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Abstract
Patient engagement (PE) has become embedded in discussions about health service planning and quality improvement, and the
goal has been to find ways to observe the potential beneficial outcomes associated with PE. Patients and health care pro-
fessionals use various terms to depict PE, for example, partnership and collaboration. Similarly, tokenism is consistently used
to describe PE that has gone wrong. There is a lack of clarity, however, on the meanings and implications of tokenism on PE
activities. The objective of this concept analysis was to examine the peer-reviewed and gray literature that has discussed
tokenism to identify how we currently understand and use the concept. This review discusses 4 dimensions of tokenism:
unequal power, limited impact, ulterior motives, and opposite of meaningful PE. These dimensions explicate the different
components, meanings, and implications of tokenism in PE practice. The findings of this review emphasize how tokenism is
primarily perceived as negative by supporters of PE, but this attribution depends on patients’ preferences for engagement. In
addition, this review compares the dimensions of tokenism with the levels of engagement in the International Association of
the Public Participation spectrum. This review suggests that there are 2 gradations of tokenism; while tokenism represents
unequal power relationships in favor of health care professionals, this may lead to either limited or no meaningful change or
change that is primarily aligned with the personal and professional goals of clinicians, managers, and decision-makers.
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Introduction

Patient engagement (PE) has become embedded in discus-

sions about health service planning and quality improve-

ment. Multiple research studies have examined the

determinants, processes, and mechanisms of PE and how it

can improve the quality of care (1). There is an increasing

understanding that PE can have important implications for

patients, clinicians, and health systems. Broadly, it can pro-

mote the participation of a wider group of individuals in

activities that were originally within the purview of health

care professional responsibility. PE can also enhance quality

of life, accountability in health care professionals, and effi-

ciency of health systems (2–4). These ethical imperatives

and organizational and patient benefits contribute to a strong

rationale for including patients across the milieu of health

care.

Policy pressures to engage patients have been driven by

the need to observe the potential positive outcomes associ-

ated with PE. However, there is an emerging understanding

that these outcomes are only possible when patients engage

meaningfully in all health care activities. Previous research

has found that although patients engage in a variety of activ-

ities, there are a lack of methods, mechanisms, and

approaches to meaningful engagement (5,6). Meaningful

PE is a nebulous concept that previous syntheses have

attempted to clarify. A recently published review described

how patients and health care professionals conceptualize

different synonyms of meaningful PE: collaboration, coop-

eration, coproduction, active involvement, partnership, and
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consumer and peer leadership (7). This review found that

although these terms are regularly used by patients, clini-

cians, and managers in practice, there is a considerable

amount of overlap and muddling between them, which may

create confusion, misrepresentation, and miscommunication

about expectations and processes of engagement (7).

In contrast to meaningful PE, there is another concept that

is used commonly by PE practitioners to depict what PE

should not be. Originally arising from Arnstein’s ladder of

citizen participation (8), tokenism has become the de facto

concept depicting when PE has gone wrong. According to

Arnstein, tokenism exists when there are unequal power

relations that cause citizens to have a circumscribed role in

decision-making (8). Health service organizations are espe-

cially susceptible to tokenism because of the natural power

differences that exist between patients and health care pro-

fessionals. Although patients regularly engage in multiple

health care activities today, there is some research indicating

that their engagement is tokenistic (9); intended to achieve

the personal or professional objectives of health care profes-

sionals rather than support health system redesign to be more

aligned with patient and family expectations, needs, and

preferences (10). For example, research has shown that some

health care professionals prefer to recruit patients who they

perceive to be compatible with their quality improvement

goals and philosophies (11). On the other hand, tokenism

can exist in clinical care when health care teams make deci-

sions in the presence of patients but without the opportunity

to voice their concerns about treatment options. Tokenism

can also have adverse outcomes on health care practice. For

instance, if it is true that the potential beneficial outcomes

associated with PE will only be observed when it is mean-

ingful, then constrained health care resources are squandered

to achieve tokenistic PE (12). This reflection reinforces the

importance of ensuring that PE processes are meaningful and

not tokenistic in nature.

Practitioners need to be equipped with the resources to

identify, appraise, and address tokenistic PE. This requires

an understanding of the various conceptualizations of token-

ism; however, there is a lack of clarity surrounding the

dimensions of this concept. The objective of this review is

to examine the peer-reviewed and gray literature that has

discussed tokenism to identify how we currently understand

and use the concept in PE practice. The goal is to formulate a

preliminary set of dimensions for tokenism that could inform

the practice and policy of PE in health care activities.

Methods

Approach

Since the objective of this review was to explore how

“tokenism” had been conceptualized in the PE literature, a

content analysis was deemed appropriate. Qualitative con-

tent analysis derives categories and themes of a particular

phenomenon from a close analysis of text (13). Qualitative

content analysis is a versatile and adaptable method that

identifies the connotations and denotations of language

while at the same time examines its contextual meaning

(14,15). This approach was used to conduct a concept anal-

ysis of tokenism within peer-reviewed and gray literature.

The overall goal was to formulate a preliminary set of

dimensions for tokenism based on how authors have framed

the concept in the literature.

Literature Search

A database and gray literature search were conducted to

retrieve all publications that discussed tokenism as a primary

topic or objective. All articles included in this review are

referred to as publications to be inclusive of both peer-

reviewed and nonpeer-reviewed knowledge products.

Table 1 summarizes the search strategies.

Screening

The goal of screening was to find studies that discussed

tokenism as a primary topic within the context of PE in

health care activities. A previous review’s categorization

of PE health care activities was used as a starting point for

this analysis (16). Publications were excluded if they dis-

cussed tokenism as a secondary or peripheral topic, for

example, as a finding of a broader research objective. Table 2

summarizes the eligibility criteria of this review.

Table 1. Summary of Search Strategies Conducted on April 20, 2019.

Strategy Description

Database � MEDLINE via Ovid, Embase via Ovid, PsychINFO via Ovid, CINAHL via EBSCOhost, and Social Sciences
Citation Index via Web of Science

� Search terms: token* and tokenis$
Handsearching of journals � Journals that regularly publish on PE: Health Affairs, BMC Research Involvement, and Patient Education and

Counseling
Gray literature � Google.com and Google Scholar

� Organizational or personal blogs that have published on PE (eg, Healthy Debate and Longwoods)
� Search terms: tokenism, tokenistic, token, tokenism in patient engagement, and tokenism in healthcare

References Lists � The reference lists of included publications were searched

Abbreviation: PE, patient engagement.
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Data Extraction and Analysis

The descriptive characteristics of included articles were

extracted including author, year of publication, title of pub-

lication, journal or source of publication, objectives, coun-

try, design or type of publication (ie, peer-reviewed paper,

qualitative, quantitative, editorial, blog, essay, and so on),

number and type of participants (if available), PE context or

health care activity, definitions and conceptualizations of

tokenism, and the main findings or arguments. Patient

engagement context or health care activity categorizations

were informed by a previous review on this topic that deli-

neated 4 categories: clinical care, research, priority setting,

and organizational activities (16). These categories of health

care activities are distinct bodies of research in the PE liter-

ature with different theories and frameworks. For example,

PE in research is distinct from PE in clinical care on the roles

that patients and family play (eg, research question develop-

ment vs self-management strategies) as well as the most

effective and appropriate resources needed to improve

meaningful PE (eg, providing academic literature on the

research versus informing patients of all treatment options

and their pros and cons). For this reason, it was helpful to

examine how tokenism has been applied between health care

activities. However, due to the lack of literature overall, this

review focused on presenting a holistic and integrated sum-

mary of tokenism across all health care activities.

Summative content analysis has been described as the

most appropriate analytic framework for examining manu-

scripts and documents for meaning (17). Included publica-

tions often did not clearly define tokenism or a theoretical

framework that guided their conceptualization. As such,

summative content analysis was used to derive implicit

understandings of tokenism within authors’ discussions of

the concept. This process involved appraising the context

surrounding the use of “tokenism” as well as comparing how

the concept has been employed in different types of docu-

ments. An inductive thematic analysis was also performed.

This process involved reviewing 5 publications to formulate

a preliminary coding schema with themes, categories, and

dimensions representative of the concept. The preliminary

coding schema was applied to the remainder of publications

and modified iteratively to capture the dimensions of

included literature.

Results

Database searching found 728 hits, and after removing dupli-

cates, 526 went through initial screening. After initial

screening, 507 hits were excluded and 19 publications under-

went full-text screening. Of these, 11 were included. Hand-

searching and gray literature searching found 5 results, 3 of

which were eligible. In total, 14 publications were included

in this analysis (10,13,18–29). Figure 1 shows the screening

and selection process for this review.

Descriptive Characteristics

Table 3 summarizes the types of included publications,

Table 4 summarizes the countries where included publica-

tions were published, Table 5 summarizes the PE contexts

and health care activities represented in included publica-

tions, and Table 6 provides the descriptive characteristics

of all publications.

Dimensions of Tokenism

This section illustrates how tokenism has been depicted in

included publications. There are several dimensions dis-

cussed below, and there is a considerable amount of overlap

between them. This overlap and its implications for PE prac-

tice and policy are discussed in the discussion section.

Table 7 shows excerpts about tokenism from included pub-

lications that was used to derive syntheses of the dimensions.

Unequal power. One publication proposed that although

tokenism and powerlessness are not synonymous, individu-

als in tokenistic situations hold unequal power compared to

their collaborators, particularly health care professionals

(18). In another publication, tokenism was equated to a sit-

uation whereby health service decision-making was primar-

ily beholden to health care professionals (24), making

Table 2. Summary of Eligibility Criteria.

Inclusion Exclusion

� English full-text publications
� Peer-reviewed and published research work
� Any primary qualitative, quantitative, mixed-, or multiple-methods

work, or evidence syntheses or secondary analyses, and
commentaries, editorials, blogs, essays, and theses if applicable

� Patient engagement in health care activities: research, priority-
setting, direct clinical care, planning and designing, service delivery,
quality improvement/evaluation, and medical education

� Discussion of “tokenism” in the title or abstract as the central
objective or a major component of it

� Publications on public, community, stakeholder, or clinician
engagement unless included with PE

� Publications that discuss aspects related to meaningful PE
� Publications on engagement or tokenism but outside the realm

of health care, for example, police and organizational leadership
� Papers on the representation of patients unless it was linked to

tokenism explicitly in the title or abstract

Abbreviation: PE, patient engagement.
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patients “invisible” in health care activities (23). This dimen-

sion arose when the idea of partnering with patients to

improve the quality of care was not internalized by health

care professionals (12), which may have encouraged
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Additional records identified through 
grey-literature searching

(n = 5)

Records after duplicates removed
(n = 526)

Records screened
(n = 526)

Records excluded
(n = 507)

Full-text articles assessed 
for eligibility (n = 24)

Full-text articles excluded (n = 10)
Public involvement (4)

No discussion of tokenism (3)
Gender tokenism (2)

Meaningful engagement (1)

Studies included in 
synthesis
(n = 14)

Figure 1. PRISMA flow diagram. Adapted from Moher et al. (30).

Table 3. Summary of Types of Included Publications.

Type of publication Count (%)

Commentaries published in academic
journals (12,20,21,24,29)

5 (35.7%)

Blogs (19,22,27,28) 4 (28.6%)
Primary qualitative studies (10,18,25) 3 (21.5%)
Secondary analysis of primary qualitative

data (23)
1 (7.1%)

Review (26) 1 (7.1%)
Total number of included articles 14 (100%)

Table 4. Summary of Countries of Included Publications.

Country of publication Count (%)

United Kingdom (19–21,24,25,29) 6 (42.9%)
Canada (12,22,24,28) 4 (28.6%)
United States (10,18,27) 3 (21.4%)
Australia (25) 1 (7.1%)
Total number of included articles 14 (100%)

Table 5. Topics of PE in Included Publications.a

PE context/Health
care activity Count (proportion)

Organizational activities
(12,18,21–23,25,26,
28,29)

9 (64.3%)
� Planning (21–23,25,28,29): 6 (42.9%)
� Quality improvement (12,21,22,

26,28): 5 (35.7%)
� Service delivery (22,25): 2 (14.3%)

Research (10,20,29) 3 (21.4%)
Clinical care (19) 1 (7.1%)
Medical education (24) 1 (7.1%)
Drug Development (27) 1 (7.1%)

Abbreviation: PE, patient engagement.
aOne article explicitly discussed both research and organizational activities
(29). Therefore, the total number of articles in this table do not add to the
number of included articles in this study.
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Table 6. Descriptive Characteristics of Included Publications.

Author, year and title Objectives Country
Type of
publication PE context

Bess et al, 2009 (18)
Participatory organizational change in

community-based health and human
services: from tokenism to political
engagement

Present a comparative case study of 2
organizations involved in such a process
(ie, to address collective wellness,
human service organizations’ need to
challenge their current paradigm, attend
to the social justice needs of community,
and engage community participation in a
new way, and in doing so become more
openly political) through an action
research project aimed at transforming
the organizations’ managerial and
practice paradigm from one based on
first-order, ameliorative change to one
that promotes second-order,
transformative change via strength-
based approaches, primary prevention,
empowerment and participation, and
focuses on changing community
conditions

United
States

Case study Organizational
activities—planning,
delivery, evaluation,
and improvement

Buckley and Hutson, 2004 (19)
User involvement in care: avoiding

tokenism and achieving partnership

NR United
Kingdom

Blog Clinical Care

Dewar (2005) (20)
Beyond tokenistic involvement of older

people in research: a framework for
future development and
understanding

Describe developments to support
involvement of older people through
work at the Royal Bank of Scotland
Centre for the Older Person’s Agenda

Identify a number of challenges that this
has raised for researchers

United
Kingdom

Commentary Research

Farrington (2016) (21)
Co-designing healthcare systems:

between transformation and
tokenism

NR United
Kingdom

Commentary Organizational
activities—planning
and improvement

Glauser (2016) (22)
Beyond tokenism: how hospitals are

getting more out of patient engagement

NR Canada Blog Organizational
activities—planning,
delivery, evaluation,
and improvement

Hahn (2017) (10)
Tokenism in patient engagement

Explore how tokenism might influence
engaging patients in research to help
researchers work towards more
genuine engagement

United
States

Primary
qualitative
not specified

Research

Hiebert (2018) (23)
Tokenism and mending fences: how rural

male farmers and their health needs
are discussed in health policy and
planning documents

Examine how rural male framers and their
health needs are discussed in Ontario
rural health policy documents

Canada Primary
content
analysis

Organizational
activities—planning

Majid (2018) (12)
What have we done? The piths and perils

of tokenistic engagement in healthcare

Revisit the reasons that originally
catalyzed the patient engagement
movement; examine the processes that
have led to the state of the art of patient
engagement today

Canada Commentary Organizational
activities—
improvement

McCutcheon (2014) (24)
Service-user involvement in nurse

education: partnership or tokenism?

Discuss the health policy background and
the current approaches taken in the
involvement of service users in
healthcare education

United
Kingdom

Commentary Health professions
education

(continued)
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negative attitudes that further limited the extent to which

patients can engage meaningfully in health care activities

(25). One publication suggested that health care profession-

als can avoid tokenism by letting go of their traditional

habits of mind of what should and should not be in the health

care system (12). The idea of power was closely related to

capacity to contribute to effective and sustainable change;

patients must have the decision-making capacity to catalyze

change (10).

According to one publication, PE was used to maintain

existing plans and decisions, rather than enable novel ideas

and insights from patients and family to transform health

services (21). This idea was especially pertinent in situations

when health care professionals took the responsibility of

speaking on behalf of patients and family, instead of creating

the opportunity and space to speak for themselves (28).

Tokenism in this form was also motivated by a struggle to

maintain existing power structures because health care pro-

fessionals were more accustomed to utilizing their traditional

habits of mind with regard to health service decision-making

(12). Similarly, tokenism was described as a “bureaucratic

requirement,” emphasizing the challenging dynamics

between patients who want to contribute to meaningful

change, and powerful, recalcitrant institutions (25).

Limited impact. Four publications stated that tokenism arises

when patient input is obtained but not utilized to make a

meaningful difference (22,24,26,27). This dimension was

conceptualized as “token check mark” (22), “lip-service”

(27), and “token patronizing credit” (27). The idea that

tokenism limited the impact of patient input was associated

with the need to engage patients early and in all health care

activities (22,24). When decisions on who, when, and how to

involve are left to health care professionals, then patients

were seldom involved throughout health care activities, and

accordingly, tokenism was more prevalent (24). Two publi-

cations suggested that failure in designing adequate sup-

ports, resources, and provisions for meaningful PE confers

tokenism and also limited the extent to which the beneficial

outcomes associated with PE will be observed by health

service organizations (12,24).

Ulterior motives. Two publications stated that one of the

sources of tokenism is when health care professionals and

decision makers used patient experiences, perspectives, and

preferences as a way to achieve their personal or profes-

sional objectives (23,27). In one content analysis of policy

documents, tokenism existed when the perspectives and

experiences of patients were modified or removed in an

effort to tailor important lobbying messages to decision mak-

ers (23). In this case, health care professionals used a subset

of patient perspectives that fit within a particular narrative

that they believed to be most relevant to the issue at hand,

and other information was deemed irrelevant to the context.

Table 6. (continued)

Author, year and title Objectives Country
Type of
publication PE context

Nestor (2008) (25)
The employment of consumers in mental

health services: politically correct
tokenism or genuinely useful?

Examine the role of consumers as service
providers

Describe the successful employment of
peer support workers in a public
mental health service

Australia Case study Organizational
activities—planning
and delivery

Ocloo (2016) (26)
From tokenism to empowerment:

progressing patient and public
involvement in healthcare
improvement

Review a range of arguments and methods
about the benefits and difficulties with
involvement and discussed conclusions

United
Kingdom

Review Organizational
activities—
improvement

Pharmletter (2019) (27)
Parexel’s Alberto Grignolo on patient

engagement: from tokenism to telling
contributions

NR United
States

Blog Drug development

Robins (2014) (28)
10 ways patient engagement in Canada

smacks of tokenism

NR Canada Blog Organizational
activities—planning
and improvement

Supple (2015) (29)
From tokenism to meaningful

engagement: best practices in patient
involvement in an EU project

Talks about patient involvement in one of
the biggest EU projects to date

Describes how people and carers of
people with asthma have been able to
develop and drive input and have their
voice heard among the >200 health
care professional project members

United
Kingdom

Commentary Research and
organizational
activities—planning

Abbreviations: EU, European Union; NR, not reported; PE, patient engagement.
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Table 7. Excerpts on Tokenism From Included Publications.

Author, year Excerpts about/with tokenism

Bess 2009 (18) � “Moving from tokenism to citizen power implies an equalizing of power relations and the move from
nonparticipation to tokenism signifies a shift from powerlessness to engagement”

Buckley (2004) (19) � “ . . . this has amounted to tokenism as opposed to genuine attempt to seek involvement”
Dewar (2005) (20) � “Evidence does suggest that at present efforts to achieve this are primarily tokenistic and that more work is

needed, both to examine what user involvement in research activity actually means, and how this can be
supported”

Farrington (2016)
(21)

� “ . . . the notion that co-design processes are carried out to endorse pre-existing strategies and designs rather
than to open healthcare system redesign to new insights from patients and other stakeholders”

Glauser (2016) (22) � “Laura Williams, interim director of patient engagement at Health Quality Ontario adds that in some cases
patients might not be included ‘early enough in the process’ for their input to make a meaningful difference. ‘It
shouldn’t be a token check mark,’ she says”

Hahn (2017) (10) � Three domains of tokenism: methods/structure of engagement, intent, and relationship building; genuine intent
and relationship building are elements that combat tokenism; early attempts to build genuine relationships may be
perceived as tokenistic

� “the difference between . . . the empty ritual of participation and having the real power needed to affect the
outcome”

Hiebert (2018) (23) � “Tokenism refers to RMFs’ invisibility, except when farming stereotypes were used to describe rural areas”
� “Authors of government policy documents discussed farmers’ health issues in general by relying on token farm

injuries and safety risks associated with agricultural industry”
� “Limited inclusion of general farmers’ health needs in the content of health policy documents suggests that, as

with RMFs’ health needs, policy documents approach general farmers’ health needs as tokenistic that may help
explicate the rural health context”

� “When included, token farm injuries were used to advocate for improved healthcare service delivery to only a
small number of rural communities”

� “Policy documents predominantly relied on RMFs as tokens to symbolize rural healthcare access issues for
members of the policy audience who may be unfamiliar with the diverse range of rural health needs. In doing so,
authors of policy documents leveraged RMFs’ agricultural injury-related needs to rationalize the need for and
propose new models of rural healthcare service delivery”

Majid (2018) (12) � “Tokenistic patient engagement contaminates the healthcare culture because on the one hand, it creates a façade
of improved quality of care, on the other hand, it does not confer the plethora of benefits associated with engaging
patients in healthcare activities”

� “I believe that the healthcare institution’s efforts to engage in a dialogue about patient engagement with patients
and the public, while holding onto their traditional habits of mind, has given rise to the so-called “middle ground”
we know as “tokenistic engagement. This is because, although the healthcare institution has recognized patient
engagement as an important solution to many of its systemic problems, it has yet to internalize patients as
partners in all healthcare activities”

� “In an attempt to negotiate between these 2 groups, the healthcare institution employs a false pretense of
tokenistic patient engagement instead of fully and authentically integrating patient engagement. The consequences
of this approach are tragic because although it appears that we “engage” patients, the healthcare system does not
truly integrate their voice in planning and delivery of healthcare services, and we squander already constrained
healthcare resources in this effort”

� “We need to contemplate on the factors that catalyzed the patient engagement movement, and reflect on the
impact of tokenistic engagement on the healthcare system and the patients and families we serve”

McCutcheon (2014)
(24)

� “However, although the involvement of the service user as a consumer academic was valued as a move along the
continuum of user involvement, this position remains tokenistic in approach. This is evidence by the lack of
inclusion of the consumer academic in all aspects of teaching, such as administration and involvement in
assessment”

� “Failure to design infrastructures with the necessary resources and support embedded in them could result in a
more consultative or tokenistic role, rather than a true partnership”

� “Failure to include service users in all aspects of education delivery and development is in itself tokenistic
in approach, with the decision of when and how service users are involved remaining firmly with the
academics”

Nestor (2008) (25) � “There can be a belief that there is a degree of tokenism involved in consumer participation in service planning
and delivery and it may be seen as a bureaucratic requirement generated by ‘political correctness’”

� “Furthermore, the PSW program in the Northern Mental Health Service has been able to move beyond the main
barriers to consumer participation that have been identified in previous studies, namely, negative attitudes of
mental health professionals and limiting participation by consumers to tokenistic roles”

(continued)
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Another publication discussed how involving a restricted

subset of individuals in health care activities that is not rep-

resentative of the population demographics is a way for

tokenism to seep into relationships (26).

Opposite of meaningful PE. Multiple publications used mean-

ingful PE as a concept to elaborate on what tokenism is not

(12,19,20,22,24–29). For example: “ . . . this has amounted to

tokenism as opposed to genuine attempt to seek

involvement” (19); “ . . . ranging from limited participation

or degrees of tokenism, to a state of collaborative partnership

in which citizens share leadership or control decisions” (26);

“Here are ten proven ways to engage patients in a tokenistic

(and not meaningful) way” (28).

Discussion

This review examined how the peer-reviewed and gray lit-

erature conceptualized tokenism in PE. Fourteen publica-

tions were analyzed to delineate a preliminary set of

dimensions for tokenism. Similar to Arnstein’s seminal def-

inition of tokenism, this review found that unequal power

represented the majority of relationships characterized as

tokenistic. Unequal power manifested in relationships where

patients were invited to participate to reaffirm the decisions

and plans already in place, rather than enable patient insights

to transform health service planning and delivery. Related to

this notion was the idea that tokenistic relationships pre-

vented patient input from contributing to meaningful and

sustainable change. This finding was especially prevalent

when health care professionals used PE to achieve their per-

sonal or professional objectives that were not necessarily

grounded in patient preferences and perspectives. Finally,

this review illustrated how the definitions of tokenism were

often juxtaposed with the conceptualizations of meaningful

PE. The following sections discuss the broader implications

of these findings for PE practice.

Juxtaposition Between Meaningful and Tokenistic
Patient Engagement

Included publications regularly juxtaposed tokenism with

meaningful PE to highlight the nuances of tokenistic PE. A

recently published review delineated 6 concepts that depict

meaningful PE: collaboration, cooperation, coproduction,

active involvement, partnership, and consumer and peer

leadership (7). This review offered important insight for the

different ways to conceptualize meaningful PE. For exam-

ple, while partnership may represent equal power and

accountability between patients and health care profession-

als, leadership may exemplify an orientation toward PE,

whereby patients function as decision makers (7). These 2

terms are distinct from tokenism because they represent

transforming relationships to favor patients by increasing

their decision-making capacity. If tokenism, partnership, and

leadership were on a spectrum of decision-making capacity,

tokenism would represent unequal power in favor of health

care professionals, partnership would represent equal power,

and leadership would represent unequal power in favor of

patients. All 3 represent some form of engagement, but they

are distinguished by the distribution of power between

patients and health care professionals.

The International Association of Public Participation

Spectrum conceptualizes 5 levels of engagement: inform

(provide the public with balanced and objective information

to assist them in understanding the problem), consult (obtain

public feedback on analysis, alternatives, and decisions),

involve (work directly with the public throughout the

Table 7. (continued)

Author, year Excerpts about/with tokenism

Ocloo (2016) (26) � “The reality of implementation is complex and yields suboptimal evidence of impact. This fuels the cycle of
predictable and disappointing results and exposes PPI to criticisms of exclusivity and tokenism”

� “This described “a continuum of public participation in governance ranging from limited participation or degrees
of tokenism, to a state of collaborative partnership in which citizens share leadership or control decisions”

� “However, current involvement practices at a national and local level often involve a narrow group of individuals
in involvement activities, with little consideration given to including a broader demographic of the population.
Moving beyond this tokenistic, narrow and exclusive approach requires a critical appraisal of evidence and a
debate about the focus and methods of involvement”

Pharmletter (2019)
(27)

� “Companies appear to now have greater sensitivity to the ability of patients to contribute valuable knowledge to
the development of new medicines, as opposed to patients being given lip-service and token patronising credit”

� There is no longer tokenism, it’s no longer using the patient to make your case to regulators, it’s actually saying:
‘We want to know what matters to patients.’”

Robins (2014) (28) � “Here are ten proven ways to engage patients in a tokenistic (and not meaningful) way”
� “Have your corporate executives, clinicians and researchers speak on behalf of patients, or be the lone voice in

talking about patient engagement or patient-centered care. Don’t do this. Ever. If you are doing this, stop it
immediately. It is exceedingly insulting to all patients to speak for them and not make space for them to speak for
themselves. This totally smacks of tokenism.”1

Supple (2015) (29) � “In practice, involvement is often only ‘tokenistic’—and this is particularly true for EU-funded projects”
� “Accordingly, U-BIOPRED has strived to increase patient involvement in research beyond tokenism”
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process to ensure that public concerns and aspirations are

consistently understood and considered), collaborate (part-

ner with the public in each aspect of the decision including

the development of alternatives and the identification of the

preferred solution), and partner (place final decision-making

in the hands of the public) (31). Based on this conceptualiza-

tion, tokenism as defined in this concept analysis is similar to

inform, consult, and involve levels. On the other hand, mean-

ingful PE may represent collaborate and partner levels. This

spectrum may aid PE practitioners to differentiate the distinc-

tions between the dimensions of tokenism and meaningful PE

in an effort to clarify their implications for PE practice. These

distinctions also broaden how practitioners understand the

impact of tokenism on PE relationships; patients may appear

to engage in health care activities, but their involvement,

feedback, and input is not perceived as meaningful or relevant

to the health care activity by professionals. Juxtaposing

tokenism with conceptualizations of meaningful PE

encourages practitioners to identify, appraise, and mitigate

opportunities for tokenism to seep into patient–health care

professional relationships.

Gradations of Tokenism

The findings of this review suggest that there are different

gradations of tokenism. On the one hand, all gradations may

reflect unequal power distribution that favor health care pro-

fessionals; this unequal power distribution, on the other

hand, may manifest in 2 ways: (1) patients’ input is not

integrated or internalized to make meaningful change (lim-

ited impact), or (2) patients’ input leads to change that is

primarily intended to achieve the personal and professional

goals of health care professionals (ulterior motives). The

corollary is that a particular gradation may be appropriate

for patients and health care professionals under different

circumstances because of patients’ diverse engagement pre-

ferences. For example, in health care activities that require

complex, high-level strategic planning, patients may not

have the supports, resources, and knowledge to contribute

meaningfully to health care activities (32). As such, some

patients, depending on their commitment preferences and

personal or professional priorities, may agree to a more

“tokenistic” role, whereas other patients may assert the

need for support, resources, and knowledge for any sort of

engagement to occur.

Due to diverse engagement preferences, tokenism may

not be perceived as inherently negative in all circumstances.

In PE activities, patients and health care professionals are

required to form collaborative relationships, and each group

brings essential knowledge, resources, and expertise to the

activity. Each group also has a set of preferences and moti-

vations for engagement. In a political and highly professio-

nalized industry, it is extremely challenging for patients to

solely contribute to change; they often have to rely on health

care professionals to serve as conduits. By nature, the rela-

tionships between patients and health care professionals

reflect an unequal power distribution whereby the change

sought by patients must go through health care professionals.

For these reasons, there may always be an element of token-

ism in patient–professional relationships. However, token-

ism may be inappropriate when PE does not lead to any

change or leads to change that goes against what patients

intended or desired.

Similar to how tokenism may not be appraised as negative

in all circumstances, meaningful PE may not be the ultimate

goal for every health care activity. The important caveat is

that these decisions about the levels of engagement should

match the health care activity context and patients’ engage-

ment preferences, which must be determined through dialo-

gue with patients. Although patients’ intentions and

expectations from PE may evolve through the life cycle of

an initiative, change becomes more likely when there are

appropriate provisions in place for a dialogue that allows the

engagement initiative to evolve with engagement preferences.

Relationship Between Patient Engagement and
Capacity for Change

One of the most common motivations that patients cite for

engaging in health care activities is that their experiences with

health services have the potential to contribute to meaningful

and sustainable change (33). However, this objective is obfus-

cated when patients do not have access to the supports, oppor-

tunities, and resources that enable them to contribute to

change they desire. In such cases, there is still engagement

in its rudimentary conceptualization, but it is disconnected

from the original intentions and motivations that prompted

it. This disconnect may increase dissonance in patients’ orig-

inal motivations to engage. This disconnect may also

adversely affect patients’ motivations to engage in future

activities (34) and cause distrust in health care professionals

of patients and their motivations (4, 35), which may ultimately

affect health care outcomes (36). The findings of this review

shed light on the dimensions of tokenism that may allow for a

disconnection between the intentions and practice of engage-

ment to seep into PE relationships. The dimensions of token-

ism discussed in this review add nuance to patients’ desire to

make meaningful contributions to health care activities, while

their decision-making capacity is circumscribed by the char-

acteristics of the engagement context.

Limitations of This Research and Future Directions

There is limited literature that discusses tokenism as a pri-

mary objective or finding. This review found multiple pub-

lications, but few peer-reviewed, empirical research studies

have been published. For example, there was only 1 article

that discussed tokenism in clinical care. This finding is sur-

prising because there is a long history of unequal power

relations between patients and health care providers in health

care decision-making. As such, there is an opportunity to

conduct rigorous, primary investigations about how patients
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and health care professionals experience and enable token-

ism to influence PE relationships. This objective is vital, as

health service organizations continue to involve patients in a

wide array of activities, and there is a need to clarify the

meaning of terms and concepts that depict engagement to

ensure that miscommunication and misrepresentation about

the roles, expectations, and goals of engagement are

prevented.

The majority of included publications did not identify a

particular definition they used to conceptualize tokenism.

Future research should work toward explicating definitions

of tokenism and its implications for the research context. The

findings of this review have shown that tokenism can man-

ifest in a variety of ways, and future research should clarify

which dimensions are most appropriate for a specific objec-

tive. There also seems to be limited discussion about how the

lack of resources, supports, and infrastructure may contrib-

ute to tokenistic relationships. There is a need to conduct

investigations that clarify the relationships between infra-

structure and the dynamics of relationships between patients

and health care professionals.

Conclusion

The worst-case scenario is not tokenism but nonparticipation

and powerlessness. Tokenism represents a type of decision-

making capacity albeit one that reflects unequal power rela-

tionships. Patients’ scope of engagement is broadening with

time because there is increasing support for PE in health care

activities in jurisdictions worldwide. However, there is a

need to improve both our understanding and practice of

engagement, including the language we use. This concept

analysis discussed a set of preliminary dimensions for token-

ism that may support PE practitioners to better reflect on

how tokenism can seep into relationships, even with authen-

tic intentions, discussions, and motivations, in an effort to

prompt the development of strategies to support authentic,

meaningful patient–professional relationships.
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