10 THINGS EVERY CARER SHOULD KNOW

1.  YOU HAVE A RIGHT TO A CARER'S ASSESSMENT

All carers are entitled to ask their local authority for a Carer's Assessment.  As well as looking at the help you might need with caring, the Carer's Assessment also gives you the opportunity to discuss your own health and your work/life balance.  You should then have the opportunity to access other help from the social services department, including emergency respite, care support and Direct Payments (which give you the freedom to choose and pay for the services the person you're caring for needs).  According to Mencap's 'Breaking Point' survey, five out of 10 families caring for an adult or child with learning disabilities have never had a Carer's Assessment - make sure you get yours.

2.  YOU'RE ENTITLED TO FINANCIAL SUPPORT

According to Carers UK, carers miss out on a whopping £660 million of support each year.  The benefits available to carers include a weekly Carer's Allowance and the Carer Premium, which adds extra money to other benefits you may be receiving, such as Income Support or Housing Benefit.  It's important that you claim what's yours.  To find out more, call the Carer's Allowance Unit on 01253 856 123,

or the new national freephone benefit claim line on 0800 055 66 88 (textphone: 0800 023 48 88).

3.  YOU NEED TO LOOK AFTER YOURSELF

[image: image1.jpg]THe Goov SLEEP GuiDE ——

BLAGKOUTS TOWN.. ERRAL.. HERE DD
| PUT THE EADucs?



Carers are one third more likely to suffer ill health than people without caring responsibilities.  Whether you experience stress and anxiety over money or back pain caused by frequent heavy lifting, you must ensure you look after yourself.  Telling your GP about your caring role means that your local practice will be aware of the impact caring could have on your health and should invite you in for a flu jab if necessary.  According to Carers UK, ensuring your doctor knows about your responsibilities can also be a gateway to accessing other assistance such as counselling and referrals to your local social services department.  Your local Disabled Living Centre will give you advice on equipment which might help ease the physical burden of caring.  For more information call the Disabled Living Foundation helpline on 0845 130 9177 (textphone: 0207 432 8009).

4.  HELP IS AVAILABLE ONLINE

If you have access to the internet (try your local library if you're not hooked up at home), you'll find a whole range of resources online.  From the government website www.direct.gov.uk to the online discussion forums aimed at young carers run by The Princess Royal Trust for Carers (www.youngcarers.net), you'll find there is plenty of information to be had on the world wide web.

5.  A BREAK CAN MAKE A BIG DIFFERENCE

When you're caring for someone round the clock it can seem like you never have a moment to yourself.  Just like any full-time job, you need some time off and this is something that should be covered in your Carer's Assessment.  Sometimes it can help to have just a few hours a week to yourself.  The person you care for may go into day care or an organisation such as Crossroads could provide a few hours' respite, but a longer break gives you a real chance to recharge your batteries.  Your local authority might be able to provide a grant to allow you to take a holiday (whether with or without the person you care for) or for the person you care for to go into respite care for a period of time.  Organisations such as Vitalise and John Grooms provide essential breaks for disabled people and carers, or if you need to get away by yourself you could consider somewhere like the London guest house run by the Kiloran Trust (0207 602 7404 or www.kilorantrust.org.uk ).  If you can't obtain funding for a short break from your local authority, carers' charities and disability organisations may be able to offer advice on other sources of finance.

6.  IT'S WORTH SHOUTING ABOUT IT

Make sure people know you're a carer.  As well as informing social services and your GP, it's important that friends, family and your employer are also made aware.  Some of your closest family members might not realise the level of care you provide and if they don't know, they can't help.  Inform your employer so that if you need to take time off for an emergency, your situation doesn't come as a surprise to them.  Under new legislation you're entitled to ask for flexible working arrangements to accommodate your caring responsibilities.  Your employer has the right to refuse but must provide a clear explanation for their refusal.
7.  THE INDEPENDENT LIVING FUND COULD HELP YOU
This is set up and financed by the government and aims to help people with severe disabilities live at home rather than in residential care.  It pays for extra care and support in the home.  There are restrictions (for example, the person you're caring for must be between 16 and 65 and be in receipt of the higher rate care component of Disability Living Allowance), but if you are eligible, this extra support could help to relieve you of your heavy caring responsibilities.  For more information, speak to your local social services department, contact
0845 601 8815 or visit www.ilf.org.uk.
8.  IT'S WORTH THINKING ABOUT THE FUTURE

Your caring role won't necessarily last forever and, although it's difficult to think about, there could come a time when you will no longer be required to care.  You may feel lost and without purpose, so it's important to think about this eventuality and what you'll do if or when the time comes.  Carers UK recommend that carers keep as much of 'normal' life going as possible - try to maintain ties with work and friends, and keep up your hobbies and interests.
9.  YOU'RE NOT ALONE

The 2001 census revealed that there are nearly 6 million unpaid carers in the UK who dedicate time to looking after their loved ones, friends or neighbours.  So whether you're a father caring for your disabled daughter or a young person looking after your depressed mum, it's important to bear in mind that there are many others in the same boat and there's no need to feel isolated.
10.  THERE IS PLENTY OF SUPPORT OUT THERE

Be it financial, emotional or practical, there's lots of support available to carers - the trick is knowing how to access it.  As well as the financial help you can get through government benefits, there are a number of organisations that specialise in providing advice and assistance.  Carers UK and The Princess Royal Trust for Carers operate advice lines, provide information on benefits and services, and run local support groups.  The Princess Royal Trust, for instance, has a national network of 129 independently managed carers' centres.  In addition, local authorities often have local carers' groups and there are many small voluntary organisations which organise day trips, respite care, sit-in services to temporarily look after the person you care for, and social events.
FURTHER INFORMATION
Carers UK

0207 490 8818 or contact CarersLine on 0808 808 7777  (Lines open Wednesday and Thursday 10am-12pm and 2pm-4pm)

www.carersuk.org
Crossroads

0845 450 0350

www.crossroads.org.uk
The Princess Royal Trust for Carers

0207 480 7788

www.carers.org
With our thanks to Able Magazine for this article

**********************************************
You Know you have an invisible illness when

•
You understand all the medical terminology discussed on the T.V. show Casualty.

•
When you hear the term "Club Med" you automatically think of the hospital.

•
You ask your child to open the “child-proof” bottles of medicine because your hands are too sore.

•
Your medical records have to be transported on a shopping trolley.

•
To entertain people at parties you recite the side effects of medications as if you are the voice over on a commercial.

•
Your favourite Oprah program is when Dr. Oz is on.

•
To get rid of boredom on road trips, your whole family can go through the alphabet and name a drug that starts with each letter of the alphabet.

•
When you're unable to sleep because of pain, you watch "The Jerry Springer Show" and feel like you actually have a life.

•
Your spelling has improved dramatically, especially on words like "fibromyalgia" and "osteoporosis."

•
Or you've been "Around the World in Thirty Minutes" with BBC News 24 57 times in one sitting.

•
You have a panic attack in public and say, "Praise God this is only the fourth one today!"

•
You're invited to the wedding of the girl who works at the hospital lab.

•
You're child thinks watching you do injections of medication is “cool.”

•
You have a flashback and don't know what happened and can honestly say, “I don't know where I was or what I was doing but I'll make something up if you'd like.”

Taken from Hope4ME, originally reprinted with permission of Lisa Copan, Copyright 2007, National Invisible Chronic Illness Awareness Week, http://www.invisibleillness.com 

POETRY CORNER

1.
Falling Snow (Author unknown)

See the pretty snowflakes


Falling from the sky;


On the wall and housetops


Soft and thick they lie.


On the window ledges,


On the branches bare;


Now how fast they gather,


Filling all the air.


Look into the garden,


Where the grass was green;


Covered by the snowflakes,


Not a blade is seen.


Now the bare black bushes


All look soft and white,


Every twig is laden,-


What a pretty sight!

2.
Sometimes life seems big and scary,


full of fears that loom unknown,


thoughts of future days may daunt us


when we face them all alone


Stop awhile and look around you,


No one walks the world forlorn,


Friends and neighbours share the journey


Through the sphere in which we’re born


Hear each others hopes and worries,


Share their joys and bear their loads,


Paths ahead will seem much clearer


When, with friends you search for roads.


Let companions lend you courage,
Let their laughter cheer your day,

Love can conquer every shadow,

Lighting up the darkest day




  Margaret Ingall
3.
We wish them love to make them strong for all 
they have to do,


We wish them wings to lift their hopes and make 
their dreams come true.


We wish them many helping hands when things go 
all astray,


And ever more encouragement to meet another 
day.


We wish them laughter and success and all life has 
in store, 


A cheerful mind, a happy heart to help their spirits 
soar.


We wish them joy and peace and hope to combat 
hurt or sorrow,


We wish them all a better world - the children of 
tomorrow.


Iris Hesselden

4.
The journey of the spirit


is one we make alone,


a journey needing fortitude


the pathway quite unknown.


Though loving thoughts go with us


Each mile that we begin,


We need new courage, faith and hope


To warm us deep within


No one knows how steep the road


And no one knows the length,


But as we travel on our way


We grow in inner strength.


The journey of the spirit

Continues day and night,

Beyond the darkness and the pain

To reach eternal light.
                   Iris Hesselden

5.
A careless word may kindle strife,


A cruel word may wreck a life,


A timely word may soothe stress,


A lovely word may heal and bless.
 
Anon

Thought for the Day

1.
Think twice before speaking once… and you will speak twice as well.


Rarely promise… but constantly deliver.


Do good with what you have… or it will do you no good.


Love is the hardest lesson… for that reason we should try hardest to learn it.

William Penn
2.
I know it’s rude to jump a queue, to push in all the while,


But if some stranger hesitates make sure you’re first to smile.


Margaret Ingall

3.
The time to relax is when you don’t have time for it.

SOME CONTACT NUMBERS AND ADDRESSES YOU MAY FIND USEFUL
Benefits Agency Information Officer (Bolton).  01204  367000  (Bury) : 0161 762 2000

Bolton Primary Care Trust : 01204 907724

Bury Primary Care Trust : 0161 762 3100

Citizen's Advice Bureau Bury :  0161 761 5355   Bolton 01204 900200(/213 Housebound)

Disabled Living : 0161 214 5959
DIAL Disability Information and Advice Line: equipment and gadgets and where to get them 0161 703 8887

Bolton Community Voluntary Services: 01204 546010 Carers Support (Bolton) : 01204 363056

Bury Council for Voluntary Services  :0161 764 2161 

Bury Carer Services : 0161 253 6008 and Bury Carer Assessment ; 0161 253 7190. 
Bolton Market Place - Wheelchair Service : 01204 361100

Shopmobility, Trafford Centre : 0161 749 1728

Basic Neurocare Centre, 554 Eccles New Road, Salford, M5 2AL.  0161 707 6441

Ring & Ride

Bolton : 01204 388500 
Bury : 0161 764 1999

Welfare Rights Advice Line : 01204 380460
Benefits Helpline : 0800 882200.
Completing Forms : 0800 44 11 44
The Disability Rights Commission www.drc-gb.org 
Job Centre Plus http://www.jobcentreplus.gov.uk/JCP/Customers/Disabled/ 

Access to Work http://www.jobcentreplus.gov.uk/JCP/Customers/HelpForDisabledPeople/AccesstoWork/

General government guidance on entitlements http://www.direct.gov.uk/DisabledPeople 
ACTION FOR ME,  3rd floor, Canningford House, 38 Victoria Street, Bristol.  BS1 6BY. 

Tel 0845 123 2380 (or 0117 9279551).  e-mail admin@afme.org.uk   for general enquiries  

Welfare Rights Helpline  01749 330136   9am to 1pm Mon Tues Thurs  9am to 12.30 Fri

e-mail pauline@afme.org.uk  Telephone support - advice and information for anyone affected by ME (including non-members) 0845 1232314 11am to 1pm Mon to Fri

Web site www.afme.org.uk Young people with ME www.a4me.org.uk  
ME ASSOCIATION, 4 Top Angel, Buckingham Industrial Park,  Buckingham.  HK18 1TH.  01280 818960.  Information Line: 01280 816115 (2pm-4pm)  www.meassociation.org.uk/ 
M.E.R.G.E. MERGE is the Myalgic Encephalomyelitis Research Group for Education and Support 

http://www.meresearch.org.uk/
BRAME (Blue Ribbon for the Awareness of ME) 30, Winner Avenue, Winterton on Sea, Great Yarmouth,

Norfolk.  NR29 4BA. Tel/Fax  01493 393717. The BRAME campaign was launched to create a greater awareness and understanding that ME is a very real and debilitating illness.  www.brame.org
CHRONIC FATIGUE SYNDROME RESEARCH FOUNDATION, 2, The Briars, Sarrat, Rickmansworth, Herts.  WD3 6AU.  01923 268641.  This charity (formerly the Persistent Virus Disease Research Foundation) was established to concentrate entirely on research into ME and on informing the medical profession of any new findings.

NATIONAL ME SUPPORT CENTRE, Disabled Services Centre, Harold Wood Hospital, Romford, Essex, RM3 9AR.  01708 378050

The 25% ME GROUP, Simon Lawrence, 4, Douglas Court, Beach Road, Barassie, Troon, Ayrshire, KA10 6SQ ME Group for the Severely Affected ME sufferer.  e-mail enquiries@25megroup.org
CHROME (Case History Research on ME), 3 Britannia Road, London SW6 2HJ.  This charity was set up to identify as many severely affected ME sufferers as possible in the UK and monitor the course of their illness over 10 years. The study will supplement medical research into the condition.

TYMES TRUST-(The Young ME Sufferers Trust)  P.O. Box 4347, Stock, Ingatestone, CM4 9TE, www.tymestrust.org  Advice line 0845 003 9002 (Mon-Fri 11-1 or 5pm-7pm).

ME PUBLICITY CAMPAIGN, Russ Bassett. 7, Ridgefield, Watford, Herts. WD1 3TU.  01923 226253 Campaigning organisation dedicated to enhancing the rights and profile of the ME/CFS sufferer.

AYME (Association for Young people with ME) Box 605, Milton Keynes MK2 2XD.  08451 23 23 89.

RIME Research Into Myalgic Encephalomyelitis 10 Carters Hill Close Mottingham London SE9 4RS

THE NATIONAL ME CENTRE  www.nmec.org.uk/ lists many contacts.
Thanks to InterAction
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