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About Pamela McGhee (from her PatientsLikeMe Bio)

I'm bloody-minded about keeping my independence; living alone, doing for myself (ok, some help in bad 
stretches; laundry and getting groceries, etc.), but I usually manage to do these things myself. As a 
consultant/trainer, my mental acuity is crucial, so far so good! My mother died of MS, a terrible, virulent 
case. I watched her die, bit by bit. She died in '89. My own MS was getting worse. I will not go like she did. I 
had made that decision by '85. I'll stick around as long as QOL is acceptable - else - I'm outta here! I work, 
enjoy life the best I can, and the devil take the hindmost.

I was unofficially diagnosed with MS in 1982, officially in 1984. Breast cancer popped up in 1999, probably 
because of a drug (Imuran) I took from 1984 to 1999 to retard the progression of MS. I had a left breast 
mastectomy at the time, but the cancer returned in 2008 and 2010.  My treatment has been minimal 
because of the complications it causes for my MS.  My breast cancer is now metastatic, but always running 
neck and neck with my MS.

From her professional bio: Pamela McGhee, PMP, is President/Owner of McGhee Enterprises, Project 
Management and IT Consultants since 1980.  She and co-author Peter Mc Aliney wrote PAINLESS PROJECT 
MANAGEMENT to simplify and promulgate the practice of good project management (published by John 
Wiley & Sons in June, 2007).  She holds a B.S. in Physics from the Pennsylvania State University and 
completed her graduate work in Business Administration at New York University's Graduate School of 
Business Administration. 

Female, 64 years 
New York, NY 
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Condition History
Primary: Multiple Sclerosis 
Type: Secondary Progressive
First Symptom: 09/82 
Diagnosis: 06/84
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Baclofen
Dalfampridine (4-AP ext

Methylprednisolone
Natalizumab

Paroxetine
Rednisone

Prescription Drug
Treatments

Open a bold Treatment 
to view its Side Effects

300 mg/15mL as needed

10 mg daily

1000mg as needed

50mg daily

100mg as needed

30 mg daily

Purpose of Treatment
Treat my MS
Specific symptom
General health
Other
No Purpose
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MS (Multiple Sclerosis)

None
Mild
Moderate
Severe

Symptoms

Bladder problems
Bowel problems
Brain fog
Emotional lability
Excessive daytime sleepiness
Mood swings
sexual dysfunction
Stiffness/Spasticity

General Symptoms
Anxious Mood
Depressed Mood
Fatigue
Insomnia
Pain
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Age Gender

80% Women
20% Men

<20 20-
29 

30-
39

40-
49

50-
59

60-
69

70+

22,796  Multiple Sclerosis patients

3,048  Glatiramer acetate (Copaxone)

2,039  Baclofen (Lioresal Oral, Miorel)

1,664  Interferon beta-1a SubQ injection (Rebif)

1,568  Gabapentin (Neurontin, Gabatin)

1,498  Handicapped parking permit 

Top treatments in MS

Who’s like Pamela?

100K+ total patients
500+ conditions

Pamela’s primary condition is Multiple Sclerosis. 
On PatientsLikeMe there are:

Sharing on PatientsLikeMe
Openness and sharing is changing thousands of lives.  
Here are some fun facts about how much patients are 
sharing with one another online:

Every 10 seconds on PatientsLikeMe, a patient 
shares an answer to a survey question about their 
health. 

To date, patients have shared data on more than 
9,700 treatments and 4,800 symptoms 
related to their conditions

Approximately every minute, one Patients-
LikeMe member is viewing another's data-rich 
health profile on the site.



Patient Quotes
"If my information benefits scientists in finding a treatment for a cure, 
even after I die, then it was worth the sharing of personal information."

- Ken Patterson Sr. in Boston Globe ("Through Website, Patients Creating Own 
Drug Studies")

"...we can't count on medical experts to get interested in ALS, and we 
don't have any time to lose.”

- Humberto Macedo in BusinessWeek ("Can Patients Cure Healthcare?")

“I know it sounds like really personal information, but it’s not like I’m 
putting my phone number up... It’s an exchange of information to get 
help and to give help."

- Jennifer Jodoin in New York Times Magazine ("Practicing Patients")

"It was then that I realized I could take control... The site changed the way 
I view my future."

- Deena Biengardo in Women's Health Magazine ("Feel Sick? Click Here.")

An interview is a commitment of time and energy for a patient – and for you.  Here are four 
tips to make the most out of your interviews:

Do Your Research
Members of PatientsLikeMe like you to be informed about the kind of things they are able 
to do at PatientsLikeMe (e.g., share in-depth health data on their profiles). They also 
appreciate it when you know a little about their condition(s). 

Read the User Agreement
At PatientsLikeMe, there is a level of trust that’s created when patients share such detailed 
data with one another.  That’s why our User Agreement describes how we handle media 
requests.  Our promise to patients is to make the process completely transparent for 
everyone.  

Be Open to Detours
With a lot going on in their lives, many patients have quite a story to tell.  You may get 
sidetracked during an interview, but try to be open to these detours.  An unexpected 
tangent – e.g., how many years it took to get a correct diagnosis – could lead to future 
story ideas or relevant resources.  

Follow-up Afterwards
Did your piece finally get published?  Let your resources know about it!  Or, even if your 
piece didn’t run, patients always enjoy hearing that the time they spent talking with you 
was appreciated.  This kind of courtesy follow-up leaves everyone feeling good. 

Four Tips for Successful Patient Interviews

In Recent News...
In a recent PatientsLikeMe® Poll, more than 4,300 patients 
were asked about their willingness to share data with 
doctors, employers and insurance companies.  

The #1 reason to keep information from a doctor: "Didn’t 
want to be lectured / made to feel bad"

Almost one in three (29%) patients say they've 
withheld information from their doctor

47% have kept health information from employers

14% have kept health information from insurance 
companies

Ask the Experts

Ben Heywood
Co-Founder, President 
Areas of expertise: Health 2.0, 
The Patient Voice, Industry 
Trends, Openness of Health Data

James Heywood
Co-Founder, Chairman 
Areas of expertise: 
Healthcare/Social Policy, Privacy, 
Patient Safety, Drug Discovery

David S. Williams
Chief Marketing Officer
Areas of expertise: Industry Trends, 
Social Media and Pharma, Clinical Trial 
Recruitment, Openness of Health Data

Paul Wicks, PhD
R&D Director
Areas of expertise: Personalized 
medicine, Neurological 
conditions, Neuropsychology

How to Arrange an 
Interview at PatientsLikeMe
To ensure that everyone gets the most out of an interview, 
PatientsLikeMe asks all journalists to do the following:

1) Submit all media requests to the PatientsLikeMe Media 
Relations team.  You can call us at 617-229-6643 or email us 
at mediarelations@patientslikeme.com.  

2) Please provide your story topic and angle, your deadline, 
and any requirements for the type of interviewee you’re 
requesting (i.e., age, gender, disease type, etc.).  We will find 
patients who meet your requirements and coordinate an 
interview to meet your deadline.

3) Once you’ve conducted your interview, keep us informed 
on how it went and the publication date for your piece. 

Follow Us
http://www.patientslikeme.com/about/press
http://blog.patientslikeme.com
http://twitter.com/patientslikeme


