and felt guilty about asking their other children to take 
over.  This illustrates possible future demands on services by 
subsequent family carers.   Although carers do not want their families 
to take over the primary caring role a number spoke positively of the 
potential “supervisory” and / or “advocacy” roles for other family 
members in the future. 
 
The future care of the person with a learning disability is a difficult 
and emotional subject for families.  A number of carers consider it 
impossible to have full and frank discussions with their grown-up 
children.  The families talk of guilt, loyalty and unfair burden on 
siblings.  In order to maximise the effectiveness of any plans for 
future care it would appear best if the whole family are involved in 
and committed to such plans.  Service responses should be 
structured so as to provide space for family discussions and be 
sensitive to the needs of all family members. 
 
Residential or Nursing Care 
 
This option was only chosen by a small number of family carers.  Of 
note however, was the link to the level of disability of the person 
cared for.  Those who reported that they would wish for the person 
they care for to be placed in residential or nursing care also reported 
the person they care for as having a severe learning disability and 
having underlying medical conditions which would require nursing 
intervention. 
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Carer and Person supported living together with support 
 
This was a preference for a small number of carers, 17%.  Families 
choosing this option were more likely to be lone carers caring for a 
sibling. 
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Chapter 6. Conclusion and recommendations 
 
Planning for the future in households where there is a person with a 
learning disability living with an older carer should ideally start long 
before the problems associated with age and ageing become 
apparent.    
 
Walker & Walker (1998) recommend a number of essential 
components of an effective service to tackle the problems that 
confront elderly carers.  In order that families are identified before a 
crisis situation arises databases should be established of all families 
in which there is an elderly carer; information resources for family 
carers should be accessible; there should be a showcase of 
accommodation with care and support options available; flexible day 
and respite care provision; and emergency contact points.  It is 
essential that regular reviews are carried out and that plans for future 
care are discussed before the family situation becomes untenable. 
 
Commissioners should ensure that older people with a learning 
disability have access to mainstream primary and secondary health 
care, and that specialist health care services are provided to meet the 
needs of people who also have challenging behaviour, mental health 
or sensory needs, or needs relating to mobility or communication. 
 
Routine health screening is vital in order to identify co-morbid health 
needs and perhaps equally important to identify care needs – signs of 
deteriorating health may be indicative of the carers decreasing 
capabilities rather than a significant decline in the health of the 
person for whom they care. Health and social service professionals 
must be prepared to facilitate relationships with elderly people with a 
learning disability and their carers.  This involves taking responsibility 
at all levels including such things as organising appropriate transport, 
making appointments, ensuring appointments are kept and arranging 
domiciliary visits. 
 
It is anticipated that the Regional Direct Enhanced Service for Health 
Screening for Carers and People with a Learning Disability should 
address some of these issues in the future. 
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The success of these strategies will depend on close and consistent 
cooperation between generic services for the elderly and specialist 
services for people with a learning disability, as well as co-ordination 
of services between local health and social services, and between 
voluntary and private sector providers. 
 
Service responses are required that are: 
• Multi-stranded, addressing needs on a number of fronts 
• Long term, from early adulthood into old age 
• Proactive yet reactive where necessary 
• Sensitive to family circumstances, age related circumstances 
 
The evidence from older carers suggests that service responses 
should be framed by the following: 
• Whilst the person with the learning disability must be at the centre 

of any planning and service provision, a family centred response is 
also required 

• Older carers tend to be more preoccupied with accessing care for 
the person they care for rather than attending to their own care 
needs.  Assisting carers to care is directly related to the quality 
and quantity of day care provision, after hour’s services, 
community opportunities and flexible respite 

• Crisis intervention may be inevitable but advance preparation and 
planning will minimise the impact of this 

• Many families have identified preferred future accommodation 
options but the level of skill and experience of the person with a 
learning disability may be at odds with these options 

• Few older carers know of the real service options within the 
Lisburn area 

• Even fewer understand the process of accessing future housing 
provision or support services 

• Housing solutions’ need to be local and area specific 
• Adults with a learning disability living at home need to be engaged 

with over time in order to plan well for any changes to their care 
situation 

• To meet the sometimes differing needs of older carers and those 
they care for, all services must be flexible and imaginative 
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These factors suggest the need for a review of 7 broad and related 
service responses: 
• Communication and information strategies 
• Current services 
• Family preparation and skills acquisition 
• Emergency planning 
• Immediate planning 
• Future housing, care and support services 
• Community care review to include planning for the future 
 
Communication & information strategies 
 
There is a need for service providers to be aware of the number of 
adults with a learning disability living at home with older carers in the 
Trust area.  There is an urgent need to identify and keep in touch with 
those who may have need for services in the near future. 
 
The Growing Older with a Learning Disability (GOLD) Project 
suggests the following measures to identify older carers: 
• Preparing materials which may be understood by families, 

particularly in a large font size 
• Identifying people and organisations in the community who might 

know older parents, e.g. GPs, carers’ organisations, local 
societies, religious groups 

• Identifying places where older parents might be and can be 
approached directly e.g. surgeries, shopping centres 

 
Information and planning 
 
Information relating to the needs of older carers and of the people 
with a learning disability they care for will not be found in any single 
source, but rather needs to be pulled together by exploring a number 
of lines of enquiry. 
 
Ways of recording and interpreting relevant information must be 
decided upon and pursued jointly by Social Care and Housing 
services.  This will increase the Trust’s capacity to anticipate need 
and respond more effectively. 
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Communicating with older carers 
 
The essential role of communicating with people with a learning 
disability and their carers has to go beyond merely providing 
information; this recommendation is purposefully and necessarily 
linked to all potential service responses.  This study has shown that 
older family carers know little about the availability of future 
accommodation for learning disabled adults in Lisburn.  This limiting 
gap in their awareness has to be bridged by proactive communication 
targeted mainly at individuals. 
 
The Trust must work to ensure that carers and the person they care 
for are fully aware of accommodation options in the local area, the 
housing support and carers’ service etc.  Carers and their families 
need information on, for example: 
• Options 
• Service availability and eligibility criteria 
• Service timeframes 
 
In addition, families need this information at a time when they can use 
it.  The person with a learning disability and their parents or sibling 
carers all require different types of information, in different ways, 
focusing on different things.  These varied and individual needs mean 
that the communication and information strategies have to be 
creative, continuous and proactive. 
 
A number of older carers were not at a stage where they felt they 
needed to look to the future and therefore have not identified an 
information gap. This underlies the need for a service that is able to 
make judgements as to the timing of information and the level of 
understanding. 
 
The following could be considered: 
 
• Periodic information days (once or twice a year, or possibly run as 

a course over several weeks) where the Trust and the range of 
interested housing and service providers could encourage carers 
to attend workshops or at home style sessions where families  
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could be informed on process and options and have the 
opportunity to engage with the Trust about the kinds of things they 
want and the concerns they have. 

 
• Using current day centres as a resource for carers and the people 

they support to disseminate information and provide opportunities 
for carers to meet each other and speak with service providers.  
Day centres could extend their role to become a resource to 
carers, in particular, where there is familiarity and trust in staff.  

 
• Older carer support that has the specific remit of planning for the 

future.   
 
Current services for carers 
 
Older family carers appear to want little directly for themselves, but 
rather seek to benefit from services provided for the person they care 
for. 
 
Older carers reported they could be helped by: 
• More respite 
• Flexible provision of respite 
• Longer sessions at day centres 
• Increased opportunities for activities in the evenings and 

weekends 
 
In responding to the needs of carers, service providers must ensure 
that the needs of the primary “service user”, the person with the 
learning disability, are given priority.  Generic Older Peoples services 
should be aware of and respond to the additional needs of Older 
Carers. 
 
Family Preparation and skills acquisition 
 
Preparing for the future:  
 
Adults with a learning disability who are cared for at home require 
support to plan and prepare for their own future.  Their individual  
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needs and preferences must be of primary importance as housing 
and support options are planned.   A mechanism is therefore required 
for routine preparation and monitoring of plans. 
 
The needs and views of the person being cared for need to be linked 
with those of the carer and the wider family.   The input and role of 
wider family members is necessary in ensuring everyone is 
committed to the plan and works towards being prepared for it.  
Having the whole family signed up to the “futures plan” will increase 
the success of the plans implementation.  
 
Making the link between services, home life and planning for the 
future: 
 
The role of current day centres could be developed to play a greater 
part in preparing people for change, and in particular to engage in 
skill development relevant to the needs identified as part of a longer 
term life planning process. 
 
This enhanced and specific role would be to engage with both the 
person with the learning disability and their carer, particularly focusing 
on support from the family home in relation to practicing and 
developing skills where they need to be applied. 
 
Community support services could offer a significant extension of 
traditional day centre approaches towards developing the kind of 
service that could be used to sustain people in their own homes.  
Assisting with planning and preparing for the future should be an 
explicit remit of community support services. 
 
Short break Services 
 
Short breaks can give the individual with the learning disability some 
experience of living without their family carer.  In a number of cases, 
the short break accommodation was seen by the carer as the future 
accommodation for their son or daughter.  For some this is perhaps a 
lost opportunity to maximise the long term benefit of exploring and 
learning skills that could be used when the carer is no longer there.   
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Short breaks could be promoted as having a developmental 
component, recognising it as supporting the acceptability of 
separation and moving towards independence forming an element in 
a broader life planning exercise.  As such, short break services would 
also need to develop approaches to encouraging skills development 
and would need to be linked to seeking continuity and support for this 
in the person’s own home. 
 
Emergency Planning 
 
Social work services should be working with families to avoid family 
crisis resulting in emergency responses. As services in the main are 
structured around prioritising need, those in safe and adequate 
environments do not meet the threshold set for active social work 
involvement.  
 
This is a challenge for the Trust in the current economic climate 
where resources for the resettlement of delayed discharge patients 
into the community continue to be the priority.  Commissioners need 
to be aware of the impact of targeting funds in this way on the ability 
of the Trust to provide services to older people with a learning 
disability and their carers.    
 
Information as to how social services will respond to emergencies in 
family caring situations should be available.  It is recognised that 
there will always be situations that cannot be predicted and where 
Trusts will have to respond at short notice and make either temporary 
or permanent arrangements. 
 
Future housing care and housing support services 
 
Further work with adults with a learning disability is needed in order to 
identify their individual preferences and lifestyle aims. 
 
The Trust needs to think through legally, financially and practically 
how the favoured housing options could be supported.   
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Conclusion 
 
This study provides key messages to commissioners to consider the 
needs of this population and to support proactive planning for an 
enjoyable and fulfilling lifestyle for older carers and the people they 
support.  
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Appendix 1 - My Life Story  
 
Our daughter’s first year was pretty uneventful. As far as we and the 
medical professionals were concerned she was a healthy baby 
reaching all her milestones and we felt so lucky to have such a 
beautiful normal baby.  The small pox vaccination in Northern Ireland 
was compulsory at this time and the penalty was a jail sentence if you 
didn’t comply with the law.  I had resisted having it done as my friend 
had died as a result of the vaccination when she was 19. 
 
At 15 months I had no alternative but to have my daughter 
vaccinated, little knowing that this would be her last day of normal life.  
It was the Friday after the Easter Holidays and my husband’s family 
had been staying with us over the holidays and I thought as every 
day passed that there was going to be no repercussions.  How wrong 
I was.  On the 16th day after her vaccination she was very agitated 
and kept pointing at her head.  I set her down for her afternoon nap 
but after a short time I could hear her very heavy breathing and 
rushed to her cot.  I rang for the doctor and when he came he just 
looked at her and said, “We’ll take her straight to hospital”. I wrapped 
her in a blanket and we went by car to the local hospital. 
 
She stayed in hospital for a week then the Consultant sent her to the 
Children’s hospital in Belfast.  The hospital rang us that evening to tell 
us that she was dangerously ill and was being transferred to the 
Fever hospital.  She stayed there for 3 months and was on the 
dangerously ill list with a temperature of 106oC.   
 
One day when we were visiting we were told that the doctors wanted 
to speak to us.  There was more than one sitting at the large table.  
They told us she had been so ill that her brain had been damaged 
and she would be “like a cabbage”.  They could arrange for her to be 
put into a special home where she could be cared for and that she 
would probably die when she had her first childhood illness.  After a 
few minutes we rallied enough to say if that was the outcome we 
would take her home and nurse her until she died.  They told me I 
didn’t understand what I was taking on and that it would be 
impossible to manage her.  I insisted and we brought her home. 
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As we looked at our newly labelled handicapped daughter, we 
couldn't understand what had gone wrong with our beautiful little girl. 
The child we wanted so much and whom we loved more than words 
could ever say had, it seemed, changed almost overnight.  
 
We were totally devastated. The future looked bleak and devastating 
beyond belief for our daughter but also for us. We were thrust into a 
whole new world of fear and resentment. A new role as parents of a 
disabled child, things like that only happen to other people don't they? 
We didn't want this new role; we wanted to be a normal family and 
wanted our normal life back. We didn't want to have to provide 24 
hours, 7 day a week care to someone who would be totally 
dependent on us for everything for the rest of her life. We didn't want 
to learn how to become a teacher, nurse and physiotherapist.  
 
A feeling as strong as bereavement overwhelmed us, as we realised 
none of our dreams for our daughter’s future would come true. No 
career, no husband, no children. The pain was unbelievable as reality 
struck like a bolt of lightning. It was scary, very scary. We read 
everything we could find on the subject and gradually acceptance 
slowly crept in. We finally came to terms with our new career and set 
out on a journey, a journey of learning and discovery.  
 
We felt privileged and honoured to be her parents. She didn't demand 
material things, just lots of love and attention, which we gave with 
great enthusiasm and passion. The feeling of love we felt for her was 
so intense that it seemed to overwhelm us at times and we could truly 
feel the aches and pains she was experiencing.  
 
After the convulsion she didn't seem to learn any new skills and as 
the months passed her developmental delay became more and more 
obvious. She began to scream day and night and vomited all the 
time. She didn't want any physical contact and was really withdrawn 
and extremely unhappy. Life was really difficult, we felt so totally 
inadequate as parents as no matter what we did she just rejected us. 
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It has been a long heartbreaking time since that awful day 54 years 
ago.  Today my daughter is 55 and I am 81.  She and I lived alone 
after her father passed away 10 years ago.  I then had a fall outside a 
couple of years ago and broke my hip so she went to live with her 
younger sister as I was unable to cope with looking after both of us.  
Yes my daughter can walk and talk (sometimes nonsense!) but she 
can’t read and write, can’t tell the time or what age she is.   
 
All destroyed by her encephalitis. She looks normal and in the last 
few years has regained her lovely nature.  She is kind and 
sympathetic and has a sense of fun although she doesn’t like too 
much noise.  
 
Ten years ago we got another blow when she was diagnosed with 
diabetes (insulin dependent). She gets injections every day.  She has 
to contend with both illnesses and yet she can’t really tell me how she 
feels when she is agitated.  It was a cruel price to pay for having 
obeyed the law. 
 
My youngest daughter who took over the caring role from me is also 
in her 50’s and has been diagnosed with bowel cancer. This meant 
that my daughter’s respite had to be extended. The respite centre she 
had been attending for years has now been closed and she has been 
moved to temporary accommodation in another residential setting.  
She has settled in well there but I feel guilty that I cannot have her in 
her own home with me. 
 
 
 


