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NATIONAL ORGANISATION - PMR-GCA UK

The following has been provided for the Newsletter by the Trustee Directors of the New Organisation set up in the UK for PMR and GCA people. 

From the Trustee/Directors of PMR-GCA UK:
In December 2008 we were granted our Certificate of Incorporation and are now a Registered Company Limited by Guarantee. Charity Registration is currently being processed and we now await their feedback and subsequent registration.

The Logo for the national organisation has now been finalised (see left). Stationery for the Registered Address has been prepared and work is in progress for the layout/format of stationery for use by all Support Groups to ensure standardisation.
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The registered address and contact details for PMR-GCA UK are:
Polymyalgia Rheumatica and Giant Cell Arteritis (PMR-GCA UK)

Centre for Disability Studies, Adult Community College, Rocheway, Rochford, Essex SS4 1DQ

Tel:  0844 4121771 (Disability Essex) or 024 76361956 (Trustee/Director - Secretary)
Fax:  0844 8800614
E-mail:  info@disabilityessex.org  or pmrgca@googlemail.com 
PMR-GCA UK North East Support Groups

Area 1 (covers Co Durham South, North Yorkshire and Teeside)

This group is going from strength to strength attracting new members at each meeting. They presently have 32 paid up members. Our last meeting on 18 February was a great success with Harry Simpson, Personal Trainer, demonstrating gentle exercise. (handout attached) 

 Medical Alerts

All members of the group have been issued with medi-tag bracelets which Margaret, our project manger,  purchased in the USA and paid for by our Awards for All lottery money. 

One of our members, a keen walker has discovered there are other methods and one of them is free.  

First,  there’s the Goodyear Tyre armband. This is rubber armband with a card to complete with all personal and medical details. These are free and can be obtained by contacting Kate Rock at Goodyear on 0121 306 6609 or email kate-rock@goodyear.com  These are ideal for outdoor pursuits, 

These are ideal for outdoor pursuits. I have limited samples so if anybody would like one please phone 01287 623334 or email pmrgcafightersne@googlemail.com. 

Second, Medi alert is a digital ICE card (in case of emergency) This similar to a credit card. You insert the card into the USB port of your computer and complete all or some of the information requested on screen  All information is stored digitally and the card is carried in the wallet/purse. Medics will recognise it and even paramedics in helicopters have the equipment to pop the card into a computer and read it. The information can be displayed in 8 languages. These are £19.75 to purchase from Utag Ltd -  contact John Bradley on 02380 355135.

 

Herbal help  

A new member spoke about her experience with a company called “Global Herbs”. First of all they had cured her horse. Then she contacted them about her PMR and spoke directly to a pharmacist. The pharmacist recommended herbs to boost the immune system and to detox her system. She also takes Echinacea to boost her immune system. She found she had much more energy whilst taking these herbal remedies. Contact Global Herbs by phone on  01243 773300 and speak to Stephen Ashdown or visit the website www.globalherbs.co.uk 

 

Bannatyne’s use of pool facilities at reduced rate

 

For some time I have trying to negotiate with Bannaytne’s a deal for members of PMR-GCA UK self help/support groups to use the facilities at Bannatyne’s at a reduced rate. I have been a member now for 2 1/2 years and benefit from the aquafit classes, swimming, jacuzzi and steam room. I also use the power plate to help prevent osteoporosis. If Bannatyne’s eventually agree I’m hoping this will be on a national scale and anyone producing a membership card to a PMR-CA UK Support Group will qualify for the reduced rate at any Bannatynes’ establishment. To be continued…..

 

Area 2 (covers North Durham, Gateshead, Tyneside and Northumberland).

The inaugural meeting for this area will be held on 23 March at St Marks Methodist Church & Community Centre, Durham Road Gateshead at 2pm to 4.40pm.  All are welcome to attend. .

NEWS FROM OTHER SUPPORT GROUPS

PMR-GCA UK South West Support Group

We had our second meeting last autumn and it was very pleasing to see some people from the first meeting and also some new faces.  Being a small group we were able to individually give an update on everyone’s health and well being which stimulated a lively discussion.  A member of the group who has GCA and is a retired nurse, very kindly shared a diet that she has found to be very beneficial.  After a short tea break we naturally split into PMR and GCA groups and had a great exchange of ideas.  We were due a meeting at the end of last month but unfortunately it has been necessary to postpone and we will now have a spring meeting.  This could be of benefit to some of our members who live a long way from the venue and will be more able to travel in the better weather.

Because of the distances involved I have been supporting people by phone and email and during the course of this was fortunate to have received an email from Glyn Hughes. 

Wales (embryo)

 

Glyn is from Upper Cwmbran in south east Wales, and a retired engineer. 

Glyn writes: I am in the process of setting up a pmr/gca support group for Wales. I was diagnosed with pmr in September 2008, and after making contact with fellow sufferers via the Internet and phone found it a great comfort to have contact and speak to people who understand the illness. I think a local group would be a good thing for people who often feel alone with this illness, as not much seems to be known about it. So far I have put posters up in local surgeries, dentists and libraries etc. My next plan is to send posters to other boroughs and hospitals and maybe write a press release for my local evening newspaper. For those who live outside South East Wales it will be possible to keep in contact via the Internet or phone.

If anyone can help Glyn or knows of someone in Wales who has PMR/GCA please contact Glyn. Email GLYN-27@sky.com

GENERAL

State Benefits:  Attendance Allowances, Mobility Allowances et al.

We have had enquiries on Allowances and whilst not able to answer the questions fully, we have directed people to the following sites and organisations: 

How to claim Attendance Allowance, including requesting a claim pack over the telephone or downloading the form from this website.


www.direct.gov.uk/en/DisabledPeople/FinancialSupport/DG_10012442 - 21k - 


19 Jun 2007 ... Attendance Allowance is a tax-free benefit if you are aged 65 or over and you need a lot of looking after.
Many people are under the illusion that ‘Oh I won’t qualify’ We say ‘until you apply and are turned down you do not know what you qualify for’.  Half the time the people you apply to, don’t know either. 

If filling in forms baffles you  - visit Age Concern or Help the Aged – and Age Concern has a fact sheet www.ageconcern.org.uk/AgeConcern/fs34.asp - 18k which tells you what benefits you are entitled to if you need care or help getting around.   They regularly update this sheet and if you are having problems filling it in–go see them. 

 
The extra costs because you have PMR and or GCA are not something you planned for.  You might have happily paid into the NHS but you really did not want your money back  - you would have preferred to be healthy.  Do not be proud  - you have worked and paid taxes and contributed to society.

Tell your GP you are applying for this assistance, some practices have people who can help you obtain what you maybe entitled.

YOUR LOCAL COUNCIL

Councils have Social Services Departments.  Learn to use them. They can supply a variety of aids to assist you in daily living and make things a little bit easier for you.

For example: Replacing baths with showers (sit down showers as well), providing stair lifts.perching stools (great for sitting and ironing or peeling vegetables or washing dishes). Walkers or rollators  (they can help you get round a supermarket – even if its just up one aisle). Sometimes simply raising the bed up can make it easier for you getting in and out of it.

Just call and ask for a Social Worker to come out and see you. PMR & GCA are longterm illnesses and you probably could do with some help. They can also help you claim the allowances. 

Your local Council also administer the ‘Blue Badge Scheme’  - so if you cannot walk more than two car lengths  - apply.

DENTISTS

A fellow sufferer who visited the dentist sent us this piece of information – so we thought we would pass it on:

“To help protect the teeth from loss of enamel caused by the steroids, my dentist recommended Sensodyne ProEname ltoothpaste used twice daily, and Gel Kam at night after brushing with toothpaste (the instructions are on the box)  Both of these are available at chemists, if the Gel Kam is a problem to get, then the dentist should have some. Tthe other thing I mentioned was that due to my sensitive stomach, my rheumatologist decided not to give me the likes of Fosamax etc., but I have an annual infusion (IV) of Zolendronate to protect the bones from Osteoporosis.  The treatment took 20 minutes and I had no side effects whatsoever.”  Which leads us neatly on to the:-
 Daily Mail article on Fosamax
Anyone taking Fosamax on prescription for bone protection should be aware that there was an article published in the Daily Mail on 2/1/09 alerting everyone to the fact that Fosamax and other biphosphonates can cause osteonecrosis of the jaw (ONJ), which is long term infection or even destruction of the jaw bone, in one in 25 people. 

Marijke Foundation
This Foundation located in the Netherlands contacted the Tayside Support Group and PMRFighters, the North East Support Grouped picked it up as pmrfighters only operate for this newsletter and the people  who are not in a group area or are overseas.

Tayside and the North East are jointly keeping in contact with this Foundation.  The Foundation is dedicated to research into PMR and GCA.  It does not run support groups

.Please take a few minutes and go to the website http://www.marijke-foundation.eu/website-odd-complaints/index.htm. It is in your own interests to do so.


Visitors are invited to contact info@marijke-foundation.eu) in case they are willing to help to further develop the Symptomatrix©®. Patients, their carers and their relatives as well as medical doctors and other medical specialists may be able to provide information that can be essential for this diagnostic tool. 


In order to improve and fine-tune the 'Symptomatrix', the Marijke Foundation does ongoing research by means of a more extensive questionnaire that consists of a large number of questions in four categories. (Ex-)patients, but also non-patients, are whole-heartedly invited to invest some of their time in our aims by filling out the extensive questionnaire, as the data obtained by us is of significance for further medical-scientific research as well. If you want to receive the extensive questionnaire, please do not hesitate to contact the MarijkeFoundation ,either by regular mail e-mail.

You can mean even more for potential patients all over the world. We thank you in advance for your cooperation.

Arc

In the Winter edition of Arc there was a small piece on the new PMR-GCA UK organisation.

The article stated that if we wanted further information to contact ARC so we did and the email response from ARC was as follows:

Please find attached more details of PMR-GCA UK as well as a list of local support groups and their contact details. If you are not based near any of the groups listed please note that Jennifer Nott in East Anglia is very happy to hear from people from further afield.

NEW NATIONAL CHARITABLE ORGANISATION 
Polymyalgia Rheumatica and Giant Cell Arteritis UK (PMR-GCA UK)
A new national organisation known as Polymyalgia Rheumatica and Giant Cell Arteritis UK (PMR-GCA UK) is currently being formed.  
This new organisation will be governed by a Board of Trustee/Directors, who were elected at a meeting in London in September 2008.  Professor Bhaskar Dasgupta, Consultant Rheumatologist at Southend Hospital, has agreed to be Honorary President.  
The Trustee/Directors are currently in the process of applying for registration as a Company Limited by Guarantee and for Charity Commission registration.  
This will take time but, once fully registered, PMR-GCA UK will be offering support to people with PMR and GCA; raising awareness of PMR and GCA; encouraging the establishment of a network of support groups; and promoting research into these two debilitating conditions.
PMR-GCA UK will also be working in partnership with the medical profession, medical organisations, and other related voluntary and charitable organisations.  
The following is a list of current Support Groups across the UK for PMR and GCA UK: 
· PMR Support East Anglia 
 

E-mail: 
jenroy.nott@btinternet.com

Contact:  
Jennifer Nott – Tel  01449 720545



John Parsell – Tel  01449 672592  
· Tayside PMR & GCA Support (Scotland)

E-mail: 
pmrandgca@hotmail.co.uk

Contact:
Jean Miller – Tel  01382 778596
· Southend/Essex PMR/GCA Support Group 

E-mail: 
apadbury@toucasurf.com

Contact:
Hannah Padbury – Tel  01702 587436
· North East Region Support Group 
· (please note:correct title is PMR-GCA UK North East Support Groups).

E-mail: 
pmrgcafightersne@googlemail.com  

Contact:
Area 1 – Pam Hildreth – Tel  01287 623334

Contact: 
Area 2 – Mavis Smith – Tel  01914 111138
· Coventry & Warwickshire Support Group 

E-mail: 
pmrgca.warks@yahoo.co.uk   

Contact:
Jayne Sibley – Tel  024 76361956
· South West Support Group 

E-mail: 
pmrgca.southwest@yahoo.co.uk   

Contact:
Wendy Morrison – Tel  01823 663911


Finally if you do not want to receive these newsletters let us know. Or you could just let us know what you think about the contents. Feedback is helpful.

And if you have something to share we would happily put it in a newsletter.

 With support from 
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Registered Address:Polymyalgia Rheumatica and Giant Cell Arteritis (PMR-GCA UK)

Centre for Disability Studies, Adult Community College, Rocheway, Rochford, Essex SS4 1DQ

Tel:  0844 4121771 (Disability Essex) or 024 76361956 (Trustee/Director - Secretary)
Fax:  0844 8800614
E-mail:  info@disabilityessex.org  or pmrgca@googlemail.com 

POLYMYALGIA RHEUMATICA AND EXERCISE

BENEFITS OF EXERCISE includes: Improved cardio/respiratory function, Reduced risk of coronary artery disease, improved mental health, eeduced risk of diabetes, better posture and helps  battle fatigue.

Part of the treatment for PMR includes steroids which can lead to OSTEOPOROSIS. (OP).

For OP sufferers it is recommended to have 30mins of weight bearing exercise every day. 

The best weight bearing exercise is WALKING. Build up slowly and gradually increase your distance. A good target distance is 2 miles daily BRISK walk.

I recommend swimming, cycling (home exercise bikes, keep the resistance low) , tai chi and especially beneficial is aqua aerobics. Exercise classes for the Over 50s are usually ideal.

Don’t over do things, take it easy. Learn to listen to your body. Recognise the difference between pain and discomfort. If you exercise muscles that haven’t been used for some time then you are bound to experience some discomfort as you move these muscles. But if you experience pain then stop. By trial and error build up a series of exercises you can do.

Always exercise in a warm environment, wear warm clothing, you can always strip off layers as you get warmer. A good idea is to have a warm bath first especially in the morning. Due to the condition of PMR it’s usually best to exercise later in the day.

If you can CROSS  TRAIN which means do different exercises on different days, eg. swimming, walking, home exercises and static cycling. This avoids overuse injury and is more enjoyable and motivating.

STRETCHING is also important. Always include some stretching exercises after your work out BUT not before!

RELAXATION quite simply get plenty, whatever turns you on, reading, watching TV, meditation. 

If you are experiencing a lot of muscle pain one day then rest and probably next day you will feel more up to it.

PRIORITISE your exercise sessions, make them a regular routine part of your day and treat it as one of the most important aspects of your day. If you have a diary put it in and let others, family etc know when you are going to be exercising.

AVOID smoking and reduce alcohol intake and maintain a well balanced diet with plenty of fresh fruit and vegetables.

HEART RATE

Work out your maximum heart rate (MHR) by subtracting your age from 220 eg. 50yrs old gives a MHR as 170 (beats per minute).

Then work at between 50-70% of your MHR (which is 85 to 119) (round off to 120 as that is easier to remember) certainly no more than 80% depending how fit you are. 

The best way to measure your heart rate is with a heart rate monitor (which are quite inexpensive nowadays -  from about £30).

Another way to measure your effort is by your Rate of Perceived Exertion (RPE) on a scale of 1-10.

1      you are sat doing nothing

2-3  you are just walking around slowly

4-5  walking briskly, really marching out (power walking) getting hot beginning to sweat.

6-7   jogging

8-9   running very fast

10    flat out sprinting!

Estimate your RPE when exercising 4-5 is best.

SAMPLE EXERCISES

Warm up with some shoulder rolls (alternate first then both) forwards and backwards.

Neck turns, turn head to each side slowly, take chin to chest and take each ear to shoulder.

Sit to stand from a chair without use of arms, try and build up to 10 smooth stands. 

Arms circled in front of face (as if you are brushing your hair).

Straight arm lifts above head (alternate) reach up high (great for the back) then with both arms.

Sitting alternate leg lifts with knees at 90 degrees.

Straight leg lifts.

Alternate straight leg foot points with  ankle circles.

Hand doors, with upper arms tucked in to body and hands straight out open, close and circle hands.

(A good book for  these and more suitable exercises is ‘Treating ARTHRITIS Exercise Book, Margaret Hills SRN and Janet Horwood. Sheldon Press £7.99 ISBN 0-85969-704-5)

HAND OUT PREPARED BY HARRY SIMPSON GO4FIT (www.go4fit.co.uk) 
CHCF








