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Someone to talk to...
            who understands!



Are you or someone you love facing a recurrence of prostate  
cancer, a rising PSA, or cancer that is no longer responding to 
treatment?  Maybe the cancer has advanced, or even spread. 
Whether you are the patient, a spouse, a companion or a family 
member, you may be experiencing some or all of the following 
thoughts and concerns:

� Decisions about getting second opinions, seeing a new specialist,  
or trying different treatment options are weighing heavily upon you. 

� Thoughts about an uncertain future are clouding everyday thoughts 
and feelings. 

� Fears about pain associated with the cancer are surfacing.

� Discussions with loved ones, or perhaps the lack of discussion,  
are upsetting you.

If these thoughts and concerns sound familiar, then this booklet 
may serve as a valuable guide.  

Us TOO International has over 16 years of experience serving 
men with prostate cancer and their loved ones. We have gained 
unique insight into how patients with prostate cancer effectively 
manage their disease while maintaining a higher quality of life 
than they had thought possible. These insights, experiences and 
important medical information are available here to you.

While The Prostate Cancer Playbook speaks to the patient, it  
is a valuable resource for the entire family and will educate and 
empower you and your loved ones to:

� Become more effective and con�dent in your decision making

� Better cope with the continuing impact of cancer on your lives

� Provide strength to one another

� Discover new meaning in life as you deal with this disease
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�I was devastated that I had 
metastatic prostate cancer 
until my wife made me realize 
that we had to stop being 
passive and take charge.  
We read everything, talked to 
everyone and explored the  
Internet. That led us to 
change doctors, to start 
having hope, and to act more 
rationally.� 

- Tom
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Us TOO International is a 
grassroots organization that 
was started by prostate cancer 
survivors in order to communicate 
timely and reliable information to 
men with prostate cancer, their 
spouses/partners and families, 
enabling them to make informed 
choices regarding the detection 
and treatment of prostate cancer.

	 � Selecting Your Team

 � Getting Started

	 � Assembling Your Medical Team
 �   Developing a Game Plan
 �   Knowing the Score
 �   Examining Your Strategies
 �   Making the Best Choices
 �   Investigating Cutting-Edge Therapies

 
	 � Staying Positive Emotionally 
 � Joining an Us TOO Chapter Support Group

 
 � Getting Additional Help

	 � Maximizing Your Overall Health
 � Keeping Your Bones Healthy

	 � Vital Statistics Tracking
 � Urologist Appointment
  � Radiation Oncologist Appointment
 � Medical Oncologist Appointment 
 � Tracking Tools 

 
	 � You Still Have Options



In team sports, the home team has a signi�cant advantage over 

the visiting team because of the enthusiastic fans that �ll the 

home stadium and passionately root for the team, energizing 

them to get the competitive juices �owing, go the extra yard, 

and score winning points.

In prostate cancer, you also have a home team advantage � the 

encouragement and assistance of supportive family and friends!

While your physicians may change over time, your family �and 

friends will remain a constant in your life, making their support 

and involvement critically important.

With this powerful advantage available to you, have you asked 

your loved ones:

� To join your home team (e.g., a wife, partner, adult child,  

family member, best friend or several of these individuals)?  

� To take a more active role in understanding your disease?

� To partner with you to better manage your disease for the 

best possible outcome? 

Every team needs a leader. 
Since this is your life, you are  
in charge. When selecting  
your teams, pick the most 
knowledgeable, capable and  
supportive individuals in order 
to create teams uniquely suited 
to treat and care for you.  
Get started today � this cannot 
wait. �Remember, you do not 
need �to go through this alone. 



 

Doris and I had been married nearly 40 years when I was diag-

nosed with prostate cancer in 2000.  I had been participating in 

a study on aging at John Hopkins for 15 years when researchers 

detected something disconcerting � prostate cancer. 

Together, we learned of recom- 

mended treatment options. Being 

more computer savvy, Doris did a 

lot of the research and brought that 

knowledge to every appointment 

with me. In the midst of making  

a decision, a colleague of mine 

suggested I meet with an excep-

tional surgeon at Walter Reed 

Army Medical Center. He spent 

four hours with us discussing the treatment options,  

introducing the staff, and welcoming me like a brother. Once 

again, Doris and I made �a decision together.

When we told our two children about my diagnosis, we tried to  

be very upfront about the cancer and treatment options. As I 

prepared myself for surgery, our family home team came together 

effortlessly, each providing support in a different way.  Looking 

back, I was blessed to be surrounded by the love of my family. 

� Kenneth

�	 African American men  
have the highest rate of 
prostate cancer in the world. 
In fact, the incidence rate for 
African American men  
is 60% higher than in  
white males.

�	 The mortality (death) rate 
for African Americans with 
prostate cancer is double  
that of white males. 

�	 Prostate cancer is the fourth 
leading cause of death 
among African American men 
over the age of 45. 

Us TOO strongly recommends 
that all African American men 
see their doctor for a digital 
rectal exam (DRE) and prostate-
speci�c antigen (PSA) blood test 
annually beginning at the age  
of 40, and carefully track their 
PSA test score each year.
 
If you know someone who could 
be affected, share this impor-
tant information with him.



 

� Speak with other prostate cancer patients

� Ask your librarian for books and articles

� Join an Us TOO Chapter Support Group, or local cancer sup-
port group

� Consult online resources

� Read Us TOO�s publication What Now? for more in-depth infor-
mation. Request a copy by calling 1-800-808-7866, or down-
load at http://www.ustoo.org/PDFs/160295_PSA_Brochure.pdf

 
 

� Learn about recurrent or advanced disease, new treatment  
options, pain medications, clinical study possibilities, health 
and �tness regimens, stress management techniques and more 

  

� Attend medical appointments with a member of your home 
team

� Ask questions (physician questions are provided in the Work-
sheets section) and have your team member write down the 
answers

� Bring a tape recorder to record your discussion with your 
physician, ensuring that all details are captured and providing 
the option to replay the discussion at a later date or time

� Talk with your doctor(s) about concerns you may have

� Become a self-advocate. Speak up and request information 
on the most appropriate treatment options available

�Finding information on the 
Internet is like drinking from  
a �re hose.�  
� Don Lynam, Vice Chair of the 
Us TOO Board of Directors

Below are a few recommended 
sites to help you get started:
�	Us TOO International  

(www.ustoo.org)
�	Prostate Cancer  

Research Institute  
(www.prostate-cancer.org)

�	Prostate Forum with Dr. 
Charles �Snuffy� Myers 
(www.prostateforum.com)



� Review your �ndings with your home team and share your 
thoughts and concerns

� Determine the best course of treatment after careful consul-
tation with your medical team and open discussion with your 
home team

  

� Acknowledge and speak openly with the members of your 
home team during this process, recognizing the contribu-
tions, support and love they provide (e.g., a thoughtful card, 
a bouquet of �owers, tickets to a game, dinner at a favorite 
restaurant, or maybe a hug)

� Work together with your home team to share disease and 
treatment news with family and friends

� Communicate your feelings with one another. Your fears and 
hopes are equally important to assess as the clinical informa-
tion (see Conversation Starters)

Team members who  
communicate report feeling  
better and less distressed.  

Do you need help getting  
started? Try one of the  
following:

�	 Are you satis�ed with your  
	 treatment and care?
�	 How do you feel about my  
	 participation in your health 
	 care? 
�	 What are your greatest needs  
	 as a primary caregiver? 
�	 What are our unmet dreams? 



Typically, your medical team will include an Urologist/Surgeon,  
a Radiation Oncologist and a Medical Oncologist.

Look for the very best and assess their experience based on 
certain quali�cations, such as:

� Level of training/education

� Number of years practicing

� Amount of experience with your particular diagnosis and 
circumstances

Note: You want your physicians to be team players � they  
need to be able to work with you, your family and your other 
physicians. 

 

Now that you have a new diagnosis, you and your loved ones 
may be consumed with many pressing questions:

� Why isn�t the treatment working?

� What does this diagnosis mean?

� What options do I have?

� Where can I turn for support?

� Why is this happening?

Be persistent in your search for answers. Turn to your home 
team, medical team, other patients and survivors for informa-
tion. The best offense is a good defense, and a good defense is 
to be informed. 

�	UROLOGIST: A surgeon who 
specializes in diseases of 
the urinary and sex organs

�	RADIATION ONCOLOGIST: 
A doctor who specializes 
in using radiation to treat 
cancer

�	MEDICAL ONCOLOGIST:  
A doctor who is trained  
in the diagnosis and  
treatment of cancer and 
specializes in the use of 
chemotherapy and other 
drugs to treat cancer



When Maureen and I were in our early 50s, I was diagnosed with 

prostate cancer. We were completely shocked. At that time,  

gathering information was more challenging than today. After 

reading Dr. Bernie Segal�s Love, Medicine and Miracles, we  

decided we not only wanted treatment choices that cared for  

the body, but also for the mind and spirit. We began a daily  

practice of reading, sharing tea, and meditating 

together. We wanted doctors who approached  

us like a team and embraced our holistic  

approach. We also created a supportive  

home team environment with our friends, 

surrounding ourselves with other couples 

like us, ones who cherished and  

honored each other. - Jim



It is time to develop a game plan:

1. Get a full explanation of your diagnosis and treatment op-
tions from your Urologist, and keep asking questions until you 
clearly understand. 

2. Seek second opinions from other specialists (i.e. a Radiation 
Oncologist and Medical Oncologist) by asking your Urologist 
and other patients for referrals. 

3. Keep copies of all of your medical records. When requesting 
copies, be insistent, if necessary. When visiting a new doctor, 
insist that the referring of�ce transfer your medical records. 

4. Prepare a list of questions in advance of each medical  
appointment (see suggested questions in Worksheets section). 

5. Some treatment scenarios may begin to emerge:

 � If both specialists agree that surgery is best,  
 it probably is best. 

 � If both specialists agree that radiation is best,  
 it probably is best.

In some cases, your physicians may have differing opinions.  

If this happens, it is important that you carefully consider what  

is best for you and your family or get a second or even third 

opinion. 

Getting a second opinion 
is common practice. If your 
doctor does not support this 
decision, then it may be time 
to �nd a doctor who does. A 
second opinion may provide 
more information on a  
treatment that you are  
considering (i.e. risks vs. 
bene�ts, lifestyle changes, 
etc.) or one that you have not 
yet considered. In some cases, 
your insurance company may 
require a second opinion.


