BURY & BOLTON ME SUPPORT GROUP MEETING

CARERS SUPPORT - 20th SEPTEMBER 2007
Chris Rigg of Bolton’s Carers Support came to talk to us at our September meeting.  
Chris was previously a nurse and is now the Health Link worker.  She became interested in supporting carers when visiting her patients, they would tell her about their daughter or husband/wife or friend who was so caring and list all the things that they would do.

Chris started her talk by asking - What is a Carer?  What do Carers do?  Why do people become Carers?  How many carers are there?  And who is there to help?  Before going on to elaborate and explain.

A carer is someone who looks after a relative, friend or neighbour who cannot manage on their own due to illness, disability, addiction or old age.  Chris said that there are lots of hidden carers who do not think of themselves as carers.  She went on to explain that people become carers as part of a gradual process, first starting with a small amount of help which gradually increases until before the person realises it they have become a carer.  There are also of course, sudden carers where a person has an accident or fall or onset of a severe illness.  As well as family or friends or sometimes neighbours become carers what many people don’t realise is that there are quite a lot of young carers as well.
What do carers do?  Chris told us that there had been an item in the news today which quoted Carers UK who said that carers save the government £87 billion.
For carers it must seem that there are not enough hours in the day to fit in all the things that they do such as helping with finances and shopping, cleaning, making meals, personal hygiene, medical tasks, physio, washing and ironing, gardening, the list is endless.

To illustrate the number of carers in the Bolton area Chris told us that the Reebok Stadium holds 28,300 people and that is the number of carers as well.  She said that 1000 of these are young carers and to enable us to visualise that she said there would be enough to fill 19 coaches.

Bolton Carers Support was set up in 1994 and is jointly funded by Social Services, Bolton Primary Care Trust, and money from trusts, grants and donations.  It is run by a management committee and there are six members of staff.
The aim is to offer information and support to carers; you can contact them by phone 363056, e-mail boltoncarers@btconnect.com or by post - 23 Chorley New Road, Bolton BL1 4QR.  Chris can give information of who to contact for people living outside the area.  They also publish a newsletter 4 times a year and have special publications and leaflets.  There is also a Carers resource library; they produce a brochure with breaks for carers and a guide for carers.  They can also help to try to access funds for special necessary purchases e.g. special bed with their fund finder service.

Chris also told us about a new initiative the Emergency Card Scheme; this is a free service which runs in connection with Care Line.  The person carries an emergency card which does not have their name or address but has an identifying number on it.  The emergency services can contact the service giving the identity number and they will then have access to the necessary information about the person carrying the card (usually the carer) so that they then know there is someone at the house in need of care and can get the help needed.  Chris said that there are 100 people registered with this service at present and she knows of two incidences where it has worked really well.
Chris then made a point of ensuring that we understood the need of the carers for emotional support.  I’m sure we all try to understand but the reality of caring foe someone you love for 24 hours a day; seven days a week must take its toll.  It is essential that the carer has someone they can talk to, so there is a listening ear service.  Also the carer needs a break from caring; either short breaks such as an outing or longer breaks so these can be arranged with the help of Carers Support.

A Lottery Grant has recently been awarded to Carers Support in order for them to set up an Outreach Project.  This project will be run by Peter who is in charge of the Carers Health, Wealth and Wellbeing Service.  The lottery grant will run for five years and will enable the Support Team to provide 10 outings per year and courses for carers so that they have both support and knowledge about what is available to them.  A typical course is of 8 weeks and subjects covered include survival skills, first aid, stress management, loss, reflexology, sleep, confidence building and safety.  The main elements of the Outreach Project are to raise awareness and identify hidden carers; there are 350 new carers per year.  To support carers to have a break from caring, to support carers to maximise their income by offering wealth check packs and events which ensure carers know of all their entitlements.  They will encourage carers to look after their health and offer places on the Carers Survival Skills Course.
They hope to recruit volunteers who will act as “Buddy” for lone carers at events/outings and who will provide a Listening Ear and basic signposting for carers.

Bolton Carers Support also raise awareness about carers needs in GP surgeries, Hospitals, Hospices; with Health and Social Care Professionals to try to get more recognition for the role of carers but also the fact that carers have needs in their own right as well.

Chris told us that there are many contacts for carers in Bolton and if carers register with the Support Team they receive an information pack including a quick and easy cookery book, a carers breaks brochure and an information  brochure entitles Are you looking after someone?  There are regular newsletters to keep the carer in touch.  People living outside the Bolton area can contact Chris as she networks with other areas and can give you a contact number for your area.
Chris recommends that carers register with their local Carers Support and now GPs keep a register of carers so it is useful to let them know if you are a carer and complete their form so that they know the extent of your caring.  It is also possible for carers to have a carers assessment from Social Services which Yvonne told us would be very useful for new carers as they give a lot of information.
Chris also told us about the Bolton Lions Message in a Bottle Scheme.  It consists of a plastic container which has enough space to put inside a form with all the relevant care needs of the person who is in need of care.  This container is kept in the fridge and there are two bright green stickers, one to go on the fridge door and one to put behind the front door.  The idea is that if any ambulance staff or other health professional is called out they know immediately where to look for all the information that they need.  The containers are issued free of charge.

The Carers Support Website is www.Boltoncarersupport.co.uk
Chris can be contacted on 01204 363056.  Address 23 Chorley New Road, Bolton BL1 4QR

BURY & BOLTON ME SUPPORT GROUP MEETING

BOWEN THERAPY - 18THOCTOBER 2007
Our guest at the October meeting was a complementary therapist called Marie Hurst, who lives in Blackrod.
Marie became interested in complementary therapies about 15 years ago but only started to learn about the Bowen Technique three years ago, after one treatment herself, following a back injury caused by lifting a therapy table.

The technique originated in Australia; there all chiropractors have to learn the technique as part of their training so it is well known.  It is named after its originator, a man named Tom Bowen, who was a carpenter.  Tom also developed an interest in massage and body work originally to do with sports injuries and strained muscles.  However he set up a small unit where at first he just treated family, then friends until eventually he gave up his job and did his technique making it a full clinic as word spread of the success of his treatment.  Tom was treating around 250 people each week, with just the help of one receptionist and his assistant.

The technique is very simple and uses very slight movement and pressure and it is possible to think that the practitioner hasn’t done very much.  Marie explained that the practitioners don’t do very much, but hopefully enough to exact a response in the body.

Very little pressure is used, it is not at all like chiropractors or osteopaths who manipulate the body mechanically back into position.  The amount of pressure used is called eyeball pressure; she explained that if you close your eyelid and then press with your finger until it starts to feel slightly uncomfortable, that is the amount of pressure used.

The way that the pressure is used would be by pressing across the muscle fibres, for example Marie placed her thumb across the wrist and then moved her thumb down slightly but not enough to drag the skin, when it won’t go any further it is pushed back.

The reasoning for such movements is that the brain is constantly taking messages from every part of out body.  The information is processed and then appropriate action is taken to restore the body’s state back to equilibrium.  Because this pressure is applied across the muscle fibres, the brain has to reassess what is needed in that area and make its input and adjust how that area feels.  It works on the parasympathetic nervous system; this is the system involved in the fight or flight response whose job is to calm everything down.  When you have Bowen Moves on you, your body should begin to calm down and relax.  When the body is calm and relaxed, it can then repair and heal itself, a bit like when you are asleep the body can repair and heal itself.  This is a simplified explanation of how the technique works.

Marie recommends that after having a treatment you drink plenty of water, four pints a day, and if possible do minutes of movement a day to encourage the body’s metabolism to work well and to allow the technique to work.

She then told us of a saying that was Tom Bowen’s philosophy for living and it is “I shall pass through this world but once, any good therefore that I can do, or any kindness that I can show to any human being, let me do it now, let me not defer or neglect it, for I shall not pass this way again.”

Tom had a free clinic once a fortnight for children with learning difficulties and he himself had a grandchild that suffered with cerebral palsy, who sadly died when she was young, and Tom always wished he could have done more for her.  He also did a lot of work for the local police force and was often called out during the night to treat the police.  Towards the end of his career they awarded him a medal for all his help, of which he was very proud.

Although Tom was diabetic and eventually had both legs amputated he would still treat people from his wheelchair.

Marie then told us of some of the symptoms that can be treated with Bowen Technique e.g. migraine, asthma, hay fever, frozen shoulder, carpel tunnel syndrome, back pain.  (It is best known for its use in back pain and gives very good results).  Usually only one or two treatments are needed.  Marie also had a copy of an article written in Family Magazine about Bowen Technique and Fibromyalgia in which there were references to ME.  It stated that for such illnesses where the cause is unknown and very little treatment is offered, the Bowen Technique has had some wonderful successes in controlling the symptoms.  It works by stimulating the body’s own resources accurately and deeply and the resulting effects reflect this multi-system reaction.  In short, the Bowen prompts the body to remember how to heal itself.  Marie said also that the body can heal itself given the right conditions and with the Bowen Technique the practitioner hopes to restore the right conditions for this to happen.  She has treated a 16 year old young woman and she wrote a very complementary letter in Marie’s book saying how much better she has been since her Bowen treatment.

Marie said, as with other therapies, the thing to do is to try it and see if it works for you as different things work for different people.

At a first appointment Marie does a very detailed consultation so that later, after a few treatment sessions, you can compare progress and the effect and the changes that have happened.  The first treatment may only consist of one pair of moves and the therapist will leave the patient for twenty minutes so that the body can respond.  This pair of moves are done on the base of the spine and can be done through light clothing after this the treatment can consist of as many as 20 pairs of moves.

Marie then read us a letter of affirmation from a patient of hers who suffers from Fibromyalgia, who writes of the treatment in glowing terms.

Marie said that in 80% of cases it is effective and can be very dramatic and only needs one or two treatments.

When asked about possible side effects, she said that most people just improve.

Marie was kind enough to offer a special rate of £10 for a first treatment to any member of the group wishing to try the Bowen Technique instead of the usual £30.  Just let her know that you are a group member when you make your appointment.  She can be contacted on 01942 833898.

Marie also offers other complementary therapies and she makes up a cream which helps to alleviate pain.  She also told us about Glucosamine Patches which are extremely useful for people who have difficulty in taking tablets; either because they can’t swallow or because they upset the stomach.  These patches are available from Health Rack 01254 779200.

A BEGINNERS GUIDE TO DISABILITY LIVING ALLOWANCE AND ATTENDANCE ALLOWANCE
Before you actually start your claim for the benefit you need to make certain preparation to improve your chances.

If possible obtain a copy of the Disability Rights Handbook, from Disability Alliance their phone number is 020 7247 8776, the book costs £20 but is reduced for people on benefits.  There is a copy in the group library.  Read the section regarding claiming Disability Living Allowance or Attendance Allowance.

Speak to your GP and see if they will support your application, remind them of the symptoms you have and the effect they have on your life.

Have a think about what is actually wrong with you, yes we all know you have ME, but do you have other underlying physical problems, because it seems that lots of us have spinal problems, arthritis, repetitive strain injury, as well as other illnesses diagnosed or not.

The reason for this is that the other conditions may actually improve your chances of getting benefit, although this may not seem fair.  If it improves your chances of a successful claim why not go along this route.  Also, sadly, the adjudication officers are more likely to accept a diagnosis of arthritis as a reason than they are for ME, despite the recent guidance in their own handbook.  http://www.dwp.gov.uk/medical/med_conditions/major/cfs/
The next thing you need to do, is to keep a diary for a least a week, stating all the problems you have had in the course of daily living whether it be for attention or supervision, also all the symptoms and the severity of them.  You should submit this with your application.  If you are unable to do this yourself, ask your carer to do this for you.

If you have seen any consultant, physiotherapist or any other health professional, request a report from them explaining what it is going to be used for.  If you have not already been seen by anybody, this could be a good time to visit people such as Dr Wright, Dr Perrin, Gail Sumner, or see if you can be referred for assessment by a health professional, at which point again, you need to ask for report about your diagnosis and how it affects your life.

The other important thing that you need to do, is to contact social services and request a multidisciplinary community care assessment, When you contact them, do not explain why you want them to carry this out, just state that you are disabled and your understanding is that it is illegal for them not to carry this out.   When they have completed the assessment they should supply you with a care plan which explains what your needs, you can submit this as evidence with your form.

Your carer is entitled to a carers assessment as well, and again it is illegal for social services to refuse this, so in the same way, if appropriate you can submit this to reinforce the help that you require.

It may or may not be appropriate to submit evidence from your employer to support your claim, the dilemma may be that the benefits agency, considers because you are fit for work, you do not meet the criteria for the care component, so seek expert advice before going down this path.

Now you need to ring up and request an application form, the best number to ring is 0800 88 22 00 this is because, as soon as you ring up a form will be stamped and this will be the start of your claim, however long it then takes.

Now comes the hard bit, the questions on the form, ask about all the negative needs you have in daily living and the only way to obtain benefit is to answer honestly, explaining just how bad it is in coping with your illness and what your needs in relation to attention and supervision.

When I was filling my form in, I found talking about my bodily functions and the help that I needed from my carer really demoralising and a reminder of how difficult I was finding it to cope with life, in particular because I was trying to retain my independence.

For this reason it is well worth while getting somebody independent who is competent in filling in forms for people with ME to assist, ideally the carer should also be there, because often we are unrealistic about our abilities, whereas the carer sees us when we are at our worst and can therefore provide a more realistic view of what our needs for care and supervision are.

Please remember that this form can take between two and three hours to complete which can be quite tiring.  If it takes less than two hours something has been missed out, so check the form again to make sure everything is being covered.  If need be, do it in more than one session

Now to the actual form, at present there are two versions of the form, so it is a little bit hard to give other than general advice about the actual layout of the form.  The form will have tick boxes and small boxes in which to give your answers.  In the little boxes put “see attached notes” and rather than try to squeeze everything in the boxes, either write or type it up in detail explaining how difficult and complicated it is to carry out the tasks that they are questioning you about.

You need to start off explaining how difficult it is from first waking up, getting out of bed, getting washed, fed, and then the various difficulties you have throughout the day.

The first part of the form, looks at your mobility problems, do not take for granted, that people will understand the difficulties that you have because of the fatigue, poor coordination and any other reasons that stop you from walking or restrict your ability to walk.  It is also it is important to mention how much pain you are in and where the pain is.

 One of the things to consider is that often we are unrealistic about our ability to walk and try to do too much, which often leads to a deterioration in our health, prevents us from making further progress, all we have other difficulties such as going light headed, stumbles and falls.

Therefore it is important to accept, and state in the form that because we are unrealistic in our expectations when walking that we have a need for supervision and attention, which can lead to a significant deterioration in our health, whether we need any walking aids to assist us.

Now onto the care component, it is important not to take anything for granted about others understanding what your problems are, nor should embarrassment stop you from recording the care and attention that you need.

As I said earlier, you need to start from first waking up and getting up out of bed, that's making the presumption that you are able to get up out of bed, if not you need to explain what the difficulties are, whether it is for fatigue, pain or other reason.  If you have problems getting out of bed then describe what these problems are and what assistance you require.

Next you need to explain about the difficulties you have in the bathroom, whether you need to sit down to wash, can you hold the soap or flannel do you get breathless with the exertion of washing yourself, can you try yourself partially or over, if you have a bath can you get in and out easily, do you have handrails to make it easier, do you get breathless because of the steam, can you wash your hair is it painful to do this or to bend down to do the lower part of your body, etc.

And for the days that you physically do not feel able to get up and have a wash or a bath, explain what happens on those days and why.  Do you put yourself at risk in the bathroom trying to be independent?  If so state this.

Now for one of the most difficult parts in completing the form – ‘Toileting’.  Can you reach the toilet when you need it, if you can sit down, can you then get up without assistance?  Do you have aids to assist you with this?  Can you clean yourself after using the toilet?  Can you adjust your clothing before and after you have used the toilet?  Is it painful for you to use the toilet?  Can you use commode or urine bottle?  If so are you able to empty it?  If not what happens?

Do you have accidents?  Are there times when you are not able to get to the toilet and soil yourself?  If so can you clean yourself afterwards or do you need help from others?  For all of us these sorts of questions are difficult, but they actually give an indication of how difficult daily living is.

What about getting dressed?  Are there days you are too tired to get dressed?  How often does this occur?  Do you find it difficult or painful to dress, it is to do with your top half, bottom or all, why is this?  Explain in detail, can you cope with buttons, bra straps, shoelaces and zips, are there times that you need reminding to dress appropriately?

How about getting in and out of your chair?  Is it painful to sit down or get up from your chair?  Is it painful when you are sat in the chair?  Do you have a special chair to help you cope?  Do you need assistance to get up out of the chair from others?  Are you unsteady when you try to stand up?  Do you stumble as you tried to move away from the chair?  Do you hang on to the furniture to keep you steady?

What about the stairs?  Can you cope with them?  Do you hang on to the banisters when going up or down?  Explain why.  Do you have to stop for a rest?  Is it painful or do you get breathless?

Can you make yourself a meal?  This means a proper “2 meat and vegetable” meal everyday, using a proper cooker with an oven.  Are you able to think clearly enough to plan the meal?  Are you physically able to prepare the vegetables and meat?  Is it painful to chop or peel the vegetables?  Can you safely reach down to use the oven?  Can you safely lift hot heavy pans?  What happens if you spill something on the floor?  Can you pick it up?  In the past have you had any accidents in the kitchen?  What was the outcome?  Can you open tin cans and bottle caps?  All of this is important, because if you fail the cooking test, you will get the lower rate care of DLA even if not granted the full benefit so please explain in detail.

Because we people with ME are unrealistic about our ability to carry out normal daily living tasks, we tend to put ourselves at risk so therefore need supervision from others to make sure we are safe.  It is worth time discussing that with carer or others and documenting in what shape and form this occurs to show the adjudication officer the complexity of our needs.

It is very important to document on the form any type of treatment that we are receiving, since when and how often, also what medication we are on, but do not forget to mention if there are problems opening bottles, foil containers, remembering when or what dosage to take, and what has happened where mistakes had been made for example.

You should also explain about the problems at night-time, getting in and out of bed, finding a comfortable position, what happens if you need to go to the toilet, or take medication, because we have night sweats, nightmares, as well as other problems in bed, you need to explain these and the effect they have, and why you need attention and supervision at night.

I may have missed certain issues out, but I feel there is more than enough to be going on with.  PLEASE DO NOT UNDERSTATE the level of help you require, even if you live alone or spend much of your time on your own because your partner goes out to work, it does not mean you do not require attention or supervision, these are the most important words you can use and are what the adjudication officer needs to see spelled out.

I cannot guarantee if you do the form & include all of this information etc, that it will be successful, because unfortunately there does appear to be an element of lottery about any claim for DLA, but it will improve your chances & will stand you in good stead if you appeal or go to tribunal.

I forgot to say it is very important to keep a copy of the form and any extra paperwork you submit, and if they send a doctor out to see you, make sure you have someone who understands your needs with you and do not try to say you can achieve things that you cannot, plus there is no harm in refreshing your memory by consulting your form before the visit.

If the doctor behaves unethically when they visit or put you under pressure, refuse to continue and straight away make a complaint to DLA about their behaviour.

If sadly you are turned down the first thing to do is ask for copies of the paperwork they used when deciding your claim and if there are errors, report them immediately.  If they have told lies again make a formal complaint, because if you do not take action immediately it is much harder to fight your case at a later date.

All the best in your claim.

Jeff Glasser

Top 10 things NOT to say to a chronically ill person
10. You can't be in that much pain 

9.  Stop being lazy and get a job 

8.  You just want attention

7.  Your illness is caused by stress 

6.  No pain... no gain!

5.  It’s all in your head

4.  If you just got out of the house...

3.  You're so lucky to get to stay in bed all day. 

2.  Just pray harder

1.  But you look so good!

Taken from Hope4ME, originally from National Invisible Chronic Illness Awareness Week http://www.invisibleillness.com
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