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Abstract

Researchers define self-advocacy as the ability of an individual with cancer to overcome 

challenges in getting their preferences, needs, and values met. While imperative in all health care 

settings, self-advocacy is especially important in cancer care. The goal of this article is to present a 

conceptual framework for self-advocacy in cancer. We review foundational studies in self-

advocacy, define the elements of the conceptual framework, discuss underlying assumptions of the 

framework, and suggest future directions in this research area. This framework provides an 

empirical and conceptual basis for studies designed to understand and improve self-advocacy 

among women with cancer.
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THE 2013 Institute of Medicine Report, Delivering High-Quality Cancer Care: Charting a 
New Course for a System in Crisis, identified that person-centered care is not widely 

instituted within the United States despite being a central tenet of high-quality cancer care. 

The model presented in the report specifies 3 elements required for person-centered care: (a) 

health care providers who are equipped with communication skills and focused on their 

patients, (b) health care systems that are accessible and responsive, and (c) individuals who 

are informed and participate actively in their care.1 Barriers to enacting person-centered care 

exist at each of these levels: health care providers, systems, and individuals.2 While 

interconnected, these groups face unique barriers to enacting person-centered care. Research 

has largely focused on how health care providers and systems can support person-centered 

care with limited attention paid to individuals. Clarifying how individuals incorporate their 

priorities during care can support efforts to ensure cancer care is person-centered.
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“Self-advocacy” refers to the patient behaviors to get their preferences, needs, and values 

met in the face of a challenge.3 Individuals who can self-advocate make proactive, 

personally meaningful decisions, effectively communicate with their health care providers, 

and gain strength through connection to others. These behaviors may improve individuals’ 

perceptions of person-centered care, symptom burden, quality of life, and health care 

utilization. Self-advocacy may even reduce the potential for cancer disparities in care and 

outcomes among individuals from marginalized groups.2,4,5 Although self-advocacy applies 

to all individuals with cancer, research has largely focused on women. Women not only 

experience different types of malignancies and cancer-and treatment-related symptoms,6,7 

but also communicate with their providers, negotiate treatment options, and make health 

care decisions in distinctive ways.8,9

Over the past 8 years, research related to cancer self-advocacy has grown to the point where 

it is possible to present a cohesive conceptual framework that defines the components of 

self-advocacy and explicates the concepts and relationships within the framework. A 

conceptual framework creates a shared understanding and purpose among researchers and 

allows for the comparison and integration of results across studies, thereby more efficiently 

building the evidence base in this area. Researchers can apply this empirical evidence to 

create effective, efficient self-advocacy interventions that improve patient outcomes.

The purpose of this article is to present a conceptual framework for self-advocacy among 

women with cancer. This article defines our current framework of self-advocacy and 

discusses its underlying assumptions. Finally, it suggests priority areas for future research to 

test this conceptual framework.

RESEARCH LEADING TO THE CONCEPTUAL FRAMEWORK

The self-advocacy framework is a product of several research studies led by our research 

group. These studies clarified how self-advocacy is (a) defined in the literature, (b) 

experienced by women with cancer, (c) related to similar constructs, and (d) comprised of 

dimensions. The Table lists each successive study’s purpose, methodology, and pertinent 

results. We continuously refined our definition and self-advocacy framework with each 

study, resulting in the current framework.

First, we conducted a concept analysis of self-advocacy in cancer survivorship to develop a 

parsimonious definition and unified understanding of self-advocacy based on a synthesis of 

peer-reviewed and gray literature.10 This concept analysis addressed the similarities and 

differences in conceptualizations of self-advocacy across diverse chronic illnesses. The self-

advocacy scholarship of Brashers in HIV/AIDS,14 Test in disabilities,15 Jonikas in mental 

health,16 and Walshe-Burke in cancer survivorship17 were pivotal in developing our initial 

conceptualization. McCorkle’s research on self-management in cancer was foundational in 

helping refine the initial definition of self-advocacy and situate it within the literature.18 

Through the synthesis of these areas of scholarship, we arrived at an initial framework of 

self-advocacy in cancer survivorship including precursors, defining characteristics, and 

proximal outcomes of self-advocacy.10
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Second, we complemented the concept analysis by examining the lived experience of self-

advocacy. We conducted focus groups and interviews with women with ovarian cancer, 

asking them to broadly define how they self-advocate in the context of cancer and symptom 

management. Our qualitative analysis resulted in 2 major themes of self-advocacy: (a) 

“knowing who I am and keeping my psyche intact,” and (b) “knowing what I need and 

fighting for it.” Subthemes included knowing how and when to seek out information, being 

proactive in managing health care providers, and taking advantage of social support.11

Based on this study, we decided to focus our self-advocacy research on women with cancer. 

The experiences women described, compared to previous work in largely male samples, 

reflected gender differences in communication, negotiation, and utilization of social 

networks, which directly impact self-advocacy skills.19,20 While we believe that our 

definition likely also reflects aspects of self-advocacy among men with cancer, we are 

evaluating the similarities and differences in ongoing research.

Third, we integrated the results of the preceding studies to create a measure of self-advocacy 

in women with cancer. Because the concept analysis focused on all cancer survivors and the 

focus group study focused on women with ovarian cancer, we specifically worked to ensure 

the measure (a) retained aspects of self-advocacy particular to women and (b) remained 

applicable across all cancer types. We created an exhaustive list of behaviors indicative of 

self-advocacy in women. We made survey items reflecting these behaviors and tested their 

content validity and reliability to ensure that the measure would capture the depth and 

breadth of the concept of self-advocacy and could be consistently administered. We 

evaluated content validity among a group of cancer researchers and clinicians, female health 

psychologists, cancer advocates, and individuals with a history of cancer. We assessed 

reliability with a sample of women with a history of cancer (both in and out of treatment). 

We confirmed that the initial measure represented self-advocacy and that the item responses 

were internally consistent and consistent over time.12

Finally, we tested the measure’s construct validity among a large, national sample of women 

with cancer. This study confirmed that the measure—the Female Self-Advocacy in Cancer 

Survivorship Scale—is an accurate, valid assessment of women’s self-advocacy.13 We 

identified 3 main dimensions of behaviors indicative of self-advocacy (described later). We 

also established self-advocacy’s relationships with its precursors and outcomes.

By the end of the final study, we defined key self-advocacy behaviors and demonstrated how 

self-advocacy relates to its precursors and outcomes. These data comprise the primary 

evidence for the conceptual framework. We also integrated findings from other studies to 

ensure the framework reflects a comprehensive, robust understanding of self-advocacy.

SELF-ADVOCACY FRAMEWORK

The Figure presents the self-advocacy conceptual framework. Each construct within the 

framework is described in-depth next.
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Self-advocacy

Self-advocacy is a skillset that individuals with cancer have or learn.3,12,17 Some individuals 

can self-advocate based on their personality traits, skills, and demographics before being 

diagnosed with cancer. Others may not have these characteristics when first diagnosed and 

so must acquire them. Self-advocacy is comprised of behaviors necessary to overcome 

challenges related to their cancer. These behaviors are what allow individuals to translate 

their preferences, needs, and values into the care they receive from others.

Specific self-advocacy behaviors (or skills) are categorized into 3 dimensions: (a) informed 

decision-making, (b) effective communication with health care providers, and (c) connected 

strength.11,13 Examples from our previous studies provide context for each dimension.

Informed decision-making—Key informed decision-making behaviors include 

accessing health information, recognizing opportunities to make decisions, weighing risks 

and benefits of various options, and making decisions based on priorities. Finding and 

applying relevant, trustworthy health information to one’s unique situation is a primary step 

in self-advocating.3 Gaining knowledge about their cancer, treatment options, management 

strategies, and the health care system is an essential way in which individuals understand 

what they are experiencing. Equipped with this knowledge, individuals first recognize the 

various decision points within their care and weigh the risks and benefits of various options.
21 They make decisions about their health and well-being based on their values and 

priorities.22,23 Individuals also use the knowledge they have collected to efficiently and 

purposefully navigate the health care system.24,25

Individuals in our previous studies described informed decision-making both on their own 

and with their health care providers. Privately, women reported performing extensive 

searching for trustworthy, reliable health information to understand their illness and ways to 

manage it. They leveraged networks of information sources (eg, the Internet, social 

networks, support groups, health care organizations, and advocacy groups) to find 

information relevant to their circumstances. To lower their burden, women asked their 

partners, family members, and other caregivers to gather and synthesize information on their 

behalf. They did this to better understand their cancer and treatment options but also to help 

clarify how they could strengthen their health on their own. Most individuals did this work at 

home without bringing information to their health care providers. When individuals did 

work with their health care providers to make decisions about their care, it usually focused 

on treatment planning after their diagnosis. Individuals requested clarification about the 

rationale for one treatment over others, identified the trade-offs between different options, 

and requested second opinions to ensure all decisions were well-informed.

Effective communication with health care providers—Collaborative, engaged 

communication with health care providers is a pivotal dimension of self-advocacy. Key 

behaviors of effective communication include asking questions, sharing opinions and 

preferences, discussing personal experiences, and openly communicating concerns.26–28 

Individuals may struggle to communicate due to time pressures or subtle interpersonal cues 

from health care providers. They may experience limited opportunities to discuss topics of 
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importance to them.29 Effective communication builds common ground between individuals 

with cancer and health care providers: they can address the challenges they are experiencing, 

concerns are mutually exchanged, and negotiations about treatment decisions are made.3,30 

At times, this means individuals must explicitly request what they need or respectfully 

decline recommendations they do not prefer.31 This skill should not include adversarial 

communication, which counter-productively reduces the open exchange between individuals 

and their health care providers.

In our prior work, individuals described managing their cancer- and treatment-related 

symptoms as an important time when they needed to effectively communicate with their 

health care providers. For example, a woman talked about experiencing multiple treatment-

related symptoms that she could not manage on her own. Despite reporting these symptoms 

during her clinic visits, she did not receive advice or support from her health care providers. 

She had to learn how to broach this subject with her providers in a way that conveyed the 

impact of the symptoms on her life and her need for evidence-based strategies to manage the 

symptoms.11

Connected strength—While the first 2 dimensions of self-advocacy focus on the 

individual within a health care setting, the third dimension focuses on how individuals self-

advocate by gaining strength through connection to others. Key behaviors include seeking 

support from others, providing support to others, sharing their experience of cancer with 

others, and raising awareness about cancer. These behaviors occur in intra- and interpersonal 

spaces. Intrapersonally, individuals reevaluate their self-perceptions, establish their self-

worth and value as someone with cancer, and gain strength through connection to self.32 

Interpersonally, individuals’ roles as partner, parent, child, friend, and coworker shift to 

accommodate their cancer illness, and they gain strength by seeking and providing support 

to these people.33

In our prior work, individuals frequently described self-advocating by openly talking with 

their social networks about their need for support and requesting specific types of help. They 

built their inner strength by allowing themselves to step back from previous responsibilities 

and receive care from others. By finding a balance between giving and receiving support, 

they were able to care for their family and friends while still tending to their health and well-

being. At times, individuals needed to fully rely on others for support (eg, when their health 

declined or they felt exhausted). One participant likened this to ordering an Uber: “you are 

in charge of where you are going, but you don’t always have to drive.”34

Individuals self-advocate by supporting others with cancer, often reinterpreting their illness 

as an opportunity to connect with others and raise awareness about cancer.35,36 This 

reciprocity serves to reassure individuals of their strength and utility in the face of their 

illness. As Mok and Martinson37 described, “Patients with cancer can draw strength from 

each other when they realize that they share a common bond. In the process of sharing their 

feelings and experiences of having the illness, [patients] rethink their illness and suffering.” 

While engaging in such peer support may not always improve individuals’ outcomes and 

sometimes even cause distress,38,39 women in our studies frequently endorsed benefiting 
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from reaching out to others with cancer in small- and large-scale ways, although sometimes 

they needed to temper their involvement to not overextend themselves.

The 3 dimensions of self-advocacy are intended to describe distinct, additive ways of 

overcoming challenges. An individual may have strengths within 1 or 2 dimensions, but lack 

skills in another. Yet the 3 dimensions are interrelated. For example, individuals who are 

adept at finding and applying health information to their cancer experience are also likely to 

discuss that knowledge with their health care providers in a collaborative manner. 

Individuals therefore have an opportunity to capitalize on their existing strengths to build 

additional self-advocacy skills.

Individual precursors

Individuals’ propensity to self-advocate depends on their preexisting personality traits, 

skills, and demographics. These precursors encompass both stable and unstable 

characteristics that may change during an individual’s cancer experience. Individuals who 

have a keen sense of self-awareness/conscientiousness and openness are more likely to self-

advocate because they are highly attuned to their priorities and values after a cancer 

diagnosis.10 Likewise, individuals who have a positive orientation toward health information 

are more likely to independently access and integrate the information they learn about their 

illness into their decision-making and communication.10

Individuals may possess communication and health literacy skills that prepare them to self-

advocate. Communication skills, if developed before their cancer diagnosis, can assist 

individuals in learning how to effectively communicate with their health care providers.10,13 

The more advanced an individual’s health literacy skills, the more they will be able to 

translate those skills into improved outcomes.40,41

Demographic characteristics of age, income, education, mood, and access to social support 

influence self-advocacy. Our work has shown that age relates to self-advocacy. Compared to 

younger individuals, older individuals report higher levels of engagement in decision-

making and effective communication, perhaps due to having more experiences with the 

health care system in general.13 Individuals who report higher annual household income and 

education report higher levels of engagement in decision-making and effective 

communication.13 Depression and anxiety may limit individuals’ abilities to advocate for 

their needs.42 Regarding the connected strength dimension of self-advocacy, individuals who 

have access to supportive social networks, support groups, and advocacy organizations can 

readily engage in these groups and gain strength both from giving to and receiving from 

them.10

Challenges and problems

Unaddressed challenges or problems related to their cancer and its treatment prompt 

individuals to self-advocate. The framework does not specify explicit challenges for which 

individuals need to self-advocate. Rather, individuals recognize problems that they want to 

overcome, and this problem drives their self-advocacy. These challenges could involve their 

health and well-being, working with their health care providers, navigating the health care 

system, or managing their social networks.

Thomas et al. Page 6

ANS Adv Nurs Sci. Author manuscript; available in PMC 2021 February 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Outcomes

After individuals engage in informed decision-making, effective communication, and/or 

connected strength skills, they can realize the positive outcomes of self-advocacy. While this 

framework presents a current set of self-advocacy outcomes, other outcomes likely exist. 

Where applicable, references to self-advocacy research support each outcome. When 

evidence is not available, conceptually similar research assists in describing probable 

outcomes of self-advocacy.

Self-advocacy may lead to improved person-centered care. As individuals improve their 

ability to make decisions and communicate with their health care providers, they become 

prepared to engage in person-centered care and report feeling their care reflects their 

preferences, needs, and values. They feel like their health care providers understand them, 

care for them as individuals, and are willing to collaborate with them.11 Improved person-

centered care may further support more downstream outcomes that depend on the individual 

interacting with health care providers and health care systems. Additionally, researchers 

hypothesize that the quality of care will improve, as individuals navigate the health care 

system and become more satisfied with the care they receive.43 Women in our previous 

studies discussed how communicating with their health care providers about bothersome 

concerns allowed them to manage these concerns before they became urgent problems. By 

learning to be an informed decision-maker, they knew where to find information to help 

them manage problems on their own.11

Self-advocacy may also lead to improved symptom burden. Our descriptive studies of self-

advocacy demonstrated that managing cancer- and treatment-related symptoms is a major 

challenge that prompts individuals to self-advocate. Symptoms like fatigue, constipation, 

sleep disturbance, and pain are frequently overwhelming to manage and require ongoing 

care. To address challenging symptoms, individuals self-advocate by communicating their 

symptoms with their health care providers, requesting symptom management strategies, 

independently seeking information about treating these symptoms, and connecting with 

other individuals with cancer who have experience in managing similar symptoms.44 

Symptom burden (defined as symptom severity and symptom interference with life) is 

negatively associated with effective communication.45 As individuals effectively 

communicate their symptoms with their providers, they are more likely to request and 

receive information and support necessary to manage their symptoms.

Self-advocacy likely leads to better quality of life. Individuals who can advocate for their 

priorities are likely to actively seek out solutions to the problems that are negatively 

impacting their quality of life.46 This may lead to improvements in their overall sense of 

well-being as well as their physical, functional, social, emotional, and spiritual quality of 

life.

Finally, self-advocacy may lead to lower use of preventable health care utilization. When 

individuals make informed decisions about their care and effectively communicate with their 

health care team, individuals may address health problems as they arise rather than delaying 

care until the problem becomes more urgent. Moreover, by engaging in connected strength 

(eg, asking for and receiving support from social networks), individuals may receive the care 
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and support to help manage problems at home. Self-advocacy may also increase phone, 

outpatient, and other forms of contact between individuals and their health care providers 

when needed to address their priorities. By engaging in such up-front contact, individuals 

may ultimately use fewer preventable (and more costly) services like hospitalizations and 

emergency department visits.47

ASSUMPTIONS UNDERLYING THE SELF-ADVOCACY FRAMEWORK

Several assumptions underlie this self-advocacy framework. First, as a skillset comprised of 

behaviors, the self-advocacy scale measures behaviors, allowing for empirical assessment of 

change, recognizing that less observable shifts in attitude may also be important. Individuals 

may not be ready to self-advocate because they are uncertain about how to mobilize their 

preexisting skills to address a particular challenge. Conversely, even if they are ready to self-

advocate, individuals may need to crystalize or adjust their priorities relative to a specific 

challenge. Some women in our studies referred to this as a “turning point” wherein they 

identified what was most important to them and realized that to achieve those priorities they 

needed to take a more active, engaged role in their care. While not an explicit aspect of our 

framework, these internal processes may explain delays or barriers to self-advocacy.

In addition, while self-advocacy’s primary aim is to help ensure individuals receive care 

attuned to their priorities, it indirectly seeks to equip individuals to address inequities they 

may experience. Since person-centered care is thought to play a role in reducing disparities,
48,49 concrete skills may counter the often implicit behaviors, processes, and structures 

within health care systems that lead to inequities. Similar to individual-level interventions to 

address cancer disparities, self-advocacy focuses on individuals accessing health information 

to make informed decisions consistent with their priorities.50 For example, an individual 

struggling with cancer-related pain may not be able to use self-advocacy skills to address her 

health care systems’ lack of palliative care services for patients experiencing cancer- or 

treatment-related pain. However, she could use her self-advocacy skills to access 

information about pharmacologic and nonpharmacologic approaches to pain management 

and work closely with her health care providers to find effective approaches to reduce her 

pain.

FUTURE RESEARCH

This framework provides researchers with intervention targets to develop and test. 

Interventions should aim to improve the ability of individuals to become informed decision-

makers, effective communicators with their health care providers, and strong through 

connection to others. Since individuals may vary in their baseline levels of each dimension, 

researchers could design interventions in which these targets are either integrated or 

complementary to each other. Interventions could augment their strengths and address areas 

for improvement in an engaging, motivational format. Researchers can assess the impact of 

these interventions by measuring self-advocacy over time using the Female Self-Advocacy 

in Cancer Survivorship Scale.
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Future research priorities include conduct longitudinal assessments of self-advocacy and 

testing causal pathways between variables in the framework. Key research steps are to 

identify (a) the most efficacious and person-centered intervention modalities and designs and 

(b) ideal points within the cancer trajectory for intervention delivery. As this work matures, 

researchers should focus on developing evidence-based self-advocacy interventions, testing 

the efficacy of those interventions, and identifying the mediators and moderators of 

intervention efficacy. For example, some of the individual precursors, when operationalized 

within a self-advocacy intervention study, may affect the degree to which the intervention 

impacts patient outcomes and so be included as intervention moderators. Researchers should 

also aim to define subgroups of individuals most likely to report low self-advocacy so that 

interventions can target those at-risk groups. Data derived from future studies will allow 

researchers to adjust the current conceptual framework.

Researchers can also extend the current framework to clarify how providers and sys either 

support or hinder individuals in self-advocating. For example, individuals may struggle to 

self-advocate when providers lack training in caring for diverse patient cultures and beliefs; 

organizational cultures limit input from individuals; or providers and systems are not 

supported in collaborating with individuals regarding their cancer care.29,51 Expanding the 

framework to address such health care provider and system barriers provides additional 

pathways to improve self-advocacy and person-centered care.

DISCUSSION

This article presents a conceptual framework of self-advocacy in women with cancer. This 

framework emphasizes the skills necessary to ensure women’s preferences, needs, and 

values are incorporated to address the myriad challenges they face. These self-advocacy 

skills include engaging in personally meaningful decision-making, effectively 

communicating with health care providers, and building strength through connection to 

others. The framework ties these self-advocacy behaviors to precursors and outcomes, 

creating pathways by which self-advocacy can improve patient outcomes.

Self-advocacy purposefully focuses on the role of individuals in achieving person-centered 

care among other positive outcomes. However, this framework does not intend to place the 

burden of creating person-centered care onto individuals. Individuals function within a larger 

context of cancer care. Research addressing how health care providers and systems impact 

an individual’s ability to self-advocate will complement the existing research. An 

exploratory study demonstrated conflicting views of self-advocacy between women with 

cancer and their health care providers.29 Additional research should seek to understand how 

individuals and health care providers can work together to support patients’ ability to get 

their needs met. Undoubtedly, health care providers and systems that do not practice person-

centered care are likely to miss opportunities to support individuals’ self-advocacy efforts.

CONCLUSION

The self-advocacy framework provides an empirical and conceptual basis to define the 

mechanisms through which individuals work to have their priorities recognized within their 
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cancer care. The key behaviors of self-advocacy can inform the design of interventions and 

care intended to help individuals overcome challenges related to their cancer care. As 

researchers expand and adjust the empirical evidence validating this framework, they can 

further elucidate how self-advocacy impacts patient outcomes.
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Statement of Significance

What is known or assumed to be true about this topic:

Self-advocacy (defined as an individual’s ability to get her preferences, needs, and values 

met in the face of a challenge) is a critical skill for individuals with cancer because it is 

associated with improved patient-reported outcomes. Currently, there is no framework 

guiding self-advocacy research.

What this article adds:

This article presents a conceptual framework for self-advocacy among women with 

cancer. The authors summarize previous research on which this framework is based and 

list priorities for future research. The conceptual framework can guide researchers in 

designing and implementing studies to improve individuals’ self-advocacy.
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Figure. 
Conceptual framework of female self-advocacy in cancer.
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