This document should NOT be included in the material you take to your doctor.  

This document is just for you… to help you know how best to present the material to your doctor.  Leave it home.  

                                                ************************

My Story 

After diagnosing me with MS, my neurologist handed me a stack of marketing kits for Copaxone, Beta Seron and Avonex.   She told me to take them home and look them over, and said that we’d discuss them at my next appointment. 

After looking at the kits, I decided to research these drugs on the internet.   On Remedyfind.com, I learned that the MS drug rated highest by actual patients was not Copaxone, Betaseron or Avonex; it was a drug I’d never heard of – Low Dose Naltrexone.  

Being the research geek that I am, I wanted to know more.  

Over the next couple of weeks, I learned a lot about LDN.  Assuming my neurologist didn’t know about LDN, I put together a folder of information to show her at our next appointment.  

I also thought about ways to present the information to my doctor in a positive, convincing way.  

You can read more about this encounter below; but the result was, she read everything in my folder, and prescribed LDN.  

I’ve been asked to share this folder with other MS patients.  I hope it works for you.  Please let me know! 






--- Maureen (mclarke@comcast.net)

Before you visit your doctor… 

Practice saying “Low Dose Naltrexone” out loud.   This might sound silly, but it can be a tongue twister, and you don’t want to stumble over your words when you say it to the doctor.  

Familiarize yourself with everything in the Doctor’s Folder.   You don’t want to seem like a know-it-all, but you should be able to answer your doctor’s questions, or at least know where to find the answers in the Folder.  

Don’t put anything in the Folder you don’t want the doctor to see.  Hopefully she will want to keep the entire Folder.  (It would be nice if it were a nice new clean folder, too.)    Don’t take any information into the doctor’s office that you don’t want the doctor to see. 

Don’t include other material in the Doctor’s Folder.  The twelve pages are just enough for a busy doctor to absorb during a short appointment.   Most doctors will recoil from a big stack of paper.  

Before visiting your doctor, locate a compounding pharmacy.   Oddly, this was one of my neurologist’s objections:  “This looks like a real pain; you’ll have to find a compounding pharmacy to do this.”   But I had done my homework, and showed her my list of pharmacies, which included a local compounding pharmacy.  

During the Visit with Your Doctor:

Play it cool.  Don’t come right out and say that you think LDN is a miracle drug.   Don’t volunteer a lot of information at once.  Let your doctor be the smart one.   Nod a lot.  

Without telling lies or hiding symptoms, try to appear as healthy as possible.   Don’t complain about your symptoms.   A doctor is more likely to prescribe an “experimental” drug if he thinks your health is not in immediate jeopardy.   

What’s in the Doctor’s Folder
There are twelve pages: 

Page 1 – Patient ratings of various MS treatments from Remedyfind.com. 

Page 2 – Naltrexone drug information from Remedyfind, and patient ratings of LDN for effectiveness, ease of use, expense, etc. 

Page 3-6 – LDN Q&A.  After printing out this document, staple these three pages together.  

         I assembled the Q&A information from many different sources.   I tried to keep it simple and factual, without using a lot of medical terminology.  (Many doctors don’t like patients who use too much medical jargon.)   Claims of LDN’s effectiveness are deliberately cautious and unemotional.   Your neurologist doesn’t want to hear the words “miracle drug.”  

Page 7 – A list of websites offering more information about LDN, in case your doctor wants to do further research.   I listed websites that seem to be factual, well-designed and professional-looking.  

Pages 8-9 – Pharmaceutical Information.  This includes a list of pharmacies that have experience with LDN preparation.   Most of them will fill prescriptions by fax/mail order.  (Since this is my list, I put a local NJ pharmacy right at the top.   You should add the name of YOUR local Compounding Pharmacy.  Don’t know how to find it?  Call your local drug store and ask for the name of the nearest Compounding Pharmacy.)      

Pages 10, 11, and 12 – Three pages of charts – Patient-Initiated Survey Results.    

        My neurologist was particularly interested in these charts.  They have lots of good information and they look VERY impressive and scientific. 

My Conversation with My Neurologist 

She reviewed my latest MRIs and we discussed how I was feeling.  Then she asked:  “Did you look at the drug information I gave you last time?”  

[I waited for her to mention this first.  Like many doctors, she seems most comfortable when she’s in charge of the conversation.]

I replied, “Yes, I read the information, and I watched the videos, and it was really interesting…”

 [Not quite the truth, but I wanted to let her know I appreciated her giving them to me.]

“… and I wanted to know a little more about real patients who use these drugs, about their experience with side effects, and all that.  So I went on the internet to see if I could find any personal reactions from patients who use the drugs…  “

[Watch your doctor’s face closely when you say the word “internet”.  If he rolls his eyes or winces, you might be in for an uphill battle.]

“…And I came across a site called RemedyFind.com.  Have you heard of it?”

[Say this as if you just stumbled onto Remedyfind by accident.  You don’t  want to sound like you spend your life researching diseases on the internet.] 

My neurologist said she hadn’t heard of Remedyfind.com.  

         [Whew.  Okay so far. ]

“Well, it’s kind of interesting.  It’s a site that lists lots of different diseases.  The patients rate the various treatments.   For example, if you have MS, you can log on and rate the medication you’re taking, and share your personal experience with it.  It’s not very scientific, but I thought it might help me learn a little more about the different MS medications.”

[Throwing in “it’s not very scientific” shows that I too have a healthy skepticism for internet medical information.]  

“Hundreds of MS patients rate the medications they’re taking, like Copaxone, Betaseron and Avonex.  But I was surprised to see that these drugs weren’t rated the highest.   The drug at the top of the list, the one with the highest rating, is something called Low Dose Naltrexone.  I never heard of it.  Have you ever heard of it?”

[Ask this in a non-challenging way, and wait for your doctor to reply.  If your doctor HAS heard of LDN, ask him about his experience with it.  Listen and nod.   Don’t offer any information yet.  You might be pleasantly surprised; your doctor might say, “I know all about it, do you want to try it?”   But if your doctor has NOT heard of LDN, you can say…]

“I never heard of it either.  But it was the most highly rated medication for MS on the list.  I brought of copy of the list.  Do you mind if I show you… ?”

[Take Page 1 out of the Folder.  Don’t shove it eagerly at your doctor.  Offer it politely, hesitantly.   Let your doctor finish looking at the list, and wait to see what she says.  She might have a question that will lead naturally to the another page in your Folder… at that point, you can say… ]

“I was wondering about that too, and I found some information about it…”

[Answer your doctor’s questions as best you can. As you share your information, avoid using the word “internet.”  Instead, use the words “information”,  “research” and “reports.”  Your doctor might ask a question that will lead you to another section in the Folder.   You can then say… ]

“Well, I have some information about that… “

[At this point my neurologist practically grabbed the Folder out of my hand.   My original plan had been to give her the contents of the Folder a little bit at a time.  Driven either by her desire to know more, or her desire to be in charge, she took the whole Folder.   (Okay, maybe she figured out my scam and decided to save us both some time; that’s fine too.)  She sat there and read everything.  She had some questions, we talked about the information in the Folder, and at the end of the discussion, she said …]

 “Well, it doesn’t look like it’ll hurt you.  Do you want to try it?”

[I wanted to leap in the air and scream YESYESYES, but I kept playing my part; I shrugged and said…]

“Sure.”

After writing out my prescription, she asked if she could keep the folder, and of course I agreed.  If her next MS patient mentions LDN, she’ll know all about it.

_______________________________________________________________

Your doctor and the internet… 

How does your doctor feel about patients who do medical research on the internet?   Some doctors think it’s great.  Others are infuriated by it.  If your doctor disapproves of it, tread very softly.  If your doctor says something like “All those people are crazies,” don’t get defensive.  Just shrug and say something like, “Yeah, that’s for sure, there really are some lunatics out there… but I did find some interesting stuff, and I wanted your opinion about it.”    

Avoid using the word “internet.”  Use the words “information” and “research” instead.  If your doctor asks you a question you can’t answer, just say, “I don’t know, but I can find out for you.”  

Addressing your doctor’s objections  

If your doctor objects to LDN, don’t panic.  Ask (in a friendly, curious way) what his objections are.   Here’s what he might say: 

“It’s too experimental.”   Or, “It’s not FDA approved.”  

You can point out that Naltrexone (at the higher 50mg dose) has had FDA approval for a long time, and guide your doctor to the Q&A section that discusses FDA approval.  

“There have been no clinical studies.”  

This is the perfect opportunity to point out the section of the Q&A that discusses this.  Mention that a clinical study LDN for MS was just started in October 2004 in Germany.   In addition, there are several groups in the US and the UK that are planning clinical studies.

“You’re already on [Avonex, BetaSeron, Copaxone, or another drug].   LDN might conflict.” 

Your doctor might be right about this one.   Most of the standard MS drugs (with the probable exception of Copaxone), are immunosuppressant and thus tend to counteract the beneficial effects of LDN.   Depending on your general health, if you ask your neurologist to take you off the standard MS drugs to try LDN, you might be facing an uphill battle.   Don’t give up.  It just means that you have more homework to do.   Tell your doctor you will look into it and find out for sure.  

“The Multiple Sclerosis Society came out against it.”

Tell your doctor that the MSS is operating under the theory that MS is caused by an overactive immune system, but that this theory hasn’t been proven.     

“I just don’t know enough about it.”  

Some doctors are uncomfortable admitting they don’t know something, especially to a patient.   This might be a good time to back off, give your doctor the folder, and ask her to look it over at her convenience.  Suggest this in a way that indicates that you’re not trying to prove your case, but because you value your doctor’s opinion, and you’re willing to wait.  

In Closing

Good luck!  Let me know how it goes for you…  I welcome any advice or suggestions to improve the contents of these folders.  

-- Maureen 
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