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Name:

Date of Birth:

Home Phone:

Cell Phone:

Home Address:

Email Address:

Primary Physician:

Primary Physician Phone Number:

Emergency Contact #1.:

Emergency Contact Phone Number:

Emergency Contact #2:

Emergency Contact Phone Number:

Primary Diagnosis:

Other Diagnosis:

Other Diagnosis:

Other:
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(DM) is a rare inflammatory myopathy that affects fewer than 200,000
people.. It is characterized by chronic inflammation, distinctive skin rashes and muscles
weakness or fatigue. There are several subgroups based on specific antibodies. These can
be determined through a Myositis panel. It affects twice as many women as men. It is
more common in African Americans. It typically affects adults between 40 - 60 years old.

Juvenile Dermatomyositis can affect children as young as 2 years old.

Skin Symptoms

Muscle Symptoms

Itchy scalp rash
Raynaud'’s of fingers
Mechanic’s hands / feet
Ragged cuticles

Difficulty lifting overhead
Difficulty swallowing (Dysphagia)
Choking on food or liquids

e Gottron’s papules on knuckles

¢ Gottron’s papules on elbows

¢ Gottron’s papules on knees e Proximal muscle weakness
e Shawl sign e Muscle fatigue

e V-neck rash e Muscle pain

e Heliotrope rash e Difficulty rising from chairs.
e Malar rash e Difficulty climbing stairs

Other Common Symptoms

Associated Conditions

Dysphonia (hoarseness)

e Extreme fatigue

e Calcinosis

e Photosensitivity e Cardiovascular disease

¢ Thinning hair e Interstitial Lung disease

e Mouth ulcers e Cancer

e Shortness of breath e Gastrointestinal issues

e Joint pain ¢ Other connective tissue diseases
e Brain fog
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(CADM) is a rare inflammatory myopathy that
affects fewer than 200,000 people. CADM is a subset of Dermatomyositis (DM), one of the
Idiopathic Inflammatory Myopathies. The cause is unclear and there is no cure.

CADM presents with similar skin manifestations and may be associated with lung disease or
cancer, however, there is little-to-no evidence of muscle involvement on exam or testing.
CADM is a distinct clinical entity with unique features and autoantibody profiles different
from “classic” dermatomyositis. It is characterized by chronic inflammation, distinctive skin
rashes and fatigue. It affects twice as many women as men CADM is more common in
young white and Asian females and typically affects adults between 40-60 years old.

Signs & Symptoms

Other Symptoms & Complications

Skin rashes and discolorations which affect
sun-exposed areas, cheeks, nose, shoulders,
upper chest, and elbows.

Gottron’s papules or Gottron’s sign (bumps
found over the knuckles, elbows, and knees,
often with a raised, scaly break-out)

Itching and changes in the scalp resembling
psoriasis and hair loss

Ragged cuticles, prominent blood vessels on
the nail folds, and other nail-bed
abnormalities

Nonerosive inflammatory polyarthritis

e Jointinflammation

Lung problems such as Interstitial Lung
Disease (ILD), Pulmonary Fibrosis, or
Labored breathing (dyspnea)

Difficulty swallowing (dysphagia)

Dry, scaly, or rough skin

e Fatigue (may be life-altering and disturb

sleep patterns)
Weight loss
Low-grade fever
Muscle pain (myalgia)

Stomach (gastrointestinal) ulcers and
intestinal perforations, also more common in
children

Calcinosis (hard, often painful lumps or
sheets of calcium that form under the skin’s
surface)

Raynaud’s phenomenon

A hoarse or changing voice (dysphonia)
Inflammation of the fat which can feel like
little bumps lying just under the skin and can
be tender to the touch (panniculitis)
Irregular heartbeat (arrhythmia)
Inflammation of areas in the heart,
myocardium or inflammatory
cardiomyopathy

Other connective tissue diseases (overlaps)
Cardiovascular disease

Complications and side effects related to
treatment

Increased risk of having certain types of
cancer

Aspiration pneumonia



https://understandingmyositis.org/myositis/clinically-amyopathic-dermatomyositis/
https://understandingmyositis.org/myositis/dermatomyositis/
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(PM) is a rare inflammatory myopathy characterized by chronic muscle
inflammation and weakness. This muscle weakness can develop over a period of days,
weeks, or months. PM affects twice as many women as men. Studies indicate it is more
common in African Americans, who are affected at five times the rate of the Caucasian
population in the U.S. PM typically occurs in adults over age 20, with a notable
prevalence among those aged 45-60. There is also a higher incidence of polymyositis in
individuals in their mid-30s to mid-40s and mid-50s to mid-60s

Muscle Symptoms Other Symptoms & Complications
e Proximal muscle weakness (muscles e Increased risk of falls
closest to the body’s core), affecting e Mechanic’s hands (roughening and
upper arms, shoulders, thighs, hips, and cracking of the skin of the tips and
neck sides of the fingers; the appearance of
e Symmetrical muscle weakness (same the hands of a mechanic)
on both sides of the body) e Aspiration pneumonia
o Arthritis ¢ Interstitial lung disease (ILD)
e Muscle pain (myalgia) e Raynaud’s phenomenon (fingers, toes,
e Difficulty swallowing (dysphagia) ears, feel numb and cool in response
e Fatigue (can be extreme and life- to cold temperatures or stress, often
altering) accompanied by changes in the color
e Low-grade fever of the skin)
e Labored breathing (dyspnea) e Irregular heartbeat (arrhythmia)
e Ahoarse or changing voice when e Increased risk of heart disease
speaking (dysphonia) e Inflammation in the heart (myocardium
e Difficulty maintaining enough air to or inflammatory cardiomyopathy)
finish a sentence e Overlaps with other connective tissue
e Difficulty turning in bed, getting up diseases
from a seated position, and raising e Increased risk of having certain types
arms over the head of cancer



https://understandingmyositis.org/myositis/dermatomyositis/
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Inclusion Body Myositis

(IBM) one of the idiopathic inflammatory myopathies (IIM), is a
complex, rare, and incurable autoimmune and degenerative muscle disease with an
unknown cause. IBM leads to slowly progressing muscle weakness and wasting over
months and years. While it can affect various individuals, it is more prevalent in men and
those over the age of 50.

Muscle Symptoms

Other Symptoms & Complications

Symptoms typically begin with
asymmetric muscle weakness in the
muscles furthest from the body's core.
This includes muscles of the hands,
fingers, arms and legs, the thigh
muscles (quadriceps), and muscles in
the lower legs that move the feet.
Muscle weakness and atrophy of the
hands may affect your ability to pinch,
grip, button, and hold items.

Weakened neck muscles can cause the

head to drop and rest on the chest
. Leg muscle weakness can cause
difficulty rising from a chair and
walking up stairs

e Trouble swallowing (dysphagia):
dysphagia can increase the risk of
choking and

e aspiration.

e Aspiration pneumonia is caused by
food or water going into the lungs. As
many as 50-70% of people with IBM
report dysphagia.

e Weakened diaphragm: respiratory
dysfunction can be caused by muscle
weakness in the diaphragm. This can
increase the risk of other pneumonias.

e Restricted mobility: muscle weakness
can limit mobility. Foot drop and
difficulty lifting

e thelegcanincrease the risk of falls.
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Immune-Mediated
Necrotizing Myopathy

(IMNM) also known as Necrotizing
Autoimmune Myopathy (NAM), is a rare autoimmune muscle disease and one of the
idiopathic inflammatory myopathies (IIM). The cause is often unknown, and there is no
cure. IMNM is divided into three subgroups: Anti-HMGCR Myopathy (linked to statin
use), Anti-SRP Myopathy (sudden severe muscle weakness), and Antibody-Negative
IMNM (diagnosed by muscle biopsy and high CK levels). It affects both men and women,
typically between ages 40-60, and can mimic muscular dystrophy in children. It affects an
estimated 21 people per million, with about 6,300 cases in the U.S

Symptoms Related Conditions

¢ Weakness of the muscles closest to
the body’s core, such as hips, neck,
shoulders, upper arms, and thighs, and
can progress over weeks or months.

e Muscle pain, fatigue, and atrophy,
which can lead to disability.

e In younger people, IMNM can be
chronically progressive and mimic
adult-onset muscular dystrophy.

e Damage to other organs of the body,
such as the heart and lungs.
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https://understandingmyositis.org/myositis/necrotizing-autoimmune-myopathy/

Antisynthetase Syndrome

(ASyS) also known as Anti-Jo1 syndrome, is an autoimmune
inflammatory myopathy (IIM) characterized by autoantibodies to aminoacyl transfer RNA
synthetases (anti-ARS). ASyS affects twice as many women as men. The average age of
antisynthetase syndrome onset is 50. Antisynthetase Syndrome is associated with a
number of known autoantibodies called aminoacyl-tRNA synthetase (ARS) autoantibodies.
Anti-Jo-1, anti-PL-7, anti-PL-12, anti-EJ, anti-KS, anti-OJ, anti-Ha, and anti-Zo antibodies
target aminoacyl-tRNA synthetases and represent Antisynthetase Syndrome.

Symptoms Related Conditions

Weakness in arms and legs,
Difficulty swallowing

Skin lesions

Heliotrope Rash

Mechanic Hands

e Polyarthritis
e Interstitial Lung Disease (ILD)
e Raynaud’s Phenomenon
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Myositis Autoantibodies

) can assist your doctor in helping to confirm a
diagnosis of certain types of Myositis such as Polymyositis and Dermatomyositis. They are
also helpful in diagnosing Antisynthetase Syndrome. These antibodies also offer some
insight into potential complications you may experience during the course of your disease
and potential treatment options that may work best.

It is estimated that 50% of patients with Polymyositis or Dermatomyositis have myositis-
specific antibodies, so when a clinical exam and other testing suggest the possibility of
myositis, the presence of these antibodies can be supporting evidence for a diagnosis.
Myositis-specific antibodies have also improved our understanding of myositis by leading
to the identification of certain clinical patterns. However, a large population of Myositis
patients do not test positive for Myositis Specific Autoantibodies but still have Myositis.

Autoantibody Type Tested Positive For: Complications associated with autoantibody:
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Each person with Myositis has their own unique experience, including different symptoms and
reactions to medications. Please use the space below to explain how Myositis specifically affects
you, so your doctors and caregivers can better understand your needs and offer the best care.

How Myositis Affects Me

Current Challenges

Past Challenges
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Date
Diagnosed

Health Condition

Treating Doctor

Medication/
Treatment
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Physician

Specialty Type

Phone Number
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Date Type of Surgery Doctor Hospital
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Date Blood Pressure Reading
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Food Journal

Date

Time

Food/Drink

Symptoms/Reactions
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Symptoms for the week of

Skin Symptoms

Muscle Symptoms

U Gottron’s papules on knuckles
O Gottron'’s papules on elbows
0O Gottron’s papules on knees
O Shawl sign

O V-neck rash

0 Heliotrope rash

O Malar rash

O Itchy scalp rash

O Raynaud’s of fingers

0O Mechanic’s hands / feet

0 Ragged cuticles

O Other:

O Proximal muscle weakness

O Muscle fatigue

0UMuscle pain

O Difficulty rising from chairs, etc.
O Difficulty climbing stairs

O Difficulty lifting overhead

O Difficulty swallowing (Dysphagia)
O Choking on food or liquids

O Other:

O Other:

Other Common Symptoms

Associated Conditions

O Extreme fatigue

U Calcinosis

O Photosensitivity

O Thinning hair

O Mouth ulcers

U Shortness of breath

O Joint pain

U Brain fog

O Dysphonia (hoarseness)

UCardiovascular disease
Ulnterstitial Lung disease

O Cancer

OGastrointestinal issues

O Other connective tissue diseases

List other symptoms here:
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Date

Hospital

Symptoms

Treatment Notes
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Start
Date

Medication

Dosage /
Frequency

Purpose

Prescribing
Doctor

Pharmacy
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Start
Date

Medication

Dosage /
Frequency

Purpose

Prescribing
Doctor

Pharmacy
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Start
Date

Medication

Dosage /
Frequency

Purpose

Prescribing
Doctor

Pharmacy
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M Medication Allergies

Medication

Reaction
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Medication Major Interactions Moderate Interactions
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Start End Medication Prescribing

Date Date Doctor Pharmacy
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Date Doctor Appointment Summary
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Lab Tests

Test

Date

Results

WBC

RBC

Hemoglobin

Hematocrit

MCV

MCH

MCHC

RDW

Platelets

Neutrophils

Lymphocytes

Monocytes

EOS

BASOS

Immature Cells
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Lab Tests

Test

Date

Results

Neutrophils Absolute

Lymphocytes Absolute

Monocytes Absolute

EOS Absolute

BASOS Absolute

Glucose

BUN

Creatinine

EGRF

BUN/Creatinine Ratio

Sodium

Potassium

Chloride

CO2 Total

Calcium
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Test Date Results

Total Protein

Album

Total Globulin

A/G Ratio

Total Bilirubin

Alkaline Phosphate

AST (SGOT)

ALT (SGPT)

C Reactive Protein

Creatinine Kinase (CK)

Aldolase

Vitamin D

TSH

Uric Acid

Phosphorus
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Lab Tests

Test

Date

Results

Urobilinogen, Semi-ON

Occult Blood - Urine

RBC - Urine

Creatinine, Urine

Protein Total, Urine

Protein/Creatinine
Ratio Urine

C3Serum

C4 Serum

VECTRA Score

MCP Synovial
Thickness

2nd Right

3rd Right

2nd Left

3rd Left
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Lab Tests

Test

Date

Results

AVISE

Ant-clq lgG

Anti-Ribosomal P I1gG

Anti-
Phosphatidylserine/Pr
othrombin IgM

Anti-
Phosphatidylserine/Pr
othrombin IgG

Protein/Creatinine
Ratio Urine

Anti-Cardiolipin IgM

Anti-Cardiolipin 1gG

Anti-B2 GlycoProtein
11gM

Anti-B2 GlycoProtein
11gG

Anti-B2 GlycoProtein
11gA

Anti-dsDNA
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Lab Tests

Test

Date

Results

CB-CAP EC4d

CB-CAP BC4d

ANA IgG

Iron Bind Cap (TIBC)

UIBC

Iron

Iron Saturation

Ferritin Serum

Anticardiolipin IgG
(not AVISE)

Anticardiolipin IgM
(not AVISE)
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Lab Tests

Test

Date

Results




