Employment/financial issues

Carers reported that taking on the caring role had had a significant effect on their working lives; for instance some stated that they had decided to resign or take early retirement.  Loss of socio-economic status was seen to have major implications both financially and socially.  Withdrawal from the labour force, for both male and female carers, not only had financial implications for the household, but also reduced important links with the outside world.

Other observations

Consider the employment of carer support workers and setting up local befriending schemes, especially for carers with young families.

Coping strategies

· Housework was often seen as a ‘safety valve’, but for some a period of withdrawal and inactivity helped.

· Physical exercise, especially in the form of a walk.

· Having a dog.

· Professional help (infrequently quoted).

· Getting in touch with other carers, not necessarily of people with MS.  Talk to people and be in touch with carers, for empathy.’

· E-mail; although very few carers reported using Internet chat rooms.  Rather more indicated that they had used a Helpline
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This report reveals  that as carers’ responsibilities increase, levels of informal support decrease.  The case studies show a spiral of social isolation as the role of the carer is assumed.  A particular theme which emerges is the needs of younger carers (pre-retirement age) many of whom have to cope with the demands of bringing up young children.

Need for information

Over two-thirds of carers interviewed reported a lack of information at the time of diagnosis.

Effect on relationships

Some carers, when reflecting on their marriage, highlighted the way in which household responsibilities and previous patterns of living had changed, even if the person cared for was not highly dependent.

Some carers also spoke about how personal care needs had created difficulties, in some cases on the part of the carer and in others on the part of the cared for person.

Effect on lifestyle

Contact by telephone was frequently described as the main means of contact.  A significant minority of carers felt that they had been abandoned by family members.

From the interviews, the most consistent trend to emerge was that, as MS became more limiting, friendships were not sustained.  This was seen to be for a range of reasons, including wheelchair access and distress at the effects of the disease.

For some carers, however, friends had remained loyal, and were still in regular contact; it was felt that the experience of MS had helped them discover who their ‘true’, or ‘real’ friends were.

Most carers were isolated from community life: few participated in local activities.  Parents caring for adult children were more likely than partners or spouses to be involved with their communities.

A number of carers described how they ideally would like more space for themselves.  
Where carers were also parents, they had considerable responsibilities and workloads; few however received  assistance with child related tasks.  Childminding in the evenings also often made it difficult for carers to pursue any interests of their own or to socialise.

Observations on services

The overwhelming majority of carers felt unsupported, even though describing emotional as well as physical needs.

There was a widespread perception that services arrived ‘late on the scene’.

Carers who were also parents reported high levels of caring responsibilities, but it appeared that they were ‘invisible’ to service providers.
In most cases, services were provided only where the person with MS was highly dependent and in several cases services had only recently been provided.  In addition, a small number of carers reported paying for help with housework.  This particularly applied to households where levels of disability were lower.  Few carers indicated that comprehensive packages of care, including health and social care, were in place.
Occupational therapists were frequently identified as being particularly helpful.
· General dissatisfaction was expressed regarding the provision of respite care.  Several carers expressed a need for a regular break from the person they cared for, although those who had used a hospital unit were critical of provision.
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