Being a Powerful Patient
Rule #1:
Your doctor may be in charge of your medical care, but YOU are in charge of your health!!!
Believing and living this rule will truly put you in charge of your health.  Knowing that you are ultimately responsible for your overall health management will empower you to seek out effective therapies.  Reminding yourself that you are in control will give you a positive outlook and you will be unlikely to give up or get complacent.
You are your own best advocate!
Rule #2:
Psoriasis is a specialty.  Find a doctor who really desires to treat Psoriasis patients.
· Dermatologists are trained in the science and art of caring for the skin

· Some dermatologists place greater emphasis on treating psoriasis patients

· Psoriasis is challenging to treat

· Education of the doctor and the patient is critical to the successful treatment of psoriasis

Doctor-Patient Relationship

· Finding the right doctor is critical to positive treatment results

· Should take into consideration the patient’s quality of life and preferences

· Shares, explains and discusses options

· Listens to patient concerns and is honest

· Communication is a two-way street

· Should feel confident with the doctor’s abilities

· Shouldn’t feel frustrated or embarrassed

· Important to encourage you to be an active partner in your treatment decisions

Knowledge and Realistic Expectations

· Education is the first step

· Chronic nature of psoriasis can strain the doctor/patient relationship

· Treating psoriasis can be equally frustrating for doctors

· Have to weigh multiple options when making treatment decisions including:

· Location of psoriasis

· Impact on quality of life

· Age and gender

· Medical history

· Psoriasis severity

· Type of psoriasis

Making Treatment Decisions

· To decide if the treatment is right for you, ask the following questions:

· How long has the treatment been used for psoriasis?

· What are the potential benefits/risk of the treatment?

· How quickly will the treatment work?

· What are the most common side effects?

· Will I take this drug continuously?

· Can this treatment be combined with another to make it more effective or decrease unwanted side effects?

· What will the treatment cost?

· Can I take it if I am trying to get pregnant?

· How is the treatment given (administered)?

Staying with the Treatment

· Follow through with the plan

· Compliance is key

· Half of all patients do not adhere to the treatment plan prescribed by their doctor

· Using treatments according to schedule can make a significant difference in results and side effects

· Keep a journal to monitor your progress and be sure to note any significant improvements

Rule #3:
Be as thoroughly knowledgeable as you can with regard to your various medial issues and treatment.  
“Be curious always! For knowledge will not acquire you: you must acquire it,” Sudie Back
You must learn all that you can about your disease in order to be effective in treating it.  Do not rely on your doctor as the only source of information.  Medical appointments can last as little as 15-20 minutes and there is little time for patient education.  You should always go into a medical appointment with an agenda for the doctor.  
There are numerous sources of information available for Psoriasis and Psoriatic Arthritis patients.  Some suggestions are listed as follows:
1.  Join a local community based support group and share experiences with other who are experiencing similar challenges.  See the National Psoriasis Foundation’s Web site at www.psoriasis.org for a listing of current Psoriasis support groups.
2.  Numerous Internet Web sites provide info on Psoriasis, Psoriatic Arthritis and Medications:

Primary Internet Resource for Psoriasis and Psoriatic Arthritis:

National Psoriasis Foundation:  www.psoriasis.org

Other Internet Resources for General Psoriasis and Psoriatic Arthritis Info:
Arthritis Foundation: www.arthritis.org
National Institute of Arthritis and
Musculoskeletal Skin Diseases
Division of National Institute of Health:  http://www.niams.nih.gov
WebMD:  www.webmd.com
HealthTalk:  www.healthtalk.com
Psoriasis Support:  www.psoriasissupport.com
Beyond Psoriasis:  www.beyondpsoriasis.com
American Autoimmune Related Disease Assn: www.aarda.org
World Psoriasis Day Website:  
                           http://www.worldpsoriasisday.com/global/index.html
American Skin Association:  www.skinassn.org
Dermatology Nurses Association:  www.dnanurse.org
MEDLINEplus Psoriasis Information:  www.medlineplus.gov
Psoriasis Health Center:  www.allaboutpsoriasis.com
American Academy of Dermatology:  www.aad.org
PsoriasisNet:  www.skincarephysicians.com/psoriasisnet
Psoriasis Guide:  www.psoriasisguide.com
Your Healing Diet (Deirdre Earls): www.yourhealingdiet.com

Internet Resources for Medication Information:

Info on insurance and patient assistance programs:  www.needymeds.com
Info on insurance, patient assistance programs
and medications:        www.helpingpatients.org
Savings on prescription drugs and other drug info at 
WellPartnerPLUS:  www.wellpartner.com
AMGEN - Enliven Services (Enbrel®):  www.enbrel.com
Genentech (Raptiva®):  www.raptiva.com
Biogen (Amevive®):  www.amevive.com
Centocor (Remicade®):  www.remicade.com
Abbott Laboratories (Humira®):  www.humira.com
Connetics (Soriatane® and OLUX®):  www.connetics.com
Publication Resources for Psoriasis and Psoriatic Arthritis:

1. National Psoriasis Foundation – Currently lists seventeen (17) educational booklets available on various Psoriasis and Psoriatic Arthritis related topics:  www.psoriasis.org
2. Arthritis Foundation:  www.arthritis.org
3. National Institute of Health: www.niams.nih.gov
4. Independent Publications
Note:  A recent search on Barnes and Noble’s Web site found 89 publications available related to the topic of Psoriasis and Psoriatic Arthritis!  Below are the top ten publications that were listed.  This is not to imply that these books are recommended, but rather just to note that there is a wealth of information in print on Psoriasis and Psoriatic Arthritis.
a. Healing Psoriasis:  The Natural Alternative, John O. Pagano

b. Psoriasis Cure:  A Drug-Free Guide to Stopping and Reversing the Symptoms of Psoriasis, Lisa LeVan

c. Psoriasis, Howard I Mailbach and Henry H. Roenigk

d. 100 Questions and Answers about Psoriasis, Kendra Gail Bergstrom

e. Coping with Psoriasis:  A Patient’s Guide to Treatment, David L. Cram, Forward by Gail M. Zimmerman

f. Guttate Psoriasis:  A Medical Dictionary, Bibliography, and Annotated Research Guide to Internet References, ICON Health Publications

g. Handbook of Psoriasis, Charles Camisa

h. Pocket Guide to Psoriasis, Thomas F. Poynter, Jonathan Barker

i. Textbook of Psoriasis, Peter C. Van De Kerkhof

j. Therapy of Moderate to Severe Psoriasis, Gerald Weinstein, Alice B. Gottlieb
Rule #4:
Do a checklist before every medical appointment
Never go into a medical appointment unprepared!  You should make a checklist prior to every appointment, including routine follow-up appointments.  You may only have 10-15 minutes with your doctor at a medical appointment so it is important to make the most of that time.  It is easy to forget something important if you don’t go in with an agenda and checklist.  
The following is a sample checklist of things to write down in preparation for a medical appointment:
a. Since your last appointment, list the symptoms of disease experienced.
I. Note how psoriasis lesions have changed (% of skin) since the last appointment.
II. Note current joint swelling and experiences with swelling and mobility since last appointment.
b. Since the last appointment, note what medication side effects have been experienced.
I. List the symptoms of these side effects.
c. List other things that have been experienced such as infections, fatigue, pain, weight changes, etc.

d. Advise the doctor of other medical professionals and alternative treatments who have been consulted since the last appointment.

e. Note all prescriptions and supplements you are currently taking, including dosages and any prescriptions that need refilled.
f. Discuss possible adjustments to current therapies and medications

g. Discuss new medications or therapies being considered that you have researched.

h. Ask the doctor to document in your medical files any particular item that may need documented for future reference.
i. Get copies of any documentation you need for your personal records like the doctor’s appointment notes or test results.

j. Take notes during your doctor appointment

k. Ask a friend or partner to go with you to help remember the details
l. Finally, remember to schedule your next appointment!

Rule #5:  
Practice every applicable therapy within your power
(in addition to medical/pharmacological intervention.)
The Mind-Body Approach

Good health depends as much on positive thinking as it does on anything else.  If you think you are sick you will be sick!  

“Life’s battles don’t always go


To the stronger or faster man -

For sooner or later, the fellow who wins,




Is the fellow who thinks he can!

-Dr. John O. A. Pagano, from “Healing Psoriasis–The Natural Alternative”
Negative emotions like anger put the body in a classic fight-or-flight situation and stress the immune system.  People with challenged immune systems cannot afford the additional stress.  Their disease will only get worse.  Let these emotions go!  Learn to truly forgive and forget.
Do not see yourself through your disease.  Don’t let Psoriasis or Psoriatic Arthritis become part of your being.  Don’t let it define you.  If you must refer to it, always say, “Psoriasis” not “my Psoriasis.”
Visualize yourself the way you want to be and not the way you are.  Visualize your skin as clear and smooth.  Use mental imaging to release yourself from the bondage of your disease.

Diet and Nutrition
The role that diet and nutrition plays in the disease process continues to becoming better understood and more emphasized.  The specific role diet and nutrition plays in such diseases like heart disease, cancer and diabetes is always in the news.  
While eating a healthy diet is something that everyone should do, it is critical that someone with an immune mediated disease pay attention to their diet.  A challenged immune system needs all the help it can get.  Not providing it with proper nutrition can only serve to make it weaker.  

It’s true that there is not a lot of research data with regard to the effect of diet and nutrition on Psoriasis and Psoriatic Arthritis.  However, some people have had good experience in helping to manage their Psoriasis and/or Psoriatic Arthritis through dietary and nutritional modification. It is a 

known fact that certain substances can be triggers for Psoriasis and Psoriatic Arthritis.  Tobacco use, alcohol consumption and certain prescription medications (i.e., Lithium, Inderal, Antimalarials, Indomethacin, and Quinidine) are known to trigger Psoriasis.  Strep infections, weather changes and allergies are suspected as triggers also.  With that in mind it is certainly possible that an improper diet or specific foods could be triggers for certain individuals.  
While there are no specific dietary guidelines for Psoriasis that is widely accepted, a popular approach is that of eating whole foods (as opposed to processed) with an emphasis on whole grains, fruits, vegetables and fish.  There is also current data to suggest that some foods may provoke inflammation in the body.  
There are a number of good books on such diets on the market.  A couple of examples are:

a. Healing Psoriasis:  The Natural Alternative, John O. Pagano

b. Anti-Inflammation Zone:  Reversing the Silent Epidemic that’s Destroying Our Health, Barry Sears

c. The Inflammation Cure:  How to Combat the Hidden Factor Behind Heart Disease, Arthritis, Asthma, Diabetes, Alzheimer’s Disease, Osteoporosis and Other Diseases of Aging, William Joel Meggs and Carol Svec

d. Also reference:  Your Healing Diet - Deirdre Earls, R.D., L. D.:  www.yourhealingdiet.com

Exercise

The following is an excerpt from an article on Psoriatic Arthritis treatment posted to the National Psoriasis Foundation’s Web site (www.psoriasis.org) in April of 2004.  “Exercise is essential to preserve strength and maintain range of motion. Isometric exercise is often prescribed because it appears to be less damaging to inflamed joints. A range of motion program should be coupled with a stretching program. Pain lasting for two hours after exercise is a sign of overdoing it or of choosing the wrong exercise. Stretching exercises are part of the treatment and are especially useful for spinal arthritis.”
Regular, moderate exercise offers a whole host of benefits to people with immune mediated diseases like Psoriasis and Psoriatic Arthritis. Mainly, exercise reduces joint pain and stiffness, builds strong muscle around the joints, and increases flexibility and endurance. But it also helps promote overall health and fitness by giving you more energy, helping you sleep better, controlling your weight, decreasing depression, and giving you more self-esteem. Furthermore, exercise can help stave off other health problems such as osteoporosis and heart disease. 

Always consult your doctor prior to engaging in any exercise treatment program.
Rule #6:  Keep a Medical History Diary

People with long-term immune mediated diseases can only track their progress and the effectiveness of various therapies if they have records to refer back to.  After years of treatment things begin to blur as to when you tried a particular medication or experienced a type of side effect.  The only way you can know for sure, what happened and when, is to have your history recorded somewhere where the data can be retrieved quickly.
Rule #7:  Keep Copies of your Medical Records

Keeping copies of your medical records (doctor’s notes, lab reports, x-ray reports, prescription records, etc.) is very important.  People often change doctors due to moving, insurance changes, dissatisfaction with the treatment received, etc.  Keeping copies of your medical records as you go through treatment will make it much easier if you ever need them in the future.  People often need medical records to file for short-term disability with an employer.  You will definitely need them if you ever file for long-term disability or Social Security Disability.  Having the records at your fingertips will make such a process less frustrating and give you control over the flow of information to third parties.
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