One third of the cares who took time off were able to take paid leave; the rest took annual holidays or sick leave.  Returning to work was not an easy option for carers, who often expressed feelings of guilt or just feeling unable to leave the YSS alone.

Cares who did return to employment reported being exhausted, although one relative drew attention to the benefits of leaving the home for a period of time and the importance of her income for the whole family.

Vocational rehabilitation consultants, disability employment advisors, and voluntary organisations should be involved where appropriate.

Relatives or carers who were in employment at the time of the stroke but have not returned to work should be encouraged and supported to return.  Where a carer is unsure about returning to work they should be given an opportunity to discuss their options with an employment adviser as well as their stroke nurse.

Where a return to employment is not anticipated for either the survivor or carer, a full benefit check should be carried out.

Financial problems

The financial impact of one or two adults in a household giving up work is considerable.  Carers drew attention to the increased expenses incurred, for example travel for hospital visits, or extra heating bills in houses which are not usually heated during the day.

Survivors and carers were not automatically given information about welfare benefits when discharged from hospital, eg which benefits they might be entitled to or how to apply.  Many reported having difficulty applying, accessing information or completing application forms.

Conclusions

The particular needs of young stroke survivors and their carers (as identified above) need to be addressed by Health Board/ Social Work Planning & Implementation Groups for Physical Disability and Carers.

Reference:  Improving services for young stroke survivors and their families.  Drs Pauline Banks and Charlotte Pearson.  Centre for Disability Research, University of Glasgow.  www.gla.ac.uk/centres/disability research. 
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Need for information

Ongoing worry of not knowing what caused the stroke and what was likely to happen in the future.

Difficulty in accessing information; also feeling that health professionals either knew nothing about younger people and stroke or did not care.

Lack of guidance about the likely impact of the stroke on their relationships.

But the benefits felt by carers if they could telephone someone and speak to them directly.

Effect on relationships

The stroke had a significant impact on relationships between survivors and those close to them.  A number of participants spoke openly about their unease at partners and children assuming a caring role and the impact of their mood changes on their relationships.  Carers often spoke of difficulty in coping with the survivor’s emotional problems.

Carers spoke of the difficulties of supporting survivors when they were having difficulty coping themselves.

Carers spoke of the difficulties of managing the physical and emotional changes caused by the stroke as well as trying to ameliorate its impact on their day to day family life.

While relatives or carers who were not co-resident could withdraw, or distance themselves to some extent, those who lived together, particularly partners or spouses, were often together 24 hours a day.

Both YSS and carers reported that they found communication difficult.  Some  survivors acknowledged that they were often short tempered.  For carers on the receiving end it could be difficult to know what to do next.  Some carers felt that their partners had changed and that there was no way of knowing if this was permanent, or temporary.

A small number of carers reported that cognitive impairments resulted in lack of inhibition in survivors which they found difficult to cope with.

The impact on family relationships was not limited to couples.  Carers spoke of trying to maintain a balance between coping with the needs of their partners and maintaining  some semblance of home life for their children.

Effect on lifestyle

Both survivors and carers spoke about lifestyle changes they had made, or needed to make following the stroke.

Having free time was not easy for carers.  One explained that she had become housebound following the stroke.

Friendships too had been affected.  Females reporting that friends had ‘stuck by them’, while the majority of male survivors reported that friendships had deteriorated.

Going out and meeting people is often important to couples.  However, both young stroke survivors and their carers reported that it was not easy to re-establish former routines.

Problems with services

Survivors and carers reported a lack of local services for younger people, and drew attention to the need for contact with people in a similar age group.

One carer explained that his wife had sopped attending hospital because the time spent travelling on hospital transport far outweighed the benefits derived from a brief physiotherapy session: “being stuck in a place for a full day for ten minutes physiotherapy”.

Although many carers reported that they were struggling, few had been asked if they were coping.  Those who sought help were rarely offered any form of counselling.

YSS and their carers should be made aware that mood swings and depression are prevalent post-stroke.  Families should be encouraged to discuss these issues and be referred to a counsellor or psychologist if required.

Work/employment issues

Three-quarters of the carers who had been working at the time of the stroke reported that they had taken time off work, four had not returned three to six months post discharge from hospital and one had reduced her hours.
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