patientslikeme* doctor visit sheet

Male, 37 years
Newton, MA

Condition: ALS (Amyotrophic Lateral Sclerosis) (9 yoars)

from Apr 2, 1998 Jan 99 Jan 01 Jan 03 Jan 05 to Mowv 26, 2006
ALS Diagno... Joined PLM Deceased
Dec 18, 1998 Mow 4, 2005 Mowv 26, 2006
v FRS 0
Progression rate 40 Last scora
percentile 32 Last update:
=90th (slow) Oct 1, 2006
75-90th 24
25-75th (average) 16
10-25th
=<10th (rapid} B
Worse

The FRS Is a self-report version of the ALS Functlonal Rating Scale (Revised, ALSFRS-R) and detalls levels of functioning in the arms, legs, bulbar region, and
breathing muscles. Lower scores represent lower levels of function. Cedarbaum et al (1999} 1 Neurol Sci;169(1):13-21
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| Jan 949

from Apr 2, 19598 Jan 01 Jan 03 Jan 05
ALS Diagno... Joined PLM
Dec 18, 1998 Mowv 4, 2005

| Jan 99 Jan 01 Jan 03 Jan 05

¥ Treatments
Purpose of Treatment

W Treat my ALS

W Specific symptom
M General health

H Other

*Open a bold Treatment to
view its Side Effects
W Mone
Mild
Il Moderate
W Severe

I
sage entered

no d

dally

PatientsLikeMe, Doctor Visit Sheet, Sep 14, 2011

|
fransplant

-

a0 ma dally

|
monthly

]

3 mg dally

1004 mg dally

60 mg dally

100 mag dally
BOO mo dally
]
100 mg dally
[
20 mg

1200 rmag dally

s needed

I
entered

no schedu

no schedule entered

all the tifne (24,7}

1=
)

all the time {2

12 hr dally

to Mow 26, 2006

Deceased
Mow 26, 2006

¥ Procedures

Autologous CD34+ Stem Cell Tre

¥ Prescription Drug

(2] Allopurinal
» (2| Botox to Salivary Glands
> (2| Detrol
» (] Elavil
Hydroxyurea
* Hyoscyamine
* Provigil
* Prozac
Rilutek
Celebrex
Dapsone {DDS)
BDMF
¥ Over The Counter Drug
Prilosec OTC
¥ Supplement
Alpha Lipoic Acid
* CoQ10 (CoEnzyme Q10)
* Magnesium Citrate
Mitrocell
» (2| BuNaoGao (BNG)
¥ Equipment
Cyberkinetics Implant
Feeding Tube
Pulmonetic LTV 950
Permobil Chairman 2K

BiPAP
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from Apr 2, 1958 | Yan 99

¥ Symptoms
Severity of Symptoms
W Mone

Mild
Il Moderate
W Severe

*Open a bold symptom
to view its treatments and
side effects

W Treat my ALS
W Specific symptom

¥ Weight
Obese (BMI>30)
Warning (BMI=25) 200 Ib

Healthy
Underweight 180 Ib
(BMI=18.5)

160 Ib

220 1b  —

to Mow 26, 2006

Jan 01 Jan 03 Jan 05
ALS Diagno... Joined PLM Deceased
Dec 18, 1998 Mow 4, 2005 Mow 26, 2006
| Jan 99 Jan 01 Jan 03 Jan 05
¥ General Symptoms
s — = Anxious Mood
> » Depressed Mood
- m > Fatigue
— = |¢ * Insomnia
— 45 Pain
¥ ALS (Amyotrophic Lateral Scle
s | & » Constipation
% Emotional lability
—s— P » Excess saliva
-+ —+ b Fasciculations
— Stiffness/Spasticity
Excessive yawning
¥ Additional Symptoms
P——j )| # Urinary urgency
* Dry eyes
* Dry mouth (xerostomia)
L » Bad breath
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» Stomach upset

181 Ib

Last weight

Last update:
Oct 5, 2006
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Current Treatments rie

Treatmants Start Date Start Dosage Last Change | Currant Dosage Typa Purpose
Autologous CO34+ Stem Cell Trans| Oct 1, 2000 1 transplant Other Purpose: Treat my ALS
Allopurinal Sep 1,2001 | 200 mq dally Feb 1.2002 | 400 mq dally Prescrption Purpose: Treat my ALS
Botox to Salvary Glands Jan 27, 2006 | 1 monthiy Prascripticn Purpose: Excess salva
Dwatrol Mar 28, 2002 | 3 mg daily Prescrption Purpose: Urinary urgency
Elavil Dac 1, 2002 | 40mg Mov 15, 2003 | B0 mg Prascription Purpose: Excass salva
Hydroxyuraa Aug 1, 2003 1000 mg daily Prescrigtion Purposa: Traat my ALS
Hyoscyaming Mar 28, 2003 | 10ml as needad Prascription Purpose: Excass salva
Praviail Qct 28, 2004 | 100 mag dally Prescrgtion Purposa; Fatigua
Prozac Sep 1, 2000 | 40 mg dally Feb 15, 2002 | &0 mg dally Prescrption Purpose: Deprassed Mood
Ailutek Jan 16, 1933 | 100 mag daily Prescription Purpose; Treal my ALS
Prilozec OTC Cct 1, 2003 20mg Qther Purpose: Othar
Alpha Lipoic Acid Mar 28, 2001 | dally Supplemant Purpose; General Health
CoQ10 (CoEnzyme Q10) Jul 1, 2003 1200 mg daity Supplement Purpose: Constipation
Magnesium Clirate Jul 14, 2005 | mg as needad Supplement Purpose: Constipation
Mitrocell MNov 15, 2005 | as needed Supplement Purpose: General Health
Cyberkinetics Implam Feb 1, 2006 | no schedule entared Other Purpose: Traat my ALS
Feeding Tube Oct 8, 2001 no schedule entered Other Purpose: General Health
Fulmoneatic LTV 250 Mowv 15, 2003 | all the time (247) Other Purpose: General Health
Stnppad Treatments e
Treaimants Start Date Start Dosage Last Change | Current Dosage Type Purpose
Calebrax Jun 1, 2001 B0 mag dally MNaov 1, 2004 Stopped Prascription Purpose: Treat my ALS
Dapsone (DD3) Feb 15, 2002 | 100 mg dally Aug 15, 2002 | Stopped Prescription Purpose; Treal my ALS
BONF May &, 1929 | no dosage entered Jun 7, 2000 Stopped Prascription Purpose: Treat my ALS
BuNaoGao (BNG) Fab 1.2000 | dally AUQ 1, 2000 | Stopped Supplemant PUrposa; Traal my ALS
Permobil Chalrman 2K Apr &, 2002 all the time (24/7) Apr &, 2006 Stopped Other Purpose: Other
BIFAF Fab 1, 2002 4 hr daily MNowv 15, 2003 | Stopped Other Furposa: Mone

PatientsLikeMe (www.patientslikeme.com) is the leading online health community for patients with life-changing conditions. PatientsLikeMe
creates new knowledge by charting the real-world course of disease through the shared experiences of patients with ALS, multiple sclerosis,
Parkinson's disease, HIV, mood conditions (including depression, bipolar, anxiety, OCD and PTSD), fiboromyalgia, chronic fatigue
syndrome/myalgic encephalomyelitis, epilepsy and organ transplants. While patients interact to help improve their outcomes, the data they

provide helps researchers learn how these diseases act in the real world. PatientsLikeMe endeavors to create the largest repository of real-world

disease information to help accelerate the discovery of new, more effective treatments.
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