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INTRODUCTION

Although we have seen some advances for patients with mBC over the past decade, globally there is still much 
we don’t know. Recognition of this gap in knowledge spurred Pfizer’s efforts to better understand the needs 
of patients with mBC and provide new information that would help mBC communities worldwide. Pfizer Inc., 
working collaboratively with the European School of Oncology (ESO) and within the scope of the Advanced 
Breast Cancer Third International Conference (ABC3), commissioned the Global Status of Advanced/Metastatic 
Breast Cancer 2005-2015 Decade Report (Global Status of mBC Decade Report, Pfizer, 2016) with the support, 
guidance, and direction of the Global Status of mBC 2015 Decade Report Steering Committee. Research to 
inform the report was undertaken to obtain a detailed, holistic assessment of current provision of care and  
first-hand experiences of people with mBC. Both primary and secondary research outputs were combined, 
using a “wide net” approach to capture a panoptic overview of the mBC healthcare environment.  
The full report can be found at http://www.breastcancervision.com/. 

The aim of this paper is to provide detailed results and key insights for the mBC Patient Support Organization 
Survey. This survey was completed across 50 Patient Support Organizations (PSO) in 29 countries through in 
person and telephone interviews. The perspective of PSOs was sought to to understand the perceived needs 
of breast cancer patients and how these organizations align their goals to patient needs. Researchers also 
wanted to capture how PSOs work to address these needs, particularly for patients with aBC/mBC.
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Survey  mBC Patient Support Organization Survey

Sample size               50

Respondents

Countries 
sampled

Chief Executive Officers, Directors, and Presidents of PSOs that focus on mBC, breast cancer, and/or cancer 

Canada, United States, Belgium, France, Germany, Greece, Ireland, Italy, Poland, Spain, Turkey, United Kingdom, 
Australia, China, Japan, South Korea, Argentina, Brazil, Colombia, Costa Rica, Dominican Republic, Mexico, 
Egypt, Kenya, Rwanda, Saudi Arabia, Uganda, and Zambia

Survey approach Qualitative, in-depth 45- to 60-minute interviews

Data collection Interviews completed by telephone or face-to-face

Objective Understand the perceived needs of breast cancer patients and how these organizations align their goals to 
patient needs. Research also captured how PSOs work to address these needs, particularly for patients with 
aBC/mBC

Interpretation Each research discussion was driven by the interests, knowledge, and expertise of respondents. Findings 
reflect opinions of a small number of key members from global PSOs. As a result, tallies are accurate but do 
not attempt to claim statistical significance, and hence caution should be taken in interpreting the results.
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KEY FINDINGS:

• PSOs target the support needs of patients with breast cancer, but they describe meeting the specific needs 
of mBC patients to be challenging due to many factors, such as: differences in goals of treatment between 
mBC and early breast cancer (eBC), preference for PSO approaches to peer support, and available funding 
for each organization 

–  PSOs should align to address the greater and more complex needs of patients with mBC—and the 
barriers for providing support—with budget allocations shifted towards the needs of patients with mBC 
specifically

TABLE 1.  Primary Surveys Research Design
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Self-Image including Aesthetics, Femininity, Sexuality 
Wigs, prostheses, reconstruction*

Psychological Support 
Worry, depression, mortality concerns

Peer Support
One-on-one, groups, social media

Information to Aid Decision Making & to Set Expectations
Especially at key points, eg, diagnosis, transitions, if "worn out"

Prioritize 
Meeting These 

First

Financial and Household Support
Help defray all costs (and any medical costs)

Physical Navigation 
Getting to/from treatment

Treatment Basics/Rights
ONCs, treatment centers, radiation machines, therapies

Awareness & Early Detection
Especially in markets where de novo mBC is common

*Reconstruction also considered treatment.

Psychological, social, 
and identity needs

Informational needs & sense 
of being understood and 
not stigmatized

Needs for treatment 
availability and access

Awareness/openness & 
early detection (to make BC 
a survivor story & could minimize 
occurrence of mBC)
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In total, qualitative interviews were conducted with 50 respondents across 28 countries. The majority (n=35) 
of surveyed PSOs specifically focus on supporting breast cancer; of these, 29 support breast cancer patients 
exclusively.

PSOs provide a wide range of support services to patients with breast cancer of any stage 

The support services offered by PSOs varied, and included awareness and patient education, peer support 
and patient support, advocacy, clinical trials/registries access, regulatory or legal assistance, and funding 
scientific research. Findings from this research, however, demonstrate evident differences in the emphasis of 
services provided specifically for patients with mBC versus those provided for patients with any stage of breast 
cancer. PSOs strive to meet the needs they see as most pressing in their communities. Beyond large-scope 
needs, such as cure, universal early detection, and new/more treatment options, more immediate needs can 
be understood in terms of a hierarchy. mBC patients are believed to have more needs (vs. eBC) in terms of 
psychological support, financial support, and transportation/physical navigation (access to services). Some 
PSOs also identify different types of psychosocial support for mBC (vs. eBC) patients. End-of-life (EOL) planning 
also emerges as a unique need for mBC patients. Few mention bone health as a distinct need for mBC patients.  

As circumstances and resources allow, PSOs addressed any unmet needs shown at the bottom of the pyramid 
before higher level needs. (Figure 1). 
FIGURE 1. Hierarchy of mBC Patient Needs (All Stages)

Abbreviations: BC=breast cancer; mBC=metastatic breast cancer; ONC=oncologist

These needs transcend breast cancer stage. In some countries in the PSO research, the reason is most patients 
are de novo metastatic. Most of the surveyed PSOs reason that the services they provide (such as education, 
access advocacy, etc.) apply to all breast cancer patients, regardless of cancer stage. PSOs also explained that 
they customized their breast cancer supports as needed according to the stage of disease. The most often 
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cited exception, where needs are acknowledged to differ, is that mBC patients are believed to experience more 
psychosocial distress than eBC patients, particularly depression and anxiety, and thus require correspondingly 
greater levels of emotional support. Across all regions, psychological services were often considered essential 
for patients with mBC.

“They have more anxiety and they may be depressed. They need stronger psychological support.” (EU)

“All of them need [psychological support], but those with advanced cancer must be more in contact 
with those things that make them feel good.” (LA)

“They all need support, whether early or metastatic breast cancer, but of course needs increase 
with late-stage patients.” (AfME)

“There’s a difference between early breast cancer patients with anxiety for their treatment and 
relapse patients with anxiety for living.” (APAC)

Funding between patients with eBC and mBC may not be allocated equally 

Due to limited resources, some PSOs prioritize their offerings based on the proportions of early versus 
metastatic patients in the populations that they serve. Overall, the mBC population represents a smaller 
percentage of the patients in the breast cancer community as a whole, and thus receives proportionately less 
support. Some PSOs also report concluding that it would be easier to offer activities that address/include all 
breast cancer patients, regardless of stage.

“ The women who are living with metastatic breast cancer are getting 100% of our programs, but the[ir] numbers are smaller. If 
we have 4500 callers and peer supporters, maybe we are talking about 70 women [who are mBC patients].” (US/CA)

There was an evident disconnect between perceived importance of financial-related services and the 
frequency with which they are available to mBC patients. Survey respondents highlighted that patients with 
mBC might require greater financial support. This can be due to the cost of care, as repeated treatments may 
create a cumulative burden in out-of-pocket costs, including treatment costs as well as outlays associated with 
travelling for treatment, but it can also be due to loss or limitations of employment, as mBC patients are more 
likely to have to limit paid work and/or an increased need for household help. Qualitative comments suggest 
that funding can be a difficult service to provide, despite its importance for mBC patients and their families.
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Additionally, very few PSOs in this survey reported providing funds for scientific research. Those that did 
support scientific research, however, tended to rate it as the most important activity in which they engaged (6 
out of 7). Regulatory and legal support were among the activities offered least frequently in all regions.

“ The financial impact of metastatic breast cancer [on patients] is frequently underreported. Quality of life instruments 
and supportive care screening tools need to address the impact of financial distress [on patients] on quality of life 
outcomes. Advocates, health care professionals and other stakeholders need to work collaboratively to lobby policy 
makers and service providers to develop pathways that provide much easier access to financial supports, including 
welfare and insurance benefits” 

–Danielle Spence, Breast Cancer Network Australia, 2016

Awareness and patient education programs for patients with mBC are prioritized over other activities  
across all countries in the sample

PSO services specifically focused on mBC patients are not only dependent on the available funding, but also on 
local need and therefore regional variation in provision of support services can be seen (Figure 2).

FIGURE 2. Regional Variations in PSO Services

Activities engaged in to support mBC 
US/CA 
(n=11)

EU 
(n=14)

APAC 
(n=7)

LA 
(n=10)

AfME 
(n=8)

Awareness

Patient Education

Treatment Education

Access Advocacy

Peer Support

Supporting Pts to Become Advocates

Policy Advocacy

Financial

Data Generation

Raising Awareness for Scientific Research

Clinical Trials/Registries

Regulatory

Legal

Funding Scientific Research

Key:   = most frequently offered activities for mBC patients by region. This table represents the most frequently provided services only. Activities not highlighted are still offered across 
regions based on survey responses with the exception of policy and regulatory support in APAC and funding for scientific research in AFME. The criteria for which activities are classified 
as “most frequently” varies by region. Base* Varies N=47 to 49 total PSOs in Aided Test; maximum base listed in tables. Abbreviations: Adv=advocacy; AfME=Africa and the Middle East; 
APAC=Asia Pacific; CA=Canada; EU=Europe; LA=Latin America; mBC=metastatic breast cancer; Pts=patients; Res=research; Sci=scientific; US=United States. *Caution: small base.
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Figure 3, a comparison of Spokes Diagrams, shows the most frequently offered activity by PSOs at the top of 
each circle (at noon on the clock), going around in a clockwise direction in decreasing frequency, to the least 
frequently offered activity. Broadly, the activities prioritized by PSOs to support mBC patients and patients from 
the broader breast cancer community are similar. However, the proportion of PSOs that specifically offer these 
support activities to mBC patients was less than those that offered the same support activities to the broader 
breast cancer population. For example, peer support was offered by 70%–89% of PSOs to the broader breast 
cancer community but by only 60%–69% of PSOs for patients with mBC specifically. 

FIGURE 3. Comparison of PSO Supported Activities for Breast Cancer vs mBC

LEAST
LEAST

MOSTMOST

Patient  Ed

Treatment
 Ed

Peer
Support

Access
Adv

Supporting 
Pts     Adv

Supporting 
Pts     Adv

Data
Generation

Data
Generation

Patient
Ed Peer

Support

Awareness

Access 
Adv

Treatment
Ed

Funding 
Sci Res

Funding 
Sci Res

Raising
Awareness 
for Sci  Res

Raising
Awareness 
for Sci  Res

Clinical 
Trials/

Registries

Clinical 
Trials/

Registries
Policy Policy

Regulatory Regulatory

legal legal

Financial Financial

Awareness

Services 
Available for BC

 (in general)

Services 
Available for

mBC

>90% 70-89% 60-69% 50-59% <50% >90% 70-89% 60-69% 50-59% <50%

% of PSOs Base* varies N=47 to 49 PSOs in aided test % of PSOs Base* varies N=47 to 49 PSOs in aided test. No activities provided at 90%+

Abbreviations: Adv=advocacy; Ed=education; PSOs=patient support organizations; Pts=patients; Res=research; Sci=scientific. *Caution: small base.
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However, informational/educational topics tended to be skewed towards breast cancer overall rather 
than specifically for mBC 

“ One of my aims, one of my desires that I tell people at outreach and support meetings, is to improve 
breast cancer  education so that every diagnosis [leads to] a survivor story like mine.” (AfME)

PSOs primarily used printed educational information and conferences to educate the breast cancer 
population, but there was lower use across the board of distribution channels for mBC-directed materials. 
Of 25 organizations, 23 used print materials to increase education on breast cancer in general (vs any specific 
disease stage). In contrast, of 21 organizations, 13 used print materials to promote greater awareness of mBC. 
Of the topics covered in PSO educational materials, the most frequently discussed were communication with 
HCPs and general breast cancer diagnosis and the least talked-about were end-of-life care, monitoring mBC 
treatment, and mBC clinical trials (Table 2).

“ Up until now [with the eBC patients] we were trying to break the stereotype or notion that ‘breast cancer means death.’ It 
took us a lot of time to deal with that. When it comes to metastases, everything is going back to the beginning—patients 
hear ‘metastases’ and they think it means painful death. That’s the way people here think about metastases.” (EU)

TABLE 2. Distribution of Information Offerings by PSOs For Breast Cancer and mBC

Educational / informational topics for breast cancer / mBC Base # of PSOs providing  
info on each topic

Communication with Clinicians/Doctors/Healthcare Professionals 16 16

Breast Cancer Diagnosis (in General) 18 16

Psycho-Social Support 18 15

Patient Journey Navigation 17 13

Complementary Medicine/Supportive Care for mBC Treatment 17 13

Diagnosis with Metastatic Disease 16 11

Integrative Medicine/Mindfulness/Alternative Therapies 15 10

Current mBC Treatment Options 19 12

Parenting Issues 16 10

Latest Research in mBC/New Treatments 18 9

Workplace Issues 16 7

Advanced Directive 16 7

mBC Clinical Trials 18 6

Hospice/End-of-Life Care 16 5

Monitoring mBC Treatment 18 5

Rows in bold specifically mention mBC or mBC-related topics. The Base number refers to the number of PSOs that provided a response to this question. Abbreviations: mBC=metastatic 
breast cancer.
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PSOs noted several barriers to addressing the needs of patients with mBC; these barriers can affect 
holistic care 

Most PSOs reported offering peer support for patients with mBC. However, true peer support for mBC patients 
was difficult to achieve. Reasons for this included the fact that treatment is individualized, that mBC and 
eBC goals differ, that patients with eBC may be “frightened” by patients with mBC, and that mBC peer-group 
members may find it traumatizing if an mBC peer gets sicker or dies.

“[mBC] support groups are more difficult to keep together due to poor physical status.” (LA)

“ We created a group for recurrent cancer patients where they can talk about their worries, etc., 
three to four years ago. We thought it might be good for them to talk about things within a 
group of people experiencing recurrent cancer. However…it was not always easy for recurrent 
cancer patients to participate in the activity, or participants’ conditions got worse. Some 
passed away.” (APAC)

“Once one of them relapses, they avoid each other and become unwilling to talk.” (APAC)

DISCUSSION

While recognizing the specific needs of mBC patients, many PSOs in this sample described being able 
to allocate a lower proportion of their efforts toward this population compared with breast cancer as a 
whole. Reasons offered for this included perceptions about the population of patients with mBC as well as 
perspectives on mBC needs, cultural factors, and logistics. Funding allocations are frequently distributed 
per capita, and as patients with mBC constitute a smaller population, lesser budgetary resources are made 
available. Rates of mBC are much higher (vs eBC) in some parts of the world; in developing countries, 50%–80% 
of patients are diagnosed with mBC. (Unger-Saldana, 2014) PSOs in this sample from developing countries did 
not cite population size as a reason for limited resources to mBC patients. In our sample, these PSOs focused 
efforts on providing access to basic cancer patient treatment needs—any stage (such as access to radiation 
therapy, travel to receive chemotherapy, and lodging/food while receiving therapy in a town center away from 
home) as well as efforts toward early detection to prevent de novo mBC diagnoses. PSOs from all countries 
reported greater challenges in providing effective support services for their mBC patients. To overcome these 
barriers, greater resources might be needed.

As a result of the emotional challenges and social isolation experienced by patients with mBC, access to  
peer-support networks is particularly important. Research has shown that peer-support groups directly 
alleviate anxiety, help mBC patients gain better medical care, reduce their need for social support, and increase 
their openness to others. Participation in such peer networks also reduce the sense of isolation that women 
experience, as they often feel that partners, friends, and relatives are unable to understand fully what they are 
going through. (Vilhauer, 2009) Studies have shown that stage-specific groups are more helpful to women with 
mBC than mixed-stage groups (ie, those that include patients with eBC and mBC). This finding was also seen 
with online support groups (Vilhauer, 2009; Vilhauer, 2011) and is because of the experiences unique to patients 
with mBC. PSOs reported that in reality, however, these are often very challenging to implement. Barriers 
include a reluctance of mBC patients to participate, a wish not to build their own identity around mBC, and a 
lessening of activity levels overall. In addition, some mBC peer-group members find it traumatizing if their mBC 
peers have disease progression or pass away.

Global mBC Patient Support Organization Survey
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Widespread development of mBC-focused educational materials remains an important unmet need; mBC 
patients have expressed dissatisfaction with the amount of information and support currently provided to 
them. (Johnston, 2010) They also described a difficulty in finding community or internet educational programs. 
(LBBC, 2015; Nahleh, 2013) As discussed in the results of the Breast Cancer Center Survey, access to tailored 
information results in meaningful improvements in the anxiety levels of patients. (Kahan, 2006) PSOs are less 
likely to provide information about mBC treatments, end-of-life care, and mBC clinical trials compared with 
general breast cancer content. This gap must be addressed as women seeking information about their disease 
are more likely to be actively involved in therapy decisions and to participate in clinical trials, an important 
component of both treatment and maintenance of hope for mBC patients. (Mayer, 2010) New approaches, 
such as interactive DVDs, Web-based tools, and short informational decision aids, may help patients gain 
understanding of their own disease progression and treatment options. It is important to make these new 
approaches accessible in developing countries as well. Such resources can be used to address and resolve 
any misconceptions or misgivings about enrollment into clinical trials (Nahleh, 2013) and present PSOs with 
an important opportunity for greater outreach to patients and to the general population as well. The mBC 
population survey highlighted that 30% of the population look to information from charitable organizations 
to increase their understanding and awareness of breast cancer. As such charities and patient groups provide 
mBC patients with a global voice through the sharing of personal stories and educational materials, this will 
contribute to enhanced public understanding of the disease and help reduce the isolation experienced by so 
many patients with mBC.

Respondents to the survey suggested that one way for PSOs to effectively support the mBC population is 
through the specialization of services with a “complete, don’t compete” approach that yields complementary 
offerings. Collaborations developed by PSOs have already helped to drive common agendas and initiatives to 
support the mBC community. Such collaborations include the Metastatic Breast Cancer Alliance in the US and 
Europa Donna, a pan-European organization. (mBC Alliance, 2014; Metastatic Breast Cancer: Focus for Advocacy, 
Europa Donna, 2014) and have led to high-level national and regional governmental focus at venues such as 
the European Parliament Declaration on Breast Cancer. (EuropaDonna.org

CONCLUSION

Patient Support Organizations play a vital role in helping patients and their families, providing a rich and 
diverse range of services to meet evolving mBC needs in countries around the world. PSOs are typically 
charitable or nonprofit organizations. They vary in size, scope, reach, and mission, and operate in many 
countries to help meet the needs they consider to be the highest priority for the patients and caregivers in 
their communities. As such the goal of overcoming barriers to meeting mBC needs should not be pursued 
at the expense of making PSOs homogeneous. PSOs should align their recognition of the greater and more 
complex needs of patients with mBC and the barriers for providing this support, with the budget that they 
allocate to this patient population compared with that of eBC. Financial support, and the provision of  
mBC-specific educational materials continue to be areas where PSOs can develop their services and thereby 
have a significant positive impact on the experiences of mBC patients. In countries where resources are limited, 
appropriate advocacy by PSOs on behalf of mBC patients should focus government attention on the growing 
burden of breast cancer, including the untimely deaths due to mBC.
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