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While there are significant differences in the delivery of health care throughout the world, there is one
constant, the patient. Patients’ needs vary greatly on the basis of socioeconomic and geographic issues,
expected prognosis, family dynamics, health literacy, and many other factors. In the past 20 years, the role
of patient advocacy organizations has added an important new dynamic to patient care. Understanding
patient advocacy organizations and how to access their services can be beneficial to clinicians, researchers,
and patients. Critical issues are (1) closer collaboration and partnership with physician organizations,
like PACES, in order to improve individual patient care and the quality of care that physicians are
able to deliver; (b) work with physicians, physician organizations, and advocacy groups to measure
the impact of advocacy groups; and (3) increase community-based participatory research. (PACE 2009;
32:S83–S85)
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Introduction
Patient advocacy groups are uniquely posi-

tioned to provide services to both patients and
their family members and to physicians and other
health care professionals. By working together as
partners, advocacy groups and physicians can en-
sure the highest quality care for affected families
and can further the cause of science to improve
the care of the future. While there are significant
differences in the delivery of health care through-
out the world, there is one constant, the patient.
Patients’ needs vary greatly on the basis of socioe-
conomic and geographic issues, expected progno-
sis, family dynamics, health literacy, and many
other factors. In the past 20 years, the role of pa-
tient advocacy organizations has added an impor-
tant new dynamic to patient care. Understanding
patient advocacy organizations and how to access
their services can be beneficial to clinicians, re-
searchers, and patients. Quoting a report from the
World Health Organization Patients for Patients
Safety program:

Patients and consumers who choose to part-
ner with health care policy makers, and
providers are highly knowledgeable, moti-
vated, and eager to contribute. We approach
our role with a profound sense of responsi-
bility and desire to help create a health care
system that is safe, honorable, and compas-
sionate for patients and health care workers
alike. We are here to challenge health care to
be truly patient-centered—especially when it
is resistant to change or slow to make safer
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care a priority—but most fundamentally, we
are here to partner to help make care better.1

Patient as Consumer
Patients are increasingly arriving for appoint-

ments armed with information obtained from pop-
ular media, advertising, and internet. Sharing with
patients, the tool to help make sense of this on-
slaught of data, is a challenge for clinicians. One
way to reduce errors and to increase efficiency and
quality of care is to refer patients to trusted sources
of information. Many of these sources are pro-
vided by advocacy groups.2 On the international
scope there are well-documented success stories
about patients and medical professionals working
together to improve patient care. Most have found
that education is the cornerstone to success, and
when patient advocacy organizations have strong
medical advisory components, they are highly ef-
fective. These collaborations create informed con-
sumers who increasingly seek a more active role
in the quality of care and research decisions.3

Within the United States, the President’s Ad-
visory Commission on Consumer Protection and
Quality in the Health Care Industry has stated that
“consumers have the right to fully participate in
all decisions related to their health care.”4 This
participation is not always easy. Truly informed
consent is a time intensive and often difficult task
to achieve. When dealing with the general pub-
lic, it is important to present the information in
such a way and in such settings that will facili-
tate their informed decision. It is clear that con-
sumers have also a responsibility here. But, to
be a wise consumer is often difficult as there are
many barriers and complexities to navigate. Con-
sumers’ responsibility is outlined in the Presi-
dent’s Advisory Commission on Consumer Pro-
tection and Quality in the Health Care Industry’s
“Consumer Bill of Rights and Responsibilities”
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which states that “[consumer] responsibilities cre-
ate benefits not only for individual consumers and
their families but also for the health care system
and society as a whole. Improved health status re-
duces medical costs for the patient, the payer, and
society.”5

Patient Responsibility
Increased patient responsibility can improve

consumers’ sense of self-worth. Individuals report
that increased responsibility for their health has
led to improved self-esteem and a greater sense of
empowerment. Promoting consumer responsibil-
ity is an essential component of the effort toward
involving consumers directly in decision making
about their health and medical care. The com-
plexities of the health care system in the United
States add to the difficulties the average citizen
encounters when attempting to navigate through
this system. When faced with a serious and po-
tentially life-threatening illness, patients and fam-
ily members need even more assistance. As peo-
ple consider options critical to their health and
health care, they need someone to listen, help
clarify options, identify resources, and encourage
them to make decisions grounded in their own val-
ues. Advocacy organizations provide sensitivity
to patients’ specific needs—including age, ethnic-
ity, and cultural issues—overcoming barriers and
advocating for effective care through a variety of
actions.6,7

As patients and families struggle to deal with
the vast amounts of information available to them,
advocacy groups provide a critical service in help-
ing them sort through this information, deter-
mine its reliability, and keep up-to-date with the
medical advances applicable to them. Advocacy
groups are also key sources of reliable informa-
tion for both the consumer and the health pro-
fessional.8 Patient participation in treatment is
an essential part of compliance, and compliance
improves the effectiveness of care and treatment.
There is clear evidence in the literature that pro-
grams that teach patients self-management are
highly cost-effective and decrease overall hospi-
tal readmissions, improve adherence to medical
advice, and save thousands of dollars per patient
year.9

Shared Decision Making
Shared decision making in primary care has

proved effective. But in these model programs
it is acknowledged that doctors may not be the
only, or even the main, source of technical in-
formation for patients. A study that looked at a
variety of communication styles used to include
patients in their care concluded that patients who

engaged in collaborative care, shared decision
making with their providers, and had chronic dis-
ease self-management have improved health out-
comes. They also concluded that, increasingly,
these roles require a change in systems, and a
specific increase in consumer skills and knowl-
edge. The consumers have a great deal of power
to create changes in the quality of care they re-
ceive. However, they often need support in learn-
ing how to access this power. Advocacy groups are
in a unique position to provide that support and
increase consumer skills and knowledge to enable
them to be an active partner in their health.10,11

Patient advocacy organizations, specifically
in genetic and chronic diseases, have been cred-
ited for changing public policy, providing a high
quality of information, educating the public, giv-
ing media the “end user” perspective, and creating
models of communication between patients and
professionals.8,12,13 In many of the conditions rep-
resented at this meeting, families are the focus of
care, as many of the conditions are genetic in na-
ture. With this population, we are often dealing
with adolescents and it is critical to study this
often-overlooked population. In a recent look at
the role of decision making for adolescents, it was
shown that they are often willing to participate in
research when their parents may not be as will-
ing. Interestingly, it was determined that educa-
tion that supports the adolescent’s autonomy and
parental responsibility for research participation
decision making will assist all parties and increase
enrollment in critical research.14

Advocacy and support groups emphasize the
benefits to health that derive from the acquisition
of coping skills and from the catharsis of painful
emotions. By providing opportunities for the ex-
pression of grief and anger, they may alleviate the
need for psychosocial support, and thus simplify
the work of physicians. By sharing information
and discovering that they had similar experiences,
support group members become informed con-
sumers who may subsequently seek a more active
role in their own treatment. This leads directly to
the advocacy role of the groups. This role focuses
more on the collectivity than on the individual
and seeks to contribute to institutional policies on
treatment and research.3

Community Organizations
Community-based participatory research is an

emerging model of research aimed at enhanc-
ing the relevance and value of clinical research
by involving patients and community members.15

Collaborating directly with affected patients and
families in research projects improves the knowl-
edge gained through utilizing the experience of
the patient/family and the academic knowledge
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of the professional.12 Advocacy groups are in a
unique position to facilitate and initiate these
collaborations—with some amazing progress be-
ing made in the knowledge of various rare
diseases, including improved treatment and
prognoses.

There are a variety of patient advocacy orga-
nizations. Often times their general structure is
similar, but the manner in which they deliver
their message can be different. There have been
a number of articles in the literature looking at
ways to evaluate the quality of the information
supplied. Evaluating, comprehending, and inter-
preting health information to make an informed
decision is the core concern for most patients
and physicians alike. The internet is like no other
medium as it combines four critical features to de-
liver a message: patient stories (video and written),
online communities (message boards, listservs,
blogs), user-specific outcome data, and free pub-
lic access. These features have been directly tied
to lowering health care costs and reducing patient
anxiety. By providing 24-hour access to quality
information about diseases, symptoms, and treat-
ment options; facilitating patient and family net-

working; and providing access to experts in the
field, advocacy groups play a critical role in help-
ing consumers find, comprehend, and interpret
health information.16–20

Conclusion
• Closer collaboration and partnership with

physician organizations, like the Pediatric and
Congenital Electrophysiology Society, in order to
improve individual patient care and the quality of
care that physicians are able to deliver.

• Work with physicians, physician organiza-
tions, and advocacy groups to measure the impact
of advocacy groups.

• Increase community-based participatory
research.

Patient advocacy groups are uniquely posi-
tioned to provide services to both patient and
their family members and to physicians and other
health care professionals. By working together as
partners, advocacy groups and physicians can en-
sure the highest quality care for affected families
and can further the cause of science to improve
the care of the future.
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