FIBROMYALGIA SUPPORT GROUP FOR SURREY AND SUSSEX
QUESTIONNAIRE SENT OUT JANUARY 2007 

TOTAL ANALYSED TO DATE: 69 7 May 2007 
This is a digested version of the full results.
All are one answer unless followed by a number

FM = Fibromyalgia

1 What have you found helpful in the NHS?  Please be specific.


The main results from this:

· Good support from GP surgery/GP 17
· Diagnosis 10
· Medications 7
· Referral to Rheumatologist 8
· Referral to other specialists 9

· Courses, programmes, support groups 5
· Pain clinic 9
· Physio 3
· Not much 3
· Nothing 7
NB in this section some responses said poor response from GP or other practitioner but good service from specialist

2  What have you found unhelpful in the NHS?

· FMS lack of  knowledge, understanding, research and information 26
· Attitudes of medical profession/poor treatment 28
· Waiting times, lack of doctors, not enough time at appointments,  9        

· Poor drug treatments and pain control  9
· Lack of diagnosis or acceptance of diagnosis 6

· Lack of or limit to therapies and treatments 12
· Physiotherapy unit 2

· Nothing

3  What has helped you deal with or manage your condition?

Medical

Diagnosis 4
Medication 22 (1 was for EPP)

GPs and Specialists 9

Therapies/Self Help
Pacing/acceptance of limitations 21
Exercise, stretching 19
Rest 4
Physiotherapy 4
Massage 5
Relaxation/Stress management/meditation 7
Self-education/self help 13
Positive thinking 6
Therapies/Healing 12
Hydrotherapy 3
Diet 7

Supplementary minerals and vitamins 6
Religious faith 4
Expert patient programme 3
Support Groups/Networks/Family/Friends
Support groups 31
Knowing not alone 4
Friends and family 13
Other
Internet/books/newsletter/website 8
Working environment 3
Disability aids/Blue badge for parking 3
Benefits 2 (confirmed to family the intensity of FMS)
4  What has made things harder?

· Ignorance of FM/FM not well known 18
· Lack of understanding/not being listened to/Looking well but not being well including making it hard for others to understand including family 23
· Lack of support/isolation 9
· Lack of diagnosis 2

· Lack of knowledge before joining the Group

· Work problems 6
· Problems with benefits/lack of money 9
· Family stresses 3
· Other medical conditions 10
· No support  or poor support from NHS 6
· Anxiety/Frustration 2
· Reactive depression 2

· Tiredness/lack of sleep/disturbed sleep patterns 4
· Stress 3
· Pacing myself 6
· Weather 3
· Pain 2
5  How do you feel you have been treated regarding your Fibromyalgia?
· Very well 5
· Pain clinic very well 2

· GP very/fairly well 5

· GPs knows little or is not helpful 6

· Mixed 8

· Badly 20

· NHS treatment has nothing/not have much to offer 7

· No back up/manage by myself 7

· Disbelief 10
· Ignorance 7
· Hostility from work colleagues/Unfairly by employers 2
· Employer with fairness and consideration

NB in this section some responses said poor response from GP or other practitioner but good service from specialist

6  What services do you wish that the NHS could provide that would be of benefit?

FM clinics/specialists 16
Pain clinics/pain management 11
Medication that works/reviews/advice 4
Change of attitude/educating people and NHS staff about FM 9
Massage 7
Physio 10
Exercise and stretching 10

Acupuncture 9
Osteopathy 4
Hydrotherapy pools/hydrotherapy sessions/warm pools 14
Therapy/Non-drug treatments 8
Nutritional advice/herbal remedies/supplements/allergy testing 4
Holistic health packages including healing/relaxation/yoga 2
Relaxation techniques/mediation 5
Support network/helpline/drop in centre 6
More information 6
7  What support do you currently have that is of help to you other than NHS?

Medical/Therapists
Reflexologist 5
Osteopath 4
Physiotherapy 3
Acupuncture 3
Hot tub/hydropool 3

Reiki healer 2

Massage 2

Aromatherapy 2

Rheumatologist

Homeopath

Chiropractor

Dietary/Lifestyle
Exercise and stretching 6

Vitamin and mineral supplements, herbal remedies 4

Meditation skills 2
Expert Patient Programme 2 
People
Support group 28
Friends and Family 22
Healer/healing group 2

Work colleagues

Carers

Church

Counsellor

Resources
Disability benefits/aids  4

Fibro group news 2

Information (ARC booklet on FMS)

Internet

FaMily magazine

None 8
8  Have you been referred to a Pain Consultant?  Yes/No

No 36
No local clinic
Yes  27
9  Have you attended a Pain Management Programme?  Yes/No

No  51 (2 on waiting list 1 of them for over a year) 
Yes  16
10  Did you find the Pain Management course helpful?

Yes 8  (Yes, initially but no follow up, Yes, sometimes)

No 3
Same information as received from Support Group
11  Have you been on an Expert Patient Programme?  Yes/No

No  56 (one starting 19/4/07) (applied on-line, never heard anything more)
Yes  13
12  Did you find the Expert Patient Programme helpful?  Yes/No

No 2 (includes on-line)
Only attended one day as journey and sitting all day too painful

Presenters very poor and badly trained. The group dynamic applied a hierarchy of disability which the presenters encouraged. The information given was general and nothing new. Some of the techniques advocated are dangerous with certain conditions, but this was never stated.
Yes  8
Very – a bit odd going into a room full of others suffering all different.  It was a good push to open up and step forward. 
Very helpful. Pulled together lots of information so things made more sense and felt less isolated and that other illnesses are equally ignored by NHS, especially CF.

Questions regarding our Support Group

1  Have you found the support group helpful?  Yes/No

Too early to tell

Yes  63
No  3
2  Please explain the reasons for your answer above

Yes
Understanding of people who know what you are going through 7
Contact with other sufferers 7
Speaking to fellow sufferers makes you realise you are not alone 13
Meeting other people with same condition 4
Learning about how others are affected and how they cope 5
Support for each other 6
Made me stay positive/encouragement 2

Understanding of FMS 3
Jo Fisher 4
Listening to talks 2
Non judgmental

Re-assuring 2
Helped with information on drug trial at Guys

Advice 5
Information on new products/research/treatments 5
Information on FM 13
Information from doctors and specialists

Regional info and letters

Guest speakers/presentations 5
Watching DVDs

Library

Swim group

Yoga group

Website 2 (links to other websites)
Being there when needed 2
Too many people moaning, I  thought being positive was very beneficial

No

Cannot read the information

Health too poor to attend meetings

No contact from leader of nearest group

Works on day that Group meets

If you need one to one, I was not given a number or a person to speak to

Went to a few meetings in Crawley but found that the speaker was monopolised afterwards
Yes and No

Initially went to daytime meeting, just coffee and chat.  Then it became more talking about FMS, became too depressing.
3  Do you enjoy reading the Fibromyalgia Focus magazine?  Yes/No

Yes  62
No  1  Can only read very little of it
N/A 3
4  If yes, what do you enjoy reading most in the magazine?

Other members’ comments/experiences/case histories 37
Knowing I’m not alone

Realise that others are worse than me

Fibro fog moments

All 10
List of contacts

Self help ideas 2
New research 15
Information on FM 9
Information on alternative therapies

Meetings and venues 3
Humour 2
Comments against

Text too small

Not other people’s histories
5  Do you use the website?  Yes/No

Yes  37
No  32
6  What do you find helpful or useful on the website?

Photos

New meetings 2
Groups

Treatments 2
Talks

Forum for asking questions/sharing information 3
Links/Contacts 6
Information 11
Latest updates

Helpful in every way/Brilliant

Gives me confidence to push for a diagnosis of FM and Myofascial

Other people’s stories 3
Can email any time of day

Easy to use 2
All/Most of it 3
I find that the Americans are way ahead, both with their research, and their understanding of FM
7  Do you attend meetings?  Yes/No

Yes  22
No  30
a)  If yes, do you get value from them and how could they be improved?

Most speakers excellent 3
Informative 2
Information on therapies 2
Details of NHS referrals, eg to pain clinics

Company/support of other sufferers 6
Great as they are

Particularly useful when new to FMS

Suggestions:

Interactive workshops 2
More speakers 3
More speakers on research

Invite specialists to be grilled

Other people’s experiences

Open meeting for general discussion

More time to chat 2
Small group question time

Meeting at The Princess Royal Hospital, Haywards Heath

Meeting in Brighton/Hove

Connection between the mind, nervous system and muscular tension

Methods to take mind off the pain

Small groups with 5 minutes to answer each person’s questions

Take more questions/discussion 3
Too much detail, hard to take in

Don’t enjoy “symptom conversations” and listening to others moan 2
Seating uncomfortable for long presentations

Speakers not turning up

Venue locked

More structure to meetings in Woking

b)  If no, please explain the reasons why and what would have to happen for you to attend.

Other health problems 2

Health too variable to make plans

Too far away 11
Travel restrictions 2
Found it a bit depressing seeing others worse and worrying I might get that bad

Dates clashed 2 (but hope to come in future)
I don’t have a need now

Happy with the information I have and my social circle

Find it difficult to mix

Family responsibilities 2
Don’t like evenings 6
Too expensive

Uncomfortable chairs

8  Do you use the library?  Yes/No

Yes  26
No  41
a)  If yes, what have you found to be useful from the library?

Variety of books 5
Taking out a book which puts into words so other people can see it’s all part of FM

Helped me understand FMS

Used at first 
Looking before buying 2
CDs 2
Self help books 2
Pain management, particularly trigger points and massaging

Cheaper than buying

Books

Large print books
b)  If no, are you likely to use it in future?

Only if audio books

Yes 4
Possibly 7
No, internet has all I need 2
No 5
I don’t have a need now

Have own books 2
Did use it at first to read up on FM. Not like to use in future as never seem to have enough time to read anymore about FM

Yes because expensive to buy DVDs, etc

New member but will use

If vision improves

If concentration improves

Too far away for meetings 4
Is there one in Woking?
9  Have you used the helpline?  Yes/No

Yes  28
No  36
10  If yes, how has it helped you?  Could we have done anything more to improve the service?

Available if needed 2
Reduce anger levels at feeling useless

Someone friendly and understanding to speak to/caring and supportive 9
Realise that I’m not alone 5
Excellent service

Used frequently

Used at the beginning when I was scared of the unknown
Introduction to contacts

Initial chat to register

Information

Put me in touch with the Horsham Yoga group

Not helped, had to deal with it all on my own

Problems with calls being returned

Referred me to local contact at the time (2004) who was useless 
11  If no, could you describe why you haven’t used the helpline?

Nothing to ask/No need for it 3
Local group leader was very helpful

Didn’t know about it/forgot about it/just found out about it 5
Will use in future

Try to get information from others by myself/try to help myself 3
I can get to meetings 2

Have enough support already 2
Out of area
Finding time is difficult
Enough help from books and magazines and web 2
Haven’t felt desperate enough yet/not had the need 5
Too many other medical problems

12  What have you not found helpful in the present organisation?

Too far away 6
Not enough people to share the workload 2
At one time there were too many speakers on alterative therapies.  Too expensive at £30-£70 per hour
Only sweet refreshments

Evening meetings in winter

Lack of individual counselling

No-one seems to be exploring the links between FMS and immune system problems

Receiving information too late

Some of the abbreviations

No evening telephone service

All brilliant/great 8
13 Age

20-30 years old 
1

30-40 years old 
9

40-50 years old 
14
50-60 years old
26
60-70 years old 
13

70-80 years old  
7

17 Nationality

British 66
American/Naturalised British

Irish

18  

i  Are you in paid employment?  Yes/No

Yes  19
No  50
Had to give up job due to condition.  Employer was not flexible or caring.

Had to retire from teaching

Retired 3
Lost my job directly due to fibvromyalgia

Left work due to ill health

In full time employment until 31.10.06

Voluntary work

Trying to do holistic treatments when feeling better
ii  If yes, full time/part time/self employed and what you do

Full time  4
Part time  13
Self employed  1
Other  1
