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Creating An Alliance With Your 
Physicians and Medical Team from the director

Anne CosCArelli, PhD|

Technology and the face of medical care have 
changed the doctor-patient relationship. Although 
the medical team has expanded and often includes 
multiple physicians with different specialties, many 
other health care professionals, insurance companies, 
health maintenance organizations and electronic 
medical records, you still need one physician to 
“quarterback” treatment and oversee care. You also 
need a quality relationship between the patient and 
care-giver that leads to the patient feeling both cared 
for and cared about. Changes in health care have 
led to a depersonalization of the physician-patient 
relationship (e.g., many treatment decisions being 
made in larger contexts, such as team meetings and 
utilization review boards as well as the coming of age 
of the electronic medical record).

When cancer is diagnosed, the life-threatening or life-
altering reality of the disease creates an existential 
crisis and a need for reassurance, positive action, and 
outstanding medical care. These needs are ongoing 
throughout the management of cancer.  There are a 
number of specific issues that can enhance the quality 
of the doctor-patient relationship. They are: 

communication
One of the most important components of any good 
relationship is having open and honest communication 
from the beginning. I wish that all physicians would 
ask their patients at their first meeting, “How would 
you like us to work together?” thereby establishing an 
open dialogue about the relationship. Unfortunately, 
this is not the typical practice. Each physician has his 
or her own style, as do patients. I recommend that, as 
the patient, you should initiate a discussion with your 
physicians, whether it is your primary care physician 
or one of your many specialists, about how to work 
together. Patients can and should communicate with 
their physicians what they want from the relationship 

and what they feel are the important components. This 
allows both parties to set appropriate expectations, 
clarify needs and policies and, hopefully, establish a 
relationship that works for both parties.

Here are some of the qualities that many patients 
look for in their physicians and health care providers:

•	knowledge	about	your	condition	and	ways	to	
treat, problem-solve and effectively manage 
symptoms and your diseases;

•	an	ability	to	communicate	warmth,	empathy,	
compassion, and concern;

•	an	ability	to	listen	to	your	experiences	and		
perspective;

•	an	ability	to	explain	medical	issues	in		 	
non-technical words;

•	a	willingness	to	spend	time	with	you	and	to	
answer all your questions;

•	a	willingness	to	consider	how	you	experience	the	
treatment or side effects as an individual;

•	an	ability	to	understand	you	as	an	individual;
•	an	ability	to	communicate	effectively	with	your	

family or other members of your support system;
•	an	openness	to	other	complementary	approaches	

that you might also be using and a willingness to 
talk with your complementary providers to assure 
your well-being and safety;

•	a	willingness	to	include	you	in	the	decision-	
making;

•	a	willingness	to	make	decisions	when	you	do	not	
feel comfortable making them.

It also is important to find out what expectations the 
doctor has for you. Some expectations that you may 
want to clarify include:

•	When	should	you	call	to	report	side	effects	or	
new problems?

•	When	should	you	come	in	for	an	appointment	to	
discuss side effects or new problems?

•	How	much	does	the	doctor	want	you	to	share	
your feelings about the cancer and its treatment?

•	How	much	does	the	doctor	want	to	communicate	
with your family members?

•	Does	the	doctor	expect	you	to	ask	questions	
when you want information, or will s/he provide 
what s/he thinks is appropriate?

The relationship between a physician and a patient is unique. Built on faith and trust, it is often entered into 
with little dialogue about what is expected and with little or no history before the relationship must begin to 
manage life-threatening events.
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•	Does	your	physician	share	your	beliefs	about	
complementary medicine and do they want to 
know what you might be doing in addition to 
your traditional Western medical care?

preparation for Visits with Your doctor
More than ever before, doctors seem to have less time 
and, in fact, many have greater demands on their time 
than ever before. Further, there is more information 
available to patients through a myriad of sources 
and thus, patients often need more information and 
clarification of issues than ever before. It is important 
to be prepared for your visits with your doctor to 
maximize your time with this valuable resource. 
Because visits to any physician can produce anxiety, 
and patients often feel rushed, it is common to forget 
to ask the most important questions. I recommend the 
following strategy:

•	prior	to	your	visit,	take	a	few	moments	to	think	
about its purpose;

•	identify	the	issues	that	you	want	to	discuss	or	
about which you want to obtain information;

•	write	down	a	list	of	your	questions		 	
(VERY IMPORTANT);

•	write	down	any	symptoms	and/or	side	effects	that	
you are experiencing;

•	write	down	any	problems	that	you	have	had,	
including psychological and physical ones;

•	create	a	list	of	your	medications	and	any	medica-
tion allergies to provide to your medical team, 
including any supplements you are or want to 
take;

•	make	a	list	of	any	prescriptions	that	you	need	
filled;

•	if	you	have	a	smart	phone,	download	a	free	ap-
plication before the visit that will allow you to 
record your visit with your physician.

If your physician will allow you to record your visit, 
it will allow you to listen to the visit again as well 
as play it for friends and family eager to hear about 
what your physician said or recommended. Playing 
this back for you and your family and friends will 
help you to integrate and understand what your 
physician has told you. Research indicates that this 
is a powerful, effective, and satisfying technique for 
patients. Not all physicians know about this research 
and may be reluctant to have you record your session. 
Ask permission first, and explain why you need to do 
this. It will save the physician time because his or her 
message will be better understood by both you and 
your family.

Remember that you are often the only source of 
information for your physician. He or she must rely 
upon your reports to make decisions about what is 
effective or not. Be sure you bring up all physical 
symptoms that you are experiencing as well as any 
changes in your moods and feelings.

getting Your Questions answered
It is important that you have your questions answered. 
You may need to be persistent. Here are a few pointers 
to keep in mind:

•	Try	to	avoid	being	embarrassed	or	shy	about	ask-
ing questions about your own body.

•	No	question	about	something	bothering	you	is	a	
“dumb” question.

•	Tell	your	doctor	in	advance	that	you	have	a	list	
of questions to be answered and ask the most 
important ones first.

•	If	you	do	not	understand	the	answer,	don’t	nod	
your head as if you do. Ask your doctor to re-
explain	things	that	you	don’t	understand.	If	you	
don’t	get	an	answer,	rephrase	the	question	and	
ask again. It can sometimes help to tell your doctor 
that you want to explain what you heard and ask 
them to correct any misinformation that you have.

Remember that it is okay to seek information. Your 
doctor has an obligation to help you understand what 
you need to know about your treatment and your 
body.

If you find that your doctor does not want to spend 
time answering your questions, ask if you can schedule 
another appointment when he or she will have the 
time to respond. You also can ask if there is someone, 
such as a nurse practitioner or intern, who might be 
able to spend more time with you.

Keep a positive tone in your voice. Let your doctor 
know that you understand how busy he or she is but 

that you need this expertise to understand what is 
happening to you. Most doctors are sympathetic to 
this approach.

managing difficult Situations
Despite	 the	 best	 plans,	 sometimes	 a	 patient	
and a doctor or other health professional fail to 
communicate effectively, and one or both people feel 
let down. These are the times when communication is 
needed the most.

Patients can be reluctant to bring their concerns to 
their physician. They sometimes fear that their doctor 
will become angry and will abandon them. While 
these are legitimate concerns, which many people 
have, they should not keep you from talking to your 
doctor if something has gone wrong. If you feel 
uncomfortable with the way in which your medical 
team communicated or behaved, your ability to work 
together as a team will be impaired. Everyone can 
have difficult days and sometimes you need to try 
again. It may be helpful to take someone with you 
who can help by giving you moral support and also 
may help you explain your needs.

If something goes awry, it is essential that you discuss 
what happened, how you felt and how you would 
have wanted it to have been handled. If you have this 
discussion, it helps to approach it with an openness 
to try again. Being hostile with anyone, let alone your 
physician, can make that person feel defensive and, 
thus, may not help you get what you need. Being able 
to repair a relationship that is not functioning well 
can lead to a deeper and more satisfying relationship 
between you and your physician. In order to do this, 
both of you will need to approach problems in a calm 
and non-judgmental manner. 

The best way to facilitate the conversation and to 
reduce the likelihood of defensiveness is to make a 
statement that reminds both you and your physician 
of the ways in which you really have enjoyed or 
benefitted from working together. Starting in this way 
can communicate to your physician that you value 
the relationship and want to make it stronger. For 
example, one of these statements might be a good 
beginning:

•	I	chose	you	as	my	physician	because	I	really	like	
the way you did…

•	I	have	always	appreciated	how	honest	you	have	
been with me. . .

•	I	really	respect	that	fact	that	you	know	this	cancer	
and have offered me the best treatments avail-
able…

After stating something positive about your 
relationship you can then begin discuss something 
that did not work well and why you would like that 
not to occur again. A good way to avoid hurting others 
is to use statements that describe what happened and 
to say what the impact was on you. Sentences starting 
with “I” generally are non-threatening. For example:

•	“I	was	not	happy	when...”
•	“I	do	not	feel	that	we	worked	well	as	a	team	

when I was hospitalized.”

•	“I	would	like	you	to	know	how	I	was	affected	
when you said ... and I really want to be able to 
work better together in the future”

Make it clear that you are also open to hearing how 
the other person might have experienced what you 
are discussing and try to communicate that you are 
interested in having things go differently in the future. 
This honest and open communication can create a 
better level of understanding so that problems can be 
avoided in the future.

It may help to have a family member or friend with 
you to provide support as you try to build a better 
relationship with your physician. When concerns 
are brought into the open, the relationship usually 
becomes stronger and better.

Always keep in mind that our Center is available to you 
and that our staff tries to facilitate good relationships 
between patients and the medical environment. We 
are open to talking to you about your experiences 
and helping you problem-solve the next steps. If 
you are having difficulties communicating effectively 
with someone in your medical environment, feel free 
to consult with someone at the Center to help you 
develop a plan.

Anne	Coscarelli,	Ph.D.
©	Anne	Coscarelli,	Ph.D.	All	rights	reserved.	
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adolescents	 and	 young	 adults,	 AYA’s,	 are	 the	
one group of patients with cancer who have 
not experienced the same gains in survival 

rates when compared to children or older adults. Can-
cer occurs more frequently between the ages of 15 
and 39 than under the age of 15; the number of newly 
diagnosed patients between the ages of 15-39 years 
is 70,000. Getting precise numbers is challenging at 
times because different analysis have used 15-39, 
whereas others have used 15-29. The 15-29 year age 
group represents about two percent of all new cancer 
diagnoses overall. The types of cancer that occur in 
the 15-29-year-old age group is unique: e.g., 11% are 
male genital cancers (with 99% of these being cancer 
of the testes), 11% are in the endocrine system, 20% 
are lymphomas, 9% are female genital system cancers, 
6% are central nervous system cancers and 15% are 
invasive skin cancers (75% of which are melanoma). 
The frequency of cancer types changes from 15-30 
years of age, so the patterns at either end of the spec-
trum are very different. 

Most research has focused on clinical trials for pediat-
ric patients under the age of 21. More than 90% of all 
cancer patients under the age of 15 years are treated 
at institutions that participate in National Cancer Insti-
tute (NCI) sponsored clinical trials. The majority of pa-
tients under 15, approximately 55-65%, are enrolled 
in clinical trials with controlled protocols, which ensure 
systematic evaluations of the outcomes of treatment 
approaches. In contrast among patients 15-19 years 
of age, only 20%-35% of cancer patients are seen at 
such institutions. 

Multiple studies assessing adult versus pediatric pro-
tocols for acute lymphoblastic leukemia (ALL) have 
shown that AYA patients have a higher mortality rate 
when treated on adult protocols compared to those 
treated on pediatric protocols. Pediatric protocols tend 
to treat patients with very intensive treatment regi-
mens and in the hospital setting, which may be a fac-
tor in having a positive prognosis. 

While cancer survival has improved by 1.5% per year 
for children younger than 15 and adults older than 
50 years of age the cancer survival rate for the 15 to 
24-year-old group has improved by less than .5% per 
year. Cancer survival has not improved at all in the 25 to 
34-year-old group. These numbers clearly indicate that 
AYA’s	need	better	organized	and	research-driven	care!	

There may be some biases that make it more difficult 
for young adults to be treated on pediatric clinical tri-
als. These biases may be with the providers. The age 
policy has been to treat individuals over the age of 18 
in a community setting rather than in a setting geared 
toward treating pediatric patients where there are 
open pediatric clinical trials. Eighty percent of young 
adults are treated in a community setting. Many of 
the cooperative group trials have age limitations that 
stopped at age 21 although this is now changing mov-
ing that age limit to 39. Economic factors may play 
a role both in terms of ability to pay and ability to 
be	hospitalized	because	of	the	young	adult’s	need	to	
work. There are also insurance-based factors that can 
dictate the site of care as well. In California there are 

options for children services that help to cover the 
costs of care for the under 21 population. Finally, pa-
tient preferences must be factored into this as well.  
The limited data on AYA clinical, health services issues 
and biological differences is a major problem. We do 
not know enough about age-specific cancers, the dif-
ference in the behavior (aggressiveness) of the can-
cer	in	AYA’s	as	well	as	differences	in	ability	to	tolerate	
treatment. Even when eligible for pediatric clinical tri-
als,	AYA’s	are	often	treated	by	an	adult	oncologist	 in	
the community setting who may not have access to 
enrollment onto these trials.

There is an ongoing debate about who is the best 
provider of care for the AYA population. In some 
situations, the site of the cancer may help to define 
whether they are treated in an adult environment or 
a pediatric one. For example, adult oncologists are ac-
customed to dealing with breast and colon cancers, 
and thus specialists, in these areas may see mostly 
adults whereas pediatric oncologist may not have the 
expertise to treat these diseases even when they oc-
cur in pediatric patients. There are some diseases that 
cross over the pediatric and adult practices and these 
include ALL and the lymphomas. Recent research sug-
gests	that	treatment	outcomes	of	AYA’s	with	all	types	
of cancer are superior when treated on a pediatric 
versus	an	adult	treatment	protocol.	AYA’s	aged	16-20	
years of age (treated between 1988 and 2001) who 
were on a pediatric clinical trial (n=197) had an over-
all survival of 67% while those on the adult clinical 
trials (N=124) had an overall survival of 46%. 

clinical trials
If early work suggests that a new treatment might be 
better than the standard treatment, doctors will carry 
out studies to compare the new treatment with the 
best available standard ones. This is called a random-
ized controlled clinical trial and is the only reliable way 
of testing a new treatment. Often several hospitals 
around the country take part in these trials. They use 
the same drugs and procedures and document the 
outcomes and analyze the data together. They do this 
so that they can accrue a large enough sample of pa-

tients to help inform them if there is a difference and 
to obtain the results more quickly by working together 
among multiple trial sites. The value of a clinical trial 
is that it often has the newest drugs and/or newest 
treatment strategy. It is important to know that having 
a physician suggest a clinical trial does not necessarily 
mean that it is a last-resort treatment option for the 
patient. It might be just the opposite; it might be the 
next best treatment option. It simply means that the 
physician thinks the patient and/or society potentially 
may benefit from the treatment being studied. 

Before any trial is allowed to take place, an ethics com-
mittee must review the study protocol and approve it. 
They make certain that rules are followed and that 
protective measures are in place for patients, includ-
ing making certain that the trial will accrue enough 
patients to meet its goals and assess the necessary 
information.	Your	 doctor	must	 have	 the	patient’s	 in-
formed consent before starting someone on a clinical 
trial. This means that the patient understands what the 
trial is about and why it is being proposed as a treat-
ment option. A patient is supposed to know exactly 
what is involved and what is expected from them. 
Even after agreeing to take part in a trial, patients can 
still withdraw at any stage if they change their minds. 
This is always true and is always stated in the written 
consent form. Whether a patient decides to participate 
in a trial or not, the decision should not affect a doc-
tor’s	attitude	toward	caring	for	the	patient.	

In a randomized controlled clinical trial, some patients 
will receive the best standard treatment while others 
will receive the new treatment, which may or may 
not prove to be better than the standard treatment. 
In order to make certain that the treatments can be 
compared accurately, the type of treatment a patient 
receives is decided at random, typically by a comput-
er, and not by the doctor treating the patient. This is 
because it has been shown that if a doctor chooses 
the treatment, or offers a choice to the patient, he or 
she may unintentionally bias the result of the trial. A 
treatment is better either because it is more effective 
against the disease or because it is just as effective 

If you are having difficulties communicating effectively with 
someone in your medical environment, feel free to consult with 
someone at the Center to help you develop a plan.

there is an ongoing debate about who is the best provider of care 
for the aYa population.
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•	Does	your	physician	share	your	beliefs	about	
complementary medicine and do they want to 
know what you might be doing in addition to 
your traditional Western medical care?

preparation for Visits with Your doctor
More than ever before, doctors seem to have less time 
and, in fact, many have greater demands on their time 
than ever before. Further, there is more information 
available to patients through a myriad of sources 
and thus, patients often need more information and 
clarification of issues than ever before. It is important 
to be prepared for your visits with your doctor to 
maximize your time with this valuable resource. 
Because visits to any physician can produce anxiety, 
and patients often feel rushed, it is common to forget 
to ask the most important questions. I recommend the 
following strategy:

•	prior	to	your	visit,	take	a	few	moments	to	think	
about its purpose;

•	identify	the	issues	that	you	want	to	discuss	or	
about which you want to obtain information;

•	write	down	a	list	of	your	questions		 	
(VERY IMPORTANT);

•	write	down	any	symptoms	and/or	side	effects	that	
you are experiencing;

•	write	down	any	problems	that	you	have	had,	
including psychological and physical ones;

•	create	a	list	of	your	medications	and	any	medica-
tion allergies to provide to your medical team, 
including any supplements you are or want to 
take;

•	make	a	list	of	any	prescriptions	that	you	need	
filled;

•	if	you	have	a	smart	phone,	download	a	free	ap-
plication before the visit that will allow you to 
record your visit with your physician.

If your physician will allow you to record your visit, 
it will allow you to listen to the visit again as well 
as play it for friends and family eager to hear about 
what your physician said or recommended. Playing 
this back for you and your family and friends will 
help you to integrate and understand what your 
physician has told you. Research indicates that this 
is a powerful, effective, and satisfying technique for 
patients. Not all physicians know about this research 
and may be reluctant to have you record your session. 
Ask permission first, and explain why you need to do 
this. It will save the physician time because his or her 
message will be better understood by both you and 
your family.

Remember that you are often the only source of 
information for your physician. He or she must rely 
upon your reports to make decisions about what is 
effective or not. Be sure you bring up all physical 
symptoms that you are experiencing as well as any 
changes in your moods and feelings.

getting Your Questions answered
It is important that you have your questions answered. 
You may need to be persistent. Here are a few pointers 
to keep in mind:

•	Try	to	avoid	being	embarrassed	or	shy	about	ask-
ing questions about your own body.

•	No	question	about	something	bothering	you	is	a	
“dumb” question.

•	Tell	your	doctor	in	advance	that	you	have	a	list	
of questions to be answered and ask the most 
important ones first.

•	If	you	do	not	understand	the	answer,	don’t	nod	
your head as if you do. Ask your doctor to re-
explain	things	that	you	don’t	understand.	If	you	
don’t	get	an	answer,	rephrase	the	question	and	
ask again. It can sometimes help to tell your doctor 
that you want to explain what you heard and ask 
them to correct any misinformation that you have.

Remember that it is okay to seek information. Your 
doctor has an obligation to help you understand what 
you need to know about your treatment and your 
body.

If you find that your doctor does not want to spend 
time answering your questions, ask if you can schedule 
another appointment when he or she will have the 
time to respond. You also can ask if there is someone, 
such as a nurse practitioner or intern, who might be 
able to spend more time with you.

Keep a positive tone in your voice. Let your doctor 
know that you understand how busy he or she is but 

that you need this expertise to understand what is 
happening to you. Most doctors are sympathetic to 
this approach.

managing difficult Situations
Despite	 the	 best	 plans,	 sometimes	 a	 patient	
and a doctor or other health professional fail to 
communicate effectively, and one or both people feel 
let down. These are the times when communication is 
needed the most.

Patients can be reluctant to bring their concerns to 
their physician. They sometimes fear that their doctor 
will become angry and will abandon them. While 
these are legitimate concerns, which many people 
have, they should not keep you from talking to your 
doctor if something has gone wrong. If you feel 
uncomfortable with the way in which your medical 
team communicated or behaved, your ability to work 
together as a team will be impaired. Everyone can 
have difficult days and sometimes you need to try 
again. It may be helpful to take someone with you 
who can help by giving you moral support and also 
may help you explain your needs.

If something goes awry, it is essential that you discuss 
what happened, how you felt and how you would 
have wanted it to have been handled. If you have this 
discussion, it helps to approach it with an openness 
to try again. Being hostile with anyone, let alone your 
physician, can make that person feel defensive and, 
thus, may not help you get what you need. Being able 
to repair a relationship that is not functioning well 
can lead to a deeper and more satisfying relationship 
between you and your physician. In order to do this, 
both of you will need to approach problems in a calm 
and non-judgmental manner. 

The best way to facilitate the conversation and to 
reduce the likelihood of defensiveness is to make a 
statement that reminds both you and your physician 
of the ways in which you really have enjoyed or 
benefitted from working together. Starting in this way 
can communicate to your physician that you value 
the relationship and want to make it stronger. For 
example, one of these statements might be a good 
beginning:

•	I	chose	you	as	my	physician	because	I	really	like	
the way you did…

•	I	have	always	appreciated	how	honest	you	have	
been with me. . .

•	I	really	respect	that	fact	that	you	know	this	cancer	
and have offered me the best treatments avail-
able…

After stating something positive about your 
relationship you can then begin discuss something 
that did not work well and why you would like that 
not to occur again. A good way to avoid hurting others 
is to use statements that describe what happened and 
to say what the impact was on you. Sentences starting 
with “I” generally are non-threatening. For example:

•	“I	was	not	happy	when...”
•	“I	do	not	feel	that	we	worked	well	as	a	team	

when I was hospitalized.”

•	“I	would	like	you	to	know	how	I	was	affected	
when you said ... and I really want to be able to 
work better together in the future”

Make it clear that you are also open to hearing how 
the other person might have experienced what you 
are discussing and try to communicate that you are 
interested in having things go differently in the future. 
This honest and open communication can create a 
better level of understanding so that problems can be 
avoided in the future.

It may help to have a family member or friend with 
you to provide support as you try to build a better 
relationship with your physician. When concerns 
are brought into the open, the relationship usually 
becomes stronger and better.

Always keep in mind that our Center is available to you 
and that our staff tries to facilitate good relationships 
between patients and the medical environment. We 
are open to talking to you about your experiences 
and helping you problem-solve the next steps. If 
you are having difficulties communicating effectively 
with someone in your medical environment, feel free 
to consult with someone at the Center to help you 
develop a plan.

Anne	Coscarelli,	Ph.D.
©	Anne	Coscarelli,	Ph.D.	All	rights	reserved.	
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adolescents	 and	 young	 adults,	 AYA’s,	 are	 the	
one group of patients with cancer who have 
not experienced the same gains in survival 

rates when compared to children or older adults. Can-
cer occurs more frequently between the ages of 15 
and 39 than under the age of 15; the number of newly 
diagnosed patients between the ages of 15-39 years 
is 70,000. Getting precise numbers is challenging at 
times because different analysis have used 15-39, 
whereas others have used 15-29. The 15-29 year age 
group represents about two percent of all new cancer 
diagnoses overall. The types of cancer that occur in 
the 15-29-year-old age group is unique: e.g., 11% are 
male genital cancers (with 99% of these being cancer 
of the testes), 11% are in the endocrine system, 20% 
are lymphomas, 9% are female genital system cancers, 
6% are central nervous system cancers and 15% are 
invasive skin cancers (75% of which are melanoma). 
The frequency of cancer types changes from 15-30 
years of age, so the patterns at either end of the spec-
trum are very different. 

Most research has focused on clinical trials for pediat-
ric patients under the age of 21. More than 90% of all 
cancer patients under the age of 15 years are treated 
at institutions that participate in National Cancer Insti-
tute (NCI) sponsored clinical trials. The majority of pa-
tients under 15, approximately 55-65%, are enrolled 
in clinical trials with controlled protocols, which ensure 
systematic evaluations of the outcomes of treatment 
approaches. In contrast among patients 15-19 years 
of age, only 20%-35% of cancer patients are seen at 
such institutions. 

Multiple studies assessing adult versus pediatric pro-
tocols for acute lymphoblastic leukemia (ALL) have 
shown that AYA patients have a higher mortality rate 
when treated on adult protocols compared to those 
treated on pediatric protocols. Pediatric protocols tend 
to treat patients with very intensive treatment regi-
mens and in the hospital setting, which may be a fac-
tor in having a positive prognosis. 

While cancer survival has improved by 1.5% per year 
for children younger than 15 and adults older than 
50 years of age the cancer survival rate for the 15 to 
24-year-old group has improved by less than .5% per 
year. Cancer survival has not improved at all in the 25 to 
34-year-old group. These numbers clearly indicate that 
AYA’s	need	better	organized	and	research-driven	care!	

There may be some biases that make it more difficult 
for young adults to be treated on pediatric clinical tri-
als. These biases may be with the providers. The age 
policy has been to treat individuals over the age of 18 
in a community setting rather than in a setting geared 
toward treating pediatric patients where there are 
open pediatric clinical trials. Eighty percent of young 
adults are treated in a community setting. Many of 
the cooperative group trials have age limitations that 
stopped at age 21 although this is now changing mov-
ing that age limit to 39. Economic factors may play 
a role both in terms of ability to pay and ability to 
be	hospitalized	because	of	the	young	adult’s	need	to	
work. There are also insurance-based factors that can 
dictate the site of care as well. In California there are 

options for children services that help to cover the 
costs of care for the under 21 population. Finally, pa-
tient preferences must be factored into this as well.  
The limited data on AYA clinical, health services issues 
and biological differences is a major problem. We do 
not know enough about age-specific cancers, the dif-
ference in the behavior (aggressiveness) of the can-
cer	in	AYA’s	as	well	as	differences	in	ability	to	tolerate	
treatment. Even when eligible for pediatric clinical tri-
als,	AYA’s	are	often	treated	by	an	adult	oncologist	 in	
the community setting who may not have access to 
enrollment onto these trials.

There is an ongoing debate about who is the best 
provider of care for the AYA population. In some 
situations, the site of the cancer may help to define 
whether they are treated in an adult environment or 
a pediatric one. For example, adult oncologists are ac-
customed to dealing with breast and colon cancers, 
and thus specialists, in these areas may see mostly 
adults whereas pediatric oncologist may not have the 
expertise to treat these diseases even when they oc-
cur in pediatric patients. There are some diseases that 
cross over the pediatric and adult practices and these 
include ALL and the lymphomas. Recent research sug-
gests	that	treatment	outcomes	of	AYA’s	with	all	types	
of cancer are superior when treated on a pediatric 
versus	an	adult	treatment	protocol.	AYA’s	aged	16-20	
years of age (treated between 1988 and 2001) who 
were on a pediatric clinical trial (n=197) had an over-
all survival of 67% while those on the adult clinical 
trials (N=124) had an overall survival of 46%. 

clinical trials
If early work suggests that a new treatment might be 
better than the standard treatment, doctors will carry 
out studies to compare the new treatment with the 
best available standard ones. This is called a random-
ized controlled clinical trial and is the only reliable way 
of testing a new treatment. Often several hospitals 
around the country take part in these trials. They use 
the same drugs and procedures and document the 
outcomes and analyze the data together. They do this 
so that they can accrue a large enough sample of pa-

tients to help inform them if there is a difference and 
to obtain the results more quickly by working together 
among multiple trial sites. The value of a clinical trial 
is that it often has the newest drugs and/or newest 
treatment strategy. It is important to know that having 
a physician suggest a clinical trial does not necessarily 
mean that it is a last-resort treatment option for the 
patient. It might be just the opposite; it might be the 
next best treatment option. It simply means that the 
physician thinks the patient and/or society potentially 
may benefit from the treatment being studied. 

Before any trial is allowed to take place, an ethics com-
mittee must review the study protocol and approve it. 
They make certain that rules are followed and that 
protective measures are in place for patients, includ-
ing making certain that the trial will accrue enough 
patients to meet its goals and assess the necessary 
information.	Your	 doctor	must	 have	 the	patient’s	 in-
formed consent before starting someone on a clinical 
trial. This means that the patient understands what the 
trial is about and why it is being proposed as a treat-
ment option. A patient is supposed to know exactly 
what is involved and what is expected from them. 
Even after agreeing to take part in a trial, patients can 
still withdraw at any stage if they change their minds. 
This is always true and is always stated in the written 
consent form. Whether a patient decides to participate 
in a trial or not, the decision should not affect a doc-
tor’s	attitude	toward	caring	for	the	patient.	

In a randomized controlled clinical trial, some patients 
will receive the best standard treatment while others 
will receive the new treatment, which may or may 
not prove to be better than the standard treatment. 
In order to make certain that the treatments can be 
compared accurately, the type of treatment a patient 
receives is decided at random, typically by a comput-
er, and not by the doctor treating the patient. This is 
because it has been shown that if a doctor chooses 
the treatment, or offers a choice to the patient, he or 
she may unintentionally bias the result of the trial. A 
treatment is better either because it is more effective 
against the disease or because it is just as effective 

If you are having difficulties communicating effectively with 
someone in your medical environment, feel free to consult with 
someone at the Center to help you develop a plan.

there is an ongoing debate about who is the best provider of care 
for the aYa population.
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diagnosis at a later, harder-to-treat stage. Once diag-
nosed AYA’s often have low adherence to treatments 
and can be lost to follow-up when they make major 
transitions in their lives, move to new cities or experi-
ence other life events. College or career is too often a 
higher priority than their health needs.

Falling Behind:  For most people, becoming an adult 
involves crucial milestones related to identity forma-
tion, developing intimate relationships, and starting 
or raising a family. AYA’s often feel “off track” with 
their life plans; they feel different from their peers, 
left behind, outpaced or forgotten. Goal setting is fre-
quently disrupted, and the things that young people 
have hoped for are delayed or abandoned. Some have 
discussed feeling “kidnapped” or losing their sense 
of self in the process of treatment. Education require-
ments for high school, college or graduate school may 
be delayed due to rigorous treatment protocols or as 
a result of related side effects. Jobs and careers, some-
times not yet well established and therefore, lacking 
such benefits as flexible schedules or significant time 
off, may be compromised or lost altogether. There are 
resources available to assist working people to sustain 
their employment or return to the workforce.

Family: Most, if not all, young adults acknowledge 
that when they were diagnosed with and treated for 
cancer, their entire family was affected. Most often the 
roles of family members change and adult children 
are often brought back into their families of origin 
and returned to situations they had left or outgrown. 
Parents are required to provide essential instrumental 
help such as providing housing or transportation, fi-
nancial assistance when possible, and emotional sup-
port – all at a time when young adults most often are 
individuating from their parents. Decision-making by 
young adults can draw parents back into their day-
to-day lives and usually requires parental participation 
in medical appointments, reducing hard-won privacy 
and independence. Siblings, older or younger, may be 
called upon to assist or support in new ways. AYA’s 
and their families experience difficulty in maintaining 
appropriate, healthy relationships when the indepen-
dence of early adulthood is challenged and young 
adults find themselves relying again, sometimes very 
heavily, upon family. It is important to find ways to 
communicate about these issues, to come to a com-
mon understanding of decisions and the values that 
inform decisions, and to work together to address the 
needs of everyone in the family system.

•	Autonomy: “I went from being stoked about my 
new job as a personal trainer, hanging out with my 
girlfriend, and finally feeling like I had my own life, 
to living in my parents’ house again, asking them 
for money and for rides to the doctor, and totally 
missing out on the fun my friends were having. I 
felt like a kid again, and not in a good way.” Nick, 
28, sarcoma

•	Perspective: “It really gives you a different 
perspective on life than most of your peers have. It 
sounds cliché, but it gave me a lot of time to reflect 
on my life and what I want to do with it. You be-
come so much more aware of what you’re capable 
of and how strong you are. It opened my eyes to 
so much more in the world. It also made me a lot 
closer to my family.” Forrest, 21, leukemia

Sexuality and Body Image: At a time when dat-
ing and sexuality are central to development and self-
understanding, cancer diagnosis and treatments have 
a profound impact on AYA’s. Positive body image is 
challenged as a result of hair loss, new scars and other 
bodily changes, weight gain or loss, fatigue and other 
side effects. Developing a healthy sexuality and fulfill-
ing sexual expression can be enhanced through coun-
seling from qualified mental health professionals and 

by various community resources. Many young people 
experience a rapid advancement into a sense of adult-
hood, which requires learning new ways to talk about 
themselves safely and with maturity. Disclosure of a 
cancer diagnosis can be very difficult and requires 
careful consideration, planning, and support. Disclo-
sure often brings with it fear of rejection and worry 
about loneliness and isolation. Issues of sex and sexu-
ality may be uncomfortable or challenging for adoles-
cents, young adults, their parents, and their providers 
to address directly. Still, addressing them is essential, 
respectful, validating and supportive for AYA’s.

•	Looks aren’t everything: “My looks were kind 
of taken away, too. I was so self-conscious about 
how I looked that I didn’t even try. But that also 
made me realize that looks aren’t everything, 
and everyone is beautiful in their own way. God, I 
sound so cheesy.” Forrest, 21, leukemia

•	Dating game: “I ended up with these scars which 
no one will ever see until I take my shirt off. It really 
throws a wrench in the dating game. When do you 
tell him you’ve had cancer? What do you say about 
the scars? What kind of reassurance can you offer 
that he can jump into a relationship with you? Will 
he run for the hills no matter what?” Karyn, 35, 
breast cancer

Fertility: Fertility and childrearing are essential compo-
nents of the lives of many young adults. More attention 
has been paid in recent years to issues of fertility and 
cryopreservation for people with serious illnesses. Yet 
sometimes these needs are overlooked for younger peo-
ple, those who are single, and those who are required 
to start a treatment quickly. Then when fertility is con-
sidered, financial constraints, time limitations, access to 
technology and resources and advance planning make 
executing a young person’s wishes difficult. AYA’s may 
also face delays in bearing children as a consequence of 
adjuvant and maintenance treatments and the real and 
significant uncertainties about sustained remission and 
risk of recurrence. Deciding when or if to start a family 
after cancer treatment can be a difficult process.

Importance of peer support: Adolescence and 
young adulthood is a time when deepening friend-
ships and intimate relationships are imperative for 
healthy growth and development. AYA’s in cancer 
treatment are often separated from friends who are at 
college and risk becoming isolated from peers who are 
a core means of support. Time commitments for ap-
pointments and the need to travel for treatments can 
mean friends are not readily available. Finding ways to 
reduce isolation, remain connected, and build social 
supports is crucial to healthy coping.

Use of Technology and Social Media: Through 
technology, many AYA’s find connectedness, support, 
information and distractions from the boredom that 
often accompanies treatment. We encourage young 
people to maximize the benefits of technology while 
also mindful of some of the pitfalls. It may take extra 
time, effort, and energy to keep up. Frequently fear of 
vulnerability/exposure accompanies social media us-
age. With thoughtful consideration, technology can 
provide significant support and access to resources 
not otherwise accessible.

•	Peer support: “I got diagnosed right before soph-
omore year, so all my friends were headed back 
to school and I had to come here for treatments. 
Luckily I found an on-line chat group of other kids 
going through treatment, and I used Facebook 
to keep in touch with everyone. I think those two 
things, as much as chemo, saved my life.” Elena, 
20, acute lymphoblastic leukemia

Under-addressed Psychosocial Considerations
Pain and Palliative Care: Pain management educa-
tion and access to palliative care are often overlooked 
in AYA cancer care. Assumptions about how young 
people can handle pain or worries about substance 
abuse or addiction limit conversations about these 
very important aspects of cancer care.

End of Life Care: Planning and decision making 
around end of life care are difficult topics to face at any 
age, but particularly for younger people. Patients, fami-
lies, and providers are collaborating to battle cancer, 
and discussions about these issues may be postponed 
or neglected. Professional guidance can be crucial for 
facilitating difficult conversations and planning for 
quality of life for younger patients and their families.

Cultural/Language Considerations: Most research 
in the field of young adult cancer is done with white, 
well-educated, middle to upper-middle-class English-
speaking participants. This has led to significant cul-
tural and linguistic barriers to providing psychosocial 
support. There is growing appreciation for diverse cul-
tural backgrounds and values and the importance in 
providing culturally competent psychosocial care, yet 
significant work toward reducing socioeconomic, cul-
tural, and linguistic barriers remains.

•	Cultural impact: “My parents are from Japan. 
They raised me as they were raised … to internal-
ize suffering. I wanted so badly to join a support 
group but I worried that they would see me as 
weak. I eventually met a “cancer friend” and told 
them I was going because she asked me to go. It’s 
the best thing I have done for myself.” Sumiko, 35, 
early stage colon cancer

Lesbian, Gay, Bisexual and Transgender Popu-
lations: At this time in our culture, young Americans 
are finding more safety and freedom as they come to 
understand their sexuality and gender identities and 
share more openly. Even so, tremendous fear, risk, and 
difficulty remain for many who are in the process of 
coming out or identify as gay, lesbian, bisexual or trans-
gender. Dealing with these issues while coping with a 
cancer diagnosis and its treatments can be very com-
plicated. Having opportunities to connect with commu-
nity resources and safe places for support is essential.

•	Coming	out:	“If	I	wanted	my	boyfriend	to	be	able	
to visit in the hospital that meant I had to tell my 
parents that I’m gay. I am already asking too much 
of them as it is to get me through this cancer. 
There’s no way I could lay that one on them now. 
But I sure miss him.” Miguel, 23, lymphoma, post 
stem cell transplant 

Growth through the Cancer Experience: In addi-
tion to challenges addressed above, going through a 
cancer experience can be a time of tremendous growth. 
Research indicates that AYA’s who manage their can-
cer experience with moderate or high levels of success 
also find feelings of self-efficacy and mastery. These are 
key to future successes and to integrating the cancer 
into their lives as survivors. During this seeking/ques-
tioning phase of life, many find spirituality important 
in solidifying their beliefs and facing uncertainty and 
major doubts. We encourage AYA’s to seek out pastoral 
counselors and clergy to support them in addressing 
questions of fairness, meaning in life, and relationship 
with spirituality and faith communities.

•	Spiritual growth: “Man, I have been to hell and 
back. I questioned God, then I raged at God, then 
I decided there was no God. There was so much 
loneliness and isolation. But now that I have had a 
chance to process this whole thing, to think about 
what it all means to me and my family, to really 
look at what I value about being alive, I feel like 

and has fewer unpleasant side effects. Some people 
wonder if they will get an inactive treatment such as a 
sugar pill. This does not happen when there is already 
a standard treatment available. Researchers want to 
compare the new treatment to what exists. 

Clinical trials are conducted in four phases. In order for 
a trial to progress to the next phase, it requires that 
researchers carefully study the results of the previous 
phase and determine that there is reason to move for-
ward. The four phases are described below:

•	Phase	I clinical trials are the first step in testing a 
new treatment in humans. Phase I clinical trials are 
designed to study how the human body reacts to 
the treatment and what side effects might occur at 
different dosages. Because Phase I trials may carry 
significant patient risk, only a small group of pa-
tients participate, and only those who likely would 
not benefit from other treatments.

•	Phase	II clinical trials help researchers determine 
the safety and effectiveness of a treatment in pa-
tients with specific types of cancer. In other words, 
researchers are looking to answer this question: 
Does the new treatment have an anticancer effect? 

•	Phase	III involves large numbers of participants 
and helps researchers decide if a new treatment 
is as good as, better than, or inferior to the best 
available standard treatment. Phase III clinical trials 
compare the results of people taking a new treat-
ment with the results of people taking the best 
available standard treatment.

•	Phase	IV trials involve thousands of people in 
the study of potential side effects not apparent in 
Phase III. Phase IV clinical trials are conducted after 
a treatment has been approved by the Food and 
Drug Administration (FDA) and is being marketed.

Historically, 90% of children younger than 15 years of 
age with cancer are managed at institutions that par-
ticipate in NCI-sponsored pediatric trials. Only 21% of 
adolescents 15 – 19 years of age participate in clinical 
trials. Estimates for 20-29 year olds is far lower. Pre-
sumably, this deprives AYA’s of access to contemporary 
treatment approaches and clinical expertise that could 
improve outcomes. Increasing enrollment of AYA’s on 
clinical oncology trials is critically important as a strat-
egy for improving survival.

Barriers	for	AYA’s
Getting an accurate diagnosis as an AYA can often 
be a challenge. Cancer is not common in the AYA age 
group, and they often go to the doctor multiple times 
before the diagnosis is made. AYA’s have the highest 
national rate of being uninsured among all ages less 
than 65, thus lack of medical insurance can complicate 
or delay diagnosis. AYA’s may no longer be on a par-
ent’s insurance policy, or they may not have obtained 
a job that offers insurance. Getting treatment when 
uninsured is difficult, and a patient may end up in the 
ER when a crisis occurs; thus, making it the location 
for diagnosis. In addition, AYA’s have the lowest rates 
of primary care use of any age group. They are often 
thought of as healthy, and this assumption can also 
create delays in seeking medical attention. Decision-
making processes can be complicated, depending on 
the age of the AYA. Is it the AYA’s decision or the par-
ents? How much input should each have? There are 
other important issues that make treatment of AYA’s 
more complicated. Trying to manage a complicated 
treatment schedule and maintain a balance in work 
or school can be barriers that need to be addressed. 
It often places a great deal of hardship, educational 
and financial, on AYA’s. Further there are interpersonal 
issues such as relationships with parents, significant 
others, peers, and the absence of peer support. Further 

AYA’s have reproductive preservation concerns.

There are important issues that AYA’s need to keep in 
mind. First, AYA’s who are returning to a doctor several 
times for the same symptoms, should push for addi-
tional testing to be done. When a diagnosis is made, 
review the diagnosis with the doctor or team of doc-
tors. Ask about and review options for treatments, 
clinical trials, and resources for support that can be 
used through the cancer journey. Ask about whom to 
turn to when symptoms arise and what is the plan if 
the treating doctor is not near the AYA when some-
thing changes. Identify risks for both acute and late 
effects and determine what is being done to minimize 
these risks. 

Cancer	Survivorship
The definition of a survivor by the National Cancer In-
stitute (NCI): “An individual is considered a survivor 
from the time of diagnosis, through the balance of 
his or her life. Family members, friends, and caregivers 
are also impacted by the survivorship experience and 
therefore included in this definition.” The number of 
survivors in the United States from 1971 to 2002 has 
been growing steadily from less than four million to 
more than 10 million, with about 12 million believed 
to exist now. 

As more patients have been cured from cancer, physi-
cians and researchers have been able to follow them 
long-term. The advantage  of this is that they have 
begun to learn some lessons about the costs of the 
cure. One of those lessons has been about the late 
effects of cancer treatment. Late effects are defined 
as any chronic or late occurring health problem–physi-
cal or psychological or social–that persists or develops 
beyond the five years from the diagnosis of the can-
cer. Some examples that have been identified include 
weakening of the heart muscle from specific chemo-
therapy drugs or radiation, thyroid problems after radi-
ation, and school or concentration difficulties because 
of radiation to the head. In 2006 the Institute of Medi-
cine issued a survivorship report. It noted that survi-
vorship care is a neglected phase of the cancer care 
trajectory. Cancer care is often not coordinated and 
patients often feel lost in transition. The best model of 
survivorship care is not yet known with regard to who 
should follow the patient. Some think the oncologist 
should follow whereas others believe that a primary 
care doctor can follow. The answer may be different 
for different types of cancer and should be discussed. 
It has been recommended that all survivors have a 
treatment summary/survivorship care plan written and 
in their possession. The reason for this is that cancer 
treatment is complex; it is often multi-modal involving 
chemotherapy, radiation, and surgery. As a result, it 
involves a multi-disciplinary team of doctors involved 
in the care. The treatments are often toxic with sig-
nificant side effects. Further it requires coordination 
between doctors, between inpatient and outpatient 
settings and between medical and psychosocial care. 

A survivorship treatment summary/survivorship care 
plan should include information on the disease and 
history, who oversaw each treatment, what treatment 
happened, and specific information about dosages 
and timing. This is needed so that late effects can be 
tracked and patients with a likelihood of developing 
certain late effects can be appropriately screened and 
followed. If late effects are likely from the treatments 
then a plan needs to be in place for future screening, 
including any complications related to psychosocial is-
sues as well. Information about care coordination is 
also important. Sometimes these summaries are done 
by the primary treating physician at the end of treat-
ment and updated if additional treatments are needed 
later. However, some patients do not have this, and it 
can feel like a difficult task to accomplish. Survivorship 
clinics, such as the one at UCLA LiveSTRONG™ Survi-

vorship Center of Excellence, will do this for survivors 
and suggest additional care that may be needed to 
help to ameliorate late effects. Fitzhugh Mullan, MD 
was diagnosed with cancer, and began the survivor-
ship movement and he wrote: 

“Survivorship should be studied as a phenomenon in 
itself rather than a byproduct or afterthought of basic 
research on cancer treatment. As a concept, survivor-
ship has biomedical and psychosocial components. 
On the biomedical side, secondary tumors, the long-
term effects of treatment, reproductive health, and 
long-term health maintenance warrant systematic 
investigation. On the psychosocial side, insurance dis-
crimination, barriers to employment, and education of 
youth about cancer need to be explored…This strat-
egy promises to produce important improvements not 
only in the quantity of survivors but in the quality of 
survivorship in the future.”

Psychosocial	Considerations
This section addresses the unique psychosocial con-
siderations for AYA’s during treatment and through 
survivorship. Quotes from real patients are included 
throughout.

Focus	on	Adolescents	and	Young	Adults: As we 
mentioned at the beginning of the article, both pedi-
atric and older age groups have seen cancer survival 
rates improve while the outlook for AYA’s has remained 
about the same for decades. Once it was understood 
that such a large population group lagged behind 
others in survival improvement, researchers began 
examining why this disparity exists. In recent years, 
adolescents and young adults with cancer, previously 
referred to as “the forgotten demographic,” have be-
come a focus of clinical attention and research. In ad-
dition to the medical aspects of this disparity already 
outlined here, there are myriad psychosocial factors 
that also have an impact.

Health	Insurance	and	Finances: AYA’s are a unique 
population because of their developmental phase of 
life. Many of them are growing into their adulthood 
and working to establish their autonomy; they often 
lack financial resources and may have difficulties with 
access to health insurance. Even those who have 
health insurance coverage often find themselves un-
derinsured by state or university coverage or capped 
plans. Their finances may be strained by high deduct-
ibles or exclusions related to cancer coverage. Most 
insurance plans have age limits barring adult children 
from being insured through their parents’ plans at age 
26. (Recent changes in health care policy are expected 
to bring about improvement in this area.) The Depart-
ment of Health and Human Services estimates that 
these changes will affect 2.5 million young people, 
most of whom are uninsured.

•	“Aging	out”	of	insurance	coverage:	“So here 
I am, six cycles of treatment down, six cycles to 
go, and how am I supposed to celebrate my 26th 
birthday when it means I am going to get kicked 
off my mom’s insurance halfway through chemo?” 
Abby, 25, lymphoma survivor

Delaying	 Medical	 Attention	 and	 Low	 Adher-
ence	 to	Treatment: Research indicates that AYA’s 
have the lowest use of primary care of any age group 
and that they frequently delay seeking medical atten-
tion. When they do seek medical attention, their pro-
viders may mistakenly attribute their health worries to 
such causes as accidents or injuries. Cancer is often 
over-looked or under investigated. When someone in 
their mid-20s goes to a doctor for fatigue many doc-
tors just assume too much work or partying, not can-
cer! AYA’s typically lack experience in medical settings 
and also likely lack experience in self-advocacy when 
that becomes necessary. These factors often lead to 

adolescent and Young adults (aYa) and cancer: treatment and Survivorship continued from page 3
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diagnosis at a later, harder-to-treat stage. Once diag-
nosed AYA’s often have low adherence to treatments 
and can be lost to follow-up when they make major 
transitions in their lives, move to new cities or experi-
ence other life events. College or career is too often a 
higher priority than their health needs.

Falling Behind:  For most people, becoming an adult 
involves crucial milestones related to identity forma-
tion, developing intimate relationships, and starting 
or raising a family. AYA’s often feel “off track” with 
their life plans; they feel different from their peers, 
left behind, outpaced or forgotten. Goal setting is fre-
quently disrupted, and the things that young people 
have hoped for are delayed or abandoned. Some have 
discussed feeling “kidnapped” or losing their sense 
of self in the process of treatment. Education require-
ments for high school, college or graduate school may 
be delayed due to rigorous treatment protocols or as 
a result of related side effects. Jobs and careers, some-
times not yet well established and therefore, lacking 
such benefits as flexible schedules or significant time 
off, may be compromised or lost altogether. There are 
resources available to assist working people to sustain 
their employment or return to the workforce.

Family: Most, if not all, young adults acknowledge 
that when they were diagnosed with and treated for 
cancer, their entire family was affected. Most often the 
roles of family members change and adult children 
are often brought back into their families of origin 
and returned to situations they had left or outgrown. 
Parents are required to provide essential instrumental 
help such as providing housing or transportation, fi-
nancial assistance when possible, and emotional sup-
port – all at a time when young adults most often are 
individuating from their parents. Decision-making by 
young adults can draw parents back into their day-
to-day lives and usually requires parental participation 
in medical appointments, reducing hard-won privacy 
and independence. Siblings, older or younger, may be 
called upon to assist or support in new ways. AYA’s 
and their families experience difficulty in maintaining 
appropriate, healthy relationships when the indepen-
dence of early adulthood is challenged and young 
adults find themselves relying again, sometimes very 
heavily, upon family. It is important to find ways to 
communicate about these issues, to come to a com-
mon understanding of decisions and the values that 
inform decisions, and to work together to address the 
needs of everyone in the family system.

•	Autonomy: “I went from being stoked about my 
new job as a personal trainer, hanging out with my 
girlfriend, and finally feeling like I had my own life, 
to living in my parents’ house again, asking them 
for money and for rides to the doctor, and totally 
missing out on the fun my friends were having. I 
felt like a kid again, and not in a good way.” Nick, 
28, sarcoma

•	Perspective: “It really gives you a different 
perspective on life than most of your peers have. It 
sounds cliché, but it gave me a lot of time to reflect 
on my life and what I want to do with it. You be-
come so much more aware of what you’re capable 
of and how strong you are. It opened my eyes to 
so much more in the world. It also made me a lot 
closer to my family.” Forrest, 21, leukemia

Sexuality and Body Image: At a time when dat-
ing and sexuality are central to development and self-
understanding, cancer diagnosis and treatments have 
a profound impact on AYA’s. Positive body image is 
challenged as a result of hair loss, new scars and other 
bodily changes, weight gain or loss, fatigue and other 
side effects. Developing a healthy sexuality and fulfill-
ing sexual expression can be enhanced through coun-
seling from qualified mental health professionals and 

by various community resources. Many young people 
experience a rapid advancement into a sense of adult-
hood, which requires learning new ways to talk about 
themselves safely and with maturity. Disclosure of a 
cancer diagnosis can be very difficult and requires 
careful consideration, planning, and support. Disclo-
sure often brings with it fear of rejection and worry 
about loneliness and isolation. Issues of sex and sexu-
ality may be uncomfortable or challenging for adoles-
cents, young adults, their parents, and their providers 
to address directly. Still, addressing them is essential, 
respectful, validating and supportive for AYA’s.

•	Looks aren’t everything: “My looks were kind 
of taken away, too. I was so self-conscious about 
how I looked that I didn’t even try. But that also 
made me realize that looks aren’t everything, 
and everyone is beautiful in their own way. God, I 
sound so cheesy.” Forrest, 21, leukemia

•	Dating game: “I ended up with these scars which 
no one will ever see until I take my shirt off. It really 
throws a wrench in the dating game. When do you 
tell him you’ve had cancer? What do you say about 
the scars? What kind of reassurance can you offer 
that he can jump into a relationship with you? Will 
he run for the hills no matter what?” Karyn, 35, 
breast cancer

Fertility: Fertility and childrearing are essential compo-
nents of the lives of many young adults. More attention 
has been paid in recent years to issues of fertility and 
cryopreservation for people with serious illnesses. Yet 
sometimes these needs are overlooked for younger peo-
ple, those who are single, and those who are required 
to start a treatment quickly. Then when fertility is con-
sidered, financial constraints, time limitations, access to 
technology and resources and advance planning make 
executing a young person’s wishes difficult. AYA’s may 
also face delays in bearing children as a consequence of 
adjuvant and maintenance treatments and the real and 
significant uncertainties about sustained remission and 
risk of recurrence. Deciding when or if to start a family 
after cancer treatment can be a difficult process.

Importance of peer support: Adolescence and 
young adulthood is a time when deepening friend-
ships and intimate relationships are imperative for 
healthy growth and development. AYA’s in cancer 
treatment are often separated from friends who are at 
college and risk becoming isolated from peers who are 
a core means of support. Time commitments for ap-
pointments and the need to travel for treatments can 
mean friends are not readily available. Finding ways to 
reduce isolation, remain connected, and build social 
supports is crucial to healthy coping.

Use of Technology and Social Media: Through 
technology, many AYA’s find connectedness, support, 
information and distractions from the boredom that 
often accompanies treatment. We encourage young 
people to maximize the benefits of technology while 
also mindful of some of the pitfalls. It may take extra 
time, effort, and energy to keep up. Frequently fear of 
vulnerability/exposure accompanies social media us-
age. With thoughtful consideration, technology can 
provide significant support and access to resources 
not otherwise accessible.

•	Peer support: “I got diagnosed right before soph-
omore year, so all my friends were headed back 
to school and I had to come here for treatments. 
Luckily I found an on-line chat group of other kids 
going through treatment, and I used Facebook 
to keep in touch with everyone. I think those two 
things, as much as chemo, saved my life.” Elena, 
20, acute lymphoblastic leukemia

Under-addressed Psychosocial Considerations
Pain and Palliative Care: Pain management educa-
tion and access to palliative care are often overlooked 
in AYA cancer care. Assumptions about how young 
people can handle pain or worries about substance 
abuse or addiction limit conversations about these 
very important aspects of cancer care.

End of Life Care: Planning and decision making 
around end of life care are difficult topics to face at any 
age, but particularly for younger people. Patients, fami-
lies, and providers are collaborating to battle cancer, 
and discussions about these issues may be postponed 
or neglected. Professional guidance can be crucial for 
facilitating difficult conversations and planning for 
quality of life for younger patients and their families.

Cultural/Language Considerations: Most research 
in the field of young adult cancer is done with white, 
well-educated, middle to upper-middle-class English-
speaking participants. This has led to significant cul-
tural and linguistic barriers to providing psychosocial 
support. There is growing appreciation for diverse cul-
tural backgrounds and values and the importance in 
providing culturally competent psychosocial care, yet 
significant work toward reducing socioeconomic, cul-
tural, and linguistic barriers remains.

•	Cultural impact: “My parents are from Japan. 
They raised me as they were raised … to internal-
ize suffering. I wanted so badly to join a support 
group but I worried that they would see me as 
weak. I eventually met a “cancer friend” and told 
them I was going because she asked me to go. It’s 
the best thing I have done for myself.” Sumiko, 35, 
early stage colon cancer

Lesbian, Gay, Bisexual and Transgender Popu-
lations: At this time in our culture, young Americans 
are finding more safety and freedom as they come to 
understand their sexuality and gender identities and 
share more openly. Even so, tremendous fear, risk, and 
difficulty remain for many who are in the process of 
coming out or identify as gay, lesbian, bisexual or trans-
gender. Dealing with these issues while coping with a 
cancer diagnosis and its treatments can be very com-
plicated. Having opportunities to connect with commu-
nity resources and safe places for support is essential.

•	Coming	out:	“If	I	wanted	my	boyfriend	to	be	able	
to visit in the hospital that meant I had to tell my 
parents that I’m gay. I am already asking too much 
of them as it is to get me through this cancer. 
There’s no way I could lay that one on them now. 
But I sure miss him.” Miguel, 23, lymphoma, post 
stem cell transplant 

Growth through the Cancer Experience: In addi-
tion to challenges addressed above, going through a 
cancer experience can be a time of tremendous growth. 
Research indicates that AYA’s who manage their can-
cer experience with moderate or high levels of success 
also find feelings of self-efficacy and mastery. These are 
key to future successes and to integrating the cancer 
into their lives as survivors. During this seeking/ques-
tioning phase of life, many find spirituality important 
in solidifying their beliefs and facing uncertainty and 
major doubts. We encourage AYA’s to seek out pastoral 
counselors and clergy to support them in addressing 
questions of fairness, meaning in life, and relationship 
with spirituality and faith communities.

•	Spiritual growth: “Man, I have been to hell and 
back. I questioned God, then I raged at God, then 
I decided there was no God. There was so much 
loneliness and isolation. But now that I have had a 
chance to process this whole thing, to think about 
what it all means to me and my family, to really 
look at what I value about being alive, I feel like 

and has fewer unpleasant side effects. Some people 
wonder if they will get an inactive treatment such as a 
sugar pill. This does not happen when there is already 
a standard treatment available. Researchers want to 
compare the new treatment to what exists. 

Clinical trials are conducted in four phases. In order for 
a trial to progress to the next phase, it requires that 
researchers carefully study the results of the previous 
phase and determine that there is reason to move for-
ward. The four phases are described below:

•	Phase	I clinical trials are the first step in testing a 
new treatment in humans. Phase I clinical trials are 
designed to study how the human body reacts to 
the treatment and what side effects might occur at 
different dosages. Because Phase I trials may carry 
significant patient risk, only a small group of pa-
tients participate, and only those who likely would 
not benefit from other treatments.

•	Phase	II clinical trials help researchers determine 
the safety and effectiveness of a treatment in pa-
tients with specific types of cancer. In other words, 
researchers are looking to answer this question: 
Does the new treatment have an anticancer effect? 

•	Phase	III involves large numbers of participants 
and helps researchers decide if a new treatment 
is as good as, better than, or inferior to the best 
available standard treatment. Phase III clinical trials 
compare the results of people taking a new treat-
ment with the results of people taking the best 
available standard treatment.

•	Phase	IV trials involve thousands of people in 
the study of potential side effects not apparent in 
Phase III. Phase IV clinical trials are conducted after 
a treatment has been approved by the Food and 
Drug Administration (FDA) and is being marketed.

Historically, 90% of children younger than 15 years of 
age with cancer are managed at institutions that par-
ticipate in NCI-sponsored pediatric trials. Only 21% of 
adolescents 15 – 19 years of age participate in clinical 
trials. Estimates for 20-29 year olds is far lower. Pre-
sumably, this deprives AYA’s of access to contemporary 
treatment approaches and clinical expertise that could 
improve outcomes. Increasing enrollment of AYA’s on 
clinical oncology trials is critically important as a strat-
egy for improving survival.

Barriers	for	AYA’s
Getting an accurate diagnosis as an AYA can often 
be a challenge. Cancer is not common in the AYA age 
group, and they often go to the doctor multiple times 
before the diagnosis is made. AYA’s have the highest 
national rate of being uninsured among all ages less 
than 65, thus lack of medical insurance can complicate 
or delay diagnosis. AYA’s may no longer be on a par-
ent’s insurance policy, or they may not have obtained 
a job that offers insurance. Getting treatment when 
uninsured is difficult, and a patient may end up in the 
ER when a crisis occurs; thus, making it the location 
for diagnosis. In addition, AYA’s have the lowest rates 
of primary care use of any age group. They are often 
thought of as healthy, and this assumption can also 
create delays in seeking medical attention. Decision-
making processes can be complicated, depending on 
the age of the AYA. Is it the AYA’s decision or the par-
ents? How much input should each have? There are 
other important issues that make treatment of AYA’s 
more complicated. Trying to manage a complicated 
treatment schedule and maintain a balance in work 
or school can be barriers that need to be addressed. 
It often places a great deal of hardship, educational 
and financial, on AYA’s. Further there are interpersonal 
issues such as relationships with parents, significant 
others, peers, and the absence of peer support. Further 

AYA’s have reproductive preservation concerns.

There are important issues that AYA’s need to keep in 
mind. First, AYA’s who are returning to a doctor several 
times for the same symptoms, should push for addi-
tional testing to be done. When a diagnosis is made, 
review the diagnosis with the doctor or team of doc-
tors. Ask about and review options for treatments, 
clinical trials, and resources for support that can be 
used through the cancer journey. Ask about whom to 
turn to when symptoms arise and what is the plan if 
the treating doctor is not near the AYA when some-
thing changes. Identify risks for both acute and late 
effects and determine what is being done to minimize 
these risks. 

Cancer	Survivorship
The definition of a survivor by the National Cancer In-
stitute (NCI): “An individual is considered a survivor 
from the time of diagnosis, through the balance of 
his or her life. Family members, friends, and caregivers 
are also impacted by the survivorship experience and 
therefore included in this definition.” The number of 
survivors in the United States from 1971 to 2002 has 
been growing steadily from less than four million to 
more than 10 million, with about 12 million believed 
to exist now. 

As more patients have been cured from cancer, physi-
cians and researchers have been able to follow them 
long-term. The advantage  of this is that they have 
begun to learn some lessons about the costs of the 
cure. One of those lessons has been about the late 
effects of cancer treatment. Late effects are defined 
as any chronic or late occurring health problem–physi-
cal or psychological or social–that persists or develops 
beyond the five years from the diagnosis of the can-
cer. Some examples that have been identified include 
weakening of the heart muscle from specific chemo-
therapy drugs or radiation, thyroid problems after radi-
ation, and school or concentration difficulties because 
of radiation to the head. In 2006 the Institute of Medi-
cine issued a survivorship report. It noted that survi-
vorship care is a neglected phase of the cancer care 
trajectory. Cancer care is often not coordinated and 
patients often feel lost in transition. The best model of 
survivorship care is not yet known with regard to who 
should follow the patient. Some think the oncologist 
should follow whereas others believe that a primary 
care doctor can follow. The answer may be different 
for different types of cancer and should be discussed. 
It has been recommended that all survivors have a 
treatment summary/survivorship care plan written and 
in their possession. The reason for this is that cancer 
treatment is complex; it is often multi-modal involving 
chemotherapy, radiation, and surgery. As a result, it 
involves a multi-disciplinary team of doctors involved 
in the care. The treatments are often toxic with sig-
nificant side effects. Further it requires coordination 
between doctors, between inpatient and outpatient 
settings and between medical and psychosocial care. 

A survivorship treatment summary/survivorship care 
plan should include information on the disease and 
history, who oversaw each treatment, what treatment 
happened, and specific information about dosages 
and timing. This is needed so that late effects can be 
tracked and patients with a likelihood of developing 
certain late effects can be appropriately screened and 
followed. If late effects are likely from the treatments 
then a plan needs to be in place for future screening, 
including any complications related to psychosocial is-
sues as well. Information about care coordination is 
also important. Sometimes these summaries are done 
by the primary treating physician at the end of treat-
ment and updated if additional treatments are needed 
later. However, some patients do not have this, and it 
can feel like a difficult task to accomplish. Survivorship 
clinics, such as the one at UCLA LiveSTRONG™ Survi-

vorship Center of Excellence, will do this for survivors 
and suggest additional care that may be needed to 
help to ameliorate late effects. Fitzhugh Mullan, MD 
was diagnosed with cancer, and began the survivor-
ship movement and he wrote: 

“Survivorship should be studied as a phenomenon in 
itself rather than a byproduct or afterthought of basic 
research on cancer treatment. As a concept, survivor-
ship has biomedical and psychosocial components. 
On the biomedical side, secondary tumors, the long-
term effects of treatment, reproductive health, and 
long-term health maintenance warrant systematic 
investigation. On the psychosocial side, insurance dis-
crimination, barriers to employment, and education of 
youth about cancer need to be explored…This strat-
egy promises to produce important improvements not 
only in the quantity of survivors but in the quality of 
survivorship in the future.”

Psychosocial	Considerations
This section addresses the unique psychosocial con-
siderations for AYA’s during treatment and through 
survivorship. Quotes from real patients are included 
throughout.

Focus	on	Adolescents	and	Young	Adults: As we 
mentioned at the beginning of the article, both pedi-
atric and older age groups have seen cancer survival 
rates improve while the outlook for AYA’s has remained 
about the same for decades. Once it was understood 
that such a large population group lagged behind 
others in survival improvement, researchers began 
examining why this disparity exists. In recent years, 
adolescents and young adults with cancer, previously 
referred to as “the forgotten demographic,” have be-
come a focus of clinical attention and research. In ad-
dition to the medical aspects of this disparity already 
outlined here, there are myriad psychosocial factors 
that also have an impact.

Health	Insurance	and	Finances: AYA’s are a unique 
population because of their developmental phase of 
life. Many of them are growing into their adulthood 
and working to establish their autonomy; they often 
lack financial resources and may have difficulties with 
access to health insurance. Even those who have 
health insurance coverage often find themselves un-
derinsured by state or university coverage or capped 
plans. Their finances may be strained by high deduct-
ibles or exclusions related to cancer coverage. Most 
insurance plans have age limits barring adult children 
from being insured through their parents’ plans at age 
26. (Recent changes in health care policy are expected 
to bring about improvement in this area.) The Depart-
ment of Health and Human Services estimates that 
these changes will affect 2.5 million young people, 
most of whom are uninsured.

•	“Aging	out”	of	insurance	coverage:	“So here 
I am, six cycles of treatment down, six cycles to 
go, and how am I supposed to celebrate my 26th 
birthday when it means I am going to get kicked 
off my mom’s insurance halfway through chemo?” 
Abby, 25, lymphoma survivor

Delaying	 Medical	 Attention	 and	 Low	 Adher-
ence	 to	Treatment: Research indicates that AYA’s 
have the lowest use of primary care of any age group 
and that they frequently delay seeking medical atten-
tion. When they do seek medical attention, their pro-
viders may mistakenly attribute their health worries to 
such causes as accidents or injuries. Cancer is often 
over-looked or under investigated. When someone in 
their mid-20s goes to a doctor for fatigue many doc-
tors just assume too much work or partying, not can-
cer! AYA’s typically lack experience in medical settings 
and also likely lack experience in self-advocacy when 
that becomes necessary. These factors often lead to 
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in 1971, President Nixon signed the National Cancer 
Act, a United States federal law aimed at strength-
ening the National Cancer Institute to more effec-

tively carry out the national effort against cancer. Along 
with	Dr.	Alva	Letton,	leader	of	the	American	Cancer	So-
ciety, the President of the United Stated declared “War 
on Cancer.” When President Nixon left office, cancer 
was still a major threat to life. 42 years later, we are still 
at war with cancer.

costs and cancer
Cancer care costs exceed $100 billion; overall health 
care costs are approximately $2 trillion per year. The 
United States spends approximately 15.2% of the 
GDP	on	health	care,	and	 this	 is	expected	 to	 rise.	The	
percentage of private expenditures toward health care 
has been decreasing, while the percentage of public 
expenditures has continued to rise. The incidence of 
the most common cancers has been rising since 1975; 
however, the mortality rates have been decreasing. 
When Medicare cost data for cancer were evaluated, 
the non-imaging cancer expenditures accounted for 
approximately 95.4% of the expenses while imaging 
only accounts for 4.6% of total costs. When further di-
vided, 1% of costs are accounted for by PET imaging 
and 3.6% are attributed to other imaging techniques. 
Medicare reimburses PET/CT at $1250 per scan. 

imaging tests in cancer
There are three key imaging modalities: MRI, CT, and 
PET. 

magnetic resonance imaging (mri) creates a 
powerful magnetic field through which images are cre-
ated by turning this field on and off. It is best for imaging 
brain, bone marrow, soft tissues such as muscles, liver, 
and pancreas, and is used for a variety of cancers.  It is 
a precise imaging technique and is exquisitely accurate. 
The whole body can be done in approximately 25 min-
utes. An MRI scanner is very powerful. Because of the 
intense magnetic field, it is not safe to have any metals 
in the room with an MRI scanner. Metallic prostheses 
are usually safe. MRI scanners are shaped like tubes or a 
tunnel; because of this, some patients experience claus-
trophobia and may need an anti-anxiety medication 
while having MRI scans. There is also noise associated 
with these scans, which can sometimes be bothersome 
to patients, but earplugs will make a difference. 

computer [assisted] tomography (cat or ct) 
can scan the whole body in 10 seconds. It uses x-rays 
to produce images of the body. Radiation doses are 
higher than from one x-ray as many x-rays are taken to 
form a complete picture. CT scans are good at showing 
anatomical structures.

There has been much discussion about the exposure 
that an individual receives from these types of scans. 
Many patients become worried about this because they 
may not have a perspective that helps them see the 
risks and benefits in an understandable way. Overall, 
CT scans are valuable and provide relatively low doses 
of radiation without significant consequences. A Gray 
(Gy) is a method of quantifying exposure/absorption 
of radiation. In general, most people are exposed to 
2.4 mGy (milligray) per year from the background ra-
diation in the environment. A CT scan can be 10-20 
mGy, which is 10-20 one thousandth of a Gy. Radia-
tion therapy on the other hand, uses 45-60 Gy, which 
is thousands of times higher than the radiation used in 
one CT scan. There has been ongoing research into the 

question of whether CT imaging is dangerous. There 
have been multiple studies published recently, and 
the conclusion is, “Predictions of hypothetical cancer 
incidence and deaths in patient populations exposed 
to such low doses [in imaging] are highly speculative 
and should be discouraged.” However, despite the sci-
entific evidence, information abounds on the Internet 
that may lead people to be fearful of imaging. It is not 
uncommon to hear people use the phrase it is a “one in 
a million chance.” To provide another perspective, the 
table below provides a listing of some activities that in-
crease the annual probability of death by “one in a mil-
lion.” This was published in Imaging Physics in 2011.

positron emission tomography (pet) is a scanning 
technique that tracks the uptake of sugar throughout 
healthy and abnormal tissues of the entire body. The 
PET scan is a method that enables us to see function 
rather than anatomy. PET scans identify areas in the 
body that are absorbing sugar. As a result, the brain 
and heart show up on PET scans because these are 
highly active tissues in the body that absorb sugar as 
fuel. To determine which tissues are absorbing high 
quantities of sugar, prior to your scan your medical 
health practitioner needs to inject into a vein a small 
amount of sugar that has a small amount of radioactiv-
ity	attached	to	it.	The	radioactive	tracer	is	called	FDG,	
which stands for 2-[f-18] fluoro-2-deoxy-d-glucose. Af-
ter the sugar has traveled through your body and been 
absorbed, PET identifies those areas that have high 
uptake of sugar, other than those already known to be 
high utilizers of sugar, e.g., the brain; these areas can 
indicate the presence of cancer. 

The high utilization of sugar in cancer is based on an 
important discovery made in 1921 by Otto Warburg 
when he studied the metabolism of cancerous cells. He 
found that the respiration of oxygen in normal body 
cells is replaced in cancerous cells by a fermentation 
of sugar. Normal body cells meet their energy needs 
by respiration of oxygen, whereas cancer cells meet 
their energy needs in large part by fermentation. From 
the standpoint of the physics and chemistry of life, this 
difference between normal and cancer cells is hugely 
significant. Oxygen gas is the source of energy in plants 
and animals; in cancer cells that process is replaced by 
an energy yielding reaction of the lowest living forms, 
namely the fermentation of glucose. In the 1970s the 

Brookhaven	group	synthesized	18F-FDG	the	radioiso-
tope that can carry sugar. In 1975 the first PET scanner 
was	developed	by	Michael	E.	Phelps,	PhD,	Chair	of	the	
Department	of	Molecular	and	Medical	Pharmacology	at	
the	David	Geffen	School	of	Medicine	at	UCLA.	The	PET	
scanner allowed us to carry out the first clinical studies 
in neurology, cardiology, and oncology by following the 
uptake of the radioactive isotope used in PET imaging 
to	determine	how	the	body’s	organs	use	sugar.	The	re-
search continued to progress, scanners became better 
and ultimately, imaging studies were conducted. PET 
scans are incredibly useful because cancer cells, by na-
ture, are rapidly dividing. After 90 hours of cell division, 

one cancer cell can become 32,768 thousand cells. A 
one centimeter tumor contains 10 billion cancer cells. 
This rapid cell division requires a large amount of fuel, 
and	that	fuel	is	the	sugar	in	our	body.	However,	don’t	
suddenly run out and throw out all your foods contain-
ing sugar or stop eating fruit. Keep reading because I 
will be specifically addressing this topic and your con-
cern	further	along!	

During	 the	 1980s	 and	 1990s	 the	 quality	 of	 the	 PET	
scans improved and scans became more useful and 
specific.	FDG,	the	sugar-based	isotope,	decays	quickly	
therefore linear accelerators are needed on site to pro-
duce	FDG.	Since	the	1980s	there	has	been	a	huge	in-
crease in the number of centers that use PET devices.
One of the great advances of imaging technology was 
the ability to integrate CT and PET scanners into one 
machine and to superimpose images one upon the 
other. CT scans show anatomical structures but are not 
as effective at determining attributes of the structures. 
The PET scan indicates whether there is strong uptake 
of sugar and is, thus, useful in diagnosing the presence 
of most cancers.  The PET/CT scanner produces an im-
age of the anatomy fused with the functional images of 
the use of sugar by cells.

PET/CT imaging helps to determine where a primary 
tumor is located. For example, it can help to determine 
whether cancer can be removed by surgery or whether 
the lesions are outside the scope of a surgical inter-
vention. It is also useful in determining if cancer has 
recurred, making PET/CT imaging highly significant in 
making treatment decisions. It has become even more 
important as a tool in evaluating whether a treatment 
protocol is working. As a result, patients can stop in-

effective treatments more quickly and move to some-
thing more effective for their cancer. This is a critical 
decision for patients because it helps avoid unneces-
sary exposure to toxicities of ineffective treatments,  it 
saves money by preventing unnecessary, often highly 
expensive, treatments, and most of all, allows your on-
cologist to switch you to a more effective treatment in 
a timely manner. 

The National Oncology PET registry (NOPR) is collabora-
tion between Medicare and a group of researchers. This 
collaborative effort helped to evaluate impact of PET/CT 
on the management of cancer patients. Multiple stud-
ies have been published between 2007 through 2011 
showing that cancer staging and restaging has been 
greatly affected by PET in most forms of cancer. Be-
cause of this research, PET/CT is now covered by insur-
ances for most forms of cancer. Primary prostate cancer 
is one of the few not covered but we are now allowed 
to monitor with PET therapeutic responses of prostate 
cancer that have spread. There are some exceptions 
for breast and melanoma. Several other studies have 
shown that the inclusion of PET in the management of 
cancer patients can result in improved survival. The first 
set of images show a normal CT scan, a normal PET 
scan and a normal PET/CT combined. The second set 
of images, an abnormal CT scan, an abnormal PET and 
the fused PET/CT, shows that the abnormal areas of 
anatomy on the lung and adrenal gland are functioning 
abnormally because of the high uptake of the sugar.

preparation for pet/ct Scan
It is important that you prepare appropriately for a PET/
CT scan. Patients often receive intravenous contrast in-
jection for the CT portion of the PET/CT scan; therefore, 
prior to getting a PET/CT scan, blood creatinine levels 
must be monitored via a blood test prior to the proce-
dure to assess the function of your kidneys. 

Patients are asked to fast for 4-6 hours prior to the scan 
but are allowed to drink fluids. You should not exercise 
on the day of or the day before a PET scan because 
muscles use a lot of sugar and exercising could cause 
a more diffuse uptake of the radioactive tracer into the 
muscles instead of the potential tumor sites, creating 
images that are more difficult to interpret. Regular 
medications should be taken on scan day including 
medications for controlling diabetes. It is important to 
stay warm, during the period that the tracer is in the 
body, because there is something called “brown fat” 
that is characteristic in infants, young adults and some 
older adults. When cold, this “brown fat” will take up 
sugar,	leading	to	a	scan	that	is	difficult	to	read.	Do	not	
worry if the scanner room is cool. Blankets are usu-
ally given, but by the time you are in the scanner, the 
FDG	has	already	distributed	throughout	the	body.	Wear	
warm clothing when you come to the clinic for imaging 
to keep your body warm and comfortable. This will also 
prevent the brown fat from using a lot of sugar.

the actual Scan procedure
Patients who have never had a PET/CT scan wonder 
what the steps are. Overall, it should take about 30 
minutes	for	the	actual	scan.	But	since	the	FDG	is	inject-
ed 1 hour before we start imaging you should reserve 
a total of close to 2 hours for your visit. Sometimes, we 
will run a little late because another patient needed 
more time for imaging. 

The basic steps from arrival at the clinic are

•	You	will	be	greeted	and	basic	information	will	be	
exchanged 

•	You	will	be	moved	into	an	injection	room	
•	You	will	be	injected	with	FDG	
•	You	might	receive	oral	contrast,	which	we	use	to	

get a better CT image of your gut (you will prob-
ably not like the taste of the oral contrast agent but 
you will easily tolerate it).

•	You	will	be	positioned	in	a	comfortable	recliner	for	
about one hour and should be kept warm. If you 
are not warm, ask for blankets. 

•	You	are	taken	to	the	scanner	(next	door)	
•	You	are	placed	on	the	scanner	bed	(the	room	is	

fairly cold) 
•	The	contrast	material	for	the	CT	portion	will	be	

injected 
•	The	CT	images	are	taken	(less	than	one	minute)	
•	The	PET	images	are	taken	(around	25	minutes)	

The report will be available within 24 hours although 
most of the time it will be available for your treating 
physician within a few hours. 

concerns and Questions after the Scan
There are very few side effects from these scans. A PET 
scan may create pain at the site of the IV injection, 
and very rarely, an infection. About 5% of patients 
have claustrophobia in the scanner. For patients who 
are anxious about the scans, benzodiazepines such as 
valium are very effective anti-anxiety medications that 
can	be	taken	beforehand.	Discuss	this	with	your	doctor	
before the scan. If you do take valium you will need to 
be driven to and from the clinic by a relative or a friend. 
The radiation exposure from the scan is low and is not 
dangerous if the scans are used as currently indicated. 
For the CT component, the IV contrast can cause aller-
gic responses, and patients with kidney problems may 
need to be careful about the contrast. Oral contrast can 
cause abdominal discomfort in some patients. After the 
scan you are not radioactive, and there is no danger to 
you or to others around you. You can be in contact with 
children, pregnant women or anyone else. If you drink 
fluids it will wash out the radioactive sugar tracer more 
quickly. You are allowed to eat whatever you want after 
the scan is over.

the internet, cam and myths about Sugar 
and cancer
It	must	be	noted	 that	while	Warburg’s	finding	about	
the use of sugar for cancers was an important scien-
tific finding. However, postings on the internet have 
created misleading and inaccurate conclusions 
about the relationship between cancer and sug-
ar intake. Warburg’s findings did not state that 
eating sugar leads to cancer. it is important to 
understand more about this in order to avoid 
“diets and cures” that are misrepresented on 
the internet. 

The human body relies on glucose. Certain organs, es-
pecially the brain and the heart, two of our most vital 
and hard-working body parts, consume extremely high 
amounts of glucose because they require high amounts 
of energy. For example, if the body does not have 
enough glucose, it converts other things, such as fatty 
acids and proteins into glucose. It is true, however, that 
in comparison to most cells, cancer does have a sweet 
tooth. Cancer cells consume about 20-30 times more 
sugar than normal cells because cancers are rapidly di-
viding cells; in order to divide rapidly, they need energy. 
Glucose (sugar) is a rapid energy source, so while can-
cer cells do eat proteins and fatty acids as well, they 
rely on glucose. Though “technically correct,” the con-
cept that sugar feeds cancer is also misleading because 
sugar feeds every cell in our bodies. Even if you could 
cut every bit of sugar out of your diet, your body would 
make sugar from other sources. All cells—healthy and 
cancerous—need sugar to grow. It helps to remem-
ber that there is nothing particular about sugar that 
“feeds” cancer cells any more than sugar feeds all of 
the cells in our bodies. The body makes its own sugar. It 
is impossible to starve a cancer by creating a diet that 
is absent of sugar. 

Otto Warburg 
found that the 
respiration 
of oxygen in 
normal body cells 
is replaced in 
cancerous cells by 
a fermentation of 
sugar.
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in 1971, President Nixon signed the National Cancer 
Act, a United States federal law aimed at strength-
ening the National Cancer Institute to more effec-

tively carry out the national effort against cancer. Along 
with	Dr.	Alva	Letton,	leader	of	the	American	Cancer	So-
ciety, the President of the United Stated declared “War 
on Cancer.” When President Nixon left office, cancer 
was still a major threat to life. 42 years later, we are still 
at war with cancer.

costs and cancer
Cancer care costs exceed $100 billion; overall health 
care costs are approximately $2 trillion per year. The 
United States spends approximately 15.2% of the 
GDP	on	health	care,	and	 this	 is	expected	 to	 rise.	The	
percentage of private expenditures toward health care 
has been decreasing, while the percentage of public 
expenditures has continued to rise. The incidence of 
the most common cancers has been rising since 1975; 
however, the mortality rates have been decreasing. 
When Medicare cost data for cancer were evaluated, 
the non-imaging cancer expenditures accounted for 
approximately 95.4% of the expenses while imaging 
only accounts for 4.6% of total costs. When further di-
vided, 1% of costs are accounted for by PET imaging 
and 3.6% are attributed to other imaging techniques. 
Medicare reimburses PET/CT at $1250 per scan. 

imaging tests in cancer
There are three key imaging modalities: MRI, CT, and 
PET. 

magnetic resonance imaging (mri) creates a 
powerful magnetic field through which images are cre-
ated by turning this field on and off. It is best for imaging 
brain, bone marrow, soft tissues such as muscles, liver, 
and pancreas, and is used for a variety of cancers.  It is 
a precise imaging technique and is exquisitely accurate. 
The whole body can be done in approximately 25 min-
utes. An MRI scanner is very powerful. Because of the 
intense magnetic field, it is not safe to have any metals 
in the room with an MRI scanner. Metallic prostheses 
are usually safe. MRI scanners are shaped like tubes or a 
tunnel; because of this, some patients experience claus-
trophobia and may need an anti-anxiety medication 
while having MRI scans. There is also noise associated 
with these scans, which can sometimes be bothersome 
to patients, but earplugs will make a difference. 

computer [assisted] tomography (cat or ct) 
can scan the whole body in 10 seconds. It uses x-rays 
to produce images of the body. Radiation doses are 
higher than from one x-ray as many x-rays are taken to 
form a complete picture. CT scans are good at showing 
anatomical structures.

There has been much discussion about the exposure 
that an individual receives from these types of scans. 
Many patients become worried about this because they 
may not have a perspective that helps them see the 
risks and benefits in an understandable way. Overall, 
CT scans are valuable and provide relatively low doses 
of radiation without significant consequences. A Gray 
(Gy) is a method of quantifying exposure/absorption 
of radiation. In general, most people are exposed to 
2.4 mGy (milligray) per year from the background ra-
diation in the environment. A CT scan can be 10-20 
mGy, which is 10-20 one thousandth of a Gy. Radia-
tion therapy on the other hand, uses 45-60 Gy, which 
is thousands of times higher than the radiation used in 
one CT scan. There has been ongoing research into the 

question of whether CT imaging is dangerous. There 
have been multiple studies published recently, and 
the conclusion is, “Predictions of hypothetical cancer 
incidence and deaths in patient populations exposed 
to such low doses [in imaging] are highly speculative 
and should be discouraged.” However, despite the sci-
entific evidence, information abounds on the Internet 
that may lead people to be fearful of imaging. It is not 
uncommon to hear people use the phrase it is a “one in 
a million chance.” To provide another perspective, the 
table below provides a listing of some activities that in-
crease the annual probability of death by “one in a mil-
lion.” This was published in Imaging Physics in 2011.

positron emission tomography (pet) is a scanning 
technique that tracks the uptake of sugar throughout 
healthy and abnormal tissues of the entire body. The 
PET scan is a method that enables us to see function 
rather than anatomy. PET scans identify areas in the 
body that are absorbing sugar. As a result, the brain 
and heart show up on PET scans because these are 
highly active tissues in the body that absorb sugar as 
fuel. To determine which tissues are absorbing high 
quantities of sugar, prior to your scan your medical 
health practitioner needs to inject into a vein a small 
amount of sugar that has a small amount of radioactiv-
ity	attached	to	it.	The	radioactive	tracer	is	called	FDG,	
which stands for 2-[f-18] fluoro-2-deoxy-d-glucose. Af-
ter the sugar has traveled through your body and been 
absorbed, PET identifies those areas that have high 
uptake of sugar, other than those already known to be 
high utilizers of sugar, e.g., the brain; these areas can 
indicate the presence of cancer. 

The high utilization of sugar in cancer is based on an 
important discovery made in 1921 by Otto Warburg 
when he studied the metabolism of cancerous cells. He 
found that the respiration of oxygen in normal body 
cells is replaced in cancerous cells by a fermentation 
of sugar. Normal body cells meet their energy needs 
by respiration of oxygen, whereas cancer cells meet 
their energy needs in large part by fermentation. From 
the standpoint of the physics and chemistry of life, this 
difference between normal and cancer cells is hugely 
significant. Oxygen gas is the source of energy in plants 
and animals; in cancer cells that process is replaced by 
an energy yielding reaction of the lowest living forms, 
namely the fermentation of glucose. In the 1970s the 

Brookhaven	group	synthesized	18F-FDG	the	radioiso-
tope that can carry sugar. In 1975 the first PET scanner 
was	developed	by	Michael	E.	Phelps,	PhD,	Chair	of	the	
Department	of	Molecular	and	Medical	Pharmacology	at	
the	David	Geffen	School	of	Medicine	at	UCLA.	The	PET	
scanner allowed us to carry out the first clinical studies 
in neurology, cardiology, and oncology by following the 
uptake of the radioactive isotope used in PET imaging 
to	determine	how	the	body’s	organs	use	sugar.	The	re-
search continued to progress, scanners became better 
and ultimately, imaging studies were conducted. PET 
scans are incredibly useful because cancer cells, by na-
ture, are rapidly dividing. After 90 hours of cell division, 

one cancer cell can become 32,768 thousand cells. A 
one centimeter tumor contains 10 billion cancer cells. 
This rapid cell division requires a large amount of fuel, 
and	that	fuel	is	the	sugar	in	our	body.	However,	don’t	
suddenly run out and throw out all your foods contain-
ing sugar or stop eating fruit. Keep reading because I 
will be specifically addressing this topic and your con-
cern	further	along!	

During	 the	 1980s	 and	 1990s	 the	 quality	 of	 the	 PET	
scans improved and scans became more useful and 
specific.	FDG,	the	sugar-based	isotope,	decays	quickly	
therefore linear accelerators are needed on site to pro-
duce	FDG.	Since	the	1980s	there	has	been	a	huge	in-
crease in the number of centers that use PET devices.
One of the great advances of imaging technology was 
the ability to integrate CT and PET scanners into one 
machine and to superimpose images one upon the 
other. CT scans show anatomical structures but are not 
as effective at determining attributes of the structures. 
The PET scan indicates whether there is strong uptake 
of sugar and is, thus, useful in diagnosing the presence 
of most cancers.  The PET/CT scanner produces an im-
age of the anatomy fused with the functional images of 
the use of sugar by cells.

PET/CT imaging helps to determine where a primary 
tumor is located. For example, it can help to determine 
whether cancer can be removed by surgery or whether 
the lesions are outside the scope of a surgical inter-
vention. It is also useful in determining if cancer has 
recurred, making PET/CT imaging highly significant in 
making treatment decisions. It has become even more 
important as a tool in evaluating whether a treatment 
protocol is working. As a result, patients can stop in-

effective treatments more quickly and move to some-
thing more effective for their cancer. This is a critical 
decision for patients because it helps avoid unneces-
sary exposure to toxicities of ineffective treatments,  it 
saves money by preventing unnecessary, often highly 
expensive, treatments, and most of all, allows your on-
cologist to switch you to a more effective treatment in 
a timely manner. 

The National Oncology PET registry (NOPR) is collabora-
tion between Medicare and a group of researchers. This 
collaborative effort helped to evaluate impact of PET/CT 
on the management of cancer patients. Multiple stud-
ies have been published between 2007 through 2011 
showing that cancer staging and restaging has been 
greatly affected by PET in most forms of cancer. Be-
cause of this research, PET/CT is now covered by insur-
ances for most forms of cancer. Primary prostate cancer 
is one of the few not covered but we are now allowed 
to monitor with PET therapeutic responses of prostate 
cancer that have spread. There are some exceptions 
for breast and melanoma. Several other studies have 
shown that the inclusion of PET in the management of 
cancer patients can result in improved survival. The first 
set of images show a normal CT scan, a normal PET 
scan and a normal PET/CT combined. The second set 
of images, an abnormal CT scan, an abnormal PET and 
the fused PET/CT, shows that the abnormal areas of 
anatomy on the lung and adrenal gland are functioning 
abnormally because of the high uptake of the sugar.

preparation for pet/ct Scan
It is important that you prepare appropriately for a PET/
CT scan. Patients often receive intravenous contrast in-
jection for the CT portion of the PET/CT scan; therefore, 
prior to getting a PET/CT scan, blood creatinine levels 
must be monitored via a blood test prior to the proce-
dure to assess the function of your kidneys. 

Patients are asked to fast for 4-6 hours prior to the scan 
but are allowed to drink fluids. You should not exercise 
on the day of or the day before a PET scan because 
muscles use a lot of sugar and exercising could cause 
a more diffuse uptake of the radioactive tracer into the 
muscles instead of the potential tumor sites, creating 
images that are more difficult to interpret. Regular 
medications should be taken on scan day including 
medications for controlling diabetes. It is important to 
stay warm, during the period that the tracer is in the 
body, because there is something called “brown fat” 
that is characteristic in infants, young adults and some 
older adults. When cold, this “brown fat” will take up 
sugar,	leading	to	a	scan	that	is	difficult	to	read.	Do	not	
worry if the scanner room is cool. Blankets are usu-
ally given, but by the time you are in the scanner, the 
FDG	has	already	distributed	throughout	the	body.	Wear	
warm clothing when you come to the clinic for imaging 
to keep your body warm and comfortable. This will also 
prevent the brown fat from using a lot of sugar.

the actual Scan procedure
Patients who have never had a PET/CT scan wonder 
what the steps are. Overall, it should take about 30 
minutes	for	the	actual	scan.	But	since	the	FDG	is	inject-
ed 1 hour before we start imaging you should reserve 
a total of close to 2 hours for your visit. Sometimes, we 
will run a little late because another patient needed 
more time for imaging. 

The basic steps from arrival at the clinic are

•	You	will	be	greeted	and	basic	information	will	be	
exchanged 

•	You	will	be	moved	into	an	injection	room	
•	You	will	be	injected	with	FDG	
•	You	might	receive	oral	contrast,	which	we	use	to	

get a better CT image of your gut (you will prob-
ably not like the taste of the oral contrast agent but 
you will easily tolerate it).

•	You	will	be	positioned	in	a	comfortable	recliner	for	
about one hour and should be kept warm. If you 
are not warm, ask for blankets. 

•	You	are	taken	to	the	scanner	(next	door)	
•	You	are	placed	on	the	scanner	bed	(the	room	is	

fairly cold) 
•	The	contrast	material	for	the	CT	portion	will	be	

injected 
•	The	CT	images	are	taken	(less	than	one	minute)	
•	The	PET	images	are	taken	(around	25	minutes)	

The report will be available within 24 hours although 
most of the time it will be available for your treating 
physician within a few hours. 

concerns and Questions after the Scan
There are very few side effects from these scans. A PET 
scan may create pain at the site of the IV injection, 
and very rarely, an infection. About 5% of patients 
have claustrophobia in the scanner. For patients who 
are anxious about the scans, benzodiazepines such as 
valium are very effective anti-anxiety medications that 
can	be	taken	beforehand.	Discuss	this	with	your	doctor	
before the scan. If you do take valium you will need to 
be driven to and from the clinic by a relative or a friend. 
The radiation exposure from the scan is low and is not 
dangerous if the scans are used as currently indicated. 
For the CT component, the IV contrast can cause aller-
gic responses, and patients with kidney problems may 
need to be careful about the contrast. Oral contrast can 
cause abdominal discomfort in some patients. After the 
scan you are not radioactive, and there is no danger to 
you or to others around you. You can be in contact with 
children, pregnant women or anyone else. If you drink 
fluids it will wash out the radioactive sugar tracer more 
quickly. You are allowed to eat whatever you want after 
the scan is over.

the internet, cam and myths about Sugar 
and cancer
It	must	be	noted	 that	while	Warburg’s	finding	about	
the use of sugar for cancers was an important scien-
tific finding. However, postings on the internet have 
created misleading and inaccurate conclusions 
about the relationship between cancer and sug-
ar intake. Warburg’s findings did not state that 
eating sugar leads to cancer. it is important to 
understand more about this in order to avoid 
“diets and cures” that are misrepresented on 
the internet. 

The human body relies on glucose. Certain organs, es-
pecially the brain and the heart, two of our most vital 
and hard-working body parts, consume extremely high 
amounts of glucose because they require high amounts 
of energy. For example, if the body does not have 
enough glucose, it converts other things, such as fatty 
acids and proteins into glucose. It is true, however, that 
in comparison to most cells, cancer does have a sweet 
tooth. Cancer cells consume about 20-30 times more 
sugar than normal cells because cancers are rapidly di-
viding cells; in order to divide rapidly, they need energy. 
Glucose (sugar) is a rapid energy source, so while can-
cer cells do eat proteins and fatty acids as well, they 
rely on glucose. Though “technically correct,” the con-
cept that sugar feeds cancer is also misleading because 
sugar feeds every cell in our bodies. Even if you could 
cut every bit of sugar out of your diet, your body would 
make sugar from other sources. All cells—healthy and 
cancerous—need sugar to grow. It helps to remem-
ber that there is nothing particular about sugar that 
“feeds” cancer cells any more than sugar feeds all of 
the cells in our bodies. The body makes its own sugar. It 
is impossible to starve a cancer by creating a diet that 
is absent of sugar. 

Otto Warburg 
found that the 
respiration 
of oxygen in 
normal body cells 
is replaced in 
cancerous cells by 
a fermentation of 
sugar.
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communicate those features to your oncologist as they 
are linked to prognosis and response to therapy. The 
first step is the “gross evaluation,” which means identi-
fying the lesion within the tissue and its size, assessing 
the relationship of the identified area to the margins, 
assessing lymph nodes, and sampling the lesion for his-
tologic analysis. To identify margins they look at where 
the tumor is in relation to the edge of normal tissue 
and they measure the distance on all sides to deter-
mine if enough clean healthy tissue surrounds the tu-
mor, creating what is referred to as “clear” or “clean” 
margins. Radiology sometimes helps the pathologist by 
placing a clip in the affected area that was biopsied 
that the pathologist can use as a marker.

The second step, called histologic processing, is the 
process of permanently preserving the tissue. The tis-
sue is preserved in a paraffin block. This allows for slic-
ing the tumor and creating slides. This allows histologic 
sections to be taken for viewing under the microscope. 
The entire process takes a minimum of 24-48 hours. 
This is also critical for accurate biomarker testing which 
is used for prognosis and treatment decisions. 

The pathologist looks at between 10-50 slides under a 
large microscope. In breast cancer they are looking at 
the normal cells, pre-cancer cells, early cancer (ductile 
carcinoma	in	situ/DCIS)	or	invasive	cancer.	The	patholo-
gist grades the cells as a method of describing how 
similar the abnormal cells are in relation to normal cells 
and how they look regarding their architecture—the 
nuclei and the amount of cell division that is in process 
(mitotic activity). They confirm the size of the tumor and 
evaluate the distance of the tumor from the margins. 
They also look for lympho-vascular invasion—whether 
the tumor cells are in the blood vessels or lymphatic 
channels in the breast. If lymph nodes are sampled they 
also look to see if there are any tumor cells in these 
areas. Pathologic staging requires size of the tumor, 
the number of lymph nodes involved by tumor, and the 
presence or absence of distant metastasis which comes 
from clinical and radiographic correlation. 

Pathologists must be very thorough in how they ap-
proach this process as their determination will define 
the disease and set recommendations for treatment. 
They examine the ducts to see if they are intact, in 
which	case	it	could	be	a	diagnosis	of	DCIS;	they	also	
correlate with radiographic information that could lead 
to	 a	 diagnosis	 of	 DCIS	 with	 calcification.	They	 check	
to see if the cells have migrated outside of the duct 
structure, in which case the diagnosis is invasive breast 
cancer. When grading the tumor they assess whether it 
is well-differentiated (which means that it is still mak-
ing ducts) or poorly-differentiated (which means that it 
is no longer making ducts and, thus, looks less like nor-
mal tissue). There are special staining procedures that 
they do for lymph nodes to identify isolated tumor cells 
in these structures.

Biomarker evaluation looks at the immunohistochem-
istry of the disease. This process determines if the cells 
have estrogen or progesterone receptors and whether 
they are positive for HER2 receptor over-expression 
through an evaluation called FISH. It also determines 
the Ki67 score, which reveals the percentage of cells 
that are in the process of dividing and multiplying. A 
higher grade reflects more aggressive cancer cells. There 
are also other more esoteric tests that can be done in-
cluding microarray analysis, direct gene testing by PCR 
and high-throughput gene and RNA sequencing. 

Breast cancer subtypes are determined by gene ex-
pression profiling. About 70% of all breast cancers are 
“luminal A or B;” these tend to be estrogen receptor 
positive (ER+) and/or progesterone receptor positive 
(PR+). About 15% of breast cancers are HER2 positive 
and they tend to be ER negative (ER-). Approximately 
15% of all breast cancers conform to a subtype called 

“basal-like” which are ER, PR, and HER2 negative; 
these are referred to as “triple negative.” 

There are currently two genomic assays in clinical use 
for	breast	cancer.	Oncotype	DX	analyzes	activity	of	21	
genes and is used to estimate your risk of recurrence 
in early stage ER+/PR+ tumors. A recurrence score of 
0-100 is assigned; the higher the score, the greater 
the likelihood of recurrence if no further treatment is 
done. This can be assessed from tissue that has already 
been formalin-fixed, the process used by the patholo-
gist when the tumor blocks are made. Mammaprint is 
an	FDA	approved	test	that	analyzes	70	genes.	It	calcu-
lates whether someone is at a low or high possibility 
of recurrence. However, to use this analysis you must 
make a decision before you have your biopsy/surgery 
because it requires fresh tissue that has not been for-
malin-fixed. As a result this test is less widely used. It is 
also more expensive.

Getting an accurate diagnosis and appropriate treat-
ment depends on the pathologist, proper tissue han-
dling and thorough evaluation. These critical steps take 
time, which can be frustrating for patients who want 
to know the results immediately. Molecular analysis is 
an arena that is evolving rapidly. It complements the 
histopathologic diagnoses which can lead to rational 
therapeutic decision making or more “personalized” 
therapy approaches. 

Surgical treatment
The goal for breast cancer surgery is to remove the tu-
mor, minimize disability and maximize the cosmetic or 
aesthetic outcome. Cutting the tumor out prevents it 
from growing and spreading and helps to stage and de-
termine your future treatments. The breast is comprised 
of lobules, the part of the anatomy where breast milk 
is made, and ducts, the structures that carry breast milk 
to the nipple. While breast cancer can occur in either of 
these structures, most breast cancer occurs in the ducts. 
Surrounding the breast and into the armpit area are 
many lymph vessels and lymph nodes that make up the 
body’s	 lymphatic	 system,	part	of	 the	 immune	 system.	
These vessels and nodes help carry waste, move fluid 
and help the body fight infection. Breast cancer cells 
can use this pathway to travel to other areas; therefore, 
it is important to examine these nodes to determine if 
any breast cancer cells have been travelled or migrat-
ed into them. If the breast cancer is confined to the 
duct,	as	in	DCIS,	there	is	no	need	to	examine	the	lymph	
nodes; however, if the breast cancer has gone out of the 
duct then the nodes need to be sampled to determine 
whether the cancer cells have spread which, in turn, 
determines the need for further systemic treatment. 

There are different surgical approaches for breast 
cancer. A partial mastectomy or quadrantectomy is a 
procedure in which a section of the breast is removed 
where the tumor is located and a small part of normal 
tissue surrounding is also removed. A simple mastec-
tomy removes the breast. A modified radical mastec-
tomy removes the breast and lymph nodes. A radical 
mastectomy removes the breast, with chest muscle and 
all of the lymph nodes.  Breast cancer surgery can be 
overwhelming so we are careful to ensure your surgery 
is personalized. Personalized breast cancer surgery 
takes into consideration the tumor size and its relation 
to breast size. If the tumor is larger and the breast is 
small, a partial mastectomy may not be possible or may 
lead to adverse cosmetic consequences. The tumor bi-
ology is important and so is the general health of the 
woman with regard to ability to undergo a more exten-
sive surgery. Preference is also important and should 
always be discussed. Sometimes the surgical decision 
requires that other physicians be involved in the de-
cision making; for example, reconstruction issues and 
future treatment may influence the timing of different 
surgical interventions. Also, if a patient has genetic 
testing and it reveals mutations, that could lead pa-

tients to other decisions, such as prophylactic removal 
of an unaffected breast. 

Breast cancer surgery has evolved a great deal since the 
1970s. From the 1800s to 1970 it was believed that the 
more radical the surgery, the better; the initial surgeries 
were very disfiguring as they removed the entire breast, 
the chest wall, muscles and often left the woman not 
only visually deformed but disabled from the surgery. 
Over time surgeons developed a modified radical mas-
tectomy that spared the chest wall and removed only 
the breast and lymph nodes. Later a simple mastectomy 
evolved. The skin sparing mastectomy removes the 
breast tissue by removing the breast tissue but leaving 
the skin of the breast intact, like an empty shell. If the 
tumor is not near the nipple, the nipple sparing mastec-
tomy makes it possible to reattach the nipple. 

Breast conserving surgery allows the majority of the 
breast to be left intact but the tumor and a clear band 
of margin of tissue is removed around it. This involves 
the addition of radiation treatment to hold off the de-
velopment of local recurrence to the breast. 

Lymph node surgery has also evolved. The purpose of 
this surgery is to remove diseased lymph nodes and 
to determine the number of lymph nodes involved. An 
axillary lymph node dissection used to be performed 
that cleared out the level 1 and level 2 lymph nodes. 
However, one consequence of this invasive procedure 
was that women developed lymphedema, a condition 
in which the body no longer has the capacity to move 
the lymph fluid from affected extremities and about 
20-30% of women developed swollen arms because 
the normal mechanisms were not in place to move and 
filter the lymph. In addition, there were additional com-
plications to this surgery which included pain, numb-
ness and potential decreased range of motion of the 
shoulder. In the 1990s lymph node surgery was trans-
formed by research that demonstrated surgeons could 
identify the sentinel node (the first lymph nodes that 
the breast drained into).  They did this by injection of a 
tracer of blue dye or radioactive tracer prior to surgery 
and then following the dye and/or radioactive tracer 
with a Geiger counter and finding the first node or few 
nodes that took-up this tracer. By doing that, they could 
sample just these lymph nodes and eliminate the need 
for the radical surgery of removing all of the lymph 
nodes at levels 1 and 2. 

breast reconstruction
Almost all women who undergo surgery to remove a 
breast cancer (lumpectomy or mastectomy) are candi-
dates for breast reconstruction. Reconstructive surgery 
can be performed at the time of initial breast cancer 
surgery or at a later point in time. 

In a recent survey of women with breast cancer, 70% 
of them were not informed of their options for breast 
reconstruction. The goal of breast reconstruction is to 
restore some of what cancer has taken away. Recon-
struction can help restore breast shape, symmetry, and 
one’s	identity.	

Breast reconstruction can be performed at the same 
time as a lumpectomy or mastectomy or it can be per-
formed many months later. The plastic surgeon should 
always be involved early in the decision-making and 
treatment	 planning	 process	 because	 the	 patient’s	
choice of treatments may determine how the surgical 
oncologist does the initial surgery.

For some women, plastic surgery is needed after a 
lumpectomy. This partial breast reconstruction can be 
used to rearrange the remaining breast tissue to re-
store the shape and appearance of the breast.  
 
There are many different reconstructive options avail-
able after mastectomy. In general, all methods of re-

ucla Santa monica center for personalized 
breast care
Women with breast cancer can face many difficulties 
when trying to get the best breast care. The “system” 
can oftentimes be difficult to navigate, as there are 
many different individuals who must participate in the 
complexities of diagnosing and developing an individ-
ual treatment plan. There can be a lack of consistency 
in the way that the diagnosis and care is approached, 
both within institutions and outside in the community. 
Patients	can	“fall	through	the	cracks”	if	they	don’t	have	
someone who is overseeing their care. There can be 
communication problems between multiple providers 
and it can be cumbersome trying to clarify misunder-
standings or differences. In order to provide optimal 
care, breast cancer patients need a team of health care 
professionals who work together to coordinate, opti-
mize and improve communication and care. Patients 
need a navigator who ensures effective communica-
tion with each patient and her/his care team.

At the ucla Santa monica center for person-
alized breast care we have developed a team ap-
proach that combines a breast surgeon, a radiation 
oncologist, a medical oncologist, a radiologist, a pa-
thologist, a plastic/reconstructive surgeon, a genetics 
counselor and the team of the Simms/Mann -- UCLA 
Center for Integrative Oncology to provide psychoso-
cial support, spiritual support and integrative medi-
cine.  In addition, we have a navigator who is able to 
direct	 the	 patient’s	 appointments	 and	 see	 to	 it	 that	
patients are not lost in the system. In our program, 
patients come to a one day visit, usually on a Wednes-
day morning, see everyone that they need as part of 
the team and walk away with one plan of care. Cur-
rently the Center is located at 1223 16th Street, Santa 
Monica; the phone number is (424) 259-8791. 

This program provides you with access to all the spe-
cializations you need as a patient with breast cancer:

breast imaging: Breast imaging includes mammog-
raphy,	breast	ultrasound,	MRI,	tomosynthesis	(3D	mam-
mography) and imaging-guided core needle biopsy. 

•	mammography: The current screening guide-
lines for mammography include annual screening 
mammography beginning at age 40 (American 
College of Surgeons, the American College of 
Radiology, and the American College of Obstetrics 
and Gynecology). There is no longer a recommen-
dation for a baseline mammogram at age 35. If you 
are a woman with special circumstances such as 
radiation exposure to the chest, a mother or sister 
with pre-menopausal breast cancer or a carrier of 
BRCA1 or BRCA2 gene mutation, you may need to 
begin screening mammography at an earlier age. 
Screening mammography includes two views of 
each breast: the mediolateral oblique (MLO) view, 
which is an angled side view of the breast, and the 
craniocaudal view (CC), which a view from above. 
If your mammogram shows something abnormal or 
inconclusive, you will be scheduled for additional 
views. Many times these additional views clarify 
that there is no problem. Benign (non-cancerous) 
findings on mammograms are very common. Some 
mammogram findings that may indicate an under-
lying breast cancer include calcifications, especially 

when they begin to line up along a duct, or a 
suspicious mass that has tentacles (spicules) that 
extend into the adjacent breast tissue. 

Mammography is proven to be useful for early detec-
tion of breast cancer, thus reducing mortality, but it is 
not a perfect tool. Annual screening mammography 
decreases mortality by 30-50% and has increased the 
diagnosis of localized disease. Many factors can affect 
the likelihood of detecting breast cancer on a mam-
mogram and include positioning, compression, image 
clarity/sharpness, noise, exposure, and interpretation. 
The density of the breast tissue is very important. Each 
woman has a different admixture of breast tissue and 
breast fat that varies with age, heredity and hormonal 
status. It is easiest to see breast cancer in a breast that 
is entirely fatty because breast cancers appear white 
on the mammogram while fattier breast tissue shows 
up as a dark background. Thus, the white breast cancer 
stands out in contrast on the dark (fatty) background. 
It is much more difficult to see cancer in a breast that 
is extremely dense because dense breast tissue and 
breast cancer both show up as white. Radiologists 
divide breast tissue into four types, 1) almost entirely 
fat, 2) scattered fibroglandular densities, 3) heteroge-
neously dense and, 4) extremely dense.

•	ultrasounds: Ultrasounds are used to help 
improve imaging of dense breast tissue. Ultrasound 
has no ionizing radiation; instead it uses sound 
waves to “see through” dense breast tissue. Breast 
ultrasound is the most commonly used tool to 
further evaluate a woman with an abnormal mam-
mogram or breast lump. 

•	mri: Magnetic Resonance Imaging (MRI) is based 
on the interaction of hydrogen atoms 
in tissues with strong magnetic fields 
and radio waves. In a breast MRI, 
the findings are characterized based 
on the shape as well as the pattern 
in which they enhance (light up) or 
take up gadolinium. Unlike mam-
mography, breast MRI is not affected 
by the density of the breast tissue. 
The advantage of an MRI is that it 
is highly sensitive (typically 90% or 
more). The disadvantage of MRI is 
that it is very expensive and has a 
lower specificity (50-80%), which 
means that a lot of benign things 
will show up or be “enhanced.” As a 
result, MRI can create false positives. 
It is not a substitute for mammogra-
phy. It is a powerful tool when used 
appropriately in conjunction with 
mammography to screen women at 
very high-risk for the development of 
breast cancer, to evaluate the extent 
of disease in newly diagnosed breast 
cancer or to search for a known but 
otherwise hidden breast cancer in a 
women with metastatic disease in 
her axillary lymph nodes. 

•	3d mammography: The newest 
technology with great promise is 
digital breast tomosynthesis which 

is	also	known	as	3D	mammography.	The	breast	is	
compressed as in mammography while the x-ray 
tube moves in an arc over the breast. A series of 
low dose images are acquired at different angles 
by	the	x-ray	tube.	The	total	dose	is	similar	to	a	2D	
mammogram. The images are reconstructed as 
1mm thick slices and viewed by the radiologist, 
layer by layer. This method improves the visual-
ization of fine detail; it eliminates overlapping 
structures which sometimes make it hard to read 
mammograms and increases the ability to “uncov-
er” cancers hidden by dense breast tissue. A recent 
article on tomosynthesis reports a 27% increase 
in the detection of all cancers (invasive and in situ 
combined), a 40% increase in detection of invasive 
breast cancers and a 15% decrease in callbacks for 
false positives and further mammograms. 

•	image guided needle biopsies: Radiologists 
also perform many different types of image guided 
needle biopsies, called core needle biopsies, when 
something suspicious is found on an imaging exam. 
Ultrasound or mammography is used to guide a 
biopsy needle into position for tissue sampling. 
The tissue is then submitted to the pathologist for 
interpretation and diagnosis. If a breast cancer is 
found, then an appropriate treatment plan can be 
developed prior to surgery. 

the pathologist and breast cancer diagnosis
The pathologist analyzes and processes all tissues (bi-
opsies and surgical specimens) in order to make a diag-
nosis in conjunction with the clinical and radiographic 
presentation. As custodians of your tissue samples, they 
preserve and bank the tissue and create slides for view-
ing. Their job is to evaluate the features of the cells and 
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communicate those features to your oncologist as they 
are linked to prognosis and response to therapy. The 
first step is the “gross evaluation,” which means identi-
fying the lesion within the tissue and its size, assessing 
the relationship of the identified area to the margins, 
assessing lymph nodes, and sampling the lesion for his-
tologic analysis. To identify margins they look at where 
the tumor is in relation to the edge of normal tissue 
and they measure the distance on all sides to deter-
mine if enough clean healthy tissue surrounds the tu-
mor, creating what is referred to as “clear” or “clean” 
margins. Radiology sometimes helps the pathologist by 
placing a clip in the affected area that was biopsied 
that the pathologist can use as a marker.

The second step, called histologic processing, is the 
process of permanently preserving the tissue. The tis-
sue is preserved in a paraffin block. This allows for slic-
ing the tumor and creating slides. This allows histologic 
sections to be taken for viewing under the microscope. 
The entire process takes a minimum of 24-48 hours. 
This is also critical for accurate biomarker testing which 
is used for prognosis and treatment decisions. 

The pathologist looks at between 10-50 slides under a 
large microscope. In breast cancer they are looking at 
the normal cells, pre-cancer cells, early cancer (ductile 
carcinoma	in	situ/DCIS)	or	invasive	cancer.	The	patholo-
gist grades the cells as a method of describing how 
similar the abnormal cells are in relation to normal cells 
and how they look regarding their architecture—the 
nuclei and the amount of cell division that is in process 
(mitotic activity). They confirm the size of the tumor and 
evaluate the distance of the tumor from the margins. 
They also look for lympho-vascular invasion—whether 
the tumor cells are in the blood vessels or lymphatic 
channels in the breast. If lymph nodes are sampled they 
also look to see if there are any tumor cells in these 
areas. Pathologic staging requires size of the tumor, 
the number of lymph nodes involved by tumor, and the 
presence or absence of distant metastasis which comes 
from clinical and radiographic correlation. 

Pathologists must be very thorough in how they ap-
proach this process as their determination will define 
the disease and set recommendations for treatment. 
They examine the ducts to see if they are intact, in 
which	case	it	could	be	a	diagnosis	of	DCIS;	they	also	
correlate with radiographic information that could lead 
to	 a	 diagnosis	 of	 DCIS	 with	 calcification.	They	 check	
to see if the cells have migrated outside of the duct 
structure, in which case the diagnosis is invasive breast 
cancer. When grading the tumor they assess whether it 
is well-differentiated (which means that it is still mak-
ing ducts) or poorly-differentiated (which means that it 
is no longer making ducts and, thus, looks less like nor-
mal tissue). There are special staining procedures that 
they do for lymph nodes to identify isolated tumor cells 
in these structures.

Biomarker evaluation looks at the immunohistochem-
istry of the disease. This process determines if the cells 
have estrogen or progesterone receptors and whether 
they are positive for HER2 receptor over-expression 
through an evaluation called FISH. It also determines 
the Ki67 score, which reveals the percentage of cells 
that are in the process of dividing and multiplying. A 
higher grade reflects more aggressive cancer cells. There 
are also other more esoteric tests that can be done in-
cluding microarray analysis, direct gene testing by PCR 
and high-throughput gene and RNA sequencing. 

Breast cancer subtypes are determined by gene ex-
pression profiling. About 70% of all breast cancers are 
“luminal A or B;” these tend to be estrogen receptor 
positive (ER+) and/or progesterone receptor positive 
(PR+). About 15% of breast cancers are HER2 positive 
and they tend to be ER negative (ER-). Approximately 
15% of all breast cancers conform to a subtype called 

“basal-like” which are ER, PR, and HER2 negative; 
these are referred to as “triple negative.” 

There are currently two genomic assays in clinical use 
for	breast	cancer.	Oncotype	DX	analyzes	activity	of	21	
genes and is used to estimate your risk of recurrence 
in early stage ER+/PR+ tumors. A recurrence score of 
0-100 is assigned; the higher the score, the greater 
the likelihood of recurrence if no further treatment is 
done. This can be assessed from tissue that has already 
been formalin-fixed, the process used by the patholo-
gist when the tumor blocks are made. Mammaprint is 
an	FDA	approved	test	that	analyzes	70	genes.	It	calcu-
lates whether someone is at a low or high possibility 
of recurrence. However, to use this analysis you must 
make a decision before you have your biopsy/surgery 
because it requires fresh tissue that has not been for-
malin-fixed. As a result this test is less widely used. It is 
also more expensive.

Getting an accurate diagnosis and appropriate treat-
ment depends on the pathologist, proper tissue han-
dling and thorough evaluation. These critical steps take 
time, which can be frustrating for patients who want 
to know the results immediately. Molecular analysis is 
an arena that is evolving rapidly. It complements the 
histopathologic diagnoses which can lead to rational 
therapeutic decision making or more “personalized” 
therapy approaches. 

Surgical treatment
The goal for breast cancer surgery is to remove the tu-
mor, minimize disability and maximize the cosmetic or 
aesthetic outcome. Cutting the tumor out prevents it 
from growing and spreading and helps to stage and de-
termine your future treatments. The breast is comprised 
of lobules, the part of the anatomy where breast milk 
is made, and ducts, the structures that carry breast milk 
to the nipple. While breast cancer can occur in either of 
these structures, most breast cancer occurs in the ducts. 
Surrounding the breast and into the armpit area are 
many lymph vessels and lymph nodes that make up the 
body’s	 lymphatic	 system,	part	of	 the	 immune	 system.	
These vessels and nodes help carry waste, move fluid 
and help the body fight infection. Breast cancer cells 
can use this pathway to travel to other areas; therefore, 
it is important to examine these nodes to determine if 
any breast cancer cells have been travelled or migrat-
ed into them. If the breast cancer is confined to the 
duct,	as	in	DCIS,	there	is	no	need	to	examine	the	lymph	
nodes; however, if the breast cancer has gone out of the 
duct then the nodes need to be sampled to determine 
whether the cancer cells have spread which, in turn, 
determines the need for further systemic treatment. 

There are different surgical approaches for breast 
cancer. A partial mastectomy or quadrantectomy is a 
procedure in which a section of the breast is removed 
where the tumor is located and a small part of normal 
tissue surrounding is also removed. A simple mastec-
tomy removes the breast. A modified radical mastec-
tomy removes the breast and lymph nodes. A radical 
mastectomy removes the breast, with chest muscle and 
all of the lymph nodes.  Breast cancer surgery can be 
overwhelming so we are careful to ensure your surgery 
is personalized. Personalized breast cancer surgery 
takes into consideration the tumor size and its relation 
to breast size. If the tumor is larger and the breast is 
small, a partial mastectomy may not be possible or may 
lead to adverse cosmetic consequences. The tumor bi-
ology is important and so is the general health of the 
woman with regard to ability to undergo a more exten-
sive surgery. Preference is also important and should 
always be discussed. Sometimes the surgical decision 
requires that other physicians be involved in the de-
cision making; for example, reconstruction issues and 
future treatment may influence the timing of different 
surgical interventions. Also, if a patient has genetic 
testing and it reveals mutations, that could lead pa-

tients to other decisions, such as prophylactic removal 
of an unaffected breast. 

Breast cancer surgery has evolved a great deal since the 
1970s. From the 1800s to 1970 it was believed that the 
more radical the surgery, the better; the initial surgeries 
were very disfiguring as they removed the entire breast, 
the chest wall, muscles and often left the woman not 
only visually deformed but disabled from the surgery. 
Over time surgeons developed a modified radical mas-
tectomy that spared the chest wall and removed only 
the breast and lymph nodes. Later a simple mastectomy 
evolved. The skin sparing mastectomy removes the 
breast tissue by removing the breast tissue but leaving 
the skin of the breast intact, like an empty shell. If the 
tumor is not near the nipple, the nipple sparing mastec-
tomy makes it possible to reattach the nipple. 

Breast conserving surgery allows the majority of the 
breast to be left intact but the tumor and a clear band 
of margin of tissue is removed around it. This involves 
the addition of radiation treatment to hold off the de-
velopment of local recurrence to the breast. 

Lymph node surgery has also evolved. The purpose of 
this surgery is to remove diseased lymph nodes and 
to determine the number of lymph nodes involved. An 
axillary lymph node dissection used to be performed 
that cleared out the level 1 and level 2 lymph nodes. 
However, one consequence of this invasive procedure 
was that women developed lymphedema, a condition 
in which the body no longer has the capacity to move 
the lymph fluid from affected extremities and about 
20-30% of women developed swollen arms because 
the normal mechanisms were not in place to move and 
filter the lymph. In addition, there were additional com-
plications to this surgery which included pain, numb-
ness and potential decreased range of motion of the 
shoulder. In the 1990s lymph node surgery was trans-
formed by research that demonstrated surgeons could 
identify the sentinel node (the first lymph nodes that 
the breast drained into).  They did this by injection of a 
tracer of blue dye or radioactive tracer prior to surgery 
and then following the dye and/or radioactive tracer 
with a Geiger counter and finding the first node or few 
nodes that took-up this tracer. By doing that, they could 
sample just these lymph nodes and eliminate the need 
for the radical surgery of removing all of the lymph 
nodes at levels 1 and 2. 

breast reconstruction
Almost all women who undergo surgery to remove a 
breast cancer (lumpectomy or mastectomy) are candi-
dates for breast reconstruction. Reconstructive surgery 
can be performed at the time of initial breast cancer 
surgery or at a later point in time. 

In a recent survey of women with breast cancer, 70% 
of them were not informed of their options for breast 
reconstruction. The goal of breast reconstruction is to 
restore some of what cancer has taken away. Recon-
struction can help restore breast shape, symmetry, and 
one’s	identity.	

Breast reconstruction can be performed at the same 
time as a lumpectomy or mastectomy or it can be per-
formed many months later. The plastic surgeon should 
always be involved early in the decision-making and 
treatment	 planning	 process	 because	 the	 patient’s	
choice of treatments may determine how the surgical 
oncologist does the initial surgery.

For some women, plastic surgery is needed after a 
lumpectomy. This partial breast reconstruction can be 
used to rearrange the remaining breast tissue to re-
store the shape and appearance of the breast.  
 
There are many different reconstructive options avail-
able after mastectomy. In general, all methods of re-

ucla Santa monica center for personalized 
breast care
Women with breast cancer can face many difficulties 
when trying to get the best breast care. The “system” 
can oftentimes be difficult to navigate, as there are 
many different individuals who must participate in the 
complexities of diagnosing and developing an individ-
ual treatment plan. There can be a lack of consistency 
in the way that the diagnosis and care is approached, 
both within institutions and outside in the community. 
Patients	can	“fall	through	the	cracks”	if	they	don’t	have	
someone who is overseeing their care. There can be 
communication problems between multiple providers 
and it can be cumbersome trying to clarify misunder-
standings or differences. In order to provide optimal 
care, breast cancer patients need a team of health care 
professionals who work together to coordinate, opti-
mize and improve communication and care. Patients 
need a navigator who ensures effective communica-
tion with each patient and her/his care team.

At the ucla Santa monica center for person-
alized breast care we have developed a team ap-
proach that combines a breast surgeon, a radiation 
oncologist, a medical oncologist, a radiologist, a pa-
thologist, a plastic/reconstructive surgeon, a genetics 
counselor and the team of the Simms/Mann -- UCLA 
Center for Integrative Oncology to provide psychoso-
cial support, spiritual support and integrative medi-
cine.  In addition, we have a navigator who is able to 
direct	 the	 patient’s	 appointments	 and	 see	 to	 it	 that	
patients are not lost in the system. In our program, 
patients come to a one day visit, usually on a Wednes-
day morning, see everyone that they need as part of 
the team and walk away with one plan of care. Cur-
rently the Center is located at 1223 16th Street, Santa 
Monica; the phone number is (424) 259-8791. 

This program provides you with access to all the spe-
cializations you need as a patient with breast cancer:

breast imaging: Breast imaging includes mammog-
raphy,	breast	ultrasound,	MRI,	tomosynthesis	(3D	mam-
mography) and imaging-guided core needle biopsy. 

•	mammography: The current screening guide-
lines for mammography include annual screening 
mammography beginning at age 40 (American 
College of Surgeons, the American College of 
Radiology, and the American College of Obstetrics 
and Gynecology). There is no longer a recommen-
dation for a baseline mammogram at age 35. If you 
are a woman with special circumstances such as 
radiation exposure to the chest, a mother or sister 
with pre-menopausal breast cancer or a carrier of 
BRCA1 or BRCA2 gene mutation, you may need to 
begin screening mammography at an earlier age. 
Screening mammography includes two views of 
each breast: the mediolateral oblique (MLO) view, 
which is an angled side view of the breast, and the 
craniocaudal view (CC), which a view from above. 
If your mammogram shows something abnormal or 
inconclusive, you will be scheduled for additional 
views. Many times these additional views clarify 
that there is no problem. Benign (non-cancerous) 
findings on mammograms are very common. Some 
mammogram findings that may indicate an under-
lying breast cancer include calcifications, especially 

when they begin to line up along a duct, or a 
suspicious mass that has tentacles (spicules) that 
extend into the adjacent breast tissue. 

Mammography is proven to be useful for early detec-
tion of breast cancer, thus reducing mortality, but it is 
not a perfect tool. Annual screening mammography 
decreases mortality by 30-50% and has increased the 
diagnosis of localized disease. Many factors can affect 
the likelihood of detecting breast cancer on a mam-
mogram and include positioning, compression, image 
clarity/sharpness, noise, exposure, and interpretation. 
The density of the breast tissue is very important. Each 
woman has a different admixture of breast tissue and 
breast fat that varies with age, heredity and hormonal 
status. It is easiest to see breast cancer in a breast that 
is entirely fatty because breast cancers appear white 
on the mammogram while fattier breast tissue shows 
up as a dark background. Thus, the white breast cancer 
stands out in contrast on the dark (fatty) background. 
It is much more difficult to see cancer in a breast that 
is extremely dense because dense breast tissue and 
breast cancer both show up as white. Radiologists 
divide breast tissue into four types, 1) almost entirely 
fat, 2) scattered fibroglandular densities, 3) heteroge-
neously dense and, 4) extremely dense.

•	ultrasounds: Ultrasounds are used to help 
improve imaging of dense breast tissue. Ultrasound 
has no ionizing radiation; instead it uses sound 
waves to “see through” dense breast tissue. Breast 
ultrasound is the most commonly used tool to 
further evaluate a woman with an abnormal mam-
mogram or breast lump. 

•	mri: Magnetic Resonance Imaging (MRI) is based 
on the interaction of hydrogen atoms 
in tissues with strong magnetic fields 
and radio waves. In a breast MRI, 
the findings are characterized based 
on the shape as well as the pattern 
in which they enhance (light up) or 
take up gadolinium. Unlike mam-
mography, breast MRI is not affected 
by the density of the breast tissue. 
The advantage of an MRI is that it 
is highly sensitive (typically 90% or 
more). The disadvantage of MRI is 
that it is very expensive and has a 
lower specificity (50-80%), which 
means that a lot of benign things 
will show up or be “enhanced.” As a 
result, MRI can create false positives. 
It is not a substitute for mammogra-
phy. It is a powerful tool when used 
appropriately in conjunction with 
mammography to screen women at 
very high-risk for the development of 
breast cancer, to evaluate the extent 
of disease in newly diagnosed breast 
cancer or to search for a known but 
otherwise hidden breast cancer in a 
women with metastatic disease in 
her axillary lymph nodes. 

•	3d mammography: The newest 
technology with great promise is 
digital breast tomosynthesis which 

is	also	known	as	3D	mammography.	The	breast	is	
compressed as in mammography while the x-ray 
tube moves in an arc over the breast. A series of 
low dose images are acquired at different angles 
by	the	x-ray	tube.	The	total	dose	is	similar	to	a	2D	
mammogram. The images are reconstructed as 
1mm thick slices and viewed by the radiologist, 
layer by layer. This method improves the visual-
ization of fine detail; it eliminates overlapping 
structures which sometimes make it hard to read 
mammograms and increases the ability to “uncov-
er” cancers hidden by dense breast tissue. A recent 
article on tomosynthesis reports a 27% increase 
in the detection of all cancers (invasive and in situ 
combined), a 40% increase in detection of invasive 
breast cancers and a 15% decrease in callbacks for 
false positives and further mammograms. 

•	image guided needle biopsies: Radiologists 
also perform many different types of image guided 
needle biopsies, called core needle biopsies, when 
something suspicious is found on an imaging exam. 
Ultrasound or mammography is used to guide a 
biopsy needle into position for tissue sampling. 
The tissue is then submitted to the pathologist for 
interpretation and diagnosis. If a breast cancer is 
found, then an appropriate treatment plan can be 
developed prior to surgery. 

the pathologist and breast cancer diagnosis
The pathologist analyzes and processes all tissues (bi-
opsies and surgical specimens) in order to make a diag-
nosis in conjunction with the clinical and radiographic 
presentation. As custodians of your tissue samples, they 
preserve and bank the tissue and create slides for view-
ing. Their job is to evaluate the features of the cells and 

eVolVing StrategieS in the multidiSciplinarY and 
perSonalized care of earlY breaSt cancer 
anne c. hoYt, md, PROFESSOR, RADIOLOGICAL SCIENCE, nicole daWSon, md, ASSOCIATE CLINICAL PROFESSOR, PATHOLOGY, noVa foSter, md, ASSOCIATE 
CLINICAL PROFESSOR, SURGERY, charleS tSeng, md, ASSISTANT CLINICAL PROFESSOR, PLASTICS AND RECONSTRUCTIvE SURGERY, Sara hurVitz, md, ASSIS-
TANT CLINICAL PROFESSOR, HEMATOLOGY/ONCOLOGY, AND SuSan mccloSKeY, md, mShS, ASSISTANT PROFESSOR, RADIATION ONCOLOGY
This is a summary of a lecture presented on February 12, 2013.

INSIGHTS INTO CANCER

Getting an 
accurate diagnosis 

and appropriate 
treatment 

depends on the 
pathologist, 

proper tissue 
handling and 

thorough
evaluation.

>>   
continued on bottom of page 13
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GROUPS FOR EDUCATION AND SUPPORT

for patientS:

ethical Wills – Ethical wills are an age old custom for preserving and passing on 
your values, beliefs, life lessons, hopes for the future, love, and forgiveness to your 
family and community.

healing through art – A weekly art therapy group to explore the issues faced by 
individuals with cancer.  No art skill required. 

Living Beyond Limits – Two weekly support groups, one for only women with 
recurrent or metastatic disease and one open to all patients with recurrent or 
metastatic disease.

Look good; Feel Better – A 3-hr program for women, co-sponsored with the 
American Cancer Society. Participants receive complimentary cosmetics and learn 
skin care, make-up application & the use of wigs and head-coverings. 

Looking ahead – A monthly group for women who have finished treatment and 
have no evidence of disease.

Women together – A weekly, ongoing support group for women being treated 
for early stage breast cancer.

Young adult – A  group for young adults facing the challenges  of coping with life and 
medical issues.

for patientS and their 
familY memberS

acupressure – A program that teaches helpful protocols and acupressure techniques 
for yourself and your loved ones. 

circle of reflections – An exploration of spiritual journey that cancer creates for 
each of us.  Each month reflects on a different theme. 

iranians touched by cancer – A bi-weekly support group held in Farsi for 
Iranian cancer patients and their family members.

meditation: guided imagery for 
inner healing  – A group designed to optimize emotional, physical and spiritual 
well-being through meditation & guided imagery.

mindfulness meditation – A weekly group to enhance well-being in the present 
moment.

Qigong – A weekly group practicing an ancient Chinese movement for restoring health 
and prolonging life.

for familY memberS & friendS

Bereavement group for spouses/Partners – A bi-weekly group for men and 
women who have lost a spouse/partner to cancer.

caregiver – An 8-week support held Monday evenings to help caregivers manage 
the symptoms of stress and learn to care for themselves while caring for another.

husbands (Partners) of Women with cancer – An evening group for men 
who live with women diagnosed with cancer. 

integratiVe oncologY program: 

These fee-based programs help you maintain or restore health and wellness, improve 
quality of life and live as fully as possible. 

individual integrative medicine assessment  – Meet one-on-one to formulate 
a plan to maximize your overall health and wellness, based on an in-depth review of 
your current lifestyle. Topics covered include nutrition, exercise, herbs & supplements, and 
alternative medicine treatments. Cost is $350.

Many people find great value in being part of a group led by an experienced 
professional. Since each person has somewhat different needs, we offer a variety 
of groups. Some groups are like a class while others provide greater opportunity for 
self-expression, feed-back and providing and receiving support. 

The groups listed below are available without cost to patients and family members. 
Priority is given to UCLA patients. Enrollment requires an interview with the facilitator. 
For more information about our groups or to enroll, please call (310) 794-6644.
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GROUPS FOR EDUCATION AND SUPPORT

for patientS:

ethical Wills – Ethical wills are an age old custom for preserving and passing on 
your values, beliefs, life lessons, hopes for the future, love, and forgiveness to your 
family and community.

healing through art – A weekly art therapy group to explore the issues faced by 
individuals with cancer.  No art skill required. 

Living Beyond Limits – Two weekly support groups, one for only women with 
recurrent or metastatic disease and one open to all patients with recurrent or 
metastatic disease.

Look good; Feel Better – A 3-hr program for women, co-sponsored with the 
American Cancer Society. Participants receive complimentary cosmetics and learn 
skin care, make-up application & the use of wigs and head-coverings. 

Looking ahead – A monthly group for women who have finished treatment and 
have no evidence of disease.

Women together – A weekly, ongoing support group for women being treated 
for early stage breast cancer.

Young adult – A  group for young adults facing the challenges  of coping with life and 
medical issues.

for patientS and their 
familY memberS

acupressure – A program that teaches helpful protocols and acupressure techniques 
for yourself and your loved ones. 

circle of reflections – An exploration of spiritual journey that cancer creates for 
each of us.  Each month reflects on a different theme. 

iranians touched by cancer – A bi-weekly support group held in Farsi for 
Iranian cancer patients and their family members.

meditation: guided imagery for 
inner healing  – A group designed to optimize emotional, physical and spiritual 
well-being through meditation & guided imagery.

mindfulness meditation – A weekly group to enhance well-being in the present 
moment.

Qigong – A weekly group practicing an ancient Chinese movement for restoring health 
and prolonging life.

for familY memberS & friendS

Bereavement group for spouses/Partners – A bi-weekly group for men and 
women who have lost a spouse/partner to cancer.

caregiver – An 8-week support held Monday evenings to help caregivers manage 
the symptoms of stress and learn to care for themselves while caring for another.

husbands (Partners) of Women with cancer – An evening group for men 
who live with women diagnosed with cancer. 

integratiVe oncologY program: 

These fee-based programs help you maintain or restore health and wellness, improve 
quality of life and live as fully as possible. 

individual integrative medicine assessment  – Meet one-on-one to formulate 
a plan to maximize your overall health and wellness, based on an in-depth review of 
your current lifestyle. Topics covered include nutrition, exercise, herbs & supplements, and 
alternative medicine treatments. Cost is $350.

Many people find great value in being part of a group led by an experienced 
professional. Since each person has somewhat different needs, we offer a variety 
of groups. Some groups are like a class while others provide greater opportunity for 
self-expression, feed-back and providing and receiving support. 

The groups listed below are available without cost to patients and family members. 
Priority is given to UCLA patients. Enrollment requires an interview with the facilitator. 
For more information about our groups or to enroll, please call (310) 794-6644.
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getting a cancer diagnosis can be devastating 
for many reasons, but if you are young and in 
your fertile or pre-fertile years that diagnosis 

becomes even more challenging. For most patients the 
overwhelming anxiety of the diagnosis is just beginning 
to be absorbed, and you and your doctors are beginning 
to make decisions to treat a life-threatening diagnosis. 
A patient in his or her fertile or pre-fertile years may 
not even be thinking about or ready to start thinking 
about having a family. It adds a layer of complication 
to your cancer treatment if fertility preservation is to be 
considered, and there is no luxury of time. Fertility plan-
ning and preservation can be very complex for women 
and has expenses associated with it that may present 
additional burdens for young people. A complicating ar-
ray of decisions becomes more complicated.

Alice Crisci remembers the story of her own diagno-
sis of cancer and how within hours she had to begin 
making decisions. She always had envisioned parent-
hood; to her the fear of losing the possibility of being a 
mother seemed greater than even the fear of dying. She 
remembers her feelings of hopelessness and despair, 
the realization of her partner did not intend to be in the 
relationship long enough to consider children and the 
devastation that at the time she was diagnosed that 
she would have to freeze fertilized eggs because em-
bryos survived better than unfertilized eggs. Faced with 
a sperm donor catalogue and five days to choose the 
potential genetic father of her potential children was 
overwhelming and laden with emotion. All she could 
think	was	“I’m	 too	 young	 for	 this,”	and	 this	 became	
the title of the book that represented her outpouring of 
emotions during this time. Her life changed dramatically 
and her experience became the catalyst for her vision 
and investment to help other cancer patients get the 
information they need about fertility preservation and 
to help fund these services for young adults touched by 
cancer through her organization, Fertile Action.

Cancer is toxic to fertility. Approximately 11% of all 
cancer diagnoses are made in individuals in their re-
productive years. The damage to the gonads (ovaries 
and testes) from chemotherapy and radiation is both 
age and gender related. Pre-pubertal ovaries are less 
vulnerable to chemotherapy and radiation than adult 
ovaries, so for females the earlier chemotherapy occurs, 
the greater the likelihood the ovaries will recover. At the 
time of puberty, women have approximately 300,000-
500,000 oocytes (eggs) in their ovaries. By menopause 
that	number	drops	into	the	100’s.	The	more	eggs	pres-
ent at the time of the chemotherapy, the greater the 
number that will survive. However, the opposite is true 
for men. Pre-pubertal testes are more vulnerable to 
chemotherapy and radiation than adult testes.

Radiation has complications for fertility, and it is also 
different for males and females. Researchers have 
identified the specific levels of radiation exposure toxic 
to the eggs (oocytes) for females and the cells that cre-
ate	sperm	for	males.	The	levels	are	referred	to	as	Gray’s	
and are abbreviated Gy after the person who discov-
ered this standardized measure of absorption of radia-
tion. For example, the median lethal dose for oocytes is 
1.99 Gy for females. Sterilizing dosages occur as 20.3 
Gy at birth, 18.4 Gy at 10 years of age, 16.5 Gy at 20 
years and 14.3 Gy at 30 years. High dose ranges of 
14-30 Gy radiation to the uterus can also cause uterine 
dysfunction. A pre-pubertal uterus is more vulnerable 
to radiation. It is likely to cause a smaller uterus with 
increased obstetrical complications. For males, there 
can be structural and quantitative changes in the sper-

matogonia (the cells in the male testes that develop 
and divide to form spermatocytes) with 0.1 Gy of ra-
diation. A threshold of 1.4 Gy can lead to having no 
measureable level of sperm in the semen. Leydig cells, 
which produce testosterone, are more resistant than 
spermatogonia and function with up to 20 Gy in the 
pre-pubertal period or 30 Gy post puberty.

Chemotherapy also has its toxicities. “Alkylating 
agents” are drugs that work by binding to and interfer-
ing	with	normal	DNA	processing	within	the	cancer	cell	
to prevent the cell from making the proteins it needs to 
grow and survive. This class of drugs is the most toxic 
for ovaries and testes; examples are cyclophosphamide 
and cisplatin. The good news is that after chemothera-
py we have no reports of uterine damage, which could 
impair carrying a pregnancy. 

Approaching the issues of cancer and parenthood are 
sensitive as there can be late-onset consequences of 
cancer treatment; however, it is very important to dis-
cuss these issues prior to the onset of cancer treatment 
so that each patient has the knowledge to make deci-
sions if they want to pursue whatever fertility preserva-
tion options might be available to them. Fertility is a 
topic that should always be addressed in pre-puberty 
and fertile individuals.

female fertility preservation 
There are a number of strategies to consider in a pre-
pubertal female. Where appropriate, a lead apron 
should always be used during radiation to shield or 
protect the ovaries. However, shielding may not be 
possible if radiation is needed to the pelvic region. 
In addition, there can still be some scatter radiation 
that may have an impact; however, the consequences 
will be less severe. In situations where the shielding 
is impossible it may be possible to move the ovaries 
up and out of the radiation field through a surgical 
procedure. The risk of injury to the vascular supply of 
the ovaries and the fallopian tubes is also a poten-
tial complication. Ovarian tissue also can be preserved 
through cryopreservation for future transplantation 
back into the woman. Finally, there is some research 
on cryopreservation of in vitro maturation oocytes ob-
tained from ovarian follicle aspiration or ovarian tissue 
dissection.

For post-pubertal women, ovarian shielding should also 
be done during radiation where applicable. Moving the 
ovaries out of the field is also possible to avoid radia-
tion exposure. Similar to pre-pubertal women, cryo-
preservation of ovarian tissue for future transplantation 
also can be done. Cryopreservation of the eggs after a 
process of harvesting the eggs and in vitro maturation 
is also possible. In vitro fertilization (IVF) is an addition-
al option. This involves using hormones to stimulate the 
maturation and release of eggs, which are then har-
vested. These mature oocytes (eggs) can then be frozen 
through cryopreservation and/or they can be fertilized 
in the lab (in vitro) and then frozen as embryos. Finally, 
there is a controversial process, which has been done 
where the patient is given a gonadotropin releasing 
hormone (GnRH agonist/antagonist) to suppress the 
ovary so that it is metabolically inactive. By doing this, 
the ovary will receive less exposure to harmful chemi-
cals and may be less likely to be damaged. 

The first IVF baby was born in 1978. Since that time, 
much has been learned about this process and how 
best	to	manage	it.	Depending	on	where	a	woman	is	in	
her cycle, the process of IVF can take 2-6 weeks, which 

may delay treatment that amount of time. IVF involves 
first suppressing the ovaries, then stimulating them to 
mature eggs while at the same time preventing the 
ovaries from releasing the eggs. A trigger injection is 
given that releases the eggs, which are retrieved. Ul-
trasound is used to view the ovary; the physician in-
serts the needle through the wall of the vagina into 
the ovary and removes the eggs. The fluid and the eggs 
are aspirated into a tube, which is then separated at 
the lab. For some women, they will freeze their eggs, 
a process that has only recently become a good viable 
option. Others will choose to have their eggs fertilized 
and allowed to mature several days and then they are 
frozen as embryos. 

The first human live birth after oocyte (egg) cryopreser-
vation was reported in 1986. The number of live births 
per oocyte retrieved is very low (3%-5%). In October 
2012 the American Society of Reproductive Medicine 
released a statement that oocyte cryopreservation is 
no longer considered experimental in patients with 
cancer. A study that reviewed 936 live births found no 
increase in congenital malformations, suggesting that 
this is a safe and viable means of preserving fertility. 
This option is particularly appealing for women who 
may not have a partner at the time of the cancer diag-
nosis/fertility preservation, thus allowing the possibil-
ity of having a genetic child who is both hers and her 
future	partner’s.	

One concern with IVF is whether the hormone stimu-
lation used for maturing eggs and stimulating their 
release might be harmful for women with estrogen 
sensitive cancers, such as some of the breast cancers. 
In one study with estrogen sensitive cancer, IVF ovar-
ian stimulation was done while also using letrozole to 
inhibit estrogen synthesis. In this study they did not 
find an increase in cancer recurrence. 

Not all women have the luxury of the 2-6 week pro-
cess needed for IVF; thus, a quicker approach was de-
veloped called “random-start IVF stimulation.” In this 
situation, the woman does not have to wait for her 
period, but rather, at any point in the cycle, begins the 
GnRH Antagonist along with the gonadotropins. After 
two weeks there is a trigger injection for release and 
egg retrieval. The advantage of this is that it might 
only delay chemotherapy treatments by two weeks. 
The disadvantages are that there are likely to be fewer 
oocytes obtained and fewer embryos for fertilization. It 
is unknown if the quality of the eggs decreases when 
stimulated in a high estrogen and progesterone envi-
ronment. As of now there have been no human live 
births reported yet from this somewhat controversial 
procedure. 

One experimental procedure aims to retrieve immature 
oocytes at any time from unstimulated ovaries during 
the menstrual cycle and then mature them in vitro. 
Once the oocytes are mature, they can be fertilized and 
cryopreserved or the mature oocytes can be cryopre-
served. The first successful human in vitro maturation 
was reported in 1991. The advantages of this is that 
ovarian stimulation is not needed, there is a lower cost 
without gonadotropin use and minimal delay before 
cancer treatment. The disadvantages are that there 
have been a high rate of genetic abnormalities, subop-
timal embryo development and implantation and lower 
success rates than standard IVF. In mice, live offspring 
have been demonstrated but not in humans as of yet. 

Another experimental approach is “autotranplanta-

tion.” In this process the ovary/ovarian tissue is har-
vested before chemotherapy. It is then sliced into 
small strips and these strips are cryopreserved. They 
can later be transplanted back inside the pelvis. About 
15 women, approximately a third of those who under-
went transplant, have given birth. Currently no human 
case of whole ovary transplantation after cryopreser-
vation has been successful. The tissues need to be 
thin for cryopreservation. Autotranplantation is prob-
lematic. There is often major follicle loss of 50-90% 
from that ovary. There is limited ovarian function (up to 
three years), and there is difficulty cryopreserving the 
whole ovary. There is also concern about the potential 
seeding of malignant cells (e.g., leukemias, neuroblas-
toma, and breast cancer) back into the patient when 
the tissue is returned. Overall, there has been limited 
experience with this procedure which is still considered 
experimental. 

male fertility preservation
For males, sperm production occurs on average at age 
13.4 years with a range of 11.7 to 15.3 years. Any 
damage along the genital tract will affect fertility. Pre-
pubertal preservation includes shielding the genital 
tract from radiation. Sperm aspiration or extraction 
can be done for possible immature spermatocytes or 
spermatids. Researchers are also experimenting with 
testicular tissue cryopreservation for future transplan-
tation; however, this has the potential for reintroduc-
ing malignant cells. 

Post-puberty preservation also includes shielding the 
genital area from radiation. Testicular sperm extrac-
tion or epididymal aspiration is also possible. This is a 
process by which the sperm may not be present in se-
men or have other damage making them unable to be 
used for intrauterine fertilization. Testicular tissue cryo-
preservation for future transplantation is also possible. 
The best possibility of preserving fertility in post pu-
bescent males is to bank as much sperm as possible. 
Sperm cryopreservation by masturbation, vibratory 
stimulation or electro ejaculation can all lead to fertil-
ity preservation. The advantage of this is that there is 
no delay in treatment with this procedure. 

For men who have a limited amount of sperm banked, 
there is also a procedure called intracytoplasmic sperm 
injection (ICSI), a method by which sperm is injected 
into the egg. It requires fewer sperm and the sperm not 
used can be refrozen. The first human babies from ICSI 
were reported in 1992. Successful births have occurred 
with immature round spermatids, secondary spermato-
cytes, and in vitro matured primary spermatocytes to 
mature spermatids which resulted in a twin live birth. 
Testicular suppression with GnRh analogs or antago-

nist has been uniformly ineffective in either preserving 
fertility in males or speeding recovery of spermatogen-
esis (the development of sperm from germ cells).

fertility testing and fertility options
For women, levels of anti-Müllerian hormone (AMH) 
and	FSH	and	estradiol	levels	on	day	three	of	a	woman’s	
menstrual cycle are important in evaluating potential 
fertility. By using ultrasound, a baseline follicle count 
can be done to assess the ovarian reserve. For men, se-
men analysis that includes the volume of the ejaculate 
and how well they swim are important. Sperm concen-
trations are correlated positively with testicular volume 
and inhibin B, but negatively with FSH. 

Age is a significant factor for fertility in all women. For 
women without prior cancer history, fertility decreases 
rapidly after the age of 29 and miscarriage rates be-
gin to rise after age 35. Women who have undergone 
cancer treatment often wonder if they will regain their 
menstrual cycles because their treatment temporarily 
can stop menstruation. The younger the woman is at 
the time of her treatment, the greater the likelihood 
that her cycle will resume. The older the woman is, the 
greater the likelihood that she may be pushed into per-
manent menopause. 

Clomiphen citrate (Clomid) is used for all women, 
whether they have had cancer or not. It is most com-
mon for women with ovulatory dysfunction, younger 
women, those with short luteal phase or women who 
are unable or unwilling to pursue more aggressive 
treatments. The pregnancy rate is 15%. The negatives 
include impaired endometrial growth (which could lead 
to reduced pregnancy rate), and it can also decrease 
the quantity and quality of cervical mucus. One of the 
risks of using Clomid is multiple births, mostly twins. 

Another option is gonadotropin injections, which can 
increase pregnancy rates by 5-25% per cycle. They 
often produce multifollicular growth with favorable 
endometrial lining and cervical mucus. The negatives 
include a variable response between women and even 
in different cycles in the same woman. This option can 
be costly and requires daily injections, frequent ultra-
sounds and blood monitoring, and higher estradiol 
levels with side effects from ovarian enlargement. The 
risks include cycle cancellation, multiple births, and 
ovarian hyperstimulation syndrome. 

Intrauterine insemination also can be done by taking 
the sperm, spinning them down and placing a higher 
number of sperm near the released egg to increase the 
likelihood of fertilization. 

As discussed earlier, in vitro fertilization is also a treat-
ment for infertility. If there is a problem because of the 
aging of eggs or too few eggs, a donor egg can be 
used from a younger woman. Aging does not have as 
significant an adverse effect on the uterus as it does 
with eggs. 

There are additional options that include having a ges-
tational surrogate, which is someone who carries the 
pregnancy. That egg could be from a different donor 
or from the surrogate. In addition, adoption is another 
means of becoming a parent that should be considered 
and explored as well.

The UCLA Fertility and Reproductive Health Center can 
be contacted at 310 794-7274. 

fertile action
Fertile Action is a cancer charity that help women 
touched by cancer become mothers through educa-
tion, advocacy and financial aid for fertility preserva-
tion, sperm donation, egg donation, surrogacy and 
long-term storage of sperm, oocytes, and embryos. 
Fertile Action educates, advocates, supports and pro-
vides financial aid. Its goal is to provide empowering 
education to patients and physicians, to decrease fer-
tility preservation costs by more than 50% through 
their network and offer fertility scholarships on a slid-
ing scale basis. They advocate that oncologists have 
conversations about fertility with patients during the 
treatment planning phase. Fertile Action was founded 
by Alice Crisci after her own personal experience to 
preserve her fertility during her breast cancer treat-
ment. They can be found at www.fertileaction.org on 
the web. 

In sum, cancer has many implications for individuals 
who have not yet had the opportunity to become par-
ents. Becoming a parent comes in many different forms 
and there are broader choices available now than ever 
before. More importantly, in pre-fertile and fertile indi-
viduals, cancer treatment should include an immediate 
consultation with someone well versed in options for 
fertility preservation alongside their recommendations 
for cancer treatment. While most individuals want to 
begin their cancer treatments as soon as possible, and 
time is not a luxury during this process, each patient 
should have their questions explored and addressed. 
Once cancer is treated, patients need to address their 
options for parenthood. Exploration is not just the 
medical aspects of fertility but also the psychological 
consequences. These consequences may be felt imme-
diately or may be delayed but whenever they surface 
they are real and deserve a multidisciplinary approach 
and consideration.

INSIGHTS INTO CANCER

parenthood after cancer diagnoSiS 
alice criSci, BREAST CANCER SURvIvOR, ACTIvIST AND FOUNDER OF FERTILE ACTION, AND John Kuo, md, phd, ASSISTANT PROFESSOR, REPRODUCTIvE ENDOCRI-
NOLOGY AND INFERTILITY, DAvID GEFFEN SCHOOL OF MEDICINE AT UCLA  
This is a summary of a lecture presented on April 9, 2013.

evolving Strategies in the multidisciplinary and personalized care of early breast cancer continued from page 9

construction involve a multi-step process that includes 
creating a breast mound, revision of the breast mound 
and/or adjusting the other breast for symmetry, and 
nipple-areola reconstruction. The two major recon-
structive options are to use an expander/implant or to 
use autologous tissue (using tissue from another area 
of	the	woman’s	own	body)	to	recreate	the	breast.

When an expander/implant is used, the first step is to 
place the expander beneath the pectoralis (chest) wall 
muscle and skin. The expander is then inflated over the 
next few weeks to full capacity with saline fluid to help 
stretch the skin to accommodate the final implant. The 
second step is to replace the expander with a perma-
nent saline or silicone implant. The third step is to ad-
just the other breast to match the reconstructed breast 
or to proceed with nipple-areola reconstruction. 

The advantage to the expander/implant technique 
is that it does not leave any scars on other areas of 
the body. The disadvantages can include the potential 
for implant rupture or capsular contracture (in which 
scar tissue forms around the implant and can cause a 
change is the shape of the implant or a feeling of tight-
ness and pain. Radiation effects are unpredictable and 
the results can be good, however there is no guarantee. 
The risk of capsular contracture is increased with radia-
tion therapy.

Autologous	 tissue	 reconstruction	 uses	 the	 woman’s	
own	 tissue	 (from	 another	 area	 of	 the	 woman’s	 own	
body) to recreate the breast. The most common source 
of	tissue	is	the	abdomen.	This	surgery	is	called	“DIEP	
flap” surgery and involves taking the excess skin and 
fat from the abdomen, just like a tummy tuck, except 
that the removed tissue is used to create a new breast. 

This technique requires microsurgery to connect the 
blood vessels together and requires a very skilled sur-
geon with a lot of experience. The second step is to 
adjust the other breast to match the reconstructed 
breast. The third step is to proceed with nipple-areola 
reconstruction. 

Systemic therapy for breast cancer
There is a shift going on in how tumors are classified 
and treated with regard to systemic therapies. Tradition-
ally, tumors were classified by how they look under the 
microscope and their organ of origin; their treatments 
involved chemotherapy to kill all rapidly dividing cells. 
Now and in the future more and more tumors are clas-
sified by the molecular problems that cause them to be-
have like cancer and treated with therapy that is specifi-
cally targeted toward the molecular defect in the tumor 
cells, thus leaving normal cells alone. That being said, 

>>   
continued on page 14
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getting a cancer diagnosis can be devastating 
for many reasons, but if you are young and in 
your fertile or pre-fertile years that diagnosis 

becomes even more challenging. For most patients the 
overwhelming anxiety of the diagnosis is just beginning 
to be absorbed, and you and your doctors are beginning 
to make decisions to treat a life-threatening diagnosis. 
A patient in his or her fertile or pre-fertile years may 
not even be thinking about or ready to start thinking 
about having a family. It adds a layer of complication 
to your cancer treatment if fertility preservation is to be 
considered, and there is no luxury of time. Fertility plan-
ning and preservation can be very complex for women 
and has expenses associated with it that may present 
additional burdens for young people. A complicating ar-
ray of decisions becomes more complicated.

Alice Crisci remembers the story of her own diagno-
sis of cancer and how within hours she had to begin 
making decisions. She always had envisioned parent-
hood; to her the fear of losing the possibility of being a 
mother seemed greater than even the fear of dying. She 
remembers her feelings of hopelessness and despair, 
the realization of her partner did not intend to be in the 
relationship long enough to consider children and the 
devastation that at the time she was diagnosed that 
she would have to freeze fertilized eggs because em-
bryos survived better than unfertilized eggs. Faced with 
a sperm donor catalogue and five days to choose the 
potential genetic father of her potential children was 
overwhelming and laden with emotion. All she could 
think	was	“I’m	 too	 young	 for	 this,”	and	 this	 became	
the title of the book that represented her outpouring of 
emotions during this time. Her life changed dramatically 
and her experience became the catalyst for her vision 
and investment to help other cancer patients get the 
information they need about fertility preservation and 
to help fund these services for young adults touched by 
cancer through her organization, Fertile Action.

Cancer is toxic to fertility. Approximately 11% of all 
cancer diagnoses are made in individuals in their re-
productive years. The damage to the gonads (ovaries 
and testes) from chemotherapy and radiation is both 
age and gender related. Pre-pubertal ovaries are less 
vulnerable to chemotherapy and radiation than adult 
ovaries, so for females the earlier chemotherapy occurs, 
the greater the likelihood the ovaries will recover. At the 
time of puberty, women have approximately 300,000-
500,000 oocytes (eggs) in their ovaries. By menopause 
that	number	drops	into	the	100’s.	The	more	eggs	pres-
ent at the time of the chemotherapy, the greater the 
number that will survive. However, the opposite is true 
for men. Pre-pubertal testes are more vulnerable to 
chemotherapy and radiation than adult testes.

Radiation has complications for fertility, and it is also 
different for males and females. Researchers have 
identified the specific levels of radiation exposure toxic 
to the eggs (oocytes) for females and the cells that cre-
ate	sperm	for	males.	The	levels	are	referred	to	as	Gray’s	
and are abbreviated Gy after the person who discov-
ered this standardized measure of absorption of radia-
tion. For example, the median lethal dose for oocytes is 
1.99 Gy for females. Sterilizing dosages occur as 20.3 
Gy at birth, 18.4 Gy at 10 years of age, 16.5 Gy at 20 
years and 14.3 Gy at 30 years. High dose ranges of 
14-30 Gy radiation to the uterus can also cause uterine 
dysfunction. A pre-pubertal uterus is more vulnerable 
to radiation. It is likely to cause a smaller uterus with 
increased obstetrical complications. For males, there 
can be structural and quantitative changes in the sper-

matogonia (the cells in the male testes that develop 
and divide to form spermatocytes) with 0.1 Gy of ra-
diation. A threshold of 1.4 Gy can lead to having no 
measureable level of sperm in the semen. Leydig cells, 
which produce testosterone, are more resistant than 
spermatogonia and function with up to 20 Gy in the 
pre-pubertal period or 30 Gy post puberty.

Chemotherapy also has its toxicities. “Alkylating 
agents” are drugs that work by binding to and interfer-
ing	with	normal	DNA	processing	within	the	cancer	cell	
to prevent the cell from making the proteins it needs to 
grow and survive. This class of drugs is the most toxic 
for ovaries and testes; examples are cyclophosphamide 
and cisplatin. The good news is that after chemothera-
py we have no reports of uterine damage, which could 
impair carrying a pregnancy. 

Approaching the issues of cancer and parenthood are 
sensitive as there can be late-onset consequences of 
cancer treatment; however, it is very important to dis-
cuss these issues prior to the onset of cancer treatment 
so that each patient has the knowledge to make deci-
sions if they want to pursue whatever fertility preserva-
tion options might be available to them. Fertility is a 
topic that should always be addressed in pre-puberty 
and fertile individuals.

female fertility preservation 
There are a number of strategies to consider in a pre-
pubertal female. Where appropriate, a lead apron 
should always be used during radiation to shield or 
protect the ovaries. However, shielding may not be 
possible if radiation is needed to the pelvic region. 
In addition, there can still be some scatter radiation 
that may have an impact; however, the consequences 
will be less severe. In situations where the shielding 
is impossible it may be possible to move the ovaries 
up and out of the radiation field through a surgical 
procedure. The risk of injury to the vascular supply of 
the ovaries and the fallopian tubes is also a poten-
tial complication. Ovarian tissue also can be preserved 
through cryopreservation for future transplantation 
back into the woman. Finally, there is some research 
on cryopreservation of in vitro maturation oocytes ob-
tained from ovarian follicle aspiration or ovarian tissue 
dissection.

For post-pubertal women, ovarian shielding should also 
be done during radiation where applicable. Moving the 
ovaries out of the field is also possible to avoid radia-
tion exposure. Similar to pre-pubertal women, cryo-
preservation of ovarian tissue for future transplantation 
also can be done. Cryopreservation of the eggs after a 
process of harvesting the eggs and in vitro maturation 
is also possible. In vitro fertilization (IVF) is an addition-
al option. This involves using hormones to stimulate the 
maturation and release of eggs, which are then har-
vested. These mature oocytes (eggs) can then be frozen 
through cryopreservation and/or they can be fertilized 
in the lab (in vitro) and then frozen as embryos. Finally, 
there is a controversial process, which has been done 
where the patient is given a gonadotropin releasing 
hormone (GnRH agonist/antagonist) to suppress the 
ovary so that it is metabolically inactive. By doing this, 
the ovary will receive less exposure to harmful chemi-
cals and may be less likely to be damaged. 

The first IVF baby was born in 1978. Since that time, 
much has been learned about this process and how 
best	to	manage	it.	Depending	on	where	a	woman	is	in	
her cycle, the process of IVF can take 2-6 weeks, which 

may delay treatment that amount of time. IVF involves 
first suppressing the ovaries, then stimulating them to 
mature eggs while at the same time preventing the 
ovaries from releasing the eggs. A trigger injection is 
given that releases the eggs, which are retrieved. Ul-
trasound is used to view the ovary; the physician in-
serts the needle through the wall of the vagina into 
the ovary and removes the eggs. The fluid and the eggs 
are aspirated into a tube, which is then separated at 
the lab. For some women, they will freeze their eggs, 
a process that has only recently become a good viable 
option. Others will choose to have their eggs fertilized 
and allowed to mature several days and then they are 
frozen as embryos. 

The first human live birth after oocyte (egg) cryopreser-
vation was reported in 1986. The number of live births 
per oocyte retrieved is very low (3%-5%). In October 
2012 the American Society of Reproductive Medicine 
released a statement that oocyte cryopreservation is 
no longer considered experimental in patients with 
cancer. A study that reviewed 936 live births found no 
increase in congenital malformations, suggesting that 
this is a safe and viable means of preserving fertility. 
This option is particularly appealing for women who 
may not have a partner at the time of the cancer diag-
nosis/fertility preservation, thus allowing the possibil-
ity of having a genetic child who is both hers and her 
future	partner’s.	

One concern with IVF is whether the hormone stimu-
lation used for maturing eggs and stimulating their 
release might be harmful for women with estrogen 
sensitive cancers, such as some of the breast cancers. 
In one study with estrogen sensitive cancer, IVF ovar-
ian stimulation was done while also using letrozole to 
inhibit estrogen synthesis. In this study they did not 
find an increase in cancer recurrence. 

Not all women have the luxury of the 2-6 week pro-
cess needed for IVF; thus, a quicker approach was de-
veloped called “random-start IVF stimulation.” In this 
situation, the woman does not have to wait for her 
period, but rather, at any point in the cycle, begins the 
GnRH Antagonist along with the gonadotropins. After 
two weeks there is a trigger injection for release and 
egg retrieval. The advantage of this is that it might 
only delay chemotherapy treatments by two weeks. 
The disadvantages are that there are likely to be fewer 
oocytes obtained and fewer embryos for fertilization. It 
is unknown if the quality of the eggs decreases when 
stimulated in a high estrogen and progesterone envi-
ronment. As of now there have been no human live 
births reported yet from this somewhat controversial 
procedure. 

One experimental procedure aims to retrieve immature 
oocytes at any time from unstimulated ovaries during 
the menstrual cycle and then mature them in vitro. 
Once the oocytes are mature, they can be fertilized and 
cryopreserved or the mature oocytes can be cryopre-
served. The first successful human in vitro maturation 
was reported in 1991. The advantages of this is that 
ovarian stimulation is not needed, there is a lower cost 
without gonadotropin use and minimal delay before 
cancer treatment. The disadvantages are that there 
have been a high rate of genetic abnormalities, subop-
timal embryo development and implantation and lower 
success rates than standard IVF. In mice, live offspring 
have been demonstrated but not in humans as of yet. 

Another experimental approach is “autotranplanta-

tion.” In this process the ovary/ovarian tissue is har-
vested before chemotherapy. It is then sliced into 
small strips and these strips are cryopreserved. They 
can later be transplanted back inside the pelvis. About 
15 women, approximately a third of those who under-
went transplant, have given birth. Currently no human 
case of whole ovary transplantation after cryopreser-
vation has been successful. The tissues need to be 
thin for cryopreservation. Autotranplantation is prob-
lematic. There is often major follicle loss of 50-90% 
from that ovary. There is limited ovarian function (up to 
three years), and there is difficulty cryopreserving the 
whole ovary. There is also concern about the potential 
seeding of malignant cells (e.g., leukemias, neuroblas-
toma, and breast cancer) back into the patient when 
the tissue is returned. Overall, there has been limited 
experience with this procedure which is still considered 
experimental. 

male fertility preservation
For males, sperm production occurs on average at age 
13.4 years with a range of 11.7 to 15.3 years. Any 
damage along the genital tract will affect fertility. Pre-
pubertal preservation includes shielding the genital 
tract from radiation. Sperm aspiration or extraction 
can be done for possible immature spermatocytes or 
spermatids. Researchers are also experimenting with 
testicular tissue cryopreservation for future transplan-
tation; however, this has the potential for reintroduc-
ing malignant cells. 

Post-puberty preservation also includes shielding the 
genital area from radiation. Testicular sperm extrac-
tion or epididymal aspiration is also possible. This is a 
process by which the sperm may not be present in se-
men or have other damage making them unable to be 
used for intrauterine fertilization. Testicular tissue cryo-
preservation for future transplantation is also possible. 
The best possibility of preserving fertility in post pu-
bescent males is to bank as much sperm as possible. 
Sperm cryopreservation by masturbation, vibratory 
stimulation or electro ejaculation can all lead to fertil-
ity preservation. The advantage of this is that there is 
no delay in treatment with this procedure. 

For men who have a limited amount of sperm banked, 
there is also a procedure called intracytoplasmic sperm 
injection (ICSI), a method by which sperm is injected 
into the egg. It requires fewer sperm and the sperm not 
used can be refrozen. The first human babies from ICSI 
were reported in 1992. Successful births have occurred 
with immature round spermatids, secondary spermato-
cytes, and in vitro matured primary spermatocytes to 
mature spermatids which resulted in a twin live birth. 
Testicular suppression with GnRh analogs or antago-

nist has been uniformly ineffective in either preserving 
fertility in males or speeding recovery of spermatogen-
esis (the development of sperm from germ cells).

fertility testing and fertility options
For women, levels of anti-Müllerian hormone (AMH) 
and	FSH	and	estradiol	levels	on	day	three	of	a	woman’s	
menstrual cycle are important in evaluating potential 
fertility. By using ultrasound, a baseline follicle count 
can be done to assess the ovarian reserve. For men, se-
men analysis that includes the volume of the ejaculate 
and how well they swim are important. Sperm concen-
trations are correlated positively with testicular volume 
and inhibin B, but negatively with FSH. 

Age is a significant factor for fertility in all women. For 
women without prior cancer history, fertility decreases 
rapidly after the age of 29 and miscarriage rates be-
gin to rise after age 35. Women who have undergone 
cancer treatment often wonder if they will regain their 
menstrual cycles because their treatment temporarily 
can stop menstruation. The younger the woman is at 
the time of her treatment, the greater the likelihood 
that her cycle will resume. The older the woman is, the 
greater the likelihood that she may be pushed into per-
manent menopause. 

Clomiphen citrate (Clomid) is used for all women, 
whether they have had cancer or not. It is most com-
mon for women with ovulatory dysfunction, younger 
women, those with short luteal phase or women who 
are unable or unwilling to pursue more aggressive 
treatments. The pregnancy rate is 15%. The negatives 
include impaired endometrial growth (which could lead 
to reduced pregnancy rate), and it can also decrease 
the quantity and quality of cervical mucus. One of the 
risks of using Clomid is multiple births, mostly twins. 

Another option is gonadotropin injections, which can 
increase pregnancy rates by 5-25% per cycle. They 
often produce multifollicular growth with favorable 
endometrial lining and cervical mucus. The negatives 
include a variable response between women and even 
in different cycles in the same woman. This option can 
be costly and requires daily injections, frequent ultra-
sounds and blood monitoring, and higher estradiol 
levels with side effects from ovarian enlargement. The 
risks include cycle cancellation, multiple births, and 
ovarian hyperstimulation syndrome. 

Intrauterine insemination also can be done by taking 
the sperm, spinning them down and placing a higher 
number of sperm near the released egg to increase the 
likelihood of fertilization. 

As discussed earlier, in vitro fertilization is also a treat-
ment for infertility. If there is a problem because of the 
aging of eggs or too few eggs, a donor egg can be 
used from a younger woman. Aging does not have as 
significant an adverse effect on the uterus as it does 
with eggs. 

There are additional options that include having a ges-
tational surrogate, which is someone who carries the 
pregnancy. That egg could be from a different donor 
or from the surrogate. In addition, adoption is another 
means of becoming a parent that should be considered 
and explored as well.

The UCLA Fertility and Reproductive Health Center can 
be contacted at 310 794-7274. 

fertile action
Fertile Action is a cancer charity that help women 
touched by cancer become mothers through educa-
tion, advocacy and financial aid for fertility preserva-
tion, sperm donation, egg donation, surrogacy and 
long-term storage of sperm, oocytes, and embryos. 
Fertile Action educates, advocates, supports and pro-
vides financial aid. Its goal is to provide empowering 
education to patients and physicians, to decrease fer-
tility preservation costs by more than 50% through 
their network and offer fertility scholarships on a slid-
ing scale basis. They advocate that oncologists have 
conversations about fertility with patients during the 
treatment planning phase. Fertile Action was founded 
by Alice Crisci after her own personal experience to 
preserve her fertility during her breast cancer treat-
ment. They can be found at www.fertileaction.org on 
the web. 

In sum, cancer has many implications for individuals 
who have not yet had the opportunity to become par-
ents. Becoming a parent comes in many different forms 
and there are broader choices available now than ever 
before. More importantly, in pre-fertile and fertile indi-
viduals, cancer treatment should include an immediate 
consultation with someone well versed in options for 
fertility preservation alongside their recommendations 
for cancer treatment. While most individuals want to 
begin their cancer treatments as soon as possible, and 
time is not a luxury during this process, each patient 
should have their questions explored and addressed. 
Once cancer is treated, patients need to address their 
options for parenthood. Exploration is not just the 
medical aspects of fertility but also the psychological 
consequences. These consequences may be felt imme-
diately or may be delayed but whenever they surface 
they are real and deserve a multidisciplinary approach 
and consideration.

INSIGHTS INTO CANCER
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construction involve a multi-step process that includes 
creating a breast mound, revision of the breast mound 
and/or adjusting the other breast for symmetry, and 
nipple-areola reconstruction. The two major recon-
structive options are to use an expander/implant or to 
use autologous tissue (using tissue from another area 
of	the	woman’s	own	body)	to	recreate	the	breast.

When an expander/implant is used, the first step is to 
place the expander beneath the pectoralis (chest) wall 
muscle and skin. The expander is then inflated over the 
next few weeks to full capacity with saline fluid to help 
stretch the skin to accommodate the final implant. The 
second step is to replace the expander with a perma-
nent saline or silicone implant. The third step is to ad-
just the other breast to match the reconstructed breast 
or to proceed with nipple-areola reconstruction. 

The advantage to the expander/implant technique 
is that it does not leave any scars on other areas of 
the body. The disadvantages can include the potential 
for implant rupture or capsular contracture (in which 
scar tissue forms around the implant and can cause a 
change is the shape of the implant or a feeling of tight-
ness and pain. Radiation effects are unpredictable and 
the results can be good, however there is no guarantee. 
The risk of capsular contracture is increased with radia-
tion therapy.

Autologous	 tissue	 reconstruction	 uses	 the	 woman’s	
own	 tissue	 (from	 another	 area	 of	 the	 woman’s	 own	
body) to recreate the breast. The most common source 
of	tissue	is	the	abdomen.	This	surgery	is	called	“DIEP	
flap” surgery and involves taking the excess skin and 
fat from the abdomen, just like a tummy tuck, except 
that the removed tissue is used to create a new breast. 

This technique requires microsurgery to connect the 
blood vessels together and requires a very skilled sur-
geon with a lot of experience. The second step is to 
adjust the other breast to match the reconstructed 
breast. The third step is to proceed with nipple-areola 
reconstruction. 

Systemic therapy for breast cancer
There is a shift going on in how tumors are classified 
and treated with regard to systemic therapies. Tradition-
ally, tumors were classified by how they look under the 
microscope and their organ of origin; their treatments 
involved chemotherapy to kill all rapidly dividing cells. 
Now and in the future more and more tumors are clas-
sified by the molecular problems that cause them to be-
have like cancer and treated with therapy that is specifi-
cally targeted toward the molecular defect in the tumor 
cells, thus leaving normal cells alone. That being said, 

>>   
continued on page 14
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my faith has grown up with me. I know God in a 
different way, a way that is my own. And I feel like 
no matter what happens, I will always hang onto 
that.” Will, 23, testicular cancer

The journey of AYA Cancer Survivorship is defined by 
movement. Being a survivor is not a fixed state; rather 
it is a fluid and evolving identity. It is processed differ-
ently at different stages of the survivorship continuum 
and	at	different	points	in	an	individual’s	life	trajectory.	
And it is marked by both periods of stability and sense 
of mastery over the experience, and just as unexpect-
edly, events that propel one into a period of vulner-
ability and uncertainty about what is ahead.

For the purposes of this talk, we will refer to three stag-
es of the Survivorship Trajectory—each with its own 
challenges. The Initial Transition to Survivorship begins 
with the end of treatment and the beginning of the 
recovery process. It is typically understood as between 
0-6 months. Ongoing Survivorship, from six months to 
two years, is the period of learning to define the “new 
normal” and make the necessary adjustments to living 
after a cancer diagnosis. And last, Long-Term Survivor-
ship, understood as any point after two years, is the 
time during which individuals come to understand the 
unique dimensions of their own survivorship. 

Each stage presents its own psychosocial challenges 
for survivors, particularly those in the AYA survivor pop-
ulation. The Initial Transition to Survivorship is marked 
by the loss of the treatment structure, the schedule of 
treatment and the security that it provides. Often, the 
first fears about the uncertainty of remaining cancer 
fear emerge in this time, and any new symptom can 
trigger worries about recurrence. This can be an es-
pecially isolating time, as many people in the young 
cancer	survivor’s	support	system	can	focus	on	the	suc-
cess of completing treatment and wanting the young 
survivor to put the cancer experience behind him or 
her. Survivors often say it is difficult to balance this 
perspective with their own feeling that they are not 
anywhere near “back to normal.” For AYA survivors, 
much	can	change	in	their	peer	groups’	lives	in	a	short	
period of time—friends may have graduated or moved 
to start new jobs or married in the time that a young 
person is going through treatment. The feelings of 
isolation can be that much more pronounced when 
individuals feel out of step with the developmental 
trajectory of their peers.

The psychosocial challenges in Ongoing Survivorship 
are the challenges of defining the new normal, which 
now also includes regular scans, potentially worrisome 
test results and, in time, anniversaries of important and 

emotionally charged dates, such as when you were di-
agnosed or went through surgery. These can all trigger 
periods of renewed anxiety and unexpected emotional 
disruption. In this phase of treatment, individuals are 
also dealing with the ongoing late effects of treatment 
such as ongoing fatigue, pain, cognitive changes due to 
chemotherapy	or	changes	to	one’s	functioning	due	to	
endocrine treatment. These changes can be frustrating 
as it is difficult for anyone to predict how long they will 
persist, and they serve as reminders that the cancer ex-
perience is not done. Perhaps the most difficult triggers 
in this phase of survivorship are those that come from 
outside	one’s	own	experience—whether	 it	 is	a	news	
story	about	cancer	or	word	of	a	cancer	friend’s	recur-
rence—they can take a good day and fill it unexpect-
edly with cancer related sadness and anxiety.

Long-Term Survivorship presents challenges for a 
young cancer survivor in navigating new life transi-
tions. These include the initiation of a new job and 
need to maintain health insurance, beginning a prom-
ising new relationship and the questions that might 
present about fertility. Any new developmental mile-
stone, including those that mark happy, promising 
events can introduce challenges related to being a 
cancer survivor. For young survivors, so many more of 
those milestones remain to be met as survivors and 
represent uncharted territory.

It is no wonder that anxiety and depression are higher 
among AYA survivors than in the adult survivor popu-
lation, as is the incidence of suicidal ideation. Up to 
25% of young adult survivors experience clinically 
significant systems of anxiety and depression. These 
symptoms of anxiety include being unable to control 
worries, not being able to distract oneself as needed, 
experiencing palpitations, shortness of breath, and/
or becoming preoccupied with certain rituals or be-
haviors as an attempt to manage worries. Symptoms 
of depression include feeling sad, tearful or unable to 
enjoy pleasurable things for two weeks or more. Other 
symptoms can include disruptions in sleep, appetite, 
low energy, feelings of guilt or worthlessness, and any 
thoughts of suicide. While it is normal for all survivors 
to grapple with complicated feelings, and to struggle 
with the various challenges of navigating life after 
cancer, it is not appropriate for anyone to feel afraid 
for their safety or wellbeing or feel that they are alone 
in these struggles. There are many avenues for finding 
assistance and support, and it is strongly encouraged 
that if a young survivor is experiencing these symp-
toms that they inform their medical team to begin the 
process of getting the needed help.
Their health care team can direct them to AYA specific 
support groups to help reduce feelings of isolation. 

Meeting with a knowledgeable therapist who under-
stands AYA survivor issues can be helpful in process-
ing complicated feelings and developing new coping 
skills. If needed, individuals may be directed to meet 
with a psychiatrist, as well, who can assist in treating 
the symptoms of depression or anxiety with appropri-
ate medication to help someone get back on track. 

Young survivors of cancer have some unique features 
that can complicate their course toward healthy sur-
vivorship. Young people report that they frequently 
coped with the many difficult experiences of a cancer 
diagnosis and treatment by being stoic and being per-
ceived by family and their doctors as “a good soldier” or 
“trooper.” This coping strategy can be difficult to move 
beyond when they finish treatment and move on with 
their lives. Young survivors also speak of having very 
high standards for themselves and a need to make even 
more of their lives because they are aware that others 
did not survive their battle with cancer. These attitudes, 
while helpful in getting through some challenges can 
also make it hard for AYA survivors to express more dif-
ficult feelings or to ask for help when they might need 
it. Because they may not have developed other ways of 
coping, life after cancer can feel full of frustration and 
stress. Sometimes, individuals can respond with impul-
siveness, anger, or risk-taking behavior. 

In addition to these unique challenges, AYA survi-
vors also gain specific strengths that can assist them 
throughout their lives. These include a greater life 
perspective than others their age and a correspond-
ing sense of compassion for others who may be strug-
gling. Young survivors have a demonstrated capacity 
for perseverance and resilience, and the ability to live 
with uncertainty, which is a fact of life for all humans. 
When young survivors can take the time to assess how 
being a cancer survivor has shaped them, they have 
the opportunity to develop better ways of coping with 
the ongoing challenges it presents and to make the 
most of the gains they have so richly earned.

We will close this discussion about AYA cancer with 
the words of one young cancer survivor: 

“If being a cancer survivor is something I have to live 
with, I would rather not have it be a weight in the 
water that is always dragging me off course, but rather 
see it as an extra sail that I have to adjust to get where 
I am going.”

The Internet is full of articles, misperceptions, and claims 
that focus on the relationship between cancer cells and 
sugar. Unfortunately, anyone can post anything on the 
Internet, and there is no filter for the facts. Just because 
something is in print or on the Internet does not mean 
that the information is accurate or meaningful. It is im-
portant to turn to real science to understand what we 
know. An excellent source for cancer information is the 
NCI website, www.nci.gov. Many patients want to un-
derstand what they can do to help themselves in addi-
tion to traditional cancer treatments. It is important to 
understand that there are no miraculous cures for cancer 
to be found on the Internet—if there were any miracle 
cures the scientific community would be using them. 

Conventional medicine still has the best treatments 
available for the reduction of cancer growth. However, 
complementary and alternative medicine practices 
(CAM) can be important and supportive adjunctive mo-
dalities. It is important to use the same scrutiny that one 
demands of traditional treatments to examine the value 
of these other approaches. You carefully should read the 
literature being published. There are important avail-
able data on the Internet related to diet, acupuncture, 
and massage in relation to cancer prevention, symp-
tom management, and well-being; there are, however, 
equal amounts of inappropriate and misleading data 
and	 suggestions!	There	 are	 important	 facts	 that	 every	
patient should investigate, e.g., acupuncture appears to 

be beneficial in reducing treatment-related symptoms; 
shark cartilage is very good for sharks but does not ap-
pear to improve cancer outcomes in humans; massage 
may benefit patients with cancer related fatigue; Laetrile 
(laevo-mandelonitrile-beta-glucuronoside) is ineffective 
against cancer at best and may be potentially harmful; 
and garlic may not lower bad cholesterol as originally 
thought nor does it appear to have an impact on colo-
rectal cancer. These are just some of the medical mira-
cles, or myths, which you can find on the Internet. Some 
claims are, however, significant. Low-fat diets may have 
a role in lowering the likelihood of cancer recurrence for 
women with breast cancer, but the mechanisms are not 
yet clear. Losing weight by cutting calories can reduce 

It is important to understand that there are no miraculous cures for cancer to be found on the Internet—if 
there were any miracle cures the scientific community would be using them. 

there are still important roles for chemotherapy, often in 
combination with these new targeted treatments. 

•	hormone Sensitive tumors: Sixty to 75% of 
breast cancers are hormone sensitive (ER+/PR+). 
Tamoxifen is a targeted systemic treatment that 
blocks the estrogen receptor and has been around 
since the 1980s. It is given after primary treat-
ment to prevent the chance of recurrence. The data 
for tamoxifen are strong; in a meta-analysis of 
10,000 patients comparing a placebo compound to 
tamoxifen for five years, the patients who received 
tamoxifen did better in both rates of recurrence 
and mortality. This finding held true even after 
they had stopped the drug for 10 years or more. 
In a recently published study (2012) referred to as 
the ATLAS study, there was a benefit to taking 10 
years of tamoxifen in younger women with a 25% 
reduction in breast cancer recurrence and a 29% 
reduction of mortality. This study does not take into 
consideration the introduction of AIs. 

 Another targeted systemic treatment are Aroma-
tase inhibitors (AIs), which were developed to 
interfere with the peripheral production of estradiol 
in women who are post-menopausal with breast 
cancer and who have hormone sensitive tumors. 
Researchers began testing AIs in the 1990s. There 
are three drugs that fall into this classification: 
anastrozole (Arimidex), letrozole (Femara) and 
exemestane (Aromasin). They are only appropriate 
for post-menopausal women with ER+ and/or PR+ 
tumors. Multiple randomized phase III clinical trials 
have been performed and all show a 2-6% reduc-
tion in the risk of breast cancer recurrence com-
pared to tamoxifen. The current standard is 5 years 
of therapy and they are awaiting results comparing 
10 years. 

 Hormones are a driving force of hormone receptor 
positive breast cancer. Hormonally-targeted therapy 
saves lives and helps prevent metastases. There 
may be some new targeted approaches for early 
breast cancer that is hormonally sensitive as there 
are new targets being studied in patients with 
metastatic disease. Oftentimes the research studies 
are done in resistant disease and then tried in early 
disease. One of these targeted drugs, everolimus, 
has been tested in cell lines and in phase I/II stud-
ies and shown to be promising in ER+ disease. 
Everolimus blocks the mTOR pathway that hor-
mone sensitive breast cancers sometimes use when 
they become resistant to anti-estrogen therapy.  A 
phase III study (“BOLERO-2”) was recently pub-
lished in which 724 patients with post-menopausal 
ER +, HER2 negative metastatic breast cancer were 
randomly assigned to receive an aromatase inhibi-
tor (exemestane) alone or with everolimus. Patients 
who received everolimus lived significantly longer 
without their disease getting worse than patients 
who did not receive everolimus. It is now being 
tested in early stage breast cancer.  In addition, 
CDK4/6	inhibitors	appear	to	affect	the	growth	of	
luminal cell lines. In addition PI3k inhibitors and 
histone deacetylase inhibitors are also under inves-
tigation. 

•	her-2: Approximately 20% of breast cancers 
overexpress HER2 which drives the cancer cells 
to grow. Three large scale studies have shown 
that the HER2-targeted treatment, trastuzumab 
(Herceptin) improves both disease free survival and 
overall survival in women with early stage HER2-
positive breast cancer. It is used in combination 
with chemotherapy as an adjuvant treatment and it 
has dramatically changed the overall survival of this 
type of disease.  A number of additional questions 
have been asked, including whether trastuzumab is 
better when given concurrently with chemotherapy 

or sequentially (after chemotherapy).  The N9831 
study showed that concurrent works better than 
sequentially. One year has been shown to be the 
best compared to two years or 6 months, and is 
currently the standard of care. 

 There are additional targets that are being inves-
tigated for HER2+ disease that are once again 
being investigated in the metastatic group of 
patients. Pertuzumab, trastuzumab, and docetaxel 
was  compared against trastuzumab, a placebo 
and docetaxel. Progression-free survival and overall 
survival is better in this initial study for patients 
with previously untreated HER2+ metastatic breast 
cancer who received all three drugs.  As of 2012 
this has become a new standard of care for HER2+ 
stage IV disease. There are other treatments being 
used or evaluated in stage IV disease that may 
soon be used in the care of patients with early 
stage disease. Some of these include lapatinib 
and capecitabine, lapatinib and trastuzumab, 
trastuzumab or lapatinib plus other chemotherapy 
or	endocrine	therapy.	Soon	T-DM1	(trastuzumab	
emtansine) will also be used. Finally, afatinib and 
everolimus are being evaluated.  The point of 
mentioning all these drugs is that there are many 
advances being made and what may currently be 
available in the widespread disease arsenal of 
targeted treatments could be added to the arsenal 
of early stage breast cancer care, which will help 
personalize the treatment and reduce the likelihood 
of this disease returning. 

•	triple negative: Triple-negative breast cancer 
refers to any breast cancer that does not express 
the genes for estrogen receptor (ER), progesterone 
receptor (PR) and HER2. Triple negative breast 
cancers comprise a very heterogeneous group of 
cancers and require a more aggressive treatment. 
Triple negative breast cancers have been less stud-
ied and more research is needed for this aggressive 
tumor type. The standard of care for early stage 
disease is chemotherapy. Targeted agents are also 
being studied. Stage IV disease can be stabilized 
with chemotherapy. Clinical trials are evaluating 
PARP inhibitors, aurora kinase inhibitors, C-met 
inhibitors and a blockade of inhibitors of apoptosis 
(IAP) proteins—all potential treatments. 

Clinical trials are not just for patients with advanced 
disease. There are many new trials opening up and be-
ing brought to UCLA for patients with early stage dis-
ease as well. Systemic treatment is still necessary and a 
very important area for personalized care.

radiation therapy
Radiation therapy is considered the standard of care 
for virtually all women who undergo breast conserva-
tion surgery. Radiation therapy consistently decreases 
the risk of a recurrence in the breast by 50-70% which 
translates into a breast cancer specific survival benefit. 
Radiation	works	by	damaging	the	DNA	of	cancer	cells,	
the genetic material that controls how cancer cells 
grow and divide. Cancer cells die due to their inability 
to	repair	the	DNA	damage.	

When a patient meets with their radiation oncologist, 
the first consideration is to define the target for treat-
ment—whole breast or partial breast radiation. The 
tried and true method is standard fractionation whole 
breast radiation. It lasts approximately 6 weeks and 
is given daily, Monday through Friday, for 10 minutes 
per day. The goals of modern whole breast treatment 
planning are to optimize the dose homogeneity, which 
reduces skin effects, and dose conformality, which re-
duces the does to underlying heart and lungs. 

Treatment planning is critical and begins with a CT 
scan in the treatment position. The CT scan allows for 

the	 radiation	 to	 be	 customized	 to	 each	 individual’s	
anatomy, i.e., it helps to direct where the beams need 
to	go	and	what	they	need	to	avoid.	During	planning,	
special techniques can be used to create a more ho-
mogenous or even distribution of radiation. A custom 
mold is created to insure that the person is in the same 
position every time. Patients can sometimes get red, 
irritated skin or have a tanning effect. Some patients 
experience breast skin peeling, in the same way it 
might	after	sunburn.	Depending	on	the	radiation	on-
cologist and position of the tumor, patients may be 
asked to breathe deeply and hold it, what we call deep 
inspiratory breath hold, to move the heart out of the 
radiation field during the treatment, thus reducing the 
likelihood of damage to the heart. Sometimes women 
who have large breasts will be asked to lie down on a 
table, face down, with an open area for the breast to 
hang rather than lying on their back, thus alleviating 
skin folds and also reducing the chance of the heart or 
lungs being in the radiation field.

Several options are available to shorten the overall du-
ration of radiation thus improving patient convenience. 
One such option is hypo-fractionated whole breast ra-
diation, in which larger doses are given per day over 3 
weeks, Monday through Friday for 10 minutes per day. 
This method is suitable for women who have less than 
a 5 cm node-negative breast cancer, no chemotherapy 
and smaller breasts. 

A second option is accelerated partial breast irradiation 
(APBI). The rationale for this method is that the majority 
of breast recurrences occur at or near the lumpectomy 
site. The advantages are that (1) it is more convenient 
because it is given over one week, and (2) less nor-
mal tissue is exposed to the radiation. It is suitable for 
women who are over the age of 60, have a tumor less 
than 2 cm, are node- and margin-negative and have 
favorable features such as ER+ and no LVSI. 

Since APBI delivers radiation to a limited volume of tis-
sue (partial breast irradiation), a higher dose of radia-
tion can be delivered in a shorter period of time. There 
are a number of techniques for APBI delivery includ-
ing external beam, interstitial or intracavitary brachy-
therapy, and intraoperative radiation therapy. With in-
terstitial APBI, multiple catheters are placed into the 
breast. Intracavity brachytherapy, including Mammosite 
and SAVI, are single catheter approaches.  There is also 
external beam APBI which involves external radiation 
delivery to the partial breast thus avoiding the need 
for invasive catheter insertion. Intraoperative radiation 
therapy refers to partial breast radiation delivery in a 
single fraction at the time of the surgery. These may 
change how breast radiation is given; however, we are 
still conducting research into these methods and they 
may not be appropriate for all women. 

Radiation therapy is a critical component in the stan-
dard management of early stage breast cancer. Women 
today benefit from a multitude of advanced treatment 
planning techniques intended to minimize side effects 
and maximize convenience. 

Summary
Women with breast cancer need a team of profession-
als to assess their individual characteristics and match 
those to the best therapeutic approaches. A personal-
ized	 approach	 guarantees	 that	 women’s	 preferences	
and needs are taken into account and the most up-to-
date strategies are used to eradicate the breast cancer 
and increase the likelihood that it will not recur. Breast 
cancer is not just one disease, and thus needs the mul-
tidisciplinary approach and evaluation. Women should 
take time to understand and evaluate their options. It 
is important that patients receive the most informed 
options for their best care.

evolving Strategies in the multidisciplinary and personalized care of early breast cancer continued from page 13 adolescent and Young adults (aYa) and cancer: treatment and Survivorship continued from page 5
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my faith has grown up with me. I know God in a 
different way, a way that is my own. And I feel like 
no matter what happens, I will always hang onto 
that.” Will, 23, testicular cancer

The journey of AYA Cancer Survivorship is defined by 
movement. Being a survivor is not a fixed state; rather 
it is a fluid and evolving identity. It is processed differ-
ently at different stages of the survivorship continuum 
and	at	different	points	in	an	individual’s	life	trajectory.	
And it is marked by both periods of stability and sense 
of mastery over the experience, and just as unexpect-
edly, events that propel one into a period of vulner-
ability and uncertainty about what is ahead.

For the purposes of this talk, we will refer to three stag-
es of the Survivorship Trajectory—each with its own 
challenges. The Initial Transition to Survivorship begins 
with the end of treatment and the beginning of the 
recovery process. It is typically understood as between 
0-6 months. Ongoing Survivorship, from six months to 
two years, is the period of learning to define the “new 
normal” and make the necessary adjustments to living 
after a cancer diagnosis. And last, Long-Term Survivor-
ship, understood as any point after two years, is the 
time during which individuals come to understand the 
unique dimensions of their own survivorship. 

Each stage presents its own psychosocial challenges 
for survivors, particularly those in the AYA survivor pop-
ulation. The Initial Transition to Survivorship is marked 
by the loss of the treatment structure, the schedule of 
treatment and the security that it provides. Often, the 
first fears about the uncertainty of remaining cancer 
fear emerge in this time, and any new symptom can 
trigger worries about recurrence. This can be an es-
pecially isolating time, as many people in the young 
cancer	survivor’s	support	system	can	focus	on	the	suc-
cess of completing treatment and wanting the young 
survivor to put the cancer experience behind him or 
her. Survivors often say it is difficult to balance this 
perspective with their own feeling that they are not 
anywhere near “back to normal.” For AYA survivors, 
much	can	change	in	their	peer	groups’	lives	in	a	short	
period of time—friends may have graduated or moved 
to start new jobs or married in the time that a young 
person is going through treatment. The feelings of 
isolation can be that much more pronounced when 
individuals feel out of step with the developmental 
trajectory of their peers.

The psychosocial challenges in Ongoing Survivorship 
are the challenges of defining the new normal, which 
now also includes regular scans, potentially worrisome 
test results and, in time, anniversaries of important and 

emotionally charged dates, such as when you were di-
agnosed or went through surgery. These can all trigger 
periods of renewed anxiety and unexpected emotional 
disruption. In this phase of treatment, individuals are 
also dealing with the ongoing late effects of treatment 
such as ongoing fatigue, pain, cognitive changes due to 
chemotherapy	or	changes	to	one’s	functioning	due	to	
endocrine treatment. These changes can be frustrating 
as it is difficult for anyone to predict how long they will 
persist, and they serve as reminders that the cancer ex-
perience is not done. Perhaps the most difficult triggers 
in this phase of survivorship are those that come from 
outside	one’s	own	experience—whether	 it	 is	a	news	
story	about	cancer	or	word	of	a	cancer	friend’s	recur-
rence—they can take a good day and fill it unexpect-
edly with cancer related sadness and anxiety.

Long-Term Survivorship presents challenges for a 
young cancer survivor in navigating new life transi-
tions. These include the initiation of a new job and 
need to maintain health insurance, beginning a prom-
ising new relationship and the questions that might 
present about fertility. Any new developmental mile-
stone, including those that mark happy, promising 
events can introduce challenges related to being a 
cancer survivor. For young survivors, so many more of 
those milestones remain to be met as survivors and 
represent uncharted territory.

It is no wonder that anxiety and depression are higher 
among AYA survivors than in the adult survivor popu-
lation, as is the incidence of suicidal ideation. Up to 
25% of young adult survivors experience clinically 
significant systems of anxiety and depression. These 
symptoms of anxiety include being unable to control 
worries, not being able to distract oneself as needed, 
experiencing palpitations, shortness of breath, and/
or becoming preoccupied with certain rituals or be-
haviors as an attempt to manage worries. Symptoms 
of depression include feeling sad, tearful or unable to 
enjoy pleasurable things for two weeks or more. Other 
symptoms can include disruptions in sleep, appetite, 
low energy, feelings of guilt or worthlessness, and any 
thoughts of suicide. While it is normal for all survivors 
to grapple with complicated feelings, and to struggle 
with the various challenges of navigating life after 
cancer, it is not appropriate for anyone to feel afraid 
for their safety or wellbeing or feel that they are alone 
in these struggles. There are many avenues for finding 
assistance and support, and it is strongly encouraged 
that if a young survivor is experiencing these symp-
toms that they inform their medical team to begin the 
process of getting the needed help.
Their health care team can direct them to AYA specific 
support groups to help reduce feelings of isolation. 

Meeting with a knowledgeable therapist who under-
stands AYA survivor issues can be helpful in process-
ing complicated feelings and developing new coping 
skills. If needed, individuals may be directed to meet 
with a psychiatrist, as well, who can assist in treating 
the symptoms of depression or anxiety with appropri-
ate medication to help someone get back on track. 

Young survivors of cancer have some unique features 
that can complicate their course toward healthy sur-
vivorship. Young people report that they frequently 
coped with the many difficult experiences of a cancer 
diagnosis and treatment by being stoic and being per-
ceived by family and their doctors as “a good soldier” or 
“trooper.” This coping strategy can be difficult to move 
beyond when they finish treatment and move on with 
their lives. Young survivors also speak of having very 
high standards for themselves and a need to make even 
more of their lives because they are aware that others 
did not survive their battle with cancer. These attitudes, 
while helpful in getting through some challenges can 
also make it hard for AYA survivors to express more dif-
ficult feelings or to ask for help when they might need 
it. Because they may not have developed other ways of 
coping, life after cancer can feel full of frustration and 
stress. Sometimes, individuals can respond with impul-
siveness, anger, or risk-taking behavior. 

In addition to these unique challenges, AYA survi-
vors also gain specific strengths that can assist them 
throughout their lives. These include a greater life 
perspective than others their age and a correspond-
ing sense of compassion for others who may be strug-
gling. Young survivors have a demonstrated capacity 
for perseverance and resilience, and the ability to live 
with uncertainty, which is a fact of life for all humans. 
When young survivors can take the time to assess how 
being a cancer survivor has shaped them, they have 
the opportunity to develop better ways of coping with 
the ongoing challenges it presents and to make the 
most of the gains they have so richly earned.

We will close this discussion about AYA cancer with 
the words of one young cancer survivor: 

“If being a cancer survivor is something I have to live 
with, I would rather not have it be a weight in the 
water that is always dragging me off course, but rather 
see it as an extra sail that I have to adjust to get where 
I am going.”

The Internet is full of articles, misperceptions, and claims 
that focus on the relationship between cancer cells and 
sugar. Unfortunately, anyone can post anything on the 
Internet, and there is no filter for the facts. Just because 
something is in print or on the Internet does not mean 
that the information is accurate or meaningful. It is im-
portant to turn to real science to understand what we 
know. An excellent source for cancer information is the 
NCI website, www.nci.gov. Many patients want to un-
derstand what they can do to help themselves in addi-
tion to traditional cancer treatments. It is important to 
understand that there are no miraculous cures for cancer 
to be found on the Internet—if there were any miracle 
cures the scientific community would be using them. 

Conventional medicine still has the best treatments 
available for the reduction of cancer growth. However, 
complementary and alternative medicine practices 
(CAM) can be important and supportive adjunctive mo-
dalities. It is important to use the same scrutiny that one 
demands of traditional treatments to examine the value 
of these other approaches. You carefully should read the 
literature being published. There are important avail-
able data on the Internet related to diet, acupuncture, 
and massage in relation to cancer prevention, symp-
tom management, and well-being; there are, however, 
equal amounts of inappropriate and misleading data 
and	 suggestions!	There	 are	 important	 facts	 that	 every	
patient should investigate, e.g., acupuncture appears to 

be beneficial in reducing treatment-related symptoms; 
shark cartilage is very good for sharks but does not ap-
pear to improve cancer outcomes in humans; massage 
may benefit patients with cancer related fatigue; Laetrile 
(laevo-mandelonitrile-beta-glucuronoside) is ineffective 
against cancer at best and may be potentially harmful; 
and garlic may not lower bad cholesterol as originally 
thought nor does it appear to have an impact on colo-
rectal cancer. These are just some of the medical mira-
cles, or myths, which you can find on the Internet. Some 
claims are, however, significant. Low-fat diets may have 
a role in lowering the likelihood of cancer recurrence for 
women with breast cancer, but the mechanisms are not 
yet clear. Losing weight by cutting calories can reduce 

It is important to understand that there are no miraculous cures for cancer to be found on the Internet—if 
there were any miracle cures the scientific community would be using them. 

there are still important roles for chemotherapy, often in 
combination with these new targeted treatments. 

•	hormone Sensitive tumors: Sixty to 75% of 
breast cancers are hormone sensitive (ER+/PR+). 
Tamoxifen is a targeted systemic treatment that 
blocks the estrogen receptor and has been around 
since the 1980s. It is given after primary treat-
ment to prevent the chance of recurrence. The data 
for tamoxifen are strong; in a meta-analysis of 
10,000 patients comparing a placebo compound to 
tamoxifen for five years, the patients who received 
tamoxifen did better in both rates of recurrence 
and mortality. This finding held true even after 
they had stopped the drug for 10 years or more. 
In a recently published study (2012) referred to as 
the ATLAS study, there was a benefit to taking 10 
years of tamoxifen in younger women with a 25% 
reduction in breast cancer recurrence and a 29% 
reduction of mortality. This study does not take into 
consideration the introduction of AIs. 

 Another targeted systemic treatment are Aroma-
tase inhibitors (AIs), which were developed to 
interfere with the peripheral production of estradiol 
in women who are post-menopausal with breast 
cancer and who have hormone sensitive tumors. 
Researchers began testing AIs in the 1990s. There 
are three drugs that fall into this classification: 
anastrozole (Arimidex), letrozole (Femara) and 
exemestane (Aromasin). They are only appropriate 
for post-menopausal women with ER+ and/or PR+ 
tumors. Multiple randomized phase III clinical trials 
have been performed and all show a 2-6% reduc-
tion in the risk of breast cancer recurrence com-
pared to tamoxifen. The current standard is 5 years 
of therapy and they are awaiting results comparing 
10 years. 

 Hormones are a driving force of hormone receptor 
positive breast cancer. Hormonally-targeted therapy 
saves lives and helps prevent metastases. There 
may be some new targeted approaches for early 
breast cancer that is hormonally sensitive as there 
are new targets being studied in patients with 
metastatic disease. Oftentimes the research studies 
are done in resistant disease and then tried in early 
disease. One of these targeted drugs, everolimus, 
has been tested in cell lines and in phase I/II stud-
ies and shown to be promising in ER+ disease. 
Everolimus blocks the mTOR pathway that hor-
mone sensitive breast cancers sometimes use when 
they become resistant to anti-estrogen therapy.  A 
phase III study (“BOLERO-2”) was recently pub-
lished in which 724 patients with post-menopausal 
ER +, HER2 negative metastatic breast cancer were 
randomly assigned to receive an aromatase inhibi-
tor (exemestane) alone or with everolimus. Patients 
who received everolimus lived significantly longer 
without their disease getting worse than patients 
who did not receive everolimus. It is now being 
tested in early stage breast cancer.  In addition, 
CDK4/6	inhibitors	appear	to	affect	the	growth	of	
luminal cell lines. In addition PI3k inhibitors and 
histone deacetylase inhibitors are also under inves-
tigation. 

•	her-2: Approximately 20% of breast cancers 
overexpress HER2 which drives the cancer cells 
to grow. Three large scale studies have shown 
that the HER2-targeted treatment, trastuzumab 
(Herceptin) improves both disease free survival and 
overall survival in women with early stage HER2-
positive breast cancer. It is used in combination 
with chemotherapy as an adjuvant treatment and it 
has dramatically changed the overall survival of this 
type of disease.  A number of additional questions 
have been asked, including whether trastuzumab is 
better when given concurrently with chemotherapy 

or sequentially (after chemotherapy).  The N9831 
study showed that concurrent works better than 
sequentially. One year has been shown to be the 
best compared to two years or 6 months, and is 
currently the standard of care. 

 There are additional targets that are being inves-
tigated for HER2+ disease that are once again 
being investigated in the metastatic group of 
patients. Pertuzumab, trastuzumab, and docetaxel 
was  compared against trastuzumab, a placebo 
and docetaxel. Progression-free survival and overall 
survival is better in this initial study for patients 
with previously untreated HER2+ metastatic breast 
cancer who received all three drugs.  As of 2012 
this has become a new standard of care for HER2+ 
stage IV disease. There are other treatments being 
used or evaluated in stage IV disease that may 
soon be used in the care of patients with early 
stage disease. Some of these include lapatinib 
and capecitabine, lapatinib and trastuzumab, 
trastuzumab or lapatinib plus other chemotherapy 
or	endocrine	therapy.	Soon	T-DM1	(trastuzumab	
emtansine) will also be used. Finally, afatinib and 
everolimus are being evaluated.  The point of 
mentioning all these drugs is that there are many 
advances being made and what may currently be 
available in the widespread disease arsenal of 
targeted treatments could be added to the arsenal 
of early stage breast cancer care, which will help 
personalize the treatment and reduce the likelihood 
of this disease returning. 

•	triple negative: Triple-negative breast cancer 
refers to any breast cancer that does not express 
the genes for estrogen receptor (ER), progesterone 
receptor (PR) and HER2. Triple negative breast 
cancers comprise a very heterogeneous group of 
cancers and require a more aggressive treatment. 
Triple negative breast cancers have been less stud-
ied and more research is needed for this aggressive 
tumor type. The standard of care for early stage 
disease is chemotherapy. Targeted agents are also 
being studied. Stage IV disease can be stabilized 
with chemotherapy. Clinical trials are evaluating 
PARP inhibitors, aurora kinase inhibitors, C-met 
inhibitors and a blockade of inhibitors of apoptosis 
(IAP) proteins—all potential treatments. 

Clinical trials are not just for patients with advanced 
disease. There are many new trials opening up and be-
ing brought to UCLA for patients with early stage dis-
ease as well. Systemic treatment is still necessary and a 
very important area for personalized care.

radiation therapy
Radiation therapy is considered the standard of care 
for virtually all women who undergo breast conserva-
tion surgery. Radiation therapy consistently decreases 
the risk of a recurrence in the breast by 50-70% which 
translates into a breast cancer specific survival benefit. 
Radiation	works	by	damaging	the	DNA	of	cancer	cells,	
the genetic material that controls how cancer cells 
grow and divide. Cancer cells die due to their inability 
to	repair	the	DNA	damage.	

When a patient meets with their radiation oncologist, 
the first consideration is to define the target for treat-
ment—whole breast or partial breast radiation. The 
tried and true method is standard fractionation whole 
breast radiation. It lasts approximately 6 weeks and 
is given daily, Monday through Friday, for 10 minutes 
per day. The goals of modern whole breast treatment 
planning are to optimize the dose homogeneity, which 
reduces skin effects, and dose conformality, which re-
duces the does to underlying heart and lungs. 

Treatment planning is critical and begins with a CT 
scan in the treatment position. The CT scan allows for 

the	 radiation	 to	 be	 customized	 to	 each	 individual’s	
anatomy, i.e., it helps to direct where the beams need 
to	go	and	what	they	need	to	avoid.	During	planning,	
special techniques can be used to create a more ho-
mogenous or even distribution of radiation. A custom 
mold is created to insure that the person is in the same 
position every time. Patients can sometimes get red, 
irritated skin or have a tanning effect. Some patients 
experience breast skin peeling, in the same way it 
might	after	sunburn.	Depending	on	the	radiation	on-
cologist and position of the tumor, patients may be 
asked to breathe deeply and hold it, what we call deep 
inspiratory breath hold, to move the heart out of the 
radiation field during the treatment, thus reducing the 
likelihood of damage to the heart. Sometimes women 
who have large breasts will be asked to lie down on a 
table, face down, with an open area for the breast to 
hang rather than lying on their back, thus alleviating 
skin folds and also reducing the chance of the heart or 
lungs being in the radiation field.

Several options are available to shorten the overall du-
ration of radiation thus improving patient convenience. 
One such option is hypo-fractionated whole breast ra-
diation, in which larger doses are given per day over 3 
weeks, Monday through Friday for 10 minutes per day. 
This method is suitable for women who have less than 
a 5 cm node-negative breast cancer, no chemotherapy 
and smaller breasts. 

A second option is accelerated partial breast irradiation 
(APBI). The rationale for this method is that the majority 
of breast recurrences occur at or near the lumpectomy 
site. The advantages are that (1) it is more convenient 
because it is given over one week, and (2) less nor-
mal tissue is exposed to the radiation. It is suitable for 
women who are over the age of 60, have a tumor less 
than 2 cm, are node- and margin-negative and have 
favorable features such as ER+ and no LVSI. 

Since APBI delivers radiation to a limited volume of tis-
sue (partial breast irradiation), a higher dose of radia-
tion can be delivered in a shorter period of time. There 
are a number of techniques for APBI delivery includ-
ing external beam, interstitial or intracavitary brachy-
therapy, and intraoperative radiation therapy. With in-
terstitial APBI, multiple catheters are placed into the 
breast. Intracavity brachytherapy, including Mammosite 
and SAVI, are single catheter approaches.  There is also 
external beam APBI which involves external radiation 
delivery to the partial breast thus avoiding the need 
for invasive catheter insertion. Intraoperative radiation 
therapy refers to partial breast radiation delivery in a 
single fraction at the time of the surgery. These may 
change how breast radiation is given; however, we are 
still conducting research into these methods and they 
may not be appropriate for all women. 

Radiation therapy is a critical component in the stan-
dard management of early stage breast cancer. Women 
today benefit from a multitude of advanced treatment 
planning techniques intended to minimize side effects 
and maximize convenience. 

Summary
Women with breast cancer need a team of profession-
als to assess their individual characteristics and match 
those to the best therapeutic approaches. A personal-
ized	 approach	 guarantees	 that	 women’s	 preferences	
and needs are taken into account and the most up-to-
date strategies are used to eradicate the breast cancer 
and increase the likelihood that it will not recur. Breast 
cancer is not just one disease, and thus needs the mul-
tidisciplinary approach and evaluation. Women should 
take time to understand and evaluate their options. It 
is important that patients receive the most informed 
options for their best care.
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Health care reform (the Affordable Care Act – ACA) 
has been part of the political discourse for some time; 
however, there are many changes that have already 
been implemented and more that will be.  

What is the cancer legal resource center (clrc)?
The CLRC has as its mission, “To provide information 
and resources on cancer-related legal issues to cancer 
patients, survivors, caregivers, health care profession-
als, employers, and others coping with cancer.”  All 
of the services are provided without fees.  They offer 
online presentations that include guides and educa-
tional materials for national, state, and county-specific 
situations.  They have materials in English and Spanish.  
In addition, they have manuals to assist people with 
cancer in California and Illinois.  They also provide a 
manual for health care-specific professionals related to 
oncology health care.  Many CLRC programs help pa-
tients advocate for themselves.  There is a national tele-
phone assistance line (1-866-843-2572), and there is 
an online intake form at www.clrcintake.org that allows 
an individual to write out their questions and receive a 
return call with information on specific laws that may 
affect his or her concerns.  All of these resources can be 
found at www.CancerLegalResourceCenter.org.  

health reform today
On March 23, 2010 the health care reform laws were 
signed governing a wide range of changes in how 
people will access their health care.  Some of the 
changes began immediately and some will not be fully 
complete until 2020.  

One of the first issues to understand is which policies 
have to comply with the new laws.  Most group and 
individual plans are impacted; however, the changes 
have to be looked at individually for TRICARE health 
plans that affect the military, Medicare and Medicaid 
(Medi-Cal in California), Flexible spending accounts 
(FSA) and Health Savings Accounts (HSAs), and Indian 
Tribal Governments.  The new policies may or may not 
apply or may apply differently to these groups/plans.  

grandfathered plans
The next piece of information to understand is “Grand-
fathered Plans.”  Some of the new reforms do not ap-
ply to plans that meet criteria for being grandfathered.  
If a policy was issued prior to March 23, 2010 (before 
the ACA was passed) it is considered a grandfathered 
plan and, therefore, some reforms will not apply.  Plans 
will lose their “grandfathered” status if they signifi-
cantly cut/reduce benefits, raise co-insurance charges, 
raise co-payment charges, significantly raise deduct-
ibles, lower employer contributions, add/tighten an-
nual limits, or change insurance companies.  Some 
of the issues discussed in this article do not apply to 
plans that were grandfathered.  It is also important to 
note that the date of March 23, 2010 does not refer 
to when you might have been hired by an employer 
and started receiving benefits, but rather to when your 
employer signed their contract with their health care 
company. As many as 50% of the pre-March 23, 2010 
plans have already lost their grandfathered status and 
plans are required to notify beneficiaries if they believe 
they maintain grandfather status.   

type of insurance plan
Most people with private insurance are covered by an 
employer-sponsored group health plan.  This means 
you and your family enroll in a plan through work and 
the employer often makes a contribution toward the 
monthly premium in a group plan.  An individual plan 

is health insurance you purchase directly from an in-
surance agent or broker, and you pay the entire pre-
mium yourself. 

There is more than one type of employer-sponsored 
plan. A self-insured plan is one where employers pay 
directly	 for	 an	 employee’s	 health	 care	 (usually	 only	
large companies).  An “insured plan” is when employ-
ers contract with an insurance company to provide 
employees with health care coverage.  An employer-
sponsored health plan is “insured” if the employer 
purchased health coverage from an insurance com-
pany.  It is “self-funded” if the employer pays for the 
health care costs of its employees directly, rather than 
purchasing insurance from an insuring organization.

It is sometimes difficult for consumers to know 
whether their employer-sponsored plan is insured or 
self-funded.  You may think your coverage is from a 
health insurance company, but if you work for a large 
employer, those insurance companies may not actu-
ally be insuring you.  Instead, they may simply pro-
cess the claims as a third-party administrator for your 
company’s	self-funded	plan.		To	find	out	whether	your	
employer-sponsored plan is self-funded or not, ask 
your human resources representative about what type 
of plan you have. Not all provisions in the ACA apply 
to self-insured plans so it is important to understand 
what type of plan you have.

annual and lifetime limits
Before the ACA, many insurance plans had low life-
time and low annual limits.  What this means is that 
the insurance company would set a maximum amount 
that they would pay in a single year and also over the 
lifetime of the policy.  For some policies these limits 
were quite low.  For example, if your annual maximum 
limit was $50,000, once the insurance company had 
paid that amount for the year, the rest of your health 
care needs would become your responsibility.    With a 
diagnosis of cancer, a $50,000 limit could be used by 
one treatment or procedure.  The ACA ultimately will 
eliminate lifetime and annual limits on all insurance 
plans.  Since September 23, 2010, insurance compa-
nies may no longer impose “lifetime” limits on their 
beneficiaries for essential health benefits.  Essential 
health benefits include things like emergency care, 
hospitalization, prescriptions, ambulatory care, and so 
on. This restriction applies to grandfathered plans as 
well as self-insured plans.

rescission
The ACA has stopped rescissions – the process of can-
celing	an	individual’s	health	insurance	once	a	claim	of	
substantial amount is submitted.   Insurance compa-
nies had departments whose purpose was to go back 
through	people’s	applications	and	find	any	mistake	or	
omissions, intentional or not, and then the company 
could	 retroactively	 cancel	 an	 individual’s	 policy	 after	
he	or	she	got	sick	–	leaving	them	uninsured!	You	may	
have heard the term “post-claims underwriting” – it 
was a common practice to avoid paying out claims.  
Insurance plans can no longer do this, and it applies 
to grandfathered plans as well as self-insured plans.

The ACA now prohibits any insurer from rescinding 
someone’s	plan	unless	they	fail	to	pay	premiums,	com-
mit fraud, or make an intentional misrepresentation 
(i.e., lied) on their application for coverage. Some ex-
amples of fraud or Intentional Misrepresentation of 
Material Fact could include claiming a non‐spouse as a 
spouse, or an ineligible individual as an eligible depen-

dent.  It could also include omitting relevant informa-
tion about prior medical history, although in 2014 that 
will no longer be an issue.  In addition, there is now a 
30-day appeal process for all plans so if your policy is 
canceled, and you think this was done inappropriately, 
you have 30 days to make your case and to appeal the 
decision. 
 
changes to preventive care
In the past many plans did not provide preventive care 
without cost.  Under the ACA, preventive services, such 
as colorectal cancer screening for individuals over 50, 
diet and obesity counseling, HPV immunizations, or 
genetic counseling for BRCA genetic screenings will 
be covered with no deductibles and no co-payments 
but only for plans that are not grandfathered.  How-
ever, once you have a particular type of cancer then 
screening for that type of cancer no longer falls under 
the “preventive care.” More information about what 
is covered regarding preventative care can be found at 
www.healthcare.gov.  

expanded coverage for children and Young adults
Children	can	now	be	covered	under	their	parent’s	plan	
until the age of 26.  On January 1st, 2014 a “child,” 
defined as being under 26 can still be carried on their 
parents’	 health	 plan	 even	 if	 they	 have	 employer-
sponsored insurance.  A “child” does not need to be 
claimed as a dependent by the IRS.  Even if a “child” is 
married they will be able to be covered under the par-
ent’s	health	plan	until	age	26	although	their	spouse	
or children cannot be covered. This does not apply 
to individuals on the TRICARE plans.  In 2011 alone, 
2.5	million	“children”	were	enrolled	on	their	parents’	
health insurance because of this new provision.

Beginning September 23, 2010, children under 19 
could no longer be denied health insurance cover-
age based on a pre-existing condition. This applies to 
grandfathered group plans and self-insured plans but 
not individual plans.
 
appeal rights
For plans and policies beginning July 1, 2012 indi-
viduals had to receive notification of the reason for 
a denial of coverage and information about rights to 
appeal.  The insurer must respond to the appeal in 72 
hours for an urgent request, 30 days for a non-urgent 
request, and 60 days for denial of payment for services 
already received.  This applies to self-insured plans but 
not to grandfathered plans.  These are internal appeals 
rights. If your request is urgent or expedited patients 
should use the words urgent or expedited and be clear 
that you are demanding the faster timeline or it will 
not happen. This really has not changed anything in 
California because this state already had internal ap-
peals for state regulated and ERISA plans.    

As of January 1, 2012 all self-insured plans but not 
grandfathered plans require an independent medical 
review board for external appeals.  After your insur-
ance company responds to your request, you have 
at least 60 days to file for an external review (some 
states give more).  Expedited appeals are responded 
to	in	four	days.		This	does	not	replace	California’s	more	
extensive laws and in California this only changed self-
insured plans as state-regulated plans already have an 
external appeals process.  

You may file for an expedited appeal at the same time 
you file for an internal appeal – if urgent, you do not 
need to wait for a final decision from your health plan.

medicare improvements
One of the biggest changes to Medicare is that it 
now guarantees coverage for preventative services 
(e.g., mammograms and colonoscopies) with no co-
payments or deductibles.   In addition, it will cover 
an annual wellness visit that includes a personalized 
comprehensive health risk assessment.  

The second significant change is that in 2014, Medi-
care Advantage Plans will no longer be able to make 
large profits based on not providing services.  The 
medical loss ratio will be held to 85%, which means 
that the plans can only profit 15% above the cost of 
delivering the services and administering the plan.  
There are also cost controls to help keep Part B pre-
miums down.

Part	 D,	 the	 section	 that	 covers	 medications	 has	 had	
what is referred to as the “donut hole” in which in-
dividuals have to pay for 100% of their medications 
at times.  This gap in coverage will be shrinking from 
100% to 25% by 2020. 

the long term benefits 2014-2020
Looking forward there are many changes that will be-
gin on January 1, 2014, which will be added to or in 
some circumstances replace the changes listed above. 
These are described below:

pre-existing conditions:  adults
Insurers can no longer use pre-existing conditions 
(physical or mental) to determine cost of health care 
or deny coverage for anyone.  This includes health sta-
tus, medical history, genetic information, and gender.  
For years, women have been charged higher rates than 
men with no apparent business rationale behind this.  
This will have to stop.  Your age and where you live 
are the only personal characteristics that can be used 
to set rates.

clinical trials post acS
Health insurance must now cover routine costs of 
medical care when someone is on a clinical trial; thus 
they cannot discriminate against someone for partici-
pating in a clinical trial.  They are not obligated to cover 
investigational treatments, devices or service itself or 
any items/services solely related to collection of data.  

individual mandate
This is probably one of the most discussed, and there-
fore, most controversial parts of the law.  Citizens and 
legal residents of the United States must have health 

coverage	and	if	they	don’t	there	will	be	penalties	with	
adults paying more in penalties than children.  The 
Supreme Court upheld the Individual Mandate, stat-
ing that Congress does have the power to tax people 
via the Spending Clause. There are some exceptions 
to this mandate.  For example, a break in coverage of 
less than three months will not be penalized.  Also, 
there are exceptions written into the law for religious 
objections and financial hardship (i.e., the required 
contribution to pay premiums would exceed 8% of 
household income). Also, Native Americans, undocu-
mented immigrants, and people who are incarcerated 
are exempt from this law. 

insurance affordability
When setting premium rates, insurers can only con-
sider whether insuring an individual or family, the 
ages, and the geographic location.  There are seven 
geographic areas in California.  In addition, tobacco 
users can be charged up to 1.5 times as much.  The 
geographic location will take an average of the costs 
of health care for people in that particular area.  

covered california
Covered California is the name for these new plans, 
sometimes referred to as exchanges.  It is the new, 
easy-to-use marketplace where you and your family 
may get financial assistance to make coverage more 
affordable and where you will be able to compare and 
choose health coverage that best fits your needs and 
budget.  People can start registering as of October 1, 
2013; however, these plans will not take effect until 
January 1, 2014.    It can be found at http://www.cov-
eredca.com.    Covered California will provide the tools 
for you to shop for health insurance that meets your 
health care needs and financial realities. The ACA pro-
vides a number of ways for individuals and employers 
to help make coverage more affordable. For individu-
als, financial assistance is available on a sliding scale 
with more support for those who earn less. Covered 
California will help you determine if you qualify for 
these types of assistance programs.

There are different types of plans with the most expen-
sive and most coverage being the platinum plans fol-
lowed by gold, silver, and bronze.  Beginning in 2014, 
tax credits will be available for people under age 65 
who purchase coverage on their own in a health in-
surance exchange and are not covered through their 
employer, Medicare or Medicaid. Premium subsidies 
will be available to help people pay for health insur-
ance making certain that premiums are based on a 

sliding scale from 2%-10% of your income for indi-
viduals whose incomes are between 133% and 400% 
above the Federal Poverty Line (FPL).    Income under 
400% of the FPL in 2013 is $45,960 for an individual 
and $94,200 for a family of four.  You must enroll in 
the plans at Covered California to get these subsidies.  
These subsidies are tax credits that are automatically 
applied to the cost of your health plan when you en-
roll.  This means you do not have to wait until you file 
your income tax to receive these.  Tax credits will be 
adjusted at the end of the year based on your actual 
income; so, if your income differs from what you antici-
pated, you should notify Covered California of these 
changes during the year.

In addition to the tax credits that reduce your monthly 
premium payments, you may be eligible for cost-shar-
ing subsidies that reduce the amount you pay when 
you get care. Eligibility for subsidies is based on in-
come level and family size. You may be eligible for 
subsidies if your income is less than about $27,936 
for a single person and less than about $57,636 for 
a family of four in 2012, which represents about 2.5 
times the federal poverty level. Cost-sharing subsidies 
are offered by the federal government to reduce the 
amount of money you have to pay for health care ex-
penses such as copayments or coinsurance.

medicaid expansion
The State of California has already begun early expan-
sion	of	the	state’s	Medicaid	program	(called	Medi-Cal	
in California) to cover people under age 65, includ-
ing people with disabilities, with income of less than 
$15,000 for a single individual and $31,180 for a fam-
ily of four (e.g., at 138% of the Federal Poverty Level 
or below). The coverage is free for those who qualify 
and part of the provisions of the Affordable Care Act.  

The	Supreme	Court’s	 decision	on	 the	ACA	 limits	 the	
mandate for Medicaid expansion, which means that 
the states must voluntarily agree to accept more fund-
ing for expansion.  Most states are choosing to rollout 
an expanded Medicaid plan although there is variabil-
ity from state to state.  California is one of the states 
that has adopted early reform for Medi-Cal and has 
been transitioning people into Medi-Cal.  Every county 
except Fresno has been doing this.  The advantage of 
this action is that it incorporates more people into the 
system over time rather than having a large onslaught 
on January 1, 2014.  

INSIGHTS INTO CANCER

ShaWn KraVich, aSSociate director, cancer legal reSource center, PART OF THE DISABILITY RIGHTS LEGAL CENTER ASSOCIATED WITH LOYOLA 
LAW SCHOOL, LOS ANGELES.
This is a summary of a lecture presented on September 28, 2013.

hoW health care reform affectS patientS With cancer 

the risk of many health conditions such as cancer, dia-
betes, heart disease, and stroke. It is important to talk to 
reliable health care providers about the many messages 
out there to determine the best individualized plan for 
you. Be careful with the information found on websites.
Most important, chemotherapy frequently causes lack of 
appetite and end-stage cancer patients lose weight. Ad-
equate intake of calories, vitamins, and other nutrients 
are important and may be important factors in quality of 
life. Consultation with a highly qualified and educated 
health specialist in nutrition may be helpful to your over-
all wellness.

ucla pet imaging
The	Ahmanson	Translational	 Imaging	Division	at	UCLA	
integrates biology, chemistry, radiochemistry, physics, 
and imaging to develop diagnostics and therapeutics 
to improve the outcome of cancer patients. It is in this 
environment that the PET imaging techniques were de-
veloped and continue to be developed to facilitate better 
care for patients.

At	UCLA	there	are	two	locations	that	PET/CT’s	are	done.	
One is located on the main campus in Westwood and the 
other one in Santa Monica. When making an appoint-
ment, let the scheduling person know where you want 
the test done as well as any known allergies, medica-
tions, diabetes, and blood test for creatinine. These scans 
are not advised during the first trimester of pregnancy. 

Information can be found at http://pet.ucla.edu/ and the 
locations are listed below:

UCLA Westwood Nuclear Medicine and PET/CT
Peter Morton Medical Building
200 Medical Plaza, Suite B114
Los Angeles, CA 90024
Phone: 310-794-1005
Fax: 310-267-0227
Hours: 7:30am-5pm

UCLA Santa Monica PET/CT
1245 16th St. Suite 105
Santa Monica, CA 90404
Appointments: 310-319-4970
Fax: 310-319-4980
Hours: M-F, 7am-4pm

conclusions
•	PET/CT	imaging	utilizes	the	relationship	between	

tumors and sugar consumptions---cancer cells eat a 
lot more sugar than normal cells.

•	There	is	no	evidence	that	eating	less	sugar	prevents	
or modifies the course of cancer 

•	Browsing	the	web	can	be	informative	but	also	very	
misleading.

•	Only	browse	reliable	sites	such	as	the	NCI.
•	PET/CT	imaging	is	an	important	tool	for	diagnosis,	

and treatment planning. It helps to discover whether 
a cancer responds well to treatment; there is fre-
quently no better way to find this out.

pet/ct cancer imaging: cancers eat a lot of Sugar continued from page 15
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Health care reform (the Affordable Care Act – ACA) 
has been part of the political discourse for some time; 
however, there are many changes that have already 
been implemented and more that will be.  

What is the cancer legal resource center (clrc)?
The CLRC has as its mission, “To provide information 
and resources on cancer-related legal issues to cancer 
patients, survivors, caregivers, health care profession-
als, employers, and others coping with cancer.”  All 
of the services are provided without fees.  They offer 
online presentations that include guides and educa-
tional materials for national, state, and county-specific 
situations.  They have materials in English and Spanish.  
In addition, they have manuals to assist people with 
cancer in California and Illinois.  They also provide a 
manual for health care-specific professionals related to 
oncology health care.  Many CLRC programs help pa-
tients advocate for themselves.  There is a national tele-
phone assistance line (1-866-843-2572), and there is 
an online intake form at www.clrcintake.org that allows 
an individual to write out their questions and receive a 
return call with information on specific laws that may 
affect his or her concerns.  All of these resources can be 
found at www.CancerLegalResourceCenter.org.  

health reform today
On March 23, 2010 the health care reform laws were 
signed governing a wide range of changes in how 
people will access their health care.  Some of the 
changes began immediately and some will not be fully 
complete until 2020.  

One of the first issues to understand is which policies 
have to comply with the new laws.  Most group and 
individual plans are impacted; however, the changes 
have to be looked at individually for TRICARE health 
plans that affect the military, Medicare and Medicaid 
(Medi-Cal in California), Flexible spending accounts 
(FSA) and Health Savings Accounts (HSAs), and Indian 
Tribal Governments.  The new policies may or may not 
apply or may apply differently to these groups/plans.  

grandfathered plans
The next piece of information to understand is “Grand-
fathered Plans.”  Some of the new reforms do not ap-
ply to plans that meet criteria for being grandfathered.  
If a policy was issued prior to March 23, 2010 (before 
the ACA was passed) it is considered a grandfathered 
plan and, therefore, some reforms will not apply.  Plans 
will lose their “grandfathered” status if they signifi-
cantly cut/reduce benefits, raise co-insurance charges, 
raise co-payment charges, significantly raise deduct-
ibles, lower employer contributions, add/tighten an-
nual limits, or change insurance companies.  Some 
of the issues discussed in this article do not apply to 
plans that were grandfathered.  It is also important to 
note that the date of March 23, 2010 does not refer 
to when you might have been hired by an employer 
and started receiving benefits, but rather to when your 
employer signed their contract with their health care 
company. As many as 50% of the pre-March 23, 2010 
plans have already lost their grandfathered status and 
plans are required to notify beneficiaries if they believe 
they maintain grandfather status.   

type of insurance plan
Most people with private insurance are covered by an 
employer-sponsored group health plan.  This means 
you and your family enroll in a plan through work and 
the employer often makes a contribution toward the 
monthly premium in a group plan.  An individual plan 

is health insurance you purchase directly from an in-
surance agent or broker, and you pay the entire pre-
mium yourself. 

There is more than one type of employer-sponsored 
plan. A self-insured plan is one where employers pay 
directly	 for	 an	 employee’s	 health	 care	 (usually	 only	
large companies).  An “insured plan” is when employ-
ers contract with an insurance company to provide 
employees with health care coverage.  An employer-
sponsored health plan is “insured” if the employer 
purchased health coverage from an insurance com-
pany.  It is “self-funded” if the employer pays for the 
health care costs of its employees directly, rather than 
purchasing insurance from an insuring organization.

It is sometimes difficult for consumers to know 
whether their employer-sponsored plan is insured or 
self-funded.  You may think your coverage is from a 
health insurance company, but if you work for a large 
employer, those insurance companies may not actu-
ally be insuring you.  Instead, they may simply pro-
cess the claims as a third-party administrator for your 
company’s	self-funded	plan.		To	find	out	whether	your	
employer-sponsored plan is self-funded or not, ask 
your human resources representative about what type 
of plan you have. Not all provisions in the ACA apply 
to self-insured plans so it is important to understand 
what type of plan you have.

annual and lifetime limits
Before the ACA, many insurance plans had low life-
time and low annual limits.  What this means is that 
the insurance company would set a maximum amount 
that they would pay in a single year and also over the 
lifetime of the policy.  For some policies these limits 
were quite low.  For example, if your annual maximum 
limit was $50,000, once the insurance company had 
paid that amount for the year, the rest of your health 
care needs would become your responsibility.    With a 
diagnosis of cancer, a $50,000 limit could be used by 
one treatment or procedure.  The ACA ultimately will 
eliminate lifetime and annual limits on all insurance 
plans.  Since September 23, 2010, insurance compa-
nies may no longer impose “lifetime” limits on their 
beneficiaries for essential health benefits.  Essential 
health benefits include things like emergency care, 
hospitalization, prescriptions, ambulatory care, and so 
on. This restriction applies to grandfathered plans as 
well as self-insured plans.

rescission
The ACA has stopped rescissions – the process of can-
celing	an	individual’s	health	insurance	once	a	claim	of	
substantial amount is submitted.   Insurance compa-
nies had departments whose purpose was to go back 
through	people’s	applications	and	find	any	mistake	or	
omissions, intentional or not, and then the company 
could	 retroactively	 cancel	 an	 individual’s	 policy	 after	
he	or	she	got	sick	–	leaving	them	uninsured!	You	may	
have heard the term “post-claims underwriting” – it 
was a common practice to avoid paying out claims.  
Insurance plans can no longer do this, and it applies 
to grandfathered plans as well as self-insured plans.

The ACA now prohibits any insurer from rescinding 
someone’s	plan	unless	they	fail	to	pay	premiums,	com-
mit fraud, or make an intentional misrepresentation 
(i.e., lied) on their application for coverage. Some ex-
amples of fraud or Intentional Misrepresentation of 
Material Fact could include claiming a non‐spouse as a 
spouse, or an ineligible individual as an eligible depen-

dent.  It could also include omitting relevant informa-
tion about prior medical history, although in 2014 that 
will no longer be an issue.  In addition, there is now a 
30-day appeal process for all plans so if your policy is 
canceled, and you think this was done inappropriately, 
you have 30 days to make your case and to appeal the 
decision. 
 
changes to preventive care
In the past many plans did not provide preventive care 
without cost.  Under the ACA, preventive services, such 
as colorectal cancer screening for individuals over 50, 
diet and obesity counseling, HPV immunizations, or 
genetic counseling for BRCA genetic screenings will 
be covered with no deductibles and no co-payments 
but only for plans that are not grandfathered.  How-
ever, once you have a particular type of cancer then 
screening for that type of cancer no longer falls under 
the “preventive care.” More information about what 
is covered regarding preventative care can be found at 
www.healthcare.gov.  

expanded coverage for children and Young adults
Children	can	now	be	covered	under	their	parent’s	plan	
until the age of 26.  On January 1st, 2014 a “child,” 
defined as being under 26 can still be carried on their 
parents’	 health	 plan	 even	 if	 they	 have	 employer-
sponsored insurance.  A “child” does not need to be 
claimed as a dependent by the IRS.  Even if a “child” is 
married they will be able to be covered under the par-
ent’s	health	plan	until	age	26	although	their	spouse	
or children cannot be covered. This does not apply 
to individuals on the TRICARE plans.  In 2011 alone, 
2.5	million	“children”	were	enrolled	on	their	parents’	
health insurance because of this new provision.

Beginning September 23, 2010, children under 19 
could no longer be denied health insurance cover-
age based on a pre-existing condition. This applies to 
grandfathered group plans and self-insured plans but 
not individual plans.
 
appeal rights
For plans and policies beginning July 1, 2012 indi-
viduals had to receive notification of the reason for 
a denial of coverage and information about rights to 
appeal.  The insurer must respond to the appeal in 72 
hours for an urgent request, 30 days for a non-urgent 
request, and 60 days for denial of payment for services 
already received.  This applies to self-insured plans but 
not to grandfathered plans.  These are internal appeals 
rights. If your request is urgent or expedited patients 
should use the words urgent or expedited and be clear 
that you are demanding the faster timeline or it will 
not happen. This really has not changed anything in 
California because this state already had internal ap-
peals for state regulated and ERISA plans.    

As of January 1, 2012 all self-insured plans but not 
grandfathered plans require an independent medical 
review board for external appeals.  After your insur-
ance company responds to your request, you have 
at least 60 days to file for an external review (some 
states give more).  Expedited appeals are responded 
to	in	four	days.		This	does	not	replace	California’s	more	
extensive laws and in California this only changed self-
insured plans as state-regulated plans already have an 
external appeals process.  

You may file for an expedited appeal at the same time 
you file for an internal appeal – if urgent, you do not 
need to wait for a final decision from your health plan.

medicare improvements
One of the biggest changes to Medicare is that it 
now guarantees coverage for preventative services 
(e.g., mammograms and colonoscopies) with no co-
payments or deductibles.   In addition, it will cover 
an annual wellness visit that includes a personalized 
comprehensive health risk assessment.  

The second significant change is that in 2014, Medi-
care Advantage Plans will no longer be able to make 
large profits based on not providing services.  The 
medical loss ratio will be held to 85%, which means 
that the plans can only profit 15% above the cost of 
delivering the services and administering the plan.  
There are also cost controls to help keep Part B pre-
miums down.

Part	 D,	 the	 section	 that	 covers	 medications	 has	 had	
what is referred to as the “donut hole” in which in-
dividuals have to pay for 100% of their medications 
at times.  This gap in coverage will be shrinking from 
100% to 25% by 2020. 

the long term benefits 2014-2020
Looking forward there are many changes that will be-
gin on January 1, 2014, which will be added to or in 
some circumstances replace the changes listed above. 
These are described below:

pre-existing conditions:  adults
Insurers can no longer use pre-existing conditions 
(physical or mental) to determine cost of health care 
or deny coverage for anyone.  This includes health sta-
tus, medical history, genetic information, and gender.  
For years, women have been charged higher rates than 
men with no apparent business rationale behind this.  
This will have to stop.  Your age and where you live 
are the only personal characteristics that can be used 
to set rates.

clinical trials post acS
Health insurance must now cover routine costs of 
medical care when someone is on a clinical trial; thus 
they cannot discriminate against someone for partici-
pating in a clinical trial.  They are not obligated to cover 
investigational treatments, devices or service itself or 
any items/services solely related to collection of data.  

individual mandate
This is probably one of the most discussed, and there-
fore, most controversial parts of the law.  Citizens and 
legal residents of the United States must have health 

coverage	and	if	they	don’t	there	will	be	penalties	with	
adults paying more in penalties than children.  The 
Supreme Court upheld the Individual Mandate, stat-
ing that Congress does have the power to tax people 
via the Spending Clause. There are some exceptions 
to this mandate.  For example, a break in coverage of 
less than three months will not be penalized.  Also, 
there are exceptions written into the law for religious 
objections and financial hardship (i.e., the required 
contribution to pay premiums would exceed 8% of 
household income). Also, Native Americans, undocu-
mented immigrants, and people who are incarcerated 
are exempt from this law. 

insurance affordability
When setting premium rates, insurers can only con-
sider whether insuring an individual or family, the 
ages, and the geographic location.  There are seven 
geographic areas in California.  In addition, tobacco 
users can be charged up to 1.5 times as much.  The 
geographic location will take an average of the costs 
of health care for people in that particular area.  

covered california
Covered California is the name for these new plans, 
sometimes referred to as exchanges.  It is the new, 
easy-to-use marketplace where you and your family 
may get financial assistance to make coverage more 
affordable and where you will be able to compare and 
choose health coverage that best fits your needs and 
budget.  People can start registering as of October 1, 
2013; however, these plans will not take effect until 
January 1, 2014.    It can be found at http://www.cov-
eredca.com.    Covered California will provide the tools 
for you to shop for health insurance that meets your 
health care needs and financial realities. The ACA pro-
vides a number of ways for individuals and employers 
to help make coverage more affordable. For individu-
als, financial assistance is available on a sliding scale 
with more support for those who earn less. Covered 
California will help you determine if you qualify for 
these types of assistance programs.

There are different types of plans with the most expen-
sive and most coverage being the platinum plans fol-
lowed by gold, silver, and bronze.  Beginning in 2014, 
tax credits will be available for people under age 65 
who purchase coverage on their own in a health in-
surance exchange and are not covered through their 
employer, Medicare or Medicaid. Premium subsidies 
will be available to help people pay for health insur-
ance making certain that premiums are based on a 

sliding scale from 2%-10% of your income for indi-
viduals whose incomes are between 133% and 400% 
above the Federal Poverty Line (FPL).    Income under 
400% of the FPL in 2013 is $45,960 for an individual 
and $94,200 for a family of four.  You must enroll in 
the plans at Covered California to get these subsidies.  
These subsidies are tax credits that are automatically 
applied to the cost of your health plan when you en-
roll.  This means you do not have to wait until you file 
your income tax to receive these.  Tax credits will be 
adjusted at the end of the year based on your actual 
income; so, if your income differs from what you antici-
pated, you should notify Covered California of these 
changes during the year.

In addition to the tax credits that reduce your monthly 
premium payments, you may be eligible for cost-shar-
ing subsidies that reduce the amount you pay when 
you get care. Eligibility for subsidies is based on in-
come level and family size. You may be eligible for 
subsidies if your income is less than about $27,936 
for a single person and less than about $57,636 for 
a family of four in 2012, which represents about 2.5 
times the federal poverty level. Cost-sharing subsidies 
are offered by the federal government to reduce the 
amount of money you have to pay for health care ex-
penses such as copayments or coinsurance.

medicaid expansion
The State of California has already begun early expan-
sion	of	the	state’s	Medicaid	program	(called	Medi-Cal	
in California) to cover people under age 65, includ-
ing people with disabilities, with income of less than 
$15,000 for a single individual and $31,180 for a fam-
ily of four (e.g., at 138% of the Federal Poverty Level 
or below). The coverage is free for those who qualify 
and part of the provisions of the Affordable Care Act.  

The	Supreme	Court’s	 decision	on	 the	ACA	 limits	 the	
mandate for Medicaid expansion, which means that 
the states must voluntarily agree to accept more fund-
ing for expansion.  Most states are choosing to rollout 
an expanded Medicaid plan although there is variabil-
ity from state to state.  California is one of the states 
that has adopted early reform for Medi-Cal and has 
been transitioning people into Medi-Cal.  Every county 
except Fresno has been doing this.  The advantage of 
this action is that it incorporates more people into the 
system over time rather than having a large onslaught 
on January 1, 2014.  

INSIGHTS INTO CANCER

ShaWn KraVich, aSSociate director, cancer legal reSource center, PART OF THE DISABILITY RIGHTS LEGAL CENTER ASSOCIATED WITH LOYOLA 
LAW SCHOOL, LOS ANGELES.
This is a summary of a lecture presented on September 28, 2013.

hoW health care reform affectS patientS With cancer 

the risk of many health conditions such as cancer, dia-
betes, heart disease, and stroke. It is important to talk to 
reliable health care providers about the many messages 
out there to determine the best individualized plan for 
you. Be careful with the information found on websites.
Most important, chemotherapy frequently causes lack of 
appetite and end-stage cancer patients lose weight. Ad-
equate intake of calories, vitamins, and other nutrients 
are important and may be important factors in quality of 
life. Consultation with a highly qualified and educated 
health specialist in nutrition may be helpful to your over-
all wellness.

ucla pet imaging
The	Ahmanson	Translational	 Imaging	Division	at	UCLA	
integrates biology, chemistry, radiochemistry, physics, 
and imaging to develop diagnostics and therapeutics 
to improve the outcome of cancer patients. It is in this 
environment that the PET imaging techniques were de-
veloped and continue to be developed to facilitate better 
care for patients.

At	UCLA	there	are	two	locations	that	PET/CT’s	are	done.	
One is located on the main campus in Westwood and the 
other one in Santa Monica. When making an appoint-
ment, let the scheduling person know where you want 
the test done as well as any known allergies, medica-
tions, diabetes, and blood test for creatinine. These scans 
are not advised during the first trimester of pregnancy. 

Information can be found at http://pet.ucla.edu/ and the 
locations are listed below:

UCLA Westwood Nuclear Medicine and PET/CT
Peter Morton Medical Building
200 Medical Plaza, Suite B114
Los Angeles, CA 90024
Phone: 310-794-1005
Fax: 310-267-0227
Hours: 7:30am-5pm

UCLA Santa Monica PET/CT
1245 16th St. Suite 105
Santa Monica, CA 90404
Appointments: 310-319-4970
Fax: 310-319-4980
Hours: M-F, 7am-4pm

conclusions
•	PET/CT	imaging	utilizes	the	relationship	between	

tumors and sugar consumptions---cancer cells eat a 
lot more sugar than normal cells.

•	There	is	no	evidence	that	eating	less	sugar	prevents	
or modifies the course of cancer 

•	Browsing	the	web	can	be	informative	but	also	very	
misleading.

•	Only	browse	reliable	sites	such	as	the	NCI.
•	PET/CT	imaging	is	an	important	tool	for	diagnosis,	

and treatment planning. It helps to discover whether 
a cancer responds well to treatment; there is fre-
quently no better way to find this out.

pet/ct cancer imaging: cancers eat a lot of Sugar continued from page 15
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“My experience at the Simms /Mann Center continues to be invaluable for me and my partner. Everything we 
have experienced here has helped us to cope, manage, survive, live, laugh, become more resourceful and vocal.”

“I deeply appreciate the vast array of resources that were offered to me gratis at the lowest point in my life.  
The help I received enabled me to continue functioning in my daily life. Without it I wouldn’t have been able 
to work or take care of my family. Many thanks!”

We are grateful to be able to provide the kind of care reflected in these patient comments because we do understand that medicine alone is not enough and 
cancer affects more than just one’s physical condition.

We are able to do this only because of the generosity of many. We need your generosity in order to be here for the next patient or family member who is di-
agnosed with cancer.  We hope that, as you read through our newsletter and think about what we offer, you will help us continue to provide so many services 
without fees to patients and families touched by cancer.  in order to maintain our programs we need voluntary donations from you, your friends, and 
your family.  Voluntary donations of any and every size are meaningful and necessary. 

We know not everyone can make substantial donations, but every donation helps.  You could be an important conduit to company giving, foundations or even 
a collection of caring and compassionate individuals who want to help support you and others like you through this experience.

We hope that every patient and family member who has contact with the Center will make at least one donation each year to the extent of their ability!  If you 
have benefited from our services, consider taking part in our birthday fundraising program, which asks our Center advocates to reach out to their network of 
family and friends, asking them to donate to the Center during the month of your birthday.  You can set any fundraising goal that you like, and our staff is here to 
help with all of the resources that you need to meet that goal. No donation is too small – every dollar you raise will help a patient, care giver, or family member 
receive counseling, help fund a support group, or make it possible for the center to provide education programs such as the Insights Into Cancer lecture series. 

It costs approximately $1,000 to provide the range of services that we offer to each patient or family member who receives our services without charges. You 
can become a member of the “one-to-one club” by making an annual donation of $1,000 (just $84 per month) or more depending on how many individuals 
you wish to sponsor for the next year. one-to-one members are included in some of our special events and may reserve seating at our Insights Into Cancer 
lectures.  We hope you will consider joining this important group of donors!   

Members of our advisory board make annual donations of a minimum of $10,000 for at least three years.  This is an excellent opportunity to be involved with 
a wonderful group of individuals who are highly motivated to help the Center maintain its leadership in the field of integrative oncology.  You or someone you 
know may be able to make such a commitment.  Please contact the Center Director for more information.

For those who may not be able to make gifts at this time, an estate gift is another way to continue our free services into the future.  The Simms/Mann Center is 
not endowed and is not funded by the University or the State—we depend on your generosity.

“I give because I want to certain that the next patient or family who hears, ‘It’s cancer,’ will have the Simms/
Mann Center as their partner in this journey.”

hoW Will We uSe Your gift?
You may designate your gift for general operational support which funds the oncology social workers, chaplain and psychologists that are available to you and 
your family.  You can also help underwrite the costs of any of our programs: support groups, Insights Into Cancer lectures, newsletter production and mailing, and/
or Reflections.

What formS maY mY gift taKe?
Gifts and pledges may come in the form of cash, checks, and securities.  We also accept visa, MasterCard and American Express as forms of payment. We gladly 
accept matching gifts from your place of employment.   Gifts can be given in honor and in memory.  Estate planning is also essential to our existence, now and in 
the future.  Please talk to us about incorporating us into your long term estate plans and become part of UCLA’s Second Century Society.

procedure for maKing a gift to the reSource center
To make a gift to the Center, complete one of the gift envelopes available in the Center’s lobby or in Reflections, or send us a brief note stating the purpose of 
your gift, your name and address.   You can pay by credit card or check payable to the JCCF/Simms/Mann Center. You will receive a letter of acknowledgement 
from the Center and tax acknowledgement from the Foundation.

You can also make a donation online at our website: www.simmsmanncenter.ucla.edu/support/section/donate_now.asp

If your gift is in memory or in honor of another person, please include the name and address of the person who should be notified.  We will send a letter to that 
person stating that a gift has been received.  The amount of the gift will not be disclosed. Our website and newsletter includes lists of the names of those who 
have made a donation to our Center during the past fiscal year. The exact amount of the gift is not publicized although we publish ranges.

Please send your donation envelopes or letters to:  
SIMMS/MANN - UCLA CENTER FOR INTEGRATIvE ONCOLOGY
200 UCLA Medical Plaza, Suite 502
Los Angeles, CA  90095-6934

If you have any questions or would like more information, call us at 310-794-6644.  Thank you for your support!

Our Center

February 11, 2014

neW directionS in lung cancer care - Jonathan 
goldman, md, UCLA Assistant Professor, Director of Clinical 
Trials in Thoracic Oncology, Associate Director of Drug 
Development at UCLA discusses recent developments in lung 
cancer care, including exciting recent advances in targeted 
therapy and immune therapy. He will review the current 
chemotherapies and explain how the newer drugs may be 
incorporated into treatment plans. He also will discuss how 
clinical trials are developed, and explain how and why they 
may be helpful in a patient’s care.

March 11, 2014

hoW to become a taKe-charge patient through 
cancer - martine ehrenclou, m.a., award-winning author, 
patient advocate, speaker helps patients and caregivers learn 
to cut through the red tape and navigate today’s complex 
health care system with confidence.  Using the wealth 
of researched strategies from over 200 doctors, nurses, 
pharmacists, medical professionals, and patients outlined 
in her newest book, The Take-Charge Patient, she discusses 
effective strategies that empower patients and caregivers to 
be proactive, assertive, and well informed participants in their 
own health care.  Books will be available for signing.

April 8, 2014

cancer, WellneSS, and the immune SYStem - 
carolyn Katzin, mS, cnS, Oncology Specialist Simms/
Mann – UCLA Center for Integrative Oncology, and robert 
Schiestl, ph.d., Professor Pathology and Environmental 
Health and Radiation Oncology discuss nutrition and cancer 
with particular emphasis on how the “microbiome of the gut” 
may be a key factor in protection against cancer or in the 
development of cancer.   Recent research shows that how and 
what we eat are factors in immune function, prevention, and 
cancer development.  In addition to this innovative research, 
they will present nutrition strategies to protect and enhance 
your health along with recommendations on supplement use 
before, during, and after cancer treatment.  They discuss food 
as medicine.

November 19, 2013

SarcomaS: treating rare cancerS With targeted 
therapY - arun Singh, md, UCLA Clinical Instructor and Co-
Director of the Medical Oncology Sarcoma Program, reviews 
the diagnosis, treatment and follow-up care of patients 
diagnosed with sarcomas – a spectrum of rare diseases. He 
discusses the importance of the multidisciplinary approach 
in caring for patients with these malignancies. He presents 
the evolving biologic understanding of sarcomas and how 
these new insights are leading to the development of the next 
generation of therapies for these patients. 

December 10, 2013

proState & other male cancerS:  impact on erectile 
function & QualitY of life - Jonathan berman, md, 
UCLA urology physician and surgeon, discusses the impact of 
prostate and other urologic cancers in relation to treatment 
decisions and their impact on quality of life.  Specifically, 
symptoms such as erectile dysfunction and changes in urinary 
habits are two of the most common concerns and men often 
do not know where to turn for information on decision 
making, treatment options and symptom management. These 
symptoms and potential treatments are discussed with a 
focus on patient-centered quality of life improvement.

January 14, 2014

Sexual health conSiderationS for the cancer 
patient and their partnerS - michael Krychman, 
md, Executive Director of the Southern California Center for 
Sexual Health and Survivorship Medicine discusses sexual 
rehabilitation medicine, an emerging field of study that 
addresses intimacy concerns for the cancer survivor and his 
or her partner in order to maximize overall quality of life 
considerations.  Sexual dysfunction, during or following cancer 
therapy, is a complex group of disorders that can compound 
an already stressful life event. A comprehensive sexual 
medicine evaluation combined with sexual rehabilitation 
therapeutics promotes healthy sexual functioning by fostering 
open communication, validating sexual thoughts and feelings, 
and rectifying biologic abnormalities.  Many medical and non-
medical interventions are discussed and presented.

May 13, 2014

that’S mY StorY and i’m SticKing to it: maKing 
SenSe of the cancer JourneY - Jeff tirengel, psyd, 
mph, Professor of Psychology at the California School of 
Professional Psychology at Alliant International University 
offers a framework for making sense of the commonalities 
and differences in our stories about our cancer journeys, with 
illustrations from books, movies, and his own experiences as a 
psychologist, cancer patient, and family caregiver.  The stories 
that we tell ourselves about cancer can affect our experiences 
of the disease.  Although each individual has a unique path 
through the biological, psychological, social and spiritual 
challenges, we have points where our paths converge. 
Personal answers to such questions as “How should I live my 
life now?” can influence our moment-to moment thoughts, 
feelings, behaviors and physiology.

June 10, 2014

proState cancer:  controVerSieS  and opportunitieS 
- robert reiter, md, mba, UCLA Bing Professor of Prostate 
Cancer, urologist, and researcher discusses prostate cancer and 
its treatments.  PSA screening has become more controversial 
in part because of the wide spectrum of types of prostate 
cancer; he discusses this controversy along with current and 
promising new approaches to retain the benefits of screening 
while avoiding its harms.  He will review novel imaging 
techniques and molecular tests which help patients and 
physicians make more informed decisions. For those patients 
with aggressive forms of prostate cancer, he will present some 
of the newest research and advances in both diagnostic testing 
and drug development along with  discoveries made at UCLA 
that have revolutionized the diagnosis and management of 
this disease.

Our lectures are free of charge, open to 
the public, first-come, first-served, Tuesday 
nights 7:00 – 9:00 p.m. For information, call 
(310) 794-6644.  Our lectures are held in 
the Ronald Reagan UCLA Medical Center 
(RRMC) Auditorium, B Level, Room B130, 
757 Westwood Plaza, Los Angeles, CA 
90095. UCLA parking is $12; wheelchair 
accessible. Attendees can park in the 
medical plaza or there is valet parking at the 
front of RRMC.

INSIGHTS INTO CANCER

See our lectureS on the Web
No matter where you are in the world you can see and listen to the leading professionals who participate in our monthly lecture series to help patients and their families live with 
and learn about cancer—providing up-to-date information, practical advice and answers.

to access our video archive, 

•	 Log	on	to	our	webpage,	www.SimmsMannCenter.ucla.edu. 
•	 On	the	left	hand	side	of	the	home	page	select	Articles,	Videos	and	More
•	 Select	Lecture	Summaries	and	Videos
•	 From	there,	choose	the	lecture	you	wish	to	view	and	click	the	arrow	to	begin	the	video.

Encourage your friends and family to log on each month and see our lecture.  Of course, we hope you will join us because then you get to ask your questions and we love seeing you there!

2013 SpeaKerS & topicS
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“My experience at the Simms /Mann Center continues to be invaluable for me and my partner. Everything we 
have experienced here has helped us to cope, manage, survive, live, laugh, become more resourceful and vocal.”

“I deeply appreciate the vast array of resources that were offered to me gratis at the lowest point in my life.  
The help I received enabled me to continue functioning in my daily life. Without it I wouldn’t have been able 
to work or take care of my family. Many thanks!”

We are grateful to be able to provide the kind of care reflected in these patient comments because we do understand that medicine alone is not enough and 
cancer affects more than just one’s physical condition.

We are able to do this only because of the generosity of many. We need your generosity in order to be here for the next patient or family member who is di-
agnosed with cancer.  We hope that, as you read through our newsletter and think about what we offer, you will help us continue to provide so many services 
without fees to patients and families touched by cancer.  in order to maintain our programs we need voluntary donations from you, your friends, and 
your family.  Voluntary donations of any and every size are meaningful and necessary. 

We know not everyone can make substantial donations, but every donation helps.  You could be an important conduit to company giving, foundations or even 
a collection of caring and compassionate individuals who want to help support you and others like you through this experience.

We hope that every patient and family member who has contact with the Center will make at least one donation each year to the extent of their ability!  If you 
have benefited from our services, consider taking part in our birthday fundraising program, which asks our Center advocates to reach out to their network of 
family and friends, asking them to donate to the Center during the month of your birthday.  You can set any fundraising goal that you like, and our staff is here to 
help with all of the resources that you need to meet that goal. No donation is too small – every dollar you raise will help a patient, care giver, or family member 
receive counseling, help fund a support group, or make it possible for the center to provide education programs such as the Insights Into Cancer lecture series. 

It costs approximately $1,000 to provide the range of services that we offer to each patient or family member who receives our services without charges. You 
can become a member of the “one-to-one club” by making an annual donation of $1,000 (just $84 per month) or more depending on how many individuals 
you wish to sponsor for the next year. one-to-one members are included in some of our special events and may reserve seating at our Insights Into Cancer 
lectures.  We hope you will consider joining this important group of donors!   

Members of our advisory board make annual donations of a minimum of $10,000 for at least three years.  This is an excellent opportunity to be involved with 
a wonderful group of individuals who are highly motivated to help the Center maintain its leadership in the field of integrative oncology.  You or someone you 
know may be able to make such a commitment.  Please contact the Center Director for more information.

For those who may not be able to make gifts at this time, an estate gift is another way to continue our free services into the future.  The Simms/Mann Center is 
not endowed and is not funded by the University or the State—we depend on your generosity.

“I give because I want to certain that the next patient or family who hears, ‘It’s cancer,’ will have the Simms/
Mann Center as their partner in this journey.”

hoW Will We uSe Your gift?
You may designate your gift for general operational support which funds the oncology social workers, chaplain and psychologists that are available to you and 
your family.  You can also help underwrite the costs of any of our programs: support groups, Insights Into Cancer lectures, newsletter production and mailing, and/
or Reflections.

What formS maY mY gift taKe?
Gifts and pledges may come in the form of cash, checks, and securities.  We also accept visa, MasterCard and American Express as forms of payment. We gladly 
accept matching gifts from your place of employment.   Gifts can be given in honor and in memory.  Estate planning is also essential to our existence, now and in 
the future.  Please talk to us about incorporating us into your long term estate plans and become part of UCLA’s Second Century Society.

procedure for maKing a gift to the reSource center
To make a gift to the Center, complete one of the gift envelopes available in the Center’s lobby or in Reflections, or send us a brief note stating the purpose of 
your gift, your name and address.   You can pay by credit card or check payable to the JCCF/Simms/Mann Center. You will receive a letter of acknowledgement 
from the Center and tax acknowledgement from the Foundation.

You can also make a donation online at our website: www.simmsmanncenter.ucla.edu/support/section/donate_now.asp

If your gift is in memory or in honor of another person, please include the name and address of the person who should be notified.  We will send a letter to that 
person stating that a gift has been received.  The amount of the gift will not be disclosed. Our website and newsletter includes lists of the names of those who 
have made a donation to our Center during the past fiscal year. The exact amount of the gift is not publicized although we publish ranges.

Please send your donation envelopes or letters to:  
SIMMS/MANN - UCLA CENTER FOR INTEGRATIvE ONCOLOGY
200 UCLA Medical Plaza, Suite 502
Los Angeles, CA  90095-6934

If you have any questions or would like more information, call us at 310-794-6644.  Thank you for your support!

Our Center

February 11, 2014

neW directionS in lung cancer care - Jonathan 
goldman, md, UCLA Assistant Professor, Director of Clinical 
Trials in Thoracic Oncology, Associate Director of Drug 
Development at UCLA discusses recent developments in lung 
cancer care, including exciting recent advances in targeted 
therapy and immune therapy. He will review the current 
chemotherapies and explain how the newer drugs may be 
incorporated into treatment plans. He also will discuss how 
clinical trials are developed, and explain how and why they 
may be helpful in a patient’s care.

March 11, 2014

hoW to become a taKe-charge patient through 
cancer - martine ehrenclou, m.a., award-winning author, 
patient advocate, speaker helps patients and caregivers learn 
to cut through the red tape and navigate today’s complex 
health care system with confidence.  Using the wealth 
of researched strategies from over 200 doctors, nurses, 
pharmacists, medical professionals, and patients outlined 
in her newest book, The Take-Charge Patient, she discusses 
effective strategies that empower patients and caregivers to 
be proactive, assertive, and well informed participants in their 
own health care.  Books will be available for signing.

April 8, 2014

cancer, WellneSS, and the immune SYStem - 
carolyn Katzin, mS, cnS, Oncology Specialist Simms/
Mann – UCLA Center for Integrative Oncology, and robert 
Schiestl, ph.d., Professor Pathology and Environmental 
Health and Radiation Oncology discuss nutrition and cancer 
with particular emphasis on how the “microbiome of the gut” 
may be a key factor in protection against cancer or in the 
development of cancer.   Recent research shows that how and 
what we eat are factors in immune function, prevention, and 
cancer development.  In addition to this innovative research, 
they will present nutrition strategies to protect and enhance 
your health along with recommendations on supplement use 
before, during, and after cancer treatment.  They discuss food 
as medicine.

November 19, 2013

SarcomaS: treating rare cancerS With targeted 
therapY - arun Singh, md, UCLA Clinical Instructor and Co-
Director of the Medical Oncology Sarcoma Program, reviews 
the diagnosis, treatment and follow-up care of patients 
diagnosed with sarcomas – a spectrum of rare diseases. He 
discusses the importance of the multidisciplinary approach 
in caring for patients with these malignancies. He presents 
the evolving biologic understanding of sarcomas and how 
these new insights are leading to the development of the next 
generation of therapies for these patients. 

December 10, 2013

proState & other male cancerS:  impact on erectile 
function & QualitY of life - Jonathan berman, md, 
UCLA urology physician and surgeon, discusses the impact of 
prostate and other urologic cancers in relation to treatment 
decisions and their impact on quality of life.  Specifically, 
symptoms such as erectile dysfunction and changes in urinary 
habits are two of the most common concerns and men often 
do not know where to turn for information on decision 
making, treatment options and symptom management. These 
symptoms and potential treatments are discussed with a 
focus on patient-centered quality of life improvement.

January 14, 2014

Sexual health conSiderationS for the cancer 
patient and their partnerS - michael Krychman, 
md, Executive Director of the Southern California Center for 
Sexual Health and Survivorship Medicine discusses sexual 
rehabilitation medicine, an emerging field of study that 
addresses intimacy concerns for the cancer survivor and his 
or her partner in order to maximize overall quality of life 
considerations.  Sexual dysfunction, during or following cancer 
therapy, is a complex group of disorders that can compound 
an already stressful life event. A comprehensive sexual 
medicine evaluation combined with sexual rehabilitation 
therapeutics promotes healthy sexual functioning by fostering 
open communication, validating sexual thoughts and feelings, 
and rectifying biologic abnormalities.  Many medical and non-
medical interventions are discussed and presented.

May 13, 2014

that’S mY StorY and i’m SticKing to it: maKing 
SenSe of the cancer JourneY - Jeff tirengel, psyd, 
mph, Professor of Psychology at the California School of 
Professional Psychology at Alliant International University 
offers a framework for making sense of the commonalities 
and differences in our stories about our cancer journeys, with 
illustrations from books, movies, and his own experiences as a 
psychologist, cancer patient, and family caregiver.  The stories 
that we tell ourselves about cancer can affect our experiences 
of the disease.  Although each individual has a unique path 
through the biological, psychological, social and spiritual 
challenges, we have points where our paths converge. 
Personal answers to such questions as “How should I live my 
life now?” can influence our moment-to moment thoughts, 
feelings, behaviors and physiology.

June 10, 2014

proState cancer:  controVerSieS  and opportunitieS 
- robert reiter, md, mba, UCLA Bing Professor of Prostate 
Cancer, urologist, and researcher discusses prostate cancer and 
its treatments.  PSA screening has become more controversial 
in part because of the wide spectrum of types of prostate 
cancer; he discusses this controversy along with current and 
promising new approaches to retain the benefits of screening 
while avoiding its harms.  He will review novel imaging 
techniques and molecular tests which help patients and 
physicians make more informed decisions. For those patients 
with aggressive forms of prostate cancer, he will present some 
of the newest research and advances in both diagnostic testing 
and drug development along with  discoveries made at UCLA 
that have revolutionized the diagnosis and management of 
this disease.

Our lectures are free of charge, open to 
the public, first-come, first-served, Tuesday 
nights 7:00 – 9:00 p.m. For information, call 
(310) 794-6644.  Our lectures are held in 
the Ronald Reagan UCLA Medical Center 
(RRMC) Auditorium, B Level, Room B130, 
757 Westwood Plaza, Los Angeles, CA 
90095. UCLA parking is $12; wheelchair 
accessible. Attendees can park in the 
medical plaza or there is valet parking at the 
front of RRMC.

INSIGHTS INTO CANCER

See our lectureS on the Web
No matter where you are in the world you can see and listen to the leading professionals who participate in our monthly lecture series to help patients and their families live with 
and learn about cancer—providing up-to-date information, practical advice and answers.

to access our video archive, 

•	 Log	on	to	our	webpage,	www.SimmsMannCenter.ucla.edu. 
•	 On	the	left	hand	side	of	the	home	page	select	Articles,	Videos	and	More
•	 Select	Lecture	Summaries	and	Videos
•	 From	there,	choose	the	lecture	you	wish	to	view	and	click	the	arrow	to	begin	the	video.

Encourage your friends and family to log on each month and see our lecture.  Of course, we hope you will join us because then you get to ask your questions and we love seeing you there!

2013 SpeaKerS & topicS



BeneFactors
The Simms/Mann Family Foundation

the center’s staFF
kauser Ahmed, PhD
Marcia Britvan, MBA, Administrator 
Marlene Canter, Chaplain Intern
Anne Coscarelli, PhD, Director
Natalia David, MA, Pre-Doctoral Psych 

Intern
Michael Eselun, Chaplain
Nicole Grifka, Social Work Intern
Carolyn katzin, MS, CNS, Integrative  

Oncology Specialist
S. Aakash kishore, MA, Pre-Doctoral Psych 

Intern
Suzanne Bragg Levanas, MSW, LCSW
Josephine McNary, MD, Psychiatrist
Tristian Mitchell, Social Work Intern
Patricia Moreno, MA, Pre-Doctoral Psych 

Intern
Nicole Cherie Nassi, MA
Tom Pier, MSW, LCSW
Sarah Sciortino, Social Work Intern
Cheralyn Smith, Project Manager
Emily Todd, MD, Psychiatry Resident
Jessica vanderlan MA, Pre-Doctoral Psych 

Intern

cLinicaL consuLtants
kathryn dePlanque, PhD
Esther Dreifus-kattan, PhD, ATR
Halina Irving, MS, MFT
Lisa kring, MSW, LCSW
Stephen Lottenberg, MD, PhD
Celeste Torrens, MSW, LCSW
Master Tang Wei-Zhong
Eileen Zegar, LAc

reFLections staFF
Angela Bray
Jackie Hester, RN
kristine knudsen
Diana Shang

simms/mann - 
ucLa center For integrative 
oncoLogY neWs
is published by the Center, 200 UCLA 
Medical Plaza, Suite 502, Los Angeles, 
California 90095-6934, (310) 794-6644.
SimmsMannCenter@mednet.ucla.edu
http://www.SimmsMannCenter.ucla.edu
All rights reserved

director: Anne Coscarelli, PhD
designed by: Libera Design
printer: Litho Communications, Inc.

Non-Profit Organization
U.S. Postage
PAID
University of California
Los Angeles

reFLections onLine store 

Reflections® is a boutique that provides information, resources and products to help men, women and children manage 
the physical appearance changes caused by cancers and their treatments.  Our staff are certified fitters of mastectomy 
bras, prostheses and lymphedema garments and have many solutions for hair loss.

Reflections® is located in Suite 163 on the ground floor of the 200 UCLA Medical Plaza.  It is open to the public Monday 
–Thursday from 10am-5pm, Fridays from 10am-3pm.  Reflections can be reached at (310) 794-9090.

Reflections® is a not-for-profit organization committed to providing an array of affordable services and products.  
Proceeds	from	the	sale	of	goods	support	Reflections’	daily	operations	and	those	of	the	Simms/Mann-UCLA	Center	for	
Integrative Oncology.

Many insurance companies provide partial to complete reimbursement for breast prostheses.  We also are a Medicare 
provider.  We can assist you in obtaining authorization for covered services.

Our products include:

•	Hair	alternatives,	including	wigs,	for	complete	
or partial hair loss.

•	Hats,	headwraps,	sleep	caps	and	scarves.
•	Breast	prostheses.	
•	Mastectomy	and	post	surgical	bras	and	

camisoles.
•	Special	garments	prescribed	for	lymphedema	

treatment. 
•	Gift	items,	jewelry,	frames.	
•	Vitamins,	herbs,	supplements	and	

nutraceuticals. We provide the supplements 
recommended by our Integrative 
Practitioners. We can mail your supplements 
to you, provide curb-side drop-off and have 
partnered with several manufacturers for 
online ordering.


