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Research Project: Persons with ME/CFS: An Examination of Health Issues and Relationships with Social Institutions in Australia

PARTICIPANT BACKGROUND QUESTIONNAIRE

The purpose of this questionnaire is to gather background and demographic information about your experiences of living with Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS). Please complete the questionnaire prior to your scheduled interview, or if you prefer, at the time of your interview (where you require assistance).
Please tick the appropriate box (() and write your answers in the space provided. There are no “right” or “wrong” answers.  Some questions may have more than one answer so please tick as many boxes as is appropriate for you.  Throughout the questionnaire Myalgic Encephalomyelitis or Chronic Fatigue Syndrome or the combined term is referred to as ME/CFS.

To ensure anonymity please do not write your name on the questionnaire.
1. What is your date of birth?




_______/_______/_______
2. What is your sex?





Male     (
Female
   (
3. What is your diagnosis? __________________________________________________

________________________________________________________________________
4. What date were you diagnosed? ____________________________________________
5. Who diagnosed you (e.g. General Practitioner, Naturopath, etc)? __________________

________________________________________________________________________ 
6. If recovered, in what year did you consider yourself mostly recovered?  ____________
7. How long have you do you believe you have had ME/CFS? ______________________
________________________________________________________________________

________________________________________________________________________

________________________________________________________________________
8. How long was the period before onset and diagnosis?  __________________________
________________________________________________________________________
9. Do you have any other medical conditions?

Yes     (
No   (
If Yes: __________________________________________________________________

________________________________________________________________________

________________________________________________________________________

________________________________________________________________________


10. Which of the following health care workers did you consult at any time about ME/CFS? (Please include those seen prior to diagnosis. Tick as many boxes as required).
Medical Practitioners:

( General practitioner

( Immunologist

( Neurologist

( Psychiatrist

( Allergy/Environmental specialist

( CFS specialist (may also belong to one of the above)

Others Practitioners:

( Social worker

( Psychologist or counsellor

( Community nurse

( Physiotherapist

( Dentist

( Dietitian or nutritionist

( Naturopath

( Homoeopath

( Acupuncture practitioner

( Others : ________________________ 
__________________________________
____________________________________________________________________

11. Were (or are) you a member of a CFS (ME) Society or support group? Yes (
No (
If Yes, which one(s):  ______________________________________________________
________________________________________________________________________

________________________________________________________________________
12. What was your occupation when you fell ill?  ________________________________

________________________________________________________________________
13. What is your current occupation?  _________________________________________

________________________________________________________________________

14. For most the time you had CFS what was your employment situation?

( Full-time work

( Part-time work

( Home/parenting duties

( Full-time student

( Part-time student

( Unemployed

( On leave from employment - e.g.: sick, annual, long-service

( Retired for reasons other than CFS

( Retired due to CFS

( What is your current work situation?
( Full-time work

( Part-time work

( Home/parenting duties

( Full-time student

( Part-time student

( Unemployed

( On leave from employment - e.g.: sick, annual, long-service

( Retired for reasons other than CFS

( Retired due to CFS
( Other: _________________________


15. What is your main source of income?

( Employment

( Savings

( Family/spouse/partner support

( Welfare/Centrelink payments

( Superannuation

( Other __________________________


__________________________________


16. For most of the time you had CFS what was your main source of income?

( Employment

( Savings

( Family/spouse/partner support

( Welfare/Centrelink payments

( Superannuation

( Other __________________________


__________________________________


17. What is your level of completed education?

( Did not complete high school

( High school

( Post-Secondary - College, TAFE

( Tertiary - University


18. What is your marital status?

( Single/Never married

( Married/ De Facto

( Divorced/Separated


19. Do you currently live?

( Alone

( With your parents

( With flatmates/friends

( With your spouse/partner

( With your spouse/partner and children (child)

( With your children (child)

( Other: _________________________

__________________________________


20. For most of the time you had CFS did you live?

( Alone

( With your parents

( With flatmates/friends

( With your spouse/partner

( With your spouse/partner and children (child)

( With your children (child)

( Other: _________________________

__________________________________


21. Has you had any issues are in relaton to ME/CFS and following?   (Tick those issues that apply to you)

( Insurance



( Family Law



( Wills and Estates

( Superannuation


( Discrimination



( Employment

( Workers Compensation

( Social Security



( Bankruptcy

( Education



( Medical Negligence


( Other __________________________


22. Does your ME/CFS diagnosis conform to the three attached Diagnostic Criteria? 

Yes     (
No   (
(Each participant must conform to the same criteria for purposes of this research, hence all three criteria that are present in Australia must be satisfied.)
Definition and Criteria
To participate in this research you must satisfy all of the following three criteria:

Criteria 1 - Ramsay defines the clinical identity of Myalgic Encephalomyelitis as: 

(1) a unique form of muscle fatigability whereby, even after a minor degree of physical effort, three, four or five days, or longer, elapse before full muscle power is restored;

(2) variability and fluctuation of both symptoms and physical findings in the course of a day; and 

(3) an alarming tendency to become chronic (Ramsay 1988). 

(4) In a patient with severe fatigue that persists or relapses for 6 months (Fukuda et al. 1994). 

Criteria 2 - Fukuda et al. 1994 define Chronic Fatigue Syndrome as:

Major Criteria - Fatigue is sufficiently severe: of new or definite onset (not lifelong), not substantially alleviated by rest, and results in substantial reduction in previous levels of occupational, educational, social or personal activities; and 

Clinically evaluated, unexplained, persistent or relapsing chronic fatigue that is 

1) of new or definite onset (has not been lifelong);

2) is not the result of ongoing exertion; 

3) is not substantially alleviated by rest; and 

4) results in substantial reduction in previous levels of occupational, educational, social, or personal activities;

AND

Minor Criteria: The concurrent occurrence of four or more of the following symptoms, all of which must have persisted or recurred during six or more consecutive months of illness and must not have predated the fatigue: 
(1) Self-reported impairment in short-term memory or concentration severe enough to cause substantial reduction in previous levels of occupational, educational, social, or personal activities 

(2)  Sore throat

(3)  Tender cervical or axillary lymph nodes 

(4)  Muscle pain, 

(5)  Multijoint pain without joint swelling or redness 

(6) Headaches of a new type, pattern, or severity 

(7)  Unrefreshing sleep

(8)  Postexertional malaise lasting more than 24 hours
The Fukuda Definition excludes the following from a diagnosis of Chronic Fatigue Syndrome: 
(1) Active medical condition that may explain the chronic fatigue, such as untreated hypothyroidism, sleep apnoea, narcolepsy; 

(2) Previously diagnosed medical conditions that have not fully resolved, such as previously treated malignancies or unresolved cases of hepatitis B or C virus infection; 

(3) Any past or current major depressive disorder with psychotic or melancholic features, including bipolar affective disorders, schizophrenia, delusional disorders, dementias, anorexia nervosa, or bulimia nervosa; 

(4) Alcohol or other substance abuse within two years before the onset of chronic fatigue and at any time afterward. (Komaroff & Buchwald 1998)

Criteria 3 - Carruthers et al, 2003 defines ME/CFS as:
1. Fatigue (physical and mental) 

· unexplained 

· persistent 
· new/definite onset ; or 
· recurrent 
· results in substantial reduction in previous activity levels 
AND
2. Post-exertional malaise/fatigue 

· inappropriate loss of physical and mental stamina 
· rapid muscular and cognitive fatigability 
· post exertional malaise; and/or 
· pain and a tendency for other associated symptoms to worsen 
· recovery period of > 24 hours 
AND
3. Sleep dysfunction 

· unrefreshing sleep and/or 
· sleep quantity or rhythm disturbances 
· a small number of people may not suffer sleep dysfunction but CFS/ME is the only diagnosis that fits 

AND

4. Pain 

· a significant degree of myalgia. 
· may be experienced in muscles and/or joints 
· may be migratory in nature 
· may be significant headaches of new type, pattern or severity 
· a small number of people may not suffer pain but CFS/ME is the only diagnosis that fits 

AND

5. Two or more of the following neurological/cognitive manifestations: 

· confusion 
· impairment of concentration and short-term memory consolidation 
· disorientation 
· difficulty with information processing, categorising and word retrieval 
· perceptual and sensory disturbances e.g. spatial instability, disorientation and inability to focus vision 
· Ataxia, muscle weakness and fasciculations are common. 
· Overload phenomena may occur leading to ‘crash’ periods and/or anxiety – cognitive, emotional, and/or sensory e.g. photophobia, noise hypersensitivity. 

AND

6. At least 1 symptom from 2 of the following categories: 


A. Autonomic dysfunction 

· Orthostatic intolerance – neurally mediated hypotension, postural orthostatic tachycardia syndrome, delayed postural hypotension 
· Light-headedness, extreme pallor 
· Nausea and irritable bowel syndrome 
· Urinary frequency and bladder dysfunction 
· Palpitations with or without cardiac arrhythmias 
· Exertional dyspnoea. 


B. Neuroendocrine manifestations 

· Heat/cold intolerance 
· Marked weight change – anorexia or abnormal appetite 
· Loss of adaptability and worsening of symptoms with stress. 


C. Immune manifestations 

· Tender lymph nodes, recurrent sore throat, recurrent flu-like symptoms 
· General malaise 
· New sensitivities to food, medications and/or chemicals. 

AND
7. Chronic duration 

· Symptoms persisting for at least 6 months. Preliminary diagnosis may be possible earlier. Three months is appropriate for children. It usually has a distinct onset (although it may be gradual). 

AND
8. Exclusion of active disease processes that explain most of the symptoms. 

· Idiopathic chronic fatigue: If the patient has unexplained prolonged fatigue (6 months or more), but has insufficient symptoms to meet the criteria for ME/CFS, it should be classified as idiopathic chronic fatigue.
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