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THE CARERS’ GUIDE – FOR THOSE WHO CARE FOR PEOPLE  WITH    PARKINSON’S

(Extracts from Parkinson’s Disease Society publication, 2004)
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Initial feelings

It is quite normal for a caer to experience many of the same feelings as the person with Parkinson’s.  These feelings might include difficulty accepting the diagnosis, fear about the future, anxiety, depression, fatigue and confusion about changes in  relationships.  It is also common to experience guilt as carers may feel that they should be supporting the person with Parkinson’s rather than worrying about how the condition may change their own life.

Relationships

As Parkinson’s develops, there can be an effect on relationships.  

· Communication is the key to any relationship.  Parkinson’s can cause communication difficulties (reduced facial expression, or quietened speech).  

· Depression is quite common in people with Parkinson’s.    Depression, whatever the cause, usually responds well to treatment, whether counselling support or drugs.

· Some people with Parkinson’s also may become anxious about going out.  Try to maintain social activities.  

· Tell friends and colleagues how caring fits with the rest of your life and how they can help you.  Carers with young children may need to help schools understand how life is lived with Parkinson’s.

· Some friends and family may find it difficult to deal with symptoms and their feeling about the person having Parkinson’s.  However, with time, and understanding, this should improve.

                                            If caring for a partner

· The carer may have to get used to different roles within the relationship, and this may take some getting used to.

· Disrupted sleep patterns may mean sleeping separately; it is very important to get enough rest.

· Parkinson’s can sometimes affect sexual relations, and the specialist nurses for Parkinson’s disease may be able to help.

your own health (especially your back), and gain confidence in these tasks.

Having a voice

Supporting someone with Parkinson’s can be a lonely journey.  In learning to live with the effects of Parkinson’s you learn a lot about how easy (or not) it is to get the services you need.  Many people use their experiences to make changes.  You can do this by making comments or complaints about services, responding to consultation, joining carers’ groups, writing to counsellors, MPs and other decision-makers.  Carers’ voices make a real difference.

All carers should consider their own needs and ask for help and support, even if apparently coping satisfactorily just now.  Planning ahead helps to reduce uncertainty and anxiety.  

Advice from other carers of people with Parkinson’s

· Accept your feelings and talk about what you are doing and how you feel.  Talking about how you feel and what you are doing will make things easier.  Talk to the person with Parkinson’s you are caring for, but also to others, such as family, friends and other people in a similar situation.

· Talk to other carers in your local Parkinson’s Disease Society (PDS) branch.  There are also local carers’ projects across the country where you may be able to get emotional support or information.

· Encourage independence.  Try not to take over, and offer support rather than inundating the person you’re caring for with advice and practical help.

· Sometimes roles within the relationship may need to be adapted, but work can still be shared, so that neither person carries all the responsibility.

· Look after yourself and keep time for yourself

· Accept support form others.  Try to keep your social life as normal as possible and do things you enjoy.

· Get support before difficulties arise and reach crisis point, for example from your GP, PDS community support worker, or social worker.

· Plan things together.  Try not to let Parkinson’s dominate everything.  Try to keep doing the things you enjoy doing, even if this means doing them differently.

· Try to keep your sense of humour.  Many people say that keeping their sense of humour has helped enormously, and keeps things in perspective.

Respite care can also help the person with Parkinson’s.  As well as knowing you’re getting a break, they get the advantage of being with other people.  And some respite (eg day centres) also provide opportunities of therapy or sports sessions, classes, and other recreational activities.

Thinking of leaving work?

If you are thinking of leaving work, consider whether or not you really want to, and if not, what alternative there could be.  First, consider what you may be giving up:

· Will you manage with less money?

· Do you want to give up the independence and social contact you have at work?

· Will you lose valuable skills if you leave work?

· Can you afford to lose your occupational pension?

Then, think about ways around the problem.  Could you:

· Work part-time or job share?

· Work from home?

· Take paid or unpaid leave to think about long-term options?

Remember that employers value skilled, experienced and committed staff, and are keen to keep them.  Your employer may be able to help in ways you have not considered.

Thinking about money

· Make time to consider your financial needs.

· Review your needs at least once a year and always when your circumstances change.

· Use an impartial, professional adviser.

· Find out what benefits and allowances you are entitled to, and claim them.

Specialist support

As Parkinson’s develops you may get more involved in practical care, helping with medication, or doing physical caring tasks.  You may need training, which will also help you to take care of 

Help yourself relax

Stress can be dangerous.  There are many ways to help yourself relax – meditation, yoga, massage etc – even simple activities that absorb your concentration (such as gardening or reading) can be very therapeutic.  Try and make time to help yourself relax.

Health checklist

· Do something for yourself every day if you can.

· Ask for and accept the services you need.

· Ask your employer to consider flexible working.

· Exercise as regularly as you can.  Even a walk helps.

· Try to make time for friends and hobbies.

· Talk to people in similar circumstances.

· Communicate – tell people if you are feeling stressed.  Help is available.

· Keep up with work or training or develop a volunteer role.

· Eat well and healthily.

· Sleep well – and take advice on helping the person you care for at night.

· Try to take a break when you need it.

Community Care Assessments

The person you are caring for is entitled to an assessment to find out what services they need.  If you regularly provide a substantial amount of care for them, you also have the right to have your needs assessed, in what is called a ‘carer’s assessment’.  Ask for an assessment if you think you need support services.  You can have your needs assessed even if the person you’re caring for doesn’t want to be assessed themselves.  To find out about getting an assessment, contact your local social services office (in the phone book).

Prepare well for the assessment so you make the most of your opportunity to talk about the care you provide and give yourself the best chance of obtaining the services that you need 

(remember, your assessor may not know much about Parkinson’s).  For example:

· Consider what services would really help – medication supervision; aids; someone to help with personal tasks, such as dressing; someone to help with daily tasks, such as shopping; someone to talk to; time for yourself?

· Keep a diary of all the tasks you currently do to help the person you care for to show the assessor (the PDS has information to help).

· Ask someone else to come along, eg a friend, or PDS community support worker.

· Tell the assessor how you feel about the care you give.  And are you stressed, or overloaded?

· Talk to others.  Find other carers via local PDS staff or branches, or carers associations.

· Care services in your home.  Someone (eg a social services care worker, or someone from a charity such as Crossroads) may come to your home regularly, to care for the person with Parkinson’s, giving you time to do your own thing.  It can be a short period, eg for 2-3 hours a day, or overnight, and can be occasional or frequent.

Respite

· The person with Parkinson’s may go and spend some time at a day centre (or someone may come to the house to look after him or her), providing you with time to do your own thing.

· The person you care for could have short, perhaps regular, stays in a care home.

· The term respite care is also used to describe when people have trips or holidays away together, often to a centre or hotel where there are care services supplied, which also gives both parties a rest and change of scene.

It is very important that respite care is recognised as a ‘break’ for you.  It should not just be time for you to catch up on caring-related tasks.  It should be time to re-charge your batteries, and do something for yourself.  Otherwise, it’s really not respite.
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