Chapter 1. Organizing My Care

With contributions from Angeles (Les) Price R.N., M.S., CNS, AOCN, Oncology Clinical
Resource Nurse Coordinator and Clinical Nurse Specialist, Suiter Solano Medical
Center; and Nancy L. Brown, Ph.D., Palo Alto Medical Foundation Research Institute

The figure below describes the prostate cancer care pathway. It is meant to reflect how
your care will be organized.

Figure 1. Prostaie cancer decision-making and care
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In general, your care will start with your diagnosis, which will include your prostate
specific antigen (PSA) blood test, a consult with an urologist and a biopsy (procedure to
take tissue samples from your prostate), The next step will be other tests to help with
decision-making, some basic education about prostate cancer and its treatment, and
deciding what treatment is best for you, Once that decision is made, your treatment (if
any) will be scheduled, and there will be some more education about how to prepare and
what to expect after the freatinent (both immediately after treatment and iong-term).
Finally, during your recovery from the procedure(s), there will some follow-up to
monitor the success of the treatment, and provide any support you need.

In the following sections, you should record the information that is requested to keep

* track of what you are told about your condition in various meetings and about the people
who will be involved in your care. It is easy for notes and pieces of paper to get
misplaced, and you may forget important things you are told. You will not complete all
of the sections at once; you will complete them as you move through diagnosis, decision-
making, treatment and recovery.
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Date of diagnosis:
PSA at time of diagnosis:
Other illnesses (co-morbid conditions):

Current medications being taken:
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-~ o Tumor grade (Gleason sCore): _
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o Ultrasound report (mclude in protectlve pocket followmg Chapter 1)
o ..MRI results (rnclude in protectwe pocket followrng Chapter 1)
' Q. CT results (mclude in protective pocket fo[iowmg Chapter 10
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Notes on contact mformatlon and v151t dates thh doctors the nurse nav1gator and other care .
prov1ders (for tests procedures etc. ) w
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) Questrons that come up between appomtments to ask at the next apporntment or on a call wrth
the nurse nav;gator or doctor PR S : SR :

Remember]:o ask

Servrces available (pocket wrll follow) : o :
- Please place relevant local information’ (e. g busmess cards flyers brochures) for future
reference i the holder that follows thls page : . : : :

. Second opmlons (pocket or sleeve w1ll follow) : :
Please record second opinion visits and notes below for future reference and place a copy of
any letters or f indings in the holder that follows this page. - : S

If a copy was not sent to your prlmary care phys1cran (PCP) or urologlst (and you Want h1rn or .
her to know) please send a copy ASAP - :

Second Opmlon 1
o Name: .
- Specialty:
‘Phone numbers: _
Address
Date of VlStt
Notes:
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Second Oprmon 2:
+ o -Name: _.~
o Specialty: ' B
‘o - Phone numbers: S e
o Address: . SR
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o ':f"Date of vrsrt
_..”V'Notes '

s Referrals
o Further tests : :
Bone scan- (not a]ways necessary) : o '

o 'What is it? The bone scan uses a relatrvely harmless radroaetlve fluid to he]p the
doctor determine if the prostate cancer has spread into the bones

‘Phone to schedule :

Locatlon B

'Appomtment date and tlme

' Preparatron s
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CT scan (not always necessary) : L
o .- Whatis it? A computerlzed tomography (CTy test heips stage the cancer. Itis

- . painless and non-invasive, although you may be asked to drink a lot of water before
the test, and a dye may be used to. rdentrfy any abriormalities that may be tumors
Phone to schedule : . :
Location: ; -
'_Appomtment date and tlme
- Preparatron S
'Notes about CTs _ . oA Tl :
e Tellthe doctor lfyou are allergte to 1odme or shel!fsh have any krdney T T
problem or asthma r 1f you are. allergrc to the dye used in the procedure e
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e ,-._'MRI (notaways neeessary) ' IR S L _
_'o-_g_ What is.it? Magnetto resonance 1magmg (MRI) is another test that helps stage e
o "'prostate cancer, It isa non-invasive 1magmg test that uses magnetlc waves 1o provrde T
‘ _'_'-a picture. of the mternal organs The test can also help detect tumors (]ocallzed or’
i _’.’spreadmg) _ Lt R SRR R
o - Phone to. schedule e
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- Location: -
- Appointment date and time:
Preparation: :
Z,_Notes about MRIs: , L : - SE :
: "closed MRI is a small chamber and can make you a llttle claustrophoblc 1f
7 you do not like small, enclosed spaces Discuss this. with your doctor,

. = MRI machmes arc also very norsy, even wnth the earplugs you w1Il be

. provided: :

.= Some doctors will use an endorectal cml that may be 1nserted into your
~rectum durmg the MRI to. collect addmonal mformatlon about the: extent of
g the prostate cancer, - : : o

o Consults Many urologrsts wrll suggest that you speak wrth a radrat:on oncologrst and
" some may suggest you see a nutrmomst or other chmcran Here is a place for you to: keep
: =track of those consulis. - T :

.Radratlon Oncologlst

Name: ¢
~Specialty:
~~Phone numbers'_:_" -
 Address:
Date of visit:
Notés: .
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' Consult 2
Name
'."_Speclalty
Phone numbers
Address:
- Date of visit:’
'_.Notes
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Consult3
"o - Name:: —
o -Specialty:
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Phone numbers:
Address:
Date of visit:
Notes:

Afler much discussion and contemplation, you will have made your decision. Please record
them below, or place the papers given to you in the pocket that follows.

¢ Treatment plan
o Surgery

O
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Date:
Hospital:
Surgeon:
Type of surgery:
Appointment time:
Phone:
Preparation:
Don’t forget:

o External Beam Radiation

Appointment for placement of gold fiducial seeds;
Date beginning:
Number of treatments:
Location:
Radiation oncologist:
First appointment time:
Phone:
Preparation:

o Brachytherapy (Seeds)

Date of first treatment:
Number of treatments:
Location;
" Radiation oncologist:
First appointment time;
Phone:
Preparation:

o Hormone therapy

Drug/dosage:
Date started:
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* ' Date completed:
.+ W ~Drug/dosage:
w. Date started: .-~~~ "~
Date completed:f
"";_‘Drug/dosage
" Date started:
) * Date complcted:'
o Chcmotherapy
< = Date started: _
- f Number of cycles
Drug L .
Othcr medlcatlons grven’:-'_ e

o 'Other (clmlcal trrals ctc')
- First appomtment trme
“‘Phone: -

s !_' _ Preparation: _




