
JUVENILE DERMATOMYOSITIS COHORT BIOMARKER STUDY AND REPOSITORY
FORM 1 – INITIAL PRESENTATION INFORMATION


       

[image: image1.wmf] 

A.
DEMOGRAPHICS:

Date of visit:


Patient ref no:
Male/Female

DOB:








Ethnicity:
01
02
03
04
05
06
07
08
09

(Please see guidelines for codes. If 04 or 09, please specify)

Postcode:

Occupation of parents:
B. HISTORY UP TO DIAGNOSIS:
	1.Background data
	
	DIAGNOSIS: 




	  Not Known

	
	
	
	

	
	
	Onset Date (mm/yyyy)
	

	
	
	Diagnosis date (mm/yyyy)


	


2. Clinical History
	I. General Symptoms
	
	
	
	
	II. Musculoskeletal
	
	
	

	
	Absent
	Present
	Not Known
	N
	
	Absent
	Present
	Not Known

	Rash
	0
	1
	9
	
	Myalgia
	0
	1
	9

	Weakness
	0
	1
	9
	
	Joint Pain
	0
	1
	9

	Fever
	0
	1
	9
	
	Joint stiffness
	0
	1
	9

	Alopecia
	0
	1
	9
	
	Joint Swelling
	0
	1
	9

	Weight loss
	0
	1
	9
	
	Dyspnoea
	0
	1
	9

	Fatigue
	0
	1
	9
	
	Dysphonia
	0
	1
	9

	Mouth ulcers
	0
	1
	9
	
	Dysphagia
	0
	1
	9

	Headache
	0
	1
	9
	
	
	
	
	

	Irritability
	0
	1
	9
	
	
	
	
	

	Raynauds
	0
	1
	9
	
	III. III. Systemic Features
	
	

	Increased frequency/urination
	0
	1
	9
	
	
	Absent
	Present
	Not Known

	Incontinence
	0
	1
	9
	
	Chest pain
	0
	1
	9

	
	
	
	
	
	Abdo pain
	0
	1
	9

	At diagnosis if available
	
	
	Not Known
	
	Diarrhoea
	0
	1
	9

	Height:
	              cm 
	
	
	Melaena
	0
	1
	9

	Weight:
	
Kg
	
	
	Haematuria
	0
	1
	9

	
	
	
	
	
	Facial/body swelling
	0
	1
	9

	BP:
	         /    


	
	
	
	
	
	


1
	3. Past medical history
	Absent
	Present
	Not Known
	Please specify where details known/relevant

	Specific viral infection
	0
	1
	9
	             


	Other autoimmune disease
	0
	1
	9
	             


	Other significant diagnosis
	0
	1
	9
	             


	Trauma/injury
	0
	1
	9
	             


	Immunisation in last 6/12
	0
	1
	9
	             


	School absence
	0
	1
	9
	             


	Stopped PE/Sport
	0
	1
	9
	             


	Respiratory problems
	0
	1
	9
	             


	GI problems
	0
	1
	9
	             


	Neurological involvement
	0
	1
	9
	             


	Medication related problems
	0
	1
	9
	             


	FH of autoimmune disease
	0
	1
	9
	             


	C. EXAMINATION FINDINGS AT DIAGNOSIS:

	
	
	
	
	
	
	
	
	

	I. Skin:
	
	
	
	
	
	
	
	

	
	Absent
	Present
	Not known
	
	
	Absent
	Present
	Not known

	Gottrons papules
	0
	1
	9
	
	II. Arthritis:
	0
	1
	9

	Ulceration
	0
	1
	9
	
	
	
	
	

	Oedema
	0
	1
	9
	
	III. Muscle weakness:
	0
	1
	9

	Calcinosis
	0
	1
	9
	
	
	
	
	

	Nailfold changes
	0
	1
	9
	
	IV Other:
	0
	1
	9

	Lipoatrophy
	0
	1
	9
	
	
	
	
	

	Other
	0
	1
	9
	
	Specify

          ______________________________

	Specify/describe:

                                     
_____________
	
	

	
	
	
	
	
	

	
	
	
	
	
	
	
	
	

	

	D.CLINICAL COURSE SINCE DIAGNOSIS: (Tick this box and go to form 2 if patient recruited at diagnosis) [ ]

	
	
	
	
	
	
	
	
	

	I. General symptoms
	
	
	
	II. Musculoskeletal
	
	
	

	
	
	
	
	
	
	
	
	

	
	Absent
	Present
	Not known
	
	
	Absent
	Present
	Not known

	Rash
	0
	1
	9
	
	Myalgia
	0
	1
	9

	Weakness
	0
	1
	9
	
	Joint Pain
	0
	1
	9

	Fever
	0
	1
	9
	
	Joint stiffness
	0
	1
	9

	Alopecia
	0
	1
	9
	
	Joint Swelling
	0
	1
	9

	Weight loss
	0
	1
	9
	
	Dyspnoea
	0
	1
	9

	Fatigue
	0
	1
	9
	
	Dysphonia
	0
	1
	9

	Mouth ulcers
	0
	1
	9
	
	Dysphagia
	0
	1
	9

	Headache
	0
	1
	9
	
	
	
	
	

	Irritability
	0
	1
	9
	
	III. Systemic Features
	
	
	

	Raynauds
	0
	1
	9
	
	
	Absent
	Present
	Not known

	Increased urination
	0
	1
	9
	
	Chest pain
	0
	1
	9

	Incontinence
	0
	1
	9
	
	Abdo pain
	0
	1
	9

	
	
	
	
	
	Diarrhoea
	0
	1
	9

	
	
	
	
	
	Melaena
	0
	1
	9

	
	
	
	
	
	Haematuria
	0
	1
	9

	
	
	
	
	
	Facial/body swelling
	0
	1
	9

	
	
	
	
	
	Calcinosis
	0
	1
	9


2
E. INVESTIGATION RESULTS AT DIAGNOSIS:       

0=normal, 1=abnormal, 9=not done: Please tick the appropriate box for each test result.

	
	
	RESULT
	
	FURTHER INFORMATION

Please record any significant information

	INVESTIGATION
	DATE
	0
	1
	9
	Value
	

	Haematology
	
	
	
	
	
	

	Hb
	
	
	
	
	
	

	WBC
	
	
	
	
	
	

	Platelets
	
	
	
	
	
	

	WBC Diff: Neut
	
	
	
	
	
	

	WBC Diff: Lymph
	
	
	
	
	
	

	ESR
	
	
	
	
	
	

	
	
	
	
	
	
	

	Biochemistry
	
	
	
	
	
	

	CRP
	
	
	
	
	
	

	Urea
	
	
	
	
	
	

	Creatinine
	
	
	
	
	
	

	CK
	
	
	
	
	
	

	LDH
	
	
	
	
	
	

	ALT
	
	
	
	
	
	

	AST
	
	
	
	
	
	

	Albumin
	
	
	
	
	
	

	Other (specify):
	
	
	
	
	
	

	
	
	
	
	
	
	

	Immunology
	
	
	
	
	
	

	RF
	
	
	
	
	
	

	ANA
	
	
	
	
	
	

	ENA
	
	
	
	
	
	

	dsDNA
	
	
	
	
	
	

	Other antibodies (specify):
	
	
	
	
	
	

	C3
	
	
	
	
	
	

	C4
	
	
	
	
	
	

	IgG
	
	
	
	
	
	

	IgA
	
	
	
	
	
	

	IgM
	
	
	
	
	
	

	ASOT
	
	
	
	
	
	

	
	
	
	
	
	
	

	Radiology
	
	
	
	
	
	

	MRI
	
	
	
	
	
	

	Muscle Ultrasound
	
	
	
	
	
	

	DEXA: T Score
	
	
	
	
	
	

	DEXA: Z Score
	
	
	
	
	
	

	
	
	
	
	
	
	

	Lung Function
	
	
	
	
	
	

	VC
	
	
	
	
	
	

	FEVI
	
	
	
	
	
	

	DLCO
	
	
	
	
	
	

	
	
	
	
	
	
	

	Other
	
	
	
	
	
	

	EMG
	
	
	
	
	
	

	Muscle Biopsy
	
	
	
	
	
	

	Skin Biopsy
	
	
	
	
	
	

	Barium Swallow
	
	
	
	
	
	

	Echocardiogram
	
	
	
	
	
	

	Urine Dipstick
	
	
	
	
	
	

	Other (specify):
	
	
	
	
	
	


3
F. THERAPY INFORMATION SINCE DIAGNOSIS

	I. CORTICOSTEROIDS
	
	
	
	
	II. DMARDs
	
	
	

	
	No
	Yes
	Not known
	
	
	No
	Yes
	Not Known

	Oral steroids
	0
	1
	9
	
	Methotrexate
	0
	1
	9

	IV Steroids
	0
	1
	9
	
	Cyclosporin A
	0
	1
	9

	
	
	
	
	
	Azathioprine
	0
	1
	9

	
	
	
	
	
	Cyclophosphamide
	0
	1
	9

	III. NSAIDs
	
	
	
	
	Hydroxychloroquine
	0
	1
	9

	
	No
	Yes
	Not known
	
	IV-Immunoglobulin
	0
	1
	9

	Naproxen
	0
	1
	9
	
	Etanercept
	0
	1
	9

	Other (specify):
	0
	1
	9
	
	Infliximab
	0
	1
	9

	
	
	
	
	
	Other (specify):

	0
	1
	9


	IV. OTHER
	
	
	

	
	No
	Yes
	Not known

	Calcium/Vit D
	0
	1
	9

	Folic acid
	0
	1
	9

	Plasmaphoresis
	0
	1
	9

	Other (specify):

	0
	1
	9


G. PHYSIOTHERAPY/OCCUPATIONAL THERAPY


	
	No
	Yes
	Not known

	Dry land
	0
	1
	9

	Hydrotherapy
	0
	1
	9

	Splinting
	0
	1
	9

	Other 
Specify:
	0
	1
	9 




H. OTHER INFORMATION
No
Yes







 0
 1




Specify:

	Signature:


	Position: 

	Print name:


	Date:

	E-mail:




4
JUVENILE DERMATOMYOSITIS COHORT BIOMARKER STUDY AND REPOSITORY
FORM 2: CLINIC VISIT FORM

Patient Reference No:



Date of visit:

A. HISTORY SINCE LAST CLINIC VISIT

(or in last 3 months – whichever is most recent)
1. Clinical History

	I. General Symptoms
	
	
	
	II. Musculoskeletal
	
	

	
	Absent
	Present
	
	
	Absent
	Present

	Rash
	0
	1
	
	Myalgia
	0
	1

	Weakness
	0
	1
	
	Joint Pain
	0
	1

	Fever
	0
	1
	
	Joint stiffness
	0
	1

	Alopecia
	0
	1
	
	Joint Swelling
	0
	1

	Weight loss
	0
	1
	
	Dyspnoea
	0
	1

	Fatigue
	0
	1
	
	Dysphonia
	0
	1

	Mouth ulcers
	0
	1
	
	Dysphagia
	0
	1

	Headache
	0
	1
	
	
	
	

	Irritability
	0
	1
	
	
	
	

	Raynauds

Increased frequency/urination

Incontinence
	0

0

0
	1

1

1
	
	
	
	


	III. Systemic Features
	
	
	
	2. Measurements

	
	Absent
	Present
	
	

	Chest pain
	0
	1
	
	Current height:

cm (1 decimal point)

	Abdo pain
	0
	1
	
	

	Diarrhoea
	0
	1
	
	Current weight:

Kg (1 decimal point)

	Melaena
	0
	1
	
	

	Haematuria
	0
	1
	
	BP:            / 

 

	Facial/body swelling
	0
	1
	
	


	3. Family History
	
	

	
	No
	Yes

	Any new family history in the last 3 months:
	0
	1

	Specify:


	
	


B. EXAMINATION FINDINGS
	I. Skin
	
	
	
	II. Distribution of rash
	
	

	
	Absent
	Present
	
	
	Absent
	Present

	Gottrons papules
	0
	1
	
	Periorbital
	0
	1

	Ulceration
	0
	1
	
	Periungal
	0
	1

	Lipoatrophy
	0
	1
	
	Trunk
	0
	1

	Oedema
	0
	1
	
	Small joints
	0
	1

	Nailfold changes
	0
	1
	
	Large joints
	0
	1

	Calcinosis
	0
	1
	
	Other
	0
	1

	Other
	0
	1
	
	Specify:





	Specify/describe:



	
	


1
	III. Joints
	
	
	

	
	Absent
	Present
	Please specify which joints are affected

	Arthritis
	0
	1
	









	Pain on motion
	0
	1
	









	Joints with limited ROM
	0
	1
	









	Contractures
	0
	1
	










	IV. Manual Muscle Testing


	
	
	
	
	
	
	

	Neck flexors
	0
	1
	2
	3
	4
	5
	9

	Shoulder abductors
	0
	1
	2
	3
	4
	5
	9

	Elbow flexors
	0
	1
	2
	3
	4
	5
	9

	Wrist Extensors
	0
	1
	2
	3
	4
	5
	9

	Hip Extensors
	0
	1
	2
	3
	4
	5
	9

	Hip Abductors
	0
	1
	2
	3
	4
	5
	9

	Knee Extensors
	0
	1
	2
	3
	4
	5
	9

	Ankle Dorsiflexors
	0
	1
	2
	3
	4
	5
	9

	*0=no muscle action, 1=flicker of muscle action, 2=muscle action with gravity counterbalance, 3=muscle action against gravity, 4=muscle action against gravity with some resistance, 5=full muscle strength, (9=not done)


	V. Oedema
	
	
	
	VI. Abdomen
	
	

	
	Absent
	Present
	
	
	Absent
	Present

	Periorbital/facial
	0
	1
	
	Abdominal masses
	0
	1

	Limb
	0
	1
	
	Tenderness
	0
	1

	Trunk
	0
	1
	
	Hepatomegaly
	0
	1

	
	
	
	
	Splenomegaly
	0
	1


	VII. Respiration
	
	
	
	
	
	
	

	
	Please circle one:
	0
	1
	2
	3
	4
	5

	0=normal, 1=SOBE, 2=tachypnoea, 3=accessory muscle use, 4=requires oxygen, 5=ventilated


	VIII. Other
	
	
	

	
	Absent
	Present
	Please specify

	Calcinosis
	0
	1
	







	Eyes (glaucoma/cataracts)
	0
	1
	







	Other
	0
	1
	








	IX. Physician Global Assessment
	
	

	
	Disease least active
	Disease most active

	
	0






____10 


C. PHYSIOTHERAPY/OCCUPATIONAL THERAPY
	
	No
	Yes
	

	Dry Land
	0
	1
	Daily/weekly/other

	Hydrotherapy
	0
	1
	Daily/weekly/other

	CMAS done Today
	0
	1
	Score:

/53 (0-53) No decimal point

	CHAQ done today
	0
	1
	Score:

/3   (0-3) 3 decimal points

	CHQ done today
	0
	1
	Physical score:
   Psychological score:


	Parents VAS
	0
	1
	Score:

  (0-10) 1 decimal point

	Pain VAS
	0
	1
	Score:

  (0-10) 1 decimal point

	Splinting
	0
	1
	Specify:






	Other
	0
	1
	Specify:








2
D. INVESTIGATION RESULTS: 0=normal, 1=abnormal, 9=not done - tick the appropriate box for each result 
	
	
	RESULT
	
	FURTHER INFORMATION

Please record any significant information

	INVESTIGATION
	DATE
	0
	1
	9
	VALUE
	

	Haematology
	
	
	
	
	
	

	Hb
	
	
	
	
	
	

	WBC
	
	
	
	
	
	

	Platelets
	
	
	
	
	
	

	WBC Diff: Neut
	
	
	
	
	
	

	WBC Diff: Lymph
	
	
	
	
	
	

	ESR
	
	
	
	
	
	

	Biochemistry
	
	
	
	
	
	

	CRP
	
	
	
	
	
	

	Urea
	
	
	
	
	
	

	Creatinine
	
	
	
	
	
	

	CK
	
	
	
	
	
	

	LDH
	
	
	
	
	
	

	ALT
	
	
	
	
	
	

	AST
	
	
	
	
	
	

	Albumin
	
	
	
	
	
	

	Other (specify):
	
	
	
	
	
	

	Immunology
	
	
	
	
	
	

	RF
	
	
	
	
	
	

	ANA
	
	
	
	
	
	

	ENA
	
	
	
	
	
	

	dsDNA
	
	
	
	
	
	

	Other antibodies (specify):
	
	
	
	
	
	

	C3
	
	
	
	
	
	

	C4
	
	
	
	
	
	

	IgG
	
	
	
	
	
	

	IgA
	
	
	
	
	
	

	IgM
	
	
	
	
	
	

	ASOT
	
	
	
	
	
	

	Radiology
	
	
	
	
	
	

	MRI
	
	
	
	
	
	

	Muscle Ultrasound
	
	
	
	
	
	

	DEXA: T Score
	
	
	
	
	
	

	DEXA: Z Score
	
	
	
	
	
	

	Lung Function
	
	
	
	
	
	

	VC
	
	
	
	
	
	

	FEVI
	
	
	
	
	
	

	DLCO
	
	
	
	
	
	

	Other
	
	
	
	
	
	

	EMG
	
	
	
	
	
	

	Muscle Biopsy
	
	
	
	
	
	

	Skin Biopsy
	
	
	
	
	
	

	Barium Swallow
	
	
	
	
	
	

	Echocardiogram
	
	
	
	
	
	

	Urine Dipstick
	
	
	
	
	
	

	Other (specify):
	
	
	
	
	
	


3

E. THERAPY INFORMATION (since last visit)

	I. Corticosteroids
	
	
	
	

	
	No
	Yes
	Current Dose
	Reducing Dose?

	Oral Steroids
	0
	1
	

mg/day
	( Yes     ( No

	IV Steroids
	0
	1
	
	


	II. DMARDs
	
	
	
	

	
	No
	Yes
	Dose and type administered
	Dates if started or stopped in the last 3 months

	Methotrexate
	0
	1
	



	





	Cyclosporin A
	0
	1
	



	





	Azathioprine
	0
	1
	



	





	Cyclophosphamide
	0
	1
	



	





	Hydroxychloroquine
	0
	1
	



	





	IV-IG
	0
	1
	



	





	Plasmophoresis
	0
	1
	



	





	Etanercept
	0
	1
	



	





	Infliximab
	0
	1
	



	






	III. NSAIDs
	
	
	

	
	No
	Yes
	Dose on day attending clinic

	Ibuprofen
	0
	1
	





	Naproxen
	0
	1
	





	Other
	0
	1
	





	Specify:



	
	
	


	IV. Other Drugs
	
	
	

	
	No
	Yes
	Dose on day attending clinic

	Calcium/Vitamin D
	0
	1
	





	Folic acid
	0
	1
	





	Gastroprotectant
	0
	1
	





	Vasodilator
	0
	1
	





	Anti-HT
	0
	1
	





	Other
	0
	1
	





	Specify:




	
	
	


F. RESEARCH INVESTIGATION SAMPLES
Were the following samples taken today:

No
Yes
Blood:


Lab white bottle (hep)

0
1


Clotted bottle



0
1

G. OTHER INFORMATION


No
Yes
Specify:

	Signature:
	Position:

	Print Name:
	Date:

	E-mail:
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JUVENILE DERMATOMYOSITIS COHORT BIOMARKER STUDY AND REPOSITORY

FORM 3: ANNUAL CLINIC VISIT FORM

Patient Reference No:



Date of visit:

Date of last annual assessment:


Date of completion of this annual form:

A. HISTORY DURING PREVIOUS YEAR (since last annual assessment)

1. Clinical History (at any point over last year)

	I. General Symptoms
	
	
	
	II. Musculoskeletal
	
	

	
	Absent
	Present
	
	
	Absent
	Present

	Rash (characteristic of JDM)
	0
	1
	
	Myalgia
	  0
	  1

	Weakness
	0
	1
	
	Joint Pain
	  0
	  1

	Fever
	0
	1
	
	Joint stiffness
	  0
	  1

	Alopecia
	0
	1
	
	Joint Swelling
	  0
	  1

	Weight loss
	0
	1
	
	Dyspnoea
	  0
	  1

	Fatigue
	0
	1
	
	Dysphonia
	  0
	  1

	Mouth ulcers
	0
	1
	
	Dysphagia
	  0
	  1

	Headache
	0
	1
	
	
	
	

	Irritability
	0
	1
	
	
	
	

	Raynauds

Increased urination/frequency

Incontinence
	0

0

0
	1

1

1
	
	
	
	


	III. Systemic Features
	
	
	
	
	

	
	Absent
	Present
	
	Absent
	Present

	Chest pain
	  0
	  1
	   Melaena
	  0
	  1

	Abdo pain
	  0
	  1
	   Haematuria
	  0
	  1

	Diarrhoea

                               
	  0
	  1
	   Facial/body swelling
	  0
	  1 


	IV. Flares

	How many flares in the last year     


	The 1’ system involved   







	What treatment was changed 

Please go to Appendix 1 and complete a data set for each flare



Pregnancy (if applicable)


yes        no

For tests please mark: 0 = normal, 1 = abnormal, 9 = not done.


1
HISTORY DURING PREVIOUS YEAR continued (since last annual assessment)

	2. Measurements 

(At time of annual assessment)


	

	Current height:


cm
	

	
	BP:         /  


	Current weight:


Kg       

         
	


	3. Family History
	
	

	
	No
	Yes

	Any new family history since last form:
	0
	1

	Specify:





B. EXAMINATION FINDINGS (at time of annual assessment)

	I. Skin
	
	
	
	II. Distribution of rash
	
	

	
	Absent
	Present
	
	
	Absent
	Present

	Gottrons papules
	0
	1
	
	Periorbital
	0
	1

	Ulceration
	0
	1
	
	Periungal
	0
	1

	Lipoatrophy
	0
	1
	
	Trunk
	0
	1

	Oedema
	0
	1
	
	Small joints
	0
	1

	Nailfold changes
	0
	1
	
	Large joints
	0
	1

	Calcinosis
	0
	1
	
	Other
	0
	1

	Other
	0
	1
	
	Specify:





	Specify/describe:



	
	


	III. Joints
	
	
	

	(at time of annual assessment)
	Absent
	Present
	Please specify which joints are affected

	Arthritis
	0
	1
	









	Pain on motion
	0
	1
	









	Joints with limited ROM
	0
	1
	









	Contractures
	0
	1
	










	IV. Manual Muscle Testing (using MRC scale) at time of annual assessment 


	
	
	
	
	
	
	Not done

	Neck flexors
	0
	1
	2
	3
	4
	5
	   9

	Shoulder abductors
	0
	1
	2
	3
	4
	5
	   9

	Elbow flexors
	0
	1
	2
	3
	4
	5
	   9

	Wrist Extensors
	0
	1
	2
	3
	4
	5
	   9

	Hip Extensors
	0
	1
	2
	3
	4
	5
	   9

	Hip Abductors
	0
	1
	2
	3
	4
	5
	   9

	Knee Extensors
	0
	1
	2
	3
	4
	5
	   9

	Ankle Dorsiflexors
	0
	1
	2
	3
	4
	5
	   9

	*0=no muscle action, 1=flicker of muscle action, 2=muscle action with gravity counterbalance, 3=muscle action against gravity, 4=muscle action against gravity with some resistance, 5=full muscle strength, (9=not done)


2
	V. Oedema
	
	
	
	VI. Abdomen
	
	

	
	Absent
	Present
	
	
	Absent
	Present

	Periorbital/facial
	0
	1
	
	Abdominal masses
	0
	1

	Limb
	0
	1
	
	Tenderness
	0
	1

	Trunk
	0
	1
	
	Hepatomegaly
	0
	1

	
	
	
	
	Splenomegaly
	0
	1

	
	
	
	
	
	
	


	VII. Respiration
	
	
	
	
	
	
	

	
	Please circle one:
	0
	1
	2
	3
	4
	5

	0=normal, 1=SOBE, 2=tachypnoea, 3=accessory muscle use, 4=requires oxygen, 5=ventilated


	VIII. Other
	
	
	

	
	Absent
	Present
	Please specify

	Calcinosis
	0
	1
	







	Eyes (glaucoma/cataracts)
	0
	1
	







	Pancreatic disease

Encephalopathy                           

Other       
	0
	1
	


	IX. Physician Global Assessment
	
	

	(at time of annual assessment)
	Disease least active
	Disease most active

	
	0







10 




C. PHYSIOTHERAPY/OCCUPATIONAL THERAPY (at time of annual assessment)

	
	No
	Yes
	

	Dry Land
	0
	1
	Daily/weekly/other

	Hydrotherapy
	0
	1
	Daily/weekly/other

	CMAS done Today
	0
	1
	Score:

/53 (0-53) No decimal point

	CHAQ done today
	0
	1
	Score:

/3 (0-3) 3 decimal points

	CHQ done today
	0
	1
	Physical score:
   Psychological score:


	Parents VAS
	0
	1
	Score:

  (0-10) 1 decimal point

	Pain VAS
	0
	1
	Score: ______ (0-10) 1 decimal point

	Splinting
	0
	1
	Specify:






	Other
	0
	1
	Specify:








3

D. INVESTIGATION RESULTS: 0=normal, 1=abnormal, 9=not done - tick the appropriate box for each result 

(at time of annual assessment)

	
	
	RESULT
	
	FURTHER INFORMATION

Please record any significant information

	INVESTIGATION
	DATE
	0
	1
	9
	VALUE
	

	Haematology
	
	
	
	
	
	

	Hb
	
	
	
	
	
	

	WBC
	
	
	
	
	
	

	Platelets
	
	
	
	
	
	

	WBC Diff: Neut
	
	
	
	
	
	

	WBC Diff: Lymph
	
	
	
	
	
	

	ESR
	
	
	
	
	
	

	Biochemistry
	
	
	
	
	
	

	CRP
	
	
	
	
	
	

	Urea
	
	
	
	
	
	

	Creatinine
	
	
	
	
	
	

	CK
	
	
	
	
	
	

	LDH
	
	
	
	
	
	

	ALT
	
	
	
	
	
	

	AST
	
	
	
	
	
	

	Albumin
	
	
	
	
	
	

	Other (specify):
	
	
	
	
	
	

	Immunology
	
	
	
	
	
	

	RF
	
	
	
	
	
	

	ANA
	
	
	
	
	
	

	ENA
	
	
	
	
	
	

	dsDNA
	
	
	
	
	
	

	Other antibodies (specify):
	
	
	
	
	
	

	C3
	
	
	
	
	
	

	C4
	
	
	
	
	
	

	IgG
	
	
	
	
	
	

	IgA
	
	
	
	
	
	

	IgM
	
	
	
	
	
	

	ASOT
	
	
	
	
	
	

	Radiology
	
	
	
	
	
	

	MRI
	
	
	
	
	
	

	Muscle Ultrasound
	
	
	
	
	
	

	DEXA: T Score
	
	
	
	
	
	

	DEXA: Z Score
	
	
	
	
	
	

	Lung Function
	
	
	
	
	
	

	VC
	
	
	
	
	
	

	FEVI
	
	
	
	
	
	

	DLCO
	
	
	
	
	
	

	Other
	
	
	
	
	
	

	EMG
	
	
	
	
	
	

	Muscle Biopsy
	
	
	
	
	
	

	Skin Biopsy
	
	
	
	
	
	

	Barium Swallow
	
	
	
	
	
	

	Echocardiogram
	
	
	
	
	
	

	Urine Dipstick
	
	
	
	
	
	

	Other (specify):
	
	
	
	
	
	


4

E. THERAPY INFORMATION REQUIRED: Record medication today and over the previous year

	I. Corticosteroids: Record medication taken during each three monthly period

	Reducing dose(R)/ maintenance dose(M)/ increasing dose(I)   

          
	Month       Jan-Mar    April-June   July-Sep    Oct-Dec    

Year          ______      _______     _______   ______
Dose              R/M/I       R/M/I      R/M/I     R/M/I                  

	Oral Steroids:      Dose Now   
 (mg / day)        
Frequency: (circle)       daily        alternate day       


	Months on Dose 
          ____        ____       ____       ____ 

	IV Steroids:   
 Yes         No   
	No of days of pulses(P) Dose (D)       (mg/day)
	           P____      P
        P
__        P


           D____     D
        D___  
 D



	II. DMARDs 
	Today
	Previous year
	Preparation / dose

(please circle all that apply)
	Dosing schedule

(please circle all that apply to previous year)

	
	No
	Yes
	  No         Yes
	
	

	Methotrexate
	0
	1
	     0    1
	Oral           subcutaneous

Low dose: <10mg /m2
Medium dose: 10-15mg/m2
High dose: > 15 mg / m2
	1 x week      alternate weekly



	Ciclosporin A
	0
	1
	     0    1
	
	

	Azathioprine
	0
	1
	     0    1
	
	

	Cyclophosphamide
	0
	1
	     0    1
	Oral        intravenous

Cumulative cyclophosphamide dose to date (total): _________mg
	Daily

Weekly

Fortnightly

Monthly

2 monthly

3 monthly

	Hydroxychloroquine

Mycophenolate Mofetil
	0

0
	1

1
	     0    1 

     0    1 
	
	

	IV-IG
	0
	1
	     0    1
	
	1 x month     alternate months

	Plasmaphoresis

Other DMARD (non biologic)
	0
	1
	     0    1
	
	

	Etanercept 
	0
	1
	     0    1
	Less than 0.8 mg / kg /week

0.8 mg /kg/week (standard)

More than 0.8mg/kg/week
	Every:

3-4 days; 5-6 days, 7 days, or every 14 days, 

	Rituximab
	0
	1
	     0    1
	
	

	Adalimumab
	0
	1
	     0    1
	
	

	Infliximab

Other biologic
	0

0
	1

1
	     0    1

     0    1


	
	8 weekly   6 weekly            4 weekly


	III. NSAIDs
	Today
	
	    NSAID in previous year
	

	
	No
	Yes
	         No         Yes
	

	NSAID
	0
	1
	        0       1
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	IV. Other Drugs
	
	
	       In previous year
	

	
	No
	Yes
	       No      Yes
	

	Calcium/Vitamin D
	0
	1
	       0         1
	

	Folic acid
	0
	1
	       0         1
	

	Gastroprotectant
	0
	1
	       0         1
	

	Vasodilator
	0
	1
	       0         1
	

	Anti-HT
	0
	1
	       0         1
	

	Other
	0
	1
	       0         1
	

	Specify:    
	
	
	
	


Does the child or parent say that medication is not taken as prescribed and/or

is there clinician concern regarding adherence to medication?                             
NO                          YES

F. RESEARCH INVESTIGATION SAMPLES
Were the following samples taken today:

No
Yes
Blood:

EDTA




0
1

Clotted bottle 



0
1

Lab white bottle (hep)

0
1

        
Sputum sample


0
1

G. OTHER INFORMATION


No
Yes
Specify:

	Signature:
	Position:

	Print Name:
	Date:

	E-mail:
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Appendix 1 
Flare 1 Date:______________
	Probable trigger

for flare
	Yes
	No
	Core set at time

of flare
	Result
	Blood

Test*
	0
	1
	9
	Value

	Viral infection
	
	
	CHAQ score
	
	CK
	
	
	
	

	Streptococcal infection
	
	
	Physician Vas
	
	LDH
	
	
	
	

	Other infection
	
	
	Patient Vas
	
	ALT
	
	
	
	

	UV exposure
	
	
	CMAS
	
	AST
	
	
	
	

	Vaccination
	
	
	MMT
	
	
	
	
	
	

	Change in medication?
	
	
	
	
	
	
	
	
	

	If yes - Specify drug change: 
	
	
	
	
	
	
	
	
	


For tests please mark: 0 = normal, 1 = abnormal, 9 = not done.

Flare 2 Date:______________ 
	Probable trigger

for flare
	Yes
	No
	Core set at time

of flare
	Result
	Blood

Test
	0
	1
	9
	Value

	Viral infection
	
	
	CHAQ score
	
	CK
	
	
	
	

	Streptococcal infection
	
	
	Physician Vas
	
	LDH
	
	
	
	

	Other infection
	
	
	Patient Vas
	
	ALT
	
	
	
	

	UV exposure
	
	
	CMAS
	
	AST
	
	
	
	

	Vaccination
	
	
	MMT
	
	
	
	
	
	

	Change in medication? 

If yes: specify drug change:
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	


Flare 3 Date:______________
	Probable trigger

for flare
	Yes
	No
	Core set at time

of flare
	Result
	Blood

Test
	0
	1
	9
	Value

	Viral infection
	
	
	CHAQ score
	
	CK
	
	
	
	

	Streptococcal infection
	
	
	Physician Vas
	
	LDH
	
	
	
	

	Other infection
	
	
	Patient Vas
	
	ALT
	
	
	
	

	UV exposure
	
	
	CMAS
	
	AST
	
	
	
	

	Vaccination
	
	
	MMT
	
	
	
	
	
	

	Change in medication? 

If yes: specify drug       change
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	


Flare 4 Date:______________
	Probable trigger

for flare
	Yes
	No
	Core set at time

of flare
	Result
	Blood

Test
	0
	1
	9
	Value

	Viral infection
	
	
	CHAQ score
	
	CK
	
	
	
	

	Streptococcal infection
	
	
	Physician Vas
	
	LDH
	
	
	
	

	Other infection
	
	
	Patient Vas
	
	ALT
	
	
	
	

	UV exposure
	
	
	CMAS
	
	AST
	
	
	
	

	Vaccination
	
	
	MMT
	
	
	
	
	
	

	Change in medication?
	
	
	
	
	
	
	
	
	

	If yes: specify drug change
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Please tick











Has consent/assent form for the registry and repository been completed?











�






































Version 5 created May 2010


