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CARING AS WORRYING: THE EXPERIENCE OF PEOPLE LOOKING AFTER CHRONICALLY ILL PARTNERS AT HOME

The main findings in this survey were as follows:

Primary issues: internal

· Having to give up employment.

· Loss of time to oneself, loss of lifestyle, loss of relationship, and loss of self-esteem.

· Confinement in the home; physical and financial strain; anxiety and depression.

· Disappointment and frustration at the lack of recognition for the care provided.

· Feeling trapped.

· Concern for own state of health, prompting worry about institutional care.

· Unsafe conditions, eg hoists and wheelchairs.

· Worry about relationships with partners; wish for more co-operation from them.

Primary issues: relating to services

· Negative experiences with nursing home staff and standards of care; worry about the lack of understanding shown by staff, lack of caring, empathy and compassion, and lack of respect for individuals.

· Concern and disappointment that staff did not enhance and encourage activities that the person cared for was able to enjoy.

· Difficulties in reporting unacceptable care to nursing staff.

· Worry of having to negotiate their way through health and social welfare systems for assistance and support; systems often created worry, anxiety and frustration for both participants and their partners.

· Long waiting periods and excessive paperwork when applying for assistance.

· Lack of flexibility and client focussed service within the health care and social welfare systems.  Worry about the impact of this on their relationships.

· Worry about respite care.  Respite did not reduce caregiver burden.

Secondary issues

· Pessimism about the future.

· Possibility that partners might commit suicide.

· Thoughts of divorce.

· Constantly pushing oneself to the upper limits.

Other observations

· Strong family support and efficient coping resources and strategies enable families to cope better.

· “You have to break away from the person who was a lover to a person that you’re caring for”.

· Not one carer was able to identify a family member who would be prepared to help or take over the role of carer.

· The most likely reason for carers being unable to provide care for the person with MS is deterioration of their own health.

Conclusions

It is necessary to strengthen the relationships between carers and their partners.  Carers should be provided, through workshops or counselling, with clinically useful information about the impact of MS on physical ability and personality, as this could help them to develop more effective strategies to manage their relationships.

Measures that could improve the quality of life for carers and reduce worry must be supported, for example, improved access to essential equipment and support to enhance carers’ physical and psychological wellbeing.

Inadequate support and untimely responses to needs and situation by social work, benefits and health care agencies created increased worry for participants.  There is often a lack of understanding and inaccurate assessment of the situation faced by carers, and lack of valuing of the caring role.  Health care professionals need to understand better individual carers’ experiences, and be more in tune with their worries and concerns.  Respite care needs to be flexible and responsive to the needs of both carers and care recipients, and respect their individuality.  Home based respite care could be beneficial to both partners, as it does not involve taking care recipients away.
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