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1. Preface 
This document discusses what you need to do both before and after a diagnosis of prostate cancer. Your objective is to arrive at your most effective action plan, avoiding over diagnosis and over treatment. Also this document is intended to help you knowledgeably discuss your options with your doctors. 
I am not a medical professional and cannot give medical advice. The information in this document is based on my experiences and opinions as a prostate cancer patient since 2001 and a prostate cancer support group leader since 2007. Check with your doctors before acting on anything I say. 
I’m a nuclear engineer so I have a good understanding of the biological effects of radiation. 
This document may not be used for any commercial or promotional purpose. 
You may share this document with anyone. 
I would appreciate any comments or observations that you might have; they help make this document more useful to others. 
This is a living document that I often update. If you would like the latest version, to discuss anything, or more information on any issue, do not hesitate to contact me. 
To contact me , send an email tp whda99@gmail.com. Please put the title of this document in the subject. I delete emails if I don’t recognize the sender. 
Note: I am extremely grateful to Diane Hart for the tremendous time and effort she put into her excellent editing of this document. 
Thank you, Diane! 

2. Introduction 
Prostate cancer is two words, not a death sentence. Almost all prostate cancer patients die with this disease, not from it. I was initially diagnosed in 2001. Now more than two decades later, I’m sure I will die of something else. 
Note: For more info about patients surviving prostate cancer, click here. 

3. My Prostate Cancer Experience
A biopsy in December 2001 showed I had prostate cancer. I was 69. Two of four unguided biopsy cores collected by my urologist were positive. Two years earlier a biopsy was negative, it missed my cancer that certainly was there then. The Gleason score was 4+4=8 verified at Johns Hopkins University. My PSA was 6.4 with 17% free. The size of my prostate was 64 cc making my PSA density 0.1. The digital rectal exam (DRE) was negative. CT and bone scans were negative. My urologist said the stage of the prostate cancer was T1c. 
My father had prostate cancer so my diagnosis didn’t surprise me, and my wife had successfully treated two cancers so I wasn’t concerned. 
My urologist didn’t tell me that the Gleason Score of 8 meant my prostate cancer was high risk, which meant there was a significant probability my cancer had spread beyond the prostate, and there was a significant probability I would have a recurrence of prostate cancer. 
My urologist’s designation of stage T1c meant my cancer was confined to the prostate. However, I now know that my cancer had already spread to the pelvic lymph modes. Unfortunately, the scans available then, with a resolution of about 0.4 inches, couldn’t detect that spread. 
Not knowing my cancer was high risk, I thought “Good, I’ll have my prostate removed and get rid of my benign prostate hyperplasia.” Benign prostate hyperplasia (BPH) is benign swelling of the prostate that most men get as they age which makes urination difficult. Instead of surgery, my urologist recommended low-dose-rate brachytherapy (permanent radioactive seeds implanted into my prostate). I got a second opinion from another urologist who recommended surgery. I choose the brachytherapy because I thought the side effects of radiation were less onerous than those of surgery. In retrospect, I believe I made the correct choice. 
I should have taken at least 3 months (for more information about delaying treatment, click here and here) and done a lot more research, but I felt pressured (self-imposed) to act quickly. My urologist did not discourage that. 
I had six months of hormone therapy (Lupron) prior to the implants to suppress my testosterone and shrink my prostate to about 40 cc. In August 2002 a radiation oncologist performed the brachytherapy with my urologist assisting. I went into the hospital in the morning and went home that afternoon with mild discomfort. I had difficulty urinating for a few months after the implants but never needed a catheter. 
I now know that, since my prostate cancer was high risk, I should have had two additional therapies, radiation of the pelvic area and 18 to 24 months of hormone therapy. About 15 years later, the brachytherapy radiation oncologist confirmed this. At the time, however, I only did what my urologist recommended, not realizing his recommendation was deficient. 
My PSA continually rose after the implants and my urologist declared my first recurrence in 2006. The scans available then still could not locate the tumors. My urologist recommended I start hormone therapy. When I told him I wanted a second opinion, he said I’d get as many opinions as doctors I saw. He was correct. I consulted doctors at Stanford University, University of California San Francisco, Memorial Sloan Kettering, and Johns Hopkins University. They all said something different. I now realize the first three doctors recommended their specialty, not what was best for me. The fourth doctor discussed my options with me, recommended what was best for me, and explained why. I still see that fourth doctor annually. 
I adopted a healthy lifestyle in December 2006 (see Appendix 4) and started hormone therapy (Lupron) in early 2007. Then I learned of a medical oncologist in Virginia who treated only prostate cancer (see Appendix 6). I made him the “quarterback” for my prostate cancer team of doctors. He recommended 13 months of triple hormone therapy (Lupron, Casodex, and Avodart) which was beyond standard medical care. The only side effect that I was aware of was loss of libido. My PSA became undetectable. 
My second recurrence was diagnosed in 2009. My “quarterback” recommended a Combidex scan in The Netherlands which was not, and still is not, available in the United States. That scan can identify metastases in lymph nodes as small as two millimeters (versus 10 mm or almost 0.4 inch for a conventional CT or bone scans). The scan identified multiple metastases in my pelvic lymph nodes. I had them treated with Intensity Modulated Radiation Therapy (IMRT) at the University of California San Francisco along with another 13 months of triple hormone therapy. I experienced a loss of libido again and also started having difficulty achieving orgasm due to a loss of penile sensitivity. I was not aware of any other side effects. My PSA became undetectable again. 
My third, and last so far, recurrence was diagnosed in 2016. My “quarterback” recommended that I go to Phoenix, Arizona for a Carbon-11 acetate PET/CT scan (it is no longer available) which could detect tumors anywhere in the body as small as two millimeters. The scan identified metastases in three lymph nodes in my upper abdomen. I was treated in 2017 with Intensity Modulated Proton Therapy (IMPT) in San Diego and another 13 months of triple hormone therapy. I became impotent due to my therapies, old age or both, but was not aware of any other side effects. My PSA has been undetectable since 2017. 
I now check my PSA every 3 months to watch for another recurrence. To reduce the risk of a recurrence, I currently take several medications (see Appendix 3) and continue to maintain a healthy lifestyle (see Appendix 4). 
My Virginia “quarterback” retired in 2017, and I’m now seeing three medical oncologists (see Appendix 5). 

4. Prostate Cancer Basics
The probability that you will have prostate cancer is approximately equal to your age. The average American man lives about 80 years so there is an 80 percent probability that American men will have prostate cancer. However, only about 13 percent of American men are diagnosed with prostate cancer. Thus 67 percent of American men will have prostate cancer, won’t know it, and will die of something else.
Of those men who are diagnosed with prostate cancer, two-thirds have indolent or slow growing cancer that won’t metastasize and therefore is not life threatening. The remaining third have either intermediate- or high-risk cancer that can metastasize and is potentially life threatening. Only about 2.3 percent of all American men die of prostate cancer. It is my personal belief that many of those who die of prostate cancer do not get adequate treatment. 
Note: A 2024 American Medical Association survey of doctors treating advanced prostate cancer found that 66% did not follow the latest recommendations. For more information about this survey, click here. 

5. What You Need to Do 
Prostate cancer is not a single disease, is very complicated, and can be very confusing. There are many treatment options with new drugs and procedures being approved every year. What might be best for you today might be superseded by a new drug or procedure next year or even next month. Moreover, we are all different and what works for me might not work for you. Also, the side effects I experience you might not experience. 
When dealing with this disease, it is essential that you research the most recent information (seer Section 6) to become aware of what your options are, along with their pros and cons, so you can discuss them knowledgeably with your doctors. Your doctors might not be aware of a treatment you discover that is best for you. The following questions will help you arrive ate your best treatment plan.  
5.1. Should you get screened for Prostate Cancer? 
Screening for prostate cancer currently is done by measuring the level of prostate specific antigen (PSA) in your blood, and a digital rectal exam (DRE) of the prostate. 
Knowledge properly used gives you power to make the best decisions. On the other hand, knowledge improperly used can lead to poor decisions. 
If the best option for you was Active Surveillance (AS) and you could accept just monitoring a prostate cancer tumor, then get screened. The benefits of the screening would exceed the detriments. On the other hand, if you could not tolerate knowing there is any cancer in your body and would insist that it be treated regardless of test results and your doctors’ advice, then you might not want to get screened. The detriments of the screening would exceed the benefits about 98% of the time. In either case, discuss the desirability of a PSA test and a DRE with your doctors. 
Note: In 2012 many doctors stopped screening for prostate cancer due to over diagnosis and over treatment. Since then the number of men diagnosed with advanced prostate cancer substantially increased. To learn more about this, click here. 
European men who consistently avoid prostate cancer screening have a disproportionately higher risk of dying from the disease. To learn more about this, click here. 
The latest prostate cancer guidelines minimize the probability of over diagnosis and over treatment. Beware: many doctors don’t follow the latest guidelines. 
Note: Some doctors stop PSA testing after you are 75 years old (e.g. Joe Biden). Insist that you continue to be tested. If a doctor refuses, that’s a red flag! Change doctors! 
If you decide to get a PSA test, get a baseline test when you are 40 years old and begin getting retested annually when you turn 45. Successive tests should be done: 
· At the same lab because different labs have different assay methods and baselines, 
· At the same time of day because PSA can vary during the day, 
· At least 48 hours after anything that could physically perturb the prostate, such as physical exercise (particularly bicycle riding), sexual activity, or a digital rectal exam, because it can cause your PSA to spike, and 
· After fully recovering from an infection such as COVID which can cause your PSA to spike. 
If your PSA level is low (less than 4), and stable, continue to monitor your PSA at least annually. If your level is 4.0 or higher, or if it has risen for three consecutive PSA tests, you might have prostate cancer. 
However, a rise in your PSA can be caused by conditions other than cancer, including infections and benign prostatic hyperplasia (BPH). Also some prostate cancer produces little PSA. As a result, your PSA level is an imperfect indicator of prostate cancer, but it is the best available at this time. 
The DRE is performed by a doctor inserting a gloved, lubricated finger into your rectum and feeling the back wall of your prostate for a bump, hardness, or roughness. This is also an imperfect test since any cancer not near the rear wall of the prostate will not be detected. 
Depending on the results of these tests, you might want a free-PSA test to help you decide if you might have prostate cancer. Normal free-PSA is 25 percent or higher. As the percentage drops, the risk of prostate cancer increases. 
Other biomarker tests are available also to help assess the likelihood of prostate cancer. These tests, such as 4K  PCA3, and Phi, can help make more informed decisions about whether a biopsy is appropriate. This is a rapidly changing area and other biomarkers are being developed. So do your research to ensure that you have the latest information about the best available biomarkers. 
Note: Both the PSA and DRE tests might be superseded by a simple urine test. To learn more, click here. 
Note: For more information about biomarkers, click here. 
5.2. Are you more prone for prostate cancer than others? 
About 20 percent of prostate cancers are inherited (familial) due to mutated genes (e.g., BRCA2) that increase the probability of prostate cancer. A genetic germline DNA test can determine if you have inherited any of those mutated genes. I urge you to get such a test. 
Also, African American men are twice as likely to be diagnosed with prostate cancer and have more aggressive cancer than other groups. 
If you either have a mutated gene that increases your prostate cancer risk or are African American, get your PSA level initially tested at age 35 and start testing annually when you are 40 years old. With either of these increased risks, you might want to be screened more frequently than annually. 
5.3. Should you get additional screening? 
If the PSA is low (<4) and stable, you probably don’t have prostate cancer, continue to monitor your PSA at least annually. If your PSA level is 4.0 or higher, or if it has risen for three consecutive PSA tests, get a multi-parameter MRI (mpMRI) scan. 
Some prostate cancers produce little PSA. If your PSA is low and stable, an mpMRI might ascertain that you don’t have such a prostate cancer. 
The mpMRI scan has a high probability of identifying any intermediate- or high-risk prostate cancer tumors, the kind that typically need to be treated. The mpMRI scan has a low probability of identifying a low-risk prostate cancer tumor, the kind that typically does not need to be treated. If the scan is positive (tumors are detected), a biopsy probably is appropriate. If the scan is negative (doesn’t detect any tumors), a biopsy probably is not appropriate. Discuss this with your doctors. 
Note: The mpMRI scan might be superseded, or augmented, by a new micro-ultrasound scan that can be done in your doctor's office. To learn more, click here. 
5.4. What is your PSA density? 
Your PSA density is calculated by dividing your PSA level in nanograms per deciliter of blood by the size of your prostate in cubic centimeters measured during an ultrasound or mpMRI scan. The PSA density will help distinguish between prostate cancer and benign prostatic hyperplasia (BPH). Both conditions produce PSA, but cancer cells produce the PSA at much higher levels. 
If your PSA density is less than 0.1, you probably do not have prostate cancer. Continue to monitor your PSA at least annually. If your PSA density is above 0.15, you probably do have prostate cancer and a biopsy probably is appropriate. If your PSA density is between 0.1 and 0.15, you need to discuss whether a biopsy is appropriate with your doctors. 
5.5. Who should be on your team of doctors? 
If the mpMRI results are positive, make a medical oncologist, preferably one who specializes in prostate cancer, the "quarterback" of your prostate cancer team of doctors. 
Other members of your team might include a radiation oncologist, a surgical oncologist or a urologist. Team members might come and go as your needs change. I also recommend that you consult a second totally independent medical oncologist for a second opinion of key decisions. He or she should be in a different organization and network because doctors in the same network might be hesitant to contradict one another.
Most patients are initially referred to a urologist. However, urologists are not cancer experts. They treat many urologic diseases and do not have time to read all the exponentially growing information about prostate cancer. I have met with several urologists during my treatments, and all have said something about prostate cancer that I know is outdated (wrong). 
Don’t confuse a good bedside manner with good medical knowledge and skills. 
Most doctors cannot give you complete balanced advice about your prostate cancer. They rely on “standard medical care” and it can take years, sometimes 10 to 20 years, for the latest developments to find their way into standard medical care. Prostate cancer is only one of the many diseases that most doctors treat and they do not have time to stay abreast of the latest developments in prostate cancer. Be sure to get a second opinion before making any significant decisions. 
Take someone with you to each doctor visit if possible. Your companion can take notes and ask questions you didn't think of to make sure you both understand what was discussed. 
I also recommend recording each doctor visit so you can review the recording later. Memories and notes are imperfect. I use my mobile phone set on airplane mode, so a phone call won’t stop the recording. No reputable doctor will object to you recording the visit. If a doctor objects, that’s a red flag! Change doctors! 
Note: See Appendix 1 for a list of "Questions to Ask Your Doctor." 
Note: See Appendix 2 for "A Doctor's Advice for Choosing a Doctor." 
5.6. Should you get a prostate biopsy? 
A prostate biopsy might be strongly indicated or counter-indicated by the results of your previous testing. If your PSA level, PSA density, DRE, scans, and biomarker results taken together point to low-risk prostate cancer, then a biopsy probably is not appropriate. Continue to monitor your PSA at least annually. If the results show a likelihood of intermediate- or high-risk prostate cancer, then a biopsy probably is appropriate. If there is no strong indication either way, discuss the pros and cons of a biopsy with your doctors and then decide what is best for you.
There are two types of prostate biopsies, unguided and guided. In an unguided biopsy, which some doctors use, typically 12 cores are taken systematically from different portions of the prostate. Since less than one percent of the prostate is sampled during such a biopsy, any tumors can be missed. Most doctors now perform a guided biopsy using an mpMRI image fused with an ultrasound image to aim the biopsy needle at potential tumors identified by the mpMRI scan. This procedure has a high probability of sampling existing intermediate- or high-risk tumors. 
The most common biopsy procedure is a transrectal biopsy. An ultrasound probe, with a “biopsy gun,” is inserted into the rectum. The gum “fires” a needle through the rectum wall into the adjacent prostate to obtain prostate tissue samples, called biopsy cores. The cores are sent to a pathology lab for analysis. 
About two percent of men who get a transrectal biopsy develop sepsis, a life-threatening systemic infection. To essentially eliminate the risk of sepsis, some doctors perform a transperineal biopsy in which the needle is inserted through sterilized skin between the anus and the scrotum. It is potentially more painful. Discuss which type of biopsy you should get with your doctors. 
Note: The prostate biopsy might be superseded by a combination of a new urine test (click here) and a new micro-ultrasound scan (click here). 
5.7. How aggressive is your prostate cancer? 
A Gleason Score is a measure of how aggressive your cancer is. A pathologist grades the tissue in each biopsy core on a 1 to 5 scale, with healthy cells graded 1 and the most abnormal cells graded 5. The pathologist identifies the most numerous and second most numerous type of cells in each core. For example, if the most numerous cells in a core are Gleason 4 and the second most numerous are Gleason 3, then the Gleason Score for that core would be 4+3=7. The core with the highest Gleason Score determines how aggressively you need to treat your cancer. 
The Gleason Scores are categorized into five Gleason Grade Groups ranging from 1 to 5 according to their cancer risk as shown below. 
Gleason Grade Groups
Group 1: 3+3 =6 or less	Low risk
Group 2: 3+4=7	Low intermediate risk
Group 3: 4+3=7+	High intermediate risk
Group 4: 4+4=8	High risk
Group 5: 4+5=9 or 10	Very high risk
Be sure to get a second opinion of all of your cores, not just the positive cores, by a highly regarded lab such as a major university hospital. Reading biopsy slides is an art, not a science, and significant errors have occurred. You want to make sure the pathology results are correct because they are critical for determining your treatment options. 
If you have Grade Group 4 or 5, I urge you to see a medical oncologist who treats only prostate cancer and make him or her your “quarterback.” 
The percentage of your cores that are positive for cancer and the percentage length of cancer in each positive core are also important risk indicators. If these percentages are 50 percent or more, your cancer might be high risk. 
Get a genetic somatic DNA test of your positive biopsy cores. Unlike genetic germline DNA testing that looks for inherited gene mutations, somatic testing looks for more recent gene mutations that have occurred in the cancer cells. The results help determine the aggressiveness of your cancer and potentially identify drugs effective for treating cancer due to those mutations. 
Note: AI is starting to be used to help determine the Gleason Score and Grade Group, and eventually might make the process objective. 
Note: To learn more about somatic testing, click here. 
5.8. Do you have cancer outside the prostate? 
You might want to get a full body Positron Emission Tomography/Computerized Tomography (PET/CT) scan to determine if any cancer is outside your prostate. If tumors are found outside your prostate, that is a game changer for your treatment plan. Discuss the pros and cons of this scan with your doctors. The PET/CT scan can detect tumors in both bone and soft tissue as small as two millimeters. As of 2025, the Food and Drug Administration had approved Axumin, Carbon-11 choline, and PSMA PET/CT scans. None of these scans is perfect, so you might want more than one type. This is a rapidly changing area, so do your research to ensure that you have the latest information about the best available scans. 
Interpreting scans is an art, not a science. Have the scan done at a center of excellence, such as a major university hospital, and get a 2nd opinion by a highly qualified independent radiologist. 
Note: AI is starting to be used to help interpret scans and eventually might make the process objective. 
5.9. Where is your cancer? 
The stage of your prostate cancer indicates where it is in your body – confined to the prostate, spread to the lymph nodes, or spread to other locations such as your bones. The stage also indicates how aggressive your cancer is. 
The TNM system, which is normally used, is based on five pieces of information.
· T The size and location of your primary Tumor in your prostate. 
· N Whether your cancer has spread to lymph Nodes. 
· M Whether your cancer has Metastasized to other areas. 
· Your PSA Level at diagnosis. 
· Your Gleason Grade Group at diagnosis. 
Note: To learn more about the TNM system, click here. 
Note: The TNM system might be superseded by the latest scans. 
5.10. What treatment(s) are best for you? 
To decide what treatment is best for you, do your own research to identify all possible treatment options, and their pros and cons, so you can knowledgeably discuss them with your doctors. In my experience, doctors will typically recommend what they have been trained to do, what they are comfortable doing, and often down play treatments they don’t do. Surgeons will recommend surgery and radiation oncologists will recommend the type of radiation they do. New drugs and procedures for treating prostate cancer are being developed and approved every year. The best option for you might be one you discover but your doctors are unaware of it. The more you know about what is available, and their pros and cons, the better your chance of choosing wisely. 
Most prostate cancers are low-risk. If that is the case for you, active surveillance might be your best choice as it is the only option that has no adverse physical impact on your quality of life. If your cancer is intermediate- or high-risk, many options are available and only you can decide what is best for you. 
Many doctors will say their treatment is a “cure.” They are saying that to sell their treatment. Any treatment is only capable of creating an indefinitely long remission. 
Before making any treatment decisions, get a 2nd opinion from a medical oncologist outside your treatment team, one in a different organization and network. 
Chose an “artist” to perform any treatment you decide to have, someone who has an outstanding track record and is highly respected by his or her peers. Google best doctor for your disease or treatment. An artist will have a data base of the results of previous patients that you can compare to national averages and other doctors track records, and he or she will be proud to share them with you. If a doctor can’t or won’t share such information, that’s a red flag! Find another doctor! Typically there are no second chances. You don’t want to be on someone’s learning curve! 
Be aware that a “Gold Standard” treatment for prostate cancer does not exist. A true “gold standard” treatment is established by data that definitively prove its superiority over other treatments. No such data currently exists for prostate cancer treatments. I would be leery of any doctor who uses the term “gold standard” to talk you into accepting the treatment that he or she is selling. 
5.11. What to do if your cancer recurs? 
After any treatment it is essential that you monitor your PSA level for a recurrence at least every six months, I monitor mine every three months. If your PSA is less than 1.0, use the ultrasensitive PSA test. 
Regardless of your treatment and its results, there is about a 35 percent probability that your cancer will recur. Most recurrences happen within a year or two but some can occur 20 or more years later with a doubling time as short as two weeks. 
If your PSA has three successive increases, get the latest scans, such as a PSMA PET/CT scan, to locate where the tumors are. Discuss the results with your team of doctors and get a second opinion before making any treatment decisions.
You can decrease your chances of prostate cancer recurring, or reduce the rate of its progression, by adopting a healthy lifestyle (see Appendix 4). 

6. Where to Learn More 
6.1 Prostate Cancer Support Groups 
A prostate cancer support group is an excellent source of information. I currently participate actively in three groups including an advanced prostate cancer support group that I founded in 2008. Support group members share their experiences, discuss the pros and cons of treatments, and provide emotional support for each other. A good support group can guide you to the best doctors. I wish I had joined a group when I was initially diagnosed. If I had, I probably would have gotten those additional therapies I mentioned and avoided my recurrences. 
6.2 Patient Conferences 
· The California Prostate Cancer Coalition and the University of California San Francisco co-host an annual Patient Conference on Prostate Cancer with leading experts discussing all aspects of prostate cancer. Click here. 
· The Prostate Cancer Research Institute hosts an annual Patients and Caregivers Conference with leading experts discussing all aspects of prostate cancer. Click here. 
6.3 Additional Resources 
There is a lot of good information in print and on the Internet about prostate cancer, but also a lot of incorrect information. Double check all information you find. Listed below are the sources I have found useful in my years as a prostate cancer patient and support group leader. 
Organizations 
· ZERO Prostate Cancer (zerocancer.org) provides resources for prostate cancer patients and sponsors local, online and hybrid prostate cancer support groups. To find a support group, click here. 
· National Alliance of State Prostate Cancer Coalitions (naspcc.org ) is a nation-wide organization comprised of state prostate cancer coalitions. NASPCC publishes the quarterly Prostatepedia Magazine which features informal conversations with doctors, patients, and activists about prostate cancer. For more info, click here. 
· The Prostate Cancer Foundation (pcf.org) funds promising research and provides extensive resources for cancer patients, their families, and caregivers. 
· The Prostate Cancer Research Institute (pcri.org) helps prostate cancer patients research their treatment options. The website contains many excellent videos on every aspect of prostate cancer featuring Dr. Mark Scholz, a medical oncologist who treats only prostate cancer. 
· The Cancer Financial Assistance Coalition (cancerfac.org) is a group of organizations that help cancer patients manage their financial challenges as well as such issues as housing, medical supplies, and home care. 
If your insurance won’t cover a treatment, or you don’t have insurance, ask the doctor for a reduced fee. 
You can also ask drug companies for reduced fees. 
Angel Flights provides free medical transportation to those in need. See Angel Flights East (click here) and Angel Flights West (click here).
· Hospital and medical center libraries are another good source of information about prostate cancer. Librarians love helping people find information. 
Books 
· The Key to Prostate Cancer by Dr. Mark Scholz is the best comprehensive book about prostate cancer that I have read. The book provides excellent information about the treatment options for the different Gleason Grade Groups. 
· Guide to Surviving Prostate Cancer by Dr. Patrick Walsh, former Chief of Urology at Johns Hopkins University, tells you everything about the prostate and prostate cancer in great detail. 
· Saving Your Sex Life by Dr. John P. Mulhall tells you what you need to do before, during, and after treatment to save your sex life. 
· How Doctors Think by Dr. Jerome Groopman explains why doctors make mistakes and what you can do to avoid them. 

7. Lessons Learned 
Now that I am in my nineties, having survived the initial occurrence and three recurrences of prostate cancer, I have learned several lessons about dealing with the disease and the U.S, medical system. 
7.1. Currently no treatment is a cure for prostate cancer. All treatments are at most a means to achieve an extended remission and add more years of life. When doctors mention a cure, they are really talking about an indefinitely long remission. Prostate cancer can recur after any treatment, and you must continue to monitor your PSA. I monitor my PSA every three months. My personal opinion is that eventually prostate cancer will become a chronic disease that will be controlled by medications. 
7.2. As with all cancers, the sooner you detect and treat prostate cancer the better your chances of success. 
7.3. Take your time to choose your doctors and treatments. Studies by the Cleveland Clinic and Harvard Medical School show that treatment delays of three months for high-risk cancer and up to a year for intermediate-risk cancer had insignificant effect on the long term results. 
Note: To learn more about the studies, click here and here. 
7.4. Get a second opinion for any major decision. If I had not received multiple second opinions after my first recurrence, I would have received standard medical care instead of cutting edge treatment and probably would have died many years ago. 
7.5. Get copies of all records related to your prostate cancer and keep a meticulous file. This includes records of all lab tests, biopsies, scans, and recommendations and assessments by doctors. You are entitled to them by federal law. You need them when you go to a different doctor for treatment or for a second opinion. 
7.6. Nearly all doctors, especially those in large institutions with deep financial pockets, follow standard medical care because it protects them from malpractice law suits. Clinical trials approved by the Food and Drug Administration (FDA) also protect them from malpractice lawsuits. 
Standard medical care is typically established by medical organizations. For example, the American Urological Association issues guidelines for urologists. Standard medical care is typically based on treatments proved effective by clinical trials and approved by the FDA. 
7.7. Sometimes standard medical care will not be adequate for you, and a treatment that is not part of standard medical care will be your best option. 
A few doctors will order such treatments, often off-label meaning the treatment has not been approved for your disease by the FDA. These doctors are often ones that specialize in your disease. Doctors generally may prescribe a treatment for an unapproved use when they judge that it is medically appropriate for their patient. 
7.8. All professions, whether plumbers, car mechanics, teachers, or medical doctors, have people whose talent is average, above average or below average. You want doctors whose talent is above average. 
The people who are outstanding at what they do are few and far between. I call such a person an artist. A support group for your disease can help you find a good doctor. 
The graph below shows the number of doctors (the vertical Y-axis) versus their talent (the horizontal x-axis). 
[image: ]
7.9. Doctors, including artists, are not infallible. No one is perfect, we all mark mistakes. Don’t confuse a good bedside manner with good medical skills. Read “How Doctors Think” by Dr. Jerome Groopman, he discusses why doctors make mistakes and how to avoid them.
7.10. Most doctors cannot give you complete balanced advice about your disease. 
Get at least two second opinions from doctors that are totally independent of each other and your team of doctors, not associated with the same organization or network, so one doctor will be less hesitant about contradicting another one. You might get as many opinions as doctors you see. However, you will eventually discern a common thread in what they say. 
If I hadn’t gotten multiple second opinions for my prostate cancer, I would have received standard medical care treatments instead of cutting-edge treatments, and I probably would have died many years ago. 
7.11. For each doctor visit, share a typewritten list with the doctor of your recent status and experience plus questions about any changes in treatment or behavior you should make. 
7.12. Doctors are selling their services, you are the customer buying those services. If you are not eminently satisfied with those services, find another doctor. 
7.13. If you have Grade Group 4 or 5 prostate cancer, you want to be able to see anyone anywhere anytime. If my insurance had not allowed me to do that, I probably would have died many years ago. 
7.14. Have a pharmacist review a list of your medications, both prescription and nom-prescription, for adverse interactions. A pharmacist is a medications expert; a medical doctor is not.
7.15. The U.S. medical system is controlled by insurance companies, pharmaceutical companies, hospitals, and health care networks. They tell doctors what they can and can’t do. Their primary focus is on their bottom line, not your welfare. You may have to fight hard for the treatment that is best for you. 
7.16. Remember, you and your doctors form a team to work collaboratively on your medical problem, but you are ultimately responsible for any decisions. Be sure you are adequately informed so that you make the best decisions.

8. How You Can Help Me 
I update this document often. I would greatly appreciate your comments or observations as they will help make this document more useful to everyone. See the Preamble about how to contact me.

Appendix 1: Questions to Ask Your Doctors 
1. Do you follow prostate cancer treatment guidelines such as those issued by the National Comprehensive Cancer Network (click here) or the American Urological Association (click here)? (These guidelines are standard medical care, and might not be adequate for some prostate cancers that need more aggressive treatment. If you do need more aggressive treatment, you want a doctor who will deviate as necessary from those guidelines.) 
2. What are the potential side effects associated with each treatment option (e.g., erectile dysfunction, urinary incontinence, and fecal incontinence)? How likely are they to occur based on your experience? Are they temporary or permanent? What can be done to mitigate or prevent them? How do you define them? (Doctors often cite lower probabilities for side effects than their patients would.) 
3. What is the probability of my cancer recurring based on your experience with previous patients? How do you define recurrence? (Doctors often cite lower probabilities for a recurrence than their patients would.) 
4. What are the costs of a proposed treatment? Will my insurance cover all or only portions of those costs? If my insurance won’t cover a treatment, or I don’t have insurance, can you reduce your fee. (Also contact The Cancer Financial Assistance Coalition, click here, for help.) 
5. Is the treatment you recommend a “cure,” a way to prolong my life, or a palliative treatment to ease my pain and improve my quality of life? 
6. Is there a clinical trial that might be appropriate for me to join? If so, how do I make that happen? 
7. Will I be able to perform normal activities such as work during my treatment? If not, how long will recovery take? 
Appendix 2: A Doctor's Advice on Choosing A Doctor 
Dr. Patrick Walsh, retired director of the Brady Urological Institute at Johns Hopkins University, provides the following advice on choosing a doctor for prostate cancer surgery. (Note: Adapt Dr. Walsh’s advice for any other treatment such as radiation or focal therapy.) 
Your doctor may be nice and personable, a practitioner whose empathy for your condition appeals to you, which is great. But what do you know about him? He's got a terrific bedside manner, but is he a board-certified urologist? What training has he had? Does he know and use the nerve-sparing cancer surgery techniques – the anatomical approach to radical prostatectomy? How many of these cancer surgeries does he perform annually? What success has he had in preserving potency and continence? If he can't or won't give you his rate of success as compared to reports from other surgeons, or to results published in medical journals, this may be a red flag, and perhaps you should look elsewhere for your cancer surgeon. 
You should be able to get a good idea of his success rate in numbers or percentages. In addition, if he hasn't done very many of these cancer operations – ideally, hundreds – you might want to find a more experienced surgeon. Look at it this way: Do you want to be one of the patients he's learning on? Do you want to be part of someone's learning curve? 
Remember: You don't want a surgeon who is "pretty good" at removing the prostate. There are no second chances here: This is a one-shot operation. You are looking for the one surgeon who will perform the one radical prostatectomy you will ever receive in your life, the one operation that will cure your cancer. 
You want a surgeon who is going to make sure that no cancer is left behind, and who knows how to minimize trauma to your body during surgery, so you don't wind up with incontinence, erectile dysfunction, or both.
Finding the right surgeon may mean that you must travel to a major medical center in another city. This may mean that you'll be away from home for four days. But after that, even though you may need to wear a catheter for a week or two, the recovery from the operation is usually speedy, and follow-up communication can be carried out over the telephone. 

Appendix 3: My Recurrence Inhibiting Medications 
I take the following drugs and supplements to inhibit a recurrence of my prostate cancer. 
Aspirin	81 mg	1/d 
Avodart (Dutasteride)	0.5 mg	1/d 
Crestor (Rosuvastatin)	20 mg	1/d 
Curcumin extract	1200 mg	4/d 
Metformin	500 mg	1/d 
Omega-3	1000 mg	1/d 
Resveratrol extract	1000 mg	4/f 
Vitamin B12	1000 mg	2/wk 
Vitamin D3	5000 IU	2/wk 

Appendix 4: My Healthy Lifestyle 
Exercise: I normally go to the gym for 2¼ hours 3 days a week. I spend 45 minutes on aerobic machines, 45 minutes on weight machines and free weights, and 45 minutes stretching and doing floor exercises. Other days I walk for an hour in the park/open space adjacent to my retirement community. 
Diet: I am a pesca-vegan, I eat plant-based foods plus seafood, white meat chicken, white meat turkey, and egg whites. I avoid red meat, dairy products, saturated and trans fats, white starches such as white potatoes. white bread, and white rice, and highly processed foods. 
Stress Reduction: I meditate every day as I exercise and once a week for 40 minutes with other residents of my retirement community. 
Attitude: A positive attitude is also crucial to maintaining a healthy lifestyle. Positive thoughts produce “happy” hormones such as dopamine and serotonin that enhance your health. Negative thoughts produce stress hormones such as adrenaline and cortisol that can be harmful to your health. What we believe affects what individual cells in our body do. If we believe something will help us, the probability that it will do so significantly increases—the placebo effect. If we believe something won’t help us, the probability it will help significantly decreases—the nocebo effect. 
Note: The Prostate Cancer Foundation (click here) has excellent information about a healthy life style.
Appendix 5: My Medical Oncologists 
I currently see each of the following three medical oncologists annually. 
Dr. Mark Scholz 
Prostate Oncology Specialists 
4560 Admiralty Way, Suite 111 
Marina del Rey, CA 90292 
310-827-7707 
Dr. Scholz only treats prostate cancer and is my “quarterback.” 
Dr. Charles Drake 
Columbia University Medical Center 
161 Fort Washington Ave, Floor: 9 
New York, NY 10032 
212-305-5874 
Dr. Drake provided the fourth and best second opinion for my 2006 recurrence and is my second opinion “quarterback.” 
Dr. Shane Dormady 
El Camino Hospital 
2505 Hospital Drive 
Mountain View, CA 94040 
650-988-8338 
Dr. Dormady is my local oncologist and sees many members of my support groups. 

Appendix 6: My Original “Quarterback” 
I learned about Dr. Charles E. Myers on the Zero Cancer website. 
Dr. Myers had been Director of the Cancer Center at the University of Virginia when he was diagnosed with high-risk metastatic prostate cancer. He knew if he followed standard medical care he would be dead in five years. 
Dr. Myers consulted leading prostate cancer experts and decided on a cutting edge treatment plan. He got his cancer into remission, left the university, and set up his own clinic to provide other prostate cancer patients cutting edge treatments. 
Dr. Myers retired in 2017. 
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