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Chapter 1
Integrated Care and Prevention

William O’Donohue and Martha Zimmermann

1.1  Integrated Care and Prevention

Many who envisioned the development of integrating behavioral health into pri-
mary care medicine gave at least some mention of the potential for integrated care 
to prevent both behavioral and physical problems (e.g., James & O’Donohue, 2009). 
For example, early screening and intervention for health behaviors (e.g., physical 
activity, diet) in childhood could theoretically prevent obesity; obesity-related prob-
lems such as diabetes, heart disease, and cancers; and behavioral health problems 
like depression, eating disorders, or social anxiety. Of course, this approach is 
dependent on having effective interventions for these problems particularly in a 
format that fits the ecology of primary care, as well as actually delivering these 
services. It is also fair to say that in the actual implementation of integrated care 
prevention, efforts in real-world settings have been less than ideal in attention and 
emphasis. Treatment may take priority over prevention as there are so many serious 
presenting behavioral health problems to address; unless the integrated care system 
is properly staffed, the urgency of these problem presentations could overwhelm 
clinical resources, and the “quieter” problems of prevention could be shunted to the 
side. Those evaluating the new delivery system may be more impressed with the 
quicker and more salient results of treating current problems, rather than the slower 
developing prevention results—which after all are most impressive when eventually 
nothing occurs. In addition, institutional and social norms and lack of funding may 
be barriers to delivering the preventive care, despite the existence of evidence-based 
programs and approaches (Leslie et al., 2016).
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1.2  Background: The Prevention Context

Mental, emotional, and behavioral disorders are common across the life span. 
Approximately one in two adolescents 13–18 meets diagnostic criteria for an emo-
tional or behavioral disorder (Merikangas et al., 2010). As many as one in five adults 
in the United States will experience a mental, emotional, or behavioral disorder in a 
single year (SAMHSA, 2017). Mental illnesses affect one quarter of older adults 
(age 65 and above) with prevalence rates projected to increase (Bartels, 2003). 
Among the most prevalent include emotional disorders (anxiety and depression) 
and behavioral health problems such as obesity resulting from multifactorial health 
risk behaviors such as physical activity levels and diet (Lobstein et  al., 2004; 
Merikangas et al., 2010). The majority of affected youth and adults do not receive 
appropriate or high-quality behavioral healthcare (Filter, 2003; Robinson et  al., 
2005; Wang et  al., 2005; Wolitzky-Taylor et  al., 2015; Young et  al., 2001), and 
members of minority groups are even less likely to receive appropriate care (Cabassa 
et al., 2006; McGuire & Miranda, 2008; Young et al., 2001). More concerning still 
is that even with a rise in treatment rates, the prevalence of common mental disor-
ders appears to be increasing (Jorm et al., 2017).

The high prevalence of emotional and behavioral disorders is of utmost relevance 
to medical providers, as individuals with these concerns are more likely to see a 
primary care provider (PCP) than a mental health specialist (Young et al., 2001). 
Moreover, these problems pose significant burden on the healthcare system 
(Lobstein et al., 2004) as they are associated with increased morbidity, mortality, 
financial costs, and medical service utilization (Ford et al., 2004). Approximately 
70% of medical visits have a behavioral health component (O’Donohue & 
Cucciare, 2005).

Integrated care is a model of service delivery that may address behavioral health 
service delivery problems. In integrated care, behavioral health is delivered at the 
same location and in the same mode (“high volume, low touch”) as primary care 
medicine. Integrated care has been widely adopted in the past two decades. As many 
as 44% of primary care providers are now collocated with a behavioral health pro-
vider (Richman et  al., 2020). The promise of integrate care includes increased 
patient and PCP satisfaction, better detection of behavioral health problems, broader 
access to behavioral health services, and reduced medical cost (Kwan & Nease, 
2013). This approach has also been effective in reducing behavioral health dispari-
ties in minoritized groups by improving access and quality of care (Bridges 
et al., 2014).

A key component of faithfully mirroring the ecology of primary care medicine, 
however, is to have an appropriate focus on prevention (A. Jorm & Yap, 2019). In 
primary care medicine, screens, assessments, and interventions (e.g., inoculations) 
are given in order to prevent physical disease. Unfortunately, in rolling out inte-
grated care, the prevention of behavioral health disorders has been relatively 
neglected. Initiatives for integrating behavioral health services into primary care 
have often focused on treating rather than preventing behavioral health problems. 

W. O’Donohue and M. Zimmermann
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This disparity is known as the “prevention gap,” in that mental health delivery sys-
tems allocate resources to treatment at the cost of expanding preventive efforts 
(Jorm & Yap, 2019). A growing body of research suggests that efforts to prevent 
behavioral health problems in youth, adults, and older adults can be effective 
(Barrera et al., 2007; Muñoz et al., 2010; Stockings et al., 2016) and cost-effective 
(Knapp et al., 2011; Mihalopoulos & Chatterton, 2015; van’t Veer-Tazelaar et al., 
2010) in a variety of settings including primary care (Brown et al., 2018; Leslie 
et al., 2016; Van Voorhees et al., 2005), yet little research, clinical, or operational 
infrastructure currently exists to prevent behavioral disorders within the integrated 
care framework. Given the magnitude of the burden of behavioral health concerns 
and the need for prevention of these problems at a large scale, it is essential to 
develop effective preventive care that can be seamlessly integrated into the infra-
structure of existing integrated care programs.

1.2.1  Prevention and the Recent COVID-19 Crisis

The lack of appropriate preventive care infrastructure becomes still more salient 
when considering the recent spread of the novel coronavirus (SARS-CoV-2), the 
prevention of which depends on a variety of key health behaviors. Despite scientific 
consensus suggesting the importance of mask-wearing, handwashing, and being 
socially distant in preventing the spread (Cheng et al., 2020), cases of COVID-19 
transmission continued to rise in the United States (Dong et al., 2020). The uncon-
trolled spread of COVID-19 was devastating with respect to loss of life and health 
but also mental health (Godfred-Cato et al., 2020; Xiong et al., 2020).

The ability to quickly and effectively implement behavioral health prevention 
programming in primary care settings could be essential in the face of a public 
health crisis such as COVID-19. Preventive interventions have been shown to 
impact both health behaviors and mental health. For instance, behavioral interven-
tions can effectively target health-promoting behaviors such as handwashing. A 
face-to-face intervention conducted in Australian childcare centers including hand-
washing led to reduction in respiratory illness (Roberts et al., 2000). In a large trial 
conducted in the United Kingdom, an online intervention providing information 
about respiratory infection and handwashing, reinforcing positive social norms per-
taining to handwashing, and providing feedback reduced the incidence of respira-
tory infection by an estimated 14% (Little et  al., 2015). A review of studies 
examining interventions to prevent and lessen mental health consequences of 
COVID-19 found that digital and mHealth interventions are feasible and effective 
(Rauschenberg et  al., 2021). As such, preventive interventions are available and 
effective both in person and online, yet they are not routinely delivered in the US 
primary healthcare system. This need is even greater in the context of the uncon-
trolled COVID-19 pandemic.

1 Integrated Care and Prevention
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1.3  Key Considerations in Integrating Prevention into 
Primary Care Settings

The Institute of Medicine (IOM) stratifies levels of prevention interventions by indi-
vidual risk. These levels include universal (all individuals at varying levels of risk), 
selective (higher-than-average risk), and indicated (higher risk levels; Muñoz et al., 
1996). Value-based care, in which health promotion is seen as better than illness, is 
increasingly a focus in the healthcare system. Traditionally, annual physicals or 
wellness visits have been tools for delivering universal, selective, and indicated pre-
ventive services for asymptomatic patients and patients exhibiting risk of morbidity. 
Equivalent infrastructure to provide behavioral health-focused preventive care is 
limited. Chapters 2 and 3 describe how prevention could be integrated into primary 
care workflows in more detail.

Currently, there is too little information about many questions regarding inte-
grated care and, particularly, prevention efforts in integrated care. For example, too 
little is known about the psychometrics of common screening devices that attempt 
to either identify behavioral health problems or risks for developing problems; too 
little is known about the clinical outcomes of the briefer often truncated interven-
tions given in integrated care or about the short- or long-term outcomes of preven-
tion efforts; too little is known on how integrated care should vary across differing 
populations or medical care practices; too little is known about the cost- effectiveness 
of integrated care, particularly prevention efforts that have been implemented; too 
little is known about proper training of professionals in an integratated care setting, 
especially in prevention skills; and too little is known about key operational details 
such as proper staffing, effective management, ideal contracting, or financial sus-
tainability. It seems that it is unfortunate that integrated care has been adopted so 
widely without a proper emphasis on its being data based and data generating. 
Quality improvement initiatives are admittedly costly but to date seem to be given 
short shrift (O’Donohue & Maragakis, 2016). It is unfortunately the case that inte-
grated care has not been practiced in the best tradition of evidence-based practice 
but rather seems to be all too often practiced beyond the margins of clinical science.

These diverse data gaps lead to difficulties for designing optimal prevention 
efforts in integrated care. Certainly, as the present volume will show, there are many 
choice points that need to be considered, ideally (sooner or later) with high-quality 
and relevant data to guide these decisions:

• How shall resources be divided between the twin tasks of the treatment of current 
problems and prevention of future problems? (And how should this be decided?)

• What should be the set of  prevention targets? Smoking? Obesity? Suicide? 
Depression? Substance abuse? Social rejection? And so on.

• What should be the mix between preventing mental health problems such as 
depression and preventing medical health problems such as diabetes and perhaps 
mixed problems such as obesity?

W. O’Donohue and M. Zimmermann
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• When should be the prevention efforts be universal (i.e., everyone receives), and 
when ought it to be targeted only toward high-risk individuals—and how does 
one validly measure such risk and determine appropriate cutoffs for prevention 
treatment?

• When ought prevention efforts be siloed—e.g., a single focus on for exam-
ple  depression—and when ought there be a prevention system that organizes 
multiple prevention targets and determines timing, dose, etc.? Relatedly, are 
there transdiagnostic processes such as tolerance of uncertainty, coping skills, 
relaxation skills, experiential avoidance, or anxiety sensitivity that ought to be 
targeted as these can prevent multiple clinical diagnoses?

• When ought these prevention efforts be delivered—e.g., should a smoking pre-
vention be delivered at a certain age, say 10 or 12, or when some sort of sentinel 
event occurs—the child admits to curiosity about tobacco products or only after 
some initial experimentation?

• Who receives the prevention efforts—the child, the guardian, or both?
• Who delivers the prevention efforts—the behavioral health provider, the primary 

care provider, paraprofessionals, or some combination of these?
• How effective are such prevention efforts—is there some sort of demarcation 

where there is too little bang for the buck?
• How ought such prevention efforts be paid for? This is key because the costs and 

benefits of prevention efforts can be borne by different payers (i.e., current insur-
ers can pay the costs of the prevention efforts), while the benefits may accrue to 
a payer at some distant point even decades into the future (e.g., smoking preven-
tion decreases cancer rates many decades later).

• What sort of training does the staff (everyone from front desk staff, providers, 
employees in the billing department, and management) of the system need to 
effectively implement such as prevention orientation?

• What sort of quality control system needs to be embedded so that one has data on 
the outcome and processes of the preventative system? This is a key question 
given the short shrift data generation has been given in contemporary integrated 
care practice.

• Are these prevention efforts culturally sensitive, or do they require cultural adap-
tations (e.g., language translation or otherwise)?

• How are these services coordinated with usual medical prevention and treatment 
efforts in the medical setting?

These are just some of the key questions that need to be answered while design-
ing prevention efforts.

1 Integrated Care and Prevention
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1.4  Public Health and Prevention

Public health measures have had some of the largest impacts on physical health. 
Improved sanitation, particularly clean water, has probably had the largest impact 
on the health of developed nations. But there is a range of other public health mea-
sures such as fluoridation, food safety measures, vaccinations (as recently seen so 
clearly in the COVID-19 pandemic), seat belt laws, gun laws, and what is generally 
considered as the development of the social safety net; also, there has had clear 
positive impacts on the prevention of a myriad of serious physical health problems.

Candidates for similar public health measures that are targeted toward behavioral 
health problems are less clear. Certainly, the public health measures mentioned 
above have ancillary behavior health benefits. For example, successfully preventing 
childhood polio by universal vaccinations results in the prevention of grief, stress, 
and other psychological disorders associated with families who do not have to deal 
with a child suffering or dying from polio.

However, it is difficult to identify public health measures that have directly tar-
geted the prevention of behavioral health problems. For instance, while interven-
tions to prevent anxiety and depression exist across levels of prevention (e.g., 
Stockings et al., 2016), these do not appear to be routinely implemented or scaled to 
a national level. Resources have been placed on early education such as Headstart, 
and although these are directly aimed at educational success, these again ought to 
have desirable behavioral health consequences. But this effort was aimed at prevent-
ing educational problems, not preventing mental health problems. General societal 
trends, such as vast increases in material wealth both in the high-income countries 
and in lower- and middle-income OECD countries such as China, India, and Brazil, 
have brought numerous benefits and certainly have prevented some behavioral 
health problems (e.g., decreased grief due to high rates of child mortality). Various 
political campaigns that have resulted in societal changes such as the feminist 
movement and gay rights movements have in all likelihood also resulted in the pre-
vention of a wide range of psychological problems due to adverse consequences of 
sexism or homophobia as well as the mental health problems that can arise due to 
the stress and aversiveness of being discriminated against, but these were not devel-
oped as public health campaigns to prevent mental health disorders but rather civil 
rights campaigns to remediate civil rights problems. The current emphasis on iden-
tifying and eliminating racism might result in similar positive effects, but again 
these current efforts are generally not regarded as a public health matter but again as 
a civil and human rights matter.

It is probably worthwhile for a clinician to understand a client’s resource prob-
lems as these can be used to prevent obvious problems such as financial stress or the 
wide range of problems associated with homelessness. We have developed a quick 
screen for the integrated behavioral health provider to use. However, it is also fair to 
say that identifying a resource gap is only a first step—often ways to remediate 
these gaps are simply not available in many communities. Filling these needs could 

W. O’Donohue and M. Zimmermann
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have dramatic implications for the prevention of behavioral health problems 
(Fig. 1.1).

1.5  The Structure of This Book

This book attempts to provide up-to-date, comprehensive, and authoritative infor-
mation on prevention technologies that can be used in integrated care settings. It 
covers general issues related to prevention (e.g., how to finance these efforts, how to 
staff these efforts, and a general introduction to the advantages of including preven-
tion efforts). It then contains 15 chapters covering specific behavioral health disor-
ders that can be addressed. The approach will hopefully be very helpful to the 
practitioner as well as management in integrated care: it covers basic definitions, 
screens, the specific roles of both the primary care provider and the behavioral care 
provider, and specific resources presented in a stepped care model. Stepped care is 
used in physical medicine in primary care. It allows the clinician and the patient to 
choose treatments that vary in their level of intensity.

Each chapter is designed to include:

 1. Definition/diagnostic criteria
 2. Prevalence and age of onset
 3. Risk factors
 4. Effective screening
 5. Review of evidence: What is evidence-based prevention?
 6. Universal, indicated, and selective prevention
 7. Stepped care prevention model: Role of PCP and BCP

 (a) Watchful waiting
 (b) Psychoeducation
 (c) Biblio-prevention
 (d) eHealth prevention tools
 (e) Groups
 (f) Individual

 8. Lessons learned/implementation.

Finally, it is hoped this book will spur a research agenda to address the gaps in 
knowledge related to effective prevention efforts in integrated care.

1 Integrated Care and Prevention
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Resource Plan

Please check the box for any services needed now or in the near future (within the next 12 

months). If you are unsure check, "unsure." The goal of this is to make sure all services that 

are needed are being provided. Gaps in services can result in problems in health and 

functioning. Some services may not be available for various reasons (for example, financial); 

however, please still check the box as it is important to identify service gaps.

Service Present Need Future Need Unsure

Housing and Shelter Childcare

Food 

Clothing 

Employment 

Financial Aid Resources

Transportation 

Healthcare Medical 

Dental 

Vision

Hearing 

Disability Services

Children and Youth Services

Legal Services

Mental Health Services

Police Services

Protective/Victims’ Services

Elderly Services

Caregiver Support Services 

Substance Abuse Treatment 

Childcare

Other: Please describe: 

Fig. 1.1 Resource plan

W. O’Donohue and M. Zimmermann
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Chapter 2
The Behavioral Health Wellness Visit

Martha Zimmermann and William O’Donohue

2.1  Annual Wellness Visits and the Prevention 
of Physical Disease

The annual wellness visit (AWV), also referred to as the annual physical or periodic 
health exam, is a routine medical visit conducted for asymptomatic children and 
adults. This visit has traditionally been the primary format through which services 
to prevent physical disease are delivered in primary care settings (Gorbenko et al., 
2017). Endorsed as far back as the 1920s by the American Medical Association 
(Emerson, 1923), a version of the AWV was a mainstay of primary care for years 
(Gorbenko et al., 2017; Oboler et al., 2002). The conceptual underpinnings of the 
AWV were grounded in an “all-encompassing” approach to detect early-stage dis-
ease and alter their course (Han, 1997). The AWV typically includes an assessment 
of health and risk factors for disease (e.g., substance use, family medical history) in 
addition to provision of preventive care services tailored to these risk factors. 
Services also aim to consider relevant sociodemographic risk factors, such as patient 
age and sex (Boulware et al., 2007). The goals of the AWV include health promo-
tion, early disease detection, and disease prevention. The visit also serves to educate 
patients about risks and health services, to facilitate a relationship with the provider 
and organization, and to identify opportunities to intervene and improve population- 
level health (Boulware et al., 2007; Zaman, 2018).

The concept of a yearly physical is not without controversy. First, constraints on 
provider time and resources have led some to question the value of the visit relative 
to the costs of its delivery in both expense and optimal resource utilization 
(Birtwhistle et  al., 2017; Mehrotra & Prochazka, 2015; Shein & Stone, 2017). 
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Second, evidence has suggested that a general “prevention” approach does not dem-
onstrate clear benefit in the prevention of physical disease (e.g., Cutler et al., 1973). 
A growing body of evidence suggests that general health checks do not appear to 
impact purported outcomes of morbidity or mortality (Krogsbøll et al., 2012). In 
addition, concerns related to excessive diagnosis and testing have been raised, as 
potential patient harm could arise from false positives and unnecessary intervention 
(Birtwhistle et al., 2017). It has been suggested that factors other than efficacy (e.g., 
insurance, patient expectations) have contributed to the continued use of the AWV 
(Han, 1997). Approximately two-thirds of primary care patients and providers, for 
example, believe an annual physical is a necessary component of healthcare (Oboler 
et al., 2002; Prochazka et al., 2005).

In response to these concerns, a second generation of the wellness visit approach 
involved more targeted and selected services aimed at prevention services for 
asymptomatic populations. In the 1970s, the Canadian Task Force on the Periodic 
Health Examination suggested replacing the general health check with a “selective 
plan of health protection packages appropriate to the various health needs at the dif-
ferent stages of human life” (Hill et al., 1979, p. 1199). According to the report, 
preventive care should be based on relevant demographic characteristics (e.g., age 
and sex) and be a “lifetime plan intended to improve or protect health at all ages” 
(Hill et al., 1979, p. 1199).

In 1984, the US Department of Health and Human Services created the US 
Preventive Services Task Force (USPSTF). The USPSTF Guide to Clinical 
Preventive Services provided recommendations for timing and provision of preven-
tive care. These guidelines were published in 1989 and are continually updated with 
the accrual of new evidence (USPSTF, 1989, 1996, 2014). These guidelines con-
sider the costs and benefits of delivering a particular service, alongside the strength 
of the evidence supporting the recommendation. Recommendations consider the net 
benefit or the “benefit minus harm of the preventive service as implemented in a 
general primary care population” (USPSTF, 1996, p. 231). Evidence is assessed on 
the strength and certainty of a given recommendation or the “the likelihood that the 
USPSTF assessment of the net benefit of a preventive service is correct (USPSTF, 
1996, p.  231). Guidelines receive designations based on the degree of certainty 
(either “A,” “B,” “C,” “D,” or “I”). An “A” rating indicates that the service is recom-
mended with high certainty of a benefit of that service, “B” indicates moderate to 
substantial benefit, and so on. An “I” rating indicates that the evidence is not 
conclusive.

In 1994, the American Academy of Pediatrics developed Bright Futures, a set of 
recommendations aimed at the AWV for children ages 0–21, or the “Well-Child 
Visit.” Guidelines are developed for each developmental stage (i.e., infancy 
0–9 months, early childhood 1–4 years, middle childhood 5–10 years, and adoles-
cence 11–21 years) and include both the prevention of physical disease (immuniza-
tions, screening for HIV, sexually transmitted infection, etc.) and developmental 
and behavioral health concerns. Several limitations of these guidelines have been 
noted, including time constraints associated with the delivery of all suggested ser-
vices (Belamarich et al., 2006) and concern for the degree to which recommenda-
tions are evidence-based (Dinkevich et al., 2001).
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2.1.1  Lessons Learned from the AWV for the Prevention 
of Physical Disease

The lack of benefit associated with a general prevention approach has led to the 
development of new models for delivering preventive care. In contrast to a more 
general approach, targeted preventive care has a positive impact on health outcomes 
and the prevention of physical disease (Birtwhistle et al., 2017; Ploeg et al., 2005; 
Stuck et al., 2015). As a result, Birtwhistle (2017) and colleagues propose the peri-
odic preventive health visit rather than a yearly physical. This format could retain 
benefits of maintaining a patient-provider relationship and strike a more effective 
balance between harms and benefits of screening and intervention. For instance, 
cervical cancer screening might be a worthwhile preventive care service for indi-
viduals  aged 25–65 with a cervix at average risk every 5  years (Fontham et  al., 
2020), whereas potential harms associated with false-positive findings from mam-
mography screening for breast cancer may not (Jørgensen & Gøtzsche, 2009; 
Moynihan et al., 2012). Any broad recommendation could be tempered with shared 
decision-making to meet the needs of an individual patient.

Shared decision-making can be defined as “a process whereby clinicians collab-
oratively help patients to reach evidence-informed and values-congruent medical 
decisions” (Grad et al., 2017, p. 682). Shared decision-making may be of particular 
relevance to preventive care, given the costs and benefits associated with a given 
service. Conversations about the value of preventive care could include providing 
information about risk and patient values. Grad and colleagues (2017) also suggest 
using decision aids such as an infographics that visually demonstrate the proportion 
of individuals receiving a given screening who are diagnosed with a disease, receive 
a false-positive diagnosis, or experience other adverse events as a result of testing.

Example of a Novel Prevention Approach: The BETTER Model An example of 
emerging models of the AWV includes the Building on Existing Tools to Improve 
Chronic Disease Prevention and Screening in Primary Care (BETTER) model 
(Grunfeld et al., 2013). In order to address the gap in preventive care, the BETTER 
model aims to deliver individually tailored, evidence-based care in a primary care 
setting to prevent chronic disease. Intervention targets lifestyle factors, such as alco-
hol and tobacco use, diet, and exercise, relevant to heart disease, diabetes, and can-
cer. The key to this framework is the designation of an allied health professional as 
a dedicated “prevention practitioner.” The prevention practitioner conducts a 1-hour 
primary care visit specifically designed for the delivery of preventive care.

The BETTER model includes a patient health survey prior to visits and validated 
instruments not typically collected to assess the patient’s electronic medical record, 
such as the General Practice Physical Activity Questionnaire [(GPPAQ; Heron 
et al., 2014)] (Grunfeld et al., 2013; Manca et al., 2015). This tool has been revised 
in response to feedback and is designed to be completed in approximately 30 min-
utes and prior to the visit (Manca et al., 2015). This screening serves both as an 
assessment tool to determine patient risk-level and intervention targets and as a 
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means to assess progress and response to intervention over time. Prevention visits 
include reviewing results of this screening and connecting patients to community 
resources within the practice (e.g., referral to dietician), external resources (e.g., 
specialists, more specialized screenings, community programs), or Internet 
resources (Grunfeld et  al., 2013). The visit includes shared decision-making and 
goal setting related to relevant health behaviors or lifestyle changes.

The BETTER program makes use of digital resources, including “toolkits,” for 
providers and low-intensity patient resources. The website includes resources listed 
by problem or health behavior (e.g., alcohol, lifestyle, obesity, mental health, etc.). 
Patients can find evidence-based self-help resources, such as physical activity track-
ing sheets, affordable nutrition information, or computer-based self-help for depres-
sion or anxiety (e.g., MoodGYM; Twomey & O’Reilly, 2017). Receipt of prevention 
practitioner services is associated with an increase in overall prevention and screen-
ing actions (e.g., blood pressure screening, BMI screening, physical activity pro-
gram referrals, etc.; Grunfeld et  al., 2013). Clinician, stakeholder, and patient 
interviews suggest the value of the comprehensive nature of the BETTER approach; 
the personalized, patient-centered approach; integration within the primary care 
system; and adaptability across settings (Manca et al., 2014; Sopcak et al., 2017).

Finally, an economic evaluation of the program examined the intervention’s 
incremental cost-effectiveness ratio, or the difference in cost between usual care and 
the intervention. Analyses suggested the incremental cost-effectiveness ratio was 
$26.42 (CAD, or $21.89 USD) for each chronic disease prevention and screening 
action completed. The authors suggest that this cost is relatively low compared with 
the likely long-term cost associated with chronic health conditions (Grunfeld et al., 
2013). Qualitative interviews from patients and stakeholders were also solicited to 
determine other costs or barriers associated with the program (i.e., concerns regard-
ing lack of follow-up; Sopcak et al., 2017).

Taken together, an evolving understanding of the AWV and its function has sug-
gested the following features increase the effectiveness and value of preventive care 
in primary care settings: (1) selective timing; (2) targeted intervention; (3) dedicated 
practitioners; (4) use of digital modalities to provide low-intensity, low-resource 
intervention; and (5) careful cost-benefit analyses and solicitation of stakeholder 
input to ensure valuable services and avoid harms associated with false positives.

2.2  Need for a Behavioral Health-Focused Wellness Visit

Behavioral disorders (including mental and emotional disorders) are prevalent, 
impairing, and costly. One in every three to four children and nearly half of adoles-
cents are estimated to experience  a behavioral health disorder of some kind 
(Merikangas et al., 2010). Approximately one in five adults has experienced a men-
tal disorder in the past year (SAMHSA, 2017). Depression, for instance, is among 
the most common mental disorders (Kessler et al., 2005). Individuals affected by 
depression experience disruptions in social relationships, education, or employment 
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and are at greater risk for onset and more severe course of physical disease (Kessler, 
2012a, b). In the year 2020, the economic burden of major depressive disorder was 
estimated to be $326.2 billion USD (Greenberg et al., 2021). This figure includes 
workplace costs, direct costs, and suicide-related costs (Greenberg et  al., 2021). 
Particularly concerning is that depression appears to be increasing in prevalence 
even as treatment rates increase (Jorm et al., 2017). As such, turning attention to the 
prevention of such disorders is essential to the reduction of this growing burden.

Behavioral health disorders play an important role in the presentation of physical 
disease and health service utilization (O’Donohue & Cucciare, 2005). Accordingly, 
the integration of behavioral health into the medical settings has resulted in improve-
ments in behavioral health and physical health outcomes across the lifespan and 
conditions (Asarnow et al., 2015; Kwan & Nease, 2013; Vogel et al., 2017; Woltmann 
et al., 2012). Perhaps due to the reimbursement structures and lack of community 
mental health access, however, integrated primary care has primarily focused on the 
treatment rather than the prevention of behavioral disorders (Williams, 2019). 
Workflows that are conducive to preventive care delivery are essential to the deliv-
ery of a given service (Litaker et al., 2005). Just as the periodic health exam pro-
vides infrastructure within primary care to deliver preventive care, wellness visits 
could be conducted by a dedicated behavioral health practitioner to transform the 
integrated care model from treatment-focused to one that emphasizes prevention.

2.2.1  Existing Behavioral Health Guidelines

USPSTF guidelines recognize the importance of behavioral health and behavior 
change in preventive care delivery. Existing guidelines encompass a great deal of 
recommendations pertinent to the prevention of behavioral health concerns. The 
USPSTF considers screening youth ages 12–18 and adults (including pregnant and 
postpartum women) for major depressive disorder (MDD) as a recommendation 
“B” for moderate certainty of moderate benefit (Forman-Hoffman et  al., 2016; 
O’Connor et al., 2016). In addition to screening, the USPSTF increasingly recom-
mends the delivery of interventions to prevent behavioral disorders. For instance, 
counseling to prevent perinatal depression (O’Connor et al., 2019) and to prevent 
tobacco use among youth (Owens et al., 2020) are services with a “B” rating. In 
practice, providers report assessing for behavioral health risks within AWVs 
(Boulware et al., 2007). Substance use, including alcohol, tobacco use, and dietary 
risks are the most reported risk assessments in the adult AWV, although practices 
vary (Boulware et al., 2007).

The American Academy of Pediatrics Bright Futures provides specific guide-
lines for children in the Well-Child Visit. These guidelines typically include screen-
ing for autism spectrum disorder, tobacco use, drug and alcohol use, and child and 
maternal depression (Hagan et  al., 2007). Well-child visits have traditionally 
included preventive care or counseling known as anticipatory guidance, defined as 
the “provision of information to parents or children with the expected outcome 
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being a change in parent attitude, knowledge, or behavior,” and information about 
typical development (Telzrow, 1978, p. 14). Anticipatory guidance can be seen as 
covering behavioral health concerns. For instance, anticipatory guidance could 
include the recommendation to avoid sugar-sweetened beverages prior to 1 year of 
age and limit sugar-sweetened beverage consumption among older children 
(Turner, 2018).

2.2.2  Limitations of Existing Guidelines

Although professional organizations increasingly recommend screening and inter-
vention either related to behavioral health or to prevent behavioral disorders, these 
services are often neglected. The majority of well-child visits, for instance, do not 
address all domains of behavioral health concerns (Irwin et al., 2009). Consultation 
time in the AWV in the United States appears to be on average approximately 
20 minutes (Irving et al., 2017) but can include less than 10 minutes spent on antici-
patory guidance (Burt et  al., 2014). An observational study of well-child visits 
found that an average of 42% of topics recommended by the Bright Futures guide-
lines were covered (Norlin et  al., 2011). In particular, social and family factors, 
behavior and discipline, physical activity, risk reduction, and substance use were 
less commonly recommended by primary care physicians (Norlin et  al., 2011). 
Relying on the traditional AWV to deliver screening and prevention services with a 
focus on behavior change has the following limitations:

 1. Time. An analysis conducted by Yarnall et al. (2003) suggested that if primary 
care providers were to provide all recommended USPSTF services, this would 
create 7.4 hours per day of additional time engaged in service provision. This 
analysis was conducted prior to the introduction of many of the USPSTF guide-
lines described above. Accordingly, providers report that time constraint is one 
important impediment to the implementation of behavioral health-focused inter-
vention (Midboe et al., 2011).

 2. Training. Providers may have heterogeneous training with respect to behavioral 
health, with general medical training including 4–8 weeks of interview training 
and 4–8 weeks in psychiatry in year 3 (Smith, 2011; Smith et al., 2014). Further, 
while behavioral change techniques, such as motivational interviewing (MI), can 
be implemented by medical professionals (Lundahl et al., 2013), they do require 
time and training to deliver with fidelity (Schumacher et  al., 2018; Schwalbe 
et al., 2014). One study found that among advanced doctoral students and fel-
lows, an average of nine supervised sessions were required to achieve MI com-
petency benchmarks, ranging from 4 to 20 (Schumacher et al., 2018). Further, 
these techniques may be best sustained with 12–16 hours of initial training and 
extended follow-up (i.e., 6  months) with an expert trainer (Schwalbe et  al., 
2014). Accordingly, medical providers report less training in behavior change 
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interventions and lower self-efficacy in delivering such interventions than do 
their counterparts in mental health fields (Midboe et al., 2011).

 3. Scope. While behavioral health has been to some extent incorporated into pre-
ventive care with respect to the prevention of physical disease (i.e., the BETTER 
model; Grunfeld et  al., 2013), the prevention of behavioral health disorders 
themselves has been relatively unaddressed. The addition of behavioral health 
providers and interventions targeting behavioral health disorders themselves is 
key to reducing the burden of prevalent and costly disorders (e.g., depression and 
anxiety) in addition to health behaviors that contribute to the onset and chronic-
ity of physical disease.

The limitations of provider capability to provide preventive care for behavioral dis-
orders do not suggest that primary care providers are not striving to provide quality 
care. Provider consultation time has increased from 15 to 20 minutes in the United 
States in recent years, yet the proportion of primary care providers per capita is rela-
tively low and has remained stable over time (Irving et al., 2017). As such, primary 
care providers experience an increasing time burden and also report high rates of 
burnout relative to other medical specialties (Shanafelt et al., 2019). Leveraging the 
unique skillsets of behavioral health professionals to deliver preventive care has the 
potential to both improve patient care and increase physician satisfaction.

2.3  Existing Research on Behavioral Health-Focused AWV

The structure and needs of primary care make this setting well-suited for the imple-
mentation of prevention programs (Leslie et al., 2016; Williams, 2019; Zimmermann 
et  al., 2020). While little is known about the efficacy of the behavioral health- 
focused wellness visit to prevent behavioral disorders, a significant body of work 
suggests prevention programs are efficacious across developmental stages and set-
tings (Leslie et al., 2016). Prevention programs developed for other settings could 
be adapted for use in a behavioral health-focused AWV.

An example of one program developed in a school setting and adapted for pri-
mary care is the Family Check-Up (FCU). Originally developed as a school-based 
prevention approach, the FCU is a risk-informed approach to increase parental 
motivation to monitor their child’s substance use to prevent substance use initiation 
(Dishion et al., 2003). Several studies have demonstrated the effectiveness of the 
FCU in school setting in preventing behavioral health problems (Smith et al., 2018). 
Smith et al. (2018) describe a process for using implementation science to “scale 
out” existing evidence-based practices for new contexts. Specifically, scaling can 
include adapting an evidence-based practice or program to a different setting (e.g., 
from school to primary care) with the same population (Aarons et al., 2017; Smith 
et al., 2018).

Ridenour et al. (2021) examined the use of the FCU in a primary care setting, 
employing a behavioral specialist who spent 8 minutes while patients waited in a 
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waiting room to administer the computerized Youth Risk Index (Ridenour et  al., 
2015). The majority (93.5%) of families referred to the program participated in it. 
At a 12-month follow-up, the FCU reduced the risk of initiating a substance by 
37%. The FCU also led to a reduction in risk factors for substance use, including 
anxiety and deviancy tolerance (Ridenour et  al., 2015). The FCU has also been 
adapted for obesity prevention, leading to the development of the Family Check-Up 
for Health (FCU4Health), which included an emphasis on goal setting, problem- 
solving, social support, information about health risks, restructuring environment, 
and gathering information (Smith et al., 2018). Taken together, evidence-based pre-
vention programs across developmental periods exist, and the wellness visit could 
be a format through which to implement such services.

While research is limited in regard to the efficacy of the behavioral health well-
ness visit in the prevention of behavioral disorders, preliminary evidence suggests 
that these visits are feasible and acceptable to stakeholders. Burt et al. (2014) exam-
ined the integration of behavioral health into the well-child visit in underserved and 
rural primary care clinics. In this study, 94 parents and/or caregivers of children 
receiving a well-child visit were randomly assigned to receive usual care (i.e., stan-
dard well-child visit) or usual care with additional anticipatory guidance and behav-
ioral health-oriented guidance delivered by a behavioral health provider, following 
the visit with the primary care provider. Behavioral health providers asked parents 
and caregivers about their child’s activities and development and provided respon-
sive recommendations if any concerns were raised. Parents and caregivers in the 
behavioral health-integrated group reported nearly twice the number of topics cov-
ered and an increase of 9 minutes in time compared with the usual care group (Burt 
et al., 2014). This preliminary investigation suggests that the addition of behavioral 
health into the annual wellness visit can increase the scope of topics covered as well 
as time spent with the provider.

The majority of adults (>90%) report that diet, physical activity, and drug and 
alcohol use should be discussed in an annual physical with their providers (Oboler 
et al., 2002). Parents and caregivers also report interest in their children’s behavioral 
health, reporting interest in behavioral health resources and in discussing behavioral 
health with their pediatricians (Byrd et al., 2015; Mehus et al., 2019; Riley et al., 
2019). Attitudes toward a behavioral health wellness visit specifically also appear 
positive. In a study of parents and caregivers of children ages 0–18, the majority of 
participants (>80%) agreed that prevention was important, were interested in learn-
ing their child’s risk for a behavioral disorder, and were interested in learning 
screening results (Zimmermann et al., 2020). Parents and caregivers ranked anxiety 
disorders as the most important to prevent, followed by depression, alcohol use 
disorders, impulse control disorders, and other substance use disorder. Thus, exist-
ing research suggests that integrating behavioral health into the wellness visits and 
well-child visit both could increase the scope of topics covered and also would be 
received positively by patients, parents, and caregivers.
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2.4  Behavioral Health Wellness Visit Content: Screening, 
Intervention, and Stepped Care Approach

The behavioral health wellness visit conducted by a dedicated behavioral health 
professional has high stakeholder interest, has demonstrated feasibility, and has the 
potential to substantially improve the quality of behavioral health-focused preven-
tive care. What follows is an outline of an approach to a behavioral health-integrated 
wellness visit (Fig. 2.1).

2.4.1  Identify Tailored Prevention Target

Prevention targets could be determined based on static risk factors (e.g., age) and 
dynamic or variable risk factors (e.g., symptom elevations). In particular, age of 
onset could determine the age at which some disorders are screened (Zimmermann 
et al., 2020).

2.4.2  Screening

The wellness visit could include a general screen (i.e., range of behavioral health 
concerns) commonly reported in primary care in addition to a risk-specific screen if 
indicated. Screening could be provided via patient portals (e.g., Gadomski et al., 
2015) so that providers could view results of the screen prior to the visit. Examples 

1. Identify tailored prevention target

• Includes range of BH concerns

2. Screening

•Informed by age based specific screen + all positives from general screen

3. Wellness Visit: In Session Intervention

•Watchful waiting
•Psychoeducation
•mHealth
•eHealth
•Bibliotherapy
•Brief psychotherapy 1-2 sessions
•Referral to intervention

4. Recommendations

Fig. 2.1 Assessment and intervention in the behavioral health-integrated wellness visit
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of general screens include the Pediatric Screening Inventory (PSI; Byrd et al., 2015), 
Adolescent Symptom Inventory-4 (ASI-4; Gadow et  al., 1997), and the Adult 
Screening Inventory (ASI; Maragakis & O’Donohue, 2015). Screening could also 
include a more specific, risk-responsive tool (e.g., administering the Screen for 
Child Anxiety-Related Emotional Disorders [SCARED; Birmaher et  al., 1997] 
close to age of onset for anxiety disorders [median age of 11; Kessler et al., 2005]). 
Screening tools relevant to specific behavioral disorders and how they can be inter-
preted are described in each chapter of this book.

2.4.3  Wellness Visit

The visit itself could be individually tailored and include a 20–30-minute visit led 
by a behavioral health professional to serve the following functions:

Describe the Role of Behavioral Health Provider in Patient Health One of the 
advantages of integrated care is the facilitation of access to quality behavioral 
healthcare for individuals who might not otherwise obtain access. Describing the 
role of behavioral health in physical health and well-being could reduce future bar-
riers to accessing behavioral health.

Provide Screening Feedback Behavioral Health Providers (BHPs) could deter-
mine the level of risk based on positive findings from the general screen and eleva-
tions on any additional screening. For instance, SCARED scores ≥30 indicate 
probable anxiety disorder diagnosis. Scores below this threshold but exhibiting an 
elevation (e.g., SCARED score between 10 and 29) could indicate greater risk.

Deliver Brief Psychoeducation or Intervention The session could include 
responding to a positive screen as appropriate. Below-threshold scores might war-
rant brief psychoeducation relevant to the target problem, elevated scores may indi-
cate indicated prevention, while screening positive would result in usual care for 
positive screening (e.g., brief intervention, referral, etc.). Brief interventions are 
described throughout this book pertaining to specific disorders. Prevention can take 
the form of a “toolbox approach,” with the provider teaching brief skills relevant to 
the concern raised or something that is developmentally appropriate (Cuijpers et al., 
2009; James & O’Donohue, 2009). A growing literature supports the role of Single 
Session Interventions in both the prevention and treatment of youth mental health 
problems (Schleider & Weisz, 2017). While few single session interventions have 
been examined in a primary care setting, the brief nature is ideally suited for deliv-
ery within the context of the well-child or wellness visit. Specific approaches to 
preventive interventions are provided in this book.

Introduce Recommendations for Follow-Up The visit would be followed by 
stepped care approaches to prevention.
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Stepped care recommendations. Stepped care approaches are self-correcting, least 
restrictive approaches to maximizing healthcare resources (Bower & Gilbody, 
2005; Maragakis & O’Donohue, 2018; O’Donohue & Draper, 2010). Self- 
correcting refers to the ability to monitor the level of care for appropriateness, 
whereas least restrictive refers to the progression of care from lower to higher 
intensity (Bower & Gilbody, 2005). Stepped care approaches to prevention have 
been effectively used in the primary care setting (van’t Veer-Tazelaar et al., 2009) 
and have demonstrated cost-effectiveness (van’t Veer-Tazelaar et al., 2010) and 
sustained effects over time (van’t Veer-Tazelaar et al., 2011). Routine or built-in 
assessment of the target problem would allow for the decision for a more inten-
sive step (Hermens et al., 2014). Decision-making can be informed by standard-
ized cutoffs (e.g., van’t Veer-Tazelaar et al., 2009). Steps could include eHealth 
and mHealth, groups, brief individual therapy, or a referral to specialty men-
tal health.

Digital health. With respect to prevention, low intensity is particularly relevant, as 
asymptomatic individuals may be unlikely to perceive a significant need or be 
prepared to commit significant time or resources to a prevention approach. As 
such, digital health technologies could play an important role in the behavioral 
health wellness visit. First, the use of digital screening has the capacity to expand 
the scope of assessments, given the limitations of time face to face with a pro-
vider (Gadomski et al., 2015). One example is the DartScreen, a digital tool to 
implement validated instruments via tablet prior to a wellness visit (Gadomski 
et al., 2015). The tool is responsive, meaning that a brief screen (e.g., GAD-2; 
Kroenke et al., 2007) is followed by additional screening (e.g., GAD-7; Spitzer 
et  al., 2006) if positive. The use of the DartScreen is associated with greater 
coverage of psychosocial topics within a wellness visit (Gadomski et al., 2015). 
Digital health interventions have also demonstrated effectiveness in the preven-
tion of several behavioral health disorders (Deady et al., 2017) and health behav-
ior change to prevent physical disease (Joiner et al., 2017).

2.4.4  Theoretical Approach

The transtheoretical model (TTM) or stages of change model (Prochaska et al., 2015) 
could be applied to increase motivation to engage with BHP recommendations. The 
TTM conceptualizes behavior change as a process and operates by identifying patient 
readiness to change, harnessing processes of change (e.g., stimulus control, helping 
relationships, reinforcement), and addressing decisional balance (i.e., costs and ben-
efits of change) and self-efficacy to change. This model has been delivered briefly to 
promote health behaviors among racial/ethnic minority youth in primary care (Issner 
et al., 2017) and is the basis for effective multiple health behavior change (MHBC) 
interventions with high-risk populations (Prochaska et  al., 2015). This model is 
designed to cohere with a range of specific, targeted interventions such as cognitive-
behavioral techniques (Prochaska et al., 2015) and is described in this book.
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2.5  Strengths of Behavioral Health Wellness Visit Approach

 1. Provide structure for delivery of preventive care services. Healthcare is moving 
toward a value-based system, in which “maintaining good health is inherently 
less costly than dealing with poor health” (Porter, 2009, p. 109). There is a need 
for systems and technologies that can transform standard clinical practice by 
facilitating behavioral health-focused prevention and quickly measuring service 
quality and value.

 2. Reduce barriers to accessing behavioral healthcare. Medical settings may 
remove barriers to behavioral health services such as stigma and privacy con-
cerns raised in school settings (Burt et  al., 2014; Gillham et  al., 2006). The 
behavioral health-integrated wellness visit has the potential to reduce stigma by 
suggesting that all patients can benefit from behavioral health services (Williams, 
2019). The integration of behavioral health into medical settings is associated 
with better follow-up into behavioral health services (Auxier et al., 2012; Kessler, 
2012a, b).

 3. Reduce primary care provider burden. The potential impact of the behavioral 
health annual wellness visit on primary care providers is twofold. First, behavior 
health providers can take on preventive care traditionally expected to be deliv-
ered by primary care providers. Second, the effective prevention of behavioral 
disorders could result in reduced medical service utilization and physical health 
problems.

2.6  Challenges and Considerations

 1. Patient factors. Some patient factors may be associated with finding the wellness 
visit less acceptable. For instance, sociodemographic characteristics, including 
younger caregiver age, and identifying as non-Hispanic or Latino White have 
been associated with less favorable attitudes toward behavioral health-focused 
preventive care (Zimmermann et al., 2020). It may also be important to identify 
and address perceived risks of this service for parents/caregivers. One study 
found privacy to be a main concern expressed by parents declining to participate 
in a prevention program in a school setting (Heinrichs et al., 2005). In addition, 
decisional balance, or perceiving risks to outweigh benefits, is associated with 
less favorable attitudes toward a behavioral health-focused visit in primary care 
(Zimmermann et al., 2020).

 2. Provider and setting factors. While provider attitudes and perspectives should be 
incorporated for program development (Proctor et al., 2007), provider attitudes 
are not consistently related to patient health outcomes (Litaker et  al., 2005; 
Litaker et al., 2007). For instance, the Direct Observation of Primary Care Study 
examined physician attitudes and whether patients were up to date on preventive 
care as determined by the USPSTF guidelines. The study found generally low 
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rates on behavioral health-focused preventive care, with 10% of primary care 
patients receiving diet advice and 36% receiving smoking cessation advise. 
Rather than provider attitudes predicting provision of these services, however, 
having an office visit scheduled was the most important factor associated with 
service provision (Litaker et al., 2005). As such, developing a feasible and effec-
tive workflow is essential to effective implementation of a behavioral health 
wellness visit. Any change to workflow in integrated care can be challenging and 
should be coupled with adequate training and preparation (Kwan & Nease, 2013).

 3. Reimbursement. The integration of behavioral health providers into the well- 
child visit or annual wellness visit would require costs of training, staff, direct 
costs, and time that are not currently embedded within the healthcare system. 
The Canadian Task Force on the Periodic Health Examination called for incen-
tives for developing approaches for preventive care (Hill et al., 1979).

2.7  Conclusions and Future Directions

While most medical visits are focused on treatment, the AWV has long been the 
vehicle through which health promotion and disease prevention occur for primary 
care patients. The historical changes in the AWV suggest the importance of consid-
ering the value of care and delivering targeted and evidence-based screening and 
intervention. The integration of behavioral health into this visit presents an opportu-
nity to expand the scope of preventive care and increase its effectiveness. More 
research is needed to determine the effectiveness and cost-effectiveness of a behav-
ioral health wellness visit, as well as timing and duration of preventive interventions 
delivered in this format.
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Chapter 3
Integrating Mental Health Prevention into 
the Primary Care Workflow

Laura Blanke, Lisa Herron, Stephanie Kirchner, and Benjamin F. Miller

3.1  Introduction

Primary care is first, foremost, and fundamental (Starfield, 1998; Starfield & Shi, 
2004, 2007; Starfield et al., 2005). It is the bedrock, the core function of a healthy 
delivery system. For decades, science has recognized that without mental health as 
a part of this function, primary care offers inferior and insufficient care. In the semi-
nal 1996 National Academies of Science, Engineering, and Medicine (formerly 
Institute of Medicine) report on Primary Care, authors described the critical neces-
sity of investing in primary care to help achieve population health goals (deGruy, 
1996; Institute of Medicine, 1996). Since then, the healthcare sector continues to 
work at valuing and investing in primary care, and the integration of mental health 
has taken a much more visible position in the primary care community, at least con-
ceptually (Brown Levey et  al., 2012; Butler et  al., 2008; B.F.  Miller & Hubley, 
2017; Zivin et al., 2017).

The integration of primary care and mental health, as defined by the Agency for 
Healthcare Research and Quality (Peek, 2013) is the: Care that results from a prac-
tice team of primary care and behavioral health clinicians, working together with 
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patients and families, using a systematic and cost-effective approach to provide 
patient-centered care for a defined population. This care may address mental health 
and substance use conditions, health behaviors (including their contribution to 
chronic medical illnesses), life stressors and crises, stress-related physical symp-
toms, and ineffective patterns of health care utilization.

Bringing mental health clinicians into primary care settings and onto the primary 
care team has significant benefit for the patient (Balasubramanian et  al., 2017). 
From early detection of mental health problems to crisis intervention and treatment, 
there are a multitude of gains when mental health expertise is on site in a primary 
care practice. While the literature has covered the science behind integration in 
great detail elsewhere (Butler et al., 2008; Funk et al., 2008; Patel et al., 2013), there 
are two key aspects of the work that we will consistently refer to in this chapter. The 
first is the importance of workflow and assuring that pathways for the patient and all 
the clinicians involved in care are clear and consistently defined so that patients do 
not get lost in the system or fall through the cracks (Davis et al., 2013). The second 
is the range of interventions that mental health clinicians provide on the primary 
care team (Maragakis & O’Donohue, 2018; B. F. Miller et al., 2014). We posit that 
prevention and early intervention should be a core foundation of how primary care 
conceptualizes and implements its integrated model. This chapter will explore the 
need and growing effort to better integrate mental health in the primary care setting, 
which includes identifying ways that core prevention services can be distributed in 
the clinical workflow to improve care and efficiency as well as provide specific 
recommendations for mechanisms that can be employed to improve integration 
efforts among practice personnel, and system and policy changes needed to facili-
tate changes in the clinical setting.

3.2  Defining Prevention

Across the globe, health prevention and healthcare delivery are typically divided 
into three tiers: primary, secondary, and tertiary. Each tier has a unique and overlap-
ping clinical workflow, with bidirectional flows of patient information, provider 
tasks, and levels of communication. Here we will briefly describe the various types 
of prevention.

Prevention in the primary care setting was first defined in the 1940s by Hugh 
Leavell and E. Guerney Clark of Harvard and Columbia Schools of Public Health as 
“measures applicable to a particular disease or group of diseases in order to inter-
cept the causes of disease before they involve man…” (Cohen et al., 2010, p. 5). 
Primary caregivers include primary care physicians (PCPs), nurse practitioners 
(NPs), and physician’s assistants (PAs). The primary care setting is the first point of 
contact for people who need healthcare and healthcare services for routine services 
such as vaccinations and occurs before the development of illness or disease.

The literature has robust examples of primary prevention – and many of the solu-
tions for advancing health and preventing disease are grounded in social or 
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community factors. If the goal of primary prevention is to avoid the onset of the 
disease to begin with, this means that most of the priority factors for intervention are 
social factors like where a person lives, their education, and their employment, also 
referred to as the social determinants of health (SDoH).

Mental health clinicians working in primary care will have appointees, which 
may range from patient navigators to social workers, to address the above issues 
through a network of care model. Prevention in secondary care requires a screening 
element and involves more clinicians and treatment than primary and is typically 
hospital-based. It can be routine and planned, like mammography or colonoscopy, 
or it can be urgent, like treatment of a fracture or severe stomach flu. Prevention in 
tertiary care is the highest specialization of care and occurs after diagnosis of a dis-
ease or illness, for example, neurosurgery for a brain tumor or chemotherapy for 
cancer patients (Centers for Disease Control, 2019).

3.3  Public Health Prevention

Public health prevention focuses on prevention of disease and health promotion, and 
provision of a limited set of safety net services – often outside of the primary care 
setting and not providing the full set of services that would be classified as a medical 
home, let alone robust integrated care that includes mental health services. Access 
to more comprehensive health and mental health services usually require referral, 
though there are some local and regional public health clinics that provide a wider 
array of services and might be considered integrated in some ways. Those clinics 
are sometimes affiliated with a Federally Qualified Health Center or co-located with 
state-level services (such as Women, Infant & Children programs).

3.4  Prevention in Primary Care

The literature is clear that having a regular source of care is the single most impor-
tant factor associated with the receipt of preventive services (Bindman et al., 1996). 
Primary care at its core is about continuity (Schwarz et al., 2019) and comprehen-
siveness (O’Malley & Rich, 2015). In fact, Barbara Starfield in her seminal work on 
primary care (Starfield, 1998) described how comprehensiveness in primary care 
must include prevention and wellness, as well as acute and chronic health condition 
management, which includes mental health. As others have written, bringing mental 
health into primary care only complements these core functions of continuity and 
comprehensiveness (Dickinson & Miller, 2010).

Despite the hurdles, prevention matters, as it is fundamental to improving both 
personal and population health outcomes. Prevention means avoiding more inten-
sive and costly services, improving quality of life, increasing productivity, and 
reducing morbidity/mortality outcomes (Hogg et  al., 2008; HUNG et  al., 2007). 
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Subsequent to the passage of the Patient Protection and Affordable Care Act (ACA), 
most health plans are required to cover preventive services, though plans vary 
greatly in which of those services they cover (Fox & Shaw, 2015). For the most part, 
preventive services include items like blood pressure, diabetes, and cholesterol tests 
as well as certain screenings for cancer. Specific to mental health, depression screen-
ing is the only item considered covered under prevention (“Preventive care benefits 
for adults,” 2021). One of the ongoing critiques of prevention practices in primary 
care has been on the amount of time it takes to deliver those services. In an often- 
cited paper, Yarnall et al. (2003) indicated that, in the hustle and bustle of delivering 
primary care, to “fully satisfy the USPSTF recommendations on prevention, 1773 
hours of a physician’s annual time, or 7.4 hours per working day, is needed for the 
provision of preventive services” (p. 635). Since 2003, though some improvements 
have been made in delivery, there remains an increasing number of duties being 
assigned to primary care clinicians – all important, and all time-consuming. In fact, 
Bucher et al. (2016) found that the annual time required for primary care to ade-
quately perform all the required preventive care was 20% of their total patient time 
or about 250 h. And perhaps most interesting, almost three quarters of the patients 
in this study had a prevention to care time ratio exceeding 15%. The challenge for 
primary care is made worse through primary care payment structures – particularly 
with respect to fee-for-service (FFS) contracts that incentivize volume, which arti-
ficially creates an inferior care model because primary care providers are beholden 
to seeing an increased number of patients due to insurance billing structure. FFS 
contracts translate to shorter office visits to allow the clinician to see more patients, 
without covering the depth and complexity that some patients require, especially 
with respect to mental health. As we will discuss in our policy recommendations, 
FFS models in primary care are an impediment to pursuing both integration and 
prevention and a factor that must change.

While primary care practices are being asked to do a lot in the prevention space, 
all health plans offered through the ACA’s marketplace are required to cover preven-
tive services without charging patient copays or coinsurance. For example, alcohol 
misuse screening and counseling as well as depression screening are both covered. 
Despite the availability and reimbursement of standard screening tools and cover-
age (meaning payment), for administering screening, most primary care practices 
still do not screen for depression  – less than 5% nationally (Ayse Akincigil & 
Elizabeth B. Matthews, 2017). It is already hard to treat what you don’t see, and 
without a significant uptake of screening, the progression of mental health condi-
tions will continue to worsen individually and at a population level.

3.5  Mental Health and Primary Care Prevention

Mental health prevention ensures that all individuals have access to the full contin-
uum of whole-person care, no matter how they come into contact with a health 
system  – whether primary, secondary, or tertiary (Well Being Trust, 2020a). 
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Increasingly, mental healthcare and support is found in primary care settings, as the 
first line of clinical care for people across the United States (Institute of Medicine 
(US) Committee on the Future of Primary Care, 1996). As a result, in the last 
decades, research and investments have increasingly targeted primary care settings 
as opportunity zones to bring in mental clinicians. It is at this intersection that the 
opportunities to leverage mental health clinicians comes into focus. First, there are 
the opportunities for mental health clinicians integrated into primary care to free up 
more time for the primary care physician. In one study, Polaha et  al. found that 
when a mental health clinician was on site in primary care, primary care physicians 
spent two fewer minutes on average for every patient seen, allowing them to see 
42% more patients, and bring in $1142 more revenue per day. Of course, this was 
compared to the days the mental health clinician was not on site (Gouge et  al., 
2016). And when patients have mental health as a primary reason for coming into 
the practice, they spend an average of 7 min longer when compared to patients in the 
clinic for non-mental health reasons (Cooper et al., 2006).

Prevention for mental health conditions is often predicated on actually detecting 
risk factors and symptoms early. Early detection of mental health conditions is criti-
cal for young people, ages 13–18, as by age 14 half of mental health concerns and 
illness first emerge (Dougherty et al., 2020). Healthcare utilization patterns for ado-
lescents underscore the benefit of a mental health vital sign. Many adolescents don’t 
engage in well-care visits as frequently as they do at younger ages, outside of physi-
cals for sports or school requirements –making screening at every opportunity, 
whether for sexual health or urgent care service, crucial. As we will discuss in our 
recommendations, keeping this population as a focus in the workflow is an essential 
way to prevent and treat serious mental illness before it worsens.

Beyond screening for specific mental health conditions, emerging mental health 
practice suggests that primary care settings are primed for screening for Adverse 
Childhood Experiences (ACEs) and long-term toxic stress. ACEs was first coined in 
a 1998 Centers for Disease Control and Kaiser Permanente study (Felitti et  al., 
1998), in which over 9000 respondents identified if they had experienced one or 
more of seven categories of adversities (including abuse, traumatic experiences, 
neglect) by age 18. ACEs have now been expanded into ten categories across three 
domains, as outlined below:

Abuse: Physical, emotional, and sexual abuse
Neglect: Physical and emotional neglect
Household challenges: Growing up in a household with incarceration, mental ill-

ness substance dependence, absence due to parental separation or divorce, or 
intimate partner violence

With respect to mental health, increased exposure to ACEs activates youths’ bio-
logical stress response, can damage brain development, and disrupt healthy stress 
and hormonal regulation patterns. All of these are part of a toxic stress response that 
has both direct and indirect relationships with outcome such as depression, anxiety, 
PTSD, and, worse, risk for suicide. As discussed later in the chapter, ACEs can and 
should be addressed in integrated care settings and through changes in the clinical 
workflow.
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3.6  Evidence

Evidence suggests that prevention is most successful when delivered consistently 
and with appropriate follow-up (Doyle et  al., 2013). In the context of integrated 
care, this means assuring there is sufficient coordination among providers from 
screening to treatment. Similar to many of the conditions screened for in the pri-
mary care setting to identify physical health concerns, prevention continues to play 
a role even after screening or test results signal a concern or a diagnosis. For exam-
ple, screening for cholesterol levels that indicate increased risk is often managed 
through changes to diet or medication in an effort to prevent more serious outcomes, 
such as stroke or heart attack. Similarly, primary and secondary prevention are also 
essential in the management of mental health conditions, such as anxiety, depres-
sion, and substance use disorders. Treatment for these mental health conditions can 
improve a variety of factors, with the ultimate goal of preventing Deaths of Despair 
(DoD) – as all continue to rise at unsustainable rates (Pain in the Nation, 2020). 
Primary care clinicians should be able to identify common mental health issues 
such as anxiety or depression. With identification, they can either collaborate with 
an embedded mental health clinician for treatment or, if needed, refer patients to 
specialty care.

Prevention and integration of mental health in primary and secondary care set-
tings have multiple benefits for clinicians and patients:

• Operationalizing the identification and treatment of mental health issues across 
the spectrum thereby preventing disorders from escalating into more serious 
mental health issues. For example, a recent investment and evaluation from the 
Well Being Trust, in which six primary care clinics in Orange County, California, 
integrated mental healthcare, demonstrated that patients with severe to moderate 
depression enrolled in systematic screening had between 24 and 28% clinically 
significant improvement in their symptoms (Well Being Trust, 2020b).

• Physicians report feeling more comfortable talking to patients about their mental 
health concerns and connecting them with embedded mental health clinicians.

3.7  Importance of Workflows and Evidence on How They 
Best Work in Integrated Settings

According to the Agency for Healthcare Research and Quality (AHRQ), a clinical 
workflow is “the sequence of physical and mental tasks performed by various peo-
ple within and between work environments. It can occur at several levels (one 
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person, between people, across organizations) and can occur sequentially or simul-
taneously (AHRQ).” Good clinical workflows can provide better quality of care, 
deliver improved outcomes for patients, and control or reduce costs of care (Ross 
KM, et al. 2018; Davenport, et al. 2017). The overarching goals of clinical work-
flows are to deliver seamless, integrated mental healthcare, and build a system of 
trust between patient, clinician, and BHC. Examining workflow to address preven-
tion in primary care includes considering how integrated mental health supports 
these goals to avoid disorganized and under-resourced clinical teams or, worse, fail-
ing to identify and provide treatment across the spectrum of mental health services, 
from prevention to serious mental illness.

Best practices for clinical workflows in primary care clinics have been identified, 
whether the clinic is at the beginning stages of integration or in a more advanced 
stage. These best practices are outlined in one of the most comprehensive studies to 
date, “Clinical Workflows and the Associated Tasks and Behaviors to Support 
Delivery of Integrated Behavioral Health and Primary Care.” This comprehensive 
analysis, in conjunction with prior research from Davis, drew from two different 
studies focused on integration of mental health and primary care, Advancing Care 
Together and the Integration Workforce Study, and identified four key phases critical 
to prevention in clinical workflows in integrated care settings across a range of char-
acteristics in practices (Davis et al., 2019). See Table 3.1.

Within each of these phases of clinical workflow design, it is essential to deter-
mine who is accountable for each step and have a clear understanding of how each 
of the phases is interconnected. For example, to systematically screen for mental 
health concerns, teams must identify which patients will be screened, how often 
patients will be screened, where and how patients will be screened, who will evalu-
ate or score the screening tool, where will this information be stored in the elec-
tronic health record, and who on the team is responsible for follow-up and referral 
tracking. From this example, it is evident that the actual treatment or clinical inter-
vention provided to the patient though clearly important is only one step in the treat-
ment pathway. A team of individuals on staff with clearly identified roles and 
responsibilities sets the clinician up with the data and process required to put the 
patient in the right place to receive the right intervention from the right person.

Team-based care is at the heart of all of the phases of a sustainable workflow 
(Bodenheimer et al., 2014). Systems for communication between mental health cli-
nicians, PCPs, and staff are essential to providing whole person care and creating 
the opportunity for multidisciplinary care in a shared setting. Onboarding and train-
ing new staff in an integrated setting assures that staff understand not only their 
unique role in patient care but the value of mental health integration and prevention. 
Communicating expectations and anticipating challenges in daily team huddles 
allow high functioning teams to be proactive versus reactive during busy clinic ses-
sions (Stewart & Johnson, 2007). This routine communication also creates space for 
teams to reinforce protocols or adjust them when exceptions with individual patients 
arise. The ideal is working toward each individual on the care team, including front 
desk staff, medical assistants, clinicians, and ancillary providers, who are being 
utilized and functioning at the highest level of their licensure. Every individual 
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contributes to patient care and patient experience and has a unique set of skills to 
contribute to improved patient outcomes.

3.8  Recommendations to Support Prevention in Integrated 
Health Settings

To ensure widespread adoption of integration and prevention into the clinical work-
flow, innovation is necessary at multiple levels. Recommendations for supporting 
prevention in integrated settings are broken down into three categories: clinical, 

Table 3.1 The four phases of clinical workflows

Phase Components

Identifying patients 
needing integrated 
care

Systematic mental health screening with clinician discretion for 
follow-up
Use mental health as a vital sign and systematic screening of 
depression/anxiety, substance misuse, and unmet social needs/basic 
needs
Develop and implement timing protocols for screening intervals and 
who performs screening (e.g., bi-annually through entry paperwork or 
by medical assistants)
Schedule morning meetings in teams/“huddles” to develop integrated 
patient care strategy, including deciding on follow-up for rescreening

Engaging patients and 
integrated care team

Communicate with patient about integrated care and working with 
mental health clinicians using scripts: describing transition of care 
clearly and what next steps include, explaining commitment to “whole 
person care” and trust in mental health clinician as a counselor and 
colleague
Train new and auxiliary staff early on (1) how to explain transition and 
how to answer questions that may arise and (2) briefing mental health 
clinicians outside of the clinical room with respect to patient needs

Providing integrated 
care treatment

Mental health clinicians conducting rapid and focused assessment 
based on team huddles or EHR information
Mental health clinicians create a shared care plan, so that all clinicians 
understand goals, timeline, and respective responsibility for patient
Mental health clinicians are responsible for facilitating correct tier of 
care, if primary care setting was not enough – establishing a continuum 
of care for the practice
Mental health clinicians must have access to all EHR systems with 
patient records
Mental health clinician practice and integration is reflective of the 
patterns of primary clinic

Monitoring immediate 
treatment outcomes 
and adjusting 
treatment

Mental health clinician and PCP agreed upon scheduling and follow-up 
with specialty care
More comprehensive EHR records, with complete team access to 
include patient-level clinical and process outcomes

Adapted from “Clinical Workflows and Structural Workflows that Facilitate or Impede Deliver of 
Integrated Care”
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system, and policy, to operationalize and incentivize individual practice change and 
a broader redesign of mental health service delivery.

3.8.1  Clinical Recommendations

 1. Redesign Workflow: The benefits of team-based care are well documented and 
include improving outcomes while decreasing costs and increasing revenue 
(Coleman & Reid, 2010). A 2006 evidence review of diabetes interventions 
found that providing team-based care was the single most effective intervention 
in improving intermediate diabetes outcomes (Shojania, et al., 2006). Most phy-
sicians only deliver 55% of recommended care, and 42% report not having 
enough time with their patients (Bodenheimer, 2008). Providers spend 13% of 
their day on care coordination activities and only half of their time on activities 
using their medical knowledge (Loudin, et al., 2011). Many care and care coor-
dination activities can be better provided by non-physician members of a care 
team (Coleman & Reid, 2010), and the following steps can help clinics move 
toward better integrated care that promotes prevention and maximizes personnel 
time and skill.

• Engage all staff in integration efforts to promote consistency and standards 
across clinical personnel and reduce single points of failure.

• Organize a multidisciplinary team with representation from each unique func-
tion within the clinic to develop redesign of workflow – front desk staff, clini-
cal provider, mental health clinician, care manager, clinic administrators, and 
other roles that may contribute to care and operations.

• Examine current workflow of how a patient experiences integrated mental 
health, including prevention, through a process mapping exercise. This pro-
cess map should include every step from the point a patient enters the clinic 
setting to the time when they leave, including but not limited to screening, 
entry of screening results into the EHR, warm handoff from rooming staff to 
medical provider, clinical services provided, warm handoff from medical pro-
vider to mental health clinician, external referrals, and closing the communi-
cations loop on external referrals. Clearly identify (1) what are the steps in the 
process, (2) who is accountable for each of those steps along the way, and (3) 
where are results of each of these steps documented so that other members of 
the care team can access them for patient care. This exercise provides an 
opportunity to clarify assumptions that exist as well as identify possible 
redundancies and gaps in the current process.

• Clinical workflow to support prevention efforts should include considerations 
related to coding and billing. Staff should be trained on appropriate codes and 
have a systematic approach to using appropriate billing codes. Including this 
element in process mapping and workflow design will assure that practices 
bill and receive claims to cover the services that are being provided. Z codes 
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are a subset of ICD-10-CM codes that can be used to help identify non- 
medical factors that may influence a patient’s health status. Often character-
ized as codes that classify “social determinants of health,” Z codes may hold 
great value in identifying factors key to prevention efforts. Though not widely 
used by clinics and hospitals, most likely because there is limited payment for 
reporting Z codes, the American Hospital Association (2019) has promoted 
their utility in the clinical setting – indicating that collecting this information 
can help providers easily identify social factors impacting prevention goals at 
the individual level and can be aggregated at the practice level to help inform 
staffing needs or identification of community resources outside of the clinical 
setting which might contribute to preventive efforts.

• Working from the current state, map out the ideal workflow for the existing 
clinical staff structure and/or identify where additional personnel might be 
necessary to better optimize integration and address prevention.

• Provide training to all staff on new processes. Ensure that each staff person 
can recognize the importance and benefits of prevention and their role in help-
ing patients receive optimal care that include preventive strategies. All staff 
should have perspective on the workflow from beginning to end and under-
stand responsibilities within their distinct role to ensure success of integrated 
care delivery that includes prevention.

• Implement changes and revisit with staff on a periodic basis to assess what is 
working, what additional changes might be needed, where there are gaps in 
knowledge and skills that require additional training or support, and if the 
workflow is contributing to intended outcomes.

• Implement daily care team huddles to revisit workflow, look at the day’s 
schedule, anticipate potential needs for mental health clinicians, anticipate 
potential challenges that could slow the workflow or result in longer appoint-
ments, etc.

2. Maximize Electronic Health Records (EHR): Facilitating access to relevant 
patient information across all providers via EHR within the clinical setting to 
help to reduce redundancy in collecting and documenting patient history and 
background on the presenting need. This efficiency within the workflow helps to 
maximize the encounter and save effort in updating patient charts but also helps 
ensure that all providers have common access to screening, diagnosis, and treat-
ment details.

• Implement systematic mental health screening that populates in the EHR as a 
vital sign. Easy access to this information at every encounter helps to assess any 
changes in mental health status that may be crucial for early identification and 
intervention purposes.

• Establish a dashboard that includes metrics to track intended outcomes, includ-
ing process measures (number of patients screened, number of patients referred 
to BHC), outcome measures (clinical quality measures), and patient satisfaction. 
Prevention is often difficult to quantify and measure, but improving or stabilizing 
screening results, medication adherence, and comparing practice rates to state or 
national metrics on timely follow-up can support tracking prevention efforts.
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 3. Structure Staff to Promote Integrated Care and Mental Health Prevention: 
Hire staff with mental health expertise to ensure that patients have access to meet 
whole-person health needs. This supports improved health outcomes and frees 
up primary care providers to focus on their area of expertise. Of note, if access 
to mental healthcare staff is limited in the clinical setting, e.g., only having men-
tal health clinicians available certain days of the week, scheduling is an impor-
tant factor to consider as relates to access. Scheduling patients with expressed 
mental health concerns, those with more complex mental health needs (like 
medication management), or those with a previous concerning vital sign level on 
days during which the mental health provider staff is on site, may require the 
attention of schedulers in cooperation with the clinical team to coordinate 
accordingly.

 4. Leverage Telehealth: Use technology, as appropriate, to improve access to care. 
The success of integration and collaborative care is predicated on having a suf-
ficient workforce to meet the need. This is a challenge in some rural areas where 
mental health providers are not physically located and urban centers where 
demand for services may exceed supply of available providers. Increasingly, 
models of providing telemental health are expanding to improve access and 
incorporate mental health prevention in rural or medically underserved areas, 
and staffing needs to facilitate this functionality should be considered when 
designing the processes to reach patients with limited access to in person ser-
vices (Waugh et al., 2019).

3.8.2  System Recommendations

 1. Diversify Payment Structures: The most important system change recommen-
dation to address mental health prevention is to shift the way we pay for care. 
Research has shown that there are alternative payment models that can support 
mental health integration, including prevention (Ross et  al., 2018). Instead of 
fee-for-service (FFS), as discussed earlier, payment models that support a team- 
based approach allow aspects of care to be distributed across the team to appro-
priately leverage staff time and skill sets, maximize level of training and expertise, 
and increase efficiency. Distributing aspects of care across the team streamlines 
service provision and allows primary care and mental health providers to focus 
on clinical responsibilities during encounters, promoting comprehensive care 
while increasing their bandwidth to see more patients. New payment models can 
further support uptake of mental health preventive services. Medicare Advantage, 
an option for Medicare beneficiaries to choose to receive their benefits through a 
private health plan instead of the federally administrated program, is one exam-
ple of a program that allows for more flexibility in what services are rendered 
and how care is delivered specifically because of the payment mechanism. 
Medicare Advantage plans are given a specific dollar amount for services, which 
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allows these plans to be more creative with their providers and more inclusive of 
services that may not always be covered, like mental health prevention.

 2. Reimburse Networks of Care: As discussed previously, there are opportunities 
for mental health clinicians to work on primary and public health prevention. 
Traditionally, primary care physicians and mental health clinicians are not 
trained or paid for helping a person connect to social services including applica-
tions for vouchers for affordable housing, childcare supports, or SNAP/EBT pro-
grams. Primary care clinics are essential but not sufficient to address the 
complexity of all mental health needs – they need to establish ties with broader 
networks of care in which BHCs work closely with an interdisciplinary group of 
providers and supports. Studies show that health outcomes improved for patient 
populations who were receiving whole-person care, in which referrals and fol-
low- up with social services were integrated into workflows (Hewner et al., 2017). 
This is particularly important for underserved and under resourced populations, 
who need a community-based network of care to address interconnected basic 
and mental health needs. The clearest way to do this is through incentivizing 
network of care models. Our payment system should move toward a place where 
clinics can employ mental health clinicians and support staff who can address, 
navigate, and bill for these types of critical interventions.

3.8.3  Policy Recommendations

 1. Promote Policy Focused on Outcomes: Though there are opportunities to 
improve prevention through innovation in the clinical setting, clinical practice 
and workflow is, in part, structured in response to payment mechanisms. As a 
result, “prevention” has traditionally fallen outside of the scope of clinical ser-
vice delivery, as there is often no payment that directly correlates to that aspect 
of care – despite evidence that investment in prevention improves both morbidity 
and mortality and can yield savings to the healthcare system. The relationship 
between care and payment methodology is particularly complex with mental 
health – as certain codes are not paid unless there is a mental health diagnosis. 
Due to demands within a primary care visit (Harris, 2015), focusing on screening 
and prevention for mental health when there is no payment is often not feasible. 
To advance prevention efforts within the clinical setting, we must acknowledge 
the role of payment in the organization of care delivery and design policy that 
allows for payment of care coordination, integration, and implementation of pay-
ment models that incentivize screening, prevention, and early identification/
treatment. Policy related to healthcare financing at the federal and state level can 
establish the parameters necessary to restructure payment methodologies and 
ultimately allow clinical practice to move toward a more integrated approach 
that prioritizes prevention. Examples of policy action include:
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• CPT codes used in Collaborative Care Models (CoCM) should be covered by 
all insurers at a rate that incentivizes adoption of mental health integration 
(BHI) models in the primary care setting. Investment at the federal or state 
level for the technical assistance necessary to better position practices and 
health systems to fully implement integrative models is also necessary to 
establish the structure and personnel necessary to successfully adapt 
workflows.

• The federal government should ensure that hospital payment models and 
quality programs incentivize assessing mental health at every interaction as a 
vital sign and not only during well visits. This should include integrating 
screening and treatment into episode-based payment models for health condi-
tions for which there are frequent mental health comorbidities, such as cardio-
vascular diseases, cancers, and pulmonary diseases (Well Being Trust, 2020a).

 2. Establish Quality and Measurement Standards: In addition to advancing 
financing mechanisms which value prevention, policy can play a role in estab-
lishing standards and practices that help promote integrated care that can help 
prevent crisis and improve patients’ mental health outcomes.

• Access. Federal law increasingly supports effective preventive care in mental 
health, with policies such as Early and Periodic Screening, Diagnosis, and 
Treatment (EPSDT) in Medicaid or the requirement that most insurers cover 
certain services recommended by the US Preventive Services Task Force. 
Unfortunately, these policies mostly support screening for early detection of 
mental health conditions and have not translated well for young children. 
Although the American Academy of Pediatrics recommends screening for 
depression in young children and developing psychosocial needs, coverage 
for interventions to address these identified needs is inconsistent and often 
unclear – often failing to ensure that children get access to clinically indicated 
care. (Well Being Trust, 2020a).

• Training. Every year, thousands of new primary care providers enter the 
field – the vast majority of whom receive little to no training on integrated 
care (Blount & Miller, 2009; Martin et al., 2019). For those already in prac-
tice, few receive any support in learning new skills and practice models for 
integrated care. Mental healthcare is not so different than the countless other 
health conditions that primary care providers deal with, but without training, 
effectively addressing it becomes an unreasonable expectation. Structured 
training opportunities for those both pre-service and in-service is critical for 
making mental health a standard part of primary care.

 – The federal government should provide incentives, through Graduate Medical 
Education (GME), Graduate Nursing Education (GNE), and other programs, 
for healthcare practitioner education institutions to offer training in integrated 
mental healthcare.

 – Providers should be incentivized to take additional Continuing Medical 
Education (CME) classes on current best practices.
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 – The federal government should focus existing federally funded quality 
improvement organizations on mental health integration across diverse pri-
mary care practices and for serving diverse populations and financing addi-
tional learning collaboratives as necessary (Well Being Trust, 2020a).

3.9  Conclusion

Prevention is key to improving health outcomes and maximizing healthcare spend-
ing in the United States. Focusing on prevention and early intervention efforts is as 
critical for mental health as other physical health conditions. Creating mechanisms 
in the clinical workflow to capitalize on primary, secondary, and tertiary prevention 
opportunities benefits both patients and providers. Practice structure and payment 
models to support screening/identification, proper training for providers, integration 
to maximize clinical skills, and innovation to reach underserved populations must 
be considered and appropriately financed to promote prevention and realize 
improvement in mental health outcomes.

3.10  Resources

The following resources and tools may be helpful to practitioners and healthcare 
administrators in the implementation of best practices related to mental health inte-
gration and ensuring that prevention is a key consideration in structuring the clinical 
workflow.

• CMS Medicare Learning Network Behavioral Health Integration Services 
Booklet: https://www.cms.gov/Outreach- and- Education/Medicare- Learning- 
Network- MLN/MLNProducts/Downloads/BehavioralHealthIntegration.pdf

• AHRQ Workflow Tool Examples: https://digital.ahrq.gov/health- it- tools- and- 
resources/evaluation- resources/workflow- assessment- health- it- toolkit/examples

• AHRQ Workflow Tools: https://digital.ahrq.gov/health- it- tools- and- resources/
evaluation- resources/workflow- assessment- health- it- toolkit/all- workflow- tools
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Chapter 4
Cultural Factors in Prevention

Felipe González Castro and Roger Kessler

4.1  Purpose and Approach

This chapter describes the construct of cultural factors. Cultural factors are con-
structs that capture significant life experiences of people and families from major 
racial/ethnic minority groups, i. e., from ethnocultural groups (Bernal & Adames, 
2017). In the United States, these major ethnocultural groups are Hispanics/Latinxs, 
Blacks/African Americans, Asian Americans and Pacific Islanders, and American 
Indians/Native Americans. We also recognize that beyond these ethnocultural 
groups, other important identity groups exist  that are defined by gender are 
LGBTQ people.

We examine select studies that conducted research involving cultural factors, 
some of which are culturally common across ethnocultural groups, meaning that 
they occur and have recognized meaning across two or more groups, for example, 
discrimination stress. By contrast, some cultural factors are culturally specific, 
meaning that they are primarily recognized and understood within a single ethno-
cultural group, such as efforts to avoid loss of face as discussed by Asians. 
Accordingly, a more complete understanding of ethnocultural individuals, families, 
and communities within the context of their own culture is facilitated by under-
standing the roles and meanings conveyed by various cultural factors.
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4.2  Concepts of Culture

Culture has been a core element of human societies since the beginning of human 
civilization. Culture is a complex construct that has many dimensions. “Culture 
consists of ideals, values, and assumptions of about life,” such as beliefs and expec-
tations, “that guide specific behaviors” (Brislin, 1993)(p. 23). From a psychological 
perspective, the construct of subjective culture (Triandis et  al., 1973) focuses on 
culture as a human schema, an organized “world view” or “explanatory model,” that 
consists of symbols, attitudes, behaviors, values, and norms transmitted from one 
generation to the next. This “cultural world view” is constructed by members of an 
ethnocultural group to interpret their world. These human schemas capture the eth-
nocultural group’s collective wisdom for living and include familial and community 
norms, practices, and traditions, which facilitate the group’s survival and well-being 
(Lehman et al., 2004; Shiraev & Lewy, 2010).

Worldwide, large variations exist in expressions of culture, as manifested by the 
diversity of languages, religious systems of belief, sociocultural attitudes, family 
values, and sociocultural norms. Across societies worldwide, a dynamic tension 
exists between community efforts toward modernization, making changes to 
improve social structures, and efforts toward traditionalism, a resistance to change 
that favors preserving ancestral traditions (Ramirez, 1999; Shiraev & Lewy, 2010). 
Factors that promote modernization, such as international globalization, emphasize 
growth and standardization in monetary currencies and in consumer products, thus 
creating a homogenization of cultural practices. By contrast, factors that promote 
traditionalism (Ramirez, 1999) consist of distinct “local subcultures” that create 
diverse communities that have their own distinct culture, identity, traditions, and 
lifeways. Migrating individuals who relocate to a new cultural environment, whether 
between nations or within a nation, often face the challenges of acculturation, the 
process of adapting to a new community environment, and assimilation, the process 
of fully integrating into that new community, which often includes adopting the 
human schema of the new cultural group or society (Berry, 1980, 2005).

4.3  Cultural Factors: Operationalizing “Culture” 
for Prevention Research

4.3.1  Origins of Cultural Factors

Cultural factors originate as cultural constructs, abstract ideas drawn from every-
day observations about social and family processes (Cuellar et al., 1995; Triandis 
et al., 1973). Established hierarchical structures based on racial and ethnic back-
ground, religious orientation, and socioeconomic status establish expectations and 
sociocultural norms that constitute rules of acceptable behaviors in a given situation 
(McGoldrick et al., 2005). Within a cultural group, widely accepted and frequently 
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practiced norms can also become longstanding cultural traditions. For example, 
within traditional Latinx cultures, parents expect their children to respect elders, 
i.e., the Latinx cultural value of respeto (respect) (Castro & Hernandez Alarcon, 
2002). In traditional families and community settings, the concept of respeto has 
become a sociocultural norm or rule that children are expected to follow. Thus, 
within traditional Latinx families, the norm of respeto prescribes familial and social 
expectations that a youth should show proper respect to an elder. Some Latinx fami-
lies no longer adhere to this traditional sociocultural norm.

4.3.2  What Are Cultural Factors?

In summary, culture is a broad and rich construct that captures “real-life” aspects of 
an ethnocultural group’s history, beliefs, practices, and traditions. A cultural factor 
operates as a specific experiential element or component of that complex culture 
(Castro & Nieri, 2010). Thus, cultural factors have been described as “personal, 
interpersonal, or environmental factors that are particularly influential or meaning-
ful for members of a certain cultural group or population” (Castro et al., 2013)(p. 
766). Another Latinx cultural factor, cultural pride, consists of a person’s strong 
identification and bonding with their native ethnocultural group as expressed by 
asserting “I am very proud” to be a Latino or a Latina. As with other cultural factors, 
cultural pride captures an ethnocultural person’s positive feelings toward their cul-
ture, ethnicity, and ancestry.

Among African American/Black groups, a major cultural factor is Africentric 
values. Africentric values emerged in popularity in the 1970s by emphasizing the 
longstanding sense of “peoplehood” and cultural pride that existed for years within 
this ethnocultural group. In the past, that pride has been expressed by the affirma-
tion that “Black is beautiful,” when endorsing an African-centered world view 
(Parham et al., 2011). Various cultural factors, such as folk beliefs, involve cultural 
factors about health and well-being that can influence health-related behaviors. 
Some cultural factors can also operate as risk or protective factors that can impede 
or facilitate health and wellness (Castro et al., 1984; Whaley, 2003).

As noted, some cultural factors exist within several racial/ethnic groups in the 
United States, such as the individualism-collectivism dichotomy, traditionalism, and 
acculturation (see Table 4.1). The cultural factor of acculturation is broadly appli-
cable to Latinx and Asian ethnocultural groups, since these populations contain large 
sectors of immigrants or children of immigrants, who have experienced the chal-
lenges of adapting to a new and different cultural society. Conversely, and as noted, 
other cultural factors tend to be culturally specific, capturing a salient and perhaps 
unique feature of an ethnocultural group’s ethnic beliefs and life experiences. For 
example, among traditional Asian Americans, loss of face refers to a concern over 
embarrassing oneself and family, followed by shame from engaging in some improper 
conduct. The consciousness and moral values directed at avoiding this embarrass-
ment has been referred to as loss of face (Lau et al., 2009; Zane & Yeh, 2002)
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Table 4.1 Major cultural factors in racial/ethnic communities

Cultural factor Description

Multiethnic
 • Acculturation Beliefs and behaviors that conform to the cultural mainstream of a host 

society, e.g., “the American way of life.” Refers also to the process of 
culture change toward the mainstream culture of a new host culture, e.g., 
“the American lifestyle”

 • Assimilation A change in cultural identity and lifestyle involving a conversion from 
one’s original native culture to a new culture, identity, and lifestyle. This 
can involve a total integration into the new host society

 • Ethnic pride A positive attitude and sense of belonging to one’s ethnic cultural heritage 
or native culture group, e.g., stating that “I am proud to be a Mexican”

 • Folk beliefs
 • Folk remedies

Beliefs in the therapeutic effects of herbal and other natural remedies. 
This can include beliefs in the healing power of spiritual healers, e.g. 
curanderos in Latinx cultures or santeros among Caribbean Latinx 
cultures

 • Collectivism-  
individualism

Contrasting cultural “world views,” involving preferences for an 
individualistic self-oriented relational style versus a group-oriented 
collectivistic relational style

 • Spirituality Beliefs in the influences of God or a higher power. This can include a 
strong appreciation and bonding with nature

 • Traditionalism Conservative beliefs and behaviors favoring an adherence to long- 
established cultural beliefs and norms about a correct way of life

Latinx, Hispanic
 • Acculturation 
stress

Involves chronic stress from the challenges and conflicts encountered 
during the process of cultural changes from one’s native culture to a new 
host culture. Latinos and Latinas often face some culturally specific 
stressors involving prejudice and discrimination directed at them for 
being a person of Latinx heritage

 • Bicultural 
identity
 • Bicultural skills

The development of a combined identity developed from living in two 
cultures. This includes the skills and capabilities for engaging in the 
languages, activities, and social relations existing within these two 
distinct cultures

 • Cultural flex The skills and capabilities for shifting back and forth in the language, 
activities, and social relations that exist between two distinct cultures

 • Familismo 
(familism)

A strong familial orientation, bonding, and devotion to one’s family

 • Machismo
 • Caballerismo

A traditional Latinx male gender role orientation that emphasizes male 
dominance as proper or acceptable form of male identity and conduct. 
Positive machismo emphasizes caballerismo, a male gender role that 
involves serving as a responsible family provider. By contrast, negative 
machismo emphasizes masculine power and dominance over women and 
members of the family, often also involving antisocial conduct, including 
the abuse of alcohol and drugs

 • Marianismo A traditional Latinx female (Latina) gender role orientation that 
emphasizes a motherly, nurturant role as well as a demure posture toward 
males within the household. This gender role also embodies a feminine 
orientation that emphasizes religious and traditional Latinx beliefs and 
practices

(continued)
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Table 4.1 (continued)

Cultural factor Description

 • Personalismo The value and preference afforded to personalized attention and courtesy 
expressed in interpersonal relations

 • Respeto The value of expressing respect and recognition toward persons of higher 
social position. This includes reverence and respect for elders

 • Simpatia A deferential posture toward family members directed at maintaining 
harmony in family relations. Includes a posture of agreeableness, respect, 
and politeness toward others

African American/
BLACK
 • Africentric 
values

A cultural orientation that emphasizes pride in one’s identity as a person 
of Black and/or African American heritage

 • Intergenerational 
connections

The importance of sound child development for establishing and 
maintaining strong social ties with caring adults who can offer guidance, 
support, and mentorship

 • Racial 
socialization

Parental guidance provided to children and youth regarding racial 
discrimination and oppressive forces in society and how best to respond 
to these

 • Religious social 
support

Social support from the church as a trusted institution and network of 
people who can provide aid and affective support during difficult times

 • Religious beliefs
 • Spiritual coping

Beliefs in the power of spirituality for providing hope and comfort during 
stressful times

Asian American
 • Acculturation 
stress

Stress produced by challenges and conflicts during the process of 
adaptation from one’s native culture to a new host culture. Asian 
Americans often face some culturally specific stressors involving 
prejudice and discrimination directed at them for being a person of Asian 
heritage

 • Chi Energy, a potent life force
 • Model minority The stereotype that Asians constitute a “model minority,” because of their 

pro-social behaviors that emphasize educational achievement, good 
citizenship, and avoiding confrontational situations

 • Shame and 
stigma
 • Loss of face

Refers among traditional Asians, to “loss of face,” involving anxiety and 
shame for improper behavior or a failure to live up to one’s social 
obligations. This failure can reflect not only on the individual but also on 
the individual’s entire family. A goal is to avoid a “loss of face” by taking 
actions directed at “saving face,” which refers to acting in proper ways, to 
avoid “a loss of face”

Native American
 • Family 
connections
 • Reflective process

The process of thinking about the negative consequences of alcohol use. 
An emphasis on maintaining good relationships with family and avoiding 
life choices that would bring negative consequences to self and family

(continued)
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4.3.3  Cultural Factors and Cultural Variables for Testing 
Theory and Models

Given that a cultural factor consists of a specific cultural concept, it can operate as 
a component of a theory or conceptual framework. That cultural factor can be con-
verted into a measurable cultural variable generated from a reliable and valid scale 
and used as a variable in statistical model analyses (Triandis et al., 1973; Zane & 
Yeh, 2002). For example, a multiple regression model or a structural equation model 
can incorporate the measured cultural variable of ethnic pride as a predictor or mod-
erator variable. This model can then test the influence of ethnic pride in preventing 
the use of alcohol and tobacco among Latinx adolescents (Castro et al., 2009).

4.3.4  Modeling the Effects of Cultural Factors

Informed by minority stress theory (Carter, 2007), in a sample of Mexican heritage 
college students, Cheng and colleagues tested the potential moderator effect of the 
cultural factor, familismo, on the effects of another cultural factor, acculturation 
stress, as an antecedent (predictor) of the development of depressive symptoms 
(Cheng et al., 2016). These investigators reasoned that students of Mexican ances-
try, who have high levels of familismo, relative to those having lower levels, would 
benefit from family-related support that can buffer exposures to acculturation stress, 
thus attenuating the development of depressive symptoms.

Figure 4.1 presents a simple model of this dynamic process. In this model, accul-
turative stress (Factor 1) is hypothesized as a cultural factor that can produce 
depressive symptoms (Factor 3). The cultural factor of familismo (familism, strong 
family bonds) is also hypothesized as a moderator (an effect modifier) that can buf-
fer (attenuate) the effects of acculturative stress on the occurrence of depressive 
symptoms. Among other effects that Chen and collaborators tested in their hierar-
chical multiple regression analyses, they showed that greater acculturative stress 
was associated with higher levels of depressive symptoms (β = 0.21, p < 0.01). Then 
they reported the acculturative stress-familismo interaction, which was also signifi-
cant (β = 0.22, p < 0.01), indicating that the interaction of acculturative stress and 
familismo also exerted a significant effect on depressive symptoms, ideally in the 
manner hypothesized. Finally, when examining the effect of low versus high levels 
of familismo, as indicated by two simple slopes, the slope for high level of familismo 

Table 4.1 (continued)

Cultural factor Description

 • Life appreciation
 • Reasons for life

Beliefs and expectancies that make life enjoyable and worthwhile. Also, 
appreciations for nature and its creator, along with reflecting on reasons 
for following a right path toward the good life

Note. Adapted from Castro & Hernandez Alarcon (2002), and from Castro and Nieri (2010)
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was greater (β = 0.24, p < 0.001) when compared with the slope at the low level of 
familismo (β = 0.11, p < 0.05). This analysis revealed that relative to low levels of 
familismo, high levels exerted a stronger moderating (attenuating or buffering) 
effect, which reduced the effects of acculturative stress on depressive symptoms 
(Cheng et al., 2016). This result suggests that for these young adults of Mexican 
heritage, the cultural factor of familismo can operate as a protective factor against 
acculturative stress in reducing the development of depressive symptoms.

4.4  Cultural Factors Toward Reducing Health Disparities

4.4.1  Pervasiveness of Health Disparities Among Communities 
of Color

Ethnocultural populations and their communities are affected by many types of 
social inequities and related health disparities. This includes limited access to 
healthcare services, which can also produce low rates of health service utilization, 
which can also perpetuate existing health disparities and inequities. A health dispar-
ity consists of a significant difference in the rates of a health problem, e.g., rates of 
HIV/AIDS, within a socially disadvantaged population as compared with a socially 
advantaged population (Braveman, 2006).

As examined across a series of health-related problems, e.g., rates of obesity, 
heart disease, and cancers, the profile of health disparities often reveals a greater 
extent of impaired health within the disadvantaged group. Unfortunately, this health 
disparity profile constitutes a recurring pattern among the major ethnocultural 
groups in the United States (Braveman et al., 2010). Within many of these ethnocul-
tural communities, health status is influenced by the presence of several comorbidi-
ties. For example, co-existing depression can aggravate an existing somatic health 
problem, such as type 2 diabetes (T2D).

Fig. 4.1 A simple moderation model with two cultural factors
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4.4.2  Cultural Factors to Inform Preventive 
Intervention Development

Beginning in the early 1970s, community and cultural psychologists observed that 
culture also is expressed by “human environments” created by communities. 
Accordingly, in addition to cultural norms, environmental structural components 
could also operate as cultural factors and as “cultural variables,” which operate as 
determinants of human behavior (Triandis et  al., 1973; Zane & Yeh, 2002). 
Unfortunately, many major sociocultural theories, such as the influential social cog-
nitive theory (Bandura, 1986), did not explicitly incorporate the effects of culture 
and cultural factors as determinants of behaviors among ethnocultural groups in the 
United States.

In 1999, the National Institute on Drug Abuse (NIDA) published a research- 
based guide that identified 13 principles of effective drug abuse treatment (NIDA, 
1999). These principles included the principles that (a) effective treatment attends 
to the client’s multiple needs and not just to drug abuse and (b) remaining in treat-
ment is crucial to treatment effectiveness. Ironically among these principles, a strik-
ing omission was that none of these principles referred to cultural factors and their 
possible roles as risk or protective factors in recovery from drug abuse. This omis-
sion highlighted the importance of recognizing cultural factors among ethnocultural 
people as additional factors that can affect recovery from drug abuse. This limitation 
had been mentioned a few years earlier as important for a more efficacious drug 
abuse treatment provided to African Americans/Blacks, Hispanics/Latinos, and 
Native Americans (Terrell, 1993).

Shortly after the year 2000, cultural factors gained greater recognition as impor-
tant culture-related influences on drug use treatment outcomes among ethnocultural 
groups (Zane & Yeh, 2002). Other research studies began incorporating cultural 
factors into regression model analyses to model their effects as etiological, modera-
tor, mediator, or outcome variables to better understand the determinants of drug 
abuse etiology and treatment (Castro & Hernandez Alarcon, 2002; Castro 
et al., 2007).

4.4.3  Developing and Implementing Preventive Interventions 
in Various Settings

4.4.3.1  Urban Contexts

A study of factors in the process of building capacity to address health disparities in 
urban African American neighborhoods identified five capacity building factors. 
These factors are (a) leadership, (b) institutional commitment, (c) trust, (d) credibil-
ity, and (e) interorganizational networks (Gilbert et  al., 2010). This approach 
endorsed the development of community partnerships to generate resources under 
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an ecological systems approach for reducing health disparities. These investigators 
conducted a case study in creating partnerships to build community capacity. They 
interviewed 18 participants from nonprofit, government, academic, and civic orga-
nizations. As coordinated by a Center for Minority Health, this study identified 
emerging themes for building these partnerships in an urban environment. These 
themes also highlighted the importance of (a) sustained funding to address health 
disparities, (b) creating changes in existing organizational cultures, and (c) leader-
ship for modifying a participating organization’s mission and vision statements.

Further, trust and credibility emerged as important factors for establishing and 
sustaining interorganizational partnerships and in creating interorganizational net-
works for addressing health disparities within urban environments. This effort coor-
dinated the participating organizations’ role in providing instrumental, financial, 
and functional support to other participating organizations.

In total, this effort included (a) building each individual organization’s readiness 
to respond to important community needs, (b) establishing organizational leader-
ship structures to galvanize institutional commitments for engaging in transforma-
tive change, (c) reestablishing trusting relationships with local African American 
communities and organizations, (d) convening a diverse network of stakeholders, 
(e) understanding local community infrastructures to design culturally relevant 
interventions, (f) promoting the adoption of a culturally relevant model that includes 
one or more cultural factors that influence health promotion and disease prevention, 
and (g) organizing and conducting data collection, analysis, monitoring, and evalu-
ation activities (Gilbert et al., 2010). In summary, this study provides a basic frame-
work of approaches for developing and organizing an interorganizational system of 
resources and support that can be mobilized to address targeted health disparities 
within a local urban context.

4.4.3.2  Rural Contexts

A study of rural community conditions examined the cultural beliefs, practices, and 
lifestyle choices of rural community residents to identify the factors that impede the 
utilization of healthcare services toward reducing the occurrence of chronic dis-
eases (Murimi & Harpel, 2010). Targeting a reduction of obesity and related chronic 
diseases among low-income residents living within a rural setting, a group of local 
community members created a multidisciplinary project charged with developing a 
consortium of local organizations, schools, and churches. The related study investi-
gated personal, cultural, and external barriers among community residents from 
participating in community-based preventive outreach program for reducing obe-
sity, diabetes, heart disease, and hypertension. Investigators conducted six focus 
groups to identify specific barriers to healthcare utilization by comparing commu-
nity resident who did not utilize healthcare services with those who did.

These focus groups identified four themes associated with barriers to participa-
tion in preventive care services: (a) time involving daily routines, such as family and 
work responsibilities, that prevented participation in health outreach program 
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activities; (b) low priority given to seeking preventive care; (c) fear of the unknown, 
exemplified by fears that a screening test may reveal a disease, such as having can-
cer; and (d) lack of companionship support for accompanying individuals in seeking 
healthcare services.

These investigators concluded that low-income status and low education were 
associated with a low motivation for seeking preventive healthcare services. To 
improve healthcare services seeking among these vulnerable sectors of their local 
rural communities, these investigators endorsed proactive disease prevention efforts 
and self-care education that could be provided by a coalition of policy-makers, 
funding agents, healthcare providers, community leaders, and community residents 
(Murimi & Harpel, 2010).

4.4.3.3  Structural Interventions for Macrolevel Effects

Structural interventions target changing existing inequities that originate in social, 
physical, economic, or political environments (Brown et al., 2019). For a more com-
prehensive approach to health promotion and disease prevention, an ecodevelop-
mental systems framework is important for informing a multi-domain (macro-, 
meso-, and microlevel) analysis and design for creating multilevel structural inter-
ventions (Richard et al., 2011). From this multi-domain approach, inequities oper-
ate as drivers of health disparities, in part by shaping and constraining health 
behaviors and outcomes. Clearly, these inequities are detrimental to ethnocultural 
persons, families, and communities. To address these oppressive contexts, preven-
tive interventions are needed, which focus on interventions delivered at one or more 
ecodevelopmental domains, e.g., families, organizations, and communities, as focal 
points for reducing and eliminating these drivers of inequity. This approach consists 
of increasing protective factors and reducing or eliminating risk factors to support 
healthful behaviors and environmental changes to reduce or eliminate these inequi-
ties (Brown et al., 2019).

A systematic review of ecodevelopmental factors was used to identify protective 
factors to reduce the existing “school-to-prison pipeline.” This is a structural condi-
tion that leads many Latinx youth into contact with the juvenile justice system 
(Hoskins et  al., 2020). Investigators argue that strength-based interventions that 
address cultural, familial, and community factors are needed to counter the effects 
of longstanding structural inequities and the factors that produce and perpetuate this 
pipeline. Investigators emphasized incorporating the Latinx familial cultural factors 
of collectivism and familism (familismo) for engaging Latinx youth to initiate and 
remain in treatment (Hoskins et al., 2020). These investigators endorse the design of 
preventive interventions that incorporate the cultural factors of collectivism and 
familismo as core components for greater intervention efficacy and acceptability 
with Latinx youth and families.
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4.4.3.4  Structural Factors in Healthcare Settings

Integrating Psychological Services Into Integrated Healthcare (IHC) As noted, 
health disparities are pervasive adversities imposed on vulnerable ethnocultural 
communities by structural inequities in healthcare availability. One systemic action 
for increasing health equity is to improve the availability of integrated healthcare to 
provide preventive and treatment interventions in a culturally relevant manner. This 
can be directed toward reducing major chronic degenerative diseases, including car-
diovascular disease, cancer, type 2 diabetes, HIV, and AIDS (Thobaben, 2004).

Integrated healthcare systems offer services provided by physicians, psycholo-
gists, and other culturally competent healthcare providers. For more effective health 
services to patients from ethnocultural groups, these providers can also develop 
cultural competence that consists of knowledge of the cultures of local ethnocul-
tural groups. Culturally competent health professionals have an in-depth under-
standing of core aspects of healthcare delivery as relevant to the needs and 
preferences of ethnocultural individuals and families from local disadvantaged 
communities (Petersen et al., 2011).

In summary, given that physical illness is often accompanied and exacerbated by 
emotional, social, and cultural factors, implementing medical treatment without 
addressing illness-related psychological, social, and culture factors often compro-
mises the effectiveness of the medical treatment that is provided. Accordingly, inte-
grating psychological and sociocultural services into healthcare settings, especially 
those treating vulnerable ethnocultural populations, can increase the efficacy of the 
medical care provided (Petersen et al., 2011).

Integrated Care Outcome Studies with Ethnic Minority Participants Based on 
a chronic disease conceptual model, integrated care programs have been defined as 
those having one or more of the following components: (a) a healthcare system as a 
venue for the delivery of integrative services, (b) community resources that support 
the delivery of integrative services, (c) support for client self-management, (d) 
delivery systems design to deliver effective care, (e) decision-support that includes 
empirically based guidelines and technical support from experts, and (f) a clinical 
information system for information sharing and sending client reminders (Lemmens 
et al., 2015). The need for integrated care services is especially acute for patient 
populations affected by somatic disease and co-occurring psychological disorders, 
such as depression. Such comorbidities are associated with a poorer quality of life, 
greater disability, poor disease outcomes, and higher mortality (Lemmens 
et al., 2015).

The IMPACT (Improving Mood—Promoting Access to Collaborative Treatment) 
is an intervention that focused on reducing depression among patients from 18 pri-
mary care clinics in 5 states (Gilmer et al., 2008). Ethnocultural patients constituted 
23% of the total sample of N = 1087 patients. Depression care managers and con-
sulting psychiatrists were added to a clinic’s staff to provide “collaborative stepped 
care,” which included depression treatment that combined antidepressant 
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medication and problem-solving psychotherapy. Compared to usual care, this inte-
grated care intervention produced a greater reduction in depression at a 12-month 
assessment.

Another study focusing on depression treatment among patients in medical care 
(Miranda et al., 2003) utilized co-located integrated care that was provided to out-
patients at San Francisco General Hospital and affiliated clinics. Participants were 
199 primary care patients, including 77 Spanish-speaking Latinos, 46 African 
Americans, and 18 Asians and American Indians, who were randomly assigned to 
receive (a) a cognitive-behavioral therapy (CBT), (b) a group therapy intervention, 
or (c) the CBT intervention combined with clinical case management designed to 
increase engagement and reduce dropout. These investigators adapted the CBT 
intervention for low-income/low-education patients and for Latino patients as 
guided by Spanish and English-language manuals written at appropriate reading 
levels. Cultural factors incorporated into this study to provide cultural relevance for 
Latinx patients included the cultural values of respeto, personalismo, and simpatia 
(see Table 4.1).

Patients receiving the group CBT plus case management attended more CBT 
sessions and were less likely to drop out of therapy, when compared with those 
receiving the group CBT alone. The effects of treatment condition on depression 
outcomes were moderated by patients’ language use. That is, Spanish-speaking par-
ticipants, who received this group CBT plus case management, reported less depres-
sion at the 6-month follow-up, when compared with patients receiving group CBT 
alone. For English-speaking participants, there were no differences between treat-
ment conditions on depression at the 6-month follow-up.

In summary, within the emerging context of integrated care, the need exists for 
policy-makers, treatment providers, and other professionals to ensure high quality 
in service delivery to maximize the attainment of successful treatment outcomes 
(Rutkowski et al., 2012). In the past, the delivery of behavioral health services has 
been bifurcated into treatment settings that offered substance use treatment, sepa-
rate from those that offered mental health treatment. A more effective approach in 
integrated care is to provide both substance use and mental health treatment services 
as complements to medical care, with all three components provided within a single 
location, and as delivered by a collaborative team of health professionals. In this 
effort, a systems approach is necessary for a more complete and effective conceptu-
alization of these complex processes for better service planning and delivery within 
a primary care setting, as this coordination can significantly improve the health and 
well-being of ethnocultural clients and patients, especially among those affected by 
co-occurring health problems (Collins, 2018).
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4.4.4  Cultural Factors Among Major US 
Ethnocultural Groups

4.4.4.1  Overview

The US Census Bureau for the year 2010 reports that the total population of the 
United States consisted of over 308 million (U.S. Census Bureau, 2012). By con-
trast, in July of 2019, that total US population consisted of over 267 million persons 
classified as persons who are “not of Hispanic origin,” along with over  60  mil-
lion persons classified as being “of Hispanic origin.” In total, these two sub-popula-
tions (Hispanics and non-Hispanics) comprised a total US population of over 
328  million (U.S.  Census Bureau, 2021). Among these, the major ethnocultural 
populations in the United States, when ranked in order of population size, are 
Hispanics or Latinxs, Blacks or African Americans, Asian Americans and Pacific 
Islanders, and American Indians or Native Americans. Each of these populations is 
also composed of several within- population populations or community sectors 
defined by nationality of origin, tribal subgroup, and other characteristics.

4.4.4.2  Cultural Factors in Hispanic/Latinx Communities

The US Census Bureau in 2010 reported that the population identified as being of 
Hispanic or Latinx heritage and who also reported being of “one or more races in 
combination” numbered over 50 million. This population grew to over 60 million in 
2019, constituting 18.45% of the total US population of over 328 million 
(U.S.  Census Bureau, 2021). Latinx, the largest ethnocultural population in the 
United States, is composed of several Hispanic/Latinx subgroups that have a family 
heritage from Mexico, Puerto Rico, Cuba, and other Latin American countries. 
Many Hispanics/Latinxs express pride in their national heritage, such as being from 
Mexico, although variations exist in the extent to which individuals identify with the 
generic term of Hispanic or Latino/a (Latinx) or in how much they identify with 
their national heritage, such as being Mexican, Cuban, Costa Rican, etc.

Hispanics/Latinxs have a history greatly influenced by the Spanish conquest that 
occurred during the 1500s. That conquest in time created racial admixtures of 
Europeans and indigenous heritages. From the conquest, Hispanic/Latinos inherited 
the Spanish language and Catholicism, although today several variation exist in the 
religious affiliations and linguistic practices of Latinos and Latinas, that is, there 
exist three acculturation-related population sectors: (a) whether they are bilingual/
bicultural, (b) primarily Spanish-speaking and of low acculturation into the 
American society, or (c) primarily English-speaking and of high acculturation. 
Immigration issues constitute an important feature in the life experiences of many 
Latinos (Falicov, 2005).

The process of acculturation (cultural change) has created variations in the 
extent to which Latinxs identify and adopt the lifeways of the mainstream American 
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culture and society. For some Latinxs, this process of acculturation creates accul-
turation stress. Acculturation stress often involves sociocultural and identify con-
flicts, an addition to other stressors that do not involve cultural issues. Becoming 
bilingual and bicultural constitutes a core identity for many Latinos and Latinas, 
although some are very traditional and prefer to retain completely their native cul-
tural identity and to adhere to their native cultural traditions. Others prefer to inte-
grate almost entirely into the American culture and society, integrating completely, 
thus assimilating into American society. The value of collectivism, which involves 
strong family bonds (familismo), respect for authority, and the observance of reli-
gious and secular traditional practices, constitutes a core cultural family value that 
exists among many of the more traditional Latinx families (Falicov, 2005).

The Latinx/Hispanic and Asian American and Pacific Islander ethnocultural 
groups contain large population sectors that have a significant immigration history. 
Accordingly, these immigration experiences prompt the occurrence of accultura-
tion and assimilation, thus inducing the creation of the cultural factors of accultura-
tion and assimilation. For Asian and Latinx immigrant individuals and their families, 
these two cultural factors have strong meaning and significance (Lopez-Class et al., 
2011; Schwartz et  al., 2010). Acculturation refers to a “sociocultural process in 
which members of one cultural group adopt the beliefs and behaviors of another 
group,” (Lopez-Class et al., 2011)(p. 1556). Assimilation refers to an individual’s or 
a group’s complete integration into a new host society (Portes & Zhou, 1993). The 
process of developing a bicultural identity constitutes another cultural factor that 
develops as a consequence of the process acculturation change as manifested among 
many Latinos and Latinas.

Cultural Factors and Health-Related Outcomes Beginning about the year 2000, 
studies of racial/ethnic group differences in military veterans exposed to major 
stressors reported on ethnocultural differences in which Hispanic/Latinx veterans 
exhibited a higher probability of developing post-traumatic stress disorder (PTSD), 
although without higher levels of dysfunction (Ortega & Rosenstock, 2002). In a 
study of trauma survivors, relative to non-Hispanic white Americans and the African 
Americans, Hispanics reported greater overall PTSD symptom severity (Marshall 
et al., 2009). These investigators identified discrimination, economic hardships, and 
the loss of strong familial, religious, and social networks as factors in the develop-
ment of PTSD among these Hispanics.

Based on the theory of gender and power, Wingood and colleagues identified 
certain Latinx cultural norms and traditional practices as influences on male-female 
power differentials that may operate as risk factors for increasing HIV risk behav-
iors (Wingood & DiClemente, 2000). Two prominent cultural factors within Latinx 
population are the traditional cultural factors involving gender role norms and 
expectations. These cultural factors are machismo (male dominance) and marian-
ismo (female modesty and submissiveness to males). Daniel-Ulloa and collabora-
tors conducted an analysis of studies examining the influence of Latinx cultural 
factors on gender-related beliefs and behaviors related to HIV/AIDS risks (Daniel- 
Ulloa et al., 2016). These investigators advocated for further research to develop 
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culturally relevant theoretical models that explicitly include and test the influences 
of various cultural factors to better understand their effects on HIV-related risk 
behaviors among Latinx women and men.

In a study directed primarily at Spanish-speaking Latino patients, the IMPACT 
depression intervention was combined with a culturally relevant diabetes interven-
tion (Project Dulce) to treat depression in Latinx persons receiving diabetes care in 
three southern California community clinics (Gilmer et al., 2008). By combining 
these two interventions, the overall project was described as a “co-located, co- 
managed” form of integrated care. Project Dulce consisted of a peer-led diabetes 
self-management intervention. IMPACT was delivered by bilingual staff and was 
culturally adapted by making it “more flexible for responding to cultural norms and 
beliefs, low literacy, socioeconomic barriers, and social stigma” (Gilmer et  al., 
2008) (p.  1324). In that study, a pre-post intervention evaluation revealed that 
depressed diabetes patients were able to significantly lower depression scores at the 
6-month assessment by an average of 7.5 points as measured by the PHQ-9 while 
also significantly improving their nutrition.

4.4.4.3  Cultural Factors in Black/African American Communities

For the year 2010, the US Census Bureau reported that the Black or African 
American population in the United States numbered over 40 million (U.S. Census 
Bureau, 2012). And, the US Census Bureau reported that the Black or African 
American population in the United States for the year 2019 grew to over 44 million, 
which consisted of 13.53% of the total US population of over 328 mil-
lion  (U.S.  Census Bureau, 2021). One of the landmark historical events among 
African Americans in the United States is the history and legacy of slavery and its 
influences on African American familial and social relations (Black & Jackson, 
2005). Another prominent historical feature, a cultural resource, has been Black 
churches that provide spirituality and intergenerational connections, which serve as 
sources of strength, coping, and resilience in the face of chronic social stressors 
(Moore Hines & Boyd-Franklyn, 2005). A related historical context is segregation 
and the disproportionate distribution of African Americans into lower socioeco-
nomic communities and poverty.

Institutionalized racism and discriminatory structural conditions have become 
significant social determinants of health, contributing to longstanding inequities and 
health disparities. These historical and sociocultural conditions have created social 
barriers and a potent “ripple effect” that produced waves of social oppression, which 
are still prominent among sectors of the African American population of the United 
States (Black & Jackson, 2005). By contrast, the emergence of Africentric values 
and traditions (Parham et  al., 2011) among African Americans has rekindled a 
“sense of peoplehood” and collective struggle, instrumental for coping with racism 
and discrimination with collective strength in the face of many adversities (Moore 
Hines & Boyd-Franklyn, 2005).
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HIV/AIDS Prevention In the area of HIV and AIDS, beyond evidence-based 
efforts to change individual behaviors, an ecosystemic approach has been encour-
aged, which gives attention to contextual factors in prevention and treatment. This 
approach is a more comprehensive and a likely efficacious approach for reducing 
health disparities among African American youth and adults (Lightfoot & Milburn, 
2009). Toward preventing early sexual behaviors and HIV risks among African 
America youth, relevant contextual factors include low socioeconomic status, 
neighborhood structures and dynamics, and disproportionate sources of adversity, 
which adversely affect African American communities. For African Americans, 
these factors have produced high rates of incarceration and involvement in the crim-
inal justice system.

Lightfoot and Milburn argue that HIV prevention should attend to African 
American cultural factors that are associated with the disproportionately high rep-
resentation of African American youth as HIV/AIDS cases. Countering these 
adverse influences involves the incorporation of protective cultural factors into the 
design of HIV preventive interventions for African American youth. These cultural 
factors include supportive family relationships, Africentric values, and racial 
socialization that includes enhancing racial/ethnic pride. These preventive inter-
ventions should also be designed to modify some of the surrounding contextual 
factors, such as local community economic and geographic conditions. Within this 
approach, two guiding questions are “How can culture be incorporated into HIV 
interventions to reduce HIV-related risk behaviors among African American youth” 
and “What makes an HIV intervention for African American youth culturally sensi-
tive and culturally appropriate?” (Lightfoot & Milburn, 2009).

A qualitative study of storytelling as shared by HIV-positive African American 
women has been used to provide advice to at-risk African American women 
(Robillard et al., 2017). This storytelling narrative approach was used to capture the 
richness of cultural factors for teaching about cognitive and emotional intervention 
contents and activities that facilitate healthful behavior change. These narratives 
identified five emergent themes that linked social determinants of health to HIV/
AIDS prevention. These themes were (a) providing advice for prevention, (b) mobi-
lizing support systems to aid in prevention, (c) the need for education, (d) develop-
ing empowerment and self-care capabilities, and (e) identifying barriers to 
prevention. Emerging issues included barriers imposed by the stigma of having 
HIV. These issues revealed the need to provide participants with (a) strategies for 
coping with an HIV-positive diagnosis, (b) understanding the challenges of interact-
ing with sexual partners, (c) understanding gender-related power politics, (d) under-
standing the challenges of access to healthcare, and (d) obtaining social support. 
Also emphasized was the beneficial role of having HIV-positive African American 
women as lay-health workers serving as agents of change, when incorporated into 
community-focused HIV preventive interventions designed for young African 
American women.

Preventing Cigarette Use In a study of protective cultural factors that may “buf-
fer” the effects of stress on cigarette smoking initiation among African American 
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adolescents, Belgrave and collaborators examined the potential buffering effects of 
two cultural factors: religious support and intergenerational connections, as mod-
erators of the effects of stressors on cigarette smoking behaviors (Belgrave et al., 
2010) (see Fig. 4.1). In prior research with African American families, religious 
beliefs, religious practices, and traditional family practices emerged as potential 
moderators of youth substance use. Also, spiritual ways of coping have been found 
beneficial for reducing the stressors experienced from a difficult life event. Similarly, 
intergenerational connections were important in providing youth with social sup-
ports received from parents and other supportive adults from the local neighbor-
hood. It appeared that positive family influences and youth engagement in school 
activities could also operate as protective factors against cigarette smoking.

Using hierarchical multiple regression model analyses, Belgrave and collabora-
tors found that the cultural factor of intergenerational connections moderated the 
effect of stressors on the past 30-day tobacco use. Similarly, religious support mod-
erated the effect of stressors on 30-day tobacco use. These results suggest that reli-
gious beliefs and social support from caring adults from the local community 
operated as intervention cultural factors, core components, and “active ingredients,” 
which can be incorporated into a preventive intervention designed to prevent early 
cigarette use among Black/African American adolescents.

Obesity Prevention Important obesity-related issues emerge from ethnocultural 
group comparisons of age-adjusted obesity prevalence values based on data from 
the National Health and Nutrition Examination Surveys (NHANES). In those stud-
ies, obesity was assessed with body mass index (BMI) values of 30  kg/m2 and 
greater. Data for men from the years 2017–2018 that compared non-Hispanic white, 
non-Hispanic black, and Hispanic groups revealed prevalence values of 44.7, 41.1, 
and 45.7 for these ethnocultural groups, respectively (Fryar et al., 2020). In these 
comparisons, Hispanic men exhibited the highest prevalence of obesity. In similar 
comparisons for this same time period of 2017–2018, among women, these preva-
lence values were 39.8, 56.9, and 43.7, respectively, for non-Hispanic white, non- 
Hispanic black, and Hispanic women (Fryar et al., 2020). These data for women 
reveal a remarkably higher prevalence of obesity among non-Hispanic black 
women. In summary, recent data from the NHANES indicates comparatively higher 
prevalence values of obesity among Hispanic men and among Black women.

Ickes and collaborators conducted a literature review of childhood obesity pre-
ventive interventions among African American youth for the years 2005–2010 
(Ickes & Sharma, 2011). These investigators targeted empirical studies having sam-
ples of African American youths of 35% or higher. This review revealed that most 
studies screened did not contain a meaningful number of African American partici-
pants, suggesting that many studies consisted of samples of African American 
youths that essentially constituted unplanned samples of convenience. This review 
revealed that most of these studies were not designed to focus on African American 
youths, also suggesting that these studies lacked a focus on the cultural factors that 
are important to African American families and communities. Further, most studies 
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also focused on individual behavior change, rather than examining broader systemic 
changes that can reduce obesity. The few studies that focused on changing social 
and environmental factors, such as access to resources and policy-related changes, 
focused on interventions deliverable in community-based, home-based, or school- 
based settings. This review also revealed that most of the interventions for obesity 
reduction focused on promoting nutrition and physical activity, including weight 
reduction as assessed by decreases in body mass index. Intervention activities 
included skill building, goal setting, and increasing self-efficacy while also making 
the intervention enjoyable to children and adolescents.

Regarding cultural factors in the design of interventions for African American 
youth, the culturally relevant components, such as role modeling and mentorship, 
can be provided by caring African American adults. One distinct weakness needing 
attention in future study designs was that among the identified 18 interventions, 
only 3 included parents in these obesity reduction interventions. Clearly, parental 
inclusion emerged as an important factor for maintaining healthful behavior changes 
in obesity reduction among these African American children and adolescents.

4.4.4.4  Cultural Factors in Asian American Communities

For the year 2010, the US Census Bureau reported that the population of Asians in 
the United States numbered over 16 million (U.S. Census Bureau, 2012). Further, 
the US Census Bureau also reported that there are over 1 million persons who iden-
tify as Native Hawaiian and Other Pacific Islanders, for a combined total of 
over 17 million Asians in the year 2010 (U.S. Census Bureau, 2012). Then for the 
year 2019, this combined population of Asians and Native Hawaiian and Pacific 
Islanders grew to almost 23 million, constituting 7% of the total US population of 
over 328 million (U.S. Census Bureau, 2021). Individuals sharing common charac-
teristics as Asians consist of over 30 ethnocultural subgroups, with Pacific Islanders 
consisting of another 21 subgroups (Lee & Mock, 2005a). Among Asian Americans, 
the largest ethnocultural groups by population size are Chinese, Filipino, Asian 
Indian, Japanese, and Korean.

Among Asians, immigration and the process of acculturation and assimilation 
constitute core cultural themes that reflect many of their life experiences. Regarding 
within-group cultural variations that exist among Asians, these variations include 
their use of a non-English language, as well as diversity in their social, religious, 
and other backgrounds. Despite this extensive diversity, Asian Americans share 
many common cultural threads. Among these are the centrality of the family unit 
and the value of collectivism (versus American individualism), the pervasiveness of 
immigration issues in their lives, and the presence of effective cultural coping strate-
gies despite exposures to trauma, racism, and discrimination (Lee & Mock, 2005a).

Centuries-old Confucian teachings have been a source of common Asian 
American characteristics. These teachings emphasize the importance of harmonious 
interpersonal relationships, interdependence, hierarchical family roles, and obliga-
tions and duties to the family (Lee & Mock, 2005b). With strong adherence to these 
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longstanding traditional Chinese values, many Asian Americans exhibit strong fam-
ily bonds, value educational achievement, practice self-discipline and hard work, 
and exhibit social modesty, which are often expressed as an unassuming and non- 
confrontational interpersonal style. These cultural features have led to the Asian 
American stereotype of being a “model minority.” Also, many traditional Asian 
Americans refrain from seeking mental health services to avoid the shame of expos-
ing personal and family difficulties to outsiders. In summary, traditional Asian 
Americans exhibit a strong adherence to their cultural values and traditions, as this 
includes family loyalty, reverence for elders, maintaining their native language, and 
observing familial traditions, rituals, and customs (Lee & Mock, 2005b).

A study by Anyon and collaborators examined assets and barriers to help seeking 
among Asian American high school students in 15 public high schools. This study 
was conducted as part of a school-based mental health (SBMH) prevention program 
conducted in an urban community having a significant Asian population (Anyon 
et al., 2014). Study investigators recognized the influence of several systemic and 
cultural factors, such as Asian students’ internalization of distress, their focus on 
somatic rather than psychological symptoms, their conformity to group norms, and 
the stigma and shame felt over publicly disclosing embarrassing topics, each of 
which could discourage their use of mental health services (Sue & Sue, 1999).

Investigators conducted multilevel regression model analyses to examine risk 
and protective factors in four domains: structural conditions, organizational set-
tings, cultural factors, and social relationships, as predictors of mental health ser-
vice utilization. After controlling for several covariates, including the school-based 
contextual variable of school racial composition, investigators found that the Asian 
students, when compared with Black, Latino, and multiracial students, exhibited 
significantly lower odds of using these school-based mental health services. Among 
the Asian students, self-reports of various risk factors (alcohol, tobacco, and drug 
use, externalizing behaviors, and truancy), based on teacher or self-referrals, 
increased the odds of using this program’s mental health services. Nonetheless, 
among Asian students, self-reports of depressive symptoms were not associated 
with the use of these mental health services, suggesting still that cultural factors of 
stigma and shame (loss of face) associated with disclosing feelings of depression 
and suicidal ideation still operate as barriers to the use of mental health services 
among many Asian students.

4.4.4.5  Cultural Factors in Native American Communities

For the year 2010, the US Census Bureau reported that persons identifying as 
American Indians and Alaska Natives numbered over  4 million (U.S.  Census 
Bureau, 2012). Further, for the year 2019, that population grew as a population of 
American Indians and Alaska Natives, numbering over 4 million, which constitutes 
1.34% of the US population of over 328 million  (U.S. Census Bureau, 2021).

Native Americans/American Indians are people represented by over 500 native 
tribes in the United States. Despite that diversity, a central feature of their cultures 
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is the importance of kinship and family bonds. This includes respect and reverence 
for elders and their family ancestry. Another core feature of Native American life-
ways is the importance of spirituality in their relationship with nature and kin 
(Sutton & Broken Nose, 2005). This reverence for nature and connections with kin 
constitute expressions of collectivism, whereby one’s identity is based not on the 
individualized self but instead on the family and extended family as the unit of 
lifeways.

Based on a history of oppression and being relocated from their original ances-
tral lands into desolate frontier settings, many Native American tribes were rele-
gated to lives of poverty and discrimination. Yet many Native American communities 
preserved their traditional tribal values, language, and folkways as sources of col-
lective strengths. Despite efforts to survive, the risk of suicide has emerged as a 
significant problem affecting Native American youth. Suicidal ideation and intents 
have been associated with early alcohol use that in short time transcends to heavy 
alcohol use. This progression appears associated with youth conflicts in reconciling 
indigenous and Westernized lifeways. By contrast, preventive interventions in sup-
port of healthful beliefs and actions among Native American youth have empha-
sized the importance of establishing indigenous connections that promote spirituality 
and cultural traditions (Kulis et al., 2017). These connections seek to help Native 
American youth survive within Westernized environments, aided by various skills 
for “surviving in these two worlds.”

As noted, early alcohol use among Alaska native youth constitutes a risk factor 
for subsequent alcohol abuse and suicidal ideation. Using indigenous theory appli-
cable to prevention, Allen and collaborators examined two cultural factors meaning-
ful to Native American communities (Allen et al., 2018). In a multilevel cultural 
intervention focusing on individual, familial, and community levels of analysis, two 
youth skill development outcomes were reasons for life and reflective processes. 
Reasons for life refers to beliefs and expectancies that make life enjoyable and 
worthwhile. Illustrative items assessed by this study’s measurement scales are “My 
elders teach me that life is valuable” and “People see that I live my life in a native 
way.” Similarly, reflective processes refers to thinking about the negative conse-
quences of drinking alcohol. Illustrative items are “I would feel embarrassed to have 
drinking in my family” and “I do not want to lose control over myself.”

These measures reflect indigenous cultural factors regarded as protective against 
youth alcohol use and suicide. In the Alaskan Yup’ik community, Philip and col-
laborators examined the protective effects of social network components (Philip 
et al., 2016). Social network characteristics examined included network size, net-
work density, connections to adults, and connections to elders, each as a protective 
factor operating at community, familial, and individual levels. Using the identified 
cultural factors of reasons for life and reflective processes, this Qungasvik multi-
level intervention examined social network characteristics to assess the effects of 
these cultural factors as protective against alcohol use disorders and suicide.
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4.4.5  Mixed Methods for Designing Culturally Focused 
Preventive Interventions

4.4.5.1  Emergence of Mixed Methods Research

Within the past two decades, the mixed methods field has emerged as a “third para-
digm” beyond the conventional qualitative and the quantitative research paradigms 
(Johnson et al., 2007; Tashakkori & Teddle, 2010). The mixed methods field offers 
novel methodologies for conducting deep-structure analyses that contribute rich 
and contextual information (Resnicow et al., 2000). Accordingly, mixed methods 
research designs can generate a greater “yield” when compared with the sole use of 
a qualitative or quantitative research methodology, thus providing “the best of both” 
(QUAL and QUAN) methodologies. A hallmark of mixed methods research is the 
aim of integrating qualitative and quantitative evidence to attain this grater yield 
(Curry & Nunez-Smith, 2015). This dual methods approach is well suited for the 
analysis of cultural factors as potential core components of culturally relevant pre-
ventive intervention.

4.4.5.2  Mixed Methods Research Designs

Mixed methods research designs have been used extensively in implementation 
research to identify factors and conditions to inform the processes of dissemination, 
adoption, implementation, and sustainability of evidence-based preventive interven-
tions (EBPIs), as well as to apply this knowledge for informing for empirically vali-
dated treatments (EBTs) (Nastasi & Hitchckci, 2016). In principle, this information 
will aid in eliminating implementation barriers to improve the implementation of 
preventive and treatment interventions delivered within integrated care settings 
(Palinkas et al., 2011).

In their analysis of mixed methods studies, Palinkas et al. (2011) identified three 
major elements of mixed methods research when designing implementation studies. 
These major elements are (a) structure, the study’s mixed methods research design 
which consists either of a concurrent/convergent or sequential approach and the 
relative importance of the study’s qualitative and quantitative components (e.g., 
“QUAL ➔ quan” or “QUAL + QUAN”); (b) function, the utilization of one of four 
major approaches (purposes) for conducting a mixed methods study (i.e., conver-
gence, complementarity, expansion, development); and (c) process, the manner in 
which the qualitative and quantitative data are integrated (i.e., merged, connected, 
embedded).

Methods guiding the conduct of mixed methods research are now available in 
several texts (Creamer, 2018; Curry & Nunez-Smith, 2015; Nastasi & Hitchckci, 
2016), some in their second edition or beyond (Creswell & Creswell, 2018; 
Tashakkori & Teddle, 2010). This includes books that focus on qualitative tech-
niques, research methods, and data analysis (Bernard et al., 2017). Both rigor and 
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cultural sensitivity in intervention assessment as conducted within a healthcare set-
ting can be attained by using well-specified research designs, coupled with a well- 
planned implementation of a mixed methods research (Castro et al., 2014).

4.4.5.3  Mixed Methods for “Unpacking” and In-Depth Analysis 
of Cultural Factors

“Unpacking” and In-Depth Analysis of a Cultural Factor Mixed methods anal-
yses can generate explanatory “thick description” narratives that constitute the 
essence of a deep-structure analysis. This approach can be used to explore the anal-
ysis of an intervention’s core components and their effects on targeted intervention 
outcomes. This approach is useful for understanding complex cultural issues that 
affect the health and well-being of diverse ethnocultural groups.

The identification of core themes and their structure can be linked to existing 
theoretical models (Ryan & Bernard, 2003). This approach aids in exploring an 
intervention’s likely mechanisms of change. Textual data for conducting a thematic 
analysis can be gathered from participants using in-depth interviews. These inter-
views can generate culturally rich and informative emergent themes for “unpack-
ing” meanings and nuances and the structure of complex cultural factors, such as 
acculturation, ethnic identity, and traditionalism (Castro & Coe, 2007; Castro 
et al., 2010).

In their mixed methods study, Castro and Coe conducted deep-structure focus 
question interviews with Latinas from two rural communities in Arizona. One study 
aim was to “unpack” the meaning of the complex cultural factor of family tradition-
alism as conceptualized by adult rural Latinx women (Castro & Coe, 2007). The 
quantitative (QUAN) assessment of the construct of traditionalism involved admin-
istering three cultural variable scales: family traditionalism, rural lifestyles, and folk 
beliefs (folk remedies). Furthermore, the open-ended focus questions were adminis-
tered via one-to-one interviews conducted by promotoras (lay-health workers) to 
identify emerging themes that reflect traditional Latinx family beliefs and practices. 
For eliciting these deep-structure themes, some of these focus questions were as 
follows: “How ‘should’ husbands, wives, and children act?; What is the right way to 
act? What are certain family members supposed to do?”

A thematic analysis of qualitative textual responses for each of these focus ques-
tion responses generated six themes: (a) male (macho) privilege, (b) family trust and 
respect, (c) family unity (familismo), (d) valuing traditions, (e) adherence to cus-
toms, and (f) resistance to change. A representative response about the theme of 
family trust and respect (respeto) was “[The family] always shares everything 
equally and there should be respect among everyone; between couples and chil-
dren.” An illustrative response about the theme of resistance to change was “[A 
traditional woman] does not believe in changing her ways. Everything that her par-
ents believe, so does she.” In summary, these thematic analyses “unpacked” the 
construct of family traditionalism by identifying emergent themes. This analysis 
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yielded nuanced, deep-structure text narrative responses that described core features 
of Latinx family traditionalism, as manifested within rural Latinx communities 
(Castro & Coe, 2007).

4.4.5.4  Mixed Methods Analyses for Cultural Enhancement of EBIs 
for Integrated Care

Studies can be conducted within integrated care settings by utilizing mixed methods 
research designs that utilize purposeful sampling of strategically selected groups of 
participants to analyze the effects of a preventive or treatment intervention (Castro 
et al., 2014; Creswell & Creswell, 2018). For example, a mixed methods research 
study that interviews therapists and clients who participated in a treatment interven-
tion can elicit responses that answer specific and well-developed focus questions 
about the participant’s reactions to treatment. For example, (a) “What intervention 
activities appeared to operate as “active ingredients” for attaining the targeted out-
comes?” (b) “In what ways did the intervention contribute toward attaining its tar-
geted outcomes?” and (c) “What were some weaknesses or limitations of this 
intervention, and what modifications of this intervention are needed to improve it?” 
In a “systematic mapping review” of empirical studies that utilized a qualitative 
component incorporated into controlled clinical trials, O’Cathain and colleagues 
describe how qualitative data provided contextual information regarding the manner 
in which the intervention study was implemented and how that intervention may 
have produced the targeted outcomes (O’Cathain et al., 2013).

4.4.6  Developing EBPIs for Implementation 
in Community Settings

4.4.6.1  Challenges of Taking an Evidence-Based Intervention to Scale

In 2008, Green observed that the outcomes of most behavioral research are not 
implemented in practice (Green, 2008), noting that only about 17% of these find-
ings are incorporated into practice. Further, for these findings, it takes approxi-
mately 17 years for that to occur (Balas & Boren, 2000). There are many reasons for 
this. The most commonly cited reason is that many clinicians do not regard these 
research findings to be relevant; they do not apply to their patient populations or 
their settings (Correa et al., 2020). We are challenged by the following mainstream 
conundrum: there is a massive literature considered to be elegantly designed and 
that supports the efficacy of psychological and behavioral interventions for the 
treatment of medical and psychological problems typically seen in primary care 
(Maragakis & O’Donohue, 2018) Nonetheless, this body of research is made irrel-
evant by the inherent limitations of these research designs (Holtrop et al., in press). 
Conventional research relies on designs that maximize internal validity to attribute 
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research results with high certainty to the intervention. These pristine research 
designs maximize the homogeneity of participant samples by minimizing variations 
in patients’ presenting problems. These designs also minimize variations in organi-
zational functioning and implementation fidelity, whereby the intervention is often 
delivered by highly experienced research staff.

By contrast, issues of external validity have been greatly minimized or neglected, 
thus limiting the generalizability and capacity for “real-world” implementation of 
these research results within diverse community settings. This limited external 
validity has lacked attention toward external environmental contexts, including cul-
tural variations in the participants from a local community who could be the benefi-
ciaries of that intervention. This inattention also involves a lack of implementation 
planning to “real-world” variations in the types of organization or settings in which 
the intervention would be implemented, such as medical centers, clinics, community- 
based agencies, as well as attention to broader community environments and con-
texts (urban, suburban, rural, frontier). Given this design inattention to external 
validity, is it any surprise that most research-based interventions have not been 
taken to scale?

To make research meaningful and implementable, Kessler and Glasgow pro-
posed that from the beginning, research should (a) be practical and have feasible 
interventions, (b) address key contextual factors, (c) have transparent reporting, and 
(d) use a design that fits the question of interest (Kessler & Glasgow, 2011). They 
further suggest that all these be applied to core research elements: the design selec-
tion, intervention characteristics, choice of evaluation measures, and data analyses 
(Kessler & Glasgow, 2011).

4.4.6.2  Strategies for Facilitating EBPI Dissemination 
and Implementation

Over the last 15 years, these issues involving the gap between formal research stud-
ies and their transferability to community-based services have coalesced into new 
frameworks and theories identified as dissemination and implementation (D&I) 
research. This field focuses on efforts to effectively transfer evidence-based preven-
tive interventions (EBPIs) and empirically validated treatments (EVTs) into local 
community and healthcare settings. For reducing one or more health disparities 
among one or more ethnocultural groups, the goal is to design from the beginning 
an evidence-based preventive or treatment intervention that is “scale-up ready” 
(Fagan et  al., 2019) and transferable with high adaptability (fit and function) 
(Alvidrez et  al., 2019) into one of several community settings and implemented 
expeditiously to confer targeted benefits to clients from one or more ethnocultural 
groups. The following sections provide four select strategies, among many, that are 
important in this process of developing an intervention that is designed as readily 
“scale-up ready” and transferrable from the efficacy testing phase, for implementa-
tion within one of several community settings for the benefit of improving health 
and wellness in diverse ethnocultural groups.
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Coordinating with Agency Administration and Staff

Once adopted, organization administrators need to exercise leadership in setting 
certain priorities for the implementation and sustainability of the intervention, as 
supported by their own organization. This may include administration-approved 
guidelines and expectations for intervention staffing, roles and responsibilities, and 
plans for implementation sustainability. It is important to ensure that the individuals 
mandating the change have the authority to do so, given that the implementers often 
lack such authority.

Assess Intervention “Scale-Up Readiness” and Identify Implementation 
Facilitators and Barriers

This assessment is typically guided by a conceptual framework or model that identi-
fies factors that may impede implementation within various community settings. 
For example, an intervention’s “scale-up” readiness (Fagan et  al., 2019) will be 
impeded if the new setting lacks leadership support. Thus, effectively implementing 
the innovation would require a focus on leadership engagement and education to 
promote effective intervention delivery. That assessment may also determine 
whether staff from that site have prior experience in using that intervention, thus 
inviting them to serve as an implementation champion.

Adapting the Intervention for the Local Contexts

Identify ways that the intervention can be adapted to meet local needs (Barrera 
et al., 2017). It is useful to identify components of successful implementation. When 
adapting an intervention, it is critical to identify and ensure that the intervention’s 
presumed core components are delivered with fidelity to the theory or the interven-
tion’s logic model, which serves as the scientific foundation believed to produce 
intervention’s treatment outcomes (to produce intervention efficacy), i.e. ,the mech-
anisms by which the intervention “works.” This includes identifying needed adapta-
tions for the intervention’s fit and function within the local clinical setting and 
meeting the needs of local community residents. In this regard, these adaptations 
may consist of tailoring discrete implementation strategies (intervention contents 
and activities) to eliminate barriers and leverage facilitators for an efficacious 
implementation process and capacity to attain targeted outcomes.

Engaging Consumers Under a Social Participatory Approach

Community clients are also key individuals in this implementation process – under 
a partnership that includes their views as consumers of this intervention. It is also 
important to orient these consumers to the intervention’s guiding theory or logic 
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model, in ways that consumers can understand. This orientation will allow consum-
ers to ask questions, also clarifying their role as active participants for enhancing 
their own health and wellness. This includes their role as active participants in 
intervention- related decision-making and monitoring their own progress in attain-
ing intervention-related goals.

4.4.7  Final Comments About Cultural Factors

This chapter provided an overview of cultural factors as important constructs and 
measurable cultural variables that can be used to conduct more probing deep- 
structure analyses about the cultural experiences of persons from the major ethno-
cultural groups in the United States. Cultural factors can operate as core elements of 
culture and can reveal rich nuances from those cultural experiences. When con-
verted into quantitative cultural variables, these elements can be incorporated into 
multivariate data analyses to expand existing models or develop new models and aid 
in a rigorous analysis of complex relationships and associations among variables in 
a given model. The use of mixed methods analyses that include cultural factors 
introduces the combined analytic power and yield from the integration of qualitative 
and quantitative data, thus adding further depth of analysis that can yield more com-
plete conclusions from this mixed methods approach. Finally, cultural factors can 
add depth of analysis in the design, dissemination, and implementation of evidence- 
based preventive and treatment interventions, at the intersection of prevention sci-
ence and implementation science. This approach can improve the transfer of tested 
and effective interventions into community settings to promote the health and well- 
being of multiple constituencies, including vulnerable members of ethnocultural 
groups, and contribute to reducing inequities and health disparities for a more com-
prehensive approach for improving the nation’s health.
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Chapter 5
Multiple Behavior Change as Prevention

James O. Prochaska and Janice M. Prochaska

5.1  Risk Factors

Health risk behaviors like smoking, inactivity, unhealthy diets, alcohol misuse, and 
ineffectively managed stress significantly contribute to a population’s morbidity, 
disability, mortality, reduced functioning and productivity, and escalating health-
care costs. In contrast, accumulating evidence suggests that a healthy lifestyle, 
including abstinence from smoking, eating five servings of fruits and vegetables 
each day, adequate physical activity (e.g., moving 10,000 steps a day or doing 
150 minutes of moderate exercise a week), 20 minutes of daily stress management, 
and striving to maintain a body mass index (BMI) of less than 25, increases life 
expectancy by up to 14 years (Khaw et al., 2008; Pronk et al., 2010; van den Brandt, 
2011). However, having a healthy lifestyle of 0 (smoking), 1 (drink per day for 
women, 2 for men under 65), 5 (fruits and vegetables), 10 (10,000 steps), 20 (at least 
20 minutes of mindful breathing, meditation, or other methods for reducing distress, 
and 25 (<25 BMI) has been an elusive goal for 97% of the population (Reeves & 
Rafferty, 2005). Why is it so important to do 0, 1, 2, 5, 10, 20, and 25 for one’s health?

Those behaviors are fundamental functions of life: breathing, drinking, eating, 
moving, and feeling. If we breathe toxins, we poison our bodies. If we drink alcohol 
to toxic levels, we do damage to both our minds and bodies. If we eat toxins, we 
seriously compromise our general well-being. If we don’t move it, move it, move it 
enough, we don’t push enough toxins out of our bodies. And, if we feel distressed, 
we are likely to smoke more cigarettes, drink more alcohol, eat more unhealthy 
“comfort foods,” and flop on the couch. Distress is also the number one reason why 
people relapse when they try to change unhealthy behaviors to healthy ones.
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Those fundamental functions of life are so important because they happen day, 
after day, after day for our whole lives. If the dysfunctional behaviors happen year 
after year, they build up the risk of producing diseases, disabilities, poor function, 
and premature death.

To have a significant and sustainable impact on attaining the healthy behaviors of 
0, 1, 2, 5, 10, 20, and 25, a model of behavior change is needed to address the needs 
of the entire populations, not just the minority who are motivated to take immediate 
action for better health. The transtheoretical model of behavior change (TTM) 
reframes change from equaling progress through a series of stages. The TTM is 
integrated around the stages of change which can identify segments of populations 
in different stages of change (Prochaska & Prochaska, 2016). Then, principles and 
processes are applied to initiate progress through the stages of change: precontem-
plation (not ready to take action), contemplation (getting ready), preparation (ready), 
action (meeting the healthy criteria behavior change), and maintenance (keeping up 
the healthy criteria behavior change).

5.2  Effective Screening

In order to use the stage approach, a necessary first step is identifying which stage 
of readiness best classifies your patient for each relevant health behavior. A critical 
component is clearly operationalizing the target behavior and action criteria. This 
can be thought of as what one would be doing if they were in action. For example, 
the action criterion for smoking cessation is no smoking. 

In such areas as weight management, there may be multiple behaviors that are 
important to assess and treat – readiness to do healthy eating and regular exercise. 
In working with multiple risks, it is often beneficial to prioritize the at-risk behavior 
that the patient is most ready to change. If someone is in the preparation stage, you 
can set goals and offer treatment options that will likely help them fairly quickly 
reach action. Upon making that successful behavior change, they will have a suc-
cess under their belt and likely will have increased confidence and skills to make 
additional behavior changes.

There are several options by which stage of change can be assessed in clinical 
settings. For many health areas, reliable and valid assessment tools have been devel-
oped and can be found in published articles or online and available in the public 
domain. Other times, measures can be licensed through the companies that devel-
oped them and then incorporated within your patient portal or electronic medical 
software. A list of companies with health risk assessments certified by the National 
Committee for Quality Assurance (NCQA) can be found at http://www.ncqa.org. 
Using certified assessment tools offers the most reliable and consistent way to mon-
itor and report patient health behaviors and risks longitudinally. For those without 
the resources to implement standardized protocols, providers can administer staging 
questions during their patient interview. In doing so, it is important to identify a 
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specific and well-defined behavior and to ask their intention to do the behavior 
according to this sample:

Do you intend to {insert action criteria}?
No. I don’t intend to do so in the next 6 months (precontemplation).
Yes. I intend to do so in the next 6 months (contemplation).
Yes. I intend to do so in the next 30 days (preparation).
Yes. I have been doing so for less than 6 months (action).
Yes. I have been doing so for more than 6 months (maintenance).

5.3  Using the Transtheoretical Model to Help Patients

The transtheoretical model of behavior change (TTM), also known as the stages of 
change model, is a comprehensive model that integrates constructs from several dif-
ferent theories and approaches to change (hence the name “transtheoretical”) to 
explain and predict how and when individuals stop high-risk behaviors or adopt 
healthy ones (Prochaska & Norcross, 2018). The TTM construes the change process 
into distinct stages of intention and provides approaches to help people move for-
ward through the stages (Prochaska & DiClemente, 1983). Decades of research on 
a wide variety of health behaviors have found that certain principles and processes 
of change work best at each stage to reduce resistance, facilitate engagement and 
progress, and prevent relapse (Prochaska, 1994). These include decisional balance, 
self- efficacy, and processes of change.

Stage of change is the TTM’s central organizing construct. Longitudinal studies 
of change have found that people move through a series of stages when modifying 
behavior on their own or with the help of formal interventions (DiClemente & 
Prochaska, 1982; Prochaska & DiClemente, 1983). Understanding the stages of 
change allows one to appreciate change as a dynamic process and helps one to learn 
the variability in patients’ responses to the uptake of health behavior interventions. 
The stage construct implies progress occurring over time. Traditionally, behavior 
change was often construed as an event, such as quitting smoking, drinking, or over-
eating, but the TTM recognizes change as a process that unfolds over time and 
involves progress through the series of stages (see Fig. 5.1).

5.3.1  Precontemplation

Patients in the precontemplation stage are not intending to take action in the fore-
seeable future, usually measured as the next 6 months. Being uninformed or under-
informed about the consequences of one’s behavior may cause a person to be in 
precontemplation. Multiple, unsuccessful attempts at change can lead to demoral-
ization about one’s ability to change. Both the uninformed and underinformed tend 
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to avoid reading, talking, or thinking about their high-risk behaviors. They are often 
characterized in other theories as resistant, unmotivated, or not ready for interven-
tions. The fact is action-oriented programs are not ready for such individuals and are 
not developed to meet their needs. Messages like “Wherever you are at, we can 
work with that”™ need to be delivered, and interventions meeting that need to be 
implemented.

Contemplation Contemplation is the stage in which patients are intending to 
change in the next 6 months. They are more aware of the pros of changing but are 
also acutely aware of the cons. In a meta-analysis across 48 health risk behaviors 
(Hall & Rossi, 2008), the pros and cons of changing were equal for people in con-
templation. This weighting between the costs and benefits of changing can produce 
profound ambivalence that can cause people to remain in this stage for long periods 
of time. This phenomenon is often characterized as chronic contemplation or behav-
ioral procrastination. Individuals in contemplation also are not ready for traditional 
action-oriented programs that expect participants to act immediately.

5.3.2  Preparation

Preparation is the stage in which patients are intending to take action in the immedi-
ate future, usually measured as the next month. Typically, they have already taken 
some significant steps toward the healthier behavior in the past year. These individu-
als have a plan of action, such as joining an exercise class, consulting a counselor, 
talking to their physician, buying a self-help book, or relying on a self-change 
approach. These are the people who can be recruited for action-oriented programs, 
such as nicotine replacement therapies or Weight Watchers.

Fig. 5.1 The stages of change. © Pro-Change Behavior Systems, Inc. Reprinted with permission
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5.3.3  Action

Action is the stage in which patients have made specific overt modifications in their 
lifestyles within the past 6 months. Since action is observable, the overall process of 
behavior change often has been equated with action. But in the TTM, action is only 
one of the stages. Not all modifications of behavior count as action in this model. In 
most applications, people have to attain a criterion that scientists and professionals 
agree is sufficient to reduce the risk of disease. For example, reduction in the num-
ber of cigarettes and switching to low-tar and low-nicotine cigarettes were formerly 
considered acceptable actions for smoking. Now, the consensus is clear – only total 
abstinence counts, as those other changes do not necessarily lead to quitting and do 
not remove the risks associated with smoking to zero.

5.3.4  Maintenance

Maintenance is the stage in which people have made specific, overt modifications in 
their lifestyles for at least 6 months. They are working to prevent relapse, but they 
do not apply change processes as frequently as do people in action. They are less 
tempted to relapse and grow increasingly more confident (have greater self- efficacy) 
that they can continue their changes. Based on self-efficacy and temptation data, 
researchers have estimated that maintenance lasts from 6 months to about 5 years. 
Fitbit is a good example of a tool to help someone stay in maintenance.

5.3.5  Termination

Termination is the stage in which people are not tempted; they have 100% self- 
efficacy. Whether depressed, anxious, bored, lonely, angry, or stressed, individuals 
in this stage are sure they will not return to unhealthy habits as a way of coping. It 
is as if the habit was never acquired in the first place or their new behavior has 
become an automatic healthy habit. Examples include people who have developed 
automatic seatbelt use or who automatically take their medications at the same time 
and place each day. In a study of former smokers and alcoholics, researchers found 
that less than 20% of each group had reached the criteria of zero temptation and 
total self-efficacy (Snow et al., 1992). The criterion of 100% self-efficacy may be 
too strict, or it may be that this stage is an ideal goal for population health efforts. In 
other areas, like exercise, consistent condom use, and weight control, the realistic 
goal for many people may be a lifetime of maintenance.
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5.4  Decisional Balance

The process of reflection and weighing of the pros and cons of changing is deci-
sional balance. Sound decision-making requires the consideration of the potential 
gains (pros) and losses (cons) associated with a behavior’s consequences. For exam-
ple, there are more than 65 scientifically established benefits of regular physical 
activity. One could be encouraged to make a list to see how many can be identified. 
They can then take a list of 65+ pros, like from our book, Changing to Thrive, and 
see how many of the pros of changing are important to them. One can also list the 
cons. The more the list of pros outweighs the cons, the better prepared one will be 
to take effective action.

5.5  Self-Efficacy

With TTM-based interventions, self-efficacy is operationalized as confidence to 
make and sustain changes. Confidence is low in the precontemplation stage and 
increases across the stages (DiClemente et al., 1991). Given the importance of self- 
efficacy, it needs to be raised early by assisting patients in setting and achieving 
small goals that will build their confidence for taking on increasingly difficult chal-
lenges. If, for example, someone is not exercising at all but is intending to do so in 
the next 6 months, it would be helpful to have them set a reasonable and achievable 
goal to begin exercising slowly (e.g., 10 minutes, three times a week) and increase 
the frequency and intensity once that goal has been mastered.

5.6  Temptation

Temptation reflects the intensity of urges to engage in a specific unhealthy habit 
while in the midst of difficult situations. Typically, three factors reflect the most 
common types of tempting situations: emotional distress, positive social situations, 
and craving. People could ask themselves how they will cope with emotional dis-
tress (without relying on a cigarette or comfort foods) to help them cope more effec-
tively and thereby build their confidence or self-efficacy.

5.7  Processes of Change

Table 5.1 illustrates the principles and processes of change by stage. Processes of 
change are the experiential and behavioral activities that people use to progress 
through the stages. They provide important guides for intervention programs, 
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serving as activities that are applied to move from stage to stage. Ten processes have 
received the most scientific support to date. They are described in Table  5.2 
and below.

5.7.1  Consciousness Raising (Get the Facts)

Consciousness raising involves increased awareness about the causes, conse-
quences, and cures for a particular problem behavior. Interventions that can increase 
awareness include feedback, interpretations, bibliotherapy (i.e., using self-help 
books or manuals), and media campaigns. Sedentary people, for example, may not 
be aware that their inactivity can have the same risk as smoking a pack of ciga-
rettes a day.

Precontemplation Contemplation      Preparation         Action         Maintenance

Consciousness Raising
Environmental Reevaluation
Dramatic Relief
Social Liberation

Self-Reevaluation

Self-Liberation

Helping Relationships
Counterconditioning

Reinforcement Management
Stimulus Control

Self-Efficacy Increasing

Cons of Changing Decreasing

Pros of Changing Increasing

Table 5.1 Integration of the stages, principles, and processes of change
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5.7.2  Dramatic Relief (Pay Attention to Feelings)

Dramatic relief initially produces increased emotional experiences followed by 
reduced affect or anticipated relief, if appropriate action is taken. Personal testimo-
nies, social networks, and health risk feedback delivered by text messages are exam-
ples of techniques that can move people emotionally.

5.7.3  Self-Reevaluation (Create a New Self-Image)

Self-reevaluation combines both cognitive and affective assessments of one’s self- 
image with and without a particular unhealthy habit, such as one’s image as a couch 
potato versus an active person. Values clarification, identifying healthy role models, 
and imagery are techniques that can help people apply self-reevaluation. One might 
ask “Imagine if you were free from smoking – How would you feel about yourself?”

Table 5.2 Processes of change

Consciousness-raising Learning new facts, ideas, and tips that support the healthy behavior 
change

Dramatic relief Experiencing negative emotions (fear, anxiety) that go along with old 
behaviors or the positive emotions (inspirations) that go along with 
behavior change

Environmental 
reevaluation

Realizing the negative impact of one’s behavior – and the positive 
impact of change – on others

Self-reevaluation Looking back to how they think and feel about themselves and forward 
to how they will think and feel about themselves when free from their 
unhealthy habit

Social liberation Realizing that social norms are changing to support the healthy 
behavior

Helping relationships Seeking and using social support to make and sustain changes
Counterconditioning Substituting healthy alternative behaviors and thoughts for unhealthy 

ones
Reinforcement 
management

Increasing the intrinsic and extrinsic rewards for healthy behavior 
change and decreasing the rewards for old behaviors

Stimulus control Removing reminders or cues to engage in the old behaviors, and using 
cues to engage in the new healthy behavior

Self-liberation Believing in one’s ability to change and making a commitment to 
change based on that belief
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5.7.4  Environmental Reevaluation (Notice Your Effect 
on Others)

Environmental reevaluation combines both affective and cognitive assessments of 
how the presence or absence of a personal habit affects one’s social environment, 
such as the effect of smoking on others. It can also include the awareness that one 
can serve as a positive or negative role model for others. Empathy training and 
documentaries can lead to such assessments.

5.7.5  Social Liberation (Notice Social Trends)

Social liberation involves realizing that social norms are changing to support the 
healthy behavior. Examples include recognizing how few places they can smoke, 
salad bars at restaurants, and walking paths.

5.7.6  Self-Liberation (Make a Commitment)

Self-liberation is both the belief that one can change and the commitment as well as 
re-commitment to act on that belief. New Year’s resolutions, public testimonies, and 
a contract are ways of enhancing what the public calls willpower. The intervention 
could state “Telling others about my commitment to take action can strengthen my 
willpower. Who am I going to tell?” Today with social networks, individuals can 
make commitments to many of their digital friends.

5.7.7  Counterconditioning (Use Substitutes)

Counterconditioning requires learning healthy behaviors as substitutes for problem 
behaviors. Examples of counterconditioning include mindful breathing as a health 
substitution for breathing smoke or walking as a healthier alternative than “comfort 
foods” as a way to cope with distress.

5.7.8  Stimulus Control (Manage Your Environment)

Stimulus control removes cues for unhealthy habits and adds prompts for healthier 
alternatives. Examples are removing all the ashtrays from the house and car or 
removing high-fat foods that are tempting cues for unhealthy eating.
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5.7.9  Reinforcement Management (Use Rewards)

Reinforcement management provides positive consequences for taking steps in a 
positive direction. While contingency management can include the use of punish-
ment, it was found that self-changers rely on reward much more than punishment. 
Reinforcements are emphasized since a philosophy of the stage model is to work in 
harmony with how people change naturally. People expect to be reinforced by oth-
ers more frequently than is actually the case, so they should be encouraged to rein-
force themselves through self-statements like “Nice going  – you handled that 
temptation.” They also can treat themselves at milestones as a reinforcement to 
increase the probability that healthy responses will be repeated.

5.7.10  Helping Relationships (Get Support)

Helping relationships combine caring, trust, openness, and acceptance, as well as 
support for healthy behavior change. Guiding people on how to get social support 
through support groups, social media, and buddy systems can be sources of social 
support.

5.8  Using Stage-Matched Communications

Once action criteria are identified and one understands the patient’s intention to do 
the action criteria, the next step is to use that knowledge to target the intervention 
strategy. Below are guidelines for considering the patient’s stage and interventions 
by stage of change. 

Precontemplation
Patient Interventions

 • Not ready to change/not 
intending to take action

• Engage them in a TTM change process, like the pros of 
changing

 • May experience change as 
coerced

• Use motivational interviewing techniques (e.g., 
open-ended questions, reflection, evoking change talk, 
rolling with resistance)

 • Might feel demoralized from 
multiple relapses

• Increase awareness of how to progress, e.g., reduces 
defenses

 • May respond with denial, 
reactance, or resistance

• Move them emotionally based on current and future 
consequences of the unhealthy behavior

 • Under or unaware of problem • Facilitate movement to contemplation
 • Identifies many cons to changing • Suggest less intense treatment options

(continued)
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Precontemplation
Patient Interventions

 • Under-recognizes benefits of 
changing

• Discuss benefits of changing

Contemplation
Patient Interventions
 • Aware that problem exists • Resolve ambivalence so pros outweigh the cons
 • Expresses some interest in 
changing eventually

• Help problem solve around significant cons of changing 
perceived by patient

 • Recognizes benefits of changing • Increase benefits to changing (the longer the list the 
better)

 • Marked by ambivalence • Encourage reflection of how self-image would improve 
if behavior changed

 • Lacks commitment to change • Encourage progress rather than action
 • Lacks confidence to change • Encourage small steps
 • Might feel stuck – not sure how 
to make progress
 • Acutely aware of the cons or 
barriers to changing
Preparation
Patient Interventions
 • Intending to make a change in the 
next month

• Goal is to encourage, excite, and empower patient

 • Preparing to act • Provide support
 • Has taken some small steps • Create an action plan that includes start date and steps to 

action
 • Recognizes more benefits than 
cons to changing

• Ensure patient has necessary support systems

 • Expresses commitment to change • Encourage reflection on how self-image will change

 • Has increased confidence in 
ability to change

• Problem-solving barriers to change

 • Developing a plan toward 
meeting action criteria

• Provide examples and inspiration of successful changers

• Refer to more intense action-oriented treatment options
Action
Patient Interventions
 • Recently made the behavior 
change

• Support action

 • Still actively working (giving 
time and energy) to sustain the 
change

• Provide praise and recognition

 • May experience strong urge to 
revert back to old behavior

• Communicate that sustaining action takes effort and 
commitment

 • Identifying difficult times to stay 
adherent

• Encourage coping skills to handle urges to slip

(continued)
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Precontemplation
Patient Interventions

 • Slips and recycling to earlier 
stage common

• Ensure their environment and routine support lasting 
action
• Assist with strategies to prevent relapse
• Intense treatment options still appropriate
• Encourage coping skills to handle urges to slip

Maintenance
Patient Interventions
 • Maintaining the behavior change 
for at least 6 months

• Understand that change is dynamic and slips are the rule, 
not the exception

 • High confidence • Consult on challenge of ongoing doing the healthy 
behavior

 • High commitment • Focus on relapse prevention
 • Slips still can happen, but they 
don’t have to be a fall

• Ensure good coping skills for times of distress and 
ongoing stress management

 • Experience fewer temptations to 
slip back

• Assist with keeping confidence high

 • Risk for relapse highest during 
times of distress

• Create plan for dealing with distress

• Encourage patients to learn from slips and plan 
accordingly

5.9  Evidence-Based Prevention

TTM-based approaches result in increased participation and engagement because 
they appeal to the whole population rather than the minority ready to take action. 
TTM research across many behaviors and populations have demonstrated repeat-
edly that only a minority of any at risk group are in preparation (typically 20%) with 
the majority in precontemplation and contemplation (typically 80%) (Velicer et al., 
1995; Wewers et al., 2003). Yet, most behavior change messaging and treatments 
are action-oriented and assume readiness to participate in action-oriented programs. 
Such methods engage mostly the 20% or so of people who are ready to take action 
and misserve the majority of at-risk people who are not prepared to take action. 
With this information at hand, it isn’t surprising that the average participation of 
health promotion programs is quite modest, with one worksite health promotion 
review of 59 studies finding a median retention rate of 57% (Soler et al., 2010), 
while TTM-based programs often achieve greater than 80% participation (Prochaska 
et al., 2001). TTM approaches engage whole populations because they are perceived 
as more respectful, relevant, engaging, and appealing, thereby reducing resistance 
and reactance among early-stage individuals.

TTM-based approaches can accelerate rates of behavior change. While action- 
oriented programs may do well to help those ready to change, their impact is limited 
to the small percentage of people who are ready to change. By using a stage 
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approach, one not only increases participation but also the likelihood that individu-
als will eventually take action. Research demonstrates that helping participants 
move forward at least one stage of change (such as moving from precontemplation 
to contemplation) can as much as double the likelihood that they will move to the 
action stage in the next 6 months. Helping them to move two stages can triple their 
chances of taking action (Prochaska et al., 2001).

TTM-based approaches are often more efficacious. A large body of literature 
supports the increased efficacy of stage-matched programs over action-oriented and 
one-size-fits-all interventions. Meta-analyses conclude that tailoring on TTM con-
structs produces greater impacts than tailoring on most constructs of other behavior 
change theories (Krebs et al., 2010; Noar et al., 2007). TTM-based treatments have 
been found effective across dozens of behaviors and populations (Evers et al., 2006; 
Johnson et al., 2008; Johnson, Driskel, et al., 2006a; Johnson, Driskell, et al., 2006b; 
Levesque et al., 2012; Mauriello et al., 2010) and have been found to surpass the 
average outcomes of other behavior change programs identified as benchmarks by 
a national task force (Johnson et al., 2013). Recent research demonstrates the addi-
tional impact of TTM-based treatment can have overall and specific domains of 
well-being (Prochaska et al., 2012).

TTM-based approaches impact multiple risks. Several randomized clinical trials 
of TTM-based interventions have demonstrated the ability to impact multiple risks, 
even risks that were not specifically treated (Johnson et al., 2014; Johnson & Evers, 
2015). This research includes areas such as adherence to anti-hypertension and 
lipid-lowering medication, weight management, obesity prevention, and prenatal 
care (Johnson et al., 2008; Johnson, Driskel, et al., 2006a; Johnson, Driskell, et al., 
2006b; Mauriello et al., 2010; Mauriello et al., 2016; Velicer et al., 2013). Through 
this research, the phenomena of coaction have been described as the increased prob-
ability that individuals who adopt one health behavior will adopt another health 
behavior. For example, in a randomized clinical trial of a TTM-tailored weight man-
agement intervention for overweight adults, the treatment group demonstrated a 
2.5–5.2 increased likelihood of success on a second behavior. The control group 
demonstrated a 1.2–2.6 increase likelihood of success on a second behavior (Johnson 
et al., 2014). Given the vast differences in probability of additional behavior change 
between successful changers in the treatment group compared to control, it can be 
concluded that this is not a naturally occurring phenomenon. Similar findings from 
other multiple behavior trials cumulate evidence that coaction occurs more in 
groups receiving TTM-tailored behavior change treatments. It can be hypothesized 
that by teaching individuals strategies that support the change process, they then 
apply those strategies successfully to other areas.
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5.10  The Role of Primary Care Physicians and Behavioral 
Care Provider

Within a practice setting, an important first step is to have the patient assessed for 
all relevant health behaviors via a health risk assessment (HRA). This can be incor-
porated within electronic medical software or done in a patient interview with the 
behavioral care provider (BCP). Depending on the results, the BCP can then inter-
vene with stage-matched communications or prescribe TTM-computerized, tailored 
interventions online. With multiple behavior change, a combination of personal and 
online interventions could be beneficial. There is a comprehensive suite of programs 
available at Pro-Change Behavior Systems, Inc. With the online programs, patients 
are assessed on their pros and cons, confidence, and processes of change. They then 
receive feedback on strategies for increasing the pros and decreasing the cons, ideas 
for coping with temptations, what processes of change to use more, and strategies 
for taking small steps for progressing to the next stage. Patients are then able to 
assess a printed report as well as an online personal activity center where they can 
find activities designed to reinforce their personal report.

Typically, 30 days and 60 days after the first session, patients are prompted to 
return to complete a follow-up session. Here they are reassessed, given feedback on 
their progress, and receive an updated report. In addition, patients can receive tai-
lored text messages every 1–3 days depending on their current stage of change.

If a cluster of patients exist with a variety of risk behaviors, a group could be 
formed and led by the BCP to teach patients the stages of change and help patients 
support each other as they move through the stages. The primary care physician’s 
role is to reinforce the use of the online and group programs and to check on prog-
ress made through the stages of change.

A helpful comparison of moving from traditional patient health to integrated 
prevention care is shown below:

Patient health Integrated preventive care

Passive, wait for patient to call Proactive, reach out to the population
Acute conditions Prevention of chronic conditions
Action-oriented Stage-based
Clinic-based Clinic- or home-based
Clinician-delivered Clinician- and technology-delivered
Standardized Tailored
Single target behavior Multiple target behaviors
Fragmented Integrated
Specificity, e.g., treat just one behavior Synergy, e.g., coaction
Reducing risks Reducing risks and enhancing well-being
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5.11  Lessons Learned/Implementation

Hopefully you are more prepared to incorporate a stage approach in your work with 
multiple behavior change. Recognizing the unique needs of patients in different 
stages and seeing progress as movement to the next stage can assist in significantly 
increasing the impact of your interventions.

Those who seek additional guidance can participate in an e-learning module 
titled “Become an Agent of Change; Applying the TTM of Behavior Change” 
(details at www.prochange.com\e-learning) or refer to the book Changing To 
Thrive: Using The Stages Of Change to Overcome the Top Threats to Your Health 
and Happiness (2016).

There are many benefits to integrating a TTM stage approach, including the 
following:

• Prepares you to work with entire populations of patients wherever they are in the 
stages of change

• Helps you reduce resistance among your patients
• Allows you to see and appreciate how your patients are making progress in stages
• Enables you to set stage-matched goals with patients
• Gets you to offer and prescribe behavior change programs that are 

stage-appropriate
• Teaches you the principles and processes of change that are applicable across all 

health behaviors
• Shows you an approach that is successful at increasing engagement, increasing 

healthy behaviors, reducing multiple risks, enhancing multiple domains of well- 
being, and productivity

Finally, how ready are you to integrate a stage approach in your work?

 1. I don’t intend to integrate a stage approach in my work in the next 6 months 
(precontemplation).

 2. I intend to integrate a stage approach in my work in the next 6 months 
(contemplation).

 3. I intend to integrate a stage approach in my work in the next month 
(preparation).

 4. I have been integrating a stage approach in my work for less than 6 months 
(action).

 5. I have been integrating a stage approach in my work for more than 6 months 
(maintenance).

Below are some ideas to guide next steps:

 1. If you are in precontemplation, look for more information (e.g., Changing to 
Thrive) in using a stage approach, and consider how your work, your patient 
interactions, and your practice might benefit by adopting a stage approach.

 2. If you are in contemplation, make a list of the pros and cons of TTM, and learn 
more about the pros of using a stage approach by talking with others who use it 
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and seeking additional training in the approach at www.prochage.com/elearning. 
Identify what barriers might be in your way and consider ways to overcome 
them. Feel inspired by how the stage approach has helped so many others to 
more successfully engage patients.

 3. If you are in preparation, make a commitment to begin using a stage approach, 
and share that commitment with others. Build your confidence by role-playing or 
practicing the approach with patients. Ask co-workers to support and assist your 
efforts, and notice the benefit.

4 or 5. If you are in action or maintenance, keep this chapter and other 
training materials visible to make it easy to use a stage approach. Appreciate the 
benefits TTM offers you and your patients. Boost your confidence by using the 
approach even with resistant patients. And, like your patients, you may have a 
slip, but you don’t have to fall all the way back to your old practice.
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Chapter 6
Depression

L. Sophia Rintell, Katherine R. Buchholz, and Tracy R. G. Gladstone

6.1  Definition/Diagnostic Criteria

Depression is a common and serious mental health disorder that affects mood, 
thoughts, and behaviors. Depressive disorders are characterized by sadness, loss of 
interest or pleasure, disruptions to appetite or sleep, low energy, poor concentration, 
and low self-worth. Symptoms of depression can impact an individual’s functioning 
in daily life, relationships, and work. The two most common forms of depressive 
disorders are major depressive disorder (MDD) and persistent depressive disorder 
(dysthymia). MDD is comprised of major depressive episodes that are defined by 
persistent depressive symptoms and functional impairment over at least 2 weeks. 
These episodes can be categorized as mild, moderate, or severe based on the symp-
tom profile and level of functional impairment. Persistent depressive disorder is a 
chronic form of mild depression, involving ongoing depressive symptoms over at 
least 2 years, which may include episodes of major depression along with periods 
of less-severe symptoms (American Psychiatric Association, 2013). The criteria for 
diagnosis of MDD, as defined by the Diagnostic and Statistical Manual of Mental 
Disorders, 5th Edition (DSM-5), include the presence of five or more of nine spe-
cific symptoms (listed below), one of which is either depressed mood or loss of 
interest or pleasure, most of the time during a 2-week period:

 1. Depressed mood most of the day, nearly every day
 2. Markedly diminished interest or pleasure in all, or almost all, activities most of 

the day, nearly every day
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 3. Significant weight loss when not dieting, weight gain, or decrease or increase in 
appetite nearly every day

 4. Insomnia or hypersomnia nearly every day
 5. A slowing down of thought and a reduction of physical movement or increased 

restlessness, observable by others
 6. Fatigue or loss of energy nearly every day
 7. Feelings of worthlessness or excessive or inappropriate guilt nearly every day
 8. Diminished ability to think or concentrate or indecisiveness nearly every day
 9. Recurrent thoughts of death, recurrent suicidal ideation without a specific plan, 

or a suicide attempt or a specific plan for committing suicide

These symptoms must cause the individual clinically significant distress or 
impairment in social, occupational, or other important areas of functioning. The 
symptoms must not be a result of substance use or another medical condition 
(American Psychiatric Association, 2013).

The presentation of depression in children and adolescents is similar to that of 
adults, with differences that stem from children’s developmental stages (Birmaher 
et al., 1996). For example, irritability, low frustration tolerance, somatic complaints, 
withdrawal, and vegetative symptoms (changes in appetite, weight, energy, and 
insomnia) are more common in adolescents with MDD than adults with MDD. Loss 
of interest (anhedonia), concentration problems, delusions, and suicide attempts are 
more common in adults with MDD (Birmaher et  al., 2007; Mullen, 2018; Rice 
et al., 2019). Similarly, characteristic symptoms of depression can look different for 
women and men. Women with depression are more likely to report atypical symp-
toms, somatic complaints, and comorbid anxiety symptoms (Parker & Brotchie, 
2010), while men with depression more often experience acts of aggression, anger, 
substance use, and risky behavior (Martin et al., 2013).

The etiology of depression is complex, and it is likely caused by a combination 
of psychological, social, behavioral, and biological factors. Depression can be trig-
gered by adverse events, physical illness, loss, or other stressors, or it can occur 
without a specific antecedent. If triggered by a specific event, the symptoms of 
depression and their impairment are greater than would be expected from a typical 
stress response. MDD often occurs alongside other serious physical and mental ill-
nesses. In fact, risk of depression is elevated for people with one or more chronic 
disease (Katon, 2011; Moussavi et al., 2007). Likewise, MDD increases the risk of 
several physical illnesses, including diabetes mellitus, heart disease, stroke, hyper-
tension, obesity, cancer, cognitive impairment, and Alzheimer’s disease morbidity 
(Penninx et  al., 2013). Comorbid depression can cause negative health conse-
quences, including increased mortality, disability, and poor quality of life, adding to 
disease burden and healthcare costs (Gold et al., 2020; Kang et al., 2015). A leading 
cause of disability worldwide, depression is a significant contributor to global eco-
nomic and disease burden, accounting for 10% of the world’s total nonfatal disease 
burden (Gold et  al., 2020; Kessler, 2012; Mnookin, 2016; World Health 
Organization, 2016).
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6.2  Prevalence and Age of Onset

Although its prevalence varies by region, depression is common all over the world 
and affects over 300  million people globally, equivalent to 4.4% of the world’s 
population (World Health Organization, 2017). The average age of onset for MDD 
is 15 years old, although symptoms of mental health disorders can emerge a few 
years before meeting diagnostic criteria (National Research Council and Institute of 
Medicine, 2009). Rates of depression increase sharply as children transition to ado-
lescence (Fergusson & Horwood, 2001; Mojtabai et al., 2016). Notably, the preva-
lence of MDD is twice as high in older adolescents as compared to younger 
adolescents, particularly for severe MDD (Avenevoli et al., 2015). Approximately 
18.1% of US adolescents ages 12–17 have experienced major depression in their 
lifetime (Lu, 2019). The 12-month prevalence of major depressive episodes in ado-
lescents increased from 8.7% in 2005 to 11.3% in 2014 (Mojtabai et al., 2016).

Among adults in the United States, the lifetime prevalence of MDD is 10.6%, 
and the 12-month prevalence is 10.4% (Hasin et al., 2018). In 2017 alone, 17.3 mil-
lion adults in the United States were estimated to have had at least one major depres-
sive episode, which represents 7.1% of the country’s adult population. The 
prevalence of adults who had a major depressive episode was highest among those 
ages 18–25 (13.1%) (World Health Organization, 2017). Individuals tend to experi-
ence multiple episodes of depression during their lifetime. Among adults in the 
United States, the average number of lifetime episodes is 3.86 (Hasin et al., 2018). 
Over half of people who recover from a first major depressive episode will have 
another episode in their lifetime, and over three quarters of those who have had two 
episodes will experience a recurrence (Burcusa & Iacono, 2007).

Rates of depression in older patients are thought to be similar to the general adult 
population, though higher among those living in long-term care institutions. 
Depression was identified in as many as 50% of nursing home residents in their first 
year of stay, indicating a possible causal role for institutional stays in the onset of 
depression (Hoover et al., 2010).

There are no gender differences in the prevalence of depression among children 
(Girgus & Yang, 2015), although boys report a greater number of depressive symp-
toms than girls (Twenge & Nolen-Hoeksema, 2002). Beginning in adolescence, the 
burden of depression falls disproportionately on girls and women; girls have been 
found to experience a two- to threefold risk of MDD compared to adolescent boys 
(Avenevoli et al., 2015). Gender differences in prevalence appear after the pubertal 
stage and may be attributed to a number of social, biological, and psychological 
factors (Van de Velde et al., 2010; Yoon & Kim, 2018). These differences continue 
into adulthood when MDD is nearly twice as prevalent in women as it is in men 
(Seedat et al., 2009; Van de Velde et al., 2010).

Low-income adults have higher rates of 12-month MDD (Hasin et al., 2018). By 
race, 12-month MDD prevalence is lower in African American, Asian/Pacific 
Islander, and Hispanic adults than in White adults. Despite greater exposure to 
social stressors, Black adults in the United States have lower rates of MDD than 
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non-Hispanic Whites (Barnes et al., 2013), although when Black adults do develop 
depression, it is generally more chronic and more severe (Williams et al., 2007). 
This pattern, whereby Black adults report equal or lower rates of many mental 
health disorders, including depression, relative to White adults, has been termed a 
“black-white mental health paradox.” Erving et  al. (2019) found that the black- 
white mental health paradox is consistent across gender and is still present after 
adjusting for socioeconomic factors (Erving et al., 2019).

6.3  Risk Factors

A risk factor, as defined by Kazdin et al. (1997), is an antecedent condition associ-
ated with an increase in the likelihood of an outcome, in this case, diagnosis of 
depression. Risk factors for depression can be considered specific or nonspecific. 
Specific risk factors are those that are related to the onset of depression. Nonspecific 
risk factors increase rates of depression as well as other psychiatric disorders, espe-
cially when they co-occur (Muñoz et  al., 2012). Prevention efforts must address 
both specific and nonspecific risk factors. It is important to note that there is an 
overlap between these categories, which are meant only as conceptual tools. Key 
risk factors for depression are briefly outlined in this section.

6.3.1  Parental Depression

Having a parent with depression is one of the strongest and best studied risk factors 
for the development of depression (DiFonte & Gladstone, 2017; England & Sim, 
2009; Evans et al., 2005; Goodman et al., 2011). Relative to offspring of nonde-
pressed parents, offspring of parents who are depressed are at three times the risk 
for developing depressive disorders (Weissman et al., 2006). Children whose par-
ents have depressive symptoms or a depressive disorder have more internalizing 
disorders (Pettit et  al., 2008), show poorer academic performance (Shen et  al., 
2016), report more negative life events, use fewer positive emotion regulation strate-
gies (Loechner et al., 2020), and report more friendship instability (Evans et al., 
2005). Goodman and Gotlib’s (2002) integrative model of the transmission of risk 
from depressed mother to offspring incorporates biological and environmental 
mechanisms and markers associated with risk. This model proposes that mecha-
nisms of risk transmission overlap and interact with one another.

Familial transmission of depression can be explained in part by genetic effects 
and heritability. In a longitudinal study of a high-risk sample (i.e., a sample of bio-
logical relatives of individuals with MDD), the heritability of MDD was found to be 
67%, adjusting for age and gender (Guffanti et al., 2016). These heritability rates 
contrast with the heritability of depression in community samples, which range 
from 31% to 42% in studies of twins and adopted children (Sullivan et al., 2000). 
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Predisposition to depression may be influenced by the interaction of environment 
and genome, a process known as phenotypic plasticity (Bagot & Meaney, 2010; 
Hochberg et al., 2011). In other words, an individual inherits genetic makeup from 
a depressed parent, but depression emerges only with the combination of genetics 
and certain environmental effects (Beardslee et al., 2011). For example, in a meta- 
analysis of the relation between the 5-HTT gene variation and stress, Bleys et al. 
(2018) found that people with one or two copies of the short allele in the 5-HTTLPR 
are more susceptible to depression when faced with stress. In addition, there is a 
research base for the effects of hippocampal volume (Rao et al., 2010) and cortical 
thickness (Bansal et al., 2016) on vulnerability to depression in children of depressed 
parents. Future research on genetic and biological factors involved in the intergen-
erational transmission of depression hold much potential (Beardslee et al., 2011).

Parental behaviors also play a significant role in the transmission of parental 
depression. Deficits in parenting skills may increase risk for children of depressed 
parents (Foster et al., 2008; Lovejoy et al., 2000; Middleton et al., 2009), particu-
larly when combined with other external stressors, such as low socioeconomic sta-
tus (Vreeland et al., 2019). Forehand et al. (2012) found that parents with depressive 
symptoms were more likely to engage in negative parenting practices, and Taraban 
et  al. (2019) reported a positive correlation between overreactive parenting (i.e., 
anger and irritability when confronted with challenges from their children) and 
depressive symptoms in both mothers and fathers. Efforts to address the parenting 
practices of parents with depression through preventive interventions have yielded 
encouraging results (e.g., Beardslee et al., 2007; Forehand et al., 2012).

6.3.2  Cognitive Risk Factors

Cognitive models of depression are based on the notion that depression is caused 
not just by events but by the interpretation of those events. Beck’s (1967, 1979) 
original theory on depressive self-schemas, maladaptive assumptions, and negative 
thoughts has driven research, suggesting that distorted thinking is associated with 
depressive symptoms and depressive disorders (Dozois & Beck, 2008), from early 
childhood (Leppert et  al., 2019) through adolescence (Pössel & Pittard, 2019), 
young adulthood (Pearson et  al., 2015), and into old age (Meyer et  al., 2010). 
Cognitive risk factors (see Alloy et al., 2017 for a review) include learned helpless-
ness (Abramson et al., 1978), pessimism (Schueller & Seligman, 2008), and rumi-
native response style (Kuyken et  al., 2006; Spasojević & Alloy, 2001; Wisco & 
Nolen-Hoeksema, 2008).
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6.3.3  Gender

Female gender is a known risk factor for depression. As noted earlier in this chapter, 
adolescent and adult women are at a twofold increase in risk for depression as com-
pared to men (Avenevoli et al., 2015; Seedat et al., 2009; Van de Velde et al., 2010). 
In a meta-analysis examining gender differences in depression in national samples, 
Salk et al. (2017) reported that gender differences exist for both depressive symp-
toms and depressive diagnoses, the magnitude of the gender difference peaks in 
adolescence but exists across the lifespan, and gender differences in depression are 
most pronounced in countries with greater gender equity. Gender differences in 
depression may be attributable to psychosocial factors (i.e., increased likelihood of 
sexual abuse, higher rate of victimization, role overload, and financial disadvan-
tage), neurochemical factors (i.e., activation of the hypothalamic-pituitary-adrenal 
axis and elevated cortisol levels), hormonal factors (i.e., gonadal steroid hormones 
and estrogen fluctuation during premenstrual and postpartum periods), and cogni-
tive styles (i.e., ruminative coping styles) (Grigoriadis & Erlick Robinson, 2007).

6.3.4  Sociodemographic and Environmental Risk Factors

Social factors that are documented to increase rates of depression include income 
inequality (Patel et al., 2018); abuse and maltreatment (Widom et al., 2007); expe-
rienced discrimination of marginalized racial, ethnic, and gender groups (Patil et al., 
2018); and stressful life events, such as interpersonal conflict, separation, loss, mari-
tal conflict or divorce, exposure to violence, and interpersonal functioning (National 
Research Council and Institute of Medicine, 2009). Reducing the burdens of envi-
ronmental factors like poverty, exposure to violence, and maltreatment may help to 
reduce depressive disorders, particularly in children (National Research Council 
and Institute of Medicine, 2009). Many of these social and environmental risk fac-
tors are not specific to depression and present risk for a variety of other disorders 
and conditions as well.

There are also protective factors: environmental conditions, characteristics, or 
events that decrease the likelihood of depression and increase the likelihood of 
healthy outcomes (National Research Council and Institute of Medicine, 2009). 
Examples of modifiable protective factors for depression include healthy eating and 
sleep patterns (Cairns et al., 2014) and social support (Gariepy et al., 2016). Scott, 
Wallander, and Cameron (2015) review a range of individual (e.g., ethnic identity, 
self-esteem), family (e.g., parental support, familism), and social community (e.g., 
extracurricular activities, employment) protective mechanisms that are associated 
with lower risk for depression in racial/ethnic minority youth. Many depression 
prevention efforts aim to reduce or mitigate risk factors while building protective 
factors (National Research Council and Institute of Medicine, 2009).
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It is a challenge to researchers who study risk factors to understand whether 
study findings represent risk factors or symptoms of MDD (Jeon et  al., 2017). 
Though there is ample evidence to show that several risk factors are associated with 
depression, there is limited evidence proving a causal relationship for some risk fac-
tors. More longitudinal research is needed to better address this issue (Hammen, 2018).

The study of risk factors is complex, as many factors interact and contribute a 
small proportion of risk and patterns of risk vary between individuals. Risk factors 
must be understood within a developmental framework. Different types of risk fac-
tors interact over the course of development, and their occurrence may change over 
time across the lifespan (Schaakxs et al., 2017). As the onset of depression is most 
common during adolescence and early adulthood, identifying risk in early life is 
important to the prevention of depression (National Research Council and Institute 
of Medicine, 2009). Prevention efforts should be designed to address the multiple 
risk and protective factors associated with depression (Hoare et  al., 2020). Risk 
profiles give guidance on which groups to target and the type of intervention that 
needs to be offered or designed for the intended target group. After all, some risk 
factors can be addressed using psychological interventions, while some require 
environmental intervention, and yet others cannot be changed, but their adverse 
effects can be mitigated by improving coping styles. Lastly, there are some risk fac-
tors that cannot be manipulated but can help to identify target groups or people in 
need of intervention (Muñoz et al., 2010).

6.4  Effective Screening

Screening for depression is important in the effort to prevent and treat depression. 
Evidence supports the benefits of screening for depression in conjunction with pro-
viding resources for prevention, treatment, and management of identified cases. The 
US Preventive Services Task Force (USPSTF) recommends screening for MDD 
among adolescents (ages 12–18 years), adults (age 18 and older), pregnant and post-
partum women, and older adults, in clinical settings with “adequate systems in place 
to ensure diagnosis, effective treatment, and appropriate follow-up” (Siu, 2016; Siu 
et  al., 2016, p.  381). Additionally, the American Academy of Pediatrics recom-
mends annual universal screening of adolescents and monitoring of adolescents 
with depression risk factors (Zuckerbrot et al., 2018). The USPSTF suggests screen-
ing all adults who have not previously been screened, as well as considering risk 
factors, life events, and comorbidities to determine if high-risk patients should have 
additional screenings (Siu et al., 2016). There is little to no evidence of harm or 
adverse effects of screening for depressive disorders in adolescents, adults, and 
elderly patients (O’Connor et al., 2009; Siu, 2016).
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6.4.1  Adolescents

Adolescent screening can take place in a variety of settings, including primary care 
and schools (Allison et  al., 2014). Researchers have explored the use of paper 
screens, internet-based screens, and electronic screens that are accessed through a 
mobile device. There is little research comparing these screening methods to each 
other, but adolescents rarely refuse screening, although there are obstacles to using 
each method (Zuckerbrot et al., 2018). Several instruments have been tested in ado-
lescent populations. The Patient Health Questionnaire (PHQ)-2 and PHQ-9 
(Richardson, McCauley, et al., 2010; Richardson, Rockhill, et al., 2010) are self- 
report measures derived from the PRIME-MD interview (Spitzer et al., 1999) that 
assess for mental disorders. The items address severity of current symptoms over 
the past 2 weeks. The measures have demonstrated adequate psychometric proper-
ties. Evidence suggests the optimal cutoff scores for adolescents fall between 8 and 
11 for the PHQ-9 (Allgaier et al., 2012; Richardson, McCauley, et al., 2010) and 
2–3 for the PHQ-2 (Allgaier et al., 2012; Richardson, Rockhill, et al., 2010). The 
PHQ-9 contains one item (item 9) that assesses for suicidal thoughts and behaviors; 
evidence suggests that an affirmative response to item 9 indicates increased risk of 
suicide attempt and death (Rossom et al., 2017; Simon et al., 2013). Additionally, 
the Patient Health Questionnaire for Adolescents (PHQ-A) is an instrument that 
closely resembles the PHQ-9 and was designed to assess disorders that are likely to 
be present among adolescents (Johnson et al., 2002). In addition to the PHQ-2 and 
PHQ-9, the Center for Epidemiologic Studies Depression (CES-D) scale is a short 
self-report scale designed to measure current depressive symptomatology. It con-
tains 20 items about symptoms that occurred in the past week (Radloff, 1977). The 
recommended cutoff score for the CES-D is 16, but there is evidence that a cutoff 
score of 20 yields a more accurate trade-off between sensitivity and specificity 
(Vilagut et al., 2016). A shortened, 10-item version of the CES-D has also been vali-
dated in several populations, including adolescents and older adults (Andresen 
et al., 1994; Bradley et al., 2010). The Beck Depression Inventory II (BDI-II) is 
another widely used self-report measure of the severity of depressive symptoms in 
adolescents and adults. It is designed for individuals 13 years and older, contains 21 
items, uses a recall period of 2 weeks, and has strong psychometric properties (Beck 
et al., 1996; Jackson-Koku, 2016). The BDI-II has been tested and validated for use 
in adolescent samples (Lee, Lee, et al., 2017; Osman et al., 2008). If using measures 
with suicide screening questions, clinical teams must be prepared to further assess 
and provide sustained follow-up care and safety planning.
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6.4.2  Adults

The screening measures described for adolescents are also used in adult popula-
tions. The Patient Health Questionnaire (PHQ)-2 and PHQ-9 are the most widely 
used measures for screening adults in primary care (Maurer et al., 2018; Mitchell 
et al., 2016). For adults, the optimal cutoffs for the PHQ-2 and the PHQ-9 are 2 and 
10, respectively (Arroll et al., 2010; Mitchell et al., 2016). The CES-D and BDI-II 
are also used regularly with adults.

6.4.3  Pregnant and Postpartum Individuals

Screening is important among women who are pregnant and those who have just 
given birth. Perinatal depression includes major and minor depressive episodes that 
occur during pregnancy (prenatal depression) and in the first 12 months after preg-
nancy (postpartum depression). It is one of the most common medical conditions 
during pregnancy and the postpartum period (American College of Obstetricians 
and Gynecologists, 2018). The prevalence of postpartum depression has been esti-
mated at 17%, though it often goes undetected and untreated, negatively affecting 
the well-being of mothers, infants, and family members (Letourneau et al., 2012; 
Shorey et al., 2018; Soe et al., 2016). The USPSTF and the American College of 
Obstetricians and Gynecologists recommend screening all postpartum women for 
depression at least once during the perinatal period, which may be done during 
postpartum visits (American College of Obstetricians and Gynecologists, 2018; Siu 
et  al., 2016). In addition, the American Academy of Pediatrics recommends that 
physicians screen mothers for depression during the infant’s 1-, 2-, 4-, and 6-month 
well-child visits (Earls et al., 2019). Women with current depression or anxiety or a 
history of mood disorders, risk factors, or suicidal thoughts should be screened and 
closely monitored. Screening pregnant and postpartum women for depression may 
reduce depressive symptoms for women with depression and may reduce the preva-
lence of depression within the population (O’Connor, Rossom, Henninger, Groom, 
& Burda, 2016). The most used screening tools are the Edinburgh Postnatal 
Depression Scale (Cox et al., 1996), the Postpartum Depression Screening Scale 
(Beck & Gable, 2000), and the PHQ-9.

6.4.4  Older Adults

Depression screening is important in older adults, as the prevalence of depression is 
high among elderly and institutionalized adults (Hoover et al., 2010). Identifying 
depression in older adults can be challenging because depression may manifest in 
somatic complaints that are common symptoms in older patients and because 

6 Depression



110

depression is more likely to be comorbid with other physical diseases (Rodda et al., 
2011). Multiple measures exist for use specifically with elderly populations. The 
Geriatric Depression Scale (GDS), created originally by Yesavage et al. (1982), is 
the instrument most widely used for depression screening in older adults (O’Connor, 
Rossom, Henninger, Groom, Burda, Henderson, et  al., 2016). Unlike general 
screening tools, the measure does not assess for somatic symptoms, as they may be 
attributed to common comorbid physical conditions and the process of aging. The 
original GDS consists of 30 items, though several briefer versions have been used, 
most often the GDS-15, which has been shown to be as or more effective than the 
GDS-30  in identifying cases of depression (Mitchell et  al., 2010). The standard 
cutoff scores for the GDS-30 and GDS-15 are ≥10 and ≥ 5, respectively (Tsoi et al., 
2017). The Even Briefer Assessment Scale for Depression (EBAS-DEP) (Allen 
et al., 1994) contains eight items and has a standard cutoff score of ≥7. Finally, the 
Cornell Scale for Depression in Dementia (CSDD) (Alexopoulos et al., 1988) is a 
19-item measure designed specifically for assessing depression in patients with 
dementia (Alexopoulos et al., 1988; Tsoi et al., 2017).

6.4.5  Considerations for Screening

Screening measures in primary care are typically used to identify individuals who 
are currently experiencing MDD but may also be used to identify individuals who 
are experiencing depressive symptoms. If screening tools are used purposely to 
identify subsyndromal individuals or to measure depressive symptoms, different 
sensitivities, specificities, and cutoff points should be considered. The USPSTF 
recommendations for screening are not focused on this distinction. Several depres-
sion prevention intervention trials (Asarnow et al., 2009; Gladstone et al., 2015; 
Lewandowski et  al., 2016) utilize screening measures to purposely screen for 
depressive symptoms and disorders in order to test preventive interventions or 
understand patterns in adolescent screening. For example, Van Voorhees et  al. 
(2020) used the PHQ-9 to screen for depressive symptoms as inclusion criteria for 
participation in a randomized controlled trial of Competent Adulthood Transition 
with Cognitive-behavioral Humanistic and Interpersonal Training (CATCH-IT), a 
preventive intervention designed to prevent the onset of major depressive episodes 
in adolescents with subthreshold depressive symptoms or prior depressive epi-
sodes. Similarly, a randomized controlled trial of a group cognitive-behavioral 
preventive intervention used a score of 20 or more on the CES-D to determine 
eligibility based on subthreshold depressive symptoms (Beardslee et  al., 2013; 
Garber et al., 2009).
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6.5  Review of Evidence: What Is 
Evidence-Based Prevention?

The Institute of Medicine (IOM) of the United States has published two reports 
advocating for the development, evaluation, and implementation of preventive inter-
ventions for mental, emotional, and behavioral disorders, highlighting major depres-
sion as an area with great potential for prevention efforts (Mrazek & Haggerty, 
1994; National Research Council and Institute of Medicine, 2009). The earlier, 
1994 Institute of Medicine report made an effort to clearly define the word “preven-
tion,” noting that progress in the field of prevention had been hampered by an 
unclear definition and moving away from the practice of using the term “preven-
tion” to describe research and practice in the realm of treatment, because treatment 
of depression can prevent subsequent episodes and symptoms of the disorder. The 
1994 report, in contrast, proposed a clear distinction between treatment and preven-
tion: interventions that take place before the onset of a clinical episode are preven-
tive, and interventions that take place after onset are treatment (Mrazek & Haggerty, 
1994, p.  23). This definition was maintained in the 2009 IOM report (National 
Research Council and Institute of Medicine, 2009).

Ideally, preventive interventions, once administered, would be effective over the 
life course; current prevention methods, however, have not shown lifetime effects. 
Just like vaccines, preventive interventions for depression may need to be adminis-
tered or boosted during multiple developmental stages of life. Muñoz et al. (2012) 
conceptualize the prevention of depression as delaying onset during key develop-
mental periods when individuals may be more vulnerable to depressive episodes. 
From a developmental perspective, different preventive approaches may be required 
for different stages and common life events or transitions.

The best way to test prevention efficacy is through a randomized controlled trial 
(RCT). Most RCTs test whether incidence of MDD (onset of new clinical episodes) 
and/or depressive symptoms is reduced in the experimental condition compared to 
the control. Reduction in symptoms or maintenance of subthreshold symptom level 
would indicate prevention of major depressive episodes and therefore the preven-
tion of depression. In order to conduct prevention RCTs, it is important to identify 
the target population, the incidence of depression in that population, and the sample 
size required to yield significant results. Typically, depression prevention trials 
require participants to be evaluated with a validated diagnostic measure to ensure 
they do not meet the criteria for clinical depression at baseline and at later time-
points to determine if participants have onset of MDD during the trial. Significantly 
lower incidence in the experimental group indicates a preventive effect (Muñoz 
et al., 2012). Many analyses of the effectiveness of preventive interventions look at 
the number needed to treat (NNT), which is the number of individuals who must 
receive the intervention in order to prevent one case of depression, and the incidence 
rate ratio (IRR), which is the incidence rate of developing depression in experimen-
tal participants compared to the incidence rate in control participants (Muñoz 
et al., 2010).
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In the past two decades, hundreds of RCTs aimed at preventing the onset of 
depressive episodes have been published, along with several systematic reviews of 
the topic. Bellón et al. (2015) conducted a systematic review of systematic reviews 
and meta-analyses, accounting for 12 reviews of 156 trials and over 56,000 partici-
pants, in which they found a small to medium preventive effect of depression pre-
vention interventions. They conclude that depression is preventable. There are, 
however, a series of challenges to implementing preventive interventions for depres-
sion. Prevention has not been implemented widely, and adherence to prevention 
programs has been a problem. Populations at highest risk may be the least motivated 
to participate in prevention programs (Cuijpers et al., 2010). In addition, much of 
the extant prevention research only presents short-term outcomes for preventive 
interventions.

6.5.1  Children and Adolescents

Research on the onset of depression suggests that the ideal window for prevention 
efforts occurs during childhood and adolescence, 2–4 years before the age of high-
est risk for depression onset (National Research Council and Institute of Medicine, 
2009). The presence of depressive symptoms in adolescence is a strong predictor of 
the development of MDD later in life (Kovacs & Lopez-Duran, 2010). Numerous 
RCTs have been conducted to test preventive interventions for depression in adoles-
cents. Meta-analytic evidence suggests small positive effects from child and adoles-
cent depression prevention interventions for depressive symptoms post-intervention 
and depression diagnosis up to 12 months (Hetrick et al., 2016), though there is a 
need for continuing research in this area. There have been several systematic reviews 
and meta-analyses that have studied the efficacy (both short and long term) of these 
programs, moderators of intervention effects, and other important considerations, 
such as cost-effectiveness, ability to be used widely, and ability to be easily taught. 
Such reviews have contributed to the growing wealth of knowledge in the field of 
prevention and have identified factors that influence outcomes of preventive inter-
ventions in order to optimize intervention effectiveness.

6.5.1.1  Prevention Type/Target Population

Adolescent depression prevention interventions that target subgroups at higher risk 
for depression have been found to be more effective than interventions provided to 
an entire population or community (Hetrick et al., 2016; Horowitz & Garber, 2006).
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6.5.1.2  Therapeutic Approach

Preventive interventions for depression in children and adolescents are most often 
based on cognitive-behavioral and interpersonal approaches (Hetrick et al., 2015), 
in part due to the success of these types of interventions in the treatment of depres-
sion (Kaslow & Thompson, 1998). There is evidence that the content of the inter-
vention, or therapeutic approach, modifies the effect size. Cognitive-behavioral 
therapy (CBT) can reduce the risk of developing depression, especially when used 
in targeted populations (Hetrick et al., 2015), and may be more effective than other 
therapeutic approaches for reducing depressive symptoms in children and adoles-
cents (Dray et al., 2017). Interpersonal psychotherapy (IPT) has also shown promise 
in preventing depression (Hetrick et al., 2015).

6.5.1.3  Depressive Symptoms

Conejo-Cerón et al. (2020) reported mixed results for the effect of baseline depres-
sive symptoms on intervention outcome for adolescents. Several intervention trials 
have found that elevated baseline symptoms of depression led to better outcomes 
(Brière et  al., 2014; Gladstone et  al., 2018; Horowitz et  al., 2007; Müller et  al., 
2015). A handful of studies documented no moderating effects of baseline depres-
sive symptomatology (Brent et al., 2015; Duong et al., 2016; Garber et al., 2009; 
Gau et al., 2012).

6.5.1.4  Personnel Delivering the Intervention

There is some data showing that intervention trials using professional intervention-
ists or mental health professionals have favorable effects, relative to interventions 
delivered by other kinds of providers or teachers (Stice et al., 2009; Wahl et al., 2014).

6.5.1.5  Intervention Setting

The setting in which the intervention is delivered is important to consider, though 
there has been little comparison between settings for delivery of preventive inter-
ventions for children and adolescents. There is, however, meta-analytic evidence 
supporting prevention effects in school-based interventions (Calear & Christensen, 
2010b; Feiss et  al., 2019; Werner-Seidler et  al., 2017) as well as trials reporting 
preventive effects in primary care settings (Gillham et  al., 2006; Saulsberry 
et al., 2013).
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6.5.1.6  Age

Several meta-analyses of child and adolescent depression prevention interventions 
report that age moderates the effect size of adolescent prevention programs. 
Specifically, samples with older adolescents saw greater effect sizes (Feiss et al., 
2019; Horowitz & Garber, 2006; Stice et al., 2009). Notably, a systematic review by 
Conejo-Cerón et al. (2020) found inconsistent evidence for age as a moderator of 
intervention effects.

6.5.1.7  Gender

Evidence indicates that gender can moderate outcomes of depression prevention 
trials. Stice et  al. (2009) found that samples with more females produced larger 
effect sizes in depressive symptoms and risk reduction. Horowitz and Garber (2006) 
also found in a meta-analysis including college students that studies with more 
female participants had greater effect sizes.

6.5.1.8  Race

Race has also been found to moderate depression prevention programs (Conejo- 
Cerón et al., 2020; Feiss et al., 2019; Stice et al., 2009). Understanding how factors 
related to social demographics moderate program effectiveness is important to 
ensuring equity and inclusion in the future of prevention research. For example, 
culturally sensitive practices like groups made up of same-race participants or 
same- race therapists are beneficial to the experience and outcomes of participants 
who belong to minority groups (Chang & Yoon, 2011; Griner & Smith, 2006; Planey 
et al., 2019).

Other noteworthy moderators that may increase efficacy of youth preventive 
interventions include lower dose or shorter duration, use of homework assignments 
(Stice et al., 2009), lower use of substances, and lack of parental depressive symp-
toms (Conejo-Cerón et al., 2020).

6.5.2  Adults

Although several meta-analyses focus specifically on preventive interventions for 
children and adolescents, there has been less research on the prevention of adult 
depression. The focus on child and adolescent depression may be due to the fact that 
onset of depression and depressive symptoms typically occurs during adolescence 
(National Research Council and Institute of Medicine, 2009). There is evidence, 
however, that psychological and psychoeducational depression prevention 
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interventions can have small to moderate effect sizes in preventing adult depression 
as well (Conejo-Cerón et al., 2017; Cuijpers et al., 2008; van Zoonen et al., 2014).

6.5.2.1  Prevention Type/Target Population

In a meta-analytic review of depression prevention interventions for adults, Cuijpers 
et al. (2008) found no differences between target populations or intervention type, 
and van Zoonen et  al. (2014) reported no difference between prevention types 
(selective, indicated, or universal), although their analysis included only two univer-
sal prevention trials.

6.5.2.2  Therapeutic Approach

In a meta-analytic review of depression prevention trials, van Zoonen et al. (2014) 
found that data on the number needed to treat (NNT) did show differences between 
CBT (NNT = 71), IPT (NNT = 7), and other intervention approaches (NNT = 12). 
Cuijpers et al. (2008) also found subgroup differences indicating that interventions 
using IPT were more effective than those using CBT but reported these findings 
cautiously, given the small number of IPT interventions examined.

6.5.2.3  Depressive Symptoms

A systematic review conducted by Conejo-Cerón et al. (2020) found some evidence 
for moderating the effects of baseline depressive symptomatology on intervention 
effects in adults. Specifically, Allart and colleagues (2007) reported that lower levels 
of depressive symptoms at baseline were associated with fewer symptoms post- 
intervention, and other trials (Barrera et al., 2015; Lara et al., 2010; Seligman et al., 
1999) revealed that elevated baseline depressive symptoms were associated with a 
greater reduction of symptoms post-intervention. Several studies reported no mod-
erating effects of baseline depressive symptoms.

6.5.2.4  Intervention Setting

There is evidence to support effective prevention interventions for adults in primary 
care settings (Conejo-Cerón et  al., 2017; Willemse et  al., 2004). There has been 
some research suggesting small positive effects of universal depression prevention 
interventions in workplace settings, but additional research in this area is necessary 
(Bellón et al., 2019; Tan et al., 2014).
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6.5.2.5  Age

The evidence for age effects of adult prevention trials is inconsistent. While age was 
not found to moderate intervention effects in a meta-analysis by van Zoonen et al. 
(2014), Conejo-Cerón et al. (2020) reported that lower age was found to be associ-
ated with greater intervention effect.

6.5.2.6  Gender and Race

There is little to no evidence to support gender and race differences in the effective-
ness of depression prevention interventions for adults (Conejo-Cerón et al., 2020).

6.6  Universal, Indicated, and Selective Prevention

The 1994 IOM report (Mrazek & Haggerty) outlines the three types of prevention 
for mental health disorders. Universal prevention targets the general public, com-
munity, or population regardless of risk level (e.g., a health education curriculum 
offered to all high school freshmen in a community). Indicated prevention is aimed 
at individuals who display symptoms of a mental health disorder but do not meet 
clinical diagnostic criteria. An example of an indicated preventive intervention is 
one that teaches depression prevention strategies to individuals who have screened 
positive for subthreshold clinical symptoms. Selective prevention is aimed at mem-
bers of a subgroup who are at higher risk for a mental health disorder, such as chil-
dren of depressed parents.

Meta-analytic data indicate that selective and indicated prevention programs for 
children, adolescents, and adults are more effective than universal programs, though 
they typically show only small to moderate effects. This trend has been observed 
several months post-intervention in multiple analyses (Hetrick et al., 2016; Horowitz 
& Garber, 2006; Mendelson & Eaton, 2018). This may be attributable to the finding 
that, in universal samples, participants in the control group often do not show a high 
enough level of symptoms at follow-up to demonstrate a preventive effect. In selec-
tive and indicated studies, the sample, which is targeted for higher-risk status, is 
likely to have a higher level of symptoms at baseline and to show an increase in 
depressive symptoms over time (Horowitz & Garber, 2006). Adding to the chal-
lenge of conducting universal prevention studies, in order to achieve statistically 
significant power, studies would need extremely large numbers of participants, in 
the tens of thousands, which is more than typically feasible (Cuijpers, 2003). 
Although universal interventions do not have to take the step of screening for risk 
and depressive symptoms, they require service delivery to large numbers of indi-
viduals with low risk or little need. There is, however, potential for universal pre-
vention programs to be cost-effective despite low effect sizes if they are able to 
prevent even a somewhat small number of cases of depression at a low cost 
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(Horowitz & Garber, 2006). In fact, Lee, Barendregt, et al. (2017) found that school- 
based universal and indicated prevention involving group-based psychological 
interventions can be cost-effective. There may be other benefits to universal inter-
ventions, including reduction in stigma of singling out individuals and lower drop-
out rates.

Universal, indicated, and selective interventions may be conducted in a variety of 
settings with children, adolescents, and adults. Schools are a common setting for 
preventing depression in children and adolescents. School settings easily facilitate 
the delivery of universal interventions, but subgroups can be targeted within school 
settings as well. In fact, a systematic review of school-based prevention showed that 
indicated preventive interventions were most effective in schools (Calear & 
Christensen, 2010b). School-based interventions offer an accessible way to reach 
children and adolescents and the ability to implement population-level interventions 
(Werner-Seidler et al., 2017). The equivalent of a school setting for adults may be 
the workplace, where universal interventions may be feasible (Tan et al., 2014). The 
primary care setting is amenable to all kinds of prevention efforts (Conejo-Cerón 
et al., 2017).

6.7  Stepped Care Prevention Model

6.7.1  Role of the Primary Care Provider and the Behavioral 
Care Provider

The aim of a stepped care model for depression prevention is to identify patients 
with depressive symptoms and connect them with an intervention that will lead to 
symptom improvement and prevent future symptoms or development of MDD. While 
some stepped care models have patients move from lower-intensity steps to higher- 
intensity steps, other models use assessments to determine the level of intervention 
intensity at which a patient should start. When embedded in primary care clinics, 
stepped care models can reach patients who may be apprehensive about pursuing 
specialty mental healthcare.

In stepped care for depression, the primary care provider (PCP) collaborates 
closely with the behavioral care provider (BCP), who is embedded in the medical 
clinic. The initial role of the PCP is to identify patients who might benefit from 
depression prevention or treatment interventions. Many self-report, screening mea-
sures such as the Patient Health Questionnaire-9 item (PHQ-9), the Patient Health 
Questionnaire-2 item (PHQ-2), or the Beck Depression Inventory-II (BDI-II) pro-
vide a brief assessment of depressive symptoms to help PCPs determine which 
patients may need further follow-up. In addition, it is important for PCPs to conduct 
safety assessments to identify patients who are experiencing suicidal ideation or 
planning to engage in taking steps to hurt or kill themselves. Nearly half of patients 
who die of suicide have seen a PCP in the last month. This finding suggests that 
PCPs can play an important role in depression and suicide prevention.
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Following these brief assessments, the PCP may coordinate with the BCP who 
may conduct further assessment or manage safety concerns. The BCP may conduct 
a more comprehensive assessment to understand the severity of symptoms and 
potential functional impairment related to symptoms. Furthermore, the BCP may 
assess for comorbid mental health concerns and work collaboratively with the 
patient to determine the best prevention plan or treatment intervention. In a stepped 
care model, the PCP and BCP collaborate across the steps in care. Some common 
steps included in stepped care models for depression prevention are detailed below.

6.7.2  Watchful Waiting

The first step of many stepped care models for depression is watchful waiting, 
sometimes called active monitoring. For a patient who reports mild symptoms on a 
depression screening measure, a PCP or BCP may decide the best course of action 
is to see if the patient’s depressive symptoms remit on their own. No formal inter-
vention is provided to the patient, but the PCP or BCP monitors the change in symp-
toms over time (typically ranges from every 2 weeks to 3 months; Iglesias-González 
et al., 2017; van Straten et al., 2010). Research on watchful waiting varies in regard 
to outcomes. One study found that of adolescents who screened positive for depres-
sion on the PHQ-9, 47% continued to screen positive at 6 weeks and 35% screened 
positive at 6 months. Higher baseline depression scores and a positive screen at 
6 weeks were found to be associated with the persistence of a positive screen at 
6 months (Richardson et al., 2012). Another study of adults in primary care found 
that only 9–13% of patients remitted from minor depression over a 1-month watch-
ful waiting period (Hegel et al., 2006). Given this study only reported outcomes for 
the first month, it may be that a longer period of watchful waiting may have resulted 
in more patients remitting. Finally, a study of subthreshold depression and anxiety 
in visually impaired older adults demonstrated that just over a third of patients no 
longer qualified as having subthreshold depression after a 3-month watchful waiting 
period, while 18% met the criteria for depression or an anxiety disorder. Follow-up 
analyses suggested that female sex, adjustment problems due to vision loss, greater 
baseline symptoms, and a history of depressive disorder were associated with lower 
odds of recovery from subthreshold symptoms (van der Aa et al., 2015). Together, 
these studies suggest that watchful waiting can be an effective first step for some 
people who report elevated symptoms of depression on screening measures.

In conjunction with watchful waiting or as a step-up from watchful waiting, 
PCPs or BCPs may provide some brief psychoeducation or provide information 
regarding another self-guided, low-intensity intervention (Bauer & Areán, 2016; 
Iglesias-González et al., 2017; Van Straten et al., 2015).
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6.7.3  Psychoeducation

Psychoeducation is a low-intensity brief intervention for depression. It may include 
passive methods of providing information through brochures and websites as well 
as active administration of psychoeducation, in which a professional or peer pro-
vides and discusses relevant information (Donker et al., 2009). The aim of psycho-
education is to provide patients with information on the symptoms of depression; 
how depression can affect peoples’ thoughts, behaviors, and emotions; interven-
tions; and how professionals will work with them to support prevention or recovery 
(Ratzliff et al., 2016). Many interventions start with psychoeducation prior to intro-
ducing skills work. For adolescents, psychoeducation often involves parents or care-
givers, and some psychoeducation interventions are designed specifically for parents 
(for review, see Jones et al., 2018).

Psychoeducation has been found to be helpful in increasing knowledge of depres-
sion, symptom identification, engagement, and improving depressive symptoms 
(Donker et al., 2009; Jones et al., 2018). A meta-analysis that reviewed studies on 
passive psychoeducation (including leaflets, brochures, and websites) found patients 
with depression or elevated depressive symptoms reported decreased symptoms 
after receiving the informational materials, although the pooled effect size was 
small (d = 0.20; Donker et al., 2009). This study also reported larger between-group 
effect sizes for psychoeducation that included evidence-based information on 
depression and anxiety versus test feedback and advice. Tursi et al. (2013) reviewed 
a combination of active and passive psychoeducation programs for adults and fami-
lies. They concluded that while more research is needed to fully understand the 
efficacy of psychoeducational interventions, there is evidence to suggest these inter-
ventions improved symptoms, engagement in treatment, and functioning among 
people experiencing depressive symptoms.

In an integrative, stepped care model, the PCP and BCP may deliver psychoedu-
cation to patients. While the PCP may provide an initial overview of information, 
the BCP may have the opportunity to review psychoeducational material in depth 
either individually or in a group format. BCPs may engage the patient in discussion 
and ensure that the patient has a good understanding of the psychoeducational 
material.

6.7.4  Biblio-Prevention

Biblio-prevention programs are books developed to teach cognitive-behavioral 
techniques to the reader and provide strategies to manage stress and mood 
(McNaughton, 2009). Examples of these books include Feeling Good: The New 
Mood Therapy (Burns, 1980, revised in 2008) and Control Your Depression 
(Lewinsohn, 2010). While biblio-prevention is typically self-led, patient engage-
ment can be increased through support from a BCP.  The BCP may provide 
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motivational interviews to help the patient remain engaged in the self-directed inter-
vention, or they may discuss new skills with the patient to help build mastery and 
find ways for the patient to use skills in their daily life (Bilich et  al., 2008; Van 
Straten et al., 2010).

Research suggests that biblio-prevention for depression is associated with an 
immediate (at posttreatment) decrease in depressive symptoms, while longer-term 
effects are not always found (for review see, Gualano et al., 2017; Anderson et al., 
2005). Other research suggests that biblio-prevention is efficacious only in indi-
cated samples (people who are experiencing a certain number of depressive symp-
toms). For example, in one study, adolescents provided with a copy of Feeling Good 
(Burns, 1980), who received two reminder calls to use and engage with the book, 
demonstrated a significant decrease in depressive symptoms as compared to adoles-
cents who received an informational brochure only if the adolescents had higher 
baseline depressive symptoms (Müller et al., 2015).

6.7.5  E-Health Prevention Tools

E-health prevention tools are online interventions that can be accessed through 
mobile devices, tablets, and computers. They may take the form of an application or 
website. Similar to biblio-prevention, these interventions are self-led, and support 
from the BCP through motivational interviews or discussions on skill mastery may 
improve patient engagement in the intervention (Cuijpers, Quero, et al., 2019). Ease 
of access and privacy are benefits of e-health prevention tools. Many people have 
devices that they carry with them and can access programs without anyone seeing 
what they are doing.

“Project CATCH-IT” (Competent Adulthood Transition with Cognitive- 
behavioral, Humanistic and Interpersonal Training) is an example of an e-health 
prevention tool. Developed by Van Voorhees et al. (2009), Project CATCH-IT is an 
Internet-based depression prevention intervention for adolescents with elevated 
depressive symptomatology or a prior history of depression in primary care. 
CATCH-IT demonstrated preventive effects for depressive episodes compared to a 
health education intervention at 6 months post-intervention for those with higher 
symptomatology at baseline, supporting the benefits of indicated prevention efforts, 
but these effects were no longer significant at 12 or 24 months follow-up (Gladstone 
et al., 2018; Van Voorhees et al., 2020). Van Voorhees et al. (2009) also found that 
motivational interviewing by the PCP in conjunction with CATCH-IT increased 
engagement and satisfaction in the program, demonstrating that periodic provider 
support may encourage adolescent participation in Internet-based programs.

Another example of an e-health prevention tool is MoodGYM (Calear & 
Christensen, 2010a; Christensen et  al., 2002), a free, online, interactive program 
designed to prevent and decrease symptoms of depression. MoodGYM has been 
used in many settings, including adult primary care. The intervention is based on 
CBT and contains five interactive modules aimed to change dysfunctional thoughts, 
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improve interpersonal relationships, improve self-esteem, and teach skills like 
problem- solving and relaxation. A large-scale, three-arm RCT of MoodGYM, 
Beating the Blues (a commercial, web-based e-health program), and usual PCP care 
found no difference in positive screens on the PHQ-9 across arms at 4  months 
(Gilbody et al., 2015; Littlewood et al., 2015), although MoodGYM demonstrated 
fewer positive PHQ-9 screens and lower depression scores at 12  months. These 
group differences, however, were not maintained at 24  months (Gilbody et  al., 
2015). Other primary care studies of MoodGYM supported by a clinician demon-
strate stronger results. For example, MoodGYM in conjunction with brief face-to- 
face therapist support demonstrated a significantly greater reduction in depressive 
symptoms compared to delayed treatment (Høifødt et al., 2013), and MoodGYM 
plus telephone support resulted in lower depression scores at 4 months compared to 
MoodGYM with minimal support (Gilbody et al., 2017).

6.7.6  Group Prevention Interventions

Within a stepped care model, a BCP may provide group interventions for patients 
that would benefit from a greater treatment intensity. A group format provides con-
sistent intervention over time with built-in patient/provider interaction. While 
groups require more resources (e.g., space, provider time, patient travel) than watch-
ful waiting, psychoeducation, biblio-prevention, or e-health prevention, groups 
require fewer resources than individual intervention. Typically, randomized clinical 
trials find stronger evidence for group interventions than passive psychoeducation 
or other self-led interventions (Müller et al., 2015; Rohde et al., 2018).

There are evidence-based depression prevention groups targeted at all age 
groups. One of the most well-known and researched group interventions for depres-
sion prevention is the Coping with Depression (CWD) course (Cuijpers et  al., 
2009). CWD is a CBT-based program that was developed by Lewinsohn and col-
leagues in the late 1970s and has been used by numerous other researchers and 
practitioners in trials with subjects of all age groups, including adolescents and 
adults. A meta-analysis of CWD studies found that studies aimed at the prevention 
of MDD onset reduced risk by 38% (Cuijpers et al., 2009). Allart-van Dam et al. 
(2007) evaluated the long-term preventive effects of CWD on the incidence of 
depressive episodes and symptoms in adults with subthreshold depressive symp-
toms and found that the CWD course was effective in preventing depressive symp-
tomatology but not depressive disorder. CWD has been adapted for primary care 
settings (van den Berg et al., 2011).

More recently, other depression prevention and treatment groups have been 
implemented in the primary care setting. For example, Behavioral Activation with 
Mindfulness (BAM) groups conducted in a primary care setting have demonstrated 
decreased depressive symptoms and significantly lower incidence of MDD com-
pared to treatment as usual at 12 months (Wong et al., 2018). Another study found 
that Spanish-speaking patients who participated in a modified CBT group in 
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primary care reported decreased depressive symptoms during treatment (Aguilera 
et al., 2018). In addition to the groups described here, many of the individual inter-
ventions discussed below may be delivered in group format.

6.7.7  Individual Prevention Interventions

Individual intervention for depression requires the most resources (e.g., provider 
time, space, patient travel) and provides patients with the most provider contact. 
One-on-one sessions with the provider allow the intervention to be specifically tai-
lored to the patient and can often feel more personal to the patient. Individual inter-
vention within primary care is typically short term compared to specialty mental 
health, where patients may be seen regularly over a longer period of time. Multiple 
individual treatments have been found to be effective for the treatment of depression 
(or subthreshold depression) in the primary care setting. These treatments include 
cognitive-behavioral therapy and interpersonal therapy for adolescents (Weersing 
et al., 2017) and cognitive-behavioral therapy, behavioral activation, interpersonal 
therapy, and problem-solving therapy in adults (Ramanuj et al., 2019; for review 
see, Cuijpers, Quero, et al., 2019).

An example of a primary care depression intervention specifically for adoles-
cents is a CBT protocol designed by Clarke et al. (1999). This CBT program can be 
delivered in group or individual formats, and it consists of two-, four-session mod-
ules. One module focuses on increasing pleasant activities, while the other module 
addresses cognitive distortions. In a primary care setting, adolescents who had 
declined treatment with antidepressants were randomized to either the CBT proto-
col plus treatment as usual or a treatment as usual control condition. The CBT con-
dition was found to be superior to treatment as usual as measured by recovery from 
MDD. These findings were maintained over a 2-year period. Additionally, adoles-
cents who were assigned to the CBT condition reported decreased depressive symp-
toms as compared to adolescents in the treatment as usual group across the first year 
(Clarke et al., 2016). This same CBT protocol has also been successfully used as 
one intervention in a collaborative care model (Richardson et  al., 2014). In this 
study, at 1 year follow-up, adolescents who received the collaborative care model 
reported significant improvement in their depressive symptoms compared to adoles-
cents assigned to the usual care group.

While cognitive-behavioral therapy is the most researched, the other evidence- 
based therapies appear to have similar outcomes (Cuijpers, Quero, et al., 2019). For 
example, a pilot study of interpersonal therapy for adolescents in primary care 
found a significant reduction in depressive symptoms (Mufson et al., 2015), and a 
small follow-up study examining interpersonal therapy in the context of a stepped 
care model found this model to be feasible and acceptable (Mufson et al., 2018).
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6.8  Lessons Learned/Implementation

There is ample evidence that depression can be prevented (Muñoz et  al., 2012; 
Muñoz & Bunge, 2016), yet most people with depression, or with symptoms of 
depression, do not receive any treatment at all. In fact, according to Thornicroft 
et al. (2017), in high-income countries, only approximately 1/5 people with symp-
toms of depression receive minimally adequate treatment, and this “treatment gap” 
is much more significant among people in low- or lower-middle-income countries. 
In addition, within the United States, the lowest percentages of adults receiving 
treatment are those without health insurance and also men and those from racial or 
ethnic minority groups (Olfson et al., 2016). There are many reasons why people 
struggling with depressive symptoms do not receive adequate care, including short-
age of mental health clinicians, multiple barriers to access (e.g., high cost and poor 
insurance coverage, clinic hours that interfere with work schedules, wait times for 
appointments), the stigma associated with acknowledging symptoms of depression, 
and the fact that many people with symptoms of depression do not even recognize 
the need for intervention (Hodgkinson et al., 2017; Szlyk et al., 2020; Thornicroft 
et al., 2017).

Primary care physicians provide an important resource for attending to the high 
rates of depression among children, adolescents, adults, and the elderly. In fact, 
many primary care physicians recognize their role in identifying their patients’ 
depressive symptoms (Heneghan et al., 2008), but they often lack the training and 
the time to manage depression in the primary care setting (Weissman et al., 2014). 
Additionally, the attitudes of healthcare staff, and the perception that physical and 
psychological concerns should be addressed separately, can be a significant barrier 
to managing depression within primary care (Wood et  al., 2017). Nonetheless, 
depression can be well-managed within the primary care setting, both in youth (e.g., 
Asarnow et al., 2015; Richardson et al., 2014) and in adults (Archer et al., 2012). 
Ultimately, given the barriers to accessing mental health specialists, as well as the 
importance of providing routine access to preventive interventions for individuals 
with subthreshold depressive symptoms (Muñoz et al., 2012), primary care physi-
cians must play a significant role in identifying signs of depression and implement-
ing strategies to address depression in their patients (Cheung et  al., 2018; 
Nimalasuriya et al., 2009; Zuckerbrot et al., 2018).

Below are several specific recommendations to assist with the management of 
depression within primary care:

 1. Primary care physicians need to add behavioral care providers to their health-
care teams so that they are able to provide their patients with psychotherapeutic 
interventions that may be better suited to lower levels of depressive symptom-
atology rather than just prescribing antidepressant medications (Cuijpers, Quero, 
et al., 2019). In fact, the majority of patients presenting in primary care with 
depression report mild to moderate levels of symptoms (Bitsko et  al., 2018; 
Cuijpers, Quero, et al., 2019), for which medication is not recommended as a 
first level of intervention. And both youth (Jaycox et  al., 2006) and adults 
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(McHugh et al., 2013) report that they prefer psychotherapeutic interventions to 
medication in addressing symptoms of depression. Mufson and Rynn (2019) 
note that the current structure of most primary care settings does not allow for 
adequate care of depressed individuals without adding behavioral care providers 
(BCPs) to the healthcare team.

 2. Medical school and residency programs need to include behavioral care provid-
ers as part of their training teams, so that students and residents can learn to 
identify and address patients’ depressive symptoms prior to beginning practice. 
Enhancing in-school training has the potential to reduce the costs of on-the-job 
training and ultimately may enable primary care physicians to manage mild to 
moderate cases of depression independently, without relying on consultations 
with behavioral care providers (Mufson & Rynn, 2019).

 3. It is essential that high quality, evidence-based interventions be available to 
patients who present with symptoms of depression in primary care (Asarnow 
et al., 2015; Thornicroft et al., 2017). For example, behavioral activation has a 
strong evidence base, even when administered by non-mental health specialists 
(Cuijpers et al., 2007; Ekers et al., 2014). Similarly, there is ample evidence for 
the effectiveness of cognitive-behavioral interventions in primary care (e.g., 
Twomey et al., 2015), both for people with diagnosed depression and for those 
who present with depressive symptoms, for whom such interventions are more 
preventive in nature (Santoft et al., 2019). Finally, there is emerging evidence for 
the use of interpersonal psychotherapy to address depression in primary care, 
both in adolescents (Mufson et al., 2018) and in adults (Weissman et al., 2014).

 4. Technology-based interventions hold promise for the prevention of depression in 
primary care, among both youth (Gladstone et al., 2018) and adults (Buntrock 
et al., 2016). Such technology-based formats have the potential to reduce barri-
ers to treatment for individuals with depression, as they are accessible, private, 
and affordable. Overall, telehealth or therapeutic interventions delivered 
remotely have been found to be as effective as face-to-face or group psycho-
therapy in addressing symptoms of depression (Cuijpers, Noma, et  al., 2019; 
Santoft et al., 2019).

 5. Finally, interventions that more indirectly address symptoms of depression may 
be more acceptable in the primary care setting. Muñoz & Bunge (2016) suggest 
a creative approach to addressing the stigma associated with mental health inter-
ventions by highlighting the work of Christensen et al. (2016), who found evi-
dence supporting an online intervention targeting insomnia among adults with 
depressive symptoms (Christensen et al., 2016). Munoz and Bunge argue that 
interventions focusing on more indirect methods of addressing depressive symp-
toms, such as healthy eating or exercise, may be more acceptable to consumers 
and may ultimately have significant preventive effects on depression. Such inter-
ventions that target health behaviors related to depression have tremendous 
potential for dissemination in the primary care setting and ultimately may sup-
port broader depression prevention efforts. 
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Chapter 7
Preventing Anxiety Disorders in Integrated 
Care

Brendan Willis and Martha Zimmermann

Anxiety disorders are the most common form of mental disorders worldwide 
(Bienvenu & Ginsburg, 2007). In primary care settings, an estimated 19.5%, nearly 
1  in 5, patients have at least one anxiety disorder for which they currently meet 
criteria (Combs & Markman, 2014). It is also shocking to note that despite the high 
prevalence of these disorders, patients will often be delayed years if not decades 
before seeking help (Bienvenu & Ginsburg, 2007). This points to a need to both be 
able to detect anxiety issues sooner as well as intervene earlier in the hopes of pre-
venting the development of any anxiety disorder.

The prevention literature in the field of anxiety disorders has grown significantly 
(Lau & Rapee, 2011). Various forms of prevention for anxiety disorders have been 
attempted, with universal methods (i.e., providing anxiety prevention to individuals 
regardless of risk), and have seen modest success as have school-based programs 
(Lau & Rapee, 2011). These efforts have also made progress in reducing the stigma 
surrounding anxiety disorders (Lau & Rapee, 2011). However, there is still a need 
to implement high-quality preventative interventions in the primary care setting, 
which serves as a vital point of access to the healthcare system for many (Finley 
et al., 2018; García-Campayo et al., 2015).

The primary care setting is especially ideal for preventing anxiety disorders or 
helping to prevent symptoms from worsening. Characteristics unique to primary 
care include the the availibility of providers, the possibility of enhancing continuity 
of care, as well as its accessibility to the majority of the general population (García- 
Campayo et al., 2015). The goal of this chapter, therefore, is to provide a tool kit for 
providers working in integrated primary care settings to help screen for, identify, 
and intervene effectively to help prevent anxiety symptoms, or to prevent anxiety 
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symptoms from becoming worse. In order to do so, first, this chapter will focus on 
reviewing the definitions, diagnostic criteria, and prevalence data for anxiety disor-
ders. Next, this chapter will review risk factors, in an effort to prepare healthcare 
personnel with warning signs that can be used to increase awareness of possible 
anxiety symptoms. The chapter will conclude by offering recommendations for 
screening and a stepped-care model that can be used as a framework for building 
interventions to aid in the prevention of anxiety disorders.

7.1  Definition/Diagnostic Criteria

Anxiety disorders include panic disorder (PD), agoraphobia (AP) with and without 
panic, specific phobia (SP), social anxiety disorder (SAD), generalized anxiety dis-
order (GAD), and separation anxiety disorder. Previously, obsessive compulsive 
disorder (OCD) and posttraumatic stress disorder (PTSD) were considered under 
the umbrella of anxiety disorders but have since been classified in a separate diag-
nostic category. For the purposes of this chapter, OCD will be considered along with 
other anxiety disorders, whereas PTSD will be discussed elsewhere in this book 
(see Chap. 8). OCD shares core features with anxiety disorders and may also share 
risk factors (Storch et al., 2008).

In terms of specific diagnostic factors, the Diagnostic and Statistical Manual of 
Mental Disorders, Fifth Edition lists the following as criteria for the previously 
mentioned anxiety disorders:

 1. Panic Disorder (American Psychiatric Association, 2013, p. 214–217)

 (a) Panic disorder is defined as recurrent unexpected panic attacks. A panic 
attack is an abrupt surge of intense fear or intense discomfort that reaches a 
peak within minutes. This surge can occur from a calm state or from an 
anxious state. During the surge, four (or more) of the following symp-
toms occur.

 (i) Palpitations, pounding heart, or accelerated heart rate
 (ii) Sweating
 (iii) Trembling or shaking
 (iv) Sensations of shortness of breath or smothering
 (v) Feelings of choking
 (vi) Chest pain or discomfort
 (vii) Nausea or abdominal distress
 (viii) Feeling dizzy, unsteady, light-headed, or faint
 (ix) Chills or heat sensations
 (x) Paresthesias (numbness or tingling sensations)
 (xi) Derealization (feelings of unreality) or depersonalization (being 

detached from oneself)
 (xii) Fear of losing control or “going crazy”
 (xiii) Fear of dying
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 (b) At least one of the attacks has been followed by 1 month (or more) of one or 
both of the following:

 (i) Persistent concern or worry about additional panic attacks or their con-
sequences (e.g., losing control, having a heart attack, “going crazy”)

 (ii) A significant maladaptive change in behavior related to the attacks (e.g., 
behaviors designed to avoid having panic attacks, such as avoidance of 
exercise or unfamiliar situations)

 2. Agoraphobia (American Psychiatric Association, 2013, p. 217–222)

 (a) Agoraphobia is defined as a marked fear or anxiety about two (or more) of 
the following five situations:

 (i) Using public transportation (e.g., automobiles, buses, trains, 
ships, planes)

 (ii) Being in open spaces (e.g., parking lots, marketplaces, bridges)
 (iii) Being in enclosed places (e.g., shops, theaters, cinemas)
 (iv) Standing in line or being in a crowd
 (v) Being outside of the home alone

 (b) The individual fears or avoids these situations because of thoughts that 
escape might be difficult or help might not be available in the event of devel-
oping panic-like symptoms or other incapacitating or embarrassing symp-
toms (e.g., fear of falling in the elderly; fear of incontinence).

 (c) The agoraphobic situations almost always provoke fear or anxiety.
 (d) The agoraphobic situations are actively avoided, require the presence of a 

companion, or are endured with intense fear or anxiety.
 (e) The fear or anxiety is out of proportion to the actual danger posed by the 

agoraphobic situations and to the sociocultural context.
 (f) The fear, anxiety, or avoidance is persistent, typically lasting for 6 months 

or more.
 (g) The fear, anxiety, or avoidance causes clinically significant distress or 

impairment in social, occupational, or other important areas of functioning.
 (h) If another medical condition (e.g., inflammatory bowel disease, Parkinson’s 

disease) is present, the fear, anxiety, or avoidance is clearly excessive.

 3. Specific Phobia (American Psychiatric Association, 2013, p. 197–202)

 (a) Specific phobia is defined as a marked fear or anxiety about a specific object 
or situation (e.g., flying, heights, animals, receiving an injection, see-
ing blood).

 (b) The phobic object or situation almost always provokes immediate fear or 
anxiety.

 (c) The phobic object or situation is actively avoided or endured with intense 
fear or anxiety.

 (d) The fear or anxiety is out of proportion to the actual danger posed by the 
specific object or situation and to the sociocultural context.
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 (e) The fear, anxiety, or avoidance is persistent, typically lasting for 6 months 
or more.

 (f) The fear, anxiety, or avoidance causes clinically significant distress or 
impairment in social, occupational, or other important areas of functioning.

 4. Social Anxiety Disorder (American Psychiatric Association, 2013, p. 202–208)

 (a) Social anxiety disorder is defined as marked fear or anxiety about one or 
more social situations in which the individual is exposed to possible scrutiny 
by others. Examples include social interactions (e.g., having a conversation, 
meeting unfamiliar people), being observed (e.g., eating or drinking), and 
performing in front of others (e.g., giving a speech).

 (b) The individual fears that he or she will act in a way or show anxiety symp-
toms that will be negatively evaluated (i.e., will be humiliating or embar-
rassing, will lead to rejection or offend others).

 (c) The social situations almost always provoke fear or anxiety.
 (d) Note: In children, the fear or anxiety may be expressed by crying, tantrums, 

freezing, clinging, shrinking, or failing to speak in social situations.
 (e) The social situations are avoided or endured with intense fear or anxiety.
 (f) The fear or anxiety is out of proportion to the actual threat posed by the 

social situation and to the sociocultural context.
 (g) The fear, anxiety, or avoidance is persistent, typically lasting for 6 months 

or more.
 (h) The fear, anxiety, or avoidance causes clinically significant distress or 

impairment in social, occupational, or other important areas of functioning.
 (i) The fear, anxiety, or avoidance is not attributable to the physiological effects 

of a substance (e.g., a drug of abuse, a medication) or another medical 
condition.

 (j) The fear, anxiety, or avoidance is not better explained by the symptoms of 
another mental disorder, such as panic disorder, body dysmorphic disorder, 
or autism spectrum disorder.

 (k) If another medical condition (e.g., Parkinson’s disease, obesity, disfigure-
ment from burns or injury) is present, the fear, anxiety, or avoidance is 
clearly unrelated or is excessive.

 5. Generalized Anxiety Disorder (American Psychiatric Association, 2013, 
p. 222–226)

 (a) Generalized anxiety disorder is defined as excessive anxiety and worry 
(apprehensive expectation), occurring more days than not for at least 
6 months, about a number of events or activities (such as work or school 
performance).

 (b) The individual finds it difficult to control the worry.
 (c) The anxiety and worry are associated with three (or more) of the following 

six symptoms (with at least some symptoms having been present for more 
days than not for the past 6 months):
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 (i) Restlessness or feeling keyed up or on edge
 (ii) Being easily fatigued
 (iii) Difficulty concentrating or mind going blank
 (iv) Irritability
 (v) Muscle tension
 (vi) Sleep disturbance (difficulty falling or staying asleep, or restless, unsat-

isfying sleep)

 (d) The anxiety, worry, or physical symptoms cause clinically significant dis-
tress or impairment in social, occupational, or other important areas of 
functioning.

 (e) The disturbance is not attributable to the physiological effects of a substance 
(e.g., a drug of abuse, a medication) or another medical condition (e.g., 
hyperthyroidism).

 6. Separation Anxiety Disorder (American Psychiatric Association, 2013, 
p. 190–202)

 (a) Defined as developmentally inappropriate and excessive fear or anxiety con-
cerning separation from those to whom the individual is attached, as evi-
denced by at least three of the following:

 (i) Recurrent excessive distress when anticipating or experiencing sepa-
ration from home or from major attachment figures

 (ii) Persistent and excessive worry about losing major attachment figures 
or about possible harm to them, such as illness, injury, disasters, 
or death

 (iii) Persistent and excessive worry about experiencing an untoward event 
(e.g., getting lost, being kidnapped, having an accident, becoming ill) 
that causes separation from a major attachment figure

 (iv) Persistent reluctance or refusal to go out, away from home, to school, 
to work, or elsewhere because of fear of separation

 (v) Persistent and excessive fear of or reluctance about being alone or 
without major attachment figures at home or in other settings

 (vi) Persistent reluctance or refusal to sleep away from home or to go to 
sleep without being near a major attachment figure

 (vii) Repeated nightmares involving the theme of separation
 (viii) Repeated complaints of physical symptoms (e.g., headaches, stom-

achaches, nausea, vomiting) when separation from major attachment 
figures occurs or is anticipated

 (b) The fear, anxiety, or avoidance is persistent, lasting at least 4 weeks in chil-
dren and adolescents and typically 6 months or more in adults.

 (c) The disturbance causes clinically significant distress or impairment in social, 
academic, occupational, or other important areas of functioning.

 7. Obsessive Compulsive Disorder (American Psychiatric Association, 2013, 
p. 237–242)
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 (a) Obsessive compulsive disorder is defined as the presence of obsessions, 
compulsions, or both.

Obsessions are defined by (1) and (2):

 (i) Recurrent and persistent thoughts, urges, or images that are experienced, 
at some time during the disturbance, as intrusive and unwanted and that 
in most individuals cause marked anxiety or distress.

 (ii) The individual attempts to ignore or suppress such thoughts, urges, or 
images, or to neutralize them with some other thought or action (i.e., by 
performing a compulsion).

Compulsions are defined by (1) and (2):

 (i) Repetitive behaviors (e.g., hand washing, ordering, checking) or mental acts 
(e.g., praying, counting, repeating words silently) that the individual feels 
driven to perform in response to an obsession or according to rules that must be 
applied rigidly.

 (ii) The behaviors or mental acts are aimed at preventing or reducing anxiety or 
distress, or preventing some dreaded event or situation; however, these behav-
iors or mental acts are not connected in a realistic way with what they are 
designed to neutralize or prevent or are clearly excessive.

 (b) The obsessions or compulsions are time-consuming (e.g., take more than 
1  hour per day) or cause clinically significant distress or impairment in 
social, occupational, or other important areas of functioning.

 (c) The obsessive-compulsive symptoms are not attributable to the physiologi-
cal effects of a substance (e.g., a drug of abuse, a medication) or another 
medical condition.

 8. Posttraumatic Disorder (American Psychiatric Association, 2013, p. 271–280)

 (a) Posttraumatic stress disorder occurs after exposure to actual or threatened 
death, serious injury, or sexual violence in one (or more) of the follow-
ing ways:

 (i) Directly experiencing the traumatic event(s).
 (ii) Witnessing, in person, the event(s) as it occurred to others.
 (iii) Learning that the traumatic event(s) occurred to a close family member 

or close friend. In cases of actual or threatened death of a family mem-
ber or friend, the event(s) must have been violent or accidental.

 (iv) Experiencing repeated or extreme exposure to aversive details of the 
traumatic event(s) (e.g., first responders collecting human remains; 
police officers repeatedly exposed to details of child abuse). Note that 
this does not apply to exposure through electronic media, television, 
movies, or pictures, unless this exposure is work related.

 (b) Posttraumatic stress disorder is defined as experiencing the following symp-
toms. The presence of one (or more) of the following intrusion symptoms 
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associated with the traumatic event(s), beginning after the traumatic event(s) 
occurred:

 (i) Recurrent, involuntary, and intrusive distressing memories of the trau-
matic event(s).

 (ii) Recurrent distressing dreams in which the content and/or affect of the 
dream are related to the traumatic event(s).

 (iii) Dissociative reactions (e.g., flashbacks) in which the individual feels or 
acts as if the traumatic event(s) were recurring. (Such reactions may 
occur on a continuum, with the most extreme expression being a com-
plete loss of awareness of present surroundings.)

 (iv) Intense or prolonged psychological distress at exposure to internal or 
external cues that symbolize or resemble an aspect of the traumatic 
event(s).

 (v) Marked physiological reactions to internal or external cues that sym-
bolize or resemble an aspect of the traumatic event(s).

 (c) Persistent avoidance of stimuli associated with the traumatic event(s), begin-
ning after the traumatic event(s) occurred, as evidenced by one or both of the 
following:

 (i) Avoidance of or efforts to avoid distressing memories, thoughts, or feel-
ings about or closely associated with the traumatic event(s)

 (ii) Avoidance of or efforts to avoid external reminders (people, places, con-
versations, activities, objects, situations) that arouse distressing memo-
ries, thoughts, or feelings about or closely associated with the traumatic 
event(s)

 (d) Negative alterations in cognitions and mood associated with the traumatic 
event(s), beginning or worsening after the traumatic event(s) occurred, as 
evidenced by two (or more) of the following:

 (i) Inability to remember an important aspect of the traumatic event(s) 
(typically due to dissociative amnesia and not to other factors such as 
head injury, alcohol, or drugs)

 (ii) Persistent and exaggerated negative beliefs or expectations about one-
self, others, or the world (e.g., “I am bad,” “No one can be trusted,” 
“The world is completely dangerous,” “My whole nervous system is 
permanently ruined”)

 (iii) Persistent, distorted cognitions about the cause or consequences of the 
traumatic event(s) that lead the individual to blame himself/herself 
or others

 (iv) Persistent negative emotional state (e.g., fear, horror, anger, guilt, 
or shame)

 (v) Markedly diminished interest or participation in significant activities
 (vi) Feelings of detachment or estrangement from others
 (vii) Persistent inability to experience positive emotions (e.g., inability to 

experience happiness, satisfaction, or loving feelings)
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 (e) Marked alterations in arousal and reactivity associated with the traumatic 
event(s), beginning or worsening after the traumatic event(s) occurred, as 
evidenced by two (or more) of the following:

 (i) Irritable behavior and angry outbursts (with little or no provocation) 
typically expressed as verbal or physical aggression toward people 
or objects

 (ii) Reckless or self-destructive behavior
 (iii) Hypervigilance
 (iv) Exaggerated startle response
 (v) Problems with concentration
 (vi) Sleep disturbance (e.g., difficulty falling or staying asleep or rest-

less sleep)

 (f) Duration of the disturbance (Criteria B, C, D, and E) is more than 1 month.
 (g) The disturbance causes clinically significant distress or impairment in social, 

occupational, or other important areas of functioning.

It is important to note that all of the preceding disorders require careful differential 
diagnosis to ensure that the symptoms a patient presents with are not better 
explained by another similar disorder. For additional information on differentiat-
ing the various anxiety disorders, we refer readers to pages 189–291  in the 
Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition (American 
Psychiatric Association, 2013).

7.2  Prevalence and Age of Onset

7.2.1  Prevalence

The lifetime prevalence of anxiety disorders is 32.4%1 among youth ages 13–17 and 
33.7% among adults ages 18–64  in the United States (Kessler et  al., 2012). The 
lifetime prevalence of specific anxiety disorders among adults age 18–64 from most 
to least common is 13.8% for SP, 13.0% for SAD, 6.6% for separation anxiety dis-
order, 6.2% for GAD, 5.2% for PD, 2.7% for OCD, and 2.6% for AP. Comorbidity 
is common across conditions (Kessler et  al., 2012; van Balkom et  al., 2008). 
Commensurate with this high prevalence among youth, parents/caregivers rank 
anxiety disorders as the most important behavioral disorder to prevent for their chil-
dren (Zimmermann, O’Donohue, et al., 2020).

1 PTSD is included under “any anxiety disorder,” in the Comorbidity Survey Replication (NCS-R) 
and Adolescent Supplement (NCS-A) (Kessler et al., 2012).
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7.2.2  Age of Onset (AOO)

According to meta-analytic work, the mean age of onset (AOO) for any anxiety 
disorder is an estimated 21.3 years (de Lijster et al., 2017). The AOO for separation 
anxiety disorder is 10.6  years, SP 11.0  years, SAD 14.3  years, AP with panic 
21.1 years, OCD 24.0 years, PD 30.3 years, and GAD 34.9 years. Median age of 
onset is 11 for any anxiety disorder, although this age varies substantially by disor-
der. Reported median AOO for SP and separation anxiety is 7  years (IQR is 
4–7 years), SAD is 13 years (IQR of 7 years). Other anxiety disorders have a nota-
bly wider range of AOO (age 19–31; Kessler et al., 2005). Earlier age of onset is 
associated with greater comorbidities and anxiety disorder recurrence (Ramsawh 
et al., 2011).

7.3  Risk Factors

Risk factors can be defined as characteristics that both precede an outcome and are 
associated with an increase in likelihood of that outcome occurring (Kraemer et al., 
1997). Protective factors are variables that are associated with a reduction in likeli-
hood of a particular outcome occurring. Importantly, the term “risk factor” does not 
necessitate causality, and many other pathways (e.g., third variable, shared vulner-
ability, mutual maintenance) can explain the relationship between a given risk factor 
and subsequent anxiety disorder development (Kraemer et al., 1997). Risk factors 
for anxiety disorders may be nonspecific and confer risk broadly across many spe-
cific anxiety disorders or even across other disorders (e.g., depression) or specific to 
a particular disorder (Hayward et al., 2000). Negative affect, the trait-like tendency 
to experience more negative emotions (e.g., anxiety, anger, guilt, sadness), for 
instance, may be associated with internalizing disorders more generally (Anthony 
et al., 2002). Other factors may confer more specific risk, such as specific physio-
logical mechanisms that implicate cigarette smoking in the development of PD 
(Zvolensky et al., 2004).

Kraemer et al. (1997) also distinguish between static risk factors (e.g., birth year) 
and dynamic risk factors (e.g., occupation). A further distinction is that among 
dynamic risk factors, some may be modifiable risk factors, or those factors that can 
be reasonably modified by an individual without outside intervention (Cairns et al., 
2014). If a risk factor is modifiable and causally associated with a particular out-
come, it may be appropriate for intervention (Cairns et al., 2014; Jacka et al., 2013). 
Otherwise, risk factors may be thought of as indicators of greater likelihood of 
developing a disorder. A systematic review of modifiable risk factors for new-onset 
anxiety disorders found several studies identifying prospective associations between 
modifiable behaviors and incident anxiety disorders (Zimmermann, Chong, et al., 
2020). Notably, just 19 studies examined prospective associations between 
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modifiable behaviors and incident anxiety disorders, suggesting a need for more 
research in this area.

Finally, risk factors do not operate in isolation. Biopsychosocial diathesis-stress 
models of anxiety pathology suggest that multiple vulnerability factors interact with 
stressors to cause the onset of a given disorder (Barlow, 2004). For instance, expo-
sure to stressful conditions (e.g., absence of medical help, financial difficulties, 
social stressors) appears to interact with pre-disposing cognitive factors such as 
anxiety sensitivity (AS), a trait-like fear of bodily sensations, to increase risk for 
panic attacks (Zvolensky et al., 2005). Diathesis-stress models suggest that the pres-
ence of a risk factor may not be sufficient for the development of a disorder but 
rather part of a causal pathway in its development. Taken together, it is important to 
note that the presence of any given risk factor does not necessitate the development 
of an anxiety disorder, nor does it describe a causal relation.

7.4  Review

The following review of risk factors describes potentially relevant variables that 
confer risk and could be useful factors to identify patients who may benefit from 
intervention to prevent incident anxiety disorders. These include sociodemographic, 
social/environmental, mental health and health, and cognitive behavioral and tem-
perament domains associated with anxiety disorder risk. This list is not exhaustive 
and may also reflect gaps in the literature on risk and protective factors for anxiety 
disorders. There are more prospective studies examining cigarette smoking and PD, 
for instance, than most other relationships (Zimmermann, Chong, et  al., 2020). 
Despite these limitations, the following review may provide guidance in the identi-
fication of patients at greater risk for new-onset anxiety disorders.

7.4.1  Sociodemographic Risk Factors

Several sociodemographic factors have been shown to be related to the development 
of anxiety disorders. Perhaps the most notable risk factor is the association between 
female gender and anxiety disorders. The lifetime prevalence of anxiety disorders is 
40.4% among women and 26.4% among men (Kessler et al., 2012). Women appear 
to be at significantly greater risk for the development of PD, SP, and GAD (Grant 
et al., 2009) although this elevated risk has not been found in every study (Moreno- 
Peral et  al., 2014). Individuals identifying as Non-Hispanic Black and Hispanic 
appear to be at lower risk than those identifying as Non-Hispanic White (Grant 
et al., 2009; Kessler et al., 2005). Family income between 0 and $19,999 is associ-
ated with great risk of PD, SP, and GAD (Grant et al., 2009). No association was 
found for education, urbanicity, or region (Grant et al., 2009). One study found that 
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being divorced or widowed was associated with new-onset GAD (Grant et  al., 
2009), but this is not the case in a study of older adults (Schoevers et al., 2005).

7.4.2  Social/Environmental Risk Factors

Social Support Evidence for the relationship between social support and incident 
anxiety disorders is mixed. Some studies have suggested a prospective relationship 
between lower social support and SAD (Reinelt et al., 2014), although others have 
suggested no link (Vriends et al., 2011).

Parental Factors Parental factors such as overcontrol, rejection, and other paren-
tal styles have been implicated in the development of anxiety disorders (Brook & 
Schmidt, 2008). Several studies have suggested that the presence of parental depres-
sion, anxiety, and other psychopathology (i.e., personality disorders, bipolar disor-
der, and sleep disturbance) has been shown to be associated with PD and GAD onset 
(Moreno-Peral et al., 2014).

Occupational Factors Psychological demands of work have been shown to be 
associated with new-onset GAD (Melchior et al., 2007; Niedhammer et al., 2015). 
Other work factors such as lack of social support at work, limited autonomy in 
decision-making, emotional demands, role and ethical conflict, and job security 
may also be risk factors for GAD (Niedhammer et al., 2015).

Stressful Life Events Studies have suggested a relationship between financial dif-
ficulties and new-onset anxiety disorders (Moreno-Peral et al., 2014). Some studies 
have also suggested a relationship between adverse childhood experiences and 
later-onset GAD (Moreno-Peral et  al., 2014). Independent of the actual event, 
appraising stressful life events as more impactful is associated with risk of any new- 
onset anxiety disorder (Espejo et al., 2012).

Perinatal Period While estimates vary, the prevalence of OCD and PD is higher 
among pregnant women than in the general population, with an estimated 3% preva-
lence of both PD and OCD, nearly double that of non-pregnant women (Viswasam 
et al., 2019). Some evidence suggests that the perinatal period may also be a risk 
factor for the recurrence of PD for those in remission (Viswasam et al., 2019).

7.4.3  Physical and Mental Health Risk Factors

Depression Anxiety and depression frequently co-occur and are thought to have 
shared vulnerability features (Barlow et  al., 2004). Individuals with any type of 
depressive disorder are at nearly three times the risk of developing a subsequent 
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anxiety disorder and more than six times at risk for the development of SAD specifi-
cally (Jacobson & Newman, 2017).

Substance Use Disorders According to substance-induced theories, physiological 
arousal, both as a direct effect of the substance and also from withdrawal symptoms, 
may contribute to incident anxiety disorders (Garey et al., 2020; Wolitzky-Taylor 
et al., 2011). Individuals with anxiety disorders are nearly three times as likely to 
report meeting diagnostic criteria for a drug use disorder within the past 12 months 
than their counterparts without an anxiety disorder.

Physical Health Anxiety disorders are more prevalent among individuals with 
physical health conditions, even when adjusting for depression, substance use dis-
orders, and demographic characteristics (Sareen et al., 2005). Individuals with any 
neurologic, vascular, respiratory, gastrointestinal, metabolic/autoimmune, bone/
joint, or other physical disorders are all more likely to report a past-year anxiety 
disorder (Sareen et al., 2005). A prospective relationship has been found between 
having a greater number of physical diseases and PD (Rudaz et al., 2010).

7.4.4  Health Behaviors

Tobacco Use Several studies have suggested a link between cigarette use and PD 
(Breslau & Klein, 1999; Isensee et  al., 2003; Johnson, 2000; Mojtabai & Crum, 
2013; Pohl et al., 1992; Zvolensky et al., 2008). Cigarette smoking has been associ-
ated with new-onset AP (Johnson, 2000) and SP (Isensee et al., 2003; Mojtabai & 
Crum, 2013). Cigarette smoking has mixed evidence in the development of GAD, 
associated with risk in two studies (Johnson, 2000; Mojtabai & Crum, 2013) but not 
in a third (Isensee et al., 2003). Evidence does not support a link between tobacco 
use and OCD (Johnson, 2000). Cigarette smoking has demonstrated a link with 
SAD, although this may be dependent on level of use (Isensee et al., 2003; Mojtabai 
& Crum, 2013).

Cannabis Use Some studies have suggested a prospective relationship between 
cannabis use and incident social anxiety disorder but not panic disorder or specific 
phobia controlling for cigarette smoking and demographic characteristics (Feingold 
et al., 2016; Zvolensky et al., 2008).

Alcohol Use Alcohol quantity has demonstrated a relationship between new-onset 
anxiety disorders, but only for women (Flensborg-Madsen et  al., 2011). In this 
study, high levels of drinking were characterized by 4 drinks or more per week for 
women and 21 drinks per week for men. Women drinking at higher levels were 
twice as likely to develop an anxiety disorder (Flensborg-Madsen et  al., 2011). 
Similarly, occasional binge drinking was associated with more than two times the 
risk of PD among women but not for men in a prospective study (Chou et al., 2011).
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Caffeine Use Caffeine has acute anxiogenic effects and is associated with nervous-
ness and jitteriness. Caffeine intake is associated with greater risk of GAD, and PD 
(Kendler et al., 2006), although causal evidence is limited and other studies have 
found no such relationship using a case-control design (Pohl et al., 1992).

Physical Activity Cross-sectional evidence and prospective studies are suggestive 
of a link between physical activity and anxiety disorders (Schuch et al., 2019). A 
meta-analysis indicated that greater self-reported engagement in physical activity is 
associated with a decrease in likelihood of developing an anxiety disorder and, spe-
cifically, lower likelihood of developing AP (Schuch et al., 2019). Sports participa-
tion has also been shown to be a protective factor (Hiles, Lamers et al., 2017).

7.4.5  Cognitive, Behavioral, and Temperamental Risk Factors

Several cognitive, behavioral, and temperamental or personality factors have been 
associated with incident anxiety disorders. Behavioral avoidance of social situations 
has been associated with new-onset SAD, even when controlling for social anxiety 
symptom severity (Trumpf et  al., 2010). Similarly, behavioral inhibition can be 
defined as a more trait or temperament consisting of the tendency to avoid, or 
respond cautiously to, novel stimuli (Fox et al., 2005). Behavioral inhibition has 
been found to be a risk for incident anxiety disorders (Muris et al., 2011).

Anxiety sensitivity (AS) is a trait-like fear of anxiety-related physical sensations 
that are perceived as potentially harmful. AS has been descried as an “anxiety 
amplifier,” in that individuals perceiving bodily sensations associated with anxiety 
experience greater anxiety as a result of this perception (Taylor et al., 2007, p. 177). 
AS is conceptualized as having three dimensions. These include physical concerns, 
such as the belief that increasing heart rate will result in a heart attack; social con-
cerns, or the belief that others are noticing anxiety symptoms and may be evaluating 
these negatively; and cognitive concerns, or beliefs that bodily sensations are an 
indicator of losing control (Taylor et al., 2007). A large body of work has demon-
strated a relationship between AS and the development of anxiety symptoms and 
disorders (Schmidt et al., 1999; 2006; 2010).

Finally, it is not surprising that coping skills may be a protective factor in the 
development of anxiety disorders. Coping skills, including problem-focused and 
emotion-focused coping have been shown to be a protective factor in the develop-
ment of SP (Trumpf et  al., 2010). Problem-focused coping includes the use of 
resources to solve a problem or source of stress. In contrast, emotion-focused cop-
ing includes efforts to change the internal experience of emotion rather than an 
external problem. For instance, emotion-focused coping could include cognitive 
restructuring or distraction (Trumpf et al., 2010)
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7.5  Screening for Anxiety

The detection of the beginning stages of anxiety issues is crucial in the prevention 
of anxiety disorders. This is especially apparent when considering the sobering sta-
tistic that on average, individuals with anxiety disorders often lag between 9 and 
23 years in seeking treatment (Bienvenu & Ginsburg, 2007). Some of this lag time 
may be reduced by effective screening procedures utilized in primary care settings, 
leading healthcare professionals to be more aware of the presence or the severity of 
anxious symptoms. Therefore, especially in integrated care settings where a behav-
ioral health clinician is more available, it is crucial to develop a method of screening 
patients efficiently for the presence of anxiety disorders. The quicker that anxiety 
symptoms can be found, the faster interventions can be implemented to prevent 
those symptoms from worsening.

In addition, screening for existing disorders, effective screening, and detection of 
risk factors can be used by clinicians to know when to be more aware of when pre-
ventive care is indicated. Qualitative information (e.g., observation, patient report) 
should be a part of the screening process and should also be combined with more 
quantitative measures. Quantitative measures are useful due to the relative speed 
with which they can be administered as well as the ability of those measures to 
provide more objective data on the presence and possibly severity of anxiety symp-
toms (Goldberg et al., 2017).

7.5.1  Guidance when Selecting Measures

Selection of the appropriate measures is key when designing or modifying a screen-
ing program. Humeniuk et al. (2010) have indicated in their recommendations for 
screening instruments that cost be factored into the decision-making process. Given 
that a screening instrument may be administered dozens, if not hundreds, of times 
each day, the cost of such an assessment needs to be taken into account in order to 
assure a sustainable program.

In addition to cost, the validity of potential screening instruments should be con-
sidered as well. Not all measures labeled as “anxiety screens” or “anxiety invento-
ries” perform adequately at assessing anxiety. The selection of a problematic 
screening instrument may result in too many false-positives or false-negatives, 
depending on the measure selected. For example, Muntingh et al., (2011) examined 
the use of the Beck Anxiety Inventory (Beck et al., 1988) and found the inventory 
could be used as an indicator of anxiety with patients in primary care settings. 
However, the researchers also indicated their findings suggested that the measure is 
not a suitable instrument to discriminate between anxiety and depression, as it is 
sensitive to both the severity of depressive symptoms as well as the severity of anxi-
ety symptoms (Muntingh et al., 2011).
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Finally, length of the screen is an important consideration. Shorter measures may 
not always perform as well as longer measures, but this must be weighed against the 
amount of time that it takes to complete longer measures. Especially in the context 
of a primary care waiting room, a patient may not have an overabundance of time to 
complete assessments, so care should be taken to ensure that the length of selected 
screens is not excessive.

7.5.2  Administration Guidelines

Once measures have been selected, there are a number of general administration 
suggestions to consider in order to effectively deploy the screening tools. Spear 
et al. (2016) conducted a feasibility and acceptability study of a computer-assisted 
screen for alcohol and substance use disorders which, while focusing on substance 
use and not anxiety, still provides valuable insight into general guidelines when 
implementing behavioral health screening measures. Spear et  al. (2016) focused 
their efforts on a screen that was designed to be administered in the waiting room of 
a primary care clinic. Given that most primary care physicians may only have 
10 min to attend to a patient before needing to move on to the next patient, being 
able to complete assessments ahead of the planned appointment can be an efficient 
time saver (Wiesche et  al., 2017). While many clinics are already implementing 
their own screening processes, the following points may be useful when starting, or 
working to improve an existing, system of screening patients.

 1. Methods of Delivery: Pen and paper screening tests are rapidly becoming more 
and more difficult to administer for many reasons, including issues of language 
and literacy (Goldberg et al., 2017). Therefore, consideration must be given to 
how to deliver the screening instruments. Overall, computer-assisted methods 
have become more common and represent a viable alternative to traditional pen 
and paper assessments. While computerized assessments do have their own spe-
cial requirements (detailed below), they can be an effective means to bridge the 
gap of language or literacy barriers via translations of assessments and via audio- 
assisted screen, where the screen is either partially or fully read to the patient by 
the device administering the test (Goldberg et  al., 2017; Spear et  al., 2016). 
However, care must be taken in the selection of the actual hardware that will be 
utilized to deliver the assessments. The tablet or computer should be durable and 
easy to use. Additionally, if a system of electronic assessments is not already in 
place, consultation should be sought with appropriate information technology 
experts with training in regulations outlined under the Health Insurance 
Portability and Accountability Act (HIPAA). This is to ensure that the data trans-
missions from any mobile screening device (such as a laptop or tablet) or from 
any stationary computer are sent in a secure and encrypted manner back to the 
central medical database (Department of Health and Human Services, 2013).
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 2. The Importance of Screening Before the Appointment: Given the aforementioned 
limited time most physicians can spend with patients, having them complete 
measures either in the waiting room or before coming to their appointment can 
save valuable time. Additionally, given the advent of electronic health records 
systems, physicians may be able to access and view the completed screens before 
seeing the patient themselves (Garrett, 2010). Ideally, being able to see the 
results of any administered measures should allow a primary care physician to be 
able to identify possible warning signs and plan on what should the focus of ses-
sion should be during their time with the patient. If anxiety issues are detected, 
then information can be provided on prevention strategies. In the case of inte-
grated care settings, the measures can also alert the physician to involve the on- 
staff behavioral health specialist, should the need arise.

 3. Consider “At Home” Delivery Options: Increasingly, clinics that have access to 
electronic health records systems are also gaining access to patient portals were 
patients can log in remotely and complete intake paperwork and respond to 
questionnaires (Titanium Software, 2019; Epic, 2021). Patient portals permit 
individuals to complete check-in paperwork, intake procedures, and, depending 
on the capabilities of the system in question, questionnaires related to their 
health and functioning. As these technologies become more widely available, it 
is worth considering the possibility of administering screens before a patient 
arrives at the clinic. By completing paperwork at home, it potentially allows for 
slightly longer, and thereby more detailed, screens to be administered. 
Additionally, scores that exceed predetermined cutoff points can be flagged 
before the patient is seen, allowing for more time to prepare intervention options. 
Furthermore, these technologies allow for the administration of behavioral 
health screens in rural telehealth settings, where having the patient be physically 
present may be infeasible.

 4. The Need for Orientation: When considering an electronic assessment system, 
some concern might be raised regarding the acceptability of such measures to 
individuals with limited experience using computers. Spear et al. (2016) found 
that electronic assessments were preferred to other forms of assessment (such as 
clinical interviews), especially when discussing symptoms of a private or sensi-
tive nature (in their case, alcohol use). However, to achieve this effect, the 
researchers indicated that an orientation was needed, where the patient would be 
introduced to the interface and be shown how to use the device. Additionally, 
such orientations can review topics such as confidentiality and ensure that 
patients know how the information they will be providing might be utilized by 
the healthcare staff. Orientations such as these have been shown to help even 
those with limited to no computer experience navigate the screening process 
successfully (Spear et al., 2016). Additionally, the orientation can be delivered 
either in person or can be integrated into the device used in the assessment pro-
cess, such as in the form of an information slide or short introductory video.
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7.5.3  Example Screening Measure for Anxiety

While a number of screening measures do exist for anxiety disorders, the Generalized 
Anxiety Disorder Screener (GAD-7) stands out as being short, efficient, and freely 
available (Kroenke et al., 2007). The GAD-7 is a 7-item self-report measure capable 
of assessing the severity of anxious symptoms that an individual is experiencing. 
Additionally, the GAD-7 has been demonstrated to be able to screen the presence of 
four different anxiety disorders: generalized anxiety disorder, posttraumatic stress 
disorder, social anxiety disorder, and panic disorder. While the screener cannot dif-
ferentially diagnose those disorders, it can flag a clinician to ask further questions in 
order to hone in a specific diagnosis if symptoms have progressed that far. A cut 
score of 8 may be used as a point of identifying when further questioning might be 
employed to detect the development of an anxiety disorder. Given the brief nature 
of the GAD-7, it is possible to combine it with other behavioral health measures that 
can be quickly administered during the check-in process at an outpatient clinic visit. 
Thus, the scale can serve as an early warning system, helping to alert clinicians to 
elevations in anxiety symptom severity that might indicate the need of prompt pre-
ventative intervention.

Another freely available measure in the prevention tool box is the Anxiety 
Sensitivity Index, version 3 (ASI-3; Taylor et al., 2007). As mentioned previously, 
the construct of anxiety sensitivity is a potential risk factor in the development of 
anxiety disorders. Therefore, the ASI-3 can be utilized when deciding who should 
receive interventions to help prevent the development of anxiety disorders, even 
when anxiety symptoms are not present or not yet severe. The scale is an 18-item 
multiple choice survey and with scores between 0 and 17 indicating almost no anxi-
ety sensitivity, 18 and 35 indicating low anxiety sensitivity, 36 and 53 indicating 
moderate anxiety sensitivity, and anything above 54 indicating high anxiety sensi-
tivity. The ASI-3 can be used both as a means of assessing the overall risk of devel-
oping an anxiety disorder, with high scores indicating greater risk, as well as a 
means of tracking the effectiveness of any deployed interventions. However, 
depending on resources available, even scoring beyond 0 on the ASI-3 may indicate 
a brief, preventative action, such as the Anxiety Sensitivity Amelioration Training 
(Schmidt et al., 2007; detailed below), or the implementation of self-guided e-Health 
options may be useful to prevent the development of anxiety symptoms later on.

7.6  Prevention Strategies

Using the information from the screens listed above, the next question revolves 
around methods to prevent the development or worsening of detected anxiety symp-
toms. A great deal of research has been performed on various methods of respond-
ing early in order to prevent or at least lessen mood disorders in general and anxiety 
in specific (Griffiths, Farrer, Christensen, 2010). However, when deciding on what 
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interventions to select and which ones to use with a particular patient, several prin-
ciples as well as the model of stepped-care deserve consideration.

7.6.1  General Principles: Behavioral Health Literacy

A key ingredient for treatment programs in general lies in the construct of behav-
ioral health literacy. Behavioral health literacy is construct that goes beyond the 
boundaries of traditional psychoeducation. Psychoeducation is usually defined as 
interventions that provide informative materials, such as lectures, leaflets, or infor-
mation websites (Clarke et al., 2015). Psychoeducation is a part of many existing 
interventions, such as for GAD (Zinbarg, Craske, & Barlow, 2006) and PTSD (Foa 
et al., 2019). As defined in Willis and O’Donohue (2018), behavioral health literacy 
incorporates elements of psychoeducation but also includes a focus on the ability to 
use that information to make healthcare-related decisions. Specifically, Willis and 
O’Donohue (2018) defined behavioral health literacy as a series of competencies 
including the ability to obtain valid and relevant behavioral health information, 
evaluate and utilize that information in making healthcare decisions, and understand 
the factors that contribute to the prevention of psychological disorders. In particular, 
good behavioral health literacy is thought to include being able to recognize when a 
disorder is in its initial stages or is becoming worse as well as how to prevent behav-
ioral health issues in the first place. This call to effective action is especially impor-
tant in behavioral health literacy, as evidence is currently mixed on the ability of 
solely psychoeducational treatments to effect short-term or long-term improve-
ments in anxiety disorders (Clarke et al., 2015). Behavioral health literacy focuses 
on informing the patient of their options and supporting them in taking the neces-
sary action for their specific situation.

It is important to note that behavioral health literacy by itself is not a treatment 
or intervention. Rather, it is an important part of an overall treatment strategy. 
Providing information to the patient is thought to help increase their willingness to 
participate in treatment and help them feel that they understand what is required of 
them and why. Specifically applied to the domain of anxiety prevention, behavioral 
health literacy focuses on ensuring that patients understand the factors that may be 
increasing their anxiety, such as avoidance of feared stimuli, and what factors may 
serve to reduce their anxious responses, such as graduated exposure (Foa et  al., 
2019). Behavioral health literacy may be especially important in anxiety prevention, 
as it may be that some patients will require more information to help clarify why 
they may need to undergo a preventative treatment for anxiety. Finally, behavioral 
health literacy is vital as it allows patients to more fully participate in shared 
decision- making with their provider, the act of patients exercising their voice in 
treatment planning (Willis & O’Donohue, 2018).
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7.6.2  General Principles: Shared Decision-Making

Similar to behavioral health literacy, shared decision-making is not an intervention; 
rather, it is a principle that is important to include in the construction of a prevention 
program. Willis & O’Donohue (2018) indicated that, like behavioral health literacy, 
shared decision-making may help to improve patient adherence with treatment rec-
ommendations. Shared decision-making itself consists of ensuring that the patient 
has an active voice in the treatment planning phase. Treatment options should be 
explained, and patients should be given the chance to make their opinions known to 
the provider. This process may include the exploration of alternative options that a 
clinic may not be able to provide (e.g., if a patient wanted to try exposure-based 
therapy, but the staff at their provider’s office was unable to offer this service). 
Additionally, shared decision-making entails the various levels of care (i.e., watch-
ful waiting, guided self-help, referral to a specialist) and making sure that the patient 
has a clear idea of which level of care their current presenting symptoms best cor-
respond to. Shared decision-making is thought to increase treatment adherence by 
fostering a sense of investment in the treatment plan (Willis & O’Donohue, 2018). 
The patient, ideally, feels that it is “their” treatment plan, not a plan that has been 
forced on them by a medical authority.

7.6.3  Primary Prevention

Primary prevention of anxiety is a continuing goal of treatment providers due to the 
potential for the efficacy and cost-effectiveness of such interventions (García- 
Campayo et al., 2015). Effective interventions for anxiety disorders in adolescents 
exist, although, they may be difficult to apply in the primary care setting without 
some degree of modification, especially as many established interventions were ini-
tially designed to be delivered in the school setting (García-Campayo et al., 2015). 
One of the most effective prevention programs for anxiety in adolescents is the 
FRIENDS program, a universal 10-session cognitive behavioral therapy interven-
tion that is designed to promote emotional resilience. The intervention includes 
modules on emotion identification, cognitive methods to challenge unhelpful 
thoughts, relaxation techniques, and problem-solving skills. The program is 
designed to be delivered in a classroom setting and include all children, regardless 
of emotional health statue (Stallard et al., 2005).

The FRIENDS program has since been updated and modified for other groups, 
such as adults and families, with training available online for interested providers at 
https://friendsresilience.org/ (Barrett, 2019). The current FRIENDS Resilience pro-
gram, while originally intended for school use, can be adapted into a number of 
different forms, depending on the setting. For example, the program can be com-
pressed into a 2–3 full day intensive workshop, a 2-hour 5-day workshop, 45-min 
weekly sessions spread out over several weeks, or 15-min daily sessions spread out 
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over several weeks. This suggests that the FRIENDS program might be useful as a 
guide when developing a prevention program that can be delivered in an integrated 
care setting, taking into account available resources and constraints.

7.6.4  A Stepped Care Approach to Prevention

In general, stepped care refers to planning treatments that proceed in order of 
ascending intensity (Richards, 2012). The core idea in stepped care is to match the 
needs of the patient to the appropriate level of care (e.g., outpatient vs. intensive 
outpatient treatment), with the focus being on starting at the lowest appropriate level 
of care and then escalating upward as needed. This stepped care model can be uti-
lized to organize differing treatments intended to prevent the continuing develop-
ment of anxiety symptoms (O’Donohue & Draper, 2011). In integrated care settings, 
it will be vital to coordinate these treatment efforts with the behavioral health spe-
cialist. This is especially important in the event that medications are present, as 
some forms of anxiety treatment will require medications to be stable before start-
ing (Foa et al., 2019).

Once a provider has identified an individual experiencing the beginning stages of 
anxiety, such as someone scoring between 1 and 8 on the GAD-7 (Kroenke et al., 
2007), then it may be a good opportunity to have a conversation with the patient 
discussion option for symptoms from worsening. Furthermore, if a provider sus-
pects that a patient may possess any of the previously mentioned risk factors for the 
development of anxiety disorders, then intervention should be considered to prevent 
the development of symptoms, even if those symptoms have yet to manifest. The 
provider should strive to ensure that enough information has been given to the 
patient that they feel that they can make an informed decision on what to do next. 
Then, the provider and patient can collaboratively construct a treatment plan for 
preventing the development of the identified anxious symptoms. Below is a model 
of how the stepped care approach can be brought to bear on the issue of anxiety 
prevention.

A note before proceeding, the following information is intended to be used as 
soon as anxiety symptoms begin to present themselves or when individuals may be 
at risk for developing anxiety symptoms (see anxiety risk factors previously men-
tioned in this chapter). The goal of any prevention program in primary care targeting 
anxiety should be to provide the needed tools to prevent anxiety symptoms from 
happening or to intervene early enough to prevent an anxiety disorder from forming.

7.6.4.1  Step 1: Watchful Waiting

Watchful waiting represents the lowest intensity option and therefore may be best 
reserved for those experiencing relatively low symptoms of anxiety or anxiety 
symptoms that can clearly be tied to a temporary situation or event (i.e., a major test 
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in school or a job interview). This also may be a good step for individuals with a low 
likelihood of developing anxiety disorders, such as those suffering from few or none 
of the risk factors previously mentioned in this chapter. The watchful waiting step 
can be useful in cases where anxiety is starting to develop but has not yet reached a 
point of concern for the patient. Additionally, watchful waiting provides the oppor-
tunity to see if the anxious symptoms spontaneously remit during the period of 
waiting.

7.6.4.2  Step 2: Self-Directed and Health Behaviors

The next step up from watchful waiting is guided self-help and self-directed inter-
ventions delivered via books, pamphlets or reading material, and digital modalities. 
If an individual’s anxiety symptoms do not remit spontaneously after a set period of 
time, then it may be time to escalate to a more direct form of intervention. 
Additionally, if the patient started with higher (though still subclinical) levels of 
anxiety, then they may start the prevention process here. Finally, this step may be 
seen as a starting point in the event that an individual is experiencing some of the 
previously mentioned risk factors (such as stressful life events, physical health con-
ditions, etc.), even if they are not yet beginning to experience symptoms of anxiety.

This step involves more action on the part of the patient as they take part in self- 
directed and guided self-help interventions. Computerized Cognitive Behavioral 
Therapy (cCBT) packages represent on form of guided self-help, and they have 
become more commonplace. Importantly, current evidence suggests that they can 
be as effective as in person, face-to-face sessions in the treatment of anxiety disor-
ders (Pauley et al., 2021; Krebber et al., 2012). Furthermore, evidence-based cCBT 
has been shown to have similar impacts on symptom improvement as face-to-face 
therapy for PD and for SP, indicating that a wide range of anxiety symptoms can be 
treated via computerized CBT systems. cCBT can take multiple forms; however, the 
system described by Proudfoot et al. (2003) represents a good example. Participants 
in their study used the Beating the Blues cCBT intervention developed by Gray 
et al. (2000). In this intervention, participants attended nine online sessions, starting 
with a 15-min introductory video, followed by 9 weekly therapy sessions lasting 
50 min. The software generated homework for each patient and customized sessions 
to the unique needs of each individual. At the end of each session, a report on prog-
ress was sent to the patient’s provider, including information on any risk factors 
such as suicidal ideation. Systems similar to Beating the Blues represent a poten-
tially crucial source of guided self-help, as computer systems usually lack the long 
wait times that traditional one and one therapy may have before a patient can be 
seen by a provider. cCBT offers the chance for someone to be seen quickly and 
potentially slow or prevent the progress of their anxiety symptoms. Two examples 
of currently available self-help, CBT-informed online options are the following:

 1. Get-Better: Self-Help (Health Promotion Agency, 2021)

 (a) Available at: https://depression.org.nz/get- better/self- help/
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 2. Anxiety Self-Help Guide (NHS Inform, 2021)

 (a) Available at: https://www.nhsinform.scot/illnesses- and- conditions/mental- 
health/mental- health- self- help- guides/anxiety- self- help- guide

Bibliotherapy, or the assigning of evidence-based books containing self-guided 
treatment information, has also become an area of focus in the treatment of anxiety 
(Wootton et al., 2018). Bibliotherapy can be especially useful in integrated care set-
tings. It allows a provider to provide patients with effective information regarding 
anxiety while allowing patients to read the material at their own pace without need-
ing additional guidance from the provider. Bibliotherapy may also serve as an effec-
tive intervention when risk factors for anxiety have been identified, but no symptoms 
have arisen yet (Bienvenu & Ginsburg, 2007). The following are self-help books 
that have been utilized in the reviewed literature and that have the benefit of cur-
rently being available for purchase.

 1. The Mindful Way Through Anxiety: Break Free from Chronic Worry and Reclaim 
Your Life (Orsillo & Roemer, 2011)

 (a) Available both online on www.amazon.com and in print. An audiobook ver-
sion is also available as of this writing on www.amazon.com.

 2. The Shyness and Social Anxiety Workbook (Antony & Swinson, 2018)

 (a) Available both online on www.amazon.com and in print.

 3. Worry Less, Live More: The Mindful Way Through Anxiety (Orsillo & 
Roemer, 2016)

 (a) Available both online on www.amazon.com and in print.

Guided self-help also can incorporate the growing field of mobile applications. 
Drissi et al. (2020) found in an examination of the Google Play Store and the iPhone 
app store 167 anxiety-related mobile apps (123 Android apps and 44 iOS apps). 
These apps covered a wide range of anxiety coping skills, such as providing psycho-
education, interactive breathing exercises, mindfulness practices, meditation, and 
day planning. These apps themselves represent another potential fruitful avenue 
where patients can receive help at their own pace without having to wait for a pro-
vider. However, it is recommended that providers examine apps before recommend-
ing them to patients. Drissi et al. (2020) found a small (but still non-zero) number 
of apps based on pseudoscientific and non-evidence- based practices. For example, 
at least one application that was investigated was entirely based around manage-
ment of anxiety via horoscopes.

A final entry that deserves mentioning in the guided self-help stage is health 
behavior-based interventions. As previously noted, several health behaviors have 
been identified as risk factors for anxiety disorder development. While more 
research is needed to determine causality, it is possible that modifying these health 
behaviors could reduce risk for anxiety disorders. Some evidence suggests that 
modifying health behaviors can have an impact on anxiety symptom severity. For 
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instance, physical activity has demonstrated strong effects in helping to reduce mild 
to moderate anxiety, potentially being as effective in the long-term as the use of 
medications such as clomipramine in panic disorder (Jorm et al., 2004). Given that 
exercise has reported strong effects for mild anxiety, encouraging healthy physical 
activity via apps or as part of a cCBT treatment protocol may also serve to increase 
the effects of prevention efforts. Similarly, caffeine reduction has been found to be 
associated with decrease levels of anxiety (Jorm et  al., 2004). Individuals with 
GAD, PD, and SAD have reported higher levels of anxiety after consuming caffeine 
in a double-blind, placebo-controlled study (Jorm et al., 2004). While patients are 
making use of self-directed interventions, modifying these and other health behav-
iors (e.g., diet, tobacco, drug, and alcohol use) may prove helpful in managing or 
reducing their anxiety symptoms. Chapter 5 in this volume reviews multiple behav-
ior change interventions as prevention.

7.6.4.3  Step 2: Brief Interventions

If a patient’s anxiety symptoms continue to increase despite guided self-help inter-
ventions, then it is likely time to consider brief interventions that can be carried out 
by either the primary care provider or the behavioral health clinician in integrated 
care clinics. The goal of these brief interventions is to reduce or manage the anxiety 
symptoms without the need to resort to a full course of psychotherapy. This step is 
useful for when self-help methods have not been successful or when a clinician 
feels that a short, in person intervention may serve to prevent symptoms from get-
ting worse without the need for additional treatment.

One potential method of prevention at this step involves Anxiety Sensitivity 
Amelioration Training (ASAT; Schmidt et al., 2007). ASAT is a brief, 40-min inter-
vention designed to address how stress impacts the body as well as information 
regarding conditioned fear responses to bodily cues (i.e., interoceptive condition-
ing). Training is also provided in exercises to help reduce fear reactions to body 
cues that are commonly connected to fears and anxiety. In its original form, the 
ASAT program was delivered as a 30-min training video followed up by a 10-min 
session with a provider where practices were discussed and questions were 
answered. In this modality, ASAT may be especially helpful in the primary care set-
ting, as the instructional video could potentially be assigned to a patient as home-
work, with the provider using the 10-min in person session to problem solve and 
provide feedback on practicing exposures at home. Additionally, there is a longer 
version of ASAT intended for use with adolescents that is detailed below in the next 
section (Knapp et al., 2020).

Reeves and Stace (2005) examined a treatment package for mild to moderate 
anxiety symptoms called assisted bibliotherapy. Assisted bibliotherapy involves 
slightly more provided input than traditional bibliotherapy and consists of an 8-week 
course of treatment with limited clinician contact (20-min weekly sessions). Six 
module booklets are presented and discussed throughout the course of treatment, 
with each booklet focusing on a different aspect of anxiety management, such as 
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breathing exercises or reducing worry. Assisted bibliotherapy overall is an effective 
brief intervention, and in trials more than 80% of participants reported that the self-
help strategies became part of their daily routines by the end of treatment. 
Additionally, patients who participated reported significant improvements in their 
anxiety symptoms. Unfortunately, the authors used proprietary self-help materials 
currently not available online. However, the principles illustrated in their study sug-
gest that other bibliotherapy packages, such as Feeling Good: The New Mood 
Therapy, may be effective in an assisted bibliotherapy context (Burns, 1999; Yuan 
et al., 2018).

Other brief interventions include the Anxiety Sensitivity Amelioration Program 
for Youth (ASAP-Y; Knapp et al., 2020). This program adapted from the standard-
ized Anxiety Sensitivity Amelioration Training program for adults (ASAT; Schmidt 
et al., 2007) and includes psychoeducation, exposure to fear stimuli (in this case 
breathing through a straw), homework assignments parent training, and parental 
monitoring of at home exposures targeted at patients under the age of 18. Patients 
who have undergone ASAP-Y on average report lower levels of anxiety sensitivity 
both immediately afterwards and at follow-up assessments a year later. ASAP-Y is 
time limited, consisting of only two pieces, psychoeducation and direct exposure in 
Part I and parent training and exposure monitoring in Part II, once per week for 
4 weeks. This time limited nature makes the ASAP-Y more feasible to deploy in 
integrated care situations were behavioral health specialists and providers may not 
have the time to see a patient for an extended period of time. Despite the time lim-
ited nature, ASAP-Y appears to be effective at targeting anxiety sensitivity and thus 
effective at reducing overall anxiety (Reiss & Bootzin, 1985). Furthermore, the pro-
gram from which ASAP-Y is derived, ASAT, has been shown to have similar effects 
on adults with a similar timeline (Schmidt et al., 2007).

7.6.4.4  Step 3: Referral for Specialized Treatment

If a patient still has not experienced significant anxiety symptoms relief after 
attempting a brief intervention, or if anxiety symptoms increase significantly (e.g., 
if a patient’s GAD-7 screening score rises above 8; Kroenke et al., 2007), then it 
may be time to consider a referral to a behavioral health provider and a full course 
of anxiety treatment. It is recommended that such a referral be made to a provider 
capable of offering evidence-based treatments in general and exposure-based ther-
apy, specifically based on the long-standing empirical foundation supporting 
exposure- based treatments for anxiety disorders (Deacon et al., 2013).

Even if a patient escalates to this level of care, however, and requires more inten-
sive one on one psychotherapy, the time spent in previous steps is not wasted. 
Hopefully, the patient will have accrued new coping skills and knowledge that can 
aid in maintaining treatment gains in the long run once their course of treatment has 
been completed. For a graphical representation of the preceding steps, please see 
Fig. 7.1.
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7.6.5  Deploying the Model

A potential model for summarizing and utilizing the information presented above is 
as follows. Before attempting any interventions for preventing anxiety disorders, 
the first issue to address is how to screen for anxiety symptoms and risk factors and 
then establishing clear criteria on when interventions will be delivered. Once initial 
screening measures are in place, they can be used as warning signs to trigger further 
assessment surrounding anxiety risk factors that a provider should be aware of (such 
as occupational stress, see above). Depending on the available resources, once anxi-
ety risk factors have been identified, then the stepped care model depicted above can 
be implemented at the lowest appropriate stage. If needed, patients can escalate up 
the steps of care until they find the right one for their situation.

7.6.6  A Hypothetical Example

To further illustrate the stepped care approach outlined above, the following hypo-
thetical case examples are presented. The hypothetical case involves two individu-
als, Kira, aged 29, and her husband Cael, aged 30. Kira has not been experiencing 
symptoms of anxiety, while Cael has recently begun to experience some minor anxi-
ety, but not serious enough to be diagnosed with a specific anxiety disorder.

While at her primary care doctor’s office, Kira completes a number of behavioral 
health screens, including the GAD-7 and ASI-3. Kira scores a 3 on the GAD-7, 
below the usual clinical cutoff. However, she scores an 18 on the ASI-3, indicating 
the presence of elevated anxiety sensitivity, a potential risk factor for the develop-
ment of anxiety disorders, though it is still low. Based on the elevated ASI-3 score, 
Kira’s provider asks some additional questions regarding Kira’s risk factors and 
identifies that Kira is experiencing an increase in stress at work as well as has been 
drinking a higher amount of caffeine than usual. Kira’s provider recommends that 
she start with some guided self-help options and recommends both an app she can 
utilize on her phone with anxiety coping skills, relaxation techniques. By titrating 

Watchful Waiting
•Wait and assess 

symptoms for 
sponteanous remission

Self-Directed
•cCBT
•Mobile Apps

Brief Intervention
•Assisted Bibliotherapy
•ASAP-Y or ASAT

Referral to 
Treatment
•Patient requiring more 

than a brief intervention
•Exposure-Based 

Interventions

Fig. 7.1 The stepped care model applied to anxiety prevention
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her coffee use down and following the guidance of the self-help materials, Kira 
reported that her anxiety symptoms had significantly decreased, and she avoided 
developing a diagnosable anxiety disorder.

Her husband Cael, however, was not so fortunate. He initially scored 7 on the 
GAD-7, just below the clinical cutoff, and reported that his anxiety was manage-
able, but starting to interfere with his ability to function at work. Specifically, he 
reported that since encountering a difficulty during an important presentation, he 
had been struggling with anxiety about his work performance. Initially, his provider 
started Cael on the guided self-help step, but after 3 weeks, Cael was reporting that 
his anxiety had worsened, though it was still at subclinical levels. At this point, he 
was close to meeting criteria for social anxiety disorder, and his provider contacted 
the behavioral health clinician at the integrated care clinic and set Cael up with a 
brief intervention. The intervention, which incorporated elements of exposure as 
defined in the ASAT manual, lasted approximately 5 weeks. At the end of the treat-
ment, Cael reported that his anxiety symptoms had returned to normative levels and 
he was performing better at work. Better still, he reported that the skills he had 
acquired in the guided self-help section were helping him to maintain the positive 
changes in his life.

While these cases are brief and admittedly somewhat idealized, they nonetheless 
represent a possible course of treatment in the effort to prevent anxiety disorders. In 
Kira’s case, she was able to succeed at a lower level of care and avoid significant 
increases in her anxiety. Cael required a step up but one that still represents a smaller 
time commitment than a full course of psychotherapy. Both represent cases where a 
clinician can intervene when screening measures indicate a possible risk to develop 
significant anxiety and then prevent that anxiety from getting worse or developing 
into a diagnosable disorder.

7.7  Conclusion

Overall, the goal of this chapter was to provide a tool kit healthcare personnel work-
ing in integrated care settings. This tool kit consists of information on risk factors, 
screening tools, and intervention options to help prevent anxiety symptoms from 
becoming worse. Given the access that primary care has for the general population, 
implementing preventative anxiety treatments in integrated settings is an important 
component of anxiety prevention broadly (Finley et al., 2018).

One final note on the prevention efforts was described here in this chapter. True 
to the spirit of integrated healthcare, proper implementation of the suggestions con-
tained herein will require the cooperation of multiple specialists. Physicians will 
need to cooperate with the behavioral health professionals to ensure timely inter-
ventions when needed. Behavioral health specialists will need to partner with medi-
cal information technology experts to make screening tools more available and 
easier to use. Like integrated care in general, it is through the combining of these 
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various skillsets that effective progress can be made in both screening and prevent-
ing the development of anxiety disorders.
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8.1  Introduction

This chapter provides information related to diagnosis, prevalence, and risk factors 
for posttraumatic stress disorder (PTSD), followed by an overview of a stepped 
care, multi-component approach to prevent and/or mitigate the risk of PTSD among 
patients seen in primary care settings. In the first section, we define diagnostic cri-
teria and delineate risk factors for PTSD. We then describe current evidence-based 
interventions for PTSD prevention. The final section outlines the use of a stepped, 
collaborative care approach to address trauma-related mental health problems in 
primary care that includes screening to identify individuals who are at risk or have 
experienced a potentially traumatic event, brief prevention interventions, and the 
role of behavioral health and primary care providers (PCPs). The chapter concludes 
with lessons learned and suggestions for implementing PTSD prevention models in 
primary care settings.
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8.2  Overview of Posttraumatic Stress Disorder (PTSD)

8.2.1  Definition/Diagnostic Criteria

The Diagnostic and Statistical Manual (DSM-5) defines a traumatic event as “a 
distressing or dangerous experience, occurring outside of ordinary human experi-
ences that evokes intense and overwhelming emotional, physical, and behavioral 
responses” (American Psychiatric Association, 2013; Weathers & Keane, 2007). 
Traumatic events may include (1) serious injury or witnessing the serious injury or 
death of another person, (2) imminent threats of serious injury or death to oneself or 
others, and/or (3) a repeated or extreme indirect exposure to aversive details of the 
traumatic event(s) that occurs in the course of one’s professional obligations (e.g., 
first responders: law enforcement, fire fighters, health professionals). Traumatic 
events may be acute in nature (i.e., short-lived, one-time events), such as mass 
shootings, natural disasters, motor vehicle accidents, physical/sexual assaults, and 
violent loss of a loved one, or chronic (e.g., ongoing physical and sexual abuse, 
interpersonal violence, and war). Additionally, race-related traumatic events are 
increasingly recognized as a Criterion A stressor (Bryant-Davis & Ocampo, 2005; 
Carter, 2007; Williams et al., 2018).

In the immediate aftermath of a traumatic event, nearly all individuals will expe-
rience acute symptoms of distress, such as increased reactivity to trauma reminders, 
difficulty concentrating, hypervigilance, and sleep problems, meeting criteria for a 
diagnosis of acute stress disorder (ASD). However, most will evidence a reduction 
in these symptoms over time (Pineles et al., 2011). During this “natural recovery 
process,” most individuals are able to process the memories associated with their 
traumatic experience, manage trauma-related negative emotions, and gradually 
experience a reduction in fears associated with trauma reminders (Foa & Rothbaum, 
2001), enabling them to return to their previous levels of functioning (Bonanno, 
2004; Bonanno & Mancini, 2008). This process, however, can be disrupted for any 
number of reasons (e.g., avoidant coping styles, personality characteristics), result-
ing in development of PTSD (Pineles et al., 2011). To be diagnosed with PTSD, 
symptoms must cause clinically significant distress or impairment in social, occupa-
tional, or other important areas of functioning for more than 1 month and must not 
be attributable to the physiological effects of a substance (e.g., medication, alcohol) 
or another medical condition (APA, 2013) (see Table 8.1).

Posttraumatic stress and PTSD can manifest differently across the lifespan. Both 
adults and youth may experience intense distress and difficulties coping, including 
anger, irritability, repeated and intrusive thoughts, and/or extreme distress when 
faced with trauma reminders (APA, 2013; Dyregrov & Yule, 2006). However, with 
children, these symptoms may result in behavioral difficulties, aggression, destruc-
tiveness, repetitive play, increased attention seeking, and concentration difficulties, 
which can cause school-related problems (Anda et al., 2006; Hanson et al., 2008). 
For children younger than 6 years of age, the DSM-5 includes a preschool subtype 
of PTSD. See Tedeschi and Billick (2017) for a review of diagnostic criteria.
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8.2.2  Prevalence

An estimated 50–60% of adults experience a traumatic event at least once in their 
lifetimes (Mitchell et al., 2012). Prevalence estimates of ASD are difficult to ascer-
tain given that ASD must be diagnosed within 1 month of a traumatic experience. 
Furthermore, most studies of ASD focus on a specific population of individuals, 
such as car accident victims or victims of violent injury; thus, prevalence rates 
across traumatic events are difficult to identify (Ophuis et al., 2018). Nevertheless, 
studies have estimated ASD prevalence rates to fall between 11.7% and 41%, 
depending on the population sampled (Liebschutz et al., 2007). Notably, prevalence 
rates for PTSD are much lower. While trauma exposure is fairly common, studies 
indicate that only 7–8% of individuals will meet full criteria for PTSD (Brewin 
et al., 2000; Kessler et al., 2005; Weathers & Keane, 2007). Prevalence rates vary 
across genders, with ~10% of women developing PTSD versus 4% of men. While 
median age of onset is approximately 23 years of age (Kessler et al., 2005), data 
indicate that an estimated 40–80% of youth will experience some type of traumatic 
event before age 18 (Finkelhor et al., 2013; Kilpatrick et al., 2003). Estimated PTSD 
prevalence rates among adolescents is between 6 and 10% (Kessler et  al., 1995; 
Kilpatrick et  al., 2003), with higher rates among girls (7%) versus boys (2%) 
(McLaughlin et al., 2013).

Table 8.1 DSM-5 diagnostic criteria for PTSD (APA, 2013)

Criterion 
A

Trauma 
exposure

Exposure to death, threatened death, actual or threatened serious 
injury, or actual or threatened sexual violence via direct exposure, 
witnessing the trauma, learning that a relative or close friend was 
exposed to a trauma, or indirect exposure to aversive details of the 
trauma, usually in the course of professional duties

Criterion 
B

Intrusion 
symptoms

Two or more of the following:
Unwanted upsetting memories; Nightmares; Flashbacks; 
Emotional distress after exposure to traumatic reminders; Physical 
reactivity after exposure to traumatic reminders

Criterion 
C

Avoidance 
symptoms

One or more of the following:
Avoidance of trauma-related thoughts or feelings; Avoidance of 
trauma-related external reminders

Criterion 
D

Negative 
alterations in 
cognitions and 
mood

Two or more of the following:
Inability to recall key features of the trauma; Overly negative 
thoughts and assumptions about oneself or the world; 
Exaggerated blame of self or others for causing the trauma; 
Negative affect; Decreased interest in activities; Feeling isolated; 
Difficulty experiencing positive affect

Criterion 
E

Alterations in 
arousal and 
reactivity

Two or more of the following:
Irritability or aggression; Risky or destructive behavior; 
Hypervigilance; Heightened startle reaction; Difficulty 
concentrating; Difficulty sleeping
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8.2.3  Risk Factors

A large body of empirical work indicates that certain factors increase risk for PTSD 
(Howlett & Stein, 2016). These include female gender (Breslau et al., 1999), preex-
isting psychiatric disorders, family history of psychiatric disorders (Banerjee et al., 
2017), lower IQ (Breslau et al., 2013), earlier age of traumatic event (Dunn et al., 
2017), personality traits such as neuroticism (Ogle et al., 2017), and low social sup-
port (Breslau, 2012). Development of PTSD also is influenced by the severity and 
chronicity (Kira et al., 2008; Neuner et al., 2004; Ogle et al., 2014) of the traumatic 
stressor and the type of trauma. For example, assaultive trauma, which is more 
likely to be experienced by women than men, is related to increased PTSD risk 
(McCutcheon et al., 2009). Individuals from low socioeconomic backgrounds are 
also at heightened risk for developing PTSD (Bonanno et al., 2010; Hobfoll et al., 
2009). Advances in neurobiological understanding of genetic markers, such as the 
serotonin transporter gene (5-HTTLPR) and genes associated with the hypothalamic- 
pituitary- adrenal (HPA) axis, are also being studied as additional risk factors for 
PTSD (McCutcheon et al., 2009; Zhao et al., 2017).

Early life adversities also may create a neurobiological vulnerability that predis-
poses individuals to anxiety and traumatic stress-related disorders, such as PTSD. In 
a national survey of adolescents, 61.8% of youth had experienced a potentially trau-
matic event (e.g., interpersonal violence, accidents, injuries) during their lifetime; 
the prevalence of PTSD was 4.7%, with girls having higher prevalence rates (7.3%) 
than boys (2.2%) (McLaughlin et  al., 2013). The probability of having a PTSD 
diagnosis was higher for victims of interpersonal violence and for teens with preex-
isting fear and distress disorders (McLaughlin et al., 2013). Furthermore, youth who 
have been exposed to multiple traumatic events, have a history of family adversity, 
and who have a past history of anxiety or other psychological problems are at 
greater risk of developing PTSD (Bonanno & Mancini, 2008).

8.2.3.1  Disparities in Prevalence Rates

Researchers have documented differences in PTSD prevalence rates across racial 
and ethnic minority groups, as well as among individuals who identify as sexual and 
gender minorities. Disparities in PTSD prevalence rates are complex, and research-
ers are continuing to study what accounts for these disparities. Possible reasons 
include rates of trauma exposure, trauma type, and number of traumatic events 
experienced (Liu et al., 2017). For example, several studies have observed racial and 
ethnic differences related to exposure to traumatic events and subsequent develop-
ment of PTSD (Roberts et  al., 2011, Andrews et  al., 2015, Crouch et  al., 2000). 
Roberts and colleagues (2011) found that PTSD rates were the highest among 
Blacks (8.7%), followed by Whites (7.0%) and Hispanics (7.4%) and lowest among 
Asians (4.0%).
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Similar patterns for prevalence of trauma and PTSD have been observed for 
racial/ethnic minority children, as well. For instance, African American and Latinx 
adolescents report substantially higher rates of sexual assault, physical assault, 
physical abuse, and witnessing violence compared to Caucasians, as well as a higher 
risk for development of PTSD, in nationally representative surveys (Andrews et al., 
2015; Crouch et al., 2000). However, the nature of the relations between race and 
ethnicity and posttraumatic stress reactions remains unclear (Kilpatrick & Acierno, 
2003; Meiser-Stedman, 2002) and may stem from complex risk factors that influ-
ence the development of PTSD (Perilla et  al., 2002). For example, some studies 
have suggested that after accounting for factors, such as gender, severity, or nature 
of the traumatic event, racial/ethnic disparities in rates of PTSD or number of post-
traumatic stress symptoms are no longer present (Meiser-Stedman, 2002).

Lesbian, gay, bisexual, transgender, and queer (LGBTQ+) adults and youth are 
also at high risk for trauma exposure and victimization by peers, including verbal 
and physical assault, bullying, and hate crimes (D’Augelli et al., 2002; Stoddard 
et al., 2009), as well as social isolation, rejection, and homelessness (Tyler & Cauce, 
2002). LGBTQ+ youth are also particularly vulnerable to trauma-related conse-
quences, such as alcohol abuse (Talley et  al., 2014), suicidality (Almazan et  al., 
2014), and other self-harm behaviors (Batejan et al., 2015). Given the increased risk 
for experiencing interpersonal traumatic events, LGBTQ youth are also at increased 
risk for developing PTSD (Stenersen et al., 2019).

8.2.4  Screening in Primary Care

The high prevalence rates of trauma exposure and related mental health conse-
quences discussed above make screening and early identification critical priorities 
for healthcare settings. Early detection of trauma can help mitigate potential life-
long health consequences (Pardee et al., 2017), and there has been increasing sup-
port for integration of trauma assessment in primary care (Carey et  al., 2010; 
Institute of Medicine Committee on Preventive Services for Women, 2011; 
Machtinger et al., 2015), including routine screening for physical, sexual, and psy-
chological abuse (American Medical Assocation, 2017).

There are several key reasons why primary care providers (PCPs) should assess 
for the potential impact of trauma exposure as part of standard practice. First, many 
patients seen in primary care settings have a history of trauma exposure and PTSD. A 
nationally representative study, conducted by Kessler et al. (2005), found that over 
50% of men and women reported trauma exposure at the time of their primary care 
visit, with a lifetime PTSD prevalence rate of 6.8% across primary care settings 
(Kartha et al., 2008; Kessler et al., 1995; Liebschutz et al., 2007). This rate can be 
even higher in certain settings. For example, a study by Breslau et al. (1998) reported 
a 90% prevalence rate for trauma exposure in their urban primary care sample. 
Studies also indicate that individuals with PTSD utilize medical health services at a 
higher rate than those without PTSD (Kartha et al., 2008; Stein et al., 2000). Second, 
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research suggests that many patients, particularly those that are traditionally under-
served, prefer to seek mental health services in primary care settings, compared to 
specialty mental health clinics (Goldstein et al., 2017; Guevara et al., 2001; Howard 
et  al., 1996). Finally, without trauma screening, the related symptoms often go 
undetected, leading providers to misdiagnose and direct services toward symptoms 
that only partially explain individuals’ treatment needs (SAMHSA, 2014b). Thus, 
primary care settings have a unique opportunity to bridge behavioral and physical 
health care, and routine screening for trauma history and related symptoms increases 
the likelihood that individuals are identified and referred for further evaluation and 
treatment, when warranted (Cohen et al., 2008; Dubowitz et al., 2011; Hanson et al., 
2018; Sonis, 2013).

Similar to screening for other medical conditions, screening for trauma history 
and trauma-related symptoms should be feasible (i.e., time efficient, easy to use) 
and inform whether further evaluation or intervention is warranted (Brooks et al., 
2020; Hanson et al., 2018). A more thorough assessment may include the use of 
evidence-based standardized assessment instruments to determine if the patient is 
experiencing diagnostic level symptoms, including PTSD (Hanson et  al., 2018; 
Schneider et al., 2013). It is also important to assess for other high-risk behaviors 
that commonly co-occur with trauma, such as substance use, self-harm/suicidality, 
and risky sexual behaviors (SAMHSA, 2014b; Ullman et al., 2013).

8.2.5  Selecting Screening Tools

A key component to integrate trauma screening as part of standard practice is 
through the use of effective screening tools. When selecting instruments, it is criti-
cal to assess not only for exposure to trauma but also to identify the presence and 
severity of trauma-related symptoms. Previous attempts to screen for trauma in pri-
mary care have relied heavily on tools, such as the Adverse Childhood Experiences 
(ACEs) survey, which focuses solely on exposure to trauma. The limitations of these 
screening instruments are that they fail to identify specific trauma-related symptoms 
and/or provide sufficient information to facilitate appropriate referrals (Brooks 
et  al., 2020). Therefore, it is recommended that PCPs adopt screening tools that 
promote resiliency (SAMHSA, 2014a), inform treatment planning, and are appro-
priate for the patient population, including age/developmental level, gender, cultural 
background, and language (Hanson et  al., 2018; SAMHSA, 2014a). PCPs also 
should select screening tools that fit within the clinical work flow (Schulman & 
Maul, 2019). Specifically, PCPs should select measures that are brief, publicly 
accessible, have strong psychometric properties, and are easy to administer and 
interpret. Examples of several cost-effective, accessible, brief and psychometrically 
sound measures, for children and adults, are provided in the table below (See 
Table 8.2).
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8.2.6  Challenges to Screening in Primary Care Settings

Despite the growing evidence supporting trauma screening in primary care and the 
availability of brief screening tools, it is important to acknowledge the inherent 
challenges faced by PCPs to engage in these activities as part of their standard prac-
tice. These include lack of training and knowledge in behavioral health, uncertainty 
about how to respond to abuse disclosure, concerns about alienating patients, lim-
ited access to and knowledge of appropriate referrals or follow-up procedures, and 
limited availability of screening tools to assess for traumatic stress (Dueweke et al., 

Table 8.2 Screening measures

Child measures
Name of 
instrument Author

Domains 
assessed Age Format

Where to 
obtain

Child PTSD 
Symptom Scale for 
DSM-V 
(CPSS-VSR)

(Foa et al., 
2001)

PTSD symptoms Ages 
8–18

Child/caregiver 
report
24 items

http://www.
episcenter.
psu.edu

Child and 
Adolescent Trauma 
Screen (CATS)

(Sachser 
et al., 2017)

Trauma exposure 
and PTSD 
symptoms

Ages 
3-6
and
ages 
7–17

Child/caregiver 
report
15 
items – exposure
25 
items – symptoms

Depts.
washington.
edu

Child Trauma 
Screen (CTS)

(Lang & 
Connell, 
2017)

Trauma exposure 
and PTSD 
symptoms

Ages 
6–17

Child/caregiver 
report
4 
items – exposure
6 
items – symptoms

Chdi.org

Pediatric Symptom 
Checklist-17 
(PSC-17)

(Gardner 
et al., 1999)

Attention, mood, 
and conduct- 
related problems

Ages 
4–16

Child report
17 items

Massgeneral.
org

Adult measures
Primary Care 
PTSD Screen for 
DSM-5 
(PC-PTSD-5)

(Prins et al., 
2016)

Trauma exposure 
and PTSD 
symptoms

Adult 5 items Ptsd.va.gov

PTSD Checklist 
for DSM-5 
(PCL-5)

(Weathers 
et al., 2013)

Trauma-related 
symptoms

Adult 20 items Ptsd.va.gov

Brief Trauma 
Questionnaire 
(BFQ)

(Schnurr 
et al., 1999)

Trauma exposure Adult 10 items Ptsd.va.gov

Trauma Screening 
Questionnaire 
(TSQ)

(Brewin 
et al., 2002)

Trauma-related 
symptoms

Adult 10 items Ptsd.va.gov
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2019; Kerker et al., 2016), as well as system level barriers (e.g., insufficient time to 
conduct screening and coordinate referrals, lack of reimbursement for screening) 
(Diamond et al., 2012; Dueweke et al., 2019).

8.3  Trauma-Informed Care (TIC) Approach

In the past several years, there has been increased attention to a trauma-informed 
care (TIC) approach as a way to increase awareness of trauma and related sequelae 
and implement procedures and protocols that can improve services to better meet 
the needs of patients, families, and staff across different service settings, including 
primary care (Brooks et al., 2020; Dueweke et al., 2019; Oral et al., 2016; Pardee 
et al., 2017). The TIC approach highlights the importance of trauma screening and 
can offer a useful framework to address the noted barriers described above. Several 
key TIC principles have been identified that are applicable to the primary care set-
ting, including (1) increased provider awareness about the prevalence and impact of 
trauma (SAMHSA, 2014b); (2) use of effective screening procedures that outline 
steps to follow after a positive or negative trauma screen (Raja et al., 2015), includ-
ing knowledge of available on-site or community-based resources (Brooks et al., 
2020); (3) methods to identify and respond to ongoing safety risks (Brooks et al., 
2020); (4) efficient care coordination with the preferred provider (U.S. Department 
of Veterans Affairs, 2019); and (5) the use of patient-centered communication (e.g., 
active listening, empathy, understanding the patient’s perspective) when discussing 
the purpose of assessment, as well as the results and possible referrals 
(U.S. Department of Veterans Affairs, 2019).

8.4  What Is Evidence-Based Prevention?

An important purpose of trauma screening is to determine whether any prevention 
or intervention efforts may be warranted. Evidence-based prevention strategies are 
programs, policies, or techniques that have demonstrated effectiveness at preventing 
health problems through rigorous, empirical research (Health Policy Institute of 
Ohio, 2013). PTSD prevention models, which may include one or a collection of 
evidence-based strategies, occur at two main time points: (1) prior to trauma expo-
sure, targeting individuals at high risk for trauma, based on community, familial, or 
individual risk factors, or (2) immediately following trauma exposure, targeting 
individuals during the acute phases of trauma recovery (e.g., within first 3 months 
following traumatic event) to reduce the likelihood of developing severe, long- 
lasting trauma-related mental health problems.

PTSD prevention among individuals at risk for trauma exposure aim to (1) 
decrease the likelihood that a traumatic event will occur and (2) bolster resiliency 
among individuals, families, and communities at risk for these events (Howlett & 
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Stein, 2016). Prevention strategies within these models can include public health 
and policy changes (e.g., laws requiring seat belt use, sexual assault prevention and 
awareness campaigns, and laws restricting carrying guns in public places), screen-
ing to identify risk factors for trauma exposure (e.g., trauma and mental health his-
tory, substance abuse, negative parenting practices), as well as psychosocial support 
(e.g., building coping skills, increasing social support, increasing access to case 
management and therapeutic resources). However, few of these trauma prevention 
initiatives occur within the context of primary care and are instead typically offered 
in community settings, such as child welfare agencies (Chaffin et al., 2012; Edwards 
& Lutzker, 2008), schools, and specialty mental health clinics (Mendelson et al., 
2015; Skeffington et al., 2013). As noted throughout the chapter, primary care offers 
ideal opportunities to conduct trauma screening and to reinforce several of these 
prevention strategies. For example, PCPs can discuss healthy sexual practices to 
reduce risk for victimization, assess for gun safety in the home, inquire about avail-
able social supports, and facilitate access to additional therapeutic resources when 
indicated.

Models of prevention that occur immediately after exposure to a potentially trau-
matic event are situated within the initial phase of recovery and are often imple-
mented in trauma centers or emergency departments. During this acute phase of 
recovery, individuals may be experiencing natural posttraumatic stress symptoms, 
but they do not yet qualify for a PTSD diagnosis (APA, 2013) (e.g., symptoms must 
persist for at least 30 days) that would warrant a more intensive intervention. Thus, 
prevention strategies during this initial recovery phase aim to provide education on 
normative trauma reactions and support the implementation of positive, evidence- 
based coping strategies to manage acute posttraumatic stress responses, making 
them ideally suited for delivery in primary care.

8.5  Examples of Prevention Interventions

One example of a brief, acute prevention intervention is psychological debriefing 
(PD). PD involves a single session to target all individuals exposed to a potentially 
traumatic event in the early aftermath, regardless of trauma-related symptoms (e.g., 
Mitchell, 1983). PD was one of the earliest and most widely used PTSD prevention 
strategies. However, despite its widespread implementation, several reviews have 
since deemed it not only ineffective at preventing PTSD (Bastos et al., 2015; Van 
Emmerik et al., 2002) but also associated with an increased risk for PTSD (Rose 
et  al., 2002). Thus, PD programs are no longer recommended as an appropriate 
prevention intervention.

In response to the lack of evidence and increased risks associated with PD, 
multiple- session psychosocial prevention models subsequently have been devel-
oped and tested for efficacy in the immediate aftermath of a trauma (Kearns et al., 
2012; Qi et al., 2016; Roberts et al., 2019). Of these models, Psychological First Aid 
(PFA), a brief modular approach designed to provide comfort, psychoeducation, 
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and support for physical and mental health needs, has been recommended as a front-
line prevention model, offered within the first 2 weeks of a traumatic event (Litz & 
Gray, 2002; National Child Traumatic Stress Network and National Center for 
PTSD, 2006). Since PFA can be delivered by an array of trained first responders 
(i.e., does not require a licensed mental health professional), it may be particularly 
viable in primary care.

Skills for Psychological Recovery (SPR; Berkowitz et al., 2010) is another multi- 
modal brief intervention that can be delivered by trained first responders and thus 
may be viable in primary care settings. SPR includes problem-solving, positive 
activities scheduling, managing reactions, helpful thinking, and building healthy 
social connections, all of which can reduce risk for PTSD.

Although psychosocial models of PTSD prevention remain understudied, emerg-
ing literature (Guay et al., 2019; Kassam-Adams, 2014) has highlighted key inter-
vention targets (e.g., avoidance, parent-child interaction, trauma-related appraisals, 
enhancing support) to inform prevention programs. Continued research is necessary 
to demonstrate their effectiveness in preventing the onset of PTSD and their deliv-
ery in primary care settings (Kearns et  al., 2012). Importantly, there are several 
trauma-focused mental health treatment interventions, such as prolonged exposure 
(Foa et al., 2019; Powers et al., 2010), cognitive processing therapy (Resick et al., 
2016), and trauma-focused cognitive behavioral therapy (Cohen et al., 2016), that 
have been demonstrated to be effective at ameliorating PTSD. These interventions 
are designed to target individuals who have developed PTSD and, as such, are men-
tal health treatments, rather than prevention interventions. However, an advantage 
of an integrated healthcare setting is the availability of a behavioral healthcare pro-
vider with the knowledge and skills to deliver these more complex interventions for 
those suffering from PTSD.

8.6  Pharmacological Interventions

Pharmacotherapy also has been investigated as a preventative strategy for PTSD, 
with preliminary findings suggesting that early use of medication may help prevent 
the onset of PTSD symptoms. While current evidence remains limited, due to few 
randomized clinical trials and small sample sizes, the pharmacological intervention 
with moderate quality evidence is the administration of hydrocortisone (Schelling 
et al., 2001; Schelling et al., 2004). Across several small studies, patients adminis-
tered hydrocortisone were less likely to meet criteria for PTSD at follow-up than a 
placebo group at a median of 4.5 months (Howlett & Stein, 2016; Sijbrandij et al., 
2015). Other pharmacologic interventions that have been tested for PTSD preven-
tion include propranolol (Hoge et al., 2012; Pitman et al., 2002; Stein et al., 2007; 
Vaiva et al., 2003), escitalopram (a selective serotonin reuptake inhibitor) (Jonas 
et al., 2013; Shalev et al., 2012; Stoddard et al., 2011; Suliman et al., 2015; Zohar 
et al., 2017), temazepam, and gabapentin. Whether due to study design or medica-
tion efficacy is unclear, none of these medications separated from placebo and did 
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not show benefit in reducing the development of PTSD in adults (Amos et al., 2014). 
Further work is needed to determine the efficacy of pharmacotherapy in preventing 
PTSD in adults and to identify potential moderators of treatment effect. This could 
be a promising area of primary care intervention if a medication is identified that 
would reduce the likelihood of developing PTSD following a traumatic event.

8.7  Universal, Indicated, and Selective Prevention

High rates of exposure to potentially traumatic events highlight the need for multi-
faceted prevention approaches to reduce the likelihood that individuals will develop 
PTSD. Prevention models historically have been classified as primary (i.e., to reduce 
onset of an illness or traumatic event), secondary (i.e., to detect illness/disease at an 
early stage), and tertiary (i.e., to mitigate severity among already affected individu-
als) (Caplan, 1964; Commission on Chronic Illness, 1957). An alternative frame-
work (Gordon 1983) classifies prevention models according to the group being 
targeted. Universal prevention approaches target an entire population, whereas 
selective prevention approaches target a specific subgroup of the population at 
higher risk for the disorder. Indicated prevention approaches target those individuals 
who are at the highest risk for disease and/or may already be experiencing sub- 
threshold disease symptoms. Additional details about these three classifications, as 
applied to PTSD prevention, are provided below.

8.7.1  Universal Prevention of PTSD

Universal prevention models or strategies address an entire population to prevent 
exposure to potentially traumatic events and/or to reduce the likelihood of develop-
ing PTSD (Howlett & Stein, 2016). These primarily focus on broad, public health- 
based interventions to address PTSD prevention at the population level rather than 
the subgroup or individual level. However, there are relevant examples for use in 
primary care, including universal PTSD screening and injury prevention educa-
tional programs.

8.7.2  Selective Prevention of PTSD

Selective prevention strategies target groups of people at risk for developing 
PTSD. These subgroups can be based on factors, such as age, gender, race/ethnicity, 
occupation, family history, socioeconomic status, or other characteristics. For 
instance, women are more likely to be victims of interpersonal violence, such as 
sexual assault, and, as a result, are often targeted for PTSD prevention initiatives. 
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Thus, identification and referral for psychosocial interventions (e.g., sexual assault 
survivor support groups) may be helpful in preventing PTSD and can be easily 
implemented in primary care settings.

8.7.3  Indicated Prevention of PTSD

Indicated prevention refers to strategies designed to prevent the onset of PTSD in 
those individuals who have not yet met full criteria for a PTSD diagnosis or are 
experiencing subclinical symptoms of PTSD. Many of these individuals may meet 
diagnostic criteria for acute stress disorder (see criteria above). In this instance, 
indicated prevention can ward off a future diagnosis of PTSD or reduce the severity 
of PTSD symptoms, which may result in shorter treatment and/or necessitate treat-
ment of a lesser intensity. For example, one study found that five sessions of pro-
longed exposure therapy or brief exposure therapy and anxiety management 
treatment resulted in fewer people meeting criteria for PTSD when compared to 
those who received supportive counseling following a traumatic event (Bryant 
et al., 1998).

8.8  Stepped Care Prevention Model: Collaborative Care

This chapter has emphasized the role of PCPs in early identification of patients who 
have experienced or are at risk for PTSD as a way to offer prevention interventions. 
We now discuss a stepped care model, which can be implemented within primary 
care settings, as an optimal way to meet the needs of these patients. Stepped care 
models of treatment begin with the lowest dosage of an intervention and increase 
dosage as necessary. Thus, they have the potential to provide efficient, evidence- 
based mental health services to individuals (Ahmedani & Vannoy, 2014; Bower & 
Gilbody, 2005). Further, given the high prevalence of exposure to traumatic events 
and relatively low prevalence of PTSD (Pineles et al., 2011), stepped care preven-
tion models can be especially useful in preventing PTSD. Collaborative care is a 
stepped care model of treatment intervention that engages clinic case managers, 
PCPs, and behavioral health providers to perform specific functions or tasks as part 
of a collaborative team. The focus is on an initial screening of the patient’s symp-
toms, matching them to an intervention intensity consistent with their symptom 
presentation, facilitating transfer and coordination among service providers, and 
conducting regular review of their progress to move them through the stepped care 
treatment stages as necessary. Consequently, collaborative care models have 
emerged as an evidence-based approach to addressing mental health concerns 
(Ratzliff et al., 2014), including prevention and treatment of PTSD (Zatzick et al., 
2011) in primary care settings.
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8.9  Role of Primary Care Provider (PCP)

Within the collaborative care model, a PCP’s main roles include completion of ini-
tial screening and assessment measures with the patient, discussion of any identified 
symptoms including posttraumatic stress symptoms, and psychoeducation about 
PTSD symptoms. While some PCPs have the knowledge to address mental health 
concerns in primary care, many lack the skills and training to identify PTSD symp-
toms outside of specialized mental health settings (Green et  al., 2011; Weinreb 
et al., 2010). This further underscores the advantages of utilizing a collaborative 
care model to address concerns related to PTSD. Using this model, the PCP contin-
ues to oversee many aspects of the patient’s care (i.e., initial identification of behav-
ioral health problems, completing initial screening) and then facilitates a “warm 
hand-off” to a behavioral healthcare provider. The PCP transfers the patient to the 
behavioral healthcare provider during the medical appointment, to increase the like-
lihood that the patient will effectively engage in further behavioral health interven-
tions (Roy-Byrne et al., 2010) to address PTSD symptoms.

8.10  Role of Behavioral Healthcare Provider (BHCP)

BHCPs fulfill a unique role on the collaborative care team. Depending on the sever-
ity of the patient symptoms, this may take different forms; however, the primary 
role of the BHCP is to help the patient manage their behavioral health symptoms. 
The BHCP may provide psychoeducation about PTSD and/or conduct additional 
assessments to gather information on patient’s symptoms. They are in charge of 
monitoring for signs of symptom progression and can focus on developing strengths 
and coping mechanisms as an additional means to build patient resilience (Maragakis 
& Hatzigeorgiou, 2018). As members of the collaborative care team, BHCPs are 
often able to play a unique role in that they can share knowledge about warning 
signs and risk factors for PTSD with other members of the collaborative team who 
may be less able to recognize PTSD symptoms. Finally, they may provide psycho-
social interventions, such as those discussed previously, to prevent symptom pro-
gression and are aptly skilled to identify the most appropriate referral source should 
the patient’s needs require a higher level of care.

8.11  Lessons Learned/Implementation

In conclusion, aims of this chapter were to (1) provide an overview of PTSD preva-
lence and its impact, (2) discuss key risk factors, (3) highlight effective screening 
practices, (4) review evidence-based models of prevention, and (5) introduce a 
stepped care approach  – collaborative care  – for primary care settings. Lessons 
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learned and key points about implementing prevention models for PTSD in primary 
care settings are discussed below.

In general, there is growing empirical support for preventive interventions for 
PTSD (Howlett & Stein, 2016). Furthermore, this work addresses multiple critical 
junctions at which prevention initiatives are to be implemented, including universal 
prevention interventions, which seek to reduce exposure to potentially traumatic 
events. However, given that a majority of individuals will experience a traumatic 
event at least once in their lifetime, additional prevention approaches, such as selec-
tive prevention strategies that target groups at high risk for developing acute stress 
disorder or PTSD, are also warranted. Complex challenges remain around screening 
and assessing posttraumatic stress symptoms and implementing integrated care 
interventions. Additionally, our knowledge of how these interventions translate to 
primary care settings is limited. While some interventions, such as multiple-session 
CBT-based interventions and pharmacological agents (e.g., hydrocortisone), are 
gaining increasing support in primary care settings, they require further empirical 
evidence to demonstrate their effectiveness at preventing PTSD (Howlett & Stein, 
2016). Perhaps the most promising intervention for preventing PTSD is not a true 
intervention at all but rather a framework for addressing patients’ symptoms in a 
cost- and resource-effective manner that engages multiple members of a collabora-
tive care team. This collaborative care model, described above, is a stepped care 
model that screens patients for symptoms and problems, such as PTSD, and then 
matches them with a prevention intervention appropriate for their level of symptom 
severity. Patients are subsequently monitored by their PCPs and/or other members 
of their collaborative care team (i.e., case managers, BHCPs) and moved to different 
steps of the model as needed. However, collaborative care approaches are not with-
out challenges, and in order for this model to be implemented successfully, mem-
bers of the care team must have clearly defined areas of expertise but also be open 
to the flexibility that is required when tailoring a treatment plan specific to an indi-
vidual patient’s needs (Ratzliff et al., 2014). While stepped care models for other 
mental health disorders have shown promise (Gilbody et  al., 2006; Thota et  al., 
2012; Zatzick et al., 2011), PTSD may pose unique challenges, which warrant fur-
ther empirical work. Unlike other mental health disorders, implementing PTSD pre-
vention models in primary care settings requires an understanding of risk factors for 
PTSD, as well as specialized training to adequately screen and triage patients to the 
appropriate step in the model.

Additional research efforts, including randomized clinical trials evaluating PTSD 
prevention and intervention during the peri- and post-trauma phases; mixed- methods 
studies designed to facilitate interprofessional, collaborative care in PTSD treat-
ment assessment and delivery; and identification of novel, cost-effective, scalable 
solutions to address traumatic stress, are critical to identify the most effective treat-
ments and implementation strategies in healthcare settings for trauma survivors. 
Advances can only be made with rigorous studies led by collaborative disciplines 
across practice settings through a dissemination and implementation lens from the 
design onset. Trauma-informed prevention and intervention research in primary 
care settings has advanced over the last few decades. However, additional research 
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is warranted to establish clearer roadmaps for PCPs facing ongoing challenges to 
address the mental health needs of their patients. This is particularly salient for 
patients who may have experienced or be at risk for trauma and related mental 
health problems, which require further intervention to maximize positive health 
outcomes.
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Chapter 9
Prevention of Conduct Problems 
in Integrated Pediatric Primary Care

Deborah Y. Pickford, Trenesha L. Hill, Prerna G. Arora, 
and Courtney N. Baker

Conduct problems include disruptive, oppositional, and argumentative behavior; 
physical, relational, and verbal aggression; and delinquency. Conduct problems are 
also known as externalizing behavior problems because they involve acting in 
unwanted ways toward others, such as caregivers or peers (CDC, 2020). The period 
prevalence of clinically significant externalizing behavior problems in children and 
youth in the United States is estimated to range from 7% to 19% (Ghandour et al., 
2019; Merikangas et  al., 2010a, b), with about one in ten children experiencing 
severe impairment or distress (Ghandour et  al., 2019; Merikangas et  al., 2010a). 
Lifetime prevalence estimates suggest that conduct problems are common: one in 
four individuals in the United States will experience a conduct problem within their 
lifetimes (Kessler et al., 2005).

Recent data suggest that conduct problems are most common in middle child-
hood (i.e., elementary school- and early middle school-age children), as opposed to 
early childhood and adolescence (Ghandour et  al., 2019). Research conducted a 
decade earlier suggests a slightly later median onset of conduct problems and a 
trend in which older children experience more problems (Kessler et  al., 2005; 
Merikangas et al., 2010a). The band within which onset occurs is relatively narrow, 
however, with the onset of most conduct problems occurring between the ages of 7 
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and 15 (Kessler et al., 2005). This differs from many chronic physical health issues, 
like diabetes and cardiovascular issues, in which risk for developing the condition 
increases with age (Kessler et al., 2005).

Of course, for many externalizing behavior problems, both risk factors and sub-
threshold symptoms appear earlier in life, providing a window for prevention and 
early intervention. For example, the first manifestation of oppositional defiant dis-
order (ODD) and conduct disorder (CD) was estimated by one study to occur at 
ages 2.5 and 5.5, respectively, which is significantly earlier than the median onset 
typically documented by epidemiological studies (Rowe et al., 2010). Thus, prodro-
mal conduct problems are almost certainly more common than these estimates sug-
gest. Intervening early has the potential to course-correct developmental trajectories 
associated with harmful and sometimes lifelong consequences. Unsurprisingly, 
having conduct problems puts individuals at risk for developing a host of psychiat-
ric issues as adults. Individuals with childhood-onset CD are at particular risk of 
being diagnosed with antisocial personality disorder, which is the adult version of 
the CD diagnosis (Goldstein et al., 2006). Children with disruptive behavior prob-
lems are also at increased risk of developing other personality disorders, substance 
use disorders, mood disorders, and anxiety disorders (Goldstein et al., 2006; Lahey 
et al., 2005; Morcillo et al., 2011).

If left untreated, conduct problems can lead to significant short- and long-term 
problems for the individual and also for society in general. For example, conduct 
problems in childhood and adolescence are predictive of delinquency, criminal 
behavior, arrests, and adult antisocial behavior (McMahon et al., 2010; Olino et al., 
2010). Individuals who experienced conduct problems as children or teens are more 
likely to become teen parents, drop out of school, get divorced, be incarcerated, and 
experience lower life satisfaction, with the driver of many of these problems being 
continued adult antisocial behavior (Colman et al., 2009; Olino et al., 2010). Youth 
with conduct problems also experience more academic failure and social rejection 
than their peers (Glenn, 2019). The accumulation of these experiences is one 
hypothesized driver of the finding that young children with externalizing behavior 
problems are at increased risk of later developing comorbid internalizing problems 
such as anxiety and depression (Colman et  al., 2009; Willner et  al., 2016). 
Unsurprisingly, conduct problems put individuals at risk for developing a host of 
psychiatric issues as adults, including antisocial personality disorder and other per-
sonality disorders, substance use disorders, mood disorders, and anxiety disorders 
(Goldstein et al., 2006; Lahey et al., 2005; Morcillo et al., 2011). The impacts of 
conduct problems are also felt by society. Estimates have calculated a savings of 
between $2.6 million and $4.4 million per child when initiating prevention with 
high-risk children from birth and a savings of between $2.6 million and $5.3 million 
when intervening with high-risk youth at the age of 14 (Cohen & Piquero, 2008).

D. Y. Pickford et al.



195

9.1  Conduct Problems

9.1.1  Oppositional Defiant Disorder and Conduct Disorder

ODD is characterized by a profile of argumentative, oppositional, and defiant behav-
ior that is developmentally inappropriate and causes significant problems at home, 
school, and/or with peers (APA, 2013). The hallmarks of ODD are anger or irritable 
mood, argumentative or defiant behavior, and vindictiveness. These symptoms and 
behaviors are more common in interactions with adults whom the child knows well, 
such as caregivers or teachers. The demonstration of these symptoms across multi-
ple settings is the primary indicator of ODD severity.

Children with CD demonstrate a persistent pattern of behavior that includes 
aggressive behaviors toward people and animals, destroying property, lying and 
stealing, and seriously violating rules and norms (APA, 2013). Severity is deter-
mined by a combination of the frequency of the conduct problems and the amount 
of harm they cause to others. The childhood-onset type of CD is present before age 
10 and is more common in boys, those who had ODD in early childhood, and those 
with comorbid attention deficit hyperactivity disorder (ADHD) (Frick & Nigg, 
2012; Mohan, 2020). The developmental trajectory for childhood-onset CD is char-
acterized as a process of cascading risk, in which a temperamentally vulnerable 
child experiences inadequate home and school environments, leading to enduring 
vulnerabilities including poor interpersonal relationships and psychosocial malad-
justment (Frick & Nigg, 2012; Moffitt, 2006). In contrast, the developmental trajec-
tory for adolescent-onset CD, in which symptoms become present after age 10, is 
conceptualized as an exaggeration of typical adolescent rebellion and independence- 
seeking behaviors. Thus, the teen’s behaviors are more likely to resolve by adult-
hood, although the consequences of those behaviors may persist (Frick & Nigg, 
2012; Mohan, 2020; Moffitt, 2006). The presentation of adolescent-onset CD is also 
more balanced between boys and girls than childhood-onset CD (APA, 2013).

Children who lack empathy and guilt, which are called “callous-unemotional 
traits” or “limited prosocial emotions,” are particularly at risk for severe, stable, and 
aggressive behavior (Frick & Nigg, 2012). Ongoing research suggests that the 
developmental psychopathology of this callous-unemotional subgroup of children 
may differ in meaningful ways from other children diagnosed with CD and also that 
treatment may need to be tailored to this group (Frick & Nigg, 2012). For these 
reasons, boys in middle childhood with CD, callous-unemotional traits, comorbid 
ADHD, and a history of disruptive behavior or ODD since early childhood require 
immediate intervention.

ODD and CD differ in that ODD is typically less severe than CD; is character-
ized by emotional dysregulation such as irritable mood, whereas CD is not; and 
does not include the aggression toward people and animals, destruction of property, 
and pattern of deceit or theft that characterizes CD (APA, 2013). The onset of ODD 
typically occurs during the preschool years, while CD tends to onset in middle 
childhood or later. Some children with ODD may go on to develop CD (Burke et al., 
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2005; Rowe et al., 2010). This is especially the case for children who are male with 
preschool-onset ODD, severe ODD symptoms, and comorbid ADHD and who pres-
ent primarily with the ODD symptom cluster of defiance, argumentativeness, and 
vindictiveness (Burke et al., 2005; Rowe et al., 2010). For children whose primary 
ODD symptoms are angry and irritable mood, ODD is more predictive of anxiety 
and depression later in life than of CD (Copeland et al., 2009; Rowe et al., 2010).

9.1.2  Attention Deficit Hyperactivity Disorder

Because disruptive behavior is a common feature of ADHD, ADHD is frequently 
bundled with ODD and CD in studies of childhood behavior problems. ADHD is a 
neurodevelopmental disorder characterized by inattention, hyperactivity, and impul-
sivity (APA, 2013). Symptoms must be present before adolescence and are typically 
identified in middle childhood when children begin to struggle in school. ADHD is 
typically stable across the life span, though hyperactive behaviors, in particular, 
may shift from excessive motor movement during early childhood to an internal 
experience of restlessness or impatience during adolescence and adulthood (Resnick, 
2005). ADHD has three subtypes: predominantly inattentive presentation, predomi-
nantly hyperactive/impulsive presentation, and combined presentation (APA, 2013). 
Of note, ADHD symptoms must be present in more than one setting, such as at 
home and at school, and are often not present in novel, rewarding, and highly inter-
active situations such as when playing video games or when being interviewed in 
the clinician’s office. Thus, in order to meet the diagnostic criteria requiring symp-
toms to be present in two or more settings, accurate screening and diagnosis must 
incorporate the perspective of collateral reporters, typically through the use of a 
standardized questionnaire (APA, 2013; Weitzman & Wegner, 2015).

Conduct problems are more likely to occur in either the hyperactive/impulsive or 
combined presentations, because children’s externalizing behavior is more closely 
linked to the social disinhibition and emotion dysregulation features of the diagno-
sis than the executive functioning challenges (Frick & Nigg, 2012). For example, 
children’s high activity levels and impulsive behaviors, such as grabbing a toy away 
from another child or interrupting conversations, may cause interpersonal problems 
with both adults and peers, which compound over time and can lead to social prob-
lems and psychological maladjustment. ADHD is also highly comorbid with ODD, 
the combination of which is a risk factor for later CD (Frick & Nigg, 2012).

ADHD can be treated behaviorally, pharmacologically, or by using a combina-
tion approach. Behavioral interventions focus on creating structure to support exec-
utive functioning, providing more frequent rewards for prosocial and adaptive 
behaviors, training lagging social and academic skills, and improving home-school 
communication (Jensen et al., 2001). Pharmacological interventions rely on stimu-
lant medications such as methylphenidate (Jensen et al., 2001). The combination, 
when behavioral interventions are implemented with sufficient fidelity and stimu-
lant medication is titrated both initially and over time, as children grow, can be 
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highly effective at managing symptoms, and it is the recommended approach for 
treating ADHD in children with comorbid disruptive behavior disorders (Jensen 
et al., 2001). This finding drives the recommendation that children with comorbid 
ADHD and ODD or CD be treated for ADHD first to try to alleviate psychological 
distress and remediate symptoms (Lillig, 2018).

9.1.3  Autism Spectrum Disorder, Anxiety Disorders, 
and Depressive Disorders

Finally, autism spectrum disorder (ASD), anxiety disorders, and depressive disor-
ders may present with features of externalizing behavior problems. In all three 
cases, children’s externalizing problems should remediate at least in part when their 
primary diagnoses are treated, which emphasizes the importance of screening, 
appropriate referrals, and accurate diagnosis. Children with ASD, which is a neuro-
developmental disorder like ADHD, tend to be inflexible in their thinking, feel safe 
in the context of routine, and lack verbal skills (APA, 2013). Taken together, some 
children with ASD may “get stuck” when their expectations or schedules change 
unexpectedly or when they feel overwhelmed, appearing defiant and sometimes 
lashing out aggressively either against themselves (i.e., head banging) or against 
others. This may be particularly common when children lack the verbal ability to 
get their needs met through more adaptive channels. Though the treatment plan for 
ASD should be comprehensive, some strategies and interventions can reduce these 
other-directed aggressive or oppositional behaviors, including providing advance 
notice of changes, sticking to routines, training the child’s coping skills, and provid-
ing the child with alternative means of communication such as a Picture Exchange 
Communication System (PECS; Bondy & Frost, 2011).

Children with anxiety disorders are distressed by external or internal (i.e., 
thoughts, physiological experiences) stimuli and lack the coping skills to regulate 
their emotional responses to the stressors. For example, children worried about sep-
arating from their caregivers or taking tests may appear oppositional, defiant, or 
argumentative in contexts specific to their anxiety. These externalizing features are 
behavioral expressions of the child’s attempts to avoid or, in extreme situations, 
escape the anxiety-provoking stimuli. Cognitive-behavioral treatment of anxiety 
disorders is effective (Barrett et al., 2001). It helps decouple previously conditioned 
responses to anxiety-provoking stimuli and trains children in generic skills for cop-
ing with stress. Sometimes true skill deficits underlie anxiety, such as when a child 
is asked to read in front of the class but does not know how to read. Without under-
standing and remediating those skill deficits, anxiety and the disruptive and opposi-
tional behaviors that sometimes accompany it will remain. Chapter 7  in this text 
describes the prevention of anxiety in integrated pediatric primary care in more detail.

Finally, children with depressive disorders often present with irritable mood, in 
addition to or instead of sad mood, as well as a loss of pleasure, which is known 
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clinically as anhedonia (APA, 2013). Though irritability may appear across depres-
sive disorders in children, disruptive mood dysregulation disorder (DMDD), in par-
ticular, features chronic irritable mood peppered with temper outbursts that include 
verbal rages or physical aggression, are disproportionate to the situation, and are 
developmentally inappropriate (APA, 2013). Cognitive-behavioral therapy and 
interpersonal therapy are both effective psychosocial treatments for depression 
(Ryan, 2005). The former helps children revise problematic thinking patterns, 
increase experiences of mastery and pleasure, become more behaviorally activated, 
and gain coping and other lagging skills such as problem-solving. The latter focuses 
more heavily on maladaptive interpersonal behavior patterns and is more typically 
used for teens than for children. Depression is also frequently treated with antide-
pressant medication, though there continue to be concerns about the increase in 
suicidal ideation and attempts in children who are prescribed selective serotonin 
reuptake inhibitors (Ryan, 2005). The prevention of depressive disorders in pediat-
ric primary care is discussed in more detail in Chap. 6 in this text.

9.2  Risk Factors for Developing Conduct Problems

The theory of developmental psychopathology posits that genetic, individual, fam-
ily, and social/environmental influences interact over time to promote either typical 
or atypical developmental outcomes (Achenbach, 2015; Cicchetti, 1984). These 
interactive influences are sometimes referred to as the biopsychosocial model 
(George & Engel, 1980), and it can be helpful to remember that key influences exist 
both within the child and in the child’s context, allowing for numerous avenues of 
intervention (Bronfenbrenner, 1992). Influences that boost developmental trajecto-
ries over time are called protective factors or resiliencies and may include, for 
example, reading to young children at home, responsive parenting with adequate 
supervision, access to high-quality schools, and learning coping skills to manage 
stress and regulate emotions. Influences that dampen developmental trajectories 
over time are called risk factors. Psychological disorders manifest when risk factors 
outweigh protective factors (Achenbach, 2015; Cicchetti, 1984). The goal of pre-
vention efforts is to reduce or eliminate risk while boosting resilience. In the case of 
conduct problems, risk and resilience should be evaluated early in life, before any 
or early indicators of future psychological disorders manifest. When children have 
risk factors for conduct problems, prevention or early intervention efforts to reduce 
risk and boost resilience are indicated to reduce the likelihood of developing the 
full-blown syndrome.

D. Y. Pickford et al.



199

9.2.1  Biological

Biological risk factors include genetic and teratogenic exposures before birth or 
early in life (Dodge & Pettit, 2003). Genetic factors include being male and having 
genetic predispositions for characteristics common in conduct problems such as 
aggression; impulsivity, problems with emotion regulation, and other temperamen-
tal vulnerabilities; executive functioning deficits; and low intelligence (Dodge & 
Pettit, 2003; Frick & Viding, 2009; Ghandour et  al., 2019; Kessler et  al., 2005; 
Merikangas et al., 2010a, b; Moffitt, 2006). Temperamental vulnerabilities present 
early in development and begin the hallmark pattern of cascading developmental 
risk that underpins conduct problems. For example, babies as young as 6 months old 
who present with a pattern of being fussy and hard to soothe, overly resistant to 
control, and difficult are at risk for developing conduct problems later in childhood 
(Goodnight et al., 2008). Prenatal and early exposures to teratogens through paren-
tal smoking, parental use of other substances, and lead introduce similar vulnerabil-
ities (Carter et al., 2008; Dodge & Pettit, 2003). It is thought that together, these 
biological precursors negatively impact the ways that children sustain attention, 
process punishment and reward, and regulate mood and behavior, all of which are 
key drivers of conduct problems (Dodge & Pettit, 2003; Frick & Viding, 2009; 
Moffitt, 2006; Rogers et al., 2019; van Goozen et al., 2007).

9.2.2  Psychological

Research has focused on callous-unemotional personality traits, which include a 
lack of guilt, remorse, and empathy, as a highly predictive psychological risk factor 
for severe and persistent conduct problems (Frick & Morris, 2004; Frick & Nigg, 
2012). Many of the other psychological risk factors that have been identified are 
part of the sequence of cascading developmental risk experienced by children with 
conduct problems. These psychological vulnerabilities interact with biological risk 
factors and unsupportive, invalidating, and antisocial environments over time, a pro-
cess which shapes them to be even more antisocial, harmful, and atypical from a 
developmental perspective (Dodge & Pettit, 2003; Frick & Viding, 2009; Patterson 
et al., 1989). Examples include executive functioning challenges, such as fearless-
ness, lack of behavioral inhibition, impulsivity, poor attention, and lack of persis-
tence (Moffitt, 2006; Nigg, 2000); cognitive or verbal deficits (Moffitt, 2006); 
problems with emotion regulation and deficits in coping skills; and poor social skills 
(Daly et al., 2018; Frick & Morris, 2004). Finally, though it is intrapersonal rather 
than strictly psychological, child physical health is also a risk factor for behavior 
problems; one in three children with fair or poor physical health also experiences a 
clinically significant conduct problem (Ghandour et al., 2019).
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9.2.3  Social/Environmental

The final element in the model of cascading developmental risk that characterizes 
children with conduct problems is the social or environmental context. The first risk 
context, which comes into play during early childhood, is the home. Dysfunctional 
family environments are risk factors for the development of conduct problems, 
which include harsh parenting, lack of structure, poor monitoring, extinction of 
prosocial behaviors (i.e., ignoring regulated or helpful behaviors), reinforcement of 
antisocial behaviors (i.e., granting requests or providing attention only after explo-
sive or dysregulated behavior), and other ineffective parenting strategies (Dodge & 
Pettit, 2003; Frick & Viding, 2009). Dysfunctional households predictive of conduct 
problems also include conflict or interpersonal violence, neglect, abuse, instability, 
parental psychopathology, and inconsistent caregiving (Bares et al., 2020; Frick & 
Viding, 2009; Ghandour et al., 2019; Kopp et al., 2007; Rey et al., 2000).

Once children become school-age, school becomes a second risk context. Poorly 
managed classrooms not only decrease children’s opportunities for learning but also 
increase the likelihood that children with have negative interactions with their teach-
ers, demonstrate behavior problems, and experience punitive or exclusionary disci-
pline, which is the first step in the school-to-prison pipeline (Dodge & Pettit, 2003; 
Gregory et al., 2016; Reinke et al., 2008; Webster-Stratton et al., 2004). Academic 
failure and peer rejection in school lead children to associate with deviant peers, 
which is the third risk context (Dodge & Pettit, 2003; Patterson et al., 1989). These 
deviant peers increase the child’s exposure to and positive reinforcement of antiso-
cial and other risky behaviors, such as delinquency, truancy, early initiation of sex, 
and substance abuse (Patterson et al., 1989).

The child’s developmental trajectory is embedded in the larger societal context 
(Bronfenbrenner, 1992). Poverty is a key risk factor for conduct problems (Ghandour 
et al., 2019). Researchers are beginning to tease apart the mechanisms of this effect. 
For example, children who live in poverty tend to live in neighborhoods with high 
poverty rates, high rates of violence, low social mobility, and low-quality public 
education (Eron et al., 1997). These neighborhood stressors interact with biological, 
psychological, and social factors to increase risk for conduct problems (Bares et al., 
2020). Taken together, this transactional model describes a pattern that worsens 
over time, both because children’s negative experiences with family, school, and 
peers continue to add up and because the consequences of aggression and property 
damage become more severe as children age (Dodge & Pettit, 2003; Patterson et al., 
1989). Thus, even though most conduct problems onset by the mid-teens, individu-
als with these challenges experience their consequences across the life span via 
pervasive skill deficits; entrenchment in unsupportive, invalidating, and antisocial 
environments; and the long-term sequelae of antisocial behavior such as having a 
criminal record.
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9.3  Screening and Prevention of Conduct Problems 
in Integrated Care

Currently, only about half of those with conduct problems receive treatment from a 
mental health professional (Ghandour et al., 2019; Merikangas et al., 2010b), with 
younger children less likely to receive services (Lavigne et al., 2009). Even fewer 
receive evidence-based interventions (Kazdin, 1997). Older children with severe 
conduct problems or with comorbid psychiatric conditions such as depression are 
more likely to receive treatment (Ghandour et al., 2019), a pattern that explicates the 
US perspective that problems should be treated rather than prevented. Both the risk 
of developing conduct problems and the challenges inherent in accessing high- 
quality interventions to treat them are greater in low-income, marginalized com-
munities, which directly contributes to disparities in health and other outcomes 
(Arnold & Doctoroff, 2003; Smedley et al., 2003). Unsurprisingly, the prevalence 
and impact of conduct problems, combined with the inadequacy of the status quo 
with regard to addressing them, has elicited calls for prevention and early interven-
tion (Merikangas et al., 2010b). A key component of evidence-based prevention is 
effective screening.

9.3.1  Effective Screening

Research has shown that screening for conduct problems during early childhood (in 
this case, at age 6) can effectively predict externalizing and delinquent behavior at 
age 10, school difficulties across middle childhood and adolescence, ADHD diag-
noses at 14, cigarette use at 17, and criminal convictions at 25 for children who 
already had social risk factors such as living in poverty (Hill et al., 2004; Kassing 
et al., 2019; Racz et al., 2013). The true costs of screening, which could include 
stigma, psychological distress, and false positives, have not yet been carefully eval-
uated. However, the bulk of the evidence suggests that the importance of the bene-
fits – preventing and intervening early upon conduct problems – outweighs these 
costs (Hill et al., 2004). For this reason, screening in pediatric primary care is rec-
ommended. The best practice screening is family-centered, which includes careful 
attention to families’ cultures and contexts (AAP, 2012).

Screening can happen universally, in which all children in the practice complete 
an annual or more frequent screening. One consideration when planning for univer-
sal screening is the ethical obligation that the provider will have to follow up with 
all children who screen into at-risk or clinical levels of problems. It is helpful to 
have a tiered plan for follow-up assessments and interventions in place before com-
pleting the first wave of screenings. Screening can also happen when the provider is 
concerned either because of the presence of risk factors or of disruptive behaviors. 
Either way, the goal is to catch disruptive behavior early to prevent children from 
moving too far down the pathway of cascading developmental risk.
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Screening should also be initiated at the request of families. Research suggests 
that about half of the time, parents of young children who are concerned about 
behavior problems ask their pediatricians for help (Fanton et al., 2008). In those 
instances, half of the children eventually saw a mental health provider, suggesting 
that those parents’ concerns were valid. However, the most common response from 
pediatricians was that the behavior was “not a problem.” Equally concerning, of the 
half of parents who did not consult with their pediatricians, one third later met cri-
teria for ODD, CD, or ADHD. These cases reflect missed opportunities for preven-
tion. Taken together, it is recommended that integrated pediatric primary care take a 
proactive approach to screening, which intentionally includes a thorough and 
thoughtful examination of parents’ concerns.

Screening for conduct problems in pediatric primary care is typically completed 
by asking the parent or primary caregiver to complete a psychometrically validated 
questionnaire. Children may also complete the questionnaires as long as they are 
old enough to understand and respond to the items, which is typically during middle 
childhood. Of note, however, children are typically viewed as underreporters of 
their own externalizing behavior problems (i.e., Handwerk et al., 1999). For this 
reason, child-report data should never be used in isolation. Each validated survey 
will specify the appropriate population, which should be attended to carefully both 
for caregiver proxy and child reports, since the items are keyed to development, and 
the scoring typically relies on age- and sometimes gender-referenced norms.

It is almost always useful and sometimes also necessary to obtain a collateral 
report from a teacher or other caregivers. Evidence that the child demonstrates con-
duct problems in settings outside the home is an indicator of severity. In addition, 
for ADHD, it is a requirement of the diagnostic process (APA, 2013). Teachers tend 
to be more adept than other reporters at identifying nonnormative externalizing 
behavior (Hinshaw et al., 1992), presumably because they know the child well and 
they have a large mental set of typically developing children to which they can com-
pare him or her. Finally, the sensitivity of predictions typically improves when data 
from multiple informants can be triangulated (Hill et al., 2004).

Several screeners with robust psychometric properties are available either for 
free or for purchase at an affordable price. They tend to be fairly quick and easy to 
administer, often taking 3–5 min, and straightforward to score either by hand or 
using accompanying software. With the exception of the SDQ, the measures are 
typically administered by an individual with at least a master’s degree in psychol-
ogy, counseling, social work, special education, or a related field, though other pro-
fessionals can also pursue professional development to become certified in this type 
of psychological assessment. The screeners are often available in English and 
Spanish, and sometimes they also include additional translations with accompany-
ing norms.

For thorough reviews of available measures, see McMahon and Frick (2005), 
Severson et al. (2007), and the Mental Health section of the American Academy of 
Pediatrics website (e.g., AAP, 2012). We will discuss commonly used instruments 
in the following paragraphs, including the Strengths and Difficulties Questionnaire 
(SDQ; Goodman et  al., 2000); the Swanson, Nolan, and Pelham-IV (SNAP-IV; 
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Bussing et  al., 2008); the NICHQ Vanderbilt Assessment Scale (Wolraich et  al., 
2003), the Conners-3 (Conners, 2008); the Child Behavior Checklist (CBCL) and 
related instruments (Achenbach, 1999); and the Behavior Assessment System for 
Children Third Edition (BASC-3; Reynolds & Kamphaus, 2015).

The SDQ is a 25-item screening questionnaire for children aged 2 and up 
(Goodman et al., 2000). Child-report versions exist for children 11–17 years old, 
and parent and teacher versions exist for children aged 2 and up. It is freely avail-
able online at www.sdqinfo.org, it can be administered by non-clinicians, it takes 
3–5 min to complete, and it can be scored using a key or online. The instrument has 
five subscales, including emotional symptoms (i.e., anxiety and mood), conduct 
problems, hyperactivity/inattention, peer relationship problems, and prosocial 
behavior. The SDQ can be administered by non-clinicians. The test has been trans-
lated into over 75 languages and thus can be used with a multilingual population.

The SNAP-IV is a 26-item screener for children aged 6–18 (Bussing et al., 2008). 
The SNAP-IV focuses on ADHD and ODD. Some SNAP-IV versions also include 
additional items relevant to these disorders and other disorders. In line with the 
recommendation that child-report data are less reliable for externalizing disorders, 
the SNAP-IV only includes parent and teacher versions. It is freely available online, 
though more support around scoring is available with an annual subscription at 
www.myADHD.com.

The Vanderbilt (Wolraich et al., 2003) and the Conners-3 (Conners, 2008) are 
commonly used in screeners for ADHD. The Vanderbilt, in particular, is favored in 
pediatric primary care settings (Wolraich et al., 2003). It is an 18-item screener for 
children aged 6–18 that focuses on ADHD. Similar to the SNAP-IV, the Vanderbilt 
only includes parent and teacher versions, and some versions include additional 
items relevant to other disorders. It is available for purchase from the American 
Academy of Pediatrics’ online store at shop.aap.org, where older versions can be 
downloaded for free. The Conners-3 is a 10-item screener for children aged 6–18 
that focuses on ADHD, called the “ADHD Index” (Conners, 2008). Longer versions 
of the Conners also include items relevant to common comorbid conditions. The 
Conners includes parent and teacher report versions as well as a self-report version 
for children aged 8 and up. The flexibility of the Conners and the software package 
that accompanies it offer advantages for those who are interested in different levels 
of screening (i.e., ADHD only vs. related issues), prefer easy online scoring, and 
would benefit from support around creating intervention plans. The Conners is 
available for purchase at www.wpspublish.com.

Finally, two common “broadband” screeners contain information relevant to a 
host of problems, including externalizing behavior problems. Each takes 10–20 min 
for adults to complete and slightly longer for children to complete. They are most 
commonly used by specialists, such as the behavioral care provider in the integrated 
care practice. The CBCL and related instruments are a suite of measures that are 
used to detect behavioral and emotional problems in children and teens beginning at 
age 18 months (Achenbach, 1999). The CBCL is the parent-report measure, the 
Teacher-Report Form (TRF) is for teachers, and the Youth Self-Report (YSR) is for 
children aged 11–18. Additional instruments in the suite can support providers with 
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progress monitoring, behavioral observation, and clinical interviewing, and all of 
the tools are available for purchase at www.aseba.org. The BASC-3 suite similarly 
is designed to assess a range of behavioral and emotional issues. The parent and 
teacher forms are appropriate for children aged 2 and up, and the self-report forms 
are appropriate for children aged 6 and up (Reynolds & Kamphaus, 2015). The 
BASC-3 suite includes a screener called the Behavioral and Emotional Screening 
System (BESS), which includes parent and teacher forms for children aged 3 and up 
and child-report forms for children aged 8 and up. Additional instruments in the 
suite can support progress monitoring, child observations, collection of a develop-
mental history, and intervention development, and the suite is available for purchase 
at www.pearsonassessments.com. The instruments in these two “broadband” 
screening suites are, for the most part, comparable to one another (e.g., McClendon 
et al., 2011), and decisions to opt for one suite over the other are likely based mostly 
on the training background of the purchaser.

9.4  Evidence-Based Prevention

Evidence-based prevention of conduct problems has been shown to be effective 
both for the general population and for high-risk groups (David-Ferdon et al., 2016). 
Evidence-based prevention can target everyone, which is called universal or pri-
mary prevention. This type of approach is intended to provide support and educa-
tion and/or reduce risk before problems arise. In the context of pediatric primary 
care, providers can provide information about the harms of, for example, lead and 
prenatal smoking to families. Related to psychological risk, children may have lag-
ging skills in executive functioning, emotion regulation, and other areas that intro-
duce risk. Providers can offer skills training programs to the full population of 
children or, more commonly, help families find schools that incorporate this sort of 
education into their curriculum. These child-focused curricula are often referred to 
as social-emotional learning. Social-emotional learning programs, which typically 
teach children about emotions, coping, peer relations, and problem-solving, have 
been shown to prevent behavior problems and emotional distress and promote pro-
social behavior and academic achievement (Durlak et al., 2011).

Finally, universal prevention may also target the social/environmental risk asso-
ciated with unsupportive, invalidating, and antisocial environments. The home envi-
ronment plays a key role in promoting developmental risk (Dodge & Pettit, 2003; 
Patterson et al., 1989) and is also the environment most malleable from the perspec-
tive of the primary care provider. Pediatricians play an important role in educating 
families about positive and effective approaches to parenting and discipline. The 
most common method to teach the full suite of positive parenting strategies is 
through behavioral parent management training, which is a curriculum designed to 
teach parents these skills. Later in development, both school and peer environments 
become more important (Dodge & Pettit, 2003; Patterson et al., 1989). Providers in 
pediatric primary care may consult with families about finding high-quality schools 
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and reinforcing youth’s involvement with prosocial peers. For example, schools that 
train their teachers to use evidence-based classroom behavior management strate-
gies will have fewer punitive and coercive interactions in the classroom and more 
opportunities for child prosocial behavior to be rewarded and reinforced (Kellam 
et al., 2011; Reinke et al., 2008; Webster-Stratton et al., 2008).

Behavioral parent management training and effective teacher classroom behav-
ior management have a lot in common. The training typically teaches parents or 
teachers how to foster positive relationships with their children/students, proactive 
parenting skills such as routines and effective commands, and positive discipline 
strategies such as behavior-specific praise, ignoring, and natural and logical conse-
quences. Behavioral parent management training and effective classroom behavior 
management can reduce disruptive behavior and increase emotion regulation, social 
skills, and academic achievement (Dretzke et al., 2009; MacSuga-Gage & Simonsen, 
2015; Webster-Stratton et al., 2008).

Selective or secondary prevention is defined as early intervention following 
screening for either early manifestations of the problems or their risk factors. The 
goal is to catch disruptive behavior early to prevent children from moving too far 
down the pathway of cascading developmental risk. We discussed screening exten-
sively in the section above. For this type of prevention, only a subset of the popula-
tion is targeted based on the presence of risk factors. Thus, this group may be those 
children who have already started displaying antisocial behaviors such as aggres-
sion. Alternatively, it may be those children who have not yet started showing exter-
nalizing behavior but have one or several risk factors for developing it, such as early 
temperamental indicators, physical health problems, or living in poverty. Finally, 
indicated or tertiary prevention is focused on managing the problem once it has 
already onset to either reduce its negative impacts or remediate it. Selective preven-
tion is most appropriate for those children who already demonstrate conduct prob-
lems. Thus, the subset of the population eligible for indicated prevention is even 
smaller than that of selective prevention.

The intervention classes described above are also appropriate for both selective 
and indicated prevention, though the sense of urgency about implementing the inter-
ventions, the number and intensity of the interventions, and the level of care used to 
deliver those interventions are typically greater. For example, although training lag-
ging emotion regulation skills will be universally helpful to children, for children 
who already experience symptoms relevant to emotional dysregulation (i.e., fre-
quent and intense temper tantrums), a course of outpatient cognitive-behavioral 
therapy may also be indicated. As the problem becomes more severe, the child may 
also receive these interventions across home, school, and community settings. 
Unsurprisingly, researchers often see larger positive effects of intervention for those 
children in the selective and, even more so, the indicated prevention groups (i.e., 
Dawson-McClure et al., 2015; Webster-Stratton et al., 2001).

When aggression and other symptoms of conduct problems become severe, the 
child also becomes more likely to be involved with mental health specialists in addi-
tion to pediatric primary care providers. Urgent and more intensive action is specifi-
cally recommended when children display more persistent, pervasive patterns of 
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antisocial behavior with functional impairment (see Subsection “Watchful Waiting” 
for more information) and/or when they have multiple concerning risk factors, such 
as callous-unemotional traits, comorbid ADHD, and a history of disruptive behavior 
or ODD since early childhood, and/or are living in poverty. Children with high lev-
els of clinical need may require intensive interventions such as multisystemic ther-
apy (MST; Curtis et al., 2004) and are sometimes prescribed risperidone (Barterian 
et al., 2017), an atypical antipsychotic often associated with significant side effects 
including weight gain, in addition to a well-titrated stimulant. These interventions 
should be managed by specialists.

9.5  Stepped Care Prevention Model for Conduct Problems

In the stepped care prevention model, pediatricians and integrated behavioral health 
providers collaborate with families to provide preventative interventions along a 
continuum, from least (i.e., watchful waiting) to most invasive and intensive (i.e., 
individual treatment) or even inpatient admission. Where to start along the contin-
uum is influenced by whether the child is already displaying antisocial behaviors, 
which may be learned in the context of screening, and/or whether the child has risk 
factors for conduct problems.

9.5.1  Watchful Waiting

Not all children with behavior or impulse-control difficulties will go on to develop 
externalizing behavior problems. In fact, a pattern of behavior that causes functional 
impairment must be present to diagnose a conduct problem (APA, 2013). On the 
other hand, it is important from a prevention perspective to catch developmental 
psychopathology early in its course (Burke et al., 2002). Taken together, in cases 
where the intensity, frequency, and duration of the child’s behavior problems are 
unclear, and especially if the child is in early childhood, caregivers and providers 
may opt to undergo a period of watchful waiting. Key constructs to be aware of dur-
ing watchful waiting include the persistence, quality, and pervasiveness of the prob-
lematic behaviors. These constructs can be evaluated in the context of the patient’s 
history. In some cases, asking the caregivers to track and document the child’s 
behaviors may also be helpful.

Persistent behaviors repeat and may escalate over time. The quality of the behav-
iors will also be indicative of a clinical profile (Wakschlag et al., 2007). For exam-
ple, for noncompliance, whereas low-level defiance followed by compliance after a 
prompt is normative for young children, active defiance, requiring multiple prompts 
to meet the expectation, or never meeting the expectation is not. Similarly, with 
regard to emotion regulation, mild difficulty recovering from being upset or needing 
a little adult support is normative. Moderate or substantial difficulty recovering even 
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with the help of an adult is not. Finally, for aggression, low-intensity aggression that 
seems impulsive is normative, while multiple incidents of mild aggression, moder-
ate aggression, or serious and intense aggression are not. In all cases, more concern-
ing behaviors are those that are more pervasive, meaning that they are present across 
multiple settings such as home, school, and community settings like church or the 
grocery store (Wakschlag et al., 2007). Of course, this guidance is nested within the 
child’s risk context. Providers may wish to intervene earlier if the child and family 
present with a lot of risk, even if the persistence, quality, and pervasiveness of the 
conduct problems are less significant.

During the watchful waiting period, caregivers should be educated on generic 
strategies that have been shown to boost mood and physical well-being and, through 
that pathway, decrease conduct problems (Aarons et  al., 2008; Penedo & Dahn, 
2005). Specific recommendations include engaging in regular physical activity, 
maintaining a healthy diet, practicing good sleep hygiene, and developing and 
maintaining strong relationships with family members and other positive social sup-
ports (CDC, 2020). Sleep habits are a particularly common sticking point, with 
many children getting far less sleep at nighttime than is suggested by the American 
Academy of Pediatrics (AAP, 2016) due to media use, inconsistent bedtime rou-
tines, and caregivers’ need to work split shifts or shifts in the gig economy. 
Occasionally, simply increasing sleep to the recommended hours per night can 
resolve behavior problems characterized by noncompliance and irritability, espe-
cially in early childhood.

9.5.2  Psychoeducation

The goal of psychoeducation is to provide education about the problem, including 
its prevalence, impact, course, risk and protective factors, and associated prevention 
and intervention options. This effort can also empower caregivers to make the best 
choices for their children, ease worries, build rapport, engage families in care, and 
destigmatize the problem. Almost universally, interventions further along the con-
tinuum of the stepped care model begin with psychoeducation. Providers interested 
in finding resources related to psychoeducation can begin with general information 
such as that provided by the CDC (2020) or the family-friendly guides created by 
the Child Mind Institute accessible at https://childmind.org/audience/for- families 
(Child Mind Institute, 2021a).

Alternatively, especially if providers have the appropriate training in behavioral 
health, they can pull psychoeducation information from the beginning of any of the 
more intensive interventions described later in this chapter. Psychoeducation can be 
shared with families verbally during their consultation or sent home in the form of 
materials to review. Providers should ensure that the material they communicate, 
either verbally or in written form, is evidence-based, accessible, family-centered, 
and culturally competent. In some cases, simply providing this guidance to families 
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can help them make changes to the home or school environment that will resolve the 
challenging behavior.

9.5.3  Biblio-prevention

Children’s books have been demonstrated to help children manage uncomfortable 
emotions and learn problem-solving and social skills (Hébert & Furner, 1997; 
Forgan, 2002; McCarty & Chalmers, 1997). They tap into humankind’s deep con-
nection with narratives and storytelling and can serve as instruction manuals for 
children with lagging skills in certain areas, such as emotion regulation or social 
skills. In addition, when caregivers and children read them together, they provide 
opportunities to build positive relationships and create a common language. 
Providers can recommend specific books for caregivers to purchase or can keep 
some on hand to give away or lend to families with lower incomes. Individual books 
are rarely evaluated in research as stand-alone interventions; instead, providers 
learn through experience which books appeal to families, are culturally competent, 
and align well with theories of psychopathology and evidence-based intervention. 
We describe several books we personally use below. Early in the continuum of 
stepped care, providing a book recommendation may be enough to help a child and 
family. Children’s books are also incorporated as one part of larger protocols into 
the interventions that are situated further down the continuum.

Numerous children’s books aim to promote emotional development by teaching 
children how to identify and cope with uncomfortable emotions. Today I Feel Silly 
& Other Moods That Make My Day by Jamie Lee Curtis uses playful rhymes to help 
children identify different feelings that they may experience on a given day. Books 
focused on anger can be particularly helpful in the prevention of conduct problems. 
In When Sophie Gets Angry – Really, Really Angry by Molly Bang (2007), readers 
observe the intensity of Sophie’s feelings, how she behaves when she’s angry, and, 
ultimately, how she is able to calm herself down. Coping with anger is also the focus 
of Tamir and Naya Take on Anger by Prosser Project, (2020) and coauthored by one 
of the authors of this chapter. Tamir and Naya Take on Anger is a beautifully illus-
trated story featuring Black children that was written by three mental health profes-
sionals who identify as women of color. Notably, Tamir and Naya Take on Anger 
includes dialogic questions at the end of the book to increase children’s engagement 
with the story as well as three activities (e.g., deep breathing) to help further pro-
mote coping skills, prosocial behavior, and positive feelings about Blackness. Tamir 
and Naya Take on Anger, which was written to address the lack of diversity in tra-
ditional publishing, serves as a powerful resource for Black and Brown families 
who don’t often see themselves and their culture positively portrayed in media.

In addition to books that foster emotional development, reading books that focus 
on building children’s problem-solving and social skills can be effective in prevent-
ing conduct problems. Talk and Work It Out by Cheri Meiners (2005), for example, 
uses simple language to help children learn conflict resolution. Join In and Play, 
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also by Cheri Meiners (2003), teaches appropriate social skills such as how to join 
in and play with peers, and it emphasizes the importance of cooperation, getting 
along, and being kind. These books and the others in the Learning to Get Along 
series include discussion questions, games, and activities that caregivers and pro-
viders can use to reinforce what children have learned. Many of the titles are also 
available in English-Spanish bilingual editions. Finally, How Do Dinosaurs Play 
with Their Friends by Jane Yolen (2006), is another children’s book that teaches 
appropriate social skills. How Do Dinosaurs Play with Their Friends is a vibrant, 
fun story that uses dinosaurs to teach children about friendship and the importance 
of playing nicely with others. As an added bonus, the names of the dinosaurs are 
discreetly included in the illustrations.

9.5.4  eHealth Prevention Tools

Online prevention services allow families to access information and support, often 
at their convenience and from the comfort of their homes, or, in the case of mobile 
devices and mHealth, from anywhere. The year 2020 brought about a surge in the 
online and mobile tool space for telehealth and prevention because of the COVID-19 
pandemic. Research on many of these tools is ongoing, with most efforts focusing 
on the development of the applications and the evaluation of their feasibility and 
acceptability, which has been favorable (Badawy & Kuhns, 2017). First, the Child 
Mind Institute’s website includes a symptom checker (https://childmind.org/symp-
tomchecker/; Child Mind Institute, 2021b). Although it is not a substitute for a clini-
cal diagnosis, the checker can provide a list of disorders or learning problems 
associated with the symptoms, link families to psychoeducation, and facilitate a 
focused conversation with a provider. Second, the Fussy Baby Network at the 
Erikson Institute (2020) helps families with difficult-to-soothe infants and offers 
free phone consultations via their “warmline,” video home visits, parent web groups, 
and referral information. Online resources that offer suites of preventative interven-
tions via an eHealth or mHealth platform will likely become more common. Finally, 
it will become increasingly possible to use mobile phones to provide support to 
parents or older teens either through texting or applications, though scientists have 
truly just begun to apply mHealth to the prevention of conduct problems and 
mHealth in and of itself is a new area (i.e., Chu et al., 2019). For example, applica-
tions such as CopeSmart, Calm, Headspace, and iMoodJournal offer ways to easily 
learn and practice coping skills and monitor mood.

9 Prevention of Conduct Problems in Integrated Pediatric Primary Care

https://childmind.org/symptomchecker/
https://childmind.org/symptomchecker/


210

9.5.5  Group Programs

Generally, group treatments are highly efficacious while also being cost-effective 
(Burlingame et al., 2003). Group programs are also flexible enough that they can be 
used in the context of prevention. Group programs typically span either teach chil-
dren lagging skills or teach caregivers or teachers how to create more supportive, 
validating, and prosocial environments.

The programs that target children’s lagging skills, such as emotion regulation, 
are called social-emotional learning curricula. These group-based interventions for 
the prevention of conduct problems are often available in schools and are rarely 
delivered in integrated pediatric primary care settings. Therefore, school-based pre-
vention programs will be the focus of this section. School-based prevention pro-
grams are delivered at multiple tiers based on students’ needs. Universal school-based 
prevention programs are delivered to all students regardless of their risk, whereas 
secondary prevention programs provide targeted support to at-risk students.

The most widely used evidence-based universal prevention programs for con-
duct problems include the Incredible Years Child Training Program (Dinosaur 
School), Promoting Alternative Thinking Strategies (PATHS), I Can Problem Solve, 
and Second Step. Each of these prevention programs is designed to reduce conduct 
problems by promoting social-emotional development (Durlak et al., 2011). There 
is a strong evidence base for the effectiveness of Dinosaur School (Pidano & Allen, 
2015; Webster-Stratton et al., 2008; Webster-Stratton & Reid, 2011), PATHS (Crean 
& Johnson, 2013; Kam et al., 2004), I Can Problem Solve (Boyle & Hassett-Walker, 
2008; Shure & Spivack, 1982), and Second Step (Espelage et al., 2013; Frey et al., 
2005; Low et al., 2015) on the prevention of conduct problems in children.

The Coping Power Program (Lochman et  al., 2008) and the Friend to Friend 
(F2F) Program (Leff et al., 2015, 2016) are two evidence-based selective prevention 
programs for at-risk youth. Coping Power is designed to address deficits in social 
cognition (e.g., hostile attribution bias), self-regulation, and peer relations and 
improve positive parental involvement, and it includes child and parent components 
(Lochman & Wells, 2004). The effectiveness of Coping Power on reducing conduct 
problems has been demonstrated in several studies (Lochman & Wells, 2004; 
Muratori et al., 2015). The F2F Program, which is partially based on the Coping 
Power Program, aims to reduce relational aggression among girls by improving 
their social problem-solving abilities. Participation in the F2F Program has been 
shown to reduce aggression, particularly relational aggression (Leff et al., 2015), 
and increase prosocial behavior (Leff et al., 2016) among girls.

Although group treatments may be a convenient and cost-effective approach for 
youth with conduct problems, providers should be aware of potential iatrogenic 
effects of group treatments. In group settings, deviancy training (i.e., the process in 
which peers reinforce each other’s antisocial behaviors) can occur, leading to an 
increase in antisocial and other problematic behavior rather than a decrease (Dishion 
et al., 1999). To counteract this problem, the group facilitator should be well trained, 
closely monitor group interactions, and recruit prosocial peers to join the group.
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Trainings for caregivers and teachers related to creating more supportive, vali-
dating, and prosocial environments also typically occur in groups. Behavioral par-
ent management training is one of the most substantiated interventions in child 
mental health, especially for children with significant externalizing behavior prob-
lems (Hutchings et al., 2020; Kazdin, 1997; Obsuth et al., 2006). It can be offered 
in the integrated pediatric primary care setting, typically in partnership with internal 
or external behavioral health providers. Involving caregivers and family members 
into the training process is important for decreasing negative behaviors over time, 
especially when compared with child or parent training alone (Webster-Stratton & 
Hammond, 1997). For this reason, it is extremely atypical to provide treatment in a 
clinical setting for externalizing behavior problems without involving the caregivers 
significantly.

Over the course of about 8–16 sessions, parents learn skills to proactively man-
age and monitor their children’s behavior. The programs focus on improving the 
child-caregiver relationship, creating structure in the home, reinforcing prosocial 
behavior, extinguishing antisocial behavior, providing consistent discipline, and 
generally reshaping the child and caregivers’ maladaptive patterns of behavior. 
Strong evidence exists for the effectiveness of the Incredible Years Parent Program 
(Leijten et al., 2017; Webster-Stratton & Reid, 2003), including the prevention (as 
opposed to treatment) version of the protocol. Some efficacious programs more 
commonly delivered in the individual setting, which we describe in the next section, 
can also be used in groups.

Finally, teachers can also be trained to create supportive environments that offer 
rewards for prosocial and regulated behavior and therefore improve children’s 
access to instructional time. One example is classroom contingency management, 
which involves establishing clear behavior goals and a system to reinforce desired 
behaviors. For example, in the Good Behavior Game (Flower et al., 2014; Kellam 
et al., 2011), students are divided into two teams, and a point is given to a team if a 
team member engages in inappropriate behavior. At the end of the game, the team 
with the fewest points wins a group reward. If both teams keep their points below a 
predetermined level, the teams share the reward. Other approaches share many simi-
larities with behavioral parent management training, including the Incredible Years 
Incredible Beginnings (for early childhood) and Teacher Classroom Management 
programs (Webster-Stratton et al., 2008). Either type of teacher training program 
may also be supported by a wraparound coaching model to help translate teachers’ 
didactic learnings into the classroom (i.e., Becker et al., 2013; Reinke et al., 2008). 
Though these interventions are highly unlikely to occur in integrated pediatric pri-
mary care, providers can counsel families around identifying high-quality schools.
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9.5.6  Individual Treatment

Individual treatments for conduct problems are easily integrated into pediatric pri-
mary care settings, especially when they can be provided by the behavioral care 
provider. As described above, behavioral parent management training is considered 
the gold standard treatment for young children with conduct problems (Kazdin, 
1997). The goals and course of individual treatment for caregivers mirror that of the 
group versions of this treatment. In some cases, children and teens may exhibit such 
extreme antisocial behavior that regular outpatient treatment is not sufficient. In 
these cases, referrals to higher levels of care such as multisystemic therapy (which 
is the best practice intervention for youth with this presentation), intensive day treat-
ment, partial hospitalization, or inpatient hospitalization are options (Henggeler & 
Schaeffer, 2019).

Well-established interventions and caregiver-focused interventions include the 
Triple P Positive Parenting Program (De Graaf et  al., 2008), Defiant Children/
Defiant Teens (Costin & Chambers, 2007), and Parent-Child Interaction Therapy 
(PCIT; Thomas et  al., 2017). PCIT includes many of the elements common in 
behavioral parent management training but also includes “bug-in-the-ear” coach-
ing, during which providers can help shape caregiver-child interactions in real time. 
Moreover, although parent management training programs were originally devel-
oped as treatments for children with conduct problems, these programs are also 
effective prevention programs for at-risk children (Gershenson et al., 2010).

Individual, child-focused approaches to the treatment and prevention of conduct 
problems involve skills training. Children with conduct problems, particularly 
aggression, have distorted and maladaptive social-cognitive processes (Crick & 
Dodge, 1996). For example, aggressive children have difficulty generating alterna-
tive solutions to problems (Lochman & Curry, 1986). As such, children with con-
duct problems often benefit from individual skills-based training such as 
problem-solving skills training. Other skills that are commonly targeted in individ-
ual, child-focused interventions include emotion regulation, social skills, and 
perspective- taking. Either type of individual treatment – behavioral parent manage-
ment training or child-focused skills training – can be supported by a wraparound 
assessment and coaching model called the Family Checkup (Dishion & Stormshak, 
2007). The Family Checkup works with the full family, uses motivational interview-
ing to enhance caregiver engagement, and has been demonstrated to effectively pre-
vent early conduct problems (Shaw et al., 2006).

9.6  Lessons Learned

Preventing conduct problems in integrated pediatric primary care is feasible, family- 
centered, and cost-effective and improves the likelihood that children who need care 
will be able to access it (Arora et  al., 2017; Gleason et  al., 2016; Martini et  al., 
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2012). However, several barriers exist to the successful implementation of both inte-
grated pediatric primary care and prevention efforts relevant to conduct problems in 
these settings. For example, behavioral care needs to be fully integrated into the 
pediatric primary care practice. One mechanism to improve this integration is to 
provide opportunities for interprofessional training in primary care, such as that 
modeled by the Leadership Education in Neurodevelopmental and Related 
Disabilities (LEND) and Leadership Education in Adolescent Health (LEAH) pro-
grams, both funded by the Maternal Child Health Bureau, and other best practice 
team training and learning community models. Such training may eventually 
address some of the other common barriers to the successful integration of behav-
ioral care into primary care, including challenges with financing, colocation, staff-
ing, collaboration, and communication (Brady et  al., 2020; King et  al., 2018; 
Weitzman & Wegner, 2015).

Preventing and treating conduct problems in integrated pediatric primary care 
also introduces diagnosis-specific challenges. Providers must be trained in evidence- 
based practices for disruptive behavior disorders and the most common comorbid 
disorders. As is clear from this chapter, many of the best practice behavioral inter-
ventions target caregivers and teachers. Parent engagement, which includes, among 
other things, attendance and treatment adherence, is central to the effectiveness of 
parent management training programs. However, engagement in parent manage-
ment training programs is an ongoing issue, with studies reporting high attrition 
rates among families receiving parent management training (Fernandez & Eyberg, 
2009; Thomas & Zimmer-Gembeck, 2007), perhaps especially in prevention con-
texts (Baker et al., 2011). The same dysfunctional family environments that increase 
risk for conduct problems in the first place can also get in the way of treatment, 
including parental psychopathology and distrust of systems that failed the caregiv-
ers when they, themselves, were children. Similarly, providers must also coordinate 
effectively with teachers or school-based mental health providers. Because these 
collateral contacts are critical but are rarely billable, the reimbursement plan for the 
practice must take this into account.
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Chapter 10
Nicotine Dependence and Prevention 
in Integrated Care Settings

Ellen Galstyan and Steve Sussman

10.1  Introduction: Tobacco Use Prevalence 
and Nicotine Dependence

Tobacco use is the leading global cause of preventable death and kills more than 8 
million people each year, of whom more than 7 million are from direct tobacco use 
and around 1.2 million are nonusers exposed to secondhand smoke (Tobacco Fact 
Sheet: World Health Organization (WHO), 2019). More than 16 million Americans 
live with a smoking-related disease (CDC, 2021). It is estimated that there were 1.1 
billion current smokers worldwide in 2018, 82% of whom were males. Among chil-
dren between the ages of 13 and 15, 24 million were smokers. Although global 
tobacco use has fallen over the past two decades, this progress is still far from 
achieving the World Health Organization’s (WHO) target of cutting tobacco use by 
30% between 2010 and 2025, as part of global efforts to reduce mortality from the 
four main noncommunicable diseases (cardiovascular disease, cancers, chronic 
lung diseases, and diabetes) (Tobacco Fact Sheet: WHO, 2019).
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In 2019, an estimated 14.0% (34.1 million) of US adults were current cigarette 
smokers. Current cigarette smokers were defined as persons who had smoked ≥100 
cigarettes during their lifetime and now smoked cigarettes either every day or some 
days (CDC: Burden of Tobacco Use, 2021). Men are more likely to be cigarette 
smokers, with about 15 of every 100 adult men (15.3%) and nearly 13 of every 100 
adult women (12.7%) reporting being current smokers.  Current cigarette 
smoking in the United States is highest among people aged 25–44  years and 
45–64 years, among non-Hispanic American Indians/Alaska Natives and people of 
non-Hispanic “other” races (includes individuals in “other” group or “other single 
and multiple race”), and among those who have received a general education devel-
opment (GED) certificate. Current cigarette smoking was lowest among people 
aged 18–24  years, among non-Hispanic Asians, and among those with a gradu-
ate degree.

There are now more former cigarette smokers than current smokers in the United 
States, and this has been noted for at least 8 years (e.g., US Department of Health 
and Human Services [National Center for Chronic Disease Prevention and Health 
Promotion], 2014). For more than a decade, national surveillance data on smoking 
cessation have revealed a similar pattern, with modest improvement—two-thirds of 
adult cigarette smokers indicate a desire to quit, and just over half try to quit each 
year; however, less than 10% of smokers who try to quit succeed in quitting for 
6 months or longer (Babb et al., 2017). Clinician intervention with smokers and 
those dependent on nicotine is recommended (Fiore et al., 2008). In addition, while 
the number of current cigarette smokers has decreased, there are other types of 
tobacco products that have increased a great deal in popularity, primarily e-ciga-
rettes; the percentage of persons using tobacco products overall has not noticeably 
decreased.

10.1.1  New and Emerging Tobacco Products

Although cigarette smoking remains the leading cause of preventable disease and 
death in the United States, a variety of new combustible, noncombustible, and elec-
tronic tobacco products are now being sold and marketed. The tobacco product 
landscape is rapidly changing, and the use of emerging tobacco products is increas-
ing, particularly among youth and young adults (Mermelstein, 2014).

Several types of noncombustible, electronic cigarettes are now available with 
varying levels of nicotine, some that may contain up to 50 mg. These devices have 
been used for a variety of behaviors and may be considered a novelty or hobby (i.e., 
smoke tricks, creating “clouds” of smoke, vaping contests). Since 2011, electronic 
cigarettes have become the most commonly used tobacco product among US mid-
dle and high school students, surpassing combustible cigarettes (USDHHS, 2020). 
In 2020, 19.6% of high school students (3.02 million) and 4.7% of middle school 
students (550,000) reported current e-cigarette use. Among current e-cigarette 
users, 38.9% of high school students and 20.0% of middle school students reported 
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using e-cigarettes on 20 or more of the past 30 days; 22.5% of high school users and 
9.4% of middle school users reported daily use. Among all current e-cigarette users, 
82.9% used flavored e-cigarettes, including 84.7% of high school users (2.53 mil-
lion) and 73.9% of middle school users (400,000) (CDC: Office on Smoking and 
Health at a Glance, 2021). Evidence suggests an association between e-cigarette use 
in nonsmoking adolescents and subsequent cigarette smoking in young adults 
(Barrington-Trimis, 2018). Evidence also is accumulating that e-cigarette use, while 
less harmful than combustible cigarettes, is not harmless and may contribute to 
heart disease, cancers, and lung conditions (Qasim et al., 2017).

“Heat-not-burn” tobacco products (HnB) are electronic devices that heat pro-
cessed tobacco instead of combusting it to deliver an aerosol with fewer toxicants 
than in cigarette smoke. Commercially available HnB systems like glo (produced by 
British American Tobacco (BAT)), Ploom (Japan Tobacco Inc. (JT)), or IQOS 
(Philip Morris International (PMI)) include a charger, a holder and tobacco sticks, 
plugs, or capsules. Inserted into the holder, tobacco sticks are heated with an elec-
tronically controlled heating element (Simonavicius et al., 2019). As it is a relatively 
newer tobacco product in the United States, there is limited research on the preva-
lence and use of HnB systems. A study of HnB and e-cigarette use in Japan, the 
largest HnB market in the world, reported that 6.6% had ever used the product(s) 
and 1.3% had used in the previous 30 days. Among electronic smoking device ever 
users, e-cigarettes accounted for the majority; Ploom and IQOS only accounted for 
7.8% and 8.4%, respectively, in 2015 (Tabuchi et al., 2016). These findings warrant 
additional research on the health risks of HnB products and devices. While appar-
ently much less harmful than combustible tobacco, HnB products are not harmless 
(Simonavicius et al., 2019). Potential carcinogenic and cardiovascular qualities of 
HnB products will need to be explored much more.

As they are marketed as a “harm reduction device,” an aid to smoking cessation, 
research on the health risks of HnB products is still limited. In one study analyzing 
the content and nicotine delivery to the aerosol of a HnB product (IQOS) in com-
parison with e-cigarettes and a combustible cigarette, Farsalinos et al. found that 
HnB tobacco sticks contained similar nicotine concentrations as combustible ciga-
rettes and the levels of nicotine delivered to the aerosol of the HnB products were 
lower than combustible cigarettes and higher than electronic cigarettes at low puff 
duration but lower than e-cigarettes at longer puff durations (Farsalinos et al., 2018). 
These findings warrant additional research on the health risks of HnB products and 
devices.

The use of hookah or water pipe smoking is prevalent worldwide, especially 
among young adults (Centers for Disease Control and Prevention, 2014; Maziak 
et al., 2015). Although most users in Western countries smoke water pipe intermit-
tently, they often use other tobacco products concurrently. The spread of water pipe 
tobacco smoking is promoted by the use of sweetened and flavored tobacco (shi-
sha), social acceptance, and misperceptions about the addictive potential and 
adverse health effects of water pipe smoking and the presumption that there is no 
potential for addiction (Salloum et al., 2016).
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Despite the rise in hookah use and its known risks, there is limited research on 
the correlates of hookah use in the general adult population, as most research comes 
from convenience samples (Daniels & Roman, 2013; Linde et al., 2015). In a 2016 
study using a nationally representative sample examining the correlates of hookah 
use among adults aged 18–40 years old in the United States, Grinberg and Goodwin 
found that hookah use was twice as common among cigarette smokers compared 
with nonsmokers; in particular, non-daily cigarette smokers had the highest levels 
of hookah use. Hookah use was also significantly more common among various 
demographic subgroups of the general adult population and was significantly more 
common among cigarette smokers compared with nonsmokers. The prevalence of 
hookah use among current, non-daily cigarette smokers was 10.7%, more than dou-
ble that of the general adult population at 3.9% (Grinberg & Goodwin, 2016).

Hookah smoking is linked to many of the same adverse health effects as cigarette 
smoking, such as lung, bladder, and oral cancers, as well as heart disease (El-Zaatari 
et al., 2015). Users believe mistakenly that hookah smoking is less harmful than 
cigarette smoking and that the probability of addiction is low. The risk of second-
hand smoke is considerable given that hookah is traditionally smoked in tight and 
enclosed spaces, such as hookah cafés and private homes. In addition, the risk of 
initiation of combustible cigarette smoking is higher among water pipe smokers 
than among never smokers, and the level of nicotine to which water pipe tobacco 
smokers are exposed can produce dependence with repeated exposure (Bhatnagar 
et al., 2019).

There are three main types of cigars sold in the United States, cigars (95% of the 
market), little cigars, and cigarillos (LCC), which are rolls of tobacco wrapped in 
leaf tobacco and cause many of the same health conditions as cigarette smoking. 
Regular cigar smoking is associated with an increased risk for cancers of the lung, 
esophagus, larynx (voice box), and oral cavity (lip, tongue, mouth, throat) (American 
Cancer Society, 2019). Those who smoke cigars heavily or inhale deeply also 
increase their risk of developing chronic obstructive pulmonary disease (COPD), 
which includes chronic bronchitis and emphysema (Centers for Disease Control and 
Prevention: Cigars, 2021). Cigars are generally used by older men; however, little 
cigar and cigarillo products have become popular among young adults (18–24) 
(Johnson et al., 2018). Results from the 2017 National Survey on Drug Use and 
Health show that 4.9% of all adults (18 and over; 8.0% of adult males) were current 
cigar smokers. In 2018, an estimated 12.2 million people in the United States aged 
12 years or older (or 4.5%) were current cigar smokers (SAMHSA, 2018).

Increased use and appeal of LCCs can be attributed to the variety of LCC flavors, 
their affordability compared to cigarettes, and the perception that they are less 
harmful than combustible cigarettes. Racial disparities in cigar and LCC use exist; 
8.0% of African American adults use cigars (SAMHSA, 2018; Smiley et al., 2019). 
In a study by Dunn et al., Black/African American ever users were more likely to 
report using LCCs due to their affordability and appealing advertising. Furthermore, 
Black/African American LCC users were more likely to report using LCCs because 
of the perception that they are less harmful than cigarettes (Smiley et al., 2019). 
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These findings are in accord with past research demonstrating that LCCs are adver-
tised more heavily in predominantly Black communities (Dunn et al., 2021).

Smokeless tobacco, such as snuff or chewing tobacco, is used by individuals of 
all ages but particularly by white males. In the United States, smokeless tobacco 
companies have evolved their products, such as manufacturing spitless smokeless 
tobacco (i.e., placing a pouch with moist snuff in the mouth) and marketing tobacco 
lozenges (Piano et al., 2010). More than 2 in every 100 (2.4%) adults aged 18 or 
older reported current use of smokeless tobacco products. This represents 5.9 mil-
lion adults. Most adult smokeless tobacco users reported daily use, and nearly 5 in 
every 100 (4.7%) men were current users of smokeless tobacco. Among racial/eth-
nic groups, non-Hispanic whites had the highest prevalence of smokeless tobacco 
use. Around 3 of every 100 (3.4%) non-Hispanic whites were current users of 
smokeless tobacco (Smokeless Tobacco Use in the United States, 2020). Smokeless 
tobacco users may be at risk for gum disease, tooth decay, cancers of the mouth, 
esophagus, and pancreas (Piano et al., 2010; National Center for Chronic Disease 
Prevention and Health Promotion, 2014). Smokeless tobacco contains more nico-
tine than cigarettes and has more potential for nicotine dependence.

10.2  Nicotine Addiction

Long-term tobacco use is maintained by addiction to nicotine; the addictive nature 
of nicotine makes tobacco use cessation quite difficult. Nicotine dependence is rec-
ognized as a medical condition in the Diagnostic and Statistical Manual (DSM-V) 
of the American Psychiatric Association (APA, 2013), and tobacco dependence is 
recognized in the International Classification of Diseases (WHO, 2019). According 
to the Diagnostic and Statistical Manual of Mental Disorders Fifth Edition (see 
Table 10.1; 2013), the criteria for tobacco use disorder include experiencing any 2 
of 11 criteria within a 1-year time span. These criteria are shown in Table 10.1.

Nicotine withdrawal is classified as a nicotine-induced disorder that includes 
symptoms such as difficulty concentrating, nervousness, headaches, weight gain, 
stomach aches, decreased heart rate, restlessness, irritability, depressed mood, and 
insomnia (APA, 2013; Sussman, 2017). A majority of serious health hazards related 
to nicotine use result from smoking tobacco (i.e., “combustible tobacco use”).

10.3  Considering the Risk Factors

The risk of tobacco (nicotine) dependence increases if tobacco use begins early. 
Tobacco use typically begins in childhood or adolescence; about 80% of smokers 
begin smoking by the age of 18. Although two-thirds of young people try cigarette 
smoking, only 20–25% of them become dependent daily smokers, usually as adults. 
Risk factors for escalating levels of smoking in childhood or adolescence, leading 
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to nicotine dependence, include peer and parental influences (indirect modeling and 
direct offers), behavioral problems (e.g., poor school performance, other substance 
use), personality characteristics (e.g., delinquency, conduct disorder, rebelliousness, 
and risk taking), psychiatric difficulties (e.g., depression, anxiety), and genetic 
influences (Lynch & Bonnie, 1994; Bozzini et al., 2021; Harrison et al., 2020).

In turn, heavy smoking and nicotine dependence may facilitate of worsen psychi-
atric disorders, particularly mood and anxiety disorders (Fluharty et al., 2016), as 
well as other substance use disorders. Alcohol and tobacco use are highly comorbid, 
and the consequences of concurrent use are multiplicative. Epidemiological data 
suggest that daily smokers are more likely to meet criteria for hazardous drinking 
and other alcohol-related diagnoses by threefold, and this risk increases by fivefold 
and 16-fold in non-daily smoking adults and non-daily smoking young adults 
(Husky et al., 2007; Verplaetse & McKee, 2017).

Significant discoveries in the behavioral and social sciences have broadened and 
deepened understanding of psychosocial influences on the nature and treatment of 
nicotine dependence. As acute nicotine withdrawal dissipates as the length of the 
quit attempt increases, several factors—including intermittent negative emotional 
states, repeated urges to smoke, diminished motivation, and decreased self-efficacy 

Table 10.1 DSM-V criteria for tobacco use disorder

A problematic pattern of tobacco use leading to clinically significant impairment or distress, as 
manifested by at least two of the following, occurring within a 12-month period:
   1. Tobacco is often taken in larger amounts or over a longer period than was intended
   2. There is a persistent desire or unsuccessful efforts to cut down or control tobacco use
   3. A great deal of time is spent in activities necessary to obtain or use tobacco
   4. Craving, or a strong desire or urge to use tobacco
   5. Recurrent tobacco use resulting in a failure to fulfill major role obligations at work, school, 

or home
   6. Continued tobacco use despite having persistent or recurrent social or interpersonal 

problems caused or exacerbated by the effects of tobacco (e.g., arguments with others about 
tobacco use)

   7. Important social, occupational, or recreational activities are given up or reduced because of 
tobacco use

   8. Recurrent tobacco use in situations in which it is physically hazardous (e.g., smoking in 
bed)

   9. Tobacco use is continued despite knowledge of having a persistent or recurrent physical or 
psychological problem that is likely to have been caused or exacerbated by tobacco

   10. Tolerance, as defined by either of the following:
    (a) A need for markedly increased amounts of tobacco to achieve the desired effect
    (b) A markedly diminished effect with continued use of the same amount of tobacco
 11. Withdrawal, as manifested by either of the following:
     (a) The characteristic withdrawal syndrome for tobacco (refer to criteria A and B of the 

criteria set for tobacco withdrawal)
     (b) Tobacco (or a closely related substance, such as nicotine) is taken to relieve or avoid 

withdrawal symptoms

American Psychiatric Association (2013)
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about quitting—can persist throughout the cessation process and undermine quit-
ting (Liu et al., 2013).

10.4  Integrated Care for Tobacco Use Prevention 
and Cessation

Integrated healthcare is characterized by collaborative interactions among health 
professionals from different disciplines to address comprehensively the needs of a 
patient (APA: Integrated Health Care, 2021). The term integrated care is also used 
to refer broadly to behavioral healthcare resources that are referred to patients 
through collaborative primary care providers (PCPs) (Butler et al., 2008). Integrated 
care includes an umbrella of diverse models aimed at unifying behavioral health and 
primary care, including integrating behavioral health expertise into primary care 
settings using consultation, web-based, telephone-based, pamphlets, and other 
resources. Integrated care (IC) has been proposed as a solution to increase multidis-
ciplinary collaboration, reduce medical errors, and improve patient access to quality 
care, including tobacco use cessation planning and programs in a clinical setting. 
When different specialties operate separately and do not coordinate care for a 
patient, there is often poor communication between providers, who have a variety of 
core competencies, all of which can be critical for establishing the correct diagno-
sis, treatment planning, and treatment implementation. Poor communication can 
result in inadequate diagnoses and treatment. Second, behavioral health correlates 
of physical disease are often not addressed due to the fact that primary care provid-
ers (PCPs) do not have comprehensive training in detection or treatment of co- 
occurring problems (e.g., tobacco dependence and cancer). Furthermore, when 
behavioral health concerns are addressed, patients often do not follow through with 
external referrals to specialty care due to factors such as perceived stigma and geo-
graphical and financial constraints (Snipes et al., 2015). Integrated care can assist in 
reducing such constraints.

There is strong evidence that supports the effectiveness of integrated primary 
medical and behavioral healthcare for adults, particularly for collaborative care 
models that emphasize behavioral healthcare practitioners (BCPs), such as addic-
tion counselors, and PCPs working together to improve physical health, behavioral 
health, and mental health outcomes for a patient (Archer et  al., 2012). Nicotine 
dependence usually starts at a young age, and because most US youth have access 
to primary care and visit primary care practitioners annually, integrated primary 
medical-behavioral healthcare models have a strong potential for improving access 
to and rates of care for behavioral health problems such as developing or developed 
tobacco use dependence (Asarnow et al., 2015).

The research literature on integrated care among youth tobacco use prevention is 
nonexistent to our knowledge. Most evidence-based tobacco use prevention pro-
gramming has been conducted in a school-based setting, though other community 

10 Nicotine Dependence and Prevention in Integrated Care Settings



228

units such as the family and policy measures have enhanced prevention efforts 
(Sussman et  al., 2013). Of necessity, the present chapter focuses on cessation. 
However, we will briefly review evidence-based tobacco use prevention and suggest 
how the primary care setting might be utilized as a means to assist prevention 
efforts.

Informing patients about the dangers of smoking tobacco in any form, as well as 
using smokeless tobacco, can be accomplished in a variety of ways. The profes-
sional may have conversations about the potential harm of these products and pro-
vide educational print materials, videos, and guides outlining the health consequences 
of use. Materials can be tailored to the age and the tobacco use and health history of 
the user. Although the evidence for new and emerging tobacco products’ potential 
for attributable disease is not as robust as cigarette smoking, primary care providers 
should ask patients, especially youth and young adults, about all tobacco use and 
provide additional information about the potential harms of using these tobacco 
products.

A particularly important challenge for primary care physicians working in an 
integrated care setting is strengthening the connection between science and practice 
to increase the probability that the most effective interventions reach the targeted 
audience it is intended for. It is important for tobacco use prevention and cessation 
programming to accumulate an evidence-based research through controlled trials. 
Evidence-based treatment of nicotine dependence increased the chances of achiev-
ing long-term abstinence (Fiore et  al., 2008), but utilization of evidence-based 
approaches remains very low (National Center for Chronic Disease Prevention and 
Health Promotion, 2014).

One of the main reasons that it takes time for an evidence-based program to 
reach general use by clinicians, especially in integrated care settings, may be the 
time it takes from research findings to become an intervention ready for dissemina-
tion and then have clinicians and healthcare providers integrate them into practice 
(“bench to bedside”). Another issue with evidence-based practice implementation 
could be lack of consensus and clarity on what “evidence-based” actually means 
and what qualifies as such among providers (Gray et al., 2013). For example, simply 
a high prevalence of acceptability and willingness to be involved in a particular 
program may make that program appear to be evidence-based to some clinicians, 
but that does not mean it will exert a behavioral change impact (which is the essence 
of what is intended by researchers). Research-based evidence can indicate whether 
a prevention strategy has been shown to be highly effective, moderately effective, or 
ineffective in achieving its desired outcomes. This is referred to as level of effective-
ness. Presentations by the research community may assist in educating practitioners 
on what is and is not evidence-based. Group discussion and problem-solving across 
primary care providers and other professionals involved in care also may help to 
develop a shared understanding of evidence-based practices that may be useful in 
combating nicotine dependence and target individuals with the most effective pre-
vention or cessation methods that fit their specific needs and lifestyle.
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10.5  Review of Evidence-Based Prevention

Evidence-based prevention refers to prevention programs, strategies, and policies 
that have been rigorously tested under research conditions (e.g., controlled trials, 
statistical controls for confounders) and found to be effective to inhibit the initiation 
or escalation of unhealthy or risky behavior (Pentz, 2003), such as tobacco initiation 
and use. Preventing tobacco use can have long-term benefits for individuals and for 
public health in general. State and federal government agencies, healthcare organi-
zations, and other groups that promote public health have developed and imple-
mented tobacco control programs to help to prevent or reduce tobacco use. These 
programs use taxation (making products notably more expensive to use), access 
restrictions, mass media campaigns (to reach wide audiences), and school-based 
and family-based programming. Preventive services may be provided to varied tar-
get audiences, including young people (in particular), people with comorbid health 
problems, those of diverse ethnicities and socioeconomic status, and women 
(Sussman et al., 2013; Committee on Smoking Cessation in Military and Veteran 
Populations; Institute of Medicine (IOM), 2009).

10.5.1  Universal, Indicated, and Selective Prevention

Tobacco interventions would not be effective if they did not reach their intended 
audiences: tobacco users and those at risk of initiating tobacco use. The Institute of 
Medicine (IOM) model (IOM, 1994), often referred to as a “continuum of services, 
care, or prevention,” classifies prevention interventions according to their target 
population. Classification by population provides clarity to differing objectives of 
various interventions and matches the objectives to the needs of the target popula-
tion. The IOM identifies the following three categories based on level of risk: uni-
versal, selective, and indicated. Universal interventions target the general population 
and thus are not directed at a specific risk group. Universal prevention strategies 
involve addressing an entire population (national, local, community, school, or 
neighborhood) with tobacco prevention messages and programs aimed at prevent-
ing or delaying the use of tobacco. The mission of universal prevention is to deter 
the initiation of use by providing all individuals with the information and skills 
necessary to prevent the problem behavior. The entire population is considered at 
risk and able to benefit from prevention programming. For example, this group can 
include the general population and subgroups such as junior high school-aged chil-
dren and include strategies such as lessons about tobacco use in schools, training 
parents on what to do if they suspect their child may be using nicotine-containing 
substances, and mass media campaigns targeted at tobacco use (e.g., TRUTH cam-
paigns). Such anti-tobacco programming can be delivered to large groups, regard-
less of any prior history of nicotine use or dependence (Sussman et al., 2013).
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Selective interventions target those at higher-than-average risk for tobacco use. 
These individuals are identified by the magnitude and nature of risk factors for 
tobacco use to which they are exposed. These can include children of smokers or 
high school dropouts. Risk groups may be identified on the basis of biological, psy-
chological, social, or environmental risk factors known to be associated with tobacco 
or other substance use (Institute of Medicine, 1994). Selective prevention targets the 
entire subgroup, regardless of the degree of risk of any individual within the group. 
Examples of selective prevention of tobacco use may include motivation-skills-
decision-making programming delivered in alternative high schools, support groups 
for children of smokers at junior high schools, and targeted mass media campaigns 
(Sussman & Ames, 2008).

Indicated prevention strategies are designed to prevent addiction to tobacco use 
in individuals who do not meet the DSM criteria for addiction but who are showing 
early danger signs of becoming addicted (e.g., failing grades, using other sub-
stances, continual tobacco use experimentation). The mission of indicated preven-
tion is to identify individuals who are exhibiting problem behaviors associated with 
substance use and to divert them into special substance use prevention programs. 
Many youths in alternative high school settings may be candidates for indicated 
prevention, assisted through a motivation-skills-decision-making-type program 
(Sussman & Ames, 2008). However, many older teens may already be addicted to 
nicotine. At the community level, the training of primary care providers and other 
providers in an integrated care setting can provide tools to screen for nicotine depen-
dence and offer resources to provide to young patients looking for cessation 
methods.

10.6  Tobacco Cessation Programming for Youth in Primary 
Care Settings

Primary care treatment may include involvement of any number of health profes-
sionals, often in a medical office setting. In fact, one meta-analysis revealed a sig-
nificant impact on youth smoking cessation when delivered in medical settings (9 
studies, 4.62 treatment minus control group absolute cessation difference; 
error = 1.88, t = 2.46, p < 0.05, two-tailed; Sussman & Sun, 2009, p. 6). The pro-
gram contents tended to rely on motivation enhancement communications to 
tobacco-using youth. Pharmacologic adjuncts are not effective with youth. 
Unfortunately, perhaps, such care generally involves one setting and is not well 
integrated across different health professional settings.
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10.7  Tobacco Cessation Among Adults

There is a literature on integrated care and smoking cessation among adult popula-
tions (e.g., Champassak et  al., 2014; Rittenmeyer et  al., 2016; Knudsen, 2017). 
Each year, 70% of all adult smokers make at least one visit to a physician. According 
to a 2015 survey, about 70% of current adult smokers in the United States wanted to 
quit, and although about 55% had attempted to do so in the past year, only 7% were 
successful in quitting for 6–12 months (CDC, 2017). Limited access to tobacco ces-
sation treatment is a barrier to quitting smoking in many healthcare settings. 
Smokers are infrequently referred to specialized tobacco cessation clinics, and those 
referred often fail to attend or dropout prematurely, due to fluctuation in motivation 
to quit, conflicting life demands, need to travel, or cost. Nicotine dependence is a 
chronic, relapsing addiction that responds best to intensive treatment extended over 
time (USDHHS, 2020).

Back in 1997, only 25% of managed healthcare plans covered any tobacco 
dependence treatment; this figure approached 90% by 2003 although coverage often 
included requirements that serve as barriers to its use (e.g., large co-pays). Numerous 
states have now added Medicaid and Medicare to the treatment of tobacco depen-
dence (Fiore et  al., 2008). In 2002, the Joint Commission (formerly, JCAHO), 
which accredits some 15,000 hospitals and healthcare programs, instituted an 
accreditation requirement for the delivery of evidence-based tobacco dependence 
interventions for patients with diagnoses of acute myocardial infarction, congestive 
heart failure, or pneumonia. Currently, Medicare, the Veteran’s Health 
Administration, and the US military now provide coverage for tobacco dependence 
and cessation treatment (Clinical Practice Guideline Treating Tobacco Dependence 
(2008); Committee on Smoking Cessation in Military and Veteran Populations 
(2009)). Comprehensive Cancer Centers in the United States also have been attempt-
ing to integrate tobacco use cessation services with provision of treatments for can-
cer (National Comprehensive Cancer Network, 2021). These changes in policies 
and systems have proved worthwhile in terms of increased rates of clinical assess-
ment, treatment care, and maintenance of tobacco use cessation.

10.8  Barriers to Tobacco Use Cessation Treatment 
in Primary Care Settings

Effective tobacco use cessation interventions are readily available, but underuti-
lized, in part due to lack of clinician training and organizational support. Barriers 
that can prevent clinicians from consistently conducting even brief cessation inter-
ventions include time constraints; a lack of knowledge, training, and confidence; 
inadequate clinical and/or institutional support; a lack of adequate reimbursement 
for delivering tobacco treatment; and inadequate or confusing insurance cessation 
coverage (Fiore et  al., 2008; Sheffer et  al., 2018). Concerns about the lack of 
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adequate training to effectively deliver cessation interventions are also reported by 
other healthcare providers, such as nurses, psychologists, and social workers 
(Caplan et al., 2011; Sheffer et al., 2018).

Clinicians historically did not inquire about tobacco use or use available inter-
ventions, felt that it was less of a priority given time constraints, and may still not 
believe the effort of tobacco cessation intervention is worth the benefit to the patient 
(e.g., Anczak & Nogler, 2003). The US medical schools often do not put emphasis 
on teaching tobacco intervention skills. Many programs do request that physicians 
in training assess patient tobacco use and advise tobacco-using patients to quit, and 
while available, physicians in training often are not taught how to counsel patients 
to quit (Spangler et al., 2002). For those trained, there is also a lack of training that 
encompasses the breadth of various tobacco products, tobacco intervention training 
that addresses cultural issues, and long-term studies showing implementation and 
maintenance of the outcomes of such training (Sheffer et al., 2021). Physician use 
of clinical practice guidelines is low in the United States. The Public Health Service 
has issued updated smoking cessation guidelines for patients and physicians, health-
care administrators, insurers, and purchasers. Successful guideline implementation 
is highly dependent on administrative supports from healthcare organizations and 
insurers. There also are some initiatives to encourage assessment of tobacco use and 
cessation counseling in cancer centers (Croyle et al., 2019; Wiseman et al., 2020).

10.9  The Mechanics of Tobacco Use Cessation

The goal of a tobacco use cessation intervention must be abstinence. Reducing the 
number of cigarettes smoked does not provide any direct health benefits to the indi-
vidual smoker. The only known way to reduce cancer risk in smokers is complete 
cessation, which results in a 35% lower risk of death due to tobacco-related illness 
and a 64% reduced risk of tobacco-related cancer (Shields, 2002).

Healthcare systems in the United States have unmatched access to smokers and 
can provide unparalleled care for those looking to quit. The National Comprehensive 
Cancer Network (NCCN) Guidelines for Smoking Cessation advocate for smoking 
status to be updated in the patient’s health record at regular checkups to indicate any 
status changes or quit attempts (National Comprehensive Cancer Network, 2021). 
The panel recommends the healthcare providers determine (1) whether the patient 
has ever smoked and, if so, regularly assess (2) whether the patient is a current 
smoker and (3) whether the patient has smoked in the last 30 days. All information 
should be recorded in their medical record. As a follow-up to the initial evaluation, 
these guidelines may direct primary care providers to a tailored patient assessment 
based on smoking status and history.

It is important to note that the guidelines provide specific recommendations for 
managing patients not yet ready to quit smoking and acknowledge the importance 
of an inclusive, patient-centered approach to treating tobacco dependence. The 
guidelines further acknowledge that tobacco dependence is a chronic, relapsing 
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disorder, and therefore providers should discuss smoking relapse and encourage 
reevaluation of cessation treatment with their patients.

For many smokers, the benefits of smoking cessation can be appreciated imme-
diately through reduced blood carbon monoxide levels, decreased irritative respira-
tory symptoms (e.g., cough, shortness of breath), and improved lung function. In the 
long term, cessation is associated with reduced risk of smoking-related disease and 
mortality.

10.9.1  The Five A’s: A Hallmark Model of Providing Adult 
Smoking Cessation Treatment in Primary Care Settings

The five A’s (ask, advise, assess, assist, arrange) is a stepwise approach for primary 
care physicians to efficiently and effectively assess and provide smoking cessation 
counseling to their patients. Effective smoking prevention interventions based on 
the National Cancer Institute’s “five A’s” model (Epps & Manley, 1990; Fiore et al., 
2008), the Agency for Healthcare Research and Quality guidelines (Agency for 
Healthcare Research and Quality, 2012), and the transtheoretical model (TTM) of 
behavioral change (Prochaska & DiClemente, 1983) have been demonstrated to be 
effective in identifying and treating tobacco users. The essential features of indi-
vidual smoking cessation advice which integrate these models are as follows: (1) 
ask (about smoking during visits), (2) advise (all smokers to quit), (3) assess (mea-
sure extent of tobacco use dependence, use triggers, assess readiness to quit), (4) 
assist (provide the smoker with the tools to quit), and (5) arrange (follow-up visits) 
(Chase et  al., 2007; Park et  al., 2015; Searight, 2018; Agency for Healthcare 
Research and Quality, 2012). The five A’s model has been used within the Moonshot 
Initiative at several cancer centers (Croyle et al., 2019; Wiseman et al., 2020).

First, the provider should systematically identify all tobacco users by asking at 
every visit. Second, one should give clear, strong, and personalized advice about the 
importance of total cessation. Patients not willing to quit despite clinical advice may 
be uninformed, concerned about the effects of quitting, or discouraged by previous 
relapses. If they are not interested in quitting, the health professional may provide 
materials that the patient can use to calculate the costs and benefits of tobacco use. 
When the costs reliably rise above the benefits, the patient may want to take action 
to quit (CDC, 2021). Once identified, a smoking assessment form should be used 
for all patients and the information updated by placing a smoker identifier sticker on 
their chart by their primary care provider. Means of assessing nicotine dependence 
often includes the use of measures of nicotine dependence such as the Fagerstrom 
Test of Nicotine Dependence (FTND) (Heatherton et al., 1991) and the use of the 
Diagnostic and Statistical Manual (DSM-V) criteria as applied in a structured inter-
view (APA, 2013). A key item that identifies nicotine dependence is whether or not 
the tobacco users begin use within 30  minutes of awakening in the morning. 
Motivational interventions for patients unwilling to quit at the present time are 
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characterized by the “five R’s”: relevance, risks, rewards, roadblocks, repetition 
(Epps & Manley, 1990; Fiore et  al., 2008; Stead et  al., 2013; CDC, 2021; see 
table below).

Ask about 
current tobacco 

use 

•Provide a message of mortality and 
morbidity prevention.

•If recently quit (last 1 to 12 months), 
assess challenges, confidence, and need for 
support. 

Advise
and

Assess

•Not willing at this time.
•Provide a brief motivational message, set 
expectations, and leave the door open to 
future conversations.

Assist
the quit attempt

•Brief counseling 
•Medication, if appropriate 
•Refer to additional resources 

Arrange
•Arrange follow up 
appointment (in 
person or by 
telephone).

Tobacco Cessation Brief Clinical Intervention: The Five As

(Derived from Centers for Disease Control and Prevention [CDC])

If not a smoker…

If not willing…

 

Tobacco cessation brief clinical intervention: the five A’s (Derived from Centers for Disease 
Control and Prevention [CDC])

Since so many smokers are hesitant about quitting or lack the motivation to sus-
tain a quit attempt, a fourth hypothetical version of the five A’s might build on such 
approaches as the five R’s (relevance, risks, rewards, roadblocks, and repetition) 
(Agency for Healthcare Research and Quality, 2012), which may help motivate ini-
tiation of quit attempts, even those who are initially assessed as not ready to quit. 
This approach is appealing because of the lack of clear evidence demonstrating that 
a very brief assessment of readiness to quit is sufficient to motivate quit efforts. One 
potential downside of this approach could be that providing support to smokers who 
are not ready to quit could turn out to be time-consuming and inefficient in an 
already time-sensitive environment.

10.9.2  The Five R’s (from the Clinical Practice Guideline: 
Treating Tobacco Use and Dependence, 2008)

Relevance: Encourage the patient to indicate why quitting is personally relevant, 
being as specific as possible. Motivational information has the greatest impact if 
it is relevant to a patient’s disease status or risk; family or social situation (e.g., 
having children in the home); health concerns (morning cough, better sense of 
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taste and smell, better breath); and age, sex, and other important patient charac-
teristics (e.g., prior quitting experience, personal barriers to cessation).

Risks: The clinician should ask the patient to identify potential negative conse-
quences of tobacco use. The clinician may suggest and highlight those conse-
quences that seem most relevant to the patient. The clinician should emphasize 
that smoking low-tar/low-nicotine cigarettes or the use of other forms of tobacco 
(e.g., smokeless tobacco, cigars, and pipes) will not eliminate these risks. 
Examples of risks are:

• Acute risks: shortness of breath, exacerbation of asthma, harm to pregnancy, 
impotence, infertility, and increased serum carbon monoxide levels

• Long-term risks: myocardial infarction and strokes, lung and other cancers 
(larynx, oral cavity, pharynx, esophagus, pancreas, bladder, cervix), chronic 
obstructive pulmonary diseases (chronic bronchitis and emphysema), long- 
term disability, and need for extended care

• Environmental risks: increased risk of lung cancer and heart disease in 
spouses, higher rates of smoking by children of tobacco users, increased risk 
for low birth weight, sudden infant death syndrome, asthma, middle ear dis-
ease, and respiratory infections in children of smokers

Rewards: The clinician should ask the patient to identify potential benefits of 
improved health by quitting: food will taste better; improved sense of smell; save 
money; feel better about oneself; home, car, clothing, and breath will smell bet-
ter; can stop worrying about quitting; set a good example for children; have 
healthier babies and children; not worry about exposing others to smoke; feel 
better physically; perform better in physical activities; and reduced wrinkling/
aging of skin.

Roadblocks: The clinician should ask the patient to identify barriers or impedi-
ments to quitting and note elements of treatment (problem-solving, pharmaco-
therapy) that could address barriers. Typical barriers might include withdrawal 
symptoms, fear of failure, weight gain, lack of support, depression, and enjoy-
ment of tobacco.

Repetition: The motivational intervention should be repeated every time an unmo-
tivated patient visits the clinical setting. Tobacco users who have failed in previ-
ous quit attempts should be told that most people make repeated quit attempts 
before they are successful.

Fourth, one should assist patients willing to quit by setting a quit date and pre-
paring the patient for the quit date. Besides setting a quit date, the health profes-
sional may provide self-help materials, quitting advice, and nicotine replacement 
therapy (NRT). A smoking contract can be useful to establish a quit date. The pro-
fessional could make patients aware of nicotine withdrawal symptoms, so they 
know what to expect. If the clinician and patient feel a more intensive treatment is 
warranted, the patient can be referred to an intensive treatment program. Finally, the 
health professional should arrange follow-up contact for all patients attempting to 
quit. Following up patients can notably increase maintenance of cessation efforts 
(Anczak & Nogler, 2003).
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10.9.3  Use of Pharmacologic Adjuncts 
for Nicotine Replacement

NRT may aid in abstinence from tobacco use by reducing general withdrawal symp-
toms and lessen craving, a bad mood, and inattention states. Nicotine replacement 
approaches are based on the concept that the administration of a maintenance level 
in a less or nontoxic format will alleviate the withdrawal symptoms associated with 
smoking cessation and reduce the risk associated with the inhalation format.

Numerous effective medications are available for tobacco dependence, and clini-
cians should encourage their use by all patients attempting to quit smoking—except 
when medically contraindicated or with specific populations for which there is 
insufficient evidence of effectiveness (i.e., pregnant women, smokeless tobacco 
users, light smokers, and adolescents) (Fiore et al., 2008). The general standard of 
replacement therapies is to present the patient with a safer and more manageable 
form of the drug that directly alleviates the signs and symptoms of withdrawal and 
craving. Seven first-line medications (five nicotine and two non-nicotine) reliably 
increase long-term smoking abstinence rates (Fiore et  al., 2008). These include 
bupropion SR, nicotine gums, nicotine inhalers, nicotine lozenges, nicotine nasal 
spray, nicotine patches, and varenicline (a nicotinergic partial agonist and antago-
nist) (Fiore et  al., 2008). Factors a primary care provider should consider when 
recommending NRTs include clinician familiarity with the medications, contraindi-
cations for selected patients, patient preference, previous patient experience with a 
specific pharmacotherapy (positive or negative), and patient characteristics (e.g., 
history of depression, concerns about weight gain) (Clinical Guidelines for 
Prescribing Pharmacotherapy for Smoking Cessation, 2012). Some discussion has 
been raised over the last 5 years regarding the use of e-cigarettes as a means of harm 
reduction for older, chronic combustible cigarette smokers. However, there is a lack 
of consensus on whether it is really a relatively safe alternative or whether it even 
helps the tobacco user stay away from combustible products as opposed to engaging 
in dual use (Cahn & Siegel, 2010; Lee et al., 2014).

10.10  Utilization of the Five A’s Model in Primary 
Care Settings

In nationally representative data from 2000 to 2015, Babb et al. (2017) found that 
57% of smokers who had seen a health professional in the past year reported receiv-
ing advice to quit. In an earlier study, King et al. (2013) found that patient reports of 
their physicians providing each of the five A’s typically decreased as the steps pro-
gressed, with “asking” about tobacco use (87.9%) being more prevalent than “advis-
ing,” “assessing,” or “assisting” with a quit attempt (78.2% of those who wanted to 
quit) and the prevalence of “advising/assessing/assisting” being far more prevalent 
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than “arranging for follow-up” (17.5% overall). Thus, in practice, clinicians are 
rarely performing all five actions in the five A’s approach. One way to address this 
problem is by delegating some of the steps of the five A’s (e.g., ask, assist, arrange) 
in whole or in part to other members of the healthcare team (e.g., nurses, physician 
assistants, receptionists) (Fiore et al., 2008). This approach lessens the burden on 
physicians, others on the team are considered as credible by patients, and it empha-
sizes the importance of quitting to patients in contact with multiple professionals. 
While it is doubtful that many clinicians use the five R’s, it is a useful approach to 
help motivate tobacco users to enter contemplation and action stages of cessation 
(Agency for Healthcare Research and Quality, 2012).

As tobacco cessation interventions are increasingly integrated into inpatient and 
outpatient care, and care in other settings such as pharmacies and behavioral health 
treatment facilities, updates to the five A’s model (as integrated with the stages of 
change and five R’s conceptualizations) may emerge that more explicitly coordinate 
and distribute cessation interventions across an integrated care team and across dif-
ferent clinical environments (USDHHS, 2020).

10.11  Considering the Stages of Change Model When 
Contemplating Using the Five A’s Approach

Tobacco users dependent on nicotine may transition through the five stages of 
behavioral change before, during, and after the smoking cessation process: precon-
templation, contemplation, preparation, action, and maintenance. The stages of 
change model was originally developed from studying successful smoking cessa-
tion techniques. This approach was derived from an appreciation that many patients 
lack the motivation or are indecisive about choosing whether or not to change their 
habits (Prochaska & DiClemente, 1983). This model provides a framework for 
assessing the patient’s degree of commitment to change and can guide physicians in 
choosing counseling strategies and methods, such as the five A’s. By asking ques-
tions about the patient’s motivation and determining which stage they may experi-
ence, physicians can assist and support the patient to achieve behavior change.

Precontemplation Stage
In this stage of change, the smoker is not seriously considering quitting in the next 
6 months. Motivational interventions to increase awareness of adverse effects of 
smoking are beneficial. Smokers in this stage overestimate the benefits of smoking, 
underestimate the risks, and avoid information to help them change. In this stage, 
the clinician’s role is primarily to advise and inform the patient and request the 
patient consider the costs and benefits of their tobacco use. As noted earlier in this 
chapter, when the costs reliably rise above the benefits, the patient may want to take 
action to quit (DiClemente et al., 1991). The five R’s are most useful in this stage.
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Contemplation Stage
The smoker is seriously planning to quit smoking in the next 6 months, however, not 
immediately, and no quit date is set. At this stage, smokers recognize that the risks 
of smoking outweigh the benefits. Smokers are the most ambivalent to change and 
are often stuck in “chronic contemplation.” They tend to substitute thinking for act-
ing. Motivational interventions to increase awareness of the patient’s equivocation 
regarding quitting and of the adverse effects of smoking are beneficial. Clinicians 
should emphasize the negative effects of smoking (Anczak & Nogler, 2003).

Preparation Stage
The smoker is planning to quit in the near future, and a stop date has been set in the 
next month. Clinical assessment using the Fagerström measure is useful at this point 
(Heatherton et al., 1991). Assistance in initiating steps toward cessation is pursued, 
e.g., delaying the first cigarette of the morning, cutting down (“tapering”) for a 
couple weeks, prior quit attempts with a duration of 24 h, informing family and 
friends and obtaining their support, and initial trials of NRT therapies. The smoker 
identifies that the risks outweigh the benefits. Interventions to assist patients in this 
stage to quit smoking include focus on NRT and developing cognitive-behavior 
modification skills (e.g., self-management, waiting out urges, keeping busy, learn-
ing relaxation skills).

Action Stage
Individuals have taken steps to stop smoking. Smokers may quit by using medica-
tion and NRT, cognitive-behavior modification, an informal quitting strategy (e.g., 
quitting and being involved with an exercise group), or a combination of some or all 
of these methods (USDHHS, 2020). This stage lasts from onset of the efforts to 
6 months after cessation. This is also when relapse needs consideration, which var-
ies with therapy, coffee and alcohol consumption, history of depression, and gender. 
High initial relapse occurs during the first 2–3 weeks (almost 50%). Difficulties 
with concentration and irritability, the two most common withdrawal symptoms, 
need to be accepted as something to adapt to by the quitter as well as significant 
others. Certainly, though, severity of this withdrawal varies across new quitters and 
may be quite mild for some. This action stage and need to surmount craving through 
the use of cognitive and behavioral coping strategies then tapers off during the next 
2–3 months. Thus, initial support is most important. Support after 3–4 months has 
much smaller effects on relapse. Frequent contact with the clinician or other support 
persons is important for continuation of this stage, redirecting efforts, and celebrat-
ing successes.

Maintenance Stage
At this stage, the patients have not smoked for 6 months. Successful patients are 
now avoiding relapse. The majority of individuals that use tobacco-containing sub-
stances want to quit but attempt to quit multiple times before actually succeeding 
(Fiore et al., 2008; Babb et al., 2017; USDHHS, 2020). The most successful quitters 
relapse and cycle through the stages of change an average of three to four times 
before becoming free from cigarettes. It is crucial that misconceptions about 
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nicotine cessation are dispelled by the provider. Activities that may include weight 
control, engaging in exercise, and regular use of relaxation techniques may need to 
be included in the patients’ daily schedule.

10.12  Additional Considerations in Tobacco Use Cessation 
Treatment in Primary Care Settings

Advice to quit from primary care providers is fundamental and often necessary for 
patients thinking about quitting tobacco use. Many tobacco users cannot stop with-
out the help of a healthcare professional, or team of healthcare providers, to assist 
them in their quit attempts, particularly if they are heavier tobacco users or more 
heavily dependent on nicotine. These persons should be referred to a specialist treat-
ment service with monitoring from their primary care provider. A cessation special-
ist would have at least two functions: helping tobacco users who cannot stop on 
their own or with only brief interventions and training and supporting other health 
professionals to deliver tobacco use cessation interventions. For nicotine-dependent 
chronic adult tobacco users, a combination of behavior support from mental- 
behavioral health specialists and pharmacologic therapy from a primary care pro-
vider can produce higher quit rates than either service provided alone.

Some individuals may find more success when they are treated in groups. This is 
partly for reasons of efficiency (cost and time savings) and because group members 
can motivate each other to maintain an attempt to stop. Those who do not want to be 
part of a group or are unable to join a group (e.g., difficulties with transportation or 
time of group meetings) should be offered individual treatment. In a prototypical 
primary care group smoking cessation program, five weekly evening sessions, of 
about 1 h each, are offered over 4 weeks after the quit date. The first meeting is 
introductory, with participants expected to stop smoking after it and by the second 
session. NRT is distributed and discussed at the first session. From the second ses-
sion on, the meetings focus primarily on input from group members. They discuss 
their experiences of the past week, including difficulties encountered, and offer 
mutual encouragement and support. Sessions are client (not therapist) oriented, 
meaning they emphasize mutual support rather than didactic input from the thera-
pist. The therapist facilitates client interaction and mutual support outside formal 
sessions. When the course of meetings is completed, follow-up meetings can be 
offered at various times up to 12 months from the beginning of the course, depend-
ing on resources. Some form of self-help materials may be provided and have been 
shown to be affective when no other form of intervention is offered (Livingstone- 
Banks et al., 2019). Evidence-based treatment—including counseling and cessation 
medications approved by the US Food and Drug Administration (FDA)—signifi-
cantly increases success in quitting tobacco.
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10.13  More on Integrated Care and Tobacco Use Cessation: 
A Stepped-Care Approach

Integrated care is theorized to improve quality of care in multiple ways, including 
access to behavioral health experts that may specialize in tobacco cessation, which 
is important because individuals in the primary care setting often exhibit comorbid 
behavioral and physical issues that may complicate their medical treatment 
(Cummings and O’Donohue, 2011). Behavioral health issues associated with nico-
tine dependence may include depression, anxiety, stress, parenting difficulties, 
chronic disease management, and severe mental illness. Multidisciplinary teams 
can promote collaborative treatment plans, decrease redundancies, provide more 
comprehensive diagnosis and treatment, and provide a clinical pathway for address-
ing cessation-associated behavioral health problems, which are often missed by 
PCPs (Sheldrick et al., 2011).

Coordination of a care team is crucial when providing a healthcare plan to those 
experiencing nicotine dependence and looking for assistance in initiating cessation. 
Integrated care can offer major changes in healthcare delivery systems and is 
thought to be “low touch, high volume,” like primary care medicine, and is a model 
that allows providers to disseminate care to a large number of patients in an efficient 
and low-cost manner (Snipes et  al., 2015). The creation of standardized clinical 
models and pathways for patients to access these low-cost interventions would pro-
vide an avenue for healthcare systems to address drivers of healthcare costs (i.e., 
preventable disease) in a cost-efficient manner. Further examination of other modal-
ities of delivering behavioral healthcare in integrated care settings (e.g., eHealth, 
telehealth, and bibliotherapy) and how these interventions fit within a larger stepped- 
care model of integrated care may prove useful.

Screening of individuals dependent on nicotine should capture a wide variety of 
behavioral health issues (e.g., depression, anxiety, and substance abuse), physical 
health issues (e.g., weight management), and general problems in the patient’s life 
(e.g., financial issues). Effective screening aids in problem identification and subse-
quently supports assessment of patient severity. It is imperative that stepped-care 
screening be comprehensive to thoroughly characterize patient dysfunction (Snipes 
et al., 2015). This process serves to inform which members of the team should have 
contact with the patient and is team-based because the PCP is responsible for direct-
ing the patient to necessary services with other health providers. This process may 
result in a referral to a behavioral care expert or another appropriate team member. 
After patient contact, the additional provider should then follow up with the PCP to 
obtain care plan approval before proceeding with care.

For integrated care to be most effective and efficient, care should be implemented 
in a stepped fashion. Stepped care suggests that providers offer care that achieves 
the following: minimal disruption in the patient’s life; least extensive treatment 
required for a reasonable probability of producing positive results; least intensive 
for positive results, especially with respect to the side effect profile; least expensive 
for positive results; least expensive with respect to staff training and involvement 

E. Galstyan and S. Sussman



241

required to provide effective service; and most efficient with respect to team-based 
integrated care (IC) (i.e., uses all the professionals necessary and none which are 
unnecessary) (O’Donohue and Draper, 2011).

These attributes of stepped care contribute to increased patient choice, an oppor-
tunity for increased coordination between interdisciplinary team members, and 
achieving medical cost offset. A brief outline of stepped care for nicotine depen-
dence follows.

Watchful waiting can often be considered an appropriate method of treatment for 
very-low-level cases—where the individual is not using tobacco. Healthcare provid-
ers should be mindful and recognize not all patients are “at peace” with the decision 
of choosing watchful waiting, which may induce feelings of anxiety and uncertainty 
(Rittenmeyer et al., 2016).

Psychoeducation: Brochures or materials on the long-term effects of nicotine use 
and dependence, encouragement of seeking social support with similar individuals.

eHealth tools and quit smoking lines (the patient is referred to evidence-based 
eHealth sites and telehealth programs): A helpline or “quit smoking lines” are a 
telephone-based service that provides information, support, and advice to callers 
that are looking to quit using tobacco products. Quit lines can improve an individu-
al’s chance of achieving cessation. Perhaps the most widely used in the United 
States, 1-800-Quit-Now is available in every state. Smokefree text messaging pro-
grams are also available; Smokefree.gov offers free text messaging programs that 
can give encouragement, advice, and tips to smokers 24/7 (CDC, 2020). This ser-
vice offers targeted messages and texts to various populations (e.g., SmokefreetTXT 
is designed for the general population, SmokefreeMOM is for pregnant women who 
want to quit smoking, SmokefreeVET is targeting for veterans with VA healthcare 
benefits, and SmokefreeTXT is for teens and for teenagers aged 13–17 looking to 
quit smoking) (Smokefree.gov).

Evidence supports the effectiveness of certain non-face-to-face delivery 
approaches for tobacco cessation, including telephone-based quit lines (The 
Community Guide, 2012) and mHealth-based interventions (The Community 
Guide, 2011). These approaches have characteristics that can remove or reduce 
time, transportation, and childcare issues that may hinder face-to-face service deliv-
ery, thereby potentially leading to more widespread use.

Staffed by trained counselors or coaches, tobacco quit lines typically deliver a 
variety of services, including individual counseling, practical information on how to 
quit, referrals to other cessation or health-related resources, mailed self-help materi-
als, information on FDA-approved cessation medications, and, in some cases, pro-
vision of limited quantities of free or discounted cessation medications (Keller 
et al., 2010; Anderson, 2016). Publicly funded quit lines are available at no cost to 
US residents in every state, the District of Columbia, Guam, and Puerto Rico. 
However, specific services vary across states, largely as a result of funding con-
straints that vary across states and jurisdictions and over time (Centers for Disease 
Control and Prevention [CDC], 2014; Anderson, 2016). In addition to publicly 
funded state quit lines, some public and private health insurance plans and employ-
ers also offer quit line services (CDC, 2014). Quit line counseling is readily 
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accessible because it is free, convenient, and confidential, and it removes or reduces 
barriers related to time, transportation, childcare, and other factors (World Health 
Organization [WHO], 2011). As a result, quit line counseling has the potential for 
broad reach. Quit line counseling has also been found to be effective with an array 
of subpopulations (Baezconde-Garbanati et al., 2011). Most state quit lines provide 
at least one counseling session to any adult tobacco user who calls, and some state 
lines may prioritize multi-call services for subpopulations with a higher prevalence 
of tobacco use or with limited access to other tobacco cessation services (Tobacco 
Use: Quitline Interventions, 2014).

Telemedicine services in general have become quite prevalent since the 
COVID-19 pandemic began in 2020. In response to the COVID-19 pandemic, the 
Centers for Medicare & Medicaid Services and commercial health plans largely 
have waived co-pays for telemedicine visits as a means to encourage utilization in 
this time of need and may benefit those hesitant to utilize these services because of 
cost (CMMS, 2020). It is possible that services delivered over such media channels 
as Facetime or Zoom will become a major means of delivery of tobacco use cessa-
tion programming. This may provide an opportunity for primary care providers to 
set up an infrastructure for providing care using telemedicine more widely. Research 
to establish the evidence base for this modality of delivery is ongoing.

Bibliotherapy (the patient is referred to evidence-based self-help books, etc.): A 
vast array of self-help materials designed to promote smoking cessation exist, from 
motivational pamphlets (e.g., American Cancer Society) to comprehensive manuals 
addressing initial cessation, through relapse prevention (e.g., American Lung 
Association). These manuals are often based on cognitive behavioral models (e.g., 
social learning, TTM of change, and relapse prevention) and are designed as trans-
lations of therapist-administered multicomponent cessation programs. Self-help 
programs generally produce small effects on quitting. This failure may be due at 
least in part to the populations used to evaluate self-help techniques, the majority of 
which have involved volunteer smokers who tend to be older and more addicted and 
have less social support than the general population of smokers (Fiore et al., 2008). 
Bibliotherapeutic efficacy appears to increase in some cases by tailoring the cessa-
tion materials to individual characteristics (e.g., stages of readiness to quit) relative 
to more general cessation materials (Johnson, 2013). The most promising effects for 
bibliotherapeutic interventions appear to be found in combinations of personalized 
supplementary materials, such as written feedback in combination with outreach 
telephone counseling. Bibliotherapeutic interventions’ greatest efficacy may be as 
an important supplemental component of a more comprehensive minimal- 
intervention smoking cessation package.

Group psychotherapy (the patient is referred to an ongoing cognitive behavioral 
mood management group where multiple patients can be treated simultaneously).

Individual psychotherapy, medication intervention: Numerous effective medica-
tions are available for tobacco dependence, and clinicians should encourage their 
use by all patients attempting to quit smoking—except when medically contraindi-
cated or with specific populations for which there is insufficient evidence of effec-
tiveness (i.e., pregnant women, smokeless tobacco users, light smokers, and 
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adolescents; see Fiore et al., 2008 for more details on a list of frontline and promis-
ing medications).

10.14  Conclusions: Lessons Learned

The prevalence of cigarette smoking in the general US population has declined 
steadily since the 1960s (National Center for Chronic Disease Prevention and 
Health Promotion, 2014) and may be assisted in part by the development and con-
certed implementation of evidence-based tobacco control interventions, including 
cessation interventions, coordinated team delivery in healthcare, and stepped-care 
approaches to address nicotine dependence and achieving cessation. This chapter 
highlighted key topics related to initiation of use and developments associated with 
the delivery of tobacco use prevention and cessation interventions, with a relative 
focus on evidence that can inform future smoking cessation efforts among health-
care providers.

Smoking prevention programming in a primary care setting may involve primar-
ily advice from a clinician to youth to not begin tobacco use and provision of written 
materials. Mentioning awareness of local school-based efforts by the clinician may 
help facilitate a community-wide, integrated care perspective that could bolster 
school-based efforts (Sussman et  al., 2013). Increasing smoking cessation will 
require several strategies, including increasing the appeal, reach, and use of existing 
evidence-based cessation interventions and more primary care provider intervention 
delivery or referrals to behavioral care providers and other members of an integrated 
care team in assisting with cessation.

In this chapter, we focused most attention on the five A’s approach to tobacco use 
cessation, which is the main protocol utilized in integrated care programming. 
However, there are various substantive approaches to tobacco cessation assistance 
that were only briefly mentioned. For example, behavioral and psychological strate-
gies that have been shown to be effective in treating tobacco use and nicotine depen-
dence include cognitive behavioral therapy or CBT (Fiore et al., 2008), motivational 
interviewing (Lindson-Hawley et al., 2015), acceptance and commitment therapy 
(ACT), and contingency management (CM) (see Fiore et  al., 2008; USDHHS, 
2020). These strategies can be individual or group-based and can vary in intensity 
(from brief to more intensive) and in the mode of delivery (e.g., delivery by a clini-
cian, counselor, telephone, or computer) (USDHHS, 2020). Developing additional 
cessation interventions for integrated care that have greater effectiveness than exist-
ing interventions, and constructing regular follow-up from healthcare providers, can 
be crucial in achieving cessation at the population level. Also, given the popularity 
of emerging tobacco products (e.g., e-cigarettes, hookah use), healthcare providers 
should ask users about the use of various tobacco products as well as advise users to 
quit, assist them in their efforts, and refer tobacco users to credible sources of infor-
mation on the addictiveness and health consequences of other tobacco use (which 
are the same as cigarette smoking).
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A difficulty in integrated care is that we currently do not have a metric that can 
evaluate the extent to which team-based care actually occurs or needs to occur. 
While providers are often colocated and work from the same electronic health 
records, there are no systems that ensure multiple providers are appropriately 
involved in the same treatment plan, which may lead to inefficiencies and reduce the 
overall benefit of the integrated care model. Indeed, an important related problem is 
identifying when team-based care is not necessary. Researchers and integrated care 
practitioners will need to work together to “iron out” such issues and develop mul-
tiple pathway protocols that match the needs of different patients.

In general, the success in an integrated care system depends on the type of pro-
viders that comprise the multidisciplinary team. At a minimum, a care team must 
include a PCP and a psychologist to treat both primary (medical, need for pharma-
cologic adjuncts) and behavioral health issues (cessation techniques). In an ideal 
case, these professionals would be joined by a care manager, psychiatrist, health 
behavior coach, a social worker, nurses, dietician, and dentists. Coordination of the 
care team is the most crucial part of providing a healthcare plan to address those 
individuals experiencing nicotine dependence and looking for assistance in initiat-
ing cessation. The involvement of health professionals in offering interventions for 
tobacco use cessation should be based on factors such as access to smokers or other 
tobacco users and level of training rather than professional discipline. The recom-
mendations for health professionals are relevant for all health professionals and not 
only those in primary care.

Comprehensive training and certification of providers and quality assurance pro-
cedures are important to ensure high quality of delivery of care. An integrated 
approach to preventive healthcare is needed to truly improve quality of life for indi-
viduals dependent on nicotine. Accelerating the integration of cessation services 
across multiple platforms and within healthcare systems and developing new 
tobacco cessation medications and new indications for existing cessation medica-
tions are worth exploring in future research on tobacco cessation in integrated care 
settings.
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Chapter 11
Marijuana Use

John W. Toumbourou, Jess Heerde, Adrian Kelly, and Jen Bailey

11.1  Definition/Diagnostic Criteria

Marijuana refers to the psychoactive compound tetrahydrocannabinol [THC] 
derived from the cannabis plant. In what follows, we focus on THC but also provide 
some information on other compounds derived from the cannabis plant or through 
chemical synthesis, collectively known as cannabinoids.

The legal status of marijuana is rapidly changing. At the international level, it has 
been an illicit drug for half a century with most countries signatories to the United 
Nations convention that defines illicit drugs. Because it has been the most widely 
used illicit drug, with relatively low acute harms, and because some cannabinoids 
appear to have therapeutic benefits, a popular movement has been successful in 
legalizing marijuana use in a growing number of states and nations (Hall et al., 2019).

This section describes the consequences and harms associated with different pat-
terns of marijuana use behaviors, to provide a basis for establishing diagnostic 
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criteria to guide prevention. Although we focus on THC, the effects of other can-
nabinoids are also briefly discussed.

There is variation in the patterns of marijuana use that have been associated with 
harms. Psychiatric guidelines recognize marijuana (cannabis) use disorder as a 
diagnostic category (Compton et al., 2019). This is assessed using indicators such 
as frequency, tolerance, and time spent using or getting over effects. In what fol-
lows, we note there is increasing evidence that frequent use (monthly or more fre-
quent use) of marijuana may increase the risk of disorders, be harmful to mental 
health, and have long-term adverse intergenerational effects on the offspring 
of users.

Longitudinal studies have identified early age marijuana use as a predictor of 
progression to frequent and daily adolescent use (e.g., Scholes-Balog et al., 2020). 
This has led to the target of preventing any use of marijuana through childhood and 
adolescence. In their review of available epidemiological data, Hall et al. (2019) 
note that adolescents who use cannabis are at greater risk than adults of developing 
disorders, cognitive impairment, leaving school early, progressing to other illicit 
drug use, and mental health problems (including schizophrenia, affective disorders, 
and suicidal thoughts).

A comprehensive literature review (National Academies of Sciences, Engineering, 
and Medicine, 2017) established that there have been relatively few studies of the 
longitudinal consequences of marijuana use. Longitudinal studies face the difficulty 
that marijuana is often used in combination with other drugs (polydrug use). For 
example, among young Australians, we found that approximately 8.2% reported 
polydrug use, including cannabis use, and that this subgroup of drug users reported 
higher levels of psychological distress than adolescents who typically consumed 
alcohol only (Kelly et al., 2015). It is often difficult in longitudinal studies to esti-
mate the dose of marijuana being used. Chan et al. (2017) observed that very-high- 
potency THC products like butane hash oil have more significant associations with 
mental health problems and health risk behaviors, including depressed mood and 
polydrug use, than herbal cannabis. These issues increase the difficulty of answer-
ing questions of the consequences of marijuana use required for clinical guidelines.

In their review, Hall et al. (2019) note that epidemiological studies have tended 
to focus on the adverse health effects of daily marijuana use, with clear evidence of 
harm for this pattern of use. Silins et  al. (2014) integrated data from three large 
longitudinal studies from Australia and New Zealand. After adjusting for other pre-
dictors, daily marijuana use before age 17 years consistently predicted a range of 
adult outcomes including reductions in high school completion, and adult degree 
attainment and increases in cannabis dependence, other illicit drug use, and suicide 
attempts.

There is evidence that adult frequent marijuana use (monthly or more frequent) 
is a risk factor for mental health problems. A large epidemiological study combined 
data from the US National Survey of Drug Use and Health (NSDUH) with geo-
graphically linked community surveys (Reece & Hulse, 2020a). From 2011 to 2016, 
state-level marijuana use in the past month (a measure of frequent use) was causally 
associated with higher rates of mental health problems indicated by any mental 
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illness, major depressive illness, serious mental illness, and suicidal thinking. In 
explaining their effects, these authors note laboratory studies that show that canna-
binoid exposure leads to adverse psychiatric outcomes by adversely impacting neu-
ral stem cell activity, which reduces neuroplasticity, resulting in premature brain 
aging. These authors note that these destructive neuro-cellular mechanisms not only 
apply to THC but also to other cannabinoids including cannabidiol and 
cannabichromene.

There is evidence that frequent adult marijuana use is harmful to the next genera-
tion. The offspring of frequent adult marijuana users have higher rates of congenital 
abnormalities (Reece & Hulse, 2020b) and adverse mental health problems includ-
ing autism and ADHD symptoms (Reece & Hulse, 2020a). Geographic differences 
in rates of frequent adult marijuana use in Canada have been associated with higher 
rates of congenital abnormalities including cardiovascular defects, Down’s syn-
drome, and gastroschisis (a birth defect of the belly wall) (Reece & Hulse, 2020b). 
Reece and Hulse also describe how neurobiological effects of THC and other can-
nabinoids explain these intergenerational harms.

11.2  Prevalence and Age of Onset

In what follows, we summarize what is known of patterns of marijuana use in dif-
ferent age groups and countries. In their review, Hall et al. (2019) summarize inter-
national patterns of marijuana use, noting that in 2015 around 4% of the global adult 
population used marijuana. Use was more common in North America and high- 
income countries in Europe and Oceania than in low- and middle-income countries. 
In the intervening years, cannabis use increased in low- and middle-income coun-
tries but remained low in Asia.

In high-income countries, population rates of marijuana use have until recent 
decades tended to peak in the late 20s and then declined slowly from age 30 
(Compton et al., 2007). However, since 2008, cannabis use in the USA has tended 
to extend longer into the 30s (Hall et al., 2019). Hall et al. (2019) note that the THC 
content of the marijuana that is used has increased in past decades in the USA and 
Europe, from around 5% to more than 15%. Compton et al. (2019) analyzed data 
from US National Surveys on Drug Use and Health (NSDUH) collected from 2002 
to 2017, noting that marijuana use increased from 10.4% to 15.3%, while daily/near 
daily use increased from 1.9% to 4.2%. Despite these rises, the past year prevalence 
of marijuana use disorders remained stable at around 1.5%.

Presently, marijuana remains by far the most used illicit drug among adolescents 
and young people (Kelly et al., 2018). The Monitoring the Future (MTF) survey 
provides annual epidemiological trend estimates of the prevalence of marijuana use 
among young people (early age use) in the USA (Miech et al., 2020). Surveys of the 
last year of secondary school (grade 12 students) reveal that lifetime use peaked in 
1979 when 60.4% reported use. Since that time lifetime use declined until 1992 to 
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32.6% and then increased to 49.6% in 1997. In 2019, 43.7% of US grade 12 stu-
dents reported lifetime use.

In Europe, similar surveys to the MTF have been n implemented. In Central 
Europe, past year prevalence of marijuana use among young adults (up to 34 years 
of age) varies from 10% in Belgium to 22% in France (EMCDDA, 2016). In 
Australia, around 12% of 14–17-year-olds have used cannabis in the previous year 
(Weier et al., 2016).

11.3  Risk Factors

In efforts to prevent harmful patterns of marijuana use, risk factors are identified 
based on evidence that they act as independent predictors of behavior targets in 
longitudinal and epidemiological research studies. Although protective factors are 
often defined as the reverse of risk factors, they are more clearly differentiated as 
characteristics that buffer, mediate, or moderate the influence of risk factors, thereby 
reducing the likelihood of later problems such as frequent marijuana use (Catalano 
et al., 1996; Toumbourou & Catalano, 2005). Resilience researchers have identified 
several protective factors by studying children who have avoided adversity after 
being exposed to difficult childhood experiences such as parental mental illness or 
extreme poverty (Catalano et al., 1996).

Longitudinal studies typically show a developmental behavioral sequence 
whereby marijuana use begins with a first experience and then progresses to more 
frequent use, which in turn increases the risk of marijuana use disorders (Toumbourou 
& Catalano, 2005). This developmental behavioral sequence has a neurobiological 
substrate and social relationship overlay. Neuroadaptation begins from the first 
exposure to marijuana use observable from higher doses being required over time to 
experience similar levels of intoxication. Laboratory studies show that neuroadapta-
tion caused by both marijuana and other cannabinoid use is associated with destruc-
tive neuro-cellular changes that weaken neurological stem cell activity and therefore 
reduce brain plasticity (Reece & Hulse, 2020a, b). These changes in part explain the 
behavioral progression from marijuana use to disorder symptoms such as narrowing 
of life interests and aspirations. These behavioral and neurological changes also 
associate with social relationship overlays whereby peer, intimate, family, and com-
munity relationships are attenuated to accommodate changes such as increasing 
time spent in marijuana use.

Neonates are extremely vulnerable to destructive neurobiological changes fol-
lowing in utero exposure to maternal use of marijuana and other cannabinoids. 
Laboratory studies show the destructive neuro-cellular changes that arise through 
both marijuana and other cannabinoid use are transmitted to offspring (Reece & 
Hulse, 2020a, b).

Risk factors for harmful patterns of marijuana use tend to show variation across 
communities and are often contrasted with structural and societal determinants such 
as marijuana policies and laws that affect large population aggregations but show 
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differences across states and nations (Toumbourou et al., 2014). Reviews of longi-
tudinal and program evaluation studies identify risk factors for early age marijuana 
use across a range of child and adolescent development settings.

The review paper by Hawkins et al. (1992) was influential in organizing what 
was known to that point of developmental risk and protective factors for youth drug 
use, including marijuana use. Subsequent reviews have confirmed their conclusion 
that predictors are evident at the individual level and within the family, school, peer, 
and community ecological settings (Toumbourou & Catalano, 2005).

At the societal and community level, socioeconomic disadvantage is a character-
istic that is consistently associated with developmental problems for neonates, chil-
dren, and adolescents. In addition to socioeconomic disadvantage, several sets of 
community risk factors influence early age marijuana exposure (e.g., Catalano et al., 
1996; Toumbourou et al., 2014) including normative expectations and acceptance of 
marijuana use and availability.

The International Youth Development Study (IYDS) is a cross-nationally 
matched longitudinal study that uses the Communities That Care Youth Survey to 
monitor risk factors and youth health behaviors (Rowland et al., 2019a). Longitudinal 
analyses of cross-nationally matched analyses of the IYDS data showed a wide 
range of adolescent (age 12) family, peer-group, school, and community risk factors 
were predictive of marijuana use (past month) 1 year later, in both US and Australian 
adolescents (Hemphill et al., 2011). At the family level, unique multivariate predic-
tors included less positive family management practices (e.g., permissive parenting 
styles, lower relationship quality), higher levels of family conflict, a family history 
of substance use, and parental attitudes more favorable toward both drug use and 
antisocial behavior. Higher levels of attachment to both the mother and father, as 
well as greater opportunities and rewards for prosocial involvement within the fam-
ily environment, showed protective effects.

Hemphill et al. (2011) found that similar risk and protective factors predicted 
both marijuana and other forms of substance use. These findings parallel research 
findings on the association of family and parenting factors with other types of sub-
stance use, including early use of tobacco and alcohol. For example, low emotional 
closeness to parents predicts tobacco use cross-sectionally and longitudinally (Kelly 
et al., 2011; Kelly, 2012) and alcohol use cross-sectionally and longitudinally (Kelly 
et al., 2011, 2012). Poor parental supervision is more associated with adolescents 
who show early and steep rises in alcohol use compared to those who show limited 
and stable growth trajectories that more strongly predicts early and strong escala-
tion in alcohol use relative to use (Chan et al., 2013). These findings suggest that 
efforts to reduce social environmental risk factors for early age marijuana use are 
likely to also reduce other substance use problems.

A consistent observation in prevention science is that risk factors have a cumula-
tive impact. The more risk factors that are present and the longer they persist over 
time, the greater the subsequent developmental impact (e.g., Toumbourou et  al., 
2014). There is no single risk factor that fully explains developmental problems; 
rather, these problems can be regarded as having complex causes involving influ-
ences and interaction of multiple risk and protective factors. For example, low 
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emotional closeness to parents and poor supervision may serve to increase the like-
lihood of engagement with drug-using peer networks during the pubertal stage of 
development, and major school transitions may heighten this risk (Kelly et al., 2012; 
Li et al., 2014).

One heuristic proposed to describe the cumulative effect of risk factors is to use 
the analogy of a snowball (Toumbourou & Catalano, 2005). According to this view, 
risk factors that emerge early in life (e.g., maternal marijuana use) can lead to sub-
sequent risk factors that tend to “adhere” and accumulate as a consequence of the 
experience of earlier problems (e.g., child disability, child-onset behavior problems, 
school failure).

Social and economic mobility patterns in competitive market economies have 
increased socioeconomic differentials and led to a situation whereby children expe-
riencing snowball risk trajectories tend to be disproportionately clustered within 
disadvantaged geographic communities and schools (Reece & Hulse, 2020a; 
Toumbourou et al., 2014). Using this analogy, the solution is to invest within these 
targeted areas to prevent the potential for an avalanching snowball by building pro-
tective solutions and reducing early life risk factors. For example, by increasing 
illicit drug laws and their enforcement, it may be possible to reduce the availability 
and normative acceptance of marijuana and to in this way encourage adults to 
reduce regular marijuana use before they conceive, in this way preventing the 
sequence of events that can result in the cumulative escalation of risk for future 
generation.

In many cases, the cumulative effect of risk is more temporal and can be better 
described with the analogy of a snowstorm (Toumbourou & Catalano, 2005; 
Toumbourou et al., 2014). According to this view, a healthy child without protective 
clothing can be put at risk by temporal events such as exposure to extreme weather. 
If such unprotected exposure continues for long enough, adverse health outcomes 
can result. Where the adolescent has low protective factors (such as parents being 
unavailable to supervise activities or poor relationships with teachers) in a commu-
nity with high rates of marijuana use and availability, the likelihood of the adoles-
cent using marijuana increases. The protective advantages of positive relationships 
with adults suggest there is potential to protect health within risky social environ-
ments by increasing healthy adult relationships or other protective factors (analo-
gous to providing warm clothing and shelter in stormy weather). From this 
perspective, solutions lie in improving social environments (by increasing protec-
tive social relationships) through the course of development (Catalano et al., 1996; 
Toumbourou et al., 2014).

The cumulative effect of risk across social environments for the initiation of 
different patterns of adolescent marijuana use has been demonstrated in an 
Australian longitudinal study (Scholes-Balog et al., 2020). Scholes-Balog et al. 
(2020) reported the cumulative effect of risk across family, peer, and community 
factors, accounting for early (childhood) substance use (cigarette, alcohol and 
illicit drug use, and drinking until drunk), predicted early adolescent-onset mari-
juana use. The cumulative effect of risk within the family and early adolescent 
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substance use also predicted late adolescent-onset occasional marijuana use (rela-
tive to non-marijuana users).

Given the range of risk and protective factors, the social development model 
(SDM) has been proposed to organize knowledge of how risk and protective factors 
work together to predict marijuana use and related problems. The SDM is an explicit 
developmental theory of health behavior that has been well supported in empirical 
tests during childhood, adolescence, and young adulthood. The SDM proposes that 
social relationships are critical proximal influences that affect health behaviors, 
including marijuana use. Social relationships can conversely encourage either 
healthy (prosocial) or unhealthy behavior, depending on the norms and standards of 
the relationship influence. The development of social relationship bonds are in turn 
affected by more distal factors related to interaction opportunities; social, emo-
tional, and cognitive skills; and the rewards experienced from social interactions. 
The SDM provides a basis for coherently evaluating health behavior influences in a 
range of child, adolescent, and adult social contexts.

The SDM theorizes that liberalizing marijuana laws changes key risk factors 
including social acceptability, perceived prevalence, risk, and availability 
(Kosterman et al., 2016). Fischer et al. (2020) summarize what is known of patterns 
of use and harms following state and national legalization of marijuana use. They 
observe that legalization has reduced the perceived risk and increased the normative 
acceptance of marijuana use among young people and adults. Legalization has been 
associated with a reduced price of marijuana, increased availability, and higher 
potency products.

Available studies show increases in use Marijuana: risk factors among adults fol-
lowing legalization, in line with SDM predictions. For example, a large epidemio-
logical study combining data across geographic areas in the USA from 2011 to 2016 
found state legalization changes caused increases in frequent use. These increases 
have in turn caused increases in mental health problems across large state popula-
tions (Reece & Hulse, 2020a).

11.4  Review of Evidence-Based Prevention

Evidence-based prevention can be defined based on programs or policies that result 
in reduced early age use, frequent use, or marijuana use disorders. To identify pre-
ventative interventions, we searched for literature reviews of program evaluation 
studies that had rigorous randomized trial and quasi-experimental or epidemiologi-
cal designs. As outlined in the SDM, prevention effects operate within a social eco-
logical setting context and may be disrupted in locations where the legalization of 
marijuana use results in community norms that are accepting of marijuana use for 
medical or recreational use.
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11.5  Effective Screening

In community settings, screening includes epidemiological surveillance using 
instruments such as the Communities That Care Youth Survey to monitor popula-
tion patterns of marijuana use and risk and protective factors, which can be targeted 
in prevention (Rowland et al., 2019b). Rowland et al. (2019b) reported similar risk 
and protective factors predicted community rates of adolescent marijuana use in 
both Australia and the Netherlands. These findings tend to confirm the validity and 
utility of the Communities That Care Youth Survey as a community surveillance 
instrument for monitoring population patterns of marijuana use and risk and protec-
tive factors (Hemphill et al., 2011). In Australia, the Communities That Care Youth 
Survey has been used successfully to guide community coalitions to reduce com-
munity rates of adolescent marijuana use and other substance use (Toumbourou 
et al., 2019).

Evidence from systematic literature reviews suggests that screening assessments 
for youth marijuana use in settings such as secondary schools (Carney et al., 2016), 
tertiary education institutions, or health services can be combined with brief inter-
ventions (typically one to five counseling sessions) to encourage reduction in use 
(Tanner-Smith et al., 2015). In their systematic review, Tanner-Smith et al. (2015) 
included 13 studies and demonstrated a small significant effect in reducing mari-
juana use. Brief counseling interventions included strategies such as motivational 
interviewing, goal setting, and relapse prevention. Similar effects have been demon-
strated in one study implemented in the secondary school setting (Carney 
et al., 2016).

Screening and brief counseling strategies have also been incorporated in some 
online and telehealth interventions offered in tertiary education settings (Gulliver 
et al., 2015). However, there have been insufficient studies to assess the impacts on 
marijuana use.

Faced with rising rates of marijuana use following legalization, employers and 
injury prevention agencies have expressed concerns about potential increases in 
marijuana-related occupational injuries (Smith et al., 2018). Screening surveys in 
Colorado of occupations where workers have responsibility for their own safety or 
the safety of others (e.g., construction and extraction, farming, fishing, and forestry 
and healthcare support) reveal around 16% of workers report frequent marijuana 
use. Although biological screening (e.g., urine testing) is feasible in workplace 
injury prevention (Price, 2014), the legal status of marijuana use poses challenges to 
the mandatory application of such screening procedures.
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11.6  Universal, Indicated, and Selective Prevention

Prevention refers here to strategies or programs that avert or delay the onset or esca-
lation of marijuana use toward frequent use and use disorders that are implicated as 
causes of mental health and next-generation problems. Prevention responses can be 
classified as universal where they apply to an entire population, selective, or indi-
cated where they target groups with elevated risk. This conceptualization of preven-
tion addresses the progression from risk factor to behavior within populations 
(Toumbourou et al., 2014).

For the prevention of early age marijuana use, there is evidence that universal 
interventions are effective where they focus on improving child social-emotional 
competence and/or healthy social development environments at the school and/or 
community level. The effectiveness of interventions of this type concurs with evi-
dence of social developmental risk factors in the early onset of marijuana use.

Policies and laws are an important community-level factor that influence popula-
tion levels of marijuana use. There is evidence that the legalization of marijuana for 
medical and recreational use in US states has acted as a risk factor for harmful use. 
Reece and Hulse (2020a) present a causal analysis which implicates US state legal-
ization as a direct cause of increasing rates of frequent marijuana use across US 
states, which in turn has caused increased population rates of mental health prob-
lems. The increase in population rates of frequent adult marijuana use is predicted 
to increase rates of congenital damage to the next generation (Reece & Hulse, 2020b).

In their international literature review, Fischer et al. (2020) note several harms 
that have increased in states and nations that have legalized cannabis use. These 
include increases in cannabis-related hospitalizations (e.g., emergency room visits, 
trauma incidents, calls to poison control centers), including cases involving chil-
dren, as well as increases in treatment-seeking for cannabis use disorders. Fischer 
et  al. (2020) also summarize evidence that marijuana-related road fatalities have 
increased in association with legalization. These trends align with evidence that 
frequent marijuana use increases the risk of road accidents (Asbridge et al., 2012).

In nations where marijuana remains illegal, there is early evidence that 
community- level interventions may be able to prevent child and adolescent mari-
juana use. Community-level prevention frameworks, such as Communities That 
Care, which address the cumulative effect of risk across multiple social contexts, 
have been recommended for preventing early marijuana use (Scholes-Balog et al., 
2020). Communities That Care is a five-phase training process that assists the for-
mation and strategic action of community coalitions (e.g., comprised of community 
workers, local health services, schools, youth agencies, and police). These coali-
tions are guided to use knowledge from social developmental ecological theories 
and prevention science. An observational study in Australia associated the imple-
mentation of Communities That Care with reductions in adolescent reports of mari-
juana use (Toumbourou et  al., 2019). The strength of a community coalition 
approach is that it fortifies the skills and resources of communities to address 
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adolescent risks in a manner that is sustainable and flexible (Rowland et al., 2013; 
Kelly et al., 2020).

A variety of systematic literature reviews note the potential for school-level uni-
versal interventions to prevent marijuana use in countries where marijuana is illegal. 
In their Cochrane review, Faggiano et al. (2014) summarize evidence for universal 
school-based interventions in preventing marijuana and illicit drug use. Social com-
petence approaches were found to be effective when compared to usual curricula or 
no intervention in preventing school-age marijuana use. Four studies were included 
that had assessed effects at less than 12-month follow-up and one study after 12 
months. In their systematic review, Hodder et al. (2017) also identified universal 
school-based resiliency interventions (teaching social-emotional competency) as an 
effective strategy for preventing marijuana and other illicit drug use.

Cochrane reviews note some promise for family interventions to prevent early 
age marijuana use, in contexts where marijuana is illegal (Gates et al., 2006). Three 
family interventions (Focus on Families, Iowa Strengthening Families Program, and 
Preparing for the Drug-Free Years) were identified in a Cochrane review as having 
at least one study demonstrating effects in preventing marijuana use (Gates 
et al., 2006).

Although the current review focuses on THC, it is possible that some cannabi-
noids may be associated with therapeutic effects. Hall et al. (2019) summarize evi-
dence regarding the effectiveness of cannabinoids for medicinal use. Their evidence 
suggests that cannabinoids might be effective in treating anxiety symptoms. They 
also note there is reasonable evidence that medical quality cannabis preparations 
and cannabinoids modestly reduce the symptoms of chronic pain, epilepsy, and nau-
sea and vomiting.

11.7  Stepped Care Prevention Model: Role of PCP (Primary 
Care Provider) and BCP (Behavioral Care Provider)

Based on the information summarized in earlier sections, there are several possibili-
ties for stepped care prevention models. In what follows, we distinguish different 
models for locations where marijuana use remains illegal versus those where it is 
has been legalized for medical or recreational use.

In all settings, it is important to promote an accurate understanding of the pat-
terns of marijuana use that are harmful, such that they warrant intervention. 
Unfortunately, there continues to be public confusion as to the effects of marijuana, 
with many unaware of the harms. In localities where marijuana is legally available, 
the SDM predicts that there is likely to be an erroneous assumption that because 
marijuana use is normal, it is in fact safe. Within the stepped care prevention mod-
els, there is a hierarchy of more assertive and active responses available for service 
agencies including (a) watchful waiting, (b) psychoeducation, (c) biblio-prevention, 
(d) e-health prevention tools, (e) groups, and (f) individual services. In the sections 
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that follow, we consider the evidence base for each of these possible responses as 
they relate to the prevention of early age and frequent marijuana use.

 (a) Watchful waiting may be applicable within the period that elapses between 
experimental marijuana use and the development of problems that may lead 
users to seek help. As early age marijuana use is typically not associated with 
readily observable problems such as violence or injuries, watchful waiting may 
fail to detect and intervene to prevent the development of frequent use and sub-
sequent life-disrupting consequences including educational failure, marijuana 
use disorders, illicit drug use, and mental health problems (Silins et al., 2014).

As it applies to frequent adult marijuana use in localities where marijuana use has 
been legalized, watchful waiting is leading to increasing numbers approaching 
health services seeking assistance (Fischer et al., 2020). The problem with this 
strategy is that health services do not have the capacity or resources to assist the 
increasingly large numbers with intractable disorders (Fischer et  al., 2020), 
mental health problems (Reece & Hulse, 2020a), and disabled children (Reece 
& Hulse, 2020b) that are projected to be increasingly caused by legalization.

 (b) Psychoeducation is effectively used as one component in universal programs in 
settings such as schools to prevent early age marijuana use (e.g., Faggiano 
et al., 2014) and as a component in screening and brief counseling interventions 
to reduce frequent and disordered use (e.g., Tanner-Smith et al., 2015). While 
psychoeducation is a necessary component, evaluation studies suggest it is not 
a sufficient stand-alone component compared to critical elements such as the 
building of social-emotional competence skills (Hodder et al., 2017).

 (c) Biblio-prevention in the form of books and brochures has shown promise as a 
means of conveying brief behavioral messages to prevent early and frequent 
marijuana use (Faggiano et al., 2014). They have also been used as a service 
delivery format in some screening and brief counseling strategies to prevent 
frequent use (Tanner-Smith et al., 2015).

 (d) e-Health prevention tools have been feasible to incorporate in interventions 
offered in tertiary education settings (Gulliver et  al., 2015). However, there 
have been insufficient studies to assess the impacts on marijuana use.

 (e) Groups are effective service delivery formats for the implementation of school- 
level programs to prevent early age use. Systematic reviews identify classroom 
(Faggiano et  al., 2014; Hodder et  al., 2017) and peer-led intervention group 
programs (Georgie et al., 2016) as effective strategies to prevent early mari-
juana use.

 (f) Individual services are effective service delivery formats for the implementa-
tion of brief counseling interventions, which are linked to screening assess-
ments in contexts such as secondary schools (Carney et al., 2016) and tertiary 
education settings (e.g., Tanner-Smith et al., 2015). Cochrane reviews of inter-
ventions for marijuana disorders and frequent use note limited evidence for the 
use of pharmacotherapies (Nielsen et al., 2019) but some short-term effects for 
psychosocial interventions (Gates et al., 2016). Psychosocial interventions of 
around four sessions combining motivational enhancement and 
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 cognitive- behavioral therapy reduced frequency of use and severity of depen-
dence posttreatment (Gates et al., 2016).

11.8  Lessons Learned/Implementation

The overview presented in this chapter reveals evidence for prevention opportuni-
ties to reduce early age and frequent adult marijuana use. International trends in 
prevalence show rising rates of use and increased potency of the marijuana that is 
used. An examination of evidence-based prevention programs and policies suggests 
legalization as the major policy change that is currently driving increased marijuana 
use and harm. The potential for stepped care prevention models is outlined. Lessons 
learned to date are that it is feasible to implement evidence-based prevention 
approaches. Perhaps the most pertinent lesson from the studies summarized in this 
chapter is the importance of countering the popular misconception that marijuana 
legalization may offer benefits for reducing harms related to marijuana use. The 
available evidence from the nations and states that have legalized marijuana use to 
date now shows a clear and causal contribution to increase in frequent use and harm.
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Chapter 12
Integrated Care Approach 
to the Prevention of Opioid Use Disorder

Lisa M. Schainker, Maren Wright Voss, and Ashley C. Yaugher

12.1  Definition/Diagnostic Criteria

Opioids are a class of substances that include all natural, synthetic, and semisyn-
thetic formulations (e.g., morphine, fentanyl, etc.) and include both prescription 
pain medications and illicit substances such as heroin (Centers for Disease Control 
and Prevention [CDC], 2020b; American Society of Addiction Medicine [ASAM], 
2020). In the medical setting, opioids are generally used to manage acute or chronic 
moderate to severe pain; however, they have a high potential for misuse due to their 
ability to create feelings of euphoria in some individuals. Opioid misuse includes 
heroin use or taking opioid medications for longer durations or in higher amounts 
than originally prescribed, taking them to feel intoxicated, or taking someone else’s 
prescription (National Institute on Drug Abuse [NIDA], 2020a, b). Chronic misuse 
can lead to the development of a substance use disorder (SUD; American Psychiatric 
Association [APA], 2013). SUDs can occur from continued use of a substance even 
when biological (physiological), social (behavioral), and psychological (cognitive) 
problems result from their use (APA, 2013; Cunningham et al., 2020).

Opioid use disorder (OUD) is the sixth of ten disorders categorized in the 
Substance-Related and Addictive Disorders section within the DSM-5 (APA, 2013). 
The symptoms of an OUD are indicative of a problematic pattern of opioid use (e.g., 
nonmedical use or using higher doses of pain medication than prescribed) which 
leads to clinically significant distress or impairment. In order to meet the diagnostic 
criteria for OUD, an individual must experience two or more of the following 
symptoms within the previous 12 months:
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 1. The individual uses larger amounts or for a longer duration than initially 
prescribed.

 2. The individual has difficulty controlling use or reducing use of opioids, often 
with unsuccessful attempts.

 3. The individual spends a significant amount of time in pursuit of, use of, or 
recovery from opioid use.

 4. The individual experiences cravings or urges to use opioids.
 5. The individual is unable to fulfill school, home, or work duties as a result of 

opioid use.
 6. The individual persistently uses opioids even after interpersonal or social issues 

directly caused by or related to opioid use.
 7. The individual cannot continue activities or must decrease them (e.g., recre-

ational, work, or important social activities) due to opioid use.
 8. The individual continues to use opioids in physically dangerous situations.
 9. The individual continues to use opioids despite psychological or physical issues 

that may be worsened or caused by opioid use.
 10. The individual develops a higher tolerance (e.g., higher dose is needed  to 

achieve intoxication or reduced physiological response with original dose, not 
related to medically supervised dosing) to opioids.

 11. The individual develops withdrawal symptoms (e.g., negative physical and 
physiological effects such as muscle aches or fever, use of other/related sub-
stances to relieve symptoms, not related to medically supervised dosing) from 
ceasing opioid use.

OUD severity falls into one of three categories based on the number of symptoms 
present—mild (two to three symptoms), moderate (four to five symptoms), and 
severe (six or more symptoms). Additional diagnostic features include seeking opi-
oid prescriptions from multiple providers (i.e., “doctor shopping”) and seeking 
illicit opioids such as heroin (APA, 2013). Once diagnosed, OUD tends to be a 
chronic condition that lasts for decades, with individuals often experiencing periods 
of recovery with subsequent return to use. It is estimated that up to approximately 
30% of people with OUD are able to maintain long-term recovery (APA, 2013).

12.2  Prevalence and Age of Onset

According to the 2018 National Survey on Drug Use and Health (NSDUH; 
SAMHSA, 2019), it is estimated that approximately 0.4% of adolescents aged 
12–17 years, 0.9% of 18- to 25-year-olds, and 0.7% of adults aged 26 years or older 
had a diagnosable OUD in the past year—totaling two million. Generally, OUD 
prevalence rates have been decreasing over time across all groups. However, OUD 
prevalence rates have consistently been higher among young adults and then 
decrease with age, with much lower rates in those 65 years and older (0.09%; APA, 
2013). Rates of OUD are typically higher in men compared to women (three to one 
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for heroin and 1.5 to one for opioid prescriptions; APA, 2013). OUD affects people 
of all races and ethnicities; however, rates are relatively higher among Native 
Americans (1.25%) compared to White, Hispanic, and Asian or Pacific Islanders 
(0.38%, 0.39%, and 0.35%, respectively) and are relatively lower among African 
Americans (0.18%; APA, 2013). Although an OUD can occur at any point in the life 
span, symptoms often first present or become problematic in late adolescence or 
early adulthood (APA, 2013).

12.2.1  Opioid Misuse and Overdose

Compared to the number of individuals with a diagnosable OUD, the number of 
people who misuse any type of opioid is substantially higher. It is estimated that 
around 3.7% of the US population over the age of 12 years have misused opioids. 
The majority of these cases involve the misuse of prescription opioids (9.7 million), 
while a smaller number (745,000) involve the use of heroin (SAMHSA, 2019). 
Opioid misuse has become a major public health problem in the United States, with 
unintentional overdose deaths on the rise since the early 2000s (CDC, 2020b; Hser 
et al., 2017). In fact, opioids were related to almost 70% of all substance-related 
overdose deaths in the United States in 2017 and 2018, with increasing rates result-
ing from synthetic opioids such as fentanyl (CDC, 2020b; Scholl et al., 2019).

Among the different age groups, individuals in the 18–25-year group tend to 
have the highest rate of prescription opioid misuse (5.2%), followed by those aged 
26 years or older and those aged 12 years or older on the whole (3.4% and 3.5%), 
while the lowest misuse of prescription opioids was seen among those aged 
12–17 years (2.3%; SAMHSA, 2019). The most commonly misused opioid pain 
medications were hydrocodone products (1.8%, e.g., Lortab®, Vicodin®), followed 
by oxycodone (1.2%, e.g., OxyContin®, Percocet®), buprenorphine, and fentanyl 
products in individuals 12 years and older (SAMHSA, 2019).

12.3  Risk Factors for OUD

Major categories of risk for OUD and opioid misuse include sociodemographic fac-
tors, levels of pain, opioid medication-related factors, genetics, environmental, psy-
chosocial, family history, psychopathology, and history of other SUDs (Ballantyne, 
2007; Katz et al., 2013; Kaye et al., 2017a; Liebschutz et al., 2010). Having only 
one risk factor from one of these categories is not likely to increase an individual’s 
chances of developing an OUD; however, a combination of risk factors, especially 
if they are psychosocial, genetic, and opioid medication-related in nature, is likely 
to increase someone’s risk (Kaye et al., 2017a). As an example, someone with a 
family history of SUD and a co-occurring mental health disorder who is on long- 
term opioid therapy (LOT) that is not well structured or monitored is at increased 
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risk for developing an OUD (Ballantyne, 2007). The following research findings 
illustrate different types of risk factors that have been associated with OUD and/or 
opioid misuse:

 – Having a higher number of adverse childhood experiences (ACEs) has been 
associated with both illicit substance use and prescription opioid misuse (Dube 
et al., 2003; Merrick et al., 2020).

 – Approximately 5% of chronic pain patients on LOT develop OUD (i.e., iatro-
genic addiction), and approximately 20–30% of patients misuse prescribed opi-
oids (Higgins et al., 2018; Vowles et al., 2015). Being prescribed multiple pain 
medications from multiple providers is also a risk factor (Boscarino et al., 2010; 
Pino et al., 2019).

 – Having higher levels of subjective pain, multiple pain complaints, and pain- 
related limitations have been associated with being at higher risk for opioid mis-
use (Jamison et al., 2009; Liebschutz et al., 2010; Sullivan et al., 2010).

 – Past or current co-occurring mental health disorders, such as depression (e.g., 
major depressive disorder), anxiety (e.g., generalized anxiety disorder, panic dis-
order), posttraumatic stress disorder (PTSD), and any other mood disorder (e.g., 
bipolar disorder) as well as the use of psychotropic medications (Boscarino 
et al., 2010; Kaye et al., 2017a; Martins et al., 2012; Van Rijswijk et al., 2019) in 
associated with a higher risk for OUD.

 – Prior history of a SUD or polysubstance use (i.e., use of multiple substances at 
the same time), particularly use of tobacco products, opioids, alcohol, and other 
substances (Boscarino et  al., 2010; John et  al., 2019; Kaye et  al., 2017a; 
Liebschutz et al., 2010), is strongly associated with OUD and opioid misuse.

Research suggests that individuals in rural areas may have earlier and increased 
access to prescription opioids due to increased reports of pain. Unfortunately, due to 
limited treatment availability in these areas, they may also experience higher rates 
of opioid misuse than those who live in urban areas (García et al., 2019; Keyes et al., 
2014; Monnat & Rigg, 2016). Initiation of substance use in early adolescence, 
including exposure to opioid prescriptions for injuries or dental procedures, may 
predispose an individual to develop a subsequent SUD or experience a fatal over-
dose (Compton et al., 2019; Dash et al., 2018; Hudgins et al., 2019; Nguyen et al., 
2020; McCabe et al., 2016; Schroeder et al., 2019). Finally, of NSDUH participants 
who reported misusing prescription opioids in the last year, over 50% reported that 
they got them from family or friends (SAMHSA, 2019). This access to opioids and 
the increased risk associated with it is noteworthy, particularly for youth and those 
with a history of SUD.
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12.4  Effective Screening of Opioid Use Disorder

SUDs, such as OUD, are believed to develop over time after multiple episodes of 
misuse, which means that it is critical to identify emerging OUDs and to use 
evidence- based interventions as early as possible to stop the addiction process 
(McLellan, 2017). Given this, the US Preventive Services Task Force and SAMHSA 
now recommend screening all adults aged 18 years and older for illicit substance 
use and prescription medication misuse, especially when more comprehensive diag-
nostic services, effective care, and treatment can be provided to patients (Patnode 
et al., 2020; SAMHSA, 2020).

Primary care providers (PCPs) are uniquely positioned to identify unhealthy sub-
stance use, including the misuse of opioids, because they serve as the frontline of 
the healthcare system, they have long-standing relationships with patients that allow 
them to see changes in health over time, and patients may perceive less stigma when 
substance misuse is addressed in this setting (Donroe et al., 2020). Unlike almost all 
other substances that fall under the SUD section of the DSM-5, opioids are pre-
scribed by providers for the legitimate treatment of acute and chronic pain. Before 
PCPs decide to put a patient on LOT, they need to discuss the treatment options with 
the patient and weigh the risks and benefits for that individual (Dowell et al., 2016). 
A set of tools has been designed to aid in this process by predicting the likelihood 
that a patient will go on to develop an OUD if LOT is prescribed. Once patients are 
on LOT, providers may use yet another type of screening tool to determine if a 
patient is engaging in aberrant drug-related behaviors (ADRBs), which may be 
indicative of an OUD or put them at risk for experiencing a life-threatening over-
dose. In the section that follows, specific opioid misuse screening tools are dis-
cussed that PCPs can use with general patient populations and chronic pain patients 
being considered for LOT and to monitor for ADRB in patients on LOT.

12.4.1  General Patient Population

Brief screening for substance misuse during annual visits creates an opportunity for 
providers to open a dialogue with patients about their behavioral health (Gryczynski 
et al., 2017) and may help patients open up to their provider about their unhealthy 
substance use and ask for help (SAMHSA, 2020). In addition to universal screening 
for illicit substance use and prescription drug misuse, SAMHSA also recommends 
screening for alcohol misuse (i.e., binge drinking) and tobacco use because these 
are both related to increased risk for OUD (SAMHSA, 2020). When providers have 
information about a patient’s substance use, they can take steps to avoid harmful 
interactions with medications they prescribe (Smith et al., 2010), and it opens the 
door to discuss the risks of mixing substances such as opioids with alcohol, which 
increases the risk of death from an overdose (Warner-Smith et al., 2001).
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The majority of screening tools validated for use with general patient popula-
tions in primary care settings include items related to alcohol, tobacco, illicit sub-
stance use, and prescription drug misuse. Universal screening tools often do not 
indicate the specific illicit or prescription drug being misused; however, research 
suggests that general substance misuse screenings can be used to detect opioid mis-
use. For example, the Screen of Drug Use (SoDU) has been shown to identify OUD 
in a primary care setting even though the questions do not specifically ask about 
opioid misuse (Tiet et al., 2019). Some of the brief screening tools available for use 
in adult populations in the primary care setting are provided in Table 12.1.

Research is ongoing to develop new screening tools or modify administration 
methods of existing screening tools to make them more feasible to implement in 

Table 12.1 Brief screening tools for use in general population patients

Author and 
year Name Description Format

Tiet et al. 
(2015) and
Tiet et al. 
(2019)

Screen of Drug Use 
(SoDU)

Designed to identify use 
of any substance in 
adults
Designed for use in PCP 
setting

Two total items
Number of days used 
and number of days used 
more than intended in 
the past 12 months

Smith et al. 
(2010)

Single-Item Drug Screener Designed to identify 
both illicit and 
prescription drug misuse 
in adults
Designed for use in PCP 
setting

One item
Clinician administered

Gryczynski 
et al. (2017)

Tobacco, Alcohol, 
Prescription Medication, 
and Other Substance Use 
(TAPS-1)

Part 1-rapid screen of 
two-step tool
Designed to identify 
unhealthy substance use 
in adults
Designed for use in PCP 
setting
Best used with part 2 as 
follow-up

Four items addressing 
frequency of use in past 
12 months
Self-administered and 
clinician-administered 
options

McNeely 
et al. (2015)

Substance Use Brief 
Screen (SUBS)

Designed to identify 
unhealthy use of 
tobacco, alcohol, and 
illicit and prescription 
drug misuse
Designed for use in PCP 
setting

Four items with response 
options of 3 or more 
days, 1–2 days, never in 
the past 12 months
Computer 
self-administered

NIDA (2012) NIDA Quick Screen/
Modified Alcohol, 
Smoking, and Substance 
Involvement Screening 
Test (NM ASSIST)

Designed to identify 
unhealthy use of 
tobacco, alcohol, and 
illicit and prescription 
drug misuse
Designed for use in 
general medical settings

One item with four parts
Computer-assisted 
self-administered
Found here: https://
archives.drugabuse.gov/
nmassist/
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real-world primary care settings. For example, the myTAPS (Adam et al., 2019) is 
a modified version of the TAPS that can be administered on a tablet while patients 
are waiting for their appointment. Some advantages of computer-assisted screening 
tools are that they can be programmed with skip patterns so patients are only asked 
follow-up questions about the substances they report using, scoring can be auto-
mated, and results can be integrated into a patient’s electronic health record (Cheatle 
& Barker, 2014).

According to SAMHSA’s OUD Treatment Improvement Protocol (2020), if an 
initial brief screening is positive for any substance misuse, a more comprehensive 
follow-up assessment should be conducted to determine if opioids are being mis-
used and to what extent. The comprehensive assessment should first determine 
whether a patient meets the diagnostic criteria for OUD and how severe it is using 
the DSM-5 criteria. Other important data to collect include medical, mental health, 
substance use, treatment, social, and family histories as well as results from appro-
priate laboratory tests and a physical exam. PCPs should determine if and when to 
bring a behavioral healthcare provider (BHP) in to assist with the nonmedical 
aspects of the assessment based on their comfort, training, and capacity to provide 
the level of support necessary if a brief screening is positive.

12.4.2  Screening for Chronic Pain Patients Before Initiating 
Long-Term Opioid Therapy

The second set of screening tools are designed to help PCPs identify chronic pain 
patients who are at higher risk for developing an OUD if LOT were to be the treat-
ment of choice. These tools tend to be a little longer and address many of the risk 
factors for OUD that were discussed in Sect. 12.3 of this chapter, including history 
of substance misuse, prescription adherence, mental health issues, and history of 
social problems. A urine drug test (UDT) or other lab test(s) as well as a check of 
the state’s prescription drug monitoring program (PDMP) should be conducted 
before putting patients on LOT to confirm self-reported substance use and identify 

Table 12.2 Screening tools to use before initiating LOT

Author and year Name Description Format

Butler et al. 
(2008) and 
Butler et al. 
(2009)

Screener and Opioid 
Assessment for Patients with 
Pain-Revised (SOAPP-R)

Designed to predict ADRB 
among chronic pain patients 
prior to initiation of LOT

24 items
Self- 
administered
Five-point 
Likert scale

Adams et al. 
(2004)

Pain Medication 
Questionnaire (PMQ)

Designed to predict ADRB 
among chronic pain patients 
prior to initiation of LOT

26 items
Self- 
administered
Five-point 
Likert scale
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inconsistencies (Dowell et al., 2016; Hamill-Ruth et al., 2013). Two example screen-
ing tools that patients can complete before starting on LOT are described in 
Table 12.2.

The results of these tools should be used to stratify patients into low-, moderate-, 
and high-risk groups for the purpose of determining the appropriate level of care, 
support, and monitoring they need while on LOT (Cheatle & Barker, 2014; Kaye 
et al., 2017b). The results should not be used as a means to deny LOT in higher risk 
patients when it could improve their quality of life and the benefits outweigh the 
potential risks (Kaye et  al., 2017b). Cheatle and Barker (2014) and Kaye et  al. 
(2017b) have suggested that patients in the low-risk group should receive routine 
follow-up (e.g., about every 3 months) and can be managed by a PCP, moderate-risk 
patients should be seen about once a month and be comanaged by the PCP and BHP, 
and patients in the high-risk group (i.e., patients currently misusing opioids or who 
have an untreated psychiatric disorder) should either be referred to an interdisciplin-
ary pain center or to a behavioral health center.

12.4.3  Screening for Patients on Long-Term Opioid Therapy

A recent systematic review suggests that on average, 20–30% of chronic pain 
patients misuse their opioid prescriptions and between 8% and 10% develop OUD 
(Vowles et al., 2015). Given the high prevalence rates that some research has shown 
for opioid misuse and OUD among chronic pain patients on LOT, providers may 
elect to screen these patients periodically to assess current ADRBs and/or to assess 
compliance with their LOT protocol. The frequency of screening administration and 
other monitoring methods (e.g., UDT, medical record audits) should be tailored to 
each patient based on their baseline risk level and indications of ongoing adherence 
(Kaye et al., 2017a, b). Example screening tools for patients on LOT are described 
in Table 12.3.

The results of a patient’s screenings and UDT can be used to help PCPs deter-
mine whether more or less restrictive opioid prescribing and monitoring practices 

Table 12.3 Screening tools for patients on LOT

Butler et al. 
(2007)

Current Opioid 
Misuse Measure 
(COMM)

Designed to identify OUD and current 
opioid misuse in chronic pain patients 
on LOT

17 items
Self- 
administered

McCaffrey 
et al. (2019)

Current Opioid 
Misuse Measure 
(COMM-9)

Designed to identify current aberrant 
opioid-related behavior in chronic 
pain patients on LOT

Nine items
Self- 
administered
Computerized

Jamison et al. 
(2014)

Opioid Compliance 
Checklist (OCC)

Monitoring opioid adherence in 
chronic pain patients on LOT

Eight items
Self- 
administered

L. M. Schainker et al.



275

need to be implemented and whether the patient requires additional support or ther-
apeutic services from a BHP.

12.5  Review of Evidence: What Is Evidence-Based 
Prevention for OUD?

Currently, there is a lack of prevention strategies for OUD in adult populations that 
have been evaluated rigorously enough to be considered evidence based. Compton 
et al. (2019) highlighted this as a current gap that needs to be addressed along with 
finding ways to move emerging research on preventive interventions into clinical 
practice. The best evidence comes from randomized controlled trials of preventive 
interventions implemented during early adolescence in family and school settings 
that enhance protective factors and reduce risk factors for substance misuse, includ-
ing opioids (SAMHSA & Office of the Surgeon General, 2016; Spoth et al., 2013).

Prevention of OUD requires a combination of approaches that include system- 
level strategies (e.g., PDMPs, installing prescription drop-off boxes), provider-level 
strategies (e.g., following CDC opioid prescribing guidelines, using UDTs before 
and during LOT), and patient-level strategies (e.g., selecting non-opioid pain man-
agement methods when possible, skill-building programs). Compton et al. (2019) 
argued that while policy and practice approaches are needed to reduce exposure to 
both prescription and illicit opioids in adults, expanding the use of primary preven-
tion practices with children and adolescents should also be part of a comprehensive 
strategy. Implementing practices that build resilience and reduce risk factors for 
initiating substance use during this key developmental period should reduce the 
number of individuals who develop an OUD and the related consequences. Finally, 
although it is outside the scope of the present chapter, there is substantial evidence 
that medication-assisted therapy (MAT) is a safe and effective treatment for OUD 
and that it can help individuals achieve remission and maintain recovery 
(SAMHSA, 2020).

12.6  Universal, Selective, and Indicated Prevention for OUD

The Institute of Medicine, now known as the National Academy of Medicine, 
defined three categories of preventive interventions—universal, selective, and indi-
cated (US HHS, 2018). In the context of OUD, universal interventions would be 
used with the general public, selective interventions would be used with individuals 
who are at a higher risk for developing OUD, and indicated interventions would be 
used with high-risk individuals who have started to misuse opioids but have not 
been officially diagnosed. Table  12.4 provides examples of the populations that 
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might be addressed by each type of intervention as well as some examples of strate-
gies that would fit within each type.

12.7  Stepped Care Model for OUD Prevention

An integrated approach for prevention of OUD should involve careful collabora-
tion between PCPs and BHPs who can provide many of the more intensive services 
offered through a stepped care model. OUD is complex and requires both medical 
and behavioral health support and monitoring once a positive screen occurs. 
Therefore, providers should share concerning signs and symptoms of opioid misuse 
with BHPs and should keep BHPs aware of any changes in chronic pain patients’ 
opioid medication regimen. The recommended prevention activities will vary at 
each step depending on whether their risk for OUD is related to being a chronic pain 
patient or if their risk for opioid misuse is due to other factors. In the sections that 
follow, we discuss how watchful waiting, psychoeducation, biblio-prevention, 
e-health tools, group interventions, and individual interventions can be used for 
patients that fall into each of these groups:

Table 12.4 Example OUD prevention strategies that fall under each type of intervention

Type Example populations targeted Strategy

Universal Youth who have not initiated 
substance use
Patients with no known risks 
for OUD
Healthcare providers

Use public awareness-building campaigns to educate 
the public on the risks of opioid misuse
Implement programs that enhance protective factors 
and reduce risk factors for SUD starting in 
childhood (see SAMHSA & Office of Surgeon 
General, 2016, for list)
Use brief screening for SUD annually in adults
Use PDMP and CDC guidelines for prescribing 
opioids

Selective Patients with past or current 
SUD
Patients with a mental health 
condition
Chronic pain patients on LOT
Patients with any combination 
of risk factors discussed in 
Sect. 12.3

Use brief screening specifically for OUD
Use more comprehensive follow-up assessment and 
UDT before prescribing opioids
Use universal precautions approach
PCPs and BHPs ensure coexisting SUD and/or 
mental health conditions are managed while on LOT
Implement adherence monitoring strategy that 
matches patient’s identified level of risk for OUD

Indicated Chronic pain patients taking 
higher or more frequent doses 
of opioid medications
Patients whose UTD indicates 
illicit opioids or nonmedical 
use of prescription opioids

Use of more restrictive prescribing practices (e.g., 
weekly refills) and more frequent office visits
Use more frequent UTDs to monitor severity of 
misuse
Conduct regular screenings/assessments to ascertain 
whether patient meets diagnostic criteria for OUD
Naloxone prescription/training to prevent overdose
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Group 1:  General population patients who screen positively for illicit opioid use 
or prescription opioid misuse
Group 2:  Chronic pain patients whose screening indicates a higher risk for OUD 
and who are being considered for LOT
Group 3:  Chronic pain patients on LOT whose screening indicates ADRB and/or  
indications of OUD are occurring

12.7.1  Watchful Waiting

Watchful waiting suggests understanding that a risk for opioid misuse and OUD is 
always imminent, but intervention is not currently warranted. Watchful waiting is 
indicated when there is a low level of concern for developing OUD based on screen-
ing results and other physical and psychological evaluations. This is likely the wary 
stance taken by many medical professionals who have become aware of opioid 
overdose risks. As a prevention plan decision for patients in Group 1, watchful wait-
ing could be appropriate when opioid misuse has not been confirmed or if misuse 
appears to result from a misunderstanding of prescribed doses, as might happen 
with older adult patients who manage multiple medications.

Watchful waiting when used with patients in Groups 2 and 3 could include prac-
ticing the universal precautions approach of prescribing opioid therapy recom-
mended by Gourlay et al. (2005). Because of the nature of physical dependence and 
the risks of iatrogenic addiction when on LOT, regular screenings should be part of 
the watchful waiting approach in a stepped care model (see Table 12.4). The nature 
of opioid overdose risk suggests that watchful waiting is not a safe approach unless 
it is included alongside other screening, self-management, and opioid safety 
measures.

12.7.2  Psychoeducation

There are two types of psychoeducation that can be used in primary care settings to 
address risk for OUD—information about opioid risks, safety, and overdose preven-
tion and information about alternative pain management approaches. Both types of 
education can be offered as best practice management for all general population 
patients showing no indication of opioid misuse or OUD at screening as well as for 
Group 1, 2, and 3 patients.
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12.7.2.1  Psychoeducation for Opioid Safety

Group 1 patients: Education on safe usage, storage, and disposal of opioids is a 
universal prevention practice that can be reinforced in primary care and behavioral 
health settings. NIDA (2020a, b) has recommended that patients prescribed opioids 
receive information on medication safety that includes the following instructions:

 – Follow the directions as explained on the label or by the pharmacist.
 – Be aware of potential interactions with other substances, including alcohol.
 – Never stop or change a dosing regimen without first discussing it with the doctor.
 – Never use another person’s prescription and never give your prescription medi-

cations to others.
 – Store prescription stimulants, sedatives, and opioids safely.

Psychoeducational materials to promote opioid safety are available through fed-
eral and state agencies. The information, brochures, and signage can be incorpo-
rated into patient waiting room reading materials or used as part of direct patient 
education. In 2015, the US government launched initiatives to reduce opioid misuse 
and overdose, and opioid safety education has been promoted through public health 
outreach campaigns (NIDA, 2020b). The Food and Drug Administration’s (FDA, 
2019) “Remove the Risk” campaign includes an online toolkit with accessible psy-
choeducational materials like fact sheets that can be included in patient education: 
https://www.fda.gov/drugs/ensuring- safe- use- medicine/safe- opioid- disposal- remove-  
risk- outreach- toolkit.

Additional educational materials are available through the federally funded State 
Targeted Response to the Opioid Crisis grants that included public message cam-
paigns about opioid safety and psychoeducational materials with slogans like “Use 
Only as Directed,” “Speak Out, Opt Out, Throw Out,” and “Don’t add addiction to 
injury.” Supportive psychoeducational materials can be found at https://knowrx.org/ 
and https://useonlyasdirected.org/.

Group 2 and 3 patients: Additional psychoeducational materials that may be 
beneficial for patients in Groups 2 and 3 are overdose education for the patient and 
their family members. Overdose safety education includes understanding what an 
overdose is (i.e., repressed breathing, lack of oxygen to the brain, brain damage at 
3–5-minute oxygen loss, followed by death). Overdose education then includes 
information on risk factors and signs of an opioid overdose (unresponsive, slow 
breathing, blue lips/fingertips, pinpoint pupils), information about rescue medicines 
(naloxone), and information on how to access and use rescue medications. NIDA 
has produced a video for clinicians on how to provide overdose prevention educa-
tion: https://www.drugabuse.gov/videos/overdose- prevention- education- clinicians- 
 treating- patients- opioid- use- disorder.
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12.7.2.2  Psychoeducation for Pain Management

Group 1 patients: If a general population patient who is not on LOT has a positive 
screen, providers may want to take extra time to discuss how to generally promote 
a healthy lifestyle that reduces known physical and psychological risk factors for 
SUD. Providers using an integrated care approach will promote emotional well- 
being and stress reduction when screenings indicate higher risk. The integrated 
approach also stresses communication, referrals, and collaborative practices 
between both PCPs and BHPs, which support an individualized and wholistic plan 
for pain management.

Group 2 patients: Using an integrated health model approach with patients con-
sidering LOT for pain management should incorporate a multimodal and individu-
alized approach to best address patient pain and reduce the risks of iatrogenic causes 
of OUD. Strong meta-analytic review suggests that multidisciplinary approaches to 
pain management are evidence-based and more effective than usual care (Kamper 
et al., 2015) as well as being considered an OUD prevention best practice.

The HHS Pain Management Best Practices Inter-Agency Task Force identified 
multimodal pain management strategies in four domains (Kamper et al., 2015). The 
Task Force recommendations include restorative therapies (e.g., physiotherapy and 
exercise), interventional approaches (e.g., trigger point injections and neuromodu-
lation), behavioral approaches (e.g., psychological and cognitive therapies), and 
complementary health therapies (e.g., massage, yoga, etc.). Some of the multidisci-
plinary approaches are strategies that can be administered through self-care and 
psychoeducation, while others must be offered in clinic, or through referrals to 
behavioral health practitioners or specialists and are discussed below in the stepped 
care level for individualized care.

The Task Force-recommended pain management strategies that can be offered 
through psychoeducation include exercise, cold therapy, heat therapy, behavioral 
pain management, cognitive pain management, mindfulness, stress reduction, yoga, 
tai chi, and spirituality: https://www.hhs.gov/sites/default/files/pmtf- final- report-  
2019- 05- 23.pdf. These psychoeducational and self-management approaches, when 
incorporated with interventional and professionally supported strategies used in 
treatment settings, are more likely to address the full spectrum of biopsychosocial 
factors impacting pain and will reduce long-term risks of OUD compared to LOT 
alone for pain management.

For Group 2 patients who screen at a higher risk for iatrogenic addiction or in 
cases where the provider and patient are weighing pros and cons before going on 
LOT, there are decision-making resources and tools available to assist patients in 
deciding whether LOT is the ideal treatment option. The informational resources 
have been formatted as fact sheets, patient-provider agreements, or decision- making 
tools. These decision-making tools provide information on potential side effects, 
risk of OUD, tolerance over time, contraindicated medications and medical diagno-
ses, medication alternatives, safe storage and disposal, and how to recognize the 
signs of misuse. CDC and FDA resources for shared decision-making can be found 
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here: https://www.cdc.gov/drugoverdose/pdf/AHA- Patient- Opioid- Factsheet- a.pdf 
and https://www.fda.gov/media/114694/download.

Group 3: Psychoeducation for patients already on LOT who screen positively for 
ADRB can be taken a step further to ensure patients have the information they need 
to be aware of the risks of SUD. Both PCPs and BHPs can provide information to 
patients about opioid dependence. The US Department of Health and Human 
Services has developed a suite of information and resources to help providers, 
patients, and family members identify the risks, assess needs, and access resources 
for opioid safety. The available information at https://www.hhs.gov/opioids/ 
addresses the continuum from prevention to treatment and recovery. The primary 
goal for patients in this group is to ensure that support is provided alongside refer-
rals to better assess their level of risk.

For individuals already showing signs of OUD, a more targeted, shared decision- 
making tool for considering medication-assisted treatment options is available as 
well: https://mat- decisions- in- recovery.samhsa.gov/ and other tools are under devel-
opment (Bart et al., 2020). The American Society of Addiction Medicine has also 
created fact sheets for providers and patients that summarize medications approved 
by the FDA to treat OUD: https://www.asam.org/docs/default- source/advocacy/
mat- factsheet.pdf?sfvrsn=e0b743c2_2.

12.7.3  Biblio-prevention

Biblio-prevention can offer patients more comprehensive insights into the risks and 
benefits of opioid use than in handouts typically offered in psychoeducation. 
Readings can be used in a group setting with someone leading a book group at the 
clinic, or patients can be assigned readings as part of patient education. Some 
patients may be interested to learn more about opioids, and book readings can be 
included as part of a comprehensive treatment plan. Benefits of bibliotherapy 
include its low cost and low levels of stigma as patients complete readings on their 
own time. There is research indicating the general effectiveness of bibliotherapy 
approaches to improve outcomes in addressing psychiatric disorders in general 
(Evans et al., 1999; Kar, 2012), though no studies show specific effectiveness for 
OUD prevention.

In a review of the use of bibliotherapy for alcohol use disorders (AUD), it was 
found that the use of books and readings was more effective for reducing risks in 
problem drinkers than those who were determined to be at higher risk of AUD 
(Apodaca & Miller, 2003). Research also indicates that bibliotherapy for AUD is 
more effective when combined with brief counseling (World Health Organization, 
1996) and should be used in combination with other types of prevention strategies. 
While there is not yet an evidence base for using bibliotherapy in OUD prevention, 
these studies suggest that bibliotherapy techniques might be similarly beneficial if 
used before OUD has fully developed. As with psychoeducation, book-based inter-
ventions can focus either on managing pain to reduce the need for LOT or they can 
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directly focus on understanding and avoiding potential harms and reducing the risks 
of opioid treatment (i.e., risk of overdose).

Group 1, 2, and 3 patients: For all patients, whether or not they are currently 
being considered for LOT, bibliotherapy to prevent OUD provides benefits related 
to learning about the risks of using illicit opioids or misusing prescription opioids 
and how opioids can affect the brain and change response patterns. When patients 
are currently on or are considering LOT, bibliotherapy may be helpful in the multi-
modal treatment of pain conditions. The American Chronic Pain Association 
(ACPA) has a list of helpful reading materials, with over 100 recommended 
books:  https://www.theacpa.org/external-resources/helpful-reading/ https://www.
theacpa.org/external-resources/helpful-reading/.  The recommended bibliotherapy 
topics range from direct readings on pain management to emotional management, 
journaling, mind and body awareness, diet and exercise, relationships, sexuality, 
and self-care. The wide-ranging ACPA-recommended reading list indicates the 
importance of tailoring bibliotherapy to the circumstances and needs of individual 
patients.

For a more targeted approach to helping patients see the risks of LOT, a number 
of best-selling books in the past decade have highlighted the opioid crisis in the 
United States. Additionally, the CDC has taken a storytelling approach to preven-
tion in providing vignettes of individuals impacted by OUD in their “Rx Awareness” 
campaign (https://www.cdc.gov/rxawareness/). For patients screened at highest 
risk, targeted materials to understand the risks of OUD might be considered helpful, 
though there is not yet an evidence base to support their use.

12.7.4  E-Health Tools

Opioid risk prevention is an issue for everyone because of the high frequency of 
pain conditions and the potential risks of LOT. For these reasons, e-health is an 
excellent way to engage patients in Groups 1, 2, and 3. There are e-health interven-
tions targeted to clinical staff to ensure safe opioid practices and to improve patient 
treatment. As with all prevention strategies in the stepped care model, the focus of 
e-health tools can be on either safe opioid use or pain education and management.

12.7.4.1  E-Health for Opioid Harm Prevention

A 2020 scoping review identified multiple technologies that can be used to address 
OUD, with some of these relevant to preventing opioid misuse (Nuamah et  al., 
2020). Of 72 apps identified that dealt with opioid use specifically, 43% were 
directed toward clinicians and 32% were designed for patients and/or the public, 
with 16 offering patient education. Mobile app functions included guidance on 
treatment modalities, opioid conversions, professional support, education, peer sup-
port, withdrawal support, and patient monitoring.
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The most downloaded apps in Nuamah’s review (5000+ downloads, excluding 
dosing calculators) include:

• CDC’s Opioid Guideline Mobile App for clinicians with a free download: https://
www.cdc.gov/drugoverdose/prescribing/app.html. The CDC recognizes that 
while treating chronic pain is complex, accessing the guidelines for best practice 
opioid prescribing should not be. This app includes a Morphine Milligram 
Equivalent (MME) calculator, prescribing guideline summaries, and an interac-
tive motivational interviewing feature.

• FEND (Full Energy, No Drugs) by Preventum for patients and family members 
with a free download: https://wearefend.org/. The FEND app provides opioid 
education, how to respond to an opioid crisis, and connects community members 
to prevention initiatives.

12.7.4.2  E-Health for Pain Education and Management

Like psychoeducation and bibliotherapy, the cost of e-health is low, and the advan-
tages include easy access to resources and little to no stigma related to their use. For 
these reasons, e-health can be recommended for Group 1, 2, and 3 patients. An 
online systematic review found 939 available apps for pain management  and 
reviewed the 19 apps that met inclusion criteria (Devan et al., 2019). The authors 
identified three selected pain management apps including Curable (https://www.
curablehealth.com/), PainScale-Pain Diary and Coach (https://www.painscale.
com/), and SuperBetter (https://www.superbetter.com/), which included eight out of 
14 of the author’s best practice criteria for pain self-management.

The Veteran’s Administration has provided a tool for resilience building called 
the Acceptance and Commitment Therapy (ACT) Coach that is particularly useful 
for increasing wellness in Group 1 patients as well as patients dealing with pain. 
It includes the basics of ACT, mindfulness practices, coping strategies, and interac-
tive tools to track progress (https://www.ptsd.va.gov/appvid/mobile/actcoach_app_
public.asp). For Group 2 and 3 patients dealing with pain and/or on LOT, Macquarie 
University in Sydney, Australia, has developed a free online pain education course. 
It includes five online research-based pain management lessons with do-it-yourself 
guides to understand and practice skills (https://ecentreclinic.org/?q=PainCourse). 
E-health is a rapidly evolving industry, and as such, the available e-health tools can-
not be listed comprehensively and have not been fully evaluated for efficacy in 
OUD prevention. The tools identified above serve as examples of the available 
options that may be of benefit to patients.
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12.7.5  Group Interventions

While many therapy and support groups exist to support individuals in recovery 
after a SUD has been diagnosed (i.e., NA, AA, etc.), prevention-focused groups are 
also available to support pain treatment and prevent opioid misuse and 
OUD. Prevention-focused groups address managing pain in a way that minimizes 
the risks of OUD and opioid harms. As Group 1 patients are not likely to need treat-
ment for pain management, this level of stepped care may be considered more 
appropriate for those in Group 2 or 3.

Many of the group-format resources are offered as community classes and 
resources rather than as a billable treatment modality. The resource-focused pain 
support groups can be divided into those that provide information on coping skills, 
patient pain education, or social support (Keefe et al., 2018). There is also evidence 
to support the use of billable group therapy modalities to treat pain conditions, par-
ticularly with cognitive behavioral therapy (CBT) approaches for pain management. 
This approach is recommended in the best practice pain management guidelines and 
is a type of stepped care that can be considered opioid harm prevention 
(U.S. Department of Health and Human Services, 2019).

12.7.5.1  Pain Support Groups

The ACPA has established a network of pain support groups to provide support, 
validation, and education in basic pain management and life skills to chronic pain 
sufferers. As of 2021, there were 30 participating states with access to ACPA sup-
port groups (https://www.theacpa.org/about- us/support- groups/). The US Pain 
Foundation offers support groups in 13 states as of 2021 (https://painconnection.
org/support- groups/). There is also a 12-step organization for pain support, Chronic 
Pain Anonymous (https://chronicpainanonymous.org/), with face-to-face meetings 
available in some states. Some free online support groups are available, which may 
increase access for patients living in more geographically isolated areas.

12.7.5.2  Pain Education Groups

The Stanford-based Chronic Disease Self-Management Program has been recom-
mended by the CDC and HealthyPeople.gov as an evidence-based program to 
deliver information on self-help tools to manage chronic conditions, including pain 
(Brady et al., 2011). The Self-Management Resource Center has developed a man-
ual and a version of the workshop series specifically for chronic pain management. 
The workshops are taught by trained facilitators as a six-week series at community 
centers, hospitals, or clinics and can be found in most states (https://www.selfman-
agementresource.com/programs/find- a- workshop/).
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12.7.5.3  Group Therapy

CBT has been shown to be an effective treatment for pain management and can be 
offered in group settings (Garland & Howard, 2018; Hofmann et al., 2012; National 
Academy of the Sciences, 2011). CBT teaches cognitive flexibility to help patients 
manage pain symptoms, teaches cognitive-based coping strategies, and helps indi-
viduals learn active management strategies vs. passive reactions to pain sensations.

Resources for learning more about CBT for pain management can be found at:

• Beck Institute CBT for pain resources: https://beckinstitute.
org/%D1%81ondition/chronic- pain/

• Association for Behavioral and Cognitive Therapies-approved resources: http://
www.abct.org/SHBooks/

• National Alliance on Mental Illness list of self-help cognitive therapy resources: 
https://www.nami.org/Blogs/NAMI- Blog/November- 2016/Discovering- New- 
 Options- Self- Help- Cognitive- Behav

12.7.6  Individual Interventions

In a stepped care model, individual-level intervention modalities are the most time- 
intensive approaches available and would be appropriate when other options have 
been tried with limited success or the severity of the patient's opioid misuse requires 
a more intensive approach.

Recommended individual intervention modalities for managing the pain response 
include restorative therapies (e.g., bracing, therapeutic exercise, massage therapies), 
behavioral therapies (e.g., behavior therapy, CBT, ACT, mindfulness-based stress 
reduction [MBSR], emotional awareness therapy, biofeedback/relaxation/hypno-
therapy), and complementary therapies (e.g., acupuncture, massage therapies, yoga, 
tai chi), though there is some crossover in these classifications (Kamper et  al., 
2015). Individual interventions can be offered in the primary care setting or referred 
to another provider as indicated. One of the primary goals of these interventions is 
to lessen the need for LOT, thereby reducing the patient's exposure to opioids and 
the likelihood that they will develop an OUD. 

12.7.6.1  Compliance Enhancement

Some specific primary care-based interventions have been developed to prevent 
SUDs. While evidence conclusively supports the use of brief screenings of individu-
als for unhealthy substance use in primary care settings (Patnode et al., 2020; US 
Preventative Services Task Force, 2004), the evidence for brief interventions in pri-
mary care is less clear. A brief intervention that has shown promise for alcohol- 
related issues that may be relevant to preventing OUD is brief behavioral compliance 

L. M. Schainker et al.

https://beckinstitute.org/сondition/chronic-pain/
https://beckinstitute.org/сondition/chronic-pain/
http://www.abct.org/SHBooks/
http://www.abct.org/SHBooks/
https://www.nami.org/Blogs/NAMI-Blog/November-2016/Discovering-New-Options-Self-Help-Cognitive-Behav
https://www.nami.org/Blogs/NAMI-Blog/November-2016/Discovering-New-Options-Self-Help-Cognitive-Behav


285

enhancement treatment (Johnson et  al., 2003). It is delivered over 3  months in 
10–20-min sessions in a primary care setting and emphasizes medication use with 
realistic expectations of success. However, a 10–45-min brief intervention follow-
ing a screening for unsafe substance use implemented in a primary care setting was 
not efficacious in a randomized clinical trial (Saitz et al., 2014). More research is 
needed, but current evidence suggests that when the patient is showing indications 
of OUD, referral to a BHP for specialized assessment and counseling is a better 
option than trying to manage the issue in the primary care setting (Cheatle & Barker, 
2014; Gourlay et al., 2005; Kaye et al., 2017b).

Medical management is another type of compliance enhancement that is more 
intensive but can still be offered in primary care settings. The method focuses on 
education, adherence to opioid medication protocols, and support to reduce iatro-
genic addiction risk. The method was derived from brief interventions to address 
problematic alcohol use. Medical management sessions take 40–60 minutes and are 
delivered over a period of 4 months in nine sessions. While the method was shown 
to successfully prevent AUD (Anton et al., 2006), it is not clear that this would work 
to prevent OUD.

12.7.6.2  Mental Health Support

An important consideration in planning tailored OUD prevention plans is to address 
comorbidities of mental health and SUD when addressing chronic pain. Care should 
be taken, as there is a tendency to stigmatize patients with chronic pain as complain-
ers and malingerers because many pain conditions are not well understood (Collier, 
2018). Stigma is a challenge for patients and families and has been cited as a barrier 
to adequate care (Kamper et al., 2015). While there should be no assumption of co- 
occurring mental health conditions or SUD, chronic pain, depression, and anxiety 
are linked through changes in the opioid functioning of the amygdala, with approxi-
mately 50% of chronic pain patients reporting clinical depression (Wells, 2011). 
Additionally, there is evidence that individuals with psychiatric disorders are more 
likely to experience problematic opioid use when treated for chronic pain (Van 
Rijswijk et  al., 2019). The overlap is so common it has been recommended that 
clinicians treating chronic pain either be proficient in treating common psychiatric 
disorders or be willing to refer as needed (Wells, 2011). Considering a natural over-
lap between psychological symptoms and chronic pain-induced symptoms, it is 
important to address the behavioral health needs of patients with appropriate treat-
ment and referrals to BHPs (Kamper et al., 2015).
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12.8  Lessons Learned/Implementation Primary Care 
Settings for OUD

Primary care settings have been suggested as ideal for identifying and managing 
OUD; however, there are still barriers that keep many PCPs from wanting to address 
the general topic of SUDs in their practice. These include discomfort with discuss-
ing the topic, lacking knowledge about diagnostic procedures, and having the time, 
resources, and capacity to both identify an emerging OUD and help the patient man-
age it. This in combination with the high proportion of patients seen in the primary 
care setting who seek treatment for pain has created an issue that would be solved 
with an integrated care approach.

PCPs and BHPs should work in partnership so that the PCP monitors physical 
health by conducting medical exams, UDTs, and medical treatment as indicated, 
while the BHP conducts diagnostic interviews and determines the best course of 
prevention in the stepped care model. Ideally, after a positive OUD screen has 
occurred, a BHP would administer a more intensive diagnostic interview and deter-
mine what kind of support the patient might need related to their opioid misuse or 
OUD. The BHP is also able to partner with the PCP during LOT to use CBT or other 
counseling approaches that may help reduce the perceived pain level of the patient, 
thereby potentially reducing their need for opioid medications.

The goal of a stepped care approach is to provide the minimal amount of preven-
tive intervention necessary tailored to the needs of the patient. However, when this 
approach is applied to the prevention of OUD, providers need to be mindful that 
patients at higher risk for experiencing an OUD are not necessarily the same patients 
that will experience an overdose (Volkow et al., 2018). Therefore, while the stepped 
care approach can be effective, the potential deadly consequence of an opioid over-
dose means that more intensive intervention may be needed at any time and all 
patients, even those identified as being at lower risk for OUD, should be carefully 
monitored. Finally, it is very important for both PCPs and BHPs to ensure that they 
use non-stigmatizing approaches and language as they interact and work with 
patients who are experiencing indications of OUD. This is recommended as part of 
a “whole-person treatment” approach, and research has shown that it can improve 
patient outcomes (CDC, 2020a, b; Corrigan et al., 2005; da Silveira et al., 2018; Wu 
et al., 2011).
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Chapter 13
Prevention Strategies for Unhealthy 
Alcohol Use

Brandon Hunley, Brendan Willis, and Monica Zepeda

It is widely known that unhealthy alcohol use and alcohol use disorder continue to 
be prevalent and consequential problems for the US healthcare system. Estimates 
place the lifetime prevalence of Alcohol Use Disorders at 29%, although this rate 
can be even higher for certain at-risk groups, such as among veterans where the 
lifetime prevalence rate approaches 32% (Williams et al., 2018; Grant et al., 2015). 
The consequences of alcohol dependence and alcohol use disorders are also mani-
fold, including increased risk for serious health problems including liver cirrhosis 
and cancer, fetal alcohol syndrome, and motor vehicle accidents (Friedmann, 2013; 
WHO, 2001). Additionally, it is estimated that around 13% of total healthcare costs 
in most Western countries is spent in the treatment of alcohol-related disease and 
injuries (Rehm et al., 2009).

However, despite the widespread nature and impact of unhealthy alcohol use, it 
is important to note that effective treatment for alcohol misuse or alcohol depen-
dence is not impossible (Oryna & Karpinets, 2013). Furthermore, effective, 
evidence- based strategies exist not only for treating alcohol dependence but also for 
detection and early intervention of alcohol-related issues (Babor et  al., 2017). 
Treatment of alcohol misuse is multifaceted, and, accordingly, there are multiple 
methods and approaches. These include brief single-session interventions to longer, 
intensive treatment modalities, such as cognitive behavioral therapies and pharma-
cological options (Ray et al., 2019). For the purposes of this chapter on prevention, 
however, we will focus on certain methods that align best within a prevention 
modality, concentrating mainly on early stages of misuse or even when only risk 
factors such as early-onset drinking (i.e., by the age of 12) or using alcohol as a cop-
ing mechanism are present.
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One model that has become more accepted in the field as a means of quickly 
intervening and preventing alcohol use disorders is the Screening, Brief Intervention, 
and Referral to Treatment (SBIRT) approach (Babor et al., 2007). A great deal of 
research has been devoted for more than a decade into the SBIRT model (Babor 
et al., 2007). This approach focuses on identifying, reducing, and preventing prob-
lematic alcohol use via the identification of individuals exhibiting risky use (i.e., use 
that is currently not meeting the threshold dependence) and intervening with those 
individuals before more specialized treatment is needed (Rahm, et al., 2015). The 
options for intervention that correlate with these risk assessments are brief interven-
tion, brief treatment, and referral to more intensive treatment. Because of our focus 
on prevention, the brief intervention component of SBIRT fits our emphasis best. 
SBIRT emphasizes the importance of early detection via clinician interviews or 
other screening measures and the impact of brief interventions that can potentially 
be delivered in the primary care setting.

The SBIRT model has found acceptance as an effective model for guiding pre-
vention and treatment efforts in the realm of alcohol use disorder and related issues 
(Babor et al., 2007). However, a number of factors may influence the ability to suc-
cessfully implement the SBIRT model. A clinician must be aware of the risk factors 
such as stress levels or the use of alcohol as a coping strategy that are associated 
with increased alcohol use (Rahm et al., 2015; Madras et al., 2008). Additionally, a 
clinician should be aware of methods for assessing alcohol use such as the Alcohol 
Use Disorders Identification Test (AUDIT; WHO, 2001) in order to better inform 
treatment planning and decision-making (Johnson et al., 2013; Spear et al., 2016). 
Therefore, the goals of this chapter are to outline risk factors that can help alert a 
clinician to presentations where a patient may benefit from a brief alcohol-related 
intervention. Additionally, this chapter will describe methods of screening for 
alcohol- related issues to aid in early detection and provide more information on the 
SBIRT model itself to facilitate the creation of practical treatment programs that can 
hopefully be deployed in a preventative capacity. In integrated care settings in par-
ticular, it will be vital to incorporate the participation of behavioral health special-
ists in the creation of a prevention program.

13.1  Diagnostic Criteria

Accurate diagnosis is key when working with any behavioral health issue. Especially 
in the context of prevention, it is important to know when issues have progressed to 
the point where a diagnoseable disorder has developed, as this information can be 
key to treatment planning. The Diagnostic and Statistical Manual of Mental 
Disorders, 5th Edition states that alcohol use disorder is defined by the following 
criteria (American Psychiatric Association, 2013, p. 490–497):
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 A. A problematic pattern of alcohol use leading to clinically significant impairment 
or distress, as manifested by at least two of the following, occurring within a 
12-month period:

 1. Alcohol is often taken in larger amounts or over a longer period than was 
intended.

 2. There is a persistent desire or unsuccessful efforts to cut down or control 
alcohol use.

 3. A great deal of time is spent in activities necessary to obtain alcohol, use 
alcohol, or recover from its effects.

 4. Craving or a strong desire or urge to use alcohol.
 5. Recurrent alcohol use resulting in a failure to fulfill major role obligations 

at work, school, or home.
 6. Continued alcohol use despite having persistent or recurrent social or inter-

personal problems caused or exacerbated by the effects of alcohol.
 7. Important social, occupational, or recreational activities are given up or 

reduced because of alcohol use.
 8. Recurrent alcohol use in situations in which it is physically hazardous.
 9. Alcohol use is continued despite knowledge of having a persistent or recur-

rent physical or psychological problem that is likely to have been caused or 
exacerbated by alcohol.

 10. Tolerance, as defined by either of the following:

 (a) A need for markedly increased amounts of alcohol to achieve intoxica-
tion or desired effect.

 (b) A markedly diminished effect with continued use of the same amount 
of alcohol.

 11. Withdrawal, as manifested by either of the following:

 (a) The characteristic withdrawal syndrome for alcohol, which can be 
defined as experiencing increased hand tremors, insomnia, autonomic 
hyperactivity, nausea or vomiting, transient hallucinations or illusions, 
psychomotor agitation, anxiety, and seizures, developing within several 
hours to a few days after the reduction or cessation of alcohol use.

 (b) Alcohol (or a closely related substance, such as a benzodiazepine) is 
taken to relieve or avoid withdrawal symptoms.

For additional information regarding the diagnostic criteria for alcohol use disorder, 
we refer readers to pages 490–503  in the Diagnostic and Statistical Manual of 
Mental Disorders, 5th Edition (American Psychiatric Association, 2013).
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13.2  Common Risk Factors

When examining alcohol use disorder (see criteria above) and the role of integrated 
care in possible intervention, it is crucial to understand possible risk factors that 
may indicate which patients are prone to alcohol misuse. In this section we will 
present risk factors associated with the development of alcohol misuse as an under-
standing of these risk factors will aid in the determination of which patients may 
require intervention. The following risk factors are not all encompassing, but their 
importance is highlighted because of their recurrence in the literature and is the 
most relevant for consideration by primary care physicians. These include early 
onset of alcohol use, stressful life events or trauma, family history, and psychologi-
cal factors including impulsivity, aggression, drinking motivation, stress, depres-
sion, and bipolar disorder.

13.2.1  Early Onset of Alcohol Use

The use of alcohol at an early age, defined as starting by the age of 12, has been 
shown to lead to greater alcohol misuse later in life (Grant et al., 2001; Trenz et al., 
2012; Parker et al., 1996). Of course, not everyone who drinks alcohol early in life 
will misuse alcohol in the future; however, it is significant for healthcare providers 
to be aware and consider that those who start drinking younger have a higher likeli-
hood of alcohol use that turns into problematic use.

In a longitudinal study on age of alcohol use onset and its relationship to alcohol 
misuse, researchers analyzed data from The National Longitudinal Survey of Labor 
Market Experience in Youth (NLSY) and found that in 1989 and 1994, for each year 
that the age of alcohol use was delayed, the odds of alcohol misuse decreased by 5% 
and 9%, respectively (Grant et al., 2001). To further highlight the consistency of 
these findings, in a study focused specifically on alcohol, those who used alcohol 
(i.e., began using alcohol in greater quantities than just a sip or a taste) the first time 
before the age of 14 had a lifetime dependency rate of 47%, while those who used 
alcohol for the first time after the age of 21 had a lifetime dependency rate of only 
9% (Hingson et al., 2006).

Since early use is associated with higher rates of problematic use, early detection 
of use in adolescents and younger adults is critical for preventing future misuse. 
Morrison and Flegel (2016) recommend that providers inquire about alcohol use 
and provide the following recommendations to facilitate the assessment process 
when working with children and adolescents who might be at risk for alcohol- 
related issues:

 1. Delay asking about alcohol use until rapport has been established with the 
patient, usually partway through the interview (i.e., try not to start with asking 
about alcohol use).
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 2. When possible, ask about alcohol use when parents are not present in the 
exam room.

 3. As much as possible, focus on obtaining frequency and amount of alcohol used, 
the valued effect of use (i.e., to ease social anxiety, the feeling of being intoxi-
cated, etc.), the consequences of use, and the means of financing alcohol use.

Morrison and Flegel (2016) also recommend patience when assessing for alcohol 
use in children and adolescents. Young patients may be resistant to questions or 
refuse to answer; therefore working to build a sense of trust is paramount to facili-
tating the conversation. Additionally, where possible, reminding young patients that 
what they say can, within legal guidelines, stay confidential may also assist in facili-
tating the assessment of alcohol use.

Understanding a patient’s past alcohol use patterns, specifically the age that the 
patient started drinking alcohol, will help to determine the likelihood of future mis-
use and will inform further steps for prevention or treatment. Finding methods to 
educate youth on the dangers of misuse and establishing strategies to delay age of 
first use of alcohol may decrease the likelihood for future misuse  later in life. A 
number of online resources exist to help with this goal, such as the following:

 1. The Science of Addiction: Genetics and the Brain (Genetic Science Learning 
Center, 2013)

 (a) Available at: https://learn.genetics.utah.edu/content/addiction/

 2. Substance Resource Center (American Academy of Child and Adolescent 
Psychiatry, 2019)

 (a) Available at: https://www.aacap.org/aacap/Families_and_Youth/Resource_
Centers/Substance_Use_Resource_Center/Home.aspx

 3. ABCT Fact Sheet (Association for Behavioral and Cognitive Therapies, 2021)1

 (a) Available at: https://www.abct.org/Information/?m=mInformation&fa
=fs_alcohol

Early use may be a symptom of other psychiatric disorders and may not play a 
direct causal role in developing alcohol misuse. However, regardless of the reason 
for the association between early-onset and later alcohol misuse, early onset is still 
an important indicator for health professionals to use to assess patients. Psychological 
factors and their association with alcohol misuse  will be discussed later in the 
chapter.

1 Note the ABCT website (www.abct.org) can also be used to locate more specialized psychother-
apy providers when needed.
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13.2.2  Stressful Life Events/Trauma

Several studies have demonstrated the link between stressful life events (SLE) and 
trauma and substance use disorders which specifically include alcohol; according to 
the Substance Abuse and Mental Health Services Administration (2020), the link 
between trauma or other negative life events and substance use disorders has become 
increasingly accepted by researchers (Cole et al., 2019; Enoch, 2011; Lo & Cheng, 
2007). While researchers use various terms to discuss the effects of negative life 
events, there is considerable overlap; for the scope of this chapter, we will use SLE 
and trauma interchangeably to indicate broadly a significant traumatic negative 
event or a series of traumatic events that occurred which led to long-term negative 
psychological effects. Looking into pathways that SLE and trauma might influence 
addiction and misuse, Enoch (2011) found that early life stresses can lead to hor-
monal and structural changes in the brain and can also influence gene expression 
which can cause changes in the mesolimbic pathway which is responsible for dopa-
mine being carried from one area of the brain to another; this reward pathway has 
been connected with addiction.

In addition, acute trauma and sexual abuse specifically can be a significant risk 
factor for alcohol misuse. Research supports that experience of specific types of 
trauma, such as sexual or physical abuse and subsequent post-traumatic stress dis-
order, is linked to greater alcohol and substance use (Blumenthal et  al., 2008; 
Blumenthal et al., 2015; Harrison et al., 1997). Additionally, Lo and Cheng (2007) 
found that as the severity of physical abuse increased, the individual was more likely 
to misuse  and become addicted to alcohol and other drugs. In this study, the 
increased likelihood of alcohol and drug addiction was also shown to be mediated 
by depression. The research above highlights the possible intricate interplay between 
abuse, depression, and alcohol misuse. The literature suggests a link between trauma 
and alcohol misuse, indicating a need for physicians and behavioral health special-
ists in integrated care to be vigilant when examining patients with possible post- 
traumatic stress symptoms and indications of prior traumatic exposure or abuse.

Studies have found a comorbidity, as high as 46.6%, between PTSD and sub-
stance use disorders which explicitly includes alcohol misuse (Lisak & Miller, 
2003; Pietrzak et al., 2011). Primary care physicians who are aware of this risk fac-
tor can intervene early with referrals to behavioral health specialists (especially 
inside of integrated care setting) when their patients display symptoms or the poten-
tial for symptoms of PTSD such as a recent traumatic experience. Additionally, the 
mental health professionals can provide these patients with more healthy methods 
for coping and reduce the likelihood that they will turn to alcohol to manage their 
symptoms. As we will see later in this chapter, coping as the motivation for using 
alcohol seems to predict negative outcomes which further highlights the need for 
intervention by a mental health professional. Trauma symptoms can be assessed via 
screening tools such as the Post-Traumatic Stress Disorder Checklist for DSM-5 
(PCL-5; Weathers et al., 2013) as well as via semi-structured interview guides, such 
as the Interview Guide for Evaluating DSM-5 Psychiatric Disorders and The Mental 
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Status Examination (Zimmerman, 2013). The PCL-5 in particular has the advantage 
of being freely available (at https://www.ptsd.va.gov/professional/assessment/
adult- sr/ptsd- checklist.asp) as well as being fairly quick to administer.

13.2.3  Family History: Genetics and Environment

Another important risk factor to consider in alcohol misuse is family history. For the 
purpose of this section, family history will encompass both genetics and the envi-
ronment the family engenders. Research has demonstrated the increased risk one 
has of developing psychopathologies similar to parents, including alcohol misuse 
(Elder Jr. et al., 1986; Grant, 1998; Wilens et al., 2014). Wilens et al. (2014) found 
that parental substance use disorders, which included alcohol misuse, were associ-
ated with a higher likelihood of offspring substance use disorder, drug use, and 
alcohol use. However, determining whether this comes more from the shared envi-
ronment or shared genetics is a tricky question to answer. In attempts to disentangle 
these findings, researchers have investigated the genetic components of alcohol mis-
use. Using twin studies, researchers have found variation in the role of genes from 
40% to 70% for alcohol abuse (Agrawal & Lynskey, 2008; Enoch & Goldman, 
2001; Goldman et al., 2005; Heath et al., 2001; Lynskey et al., 2010).

It is likely from these findings that alcohol misuse has a significant genetic com-
ponent. However, genetics can impact addiction at varying levels for each substance. 
There seems to be a difference in the impact of genetic influence related to various 
types of substance use disorders. But regardless of the variability in genetic influ-
ence, there seems to be considerable overlap in how genetics influence addiction 
among these different substances (Agrawal et al., 2012). Twin studies suggest that 
the overlap in pathways to addiction for various substances may be due to dopamine 
neurotransmission pathways (Kendler et al., 2000; Tsuang et al., 2001). While these 
possible common pathways have been identified, more drug-specific pathways have 
also been investigated but are beyond the scope of this chapter.

Consistent with the study mentioned above, genes that have been investigated in 
relation to addiction have been shown to be related to metabolism (alcohol dehydro-
genase) or to neurotransmission such as dopamine or serotonin. According to 
Lopez-Leon et al. (2021), the following genes were associated to two or more sub-
stance use disorders: OPRM1, DRD2, DRD4, BDNF, and SLC6A4. SLC6A4 was 
found to be significant for general substance use disorder and the ADH1B specifi-
cally for alcohol misuse (Lopez-Leon et al., 2021). Further discussion of the mecha-
nisms and role of each gene also is beyond the scope of this chapter.

In addition to genetics, childhood environment also influences the likelihood of 
substance use disorders. Horigian et al. (2015) found that children are two to nine 
times as likely to experience difficulties with drug and alcohol later in life when 
their parents use alcohol and other drugs and that maladaptive family interactions 
are strongly associated with adolescent substance use. Moreover, consistent with 
other studies, we have seen that early alcohol use is linked to higher likelihood of 
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alcohol misuse later in life. Additionally, Kendler et al. (2008) point out that when 
substance use disorder occurs early in life, it was more strongly influenced by social 
and family environment with genetic influence taking over more in terms of later 
substance use. While research is working to disentangle which influence plays a 
more crucial role, it is clear that both the environment and genetics are involved. 
Understanding that both play independent roles and work together in the develop-
ment of alcohol misuse is the important factor for a clinician to recognize. A patient 
who has biological parents with alcohol misuse struggles may be at risk; a patient 
who has a caregiver who abuses alcohol may be at risk; and a patient who has a 
biological parent who is also their caregiver with alcohol misuse may be at the 
greatest risk for alcohol misuse in the future. Clinicians should assess family history 
in order to get a full picture of a patient’s risk of future alcohol misuse.

13.2.4  Psychological Factors

The psychological makeup of the individual should also be considered when assess-
ing the potential of future alcohol misuse. In addition to external factors such as age 
of onset and environment, researchers have also found that certain psychological 
factors have also been associated with an increased likelihood for alcohol mis-
use (Schuckit, 2006). Some of the psychological factors that have been shown to be 
associated with substance use disorder and alcohol misuse specifically as indicated 
by the National Research Council and Institute of Medicine (2009) are aggression, 
poor impulse control, depression, and bipolar disorder. Also, stress has been found 
to be associated with alcohol misuse (Schuckit, 2006; Segrin et al., 2018).

13.2.5  Impulsive/Aggressive Behaviors

Researchers have repeatedly found an association between substance use disorders, 
specifically including alcohol misuse, and impulsivity and aggressive behaviors 
(Brady et al., 1998). In three small sample size studies, researchers looked at impul-
sive violent offenders, impulsive arsonists, intermittent explosive disorder, and 
kleptomania. They found that among those offenders, lifetime substance use disor-
ders, including alcohol misuse, had misuse rates that measured 100%, 20%, 57%, 
and 50%, respectively. These results indicate a strong link between impulsive 
offenses and alcohol misuse (Linnoila et al., 1983; McElroy et al., 1991; Salomon 
et al., 1994; Virkkunen et al., 1989).

Determining if impulsivity leads to alcohol misuse or if alcohol misuse  leads 
towards increased impulsivity is also a compelling research topic. Research from 
Perry and Carroll (2008) observed that impulsivity led to drug and alcohol mis-
use and drug and alcohol misuse may also lead to higher frequencies of impulsive 
behavior. When examining impulsive behavior, the literature usually defines an 
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impulsive choice as the act of choosing a small immediate reinforcer instead of a 
larger delayed one and defines impaired inhibition as the lack of ability to stop a 
behavior (Perry & Carroll, 2008). When considering these definitions used by 
researchers, it is easy to see how there seems to be an association between impulsiv-
ity and alcohol misuse as the alcohol provides the immediate reinforcer of positive 
feelings or relief from negative feelings. Those deemed more impulsive are more 
inclined to choose immediate reinforcers over long-term and less-immediate results. 
Understanding that those who may be more impulsive or exhibit more impulsive 
and aggressive behaviors may be at greater risk for alcohol misuse can be beneficial 
for primary care clinicians to understand when it may be appropriate to intervene.

13.2.6  Drinking to Cope (DTC)

Additionally, drinking to cope (DTC) with negative emotions has been found to be 
associated with drinking-related problems (Armeli et al., 2014; Cooper et al., 1995). 
Research has found that the motivation for drinking is potentially more important 
than other factors such as amount, frequency, or context of drinking in assessing the 
potential for alcohol misuse. This is especially true when the motivation to drink is 
to cope with negative emotions (Merrill & Read, 2010). The above referenced 
research discovered direct links between coping motives and unique consequences 
associated with drinking. It also highlights the importance of considering not only 
how much a person drinks but also a person’s motivation for drinking. Based on 
these findings, practitioners should be especially attentive to patients who drink to 
cope with negative emotions as opposed to drinking motivated by a social setting.

13.2.7  Stress

Stress has been frequently established as a risk factor for alcohol misuse (Sinha, 
2001). Lazarus and Folkman (1984) defined stress as the reaction to challenging, 
harmful, or difficult events based on how one perceives, interprets, and reacts to the 
event. Because stress is experienced differently across individuals and since there 
are varying levels of stress, it is easy to see how varied the response to stress can be. 
However, based on the research by Sinha (2001), it seems clear that one of the 
responses to stress is using alcohol to cope which often times leads to the problem-
atic use. Based on other risk factors discussed in this section (genetic, environment, 
age of onset, etc.), some people may be more predisposed than others to react to 
stressful events or stress in general with alcohol misuse. Despite the variability in 
responses to stressful events, undoubtedly stress is a risk factor for alcohol misuse 
and is especially so for those who use drinking to cope with stress.

If the patient shows signs of lack of coping strategies or explicitly admits the use 
of alcohol as a tool to cope and they have significant stress in their lives, the 
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combined risk factors may strongly indicate a need to intervene and provide patient 
assistance with using healthier ways to deal with the stress (Cooper et al., 1995; 
Sinha, 2001). This is a key example of how intervention prior to severe misuse may 
be possible when a primary care physician observes the convergence of multiple 
risk factors.

13.2.8  Depression/Bipolar Disorder

Schuckit (2006) illustrated the frequent use of alcohol among individuals experi-
encing depressive symptoms. It seems that the relationship between depressive 
symptoms and alcohol misuse works in two ways. Alcohol misuse sometimes exac-
erbates preexisting disorders, such as depression, and other times the depression, or 
the negative feelings that accompany depression, leads an individual to use alcohol 
to cope which in turn leads to abuse (Cooper et  al., 1995; Hasin et  al., 2002; 
Rabinowitz et al., 1998; Schuckit, 2006; Volkow, 2004). Additionally, Vornik and 
Brown (2006) found that the rate of substance use disorders, including alcohol mis-
use specifically, among those with bipolar disorder is significantly higher than that 
of the general population. These authors note that substance use disorders in general 
affect up to as many as 61% of people diagnosed with bipolar disorder. It can be 
difficult to determine which is the case in a specific patient, but for the scope of this 
chapter, it is just important to understand the link and to understand that decreasing 
the alcohol use may decrease depressive symptoms; also, decreasing depressive 
symptoms may also decrease the desire to use alcohol to cope. Understanding the 
link between depression or bipolar disorder and alcohol misuse is the critical piece. 
In integrated care, coordination with the behavioral health specialist will allow the 
patient to work out better ways to cope with depression and bipolar disorder instead 
of turning to alcohol.

There are significant complexities when discussing disorders that are comorbid 
with alcohol misuse. A specific example is post-traumatic stress disorder and 
depression. Since both can be risk factors for alcohol misuse, and one patient may 
have both diagnoses, the question of which risk factor is the true pathway for the 
misuse becomes unclear. Understanding this in general may be important for 
researchers, but for the scope of this chapter, knowing which disorders and psycho-
logical factors are associated with alcohol misuse should be sufficient for primary 
care physicians to determine which patients may be at greater risk.

As discussed, there are various risk factors associated with alcohol misuse that 
have been brought to light in relevant literature. The risk factors presented are not 
all encompassing, but those discussed are certainly the risk factors commonly estab-
lished in relevant literature. Being aware of the risk factors for alcohol misuse can 
be the first step to prevention, and being able to see the signs of potential future 
abuse can be an important piece in stopping misuse before it even occurs. For a 
more in-depth understanding of how each risk factor may contribute to the develop-
ment of alcohol misuse, see the cited works at the end of this chapter.
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13.2.9  Ethnic and Cultural Variables

An important note about ethnic and cultural variables when discussing risk factors: 
the fact that an individual belongs to a certain group does not automatically mean 
that they require alcohol prevention services. This, of course, applies to all the fac-
tors listed here in this section, but it is of special importance to not stereotype 
patients being seen and evaluated. Instead, this data is presented with the intention 
of guiding decision-making in conjunction with the other factors here in this sec-
tion. For example, this guidance is intended to help clinicians be aware that if a 
member of a group that is at higher risk for alcohol issues also has other risk factors 
described here, then that might be an opportunity to discuss the topic with the 
patient and explore options for the prevention of alcohol misuse before problems 
start, especially if alcohol use is already present.

The American Psychiatric Association (2013) illustrated significant variances of 
alcohol use disorder across different racial and ethnic subgroups in the US popula-
tion. The 12-month prevalence rates for alcohol use among the 12–17 age range 
appear to be greatest among the Hispanic population (6.0%) and Native Americans 
and Alaskan Natives (5.7%). However, these rates shift somewhat among adults; 
here the 12-month prevalence rate for alcohol use disorder is highest among Native 
Americans and Alaskan Natives (12.1%), Whites (8.9%), Hispanics (7.9%), and 
African Americans (6.9%). Asian Americans and Pacific Islanders had the lowest 
12-month prevalence rate at 4.5%.

Other variables such as religion can play a role in alcohol use. Ellison et  al. 
(2008) found that religions with clear expectations regarding alcohol use, such as 
Protestant groups or members of the Muslim faith, bear a strong inverse relationship 
with alcohol use behaviors in individuals belonging to those faiths. However, the 
researchers also described that the individual salience of personal religious beliefs 
was more important in predicting alcohol use than general church teachings. This 
means that the personal religious commitment of an individual within a faith with 
regulations regarding alcohol use may serve as a buffer against other risk factors. 
This is due to the finding that personal commitment seems to predict which reli-
gious individuals decide to restrain or abstain from drinking (Ellison et al., 2008).

13.2.10  Anxiety

Anxiety, in particular social anxiety, has a strong association with alcohol use 
(Morris et al., 2005). Estimates have placed the lifetime prevalence rates of alcohol 
dependence among those with social anxiety disorder at 24%, meaning that nearly 
one in four individuals that suffer from social anxiety may also be experiencing 
clinically significant alcohol issues as well. However, the well-documented rela-
tionship between anxiety and alcohol use does not stop with social anxiety. In gen-
eral, research has demonstrated that 50% upwards or nearly one out of every two 
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individuals receiving treatment for problematic drinking also met the criteria for 
one or more anxiety disorders (Anker & Kushner, 2019). Therefore, anxiety disor-
ders in general should be viewed as a potential warning sign and an indicator that 
some form of intervention may be needed as well to prevent the development of 
alcohol use disorder.

There are a number of different screening tools for anxiety. The Generalized 
Anxiety Disorder Screener (GAD-7) stands out as being short, efficient, and freely 
available (Kroenke et al., 2007). The GAD-7 is a seven-item self-report measure 
capable of assessing the severity of anxious symptoms an individual is experiencing 
and has been designed to be effective for individuals of ages 12 and older (Kroenke 
et al., 2007). Additionally, the GAD-7 has been demonstrated to be able to screen 
for the presence of four different anxiety disorders: generalized anxiety disorder, 
post-traumatic stress disorder, social anxiety disorder, and panic disorder. While the 
screener cannot differentially diagnose between those disorders, it can indicate to a 
clinician the need to ask further questions in order to hone in a specific diagnosis, if 
the symptoms have progressed that far. Research so far has suggested that a cut 
score of 8 be used as a point of identifying when further questioning might be 
employed to detect the development of an anxiety disorder. However, even scores 
under 8 may indicate an increase in anxiety symptoms that could also be associated 
with an increased risk of alcohol use. Clinicians should pair the GAD-7 with inter-
view questions to be able to differentiate the exact kind of anxiety that the patient is 
experiencing. For more information on the prevention and screening of anxiety dis-
orders, please see Chap. 13 of this volume.

13.2.11  Practical Suggestions on Assessment

In terms of implications for integrated care, the preceding information on risk fac-
tors, such as stress, impulsivity, or other comorbid psychiatric disorders, suggests 
that screening for these risk factors during appointments may be useful to alert 
providers as to when intervention may be required. These questions can be inte-
grated into existing questions regarding general health behaviors, such as asking 
about current stress levels or asking how individuals are utilizing alcohol (i.e., ask-
ing what purpose the alcohol serves in their life, with emphasis on whether their 
answers indicate that they are drinking to cope).

Additionally, the above information highlights the importance of reviewing 
patient records, especially in integrated care settings (Willis & O’Donohue, 2020). 
Record reviews can allow a primary care provider to know what other clinicians 
have been observing, allowing their evaluations and assessments to inform the pri-
mary care provider. Record reviews enable a provider to integrate information from 
multiple sources that may have had the chance to observe any of the preceding risk 
factors. If, for example, the behavioral health specialist has noted several risk fac-
tors for alcohol use (such as impulsivity, increased stress, or the presence of comor-
bid bipolar disorder), then that information can inform the primary care provider to 
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be on the lookout for additional warning signs or to start the conversation with their 
patient regarding alcohol use disorder prevention strategies. Further quantitative 
screening tools for alcohol-related issues are detailed below.

13.3  Screening and Measurement

The preceding section on risk factors for alcohol use is by no means exhaustive. 
Instead, it is intended to serve as an effective primer on factors to be aware of when 
working with patients in a clinical setting. The preceding information can act as a 
guide when interviewing patients, with each of the identified risk factors serving as 
a kind of “red flag,” alerting the clinician to be more aware of possible alcohol- 
related issues so that prompt action can be taken if needed.

However, while awareness and the ability to qualitatively assess the preceding 
risk factors are important, being able to collect quantifiable information on a 
patient’s problematic alcohol behaviors and risk factors is also vital to effective 
prevention. Measurement is crucial in the prevention process as it facilitates deci-
sions regarding when and how to intervene in efforts to prevent unhealthy alcohol 
use from escalating into an actual alcohol use disorder. However, evidence has been 
shown that while brief interventions in primary care setting can be effective at 
reducing unhealthy drinking, many patients with alcohol issues are not identified 
and therefore do not receive such interventions (Nilsen et al., 2006; Vinson et al., 
2007. Therefore, an important piece of any plan to help prevent alcohol use disor-
ders should involve increasing the ability in primary care settings to effectively and 
efficiently screen for and detect warning signs of problematic alcohol use. It is 
important to note that not all of the previously elucidated risk factors have a direct 
quantitative method of assessing them, which is why a combination of clinical inter-
views and quantitative measurements is recommended whenever possible to ensure 
a complete picture of a patient’s condition is formed. Here again, the advantages of 
an integrated care setup may come into play. When possible, the physician may use 
some of the following screening tools and discover that an individual is suffering 
from an elevation in their anxiety symptoms. Coordinating with the behavioral 
health specialist can ensure a correct diagnosis if needed as well as helping to con-
nect that individual with the right level of intervention.

13.3.1  General Suggestions on Screening Tools

Before discussing specific screening instruments, it is important to note a few gen-
eral principles that can make screening more effective. Spear et  al. (2016) high-
lighted the need to remember the immense amount of social stigma that can 
accompany alcohol and other substance use issues. Therefore, they recommended 
the following points be considered when planning a screening strategy:
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 1. Rapport Building: Spear et al. (2016) noted in their study that individuals who 
trusted their clinician were much more likely to respond honestly to screening 
questions regarding alcohol use. Specifically, they highlighted the need for clini-
cians to establish rapport where the patient can feel safe in disclosing potentially 
unpleasant personal information. While personal warmth and positive regard can 
help in developing trust, confidentiality (which follows below) is also a vital 
starting point in helping patients build trust (Huibers & Cuijpers, 2014).

 2. Confidentiality: While maintaining confidentiality is an ethical imperative 
(American Psychological Association, 2017), Spear et al. (2016) noted in their 
study of the acceptability of alcohol screens that patients may require extra 
assurances that their responses to substance-related questions will be kept confi-
dential. Several participants in the study indicated that they were only willing to 
allow their primary care provider to see the results of any substance use screens. 
They specifically indicated they did not wish for any other healthcare personnel, 
including nurses and support staff, to have access to their completed screening 
measures (Spear et al., 2016). Therefore, care must be taken to assure patients 
that their responses will be kept between them and their provider to the amount 
feasible. The increasing proliferation of electronic health records system across 
the United States may make this goal of confidentiality somewhat simpler 
(Garrett, 2010). Electronic health records systems may provide methods of com-
partmentalizing data, ensuring that only designated users are able to see certain 
sections of a client’s file (Titanium Software, 2019). Additionally, careful use of 
file names and a working knowledge of how different medical records systems 
store scale data collected from patients can enable administrators to conceal 
more sensitive scales from easy and accidental access, thereby offering another 
level of security and helping patients feel they can respond more openly on the 
measures.

 3. Methods of Administration: Time is at a premium in primary care settings, where 
physicians may only have 10 minutes to attend to a patient before needing to 
move on to the next individual waiting in line (Wiesche et al., 2017). Therefore, 
any discussion on assessment and detection of the early warning signs of alcohol 
issues must also include how to deliver said assessments in an efficient manner. 
There are multiple methods of delivering assessments to patients, either via pen 
and paper measures that can be completed in a waiting room or via tablets and 
mobile computers that can administer the needed assessments electronically. 
While conducting a clinical interview with a patient will likely need to be done 
by a clinician, electronic means of administering scales show great promise as a 
means of screening for alcohol use issues. In fact, research has shown that 
patients frequently prefer self-guided assessments of more sensitive topics, such 
as alcohol use, to more formal clinical interviews (Spear et al., 2016). Several 
factors are important to consider when implementing an online assessment sys-
tem, such as whether the assessments will be text only or if they will contain 
some sort of narrative guide. Additionally, care should be taken to ensure that 
whatever hardware is eventually selected to administer the measures, the devices 
themselves are easy to use and fairly durable to survive constant handling in the 
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clinic setting. Furthermore, consultation should be sought with appropriate 
information technology experts with training in regulations outlined under the 
Health Insurance Portability and Accountability Act (HIPAA) to ensure that the 
data transmissions from any mobile screening device (such as a laptop or tablet) 
are sent in a secure and encrypted manner back to the central medical database 
(Department of Health and Human Services, 2013). Electronic administration 
also aids in accessibility, as screens can be translated in various languages and 
those translations can be easily made available upon request by the user.

 4. Consider “At Home” Options: Given the limited amount of time a patient might 
actually have to spend with their primary care doctor, it may be reasonable to 
consider methods of having the patient complete needed screens at home before 
even coming into the clinic. Increasingly, clinics that have access to electronic 
health records systems are also gaining access to patient portals where patients 
can log in remotely and complete intake paperwork and respond to question-
naires (Epic, 2021; Titanium Software, 2019). These systems allow patients to 
securely access screening tools and complete them before coming into the clinic. 
This, in turn, potentially provides an added layer of confidentiality, especially in 
circumstances when filling out a survey may require an audio component, such 
as for patients who may need an on-screen narrator for accessibility purposes. It 
is important to be aware that not all patients may have access to compatible 
devices to complete screening tools at home, but the at home option still may be 
an effective method for maximizing the amount of time a patient can spend talk-
ing with a provider. Furthermore, being able to administer assessments remotely 
and at home has benefits as clinics continue to adapt to the COVID-19 pandemic. 
The COVID-19 pandemic has caused massive shifts in how behavioral health-
care and primary healthcare in general operate (Fisk et al., 2020; Rawaf et al., 
2020). The impact of the COVID-19 pandemic is still being investigated and 
understood, but the increasing use of online, at home assessments has been one 
method adopted by our university clinic and others to adapt to the decreased 
frequency of having a patient physically present in the clinic. At home adminis-
tration can also benefit rural telehealth clinics, where having the patient come in 
to fill out measures is not feasible.

 5. The Need for Orientation: Spear et al. (2016) noted that individuals usually pre-
ferred electronic assessments via tablet or mobile computer to in person inter-
views regarding alcohol use. This effect remained constant regardless of the 
user’s skill with computers and electronic devices in general. However, to 
achieve this effect, the study conducted by Spear et al. (2016) recommended an 
orientation be added before the screening assessments begin. This orientation 
should include the preceding information regarding confidentiality, including 
specific information regarding who will and will not be able to see the patient’s 
responses. This orientation should include a brief description of the use inter-
face, contain information on how to navigate said interface, and clearly display 
where users can go to get additional help if needed. This information can be 
presented as a set of information slides at the beginning of the assessment pack-
age, or a facility staff member can present the information verbally. This 
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 orientation has been demonstrated to aid in the acceptability of online electronic 
assessment, even by individuals who may be unfamiliar with the devices in use 
at the facility (Spear et al., 2016).

13.3.2  Selecting Screening Tools

The selection of measures for screening battery must be handled with care. Attention 
must be paid to how much time it may take a patient to complete the assessment 
packet, along with whatever additional sign in paperwork is customary for a pri-
mary care visit. The importance of this time requirement is somewhat reduced when 
options exist for patients completing assessments at home. However, even in the 
home setting, it will be important to not overburden patients via the administration 
of tests that are too long or too numerous. Additionally, it will be important to con-
sider the length of time required to score and interpret the screening instruments 
under use. Therefore, in this section we will present several commonly used screen-
ing tools for alcohol use and alcohol use disorders as examples that might fit well in 
the primary care setting.

13.3.3  Alcohol Use Disorders Identification Test

A commonly accepted method for assessing alcohol use in patients is the Alcohol 
Use Disorders Identification Test (AUDIT), a ten-item measure that can be admin-
istered either as a self-report questionnaire or as an oral interview (WHO, 2001). 
The items focus on assessing the frequency and severity of alcohol use, as well as 
the impact of alcohol-related problems (i.e., accidents, injuries, feelings of guilt or 
remorse). As the AUDIT can be used either as a self-report measure or as a clinician- 
directed interview, it possesses significant flexibility. The test can be used as a self- 
report measure when time is a critical factor, such as in the primary care setting, or 
can be utilized as an interview to help patients with poor reading skills. The utiliza-
tion of the measure as an interview also provides the opportunity for seamless feed-
back to the patient and the initiation of advice while on the topic of substance use 
(WHO, 2001). The AUDIT can be accessed for free from the World Health 
Organization website, which further enhances its utility as a screening measure, as 
there is no overhead cost associated with acquiring or using the instrument. The 
AUDIT scale itself has been the subject of a variety of studies and has been demon-
strated to be effective at identifying patients who are in the “at risk” category of 
drinking, thereby making it more applicable to the realm of prevention. The original 
AUDIT interpretation guide suggested that a score of 8 for men and 7 for women 
indicated a pattern of unhealthy alcohol use (Babor et al., 2001). However, more 
recent research by Johnson et al. (2013) indicated that the cutoffs should potentially 
be lowered to a score of 5 for men and 3 for women. In particular, these lower cutoff 
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scores may help to identify individuals who are at risk for more serious alcohol use 
issues earlier, thus facilitating the use of preventative measures. The AUDIT has 
been shown to be effective for individuals aged 14 and older, though it is recom-
mended that between the ages of 14 and 18 a score of 2 should be used to indicate 
any alcohol problem and 3 be used for alcohol misuse or dependence (National 
Institute on Alcohol Abuse and Alcoholism, 2017).

13.3.4  Alcohol Use Disorders Identification Test-Concise

The AUDIT scale also has a shorter variant, the Alcohol Use Disorders Identification 
Test-Concise (AUDIT-C), which is a three-item scale that focuses exclusively on 
the amount of alcohol that is typically consumed by a patient (Bush et al., 1998). 
Subsequent research has suggested that the cutoffs of 4 for men and 3 for women be 
utilized when administering the AUDIT-C (Johnson et al., 2013). The advantage of 
the AUDIT-C is its brevity; the screen can be administered quickly and efficiently. 
However, it is important to note that with the shortening of the instrument comes a 
loss in performance. Johnson et al. (2013) found that while the AUDIT-C is still an 
effective measure of unhealthy alcohol use, the full AUDIT scale seems to perform 
better by increasing specificity and decreasing the number of false positives. Like its 
larger sibling, the AUDIT-C is also freely available online. Additionally, the 
AUDIT-C has been shown to be effective at assessing both adults and adolescents, 
from the age of 12 and up (Liskola et al., 2018).

13.3.5  The Alcohol, Smoking, and Substance Involvement 
Screening Test

The Alcohol, Smoking, and Substance Involvement Screening Test (ASSIST) is an 
eight-item questionnaire also developed by the World Health Organization. It is 
designed to detect problematic substance use generally (Humeniuk et al., 2010) and 
has been validated for the adult and adolescent population, from the ages of 18 to 
60. Additionally, multiple language versions of the measure exist, including 
Portuguese and Spanish. While not specific to alcohol use as the previous scales, the 
ASSIST is still effective at detecting substance use issues and has two subscales, 
Alcohol Involvement and All Other Substance Involvement. This scale can be use-
ful in detecting any comorbid substance use issues that might be present in addition 
to risky alcohol use. Furthermore, the scale is divided into risk zones, with a score 
of 0–10 indicating low risk of alcohol use problems, 11–26 indicating moderate 
risk, and anything above 27 indicating high risk. These divisions can be useful in 
identifying patients who might benefit from interventions early, before they arrive at 
the high-risk zone. Similar to the scales mentioned above, this scale is also freely 
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available online, which helps to remove barriers imposed by fees for use. However, 
the ASSIST does differ significantly from the previous examples in that it is intended 
to be delivered as a clinical interview lasting between 5 and 10 minutes. However, 
Spear et al. (2016) demonstrated that the measure can be converted into an audio 
computer-assisted self-interview where the screen is read to the patient via a tablet 
or laptop computer and the patient responds to the questions using the device’s 
interface.

13.4  General Principles in Prevention

Clinical interviews and the above screening tools are important in identifying who 
might benefit from intervention. However, once those individuals are identified, the 
question arises of what to do next. When creating a plan to intervene with alcohol 
issues, even those that are subclinical, there are a number of general factors to con-
sider. Prevention programs tend to have three aspects incorporated into them to 
increase effectiveness (Larimer & Cronce, 2007):

• Knowledge
• Training skills
• Motivational/feedback

First, prevention interventions tend to provide education or awareness regarding 
the issue or problem. These programs often use pamphlets, posters, presentations, 
or classes that include risk factors or statistics to inform the public of the dangers of 
drinking. These are often done in schools due to them being a simple way to convey 
information. Their primary goal in these prevention programs is to reduce or delay 
the use of alcohol, and these programs are often designed to target risk factors. 
Meredith et al. (2020) piloted a prevention program called Just Say Know, an inter-
active intervention that focused on providing information on the brain basics and the 
effects of substance use. Their findings on the neuroscience-informed prevention 
program indicated that this type of prevention may reduce or delay the use of sub-
stances in adolescents (Meredith et al., 2020). A literature review showed that to 
have an effective prevention program, interventions must be theory-driven, address 
social norms, help students resist peer pressure, and be cultural and developmen-
tally appropriate (Stigler et  al., 2011). However, knowledge-based interventions 
have only a small effect in reducing or delaying alcohol use (Larimer & Cronce, 
2002; Larimer & Cronce, 2007). Thus, incorporating skills training in the interven-
tion will increase the effectiveness of the intervention. An example of an interven-
tion program utilizing these factors is the ready4life mobile program, developed 
with the intent of helping to prevent substance use in adolescents via life skills 
training (Haug et al., 2017). The ready4life program was built using a system known 
as MobileCoach, which is an open-source platform and thus freely available to 
developers. The ready4life software featured automated reminder messages, moni-
toring questions, and other engagement activities designed to increase general life 
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skills such as stress management and social skills. Results on the software’s use 
have been promising, with the proportion of adolescents with at risk alcohol use 
declining from 20.2% in the initial sample to 15.5% at follow-up (Haug et al., 2017).

Next are the intervention programs that teach the individual the skills needed to 
prevent alcohol use. These are often delivered in a medical or therapeutic setting by 
a professional. The multi-component skills training programs often consist of envi-
ronmental prevention strategies and combine them with individual- or family-level 
change tactics. Several studies that have used multi-component skills training to 
reduce alcohol use has shown a reduction in alcohol use (Barnett et  al., 2007; 
Borsari & Carey, 2005); however, not all interventions have been as effective in 
reducing alcohol use (Komro et al., 2008).

Lastly, prevention interventions should include a motivational and feedback 
approach when dealing with alcohol use. These types of interventions use motiva-
tional interviewing (MI) which is a “goal-oriented style of communication” to help 
identify the individual’s stage of change (Miller & Rollnick, 2013). A literature 
review indicated that the use of MI is effective or as effective as other treatments 
(DiClemente et al., 2017). In addition to the motivational interventions, feedback is 
an essential component to increase the effectiveness of the intervention (McNally & 
Palfai, 2003). The combination of these three aspects in an early intervention might 
have a larger impact on reducing or delaying the use of alcohol.

13.5  Brief Prevention Strategies in Primary Care

Research has suggested that brief interventions following the Screening, Brief 
Intervention, and Referral to Treatment (SBIRT) approach may be especially help-
ful in the domain of preventing the development of more serious alcohol-related 
issues (Babor et al., 2007). Brief interventions in general consist of efficient efforts 
such as one to two conversations or meetings that will provide information or advice 
and will focus on motivating the patient to decrease their alcohol use (Babor et al., 
2007). This brief intervention can be highly structured or less so with more of a 
focus on motivational interviewing. It also can focus on changing behaviors that 
will potentially reduce alcohol use. For more information on how to implement 
SBIRT, it would be extremely useful to refer to the toolkit provided in “SBIRT: A 
Step-By-Step Guide” by the Bureau of Substance Abuse Services. This toolkit is 
especially helpful for use with individuals who are low to moderate risk, highlight-
ing how this approach fits well as a prevention strategy. Benefits of the brief inter-
vention stage of SBIRT are the time-saving and cost-effectiveness, as well as the 
lack of invasive approaches that may be necessary if the alcohol use progressed to a 
higher risk or if the patient already had a substance use disorder.

This theme of time-saving and cost-effectiveness will be evident throughout the 
section as early intervention and prevention strategies are typically less invasive 
than approaches once true intervention as opposed to prevention is necessary. This 
is clear in the SBIRT approach as even just the next stage of brief treatment involves 
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two to six sessions of cognitive behavioral or motivational enhancement therapy. 
Babor et al. (2007) also found that brief intervention with problem drinkers seems 
to be as effective as more extensive treatments and found further evidence for its 
effectiveness, especially among those with less severe problems (Moyer et al., 2002; 
Bien et  al., 1993). When this level of care is needed, it may be possible for the 
behavioral health professional in an integrated care clinic to deliver the brief 
intervention.

Additionally, Babor et al. (2007) as well as Seigers and Carey (2010) indicate 
that other healthcare personnel can deliver the brief intervention as well such as 
nurses, nurse practitioners, counseling staff, and trained research staff furthering its 
cost and time efficiency. Since brief intervention can be implemented in only one to 
two sessions and can be performed not only by the primary care physician, this brief 
intervention approach can be used any time risk factors may be present without a 
large time or financial impact and fits well into integrated care frameworks.

Other researchers recognize the benefit of intervention strategies if implemented 
but identify certain barriers that could limit its application. Screening rates for alco-
hol have been found to be as low as 2%–26%, and researchers have also discovered 
the difficulty in providing high-quality alcohol-related care because of stigma, lack, 
of training, lack of alcohol focus in the primary care setting, and not even seeing 
AUDs as something primary care facilities are equipped to handle. There is also the 
idea that alcohol treatment should be left to specific programs such as Alcoholics 
Anonymous (Bobb et al., 2017). In order to address these barriers, Sustained Patient- 
centered Alcohol-Related Care (SPARC) was designed.

Three main strategies were used in order to implement SPARC and address the 
barriers mentioned. The first involved enabling the primary care teams to offer high- 
quality care through training, implementation design strategy, addressing stigma, 
and focusing on shared decision-making. SPARC trained a “champion” provider 
from each site and trained them with a social worker, as part of the team. In the pilot 
study, other than the individual training, a consultant implemented the program on 
site focusing on workflow and program execution. In addition, every other week this 
champion would participate in learning sessions. To address stigma, patient-focused 
materials were provided in order to reshape attitudes about alcohol in a way more in 
line with treatment such as helping the providers see drinking as a health issue and 
to see unhealthy alcohol use on a spectrum. Additionally, staff learned recom-
mended alcohol limits and evidence-based approaches to treat AUD. Finally, the 
program focused on shared decision-making in order to make the patient feel more 
responsible for their decisions and create a more cooperative relationship between 
the provider and client.

The second strategy is aimed to help medical providers stay on top of assess-
ments and treatment by using an electronic health record (EHR) for support. The 
EHR would alert medical assistants when a patient hadn’t had a behavioral health 
screening in the past year and would trigger a visual prompt for medical assistant to 
remind providers to give a handout and engage in a brief intervention depending on 
the previously mentioned AUDIT-C screening score. The EHR would also provide 
decision support based on DSM-5 AUD symptom checklist to advise further action 
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such as next steps to help facilitate treatment and would provide prompts to initiate 
treatment. Additionally, EHR would prompt the doctor for missed assessment. The 
third strategy involved monitoring and providing feedback for quality improvement. 
Strategy one focused on program implementation, while strategies two and three are 
designed to keep providers accountable and make sure the process to improve care 
was evolving and not staying stagnant.

This EHR program, like SBIRT, involves the brief intervention strategy that fits 
well with our prevention focus. The results of the program’s pilot study that include 
brief intervention as well as more in-depth treatment options saw improvements in 
multiple domains. In the sites involved in the study, alcohol screening increased 
from 8.9% before implementation to 62% after implementation. There was also an 
increase in new AUD diagnoses and a 54% increase in treatment within 14 days of 
new diagnoses. Specifically, for the purpose of prevention, the percentage of posi-
tive screens for unhealthy use increased from 2.2% to 17% affording opportunities 
to prevent furthered disordered drinking in these patients.

The SPARC program seems to be a promising avenue for increasing the effi-
ciency of screening for unhealthy alcohol use. In addition, it provides training that 
may help providers to better support their patients. Finally, the use of the electronic 
health record appears to be a promising tool to help busy providers stay on top of 
alcohol screening and direct patients to treatment.

In terms of population, college students are an extremely important population to 
address in terms of prevention of unhealthy alcohol use. Approximately 30% of col-
lege students meet the diagnostic criteria for alcohol misuse (Seigers & Carey, 
2010). Due to this high prevalence among the college population, focusing on col-
lege students and college campuses and even high schoolers for prevention strate-
gies is crucial. In order to get a better understanding of prevention on college 
campuses, Seigers and Carey (2010) reviewed 12 studies that used brief interven-
tion in a college- or university-based student health center or university emergency 
department. The reviewed studies also provided pre- and post-data to evaluate 
change. There were four uncontrolled studies, and all four documented alcohol con-
sumption reduction post-intervention. Out of the eight controlled studies, six found 
larger alcohol consumption reduction than control conditions. One that did not find 
a reduction focused on behaviors other than just alcohol consumption possibly 
diluting the alcohol focus, and the other design that didn’t find a reduction didn’t 
control only for alcohol use specifically. These findings showed a reduction in risky 
behavior. In terms of best practices, Seigers and Carey (2010) stressed the impor-
tance of screening and detection of alcohol-related risk factors when deciding who 
will receive alcohol-related interventions. Additionally, they indicated that college 
health centers represent a prime venue to engage with those at risk of developing 
alcohol problems. Of the studies that they reviewed, they found that between 63% 
and 80% of students who were screened for risky drinking (see the section on 
assessment for specific screening tools) were willing to participate in interventions 
to help reduce their risk of developing alcohol-related problems. Furthermore, 
Seigers and Carey (2010) found that brief interventions, usually no more than 
75  minutes, were effective at helping to intervene with at-risk individuals and 
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overall utilized relatively few materials, demonstrating that brief contact can effec-
tively reduce drinking.

The intervention strategies consisted of short single conversations or brief coun-
seling sessions of varying length. Most studies reviewed also used motivation inter-
viewing coupled with feedback personalized to the interview. Two studies helped 
bring awareness to drinking patterns by focusing on timelines and calendars, and six 
of the studies used Web-based components to help with screening assessment and 
with the intervention (Ballesteros et al., 2004; Dimeff & McNeely, 2000; Ingersoll 
et al., 2005; Kypri et al., 2004; Kypri et al., 2008; Kypri & McAnally, 2005; Martens 
et al., 2007; Werch et al., 2007). Kypri et al. (2008) also found that after a Web- 
based intervention with a 9.3-minute median completion time, students reported 
less alcohol consumption and fewer academic problems than controls, and these 
findings held a year after completion.

Additionally, some workplace prevention programs may offer insights on how to 
better prevent alcohol use disorders in primary care settings. Ames and Bennet 
(2011) reviewed various workplace programs and found that prevention approaches 
in the domains of health promotion, social health promotion, and Web-based inter-
ventions are effective for primary care prevention efforts. Ames and Bennet (2011) 
provide a number of suggestions when planning an alcohol prevention program. 
Specifically, they highlighted an approach they designated Team Awareness, which 
embedded alcohol-related information in the context of team building, stress man-
agement, and policy learning. While useable in the workplace, their findings none-
theless suggest that alcohol-related messages embedded within other health-related 
information (such as information on stress management and problem-solving skills) 
can be impactful in reducing the risk of developing alcohol-related issues.

A critical step recommended by Bennett et  al. (2004) is the replacement of 
alcohol- related behaviors with behaviors that are less risky. Specifically, they rec-
ommend examining why individuals utilize alcohol. As discussed previously in this 
chapter, those who utilize alcohol as a means of reducing stress or coping are poten-
tially at risk for developing unhealthy alcohol use. In the same vein, some individu-
als use alcohol not only for emotional regulation but also for building social support 
with friends or co-workers. This appears especially prevalent in individuals who 
have physically risky or safety-related jobs (Bennett et al., 2004). Therefore, provid-
ers should work with such patients to find alternative behaviors where they can still 
gain needed social support. Behavior replacement is especially important to ensure 
that individuals do not fall back into old, risky alcohol-related behaviors due to not 
having their needs sufficiently met. This behavioral replacement strategy was part 
of a larger intervention program dubbed Team Awareness and focuses on two 4-hour 
sessions spread out over 2 weeks (Bennett et al., 2004). These sessions focused on 
stress management skills, emotional coping skills, and psychoeducation on alcohol 
tolerance and other risk factors. Additionally, the sessions encouraged individuals to 
help and support fellow co-workers, thus working to remove the shame and stigma 
associated with risky alcohol use. While intended for use in an employee assistance 
program, the Team Awareness model nonetheless contains pieces that could be 
adapted to the integrated care setting, such as the focus on behavioral replacement. 
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Adding to this, Cook et al. (2003) found that a stress-management program/nutri-
tion program found similar reductions in alcohol consumption compared to a pro-
gram that also added substance use prevention specifically into the training. These 
findings show that there are substance use prevention benefits in programs that 
focus on healthy behavior overall regardless of inclusion of substance use discus-
sion allowing primary care facilities to potentially accomplish multiple tasks at 
once, i.e., general health and substance use reduction. Therefore, prevention pro-
grams should also examine the possibility of including general health promotion 
(i.e., exercise, sleep hygiene, stress management, proper nutrition) to help reduce 
risk factors that can contribute to risky alcohol use (Ames & Bennet, 2011).

Doumas and Hannah (2008) found that those who completed a personalized 
feedback program on drinking reported significantly lower levels of drinking than a 
control group. This Web-based prevention provided feedback on drinking and also 
included a 15-minute motivational interviewing session. This program has been 
delivered in the workplace but is free to the public at www.CheckYourDrinking.net 
and may be a simple and easy way for primary care offices to prevent problem 
drinking early on with minimal time commitments on both the primary care physi-
cian and the patient.

Overall, brief intervention seems to be an efficient and well-researched form of 
prevention that can be easily added into an integrated care setting. Additionally, the 
potential for combining health promotion, social health promotion, and simple 
Web-based prevention adapted from the workplace prevention efforts into primary 
care educational prevention is promising. The results from these types of prevention 
strategies in the workplace appear to be effective. Combining a simple educational 
packet, video, or presentation that includes all of these elements that can be easily 
distributed to patients in the primary care setting may be simple, time-efficient, and 
possibly beneficial. Of course, research should be done on a specific program cover-
ing these elements adapted to the primary care setting, but the potential seems 
favorable.

13.6  A Guide to Implementation

Stepped care is a staged hierarchical intervention system designed to be the least 
restrictive possible to the patient while still making significant health gains (Bower 
& Gilbody, 2005). According to a stepped care guidance program from the Australian 
Government Department of Public Health (2019), generally, the five levels of care 
are as follows: self-management, low-intensity services, moderate-intensity ser-
vices, high-intensity services, and acute and specialist services. For the scope of this 
chapter, the prevention strategies will take place in steps one and two. The third step 
is a referral to treatment step that, in terms of prevention, is only important to under-
stand that it should be used when prevention has failed or treatment is needed. Steps 
ranging from three to five would be more applicable in a treatment as opposed to a 
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prevention model. What follows is an example model of how the preceding infor-
mation can be adapted into the stepped care model for prevention in primary care.

13.6.1  Assessment and Screening

It is important to screen patients regularly in order to be proactive enough to stay in 
the prevention realm and not falling into the domain of the requirement for treat-
ment. During an appointment (or preferably before), a patient completes screening 
measures such as the aforementioned AUDIT or AUDIT-C. Combining the scores 
on these measures along with data gathered when interviewing a patient, the clini-
cian can then decide if further intervention is warranted. If a patient has an elevated 
AUDIT-C measure score or has indicated that they experience a number of the pre-
viously listed risk factors (such as increased stress at work), then the provider can 
discuss intervention options with the patient and collaboratively decide on a course 
of action.

13.6.2  Stepped Care Level 1: Self-Guided Intervention

Once the level of need has been established, then stepped care can be implemented. 
Step one of a stepped care model would be the lowest level of care and would 
include a referral from a PCP for the patient to complete a preventative course of 
treatment on their own, offering the Web-based interventions, as they would permit 
the patient to complete the program at their own pace (Kypri et al., 2008). Examples 
of Web-based interventions for alcohol prevention are as follows:

 1. General Purpose: https://www.smartrecovery.org/ (SMART Recovery, 2021)
 2. For Youth: https://y4y.ed.gov/tools/drug- and- alcohol- prevention- resources/ 

(Department of Education, 2021)
 3. Alcohol Screening: www.CheckYourDrinking.net (Evolution Health 

Systems, 2021)
 4. Both Youth and Adults: https://drugfree.org/ (Partnership to End 

Addiction, 2021)

This level of care will be especially useful if a patient presents one or two risk fac-
tors but doesn’t present as needing care after being assessed by one of the alcohol 
screening tools previously discussed. For example, if a patient doesn’t necessarily 
score in a level that would normally cause concern on an alcohol screening test but 
does shows signs of impulsivity that concerns the PCP, step one can be easily 
administered. This is especially warranted if multiple risk factors present together. 
Step one can also be useful if the patient screens as low risk on an alcohol use 
screening test. If a PCP notices a patient presents risk factors or scores low risk on 
a screen, they can immediately refer the patient to one of the Web-based 
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preventions. The benefit of this is that if a PCP is at all concerned about any of the 
risk factors mentioned above, or if a patient scores extremely low risk on a screen, 
there doesn’t have to be any hesitation to implement step one as is takes so little 
time and effort to refer a patient to Web-based intervention. Since this approach is 
not at all invasive nor does it require much effort or cost, it can lower the threshold 
of implementation of step one to the point where true early prevention can take 
place. This may prevent unhealthy alcohol use habits maybe even before alcohol use 
is present. Additionally, another way to utilize the appearance of risk factors can be 
to use them as an indication for the need to administer an alcohol screening test in 
addition to their annual screen if any time has passed since their last screening. For 
example, if a patient presents extreme stress or a PCP is aware of a family history of 
alcohol, in addition to administering step one, the PCP can then administer an alco-
hol screen in order to become more aware of the patient’s risk for unhealthy 
alcohol use.

In addition to online interventions, bibliotherapy (i.e., therapy grounded in 
evidence- based, self-guided books) has emerged as another effective means of pre-
venting alcohol issues from worsening, especially among those who are not experi-
encing clinically significant alcohol use disorder (Connors et al., 2017). Especially 
in rural areas, where constant phone or Internet contact may not always be feasible, 
bibliotherapy provides an excellent option to help patients learn more about alcohol 
use issues and learn strategies for preventing alcohol use from transforming into 
alcohol use disorder. A few examples of books that can be utilized for this process 
are as follows:

 1. Rational Drinking: How to Live Happily With or Without Alcohol (Edelstein & 
Ross, 2013)

 (a) Available online and in print from www.amazon.com

 2. So You Want to Cut Down Your Drinking?: A Self-help Guide to Sensible 
Drinking (Robertson & Heather, 1998)

 (a) Currently available only in print, ISBN-13: 978–1,902,030,036
 (b) Utilized in Connors et al. (2017) study of the effectiveness of bibliotherapy 

in prevention of alcohol problems in rural areas

13.6.3  Stepped Care Level 2: Brief Intervention

If a patient screens as moderate risk for alcohol use disorder or does not respond to 
the self-guided options in step one, step two on the model can be used. This would 
include meetings conducted by a PCP, nurse practitioner, nurse, or another trained 
staff member. The meetings would include training in skills such as stress manage-
ment and coping skills that can replace alcohol use in situations when one wants to 
drink to cope. Additionally, these meetings would include the brief interview that 
was discussed above. More detailed information on how to implement the brief 
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interview can be found in in “SBIRT: A Step-By-Step Guide” by the Bureau of 
Substance Abuse Services. Throughout all of the interventions, including a shared 
decision-making approach as used in the SPARC program is recommended to 
increase implementation effectiveness. Additionally, educational programs may be 
beneficial to implement into a practice. Cook et al. (2003) outlined a program that 
involved three 45-minute sessions that included information on stress management, 
nutrition, and substance use prevention, and results showed reductions in alcohol 
consumption, and results were maintained 8 months later. This prevention strategy 
would require adoption of a specific program, but medical practices could poten-
tially save time if they were able to group at-risk patients together in a classroom 
setting for implementation. For more information, the program is discussed in fur-
ther detail in the cited article by Cook et al. (2003).

Finally, step three would be if the patient screens as high risk or if actions taken 
in step two were unsuccessful and the patient didn’t show signs of improvement or 
risk worsened. This step is implemented if prevention efforts fail or if treatment is 
now needed as opposed to prevention. This step is significant for this chapter, how-
ever, to understand that step three is the option after steps one and two are unsuc-
cessful or if the patient screens as high risk. It is also worth mentioning that if a 
primary care facility wanted to take an all-in approach to prevention and treatment, 
adopting and fully implementing one of the programs listed such as SPARC or 
SBIRT would be particularly beneficial.

13.6.4  Stepped Care Level 3: Referral

There is always the possibility that the prevention technique described above will 
not be successful in preventing a patient’s symptoms from progressing into alcohol 
use disorder. When scores on the screening tools (such as the AUDIT) combine with 
clinical interview data to suggest that a patient is meeting criteria for alcohol use 
disorder, it may be time to consider a referral to more specialized treatment, longer- 
term therapy. If that is the case, the database at www.abct.org can be useful in locat-
ing a skilled provider with the needed skillsets (ABCT, 2021).

13.7  Conclusion

Screening and brief interventions for alcohol use have become important parts of 
the toolkit in preventing alcohol use disorder and addressing other alcohol use 
issues (Spear et al., 2016). The SBIRT model highlighted in this chapter provides 
guidance for prevention programs that can be implemented in integrated care. 
Screening and brief interventions as well have been augmented by up-to-date 
screening tools, many of which can be administered in an easier-to-use online for-
mat. This gives providers a powerful set of measures that can efficiently be used to 
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identify those who might benefit from brief interventions and thus prevent more 
serious alcohol-related problems.

However, more remains to be done. In many healthcare settings, patients with 
alcohol use issues are not identified quickly and thus do not gain access to preventa-
tive help (Vinson et al., 2007). Therefore, a key factor in the prevention of alcohol 
use disorder is to increase the accessibility of information regarding screening and 
brief intervention methods. It is hoped that this chapter will serve in this role and 
will aid in the building of prevention programs in integrated care clinics.
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Chapter 14
Medication Adherence in Primary Care

Andrew M. Peterson

14.1  Introduction

Medication adherence is “the extent to which patients take medications as pre-
scribed by their health care providers” (Osterberg & Blaschke, 2005). There contin-
ues to be a high concern over patients’ ability to comply with a prescribed medication 
regimen. It is well documented that 20–30% of prescriptions are never filled and of 
those that are filled, only about 50% of medications used for chronic conditions are 
taken as prescribed (Peterson et al., 2003; Osterberg & Blaschke, 2005; Viswanathan 
et al., 2012). Further, this lack of adherence spans age, gender, and ethnic demo-
graphics and constitutes a health problem in and of itself. Therefore, it is imperative 
that practitioners working with patients understand and support the factors which 
contribute to good medication adherence and strive to overcome barriers which pre-
vent it (Choudhry et al., 2008; Osterberg & Blaschke, 2005).

14.2  Definition/Diagnostic Criteria

There are two terms used to describe the phenomenon of people not taking their 
medication as prescribed: medication compliance and medication adherence. 
Various organizations and professions have put forth different yet similar definitions 
of these terms. The International Society of Pharmacoeconomics and Outcomes 
Research (ISPOR) defines medication compliance as “the extent to which a patient 
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acts in accordance with the prescribed interval and dose of and dosing regime” 
(Cramer et al., 2008, p. 46). The World Health Organization (WHO) defines adher-
ence as “the extent to which a person’s behavior – taking medications, following 
diets, or executing lifestyle changes, corresponds with agreed recommendations 
from a health care provider” (Sabaté, 2003, p. 17). While the two terms – medica-
tion adherence and medication compliance – are similar and often used interchange-
ably, currently the use of adherence is more commonly employed because it implies 
a mutual agreement between the healthcare practitioner and the patient versus the 
superior/subordinate relationship implied by the term compliance.

Several factors contribute to the phenomenon of medication nonadherence 
including patient-related, treatment-related, and relationship-related factors. The 
patient-related factors include medication and disease knowledge, the patient’s 
socioeconomic status, demographics, and their living situation. Those factors 
related to treatment include the medication effects, dosage form/route of adminis-
tration, and dosage frequency. Lastly, the relationship factors include the patient- 
provider relations, the provider’s communication style, and the information 
exchanged between the patient and the provider (Table 14.1).

Like the multitude of factors affecting adherence, there are several types of medi-
cation adherence. Vrijens and colleagues describe three major phases of medication 
adherence  – initiation, implementation, and discontinuation (Fig.  14.1). These 
phases of adherence begin when the patient takes the first dose of medication and 
ends when the patient stops taking the medication. Prior to initiation is another 
phase of adherence – initial medication adherence or primary adherence. This is 
related to a patient’s willingness and ability to obtain the medication in the first place.

Medication adherence can be seen as a fault in one of the three processes: initia-
tion, implementation, and discontinuation (Vrijens et al., 2012). Individuals can be 
nonadherent in the (1) failure to present an initial prescription for filling or taking it 
once retrieved (initial nonadherence), (2) failure to take first dose of medication 
(initiation), (3) failure to follow medication instructions (implementation), and (4) 
failure to refill medications used for chronic conditions (discontinuation). Patients 
who do not initially fill their medication do so because of various factors, including 

Table 14.1 General factors affecting medication adherence

Category Factors

Patient-related Knowledge of the medication
Knowledge of the disease state
Socioeconomic status
Patient abilities/patient support system
Patient demographics

Treatment-related Disease characteristics
Medication effects
Medication dosing frequency/medication route administration/dosage 
form

Relationship-related Provider-patient communication
Educational support
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due to their perception of the efficacy, safety, and cost of the medication and possi-
bly their inability to access a pharmacy (Lehman et al., 2014; Pednekar & Peterson, 
2018). For all the types of nonadherence, multiple theories exist to explain the cause 
and the complexity of this phenomenon.

14.2.1  Initial Medication Adherence

The first step in medication adherence is obtaining the medication in the first place. 
Initial adherence must occur before the three other phases of adherence occur 
(Hutchings et al., 2015). This includes taking the prescription to the pharmacy and 
retrieving the filled prescription. When patients fail to obtain a medication in an 
acceptable period of time, it is deemed initial nonadherence or primary medication 
nonadherence (PMN) (Adams & Stolpe, 2016).

Patients who fail to present the prescription for the initial fill do so either inten-
tionally or unintentionally. The intentional failure to present may be due to health 
beliefs regarding the medication, fear of the side effects, or even perception of cost 
or lack of insurance.

Unintentional failure is usually forgetfulness or, at times, loss of the paper pre-
scription. In either case, current technology known as electronic prescribing mini-
mizes the failure to present as the prescription is sent directly to the patient’s 
pharmacy electronically from the prescriber’s office (Gleason et  al., 2009). This 
leads to the second component of initial medication adherence  – abandonment. 
Abandonment is when a prescription is filled by a pharmacist, but the patient does 
not pick it up, and it must be returned to stock. The primary reason for patients 
abandoning their prescription at the pharmacy is because it cost more than they 
expected and they are either unwilling or unable to pay for it. (Shrank et al., 2010)

• Occurs when patient 
takes first dose of 
medication

Initiation

• The extent to which 
the patient's actual 
behavior 
corresponds with 
prescribed regimen

Implementation
• Occurs when patient 

stops taking 
medication 
altogether

Discontinuation

Fig. 14.1 Phases of medication adherence
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14.2.2  Initiation

According to Vrijens, “(i)nitiation occurs when the patient takes the first dose of a 
prescribed medication” (Vrijens et al., 2012). There are a multitude of patient, pro-
vider, and system variables which influence the initiation of treatment.

Patients’ perceptions of the efficacy, safety, and value of the drug are primary 
drivers of patient treatment initiation. Evidence has shown that patients who have a 
good understanding of the reason for the medication in their treatment and believe 
that the medication will work have a higher likelihood of initiating the medication 
therapy (Fischer et al., 2014).

The providers – those involved in the prescribing, dispensing, and administration 
of medications to patients – play a key role in aiding the patient’s ability and will-
ingness to take a medication. These providers can offer education and counseling on 
the need for the medication and how it will impact their care. Further, these provid-
ers can offer insight into what side effects to expect and how to manage them and 
answer questions regarding drug-drug interactions or just address patients’ concerns 
in general. This type of communication aids in improving a patient’s belief about 
the value of their medication in treating their disease as well as providing the level 
of support that making a decision to start the medication is the right one. So, good 
communication between the provider and the patient at the time of prescribing, 
along with patient counseling by the pharmacist, improves the likelihood that 
patients will take the medication the first time (Fischer et al., 2014).

System factors that influence the initiation, and ultimately the implementation of 
medication treatment, range anywhere from insurance coverage and medication 
cost to ease of use of the product. Patients with poor or no insurance coverage are 
likely not to even obtain the medication to begin with, or if there are significant 
hurdles to overcome (prior-authorization approvals, step therapy), the patient may 
feel discouraged and wonder about the value of the medication (Gleason et al., 2009).

14.2.3  Implementation

As noted earlier, with a typical PMN rate of 20–30%, that leaves 70–80% of medi-
cations in the possession of patients to be taken as prescribed. When patients have 
filled a prescription but do not take a medication as scheduled, Vrijens considers this 
a failure of implementation. This implementation failure could be due to forgetful-
ness, intentional dose-skipping, or delays in refilling prescriptions. The clinical con-
sequences of implementation failure are a function of the both the disease and the 
drug. For example, patients taking highly active antiretroviral therapy (HAART) for 
HIV disease had 63% virologic failure when 80–90% compliant and only 21% fail-
ure when >95% compliant (Paterson et al., 2000). In contrast, some drugs such as 
aspirin are more forgiving. Due to its irreversible binding to platelet when used to 
prevent clotting, lack of compliance with aspirin is less troublesome because the 
drug activity in the body outlasts the dosing interval (Albassam & Hughes, 2021).
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Patients in the implementation phase who continue to take their medication, 
whether as prescribed or not, are considered to be “persistent.” The ISPOR defines 
persistence as “the accumulation of time from initiation to discontinuation of ther-
apy. Measured by time metric” (Cramer et al., 2008).

14.2.4  Discontinuation

When patients stop taking their medication altogether, that is, they are no longer 
persistent, Vrijens considers them entering the discontinuation phase. Adverse 
effects were the most commonly cited reason for discontinuation, and others include 
lack of efficacy, lack of symptoms, and high cost (Gajria et al., 2014; Roborel de 
Climens et al., 2020).

14.3  Prevalence

Medication nonadherence knows no boundaries. Patients of any age, socioeconomic 
status, gender, or ethnicity are likely to be nonadherent to medications. As noted 
earlier, about 20–30% of prescriptions are never obtained by the patient, and in 
patients taking medications for chronic conditions, only about 50% adhere to long- 
term therapy. This lack of adherence results in about 33% to nearly 70% of all 
medication-related hospital admissions.

14.4  Risk Factors

A myriad of risk factors exist which can help identify patients who are at risk for not 
adhering to a medication regimen. This ranges from socioeconomic factors specific 
to a patient, the provider/patient relationship, or disease states and specific therapies 
which can affect a person’s willingness and ability to adhere to a medication 
regimen.

14.4.1  Patient-Related Factors

14.4.1.1  Knowledge of the Medication and Disease State

Self-efficacy, defined as “a patient’s belief in his/her ability to succeed in adhering 
to prescription medications” (Lee et al., 2013, p. 35), has a positive impact on medi-
cation adherence. Lee et al., (2013) used a 13-question, 3-point scale (Self-Efficacy 
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for Appropriate Medication Use Scale – SEAMS) to measure self- efficacy as part of 
a broader model for predicting medication adherence. Their results showed that 
with each unit increase in self-efficacy score, medication adherence increased by 
27% in elderly patients (Lee et al., 2013).

Rhee studied adolescents (12–20 years old) with asthma, examining medication 
adherence and three measures of cognitive awareness: self-efficacy, barrier percep-
tion, and outcome perception. Their results show that self-efficacy predicted better 
asthma medication adherence, in contrast to barrier perceptions which predicted 
poorer adherence and poorer asthma control. They also found that outcome expecta-
tions did not have a relationship to medication adherence or asthma outcome, but 
self-efficacy independently predicted fewer missed doses (Rhee et al., 2018). It is 
then reasoned that lack of knowledge about the disease and the reasons medication 
is needed are important factors but that the concept of self-efficacy is a mediator to 
medication adherence.

14.4.1.2  Socioeconomic Status

Patients with a good social and family support network willing and able to assist in 
their healthcare regimens tend to be more adherent (Barcenas et al., 2012). Patients 
living in an unstable living environment or with limited access to healthcare tend to 
have worse medication adherence. Further, these situations may be worsened if 
there is a lack of health insurance or complicated work schedules which prevent 
people from accessing medications or making time to take medications. Lastly, and 
not to be overlooked, is the rising cost of medications. Cost of treatment is a major 
factor. Co-payments decrease medication adherence in an inverse fashion  – the 
higher the co-payment, the lower the adherence (Gast & Mathes, 2019; Gellad, 2007).

14.4.1.3  Patient Demographics

Some research shows that medication adherence decreases with increasing age 
(Raji et al., 2004) and others do not demonstrate the relationship (Krueger et al., 
2015). Age-related nonadherence may be more directly related to factors associated 
with aging: impaired physical and cognitive functions or the patient’s understanding 
of the effects of nonadherence (Barat et al., 2001). Further, males are less likely to 
be adherent as compared to females among elderly patients (Jin et  al., 2016). 
Individuals belonging to different races and ethnicities can have different beliefs 
and attitudes toward health and medications. Studies have shown that Black and 
Hispanic seniors are less likely to be adherent as compared to White seniors, though 
this may also be a socioeconomic issue (Gellad et al., 2007).
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14.4.1.4  Patient Abilities and Support Systems

While intuitive to most individuals, physical impairment by patients is one of the 
most overlooked reasons for medication nonadherence. Patients with conditions 
such as arthritis (Pasma et al., 2013) or fibromyalgia may have difficulty opening 
medication bottles or manipulating inhalers or syringes. Similarly, visually or cog-
nitively impaired individuals may be unable to read or follow directions on a bottle 
or even a medication pamphlet. Lack of knowledge about a disease state and the 
reasoning for a medication also impair a person’s willingness to adhere to a treat-
ment regimen.

Physical impairments and cognitive limitations may increase the risk for nonad-
herence in patients. These impairments may be true limitations or barriers to a 
patient’s adherence, and recognition of them, coupled with specific strategies for 
overcoming them, can improve adherence. For example, elderly patients with com-
promised physical dexterity such as decreased muscle strength or deformities asso-
ciated with conditions such as rheumatoid arthritis can affect their ability to open 
medication bottles or use an inhaler. Fialová and Onder (2009) found that restric-
tions in mobility, fine motor skills, and upper body functioning were significant 
factors associated with difficulty in patients taking medications.

Further, individuals who are blind or visually impaired (due to glaucoma, loss of 
vision, or poor vision) may have compromised ability to read prescription labels or 
instructions, determine the color and markings characterizing medications, or see 
scales on medical devices. Such individuals may rely on their memory or caregiver 
to take medications or may not take medications at all. Patients with visual impair-
ment were less likely to have good adherence compared to those with no impair-
ment (18.42% vs 53.26%) (Shruthi et al., 2016). Similarly, patients experiencing 
difficulty in swallowing or dysphagia may discourage patients to take medications, 
and hence it may negatively impact medication adherence (Kelly et al., 2010).

14.4.2  Treatment Related

14.4.2.1  Disease State

Grenard et al. (2011) conducted a meta-analysis demonstrating that the odds of a 
patient with depression being nonadherent is 1.76 greater than a person without 
depression. This effect was seen across patients with various chronic diseases 
including diabetes and cardiovascular diseases and did not vary significantly across 
these disease states. This clearly demonstrates that practitioners need to be aware of 
the increased risk of nonadherence in patients who develop depression while taking 
other chronic medications (Grenard et al., 2011).
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A meta-analysis found that for less serious diseases (e.g., hypertension, arthritis), 
patients with higher severity of disease are more likely to be adherent than the 
patients in better health. In contrast, in patients with cancer and HIV, adherence was 
lower in patients with a higher disease severity versus those in better health 
(DiMatteo et al., 2007). Similarly, Elsous et al. (2017) showed that patients suffer-
ing from the disease for longer time are more likely to be adherent than those 
patients with shorter duration of disease. The authors postulated that newly diag-
nosed patients do not understand their disease well enough and that as they learn 
more about it, their attitude toward the disease and treatment evolves and the inter-
action between their provider improves (Elsous et al., 2017).

It is often thought that patients with symptomatic diseases (e.g., hypothyroidism, 
pain) would be more adherent to their medication regimen than patients with asymp-
tomatic diseases. The concept is that the absence of symptoms does not reinforce 
the notion that the patient has a disease; thus, there is no perceived need to take a 
medication. Conversely, in those diseases in which symptoms are controlled when 
taking a medication, adherence is more likely due to the association of symptom 
resolution when adherent. There are mitigating factors to this, however. Carney 
et al. (1998) conducted a study demonstrating that patients with symptomatic angina 
were less adherent to twice-daily aspirin than their asymptomatic counterparts. 
Intuitively, one could see that the patient might consider the aspirin ineffective, thus 
choosing not to take it.

14.4.2.2  Medication Effects

In a semi-structured interview study of community pharmacy patients, Rathbone 
et al. (2021) showed patients perceived that if a medication did not have a physical 
effect (i.e., a side effect or a therapeutic effect), the medication was considered 
“weak,” and the patient was therefore “not motivated to take (it).” Further, the 
researchers noted that medication adherence had a social component. The partici-
pants voiced the notion that it was necessary to take medications as prescribed to 
avoid social consequences (e.g., from the healthcare providers, peers, family) of 
nonadherence.

14.4.2.3  Medication Route/Administration/Dosage

Patients suffering from multiple chronic disease conditions are often prescribed 
multiple medications which make their dosage regimen complex. Both the higher 
number of medications and the greater complexity of the diseases are significantly 
associated with lower medication adherence among older adults (Rolnick 
et al., 2013).

In 2013, Srivastava and colleagues published a meta-analysis demonstrating that 
medication adherence improves when dosing is reduced to once daily. The overall 
results indicated that once-daily dosing was associated with patients being three 
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times more likely to be adherent than more than once-daily regimens. This held 
across all disease states studied (hypertension, diabetes, depression, HIV/AIDS). 
Interestingly, this also held true for once-daily vs twice-daily dosing. In general, this 
study confirmed that adherence rates declined as dosing frequency increased.

14.4.3  Relationship-Related

14.4.3.1  Provider-Patient Communication and Educational Support

The provider-patient relationship has tremendous impact on medication adherence. 
Relationships that have a higher level of trust (Schoenthaler et al., 2014) provide 
reinforcement and encouragement and have a more positive impact on adherence 
(Gu et al., 2017). Similarly, poor communication, particularly as it relates to medi-
cation purpose, side effects, and the importance of taking the medication, is associ-
ated with lower adherence. Poor or lack of communication concerning the benefits, 
instructions for use, and side effects of medications can also contribute to nonadher-
ence, especially in older adults with memory problems (Gellad et al., 2011). It is 
evident that older patients with low levels of education are more likely to be nonad-
herent to the medications (Jin et al., 2016). It could be possible that more educated 
people may have more knowledge about the benefits of medication adherence, dis-
ease condition, and healthier habits. Further, since Velligan and colleagues’ system-
atic review indicated that negative attitudes toward medications are directly 
associated with intentional nonadherence (Velligan et al., 2017), perhaps educating 
the patient on the importance of the medication would improve adherence.

14.5  Effective Screening

There are a number of means by which practitioners can successfully screen patients 
for medication nonadherence. Commonly used assessment tools include the Rapid 
Estimate of Adult Literacy in Medicine – Revised (REALM-R) and the Morisky 
Medication Adherence Scale (MMAS) (Miller, 2016). Together, these tools can be 
helpful to assess a patient’s initial ability to adhere to a medication regimen (initia-
tion) then an ongoing screening for their continued adherence (implementation).

The REALM-R, a tool that measures health literacy, is an eight-word recogni-
tion/pronunciation tool assessing a patient’s ability to read medical words (e.g., flu, 
allergic, jaundice, constipation). Raehl and colleagues (2006) found a positive rela-
tionship between seniors’ intention to be adherent to their regimen and better scores 
on the REALM-R when taking into consideration the patient’s socioeconomic sta-
tus, age, and over-the-counter drug use. Patients who score low on this assessment 
may need additional support to initiate their medication regimen.

14 Medication Adherence in Primary Care



336

Once the patient has initiated their regimen, there are a series of tools that can be 
used to assess a patient’s continued adherence. Two versions of the MMAS exist – a 
four- and an eight-question validated assessment survey. Both the four- and eight- 
item scales are equally valid, and both take little time, so either may work. Either of 
these tools can be used to determine if nonadherence exists and are often used as 
screening tools in this manner. However, they are not good for identifying the rea-
son for the nonadherence and therefore cannot provide guidance to the clinician 
how best to proceed (Tan et al., 2014).

14.6  Preventing Medication Nonadherence

Preventing medication nonadherence is a multifactorial process. Providers must 
first prevent PMN (lack of initial medication adherence) so that the patient can start 
medication therapy as prescribed. Aside from e-prescribing, there appears to be lit-
tle that helps to improve PMN – including automated and live phone call reminders 
(Zeber et al., 2013; Fischer et al., 2014). The strongest association with lack of ini-
tial adherence appears to be financial, with out-of-pocket expenses (copays, coin-
surances, etc.) showing a negative linear effect (Zeber et  al., 2013). That is, as 
out-of-pocket expenses increase, initial adherence decreases.

Many of the factors affecting initial medication adherence are similar to those 
affecting implementation. Once the patient initiates medication, it is incumbent on 
the practitioner to aid in the continuation of the medication regiment. Behavioral 
interventions – those designed to influence or change a specific behavior – have 
shown promise (Peterson et al., 2003; Zeber et al., 2013). Specifically, medication 
pillboxes or blister packs designed to organize medications and make them more 
readily available have been proven to be effective (Peterson et al., 2003; Ruppar 
et al., 2015).

Technology has had a positive impact on medication adherence in the initial and 
implementation phases. For example, electronic prescribing (e-prescribing) has a 
positive impact on initial medication adherence. A paper by Lanham and colleagues 
(Lanham et al., 2016) reviewed some of the literature and found a 10% improve-
ment in PMN using e-prescribing versus paper prescriptions. Further, using elec-
tronic reminder tools designed to record if a patient took a medication has also 
shown improved adherence (Checchi et al., 2014).

A study by Choudhry and colleagues (2010) demonstrated that lowering co- 
payments to nearly zero for patients taking statin drugs or clopidogrel had a 2.8% 
and 3.8% increase in monthly adherence, respectively. While the size of this effect 
may not appear large, from a population perspective, it may have a large impact on 
reducing overall healthcare costs.

Educational interventions, aimed at the patient, show promise as well, with one 
meta-analysis indicating nearly an 11% improvement (Peterson et  al., 2003). 
However, team-based care, where pharmacists reconciled and tailored medication 
regimens in coordination with primary care providers, coupled with medication 
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refill reminders showed a 15% higher rate of adherence compared to those not 
receiving these services. This is consistent with other literature suggesting that no 
single intervention – behavioral or educational – is more effective but that, com-
bined, there is an overall improvement (Peterson et al., 2003).

Overall, it appears that identifying the patient-specific reason for the medication 
nonadherence and then tailoring an intervention aligned with that reason are the best 
approaches to preventing nonadherence. Practitioners must consider that the rea-
sons for nonadherence may change over time. For example, a patient’s financial 
situation may change, thus creating a reason for nonadherence when one did not 
exist before. Further, identifying populations at risk – the elderly, patients with low 
literacy or with a lower socioeconomic status – and tailoring interventions specific 
to their situation are key to improving adherence.

References

Adams, A. J., & Stolpe, S. F. (2016, May). Defining and measuring primary medication nonadher-
ence: Development of a quality measure. Journal of Managed Care & Specialty Pharmacy, 
22(5), 516–523.

Albassam, A., & Hughes, D. A. (2021). What should patients do if they miss a dose? A system-
atic review of patient information leaflets and summaries of product characteristics. European 
Journal of Clinical Pharmacology, 77, 251–260.

Barat, I., Andreasen, F., & Damsgaard, E. M. (2001, June). Drug therapy in the elderly: What 
doctors believe and patients actually do. British Journal of Clinical Pharmacology, 51(6), 
615–622.

Barcenas, C. H., Zhang, N., Zhao, H., Duan, Z., Buchholz, T. A., Hortobagyi, G. N., & Giordano, 
S. H. (2012). Anthracycline regimen adherence in older patients with early breast cancer. The 
Oncologist, 17(3), 303–311.

Carney, R. M., Freedland, K. E., Eisen, S. A., Rich, M. W., Skala, J. A., & Jaffe, A. S. (1998). 
Adherence to a prophylactic medication regimen in patients with symptomatic versus asymp-
tomatic ischemic heart disease. Behavioral Medicine, 24(1), 35–39.

Checchi, K. D., Huybrechts, K. F., Avorn, J., & Kesselheim, A. S. (2014, September 24). Electronic 
medication packaging devices and medication adherence: A systematic review. Journal of the 
American Medical Association, 312(12), 1237–1247.

Choudhry, N. K., Setoguchi, S., Levin, R., Winkelmayer, W. C., & Shrank, W. H. (2008). Trends in 
adherence to secondary prevention medications in elderly post-myocardial infarction patients. 
Pharmacoepidem. Drug Safe, 17,1189–1196.

Choudhry, N. K., Fischer, M. A., Avorn, J., Schneeweiss, S., Solomon, D. H., Berman, C., Jan, S., 
Liu, J., Lii, J., Brookhart, M. A., Mahoney, J. J., & Shrank, W. H. (2010, November). At Pitney 
Bowes, value-based insurance design cut copayments and increased drug adherence. Health 
Affairs (Millwood), 29(11), 1995–2001.

Cramer, J. A., Roy, A., Burrell, A., Fairchild, C. J., Fuldeore, M. J., Ollendorf, D. A., & Wong, 
P.  K. (2008, January–February). Medication compliance and persistence: Terminology and 
definitions. Value in Health, 11(1), 44–47.

DiMatteo, M. R., Haskard, K. B., & Williams, S. L. (2007, June). Health beliefs, disease severity, 
and patient adherence: A meta-analysis. Medical Care, 45(6), 521–528.

Elsous, A., Radwan, M., Al-Sharif, H., & Abu Mustafa, A. (2017, June 9). Medications adherence 
and associated factors among patients with type 2 diabetes mellitus in the Gaza Strip, Palestine. 
Front Endocrinol (Lausanne), 8, 100.

14 Medication Adherence in Primary Care



338

Fialová, D., & Onder, G. (2009, June). Medication errors in elderly people: Contributing factors 
and future perspectives. British Journal of Clinical Pharmacology, 67(6), 641–645.

Fischer, M., Choudhry, N., Bykov, K., Brill, G., Bopp, G., Wurst, A., & Shrank, W. (2014). 
Pharmacy-based interventions to reduce primary medication nonadherence to cardiovascular 
medications. Medical Care, 52(12), 1050–1054.

Gajria, K., Lu, M., Sikirica, V., Greven, P., Zhong, Y., Qin, P., & Xie, J. (2014). Adherence, per-
sistence, and medication discontinuation in patients with attention-deficit/hyperactivity disor-
der – A systematic literature review. Neuropsychiatric Disease and Treatment, 10, 1543–1569.

Gast, A., & Mathes, T. (2019, May 10). Medication adherence influencing factors-an (updated) 
overview of systematic reviews. Systematic Reviews, 8(1), 112.

Gellad, W. F., Haas, J. S., & Safran, D. G. (2007, November). Race/ethnicity and nonadherence 
to prescription medications among seniors: Results of a national study. Journal of General 
Internal Medicine, 22(11), 1572–1578.

Gellad, W. F., Grenard, J. L., & Marcum, Z. A. (2011, February). A systematic review of barriers 
to medication adherence in the elderly: Looking beyond cost and regimen complexity. The 
American Journal of Geriatric Pharmacotherapy, 9(1), 11–23.

Gleason, P. P., Starner, C. I., Gunderson, B. W., Schafer, J. A., & Sarran, H. S. (2009, October). 
Association of prescription abandonment with cost share for high-cost specialty pharmacy 
medications. Journal of Managed Care Pharmacy, 15(8), 648–658.

Grenard, J. L., Munjas, B. A., Adams, J. L., et al. (2011). Depression and medication adherence 
in the treatment of chronic diseases in the United States: A meta-analysis. Journal of General 
Internal Medicine, 26, 1175–1182.

Gu, L., Wu, S., Zhao, S., Zhou, H., Zhang, S., Gao, M., Qu, Z., Zhang, W., & Tian, D. (2017, 
December 6). Association of social support and medication adherence in Chinese patients with 
type 2 diabetes mellitus. International Journal of Environmental Research and Public Health, 
14(12), 1522.

Hutchins, D. S., Zeber, J. E., Roberts, C. S., Williams, A. F., Manias, E., Peterson, A. M., & IPSOR 
Medication Adherence and Persistence Special Interest Group. (2015, July). Initial medication 
adherence-review and recommendations for good practices in outcomes research: An ISPOR 
Medication Adherence and Persistence Special Interest Group report. Value in Health, 18(5), 
690–699.

Jin, H., Kim, Y., & Rhie, S.  J. (2016, October 19). Factors affecting medication adherence in 
elderly people. Patient Preference and Adherence, 10, 2117–2125.

Kelly, J., D’Cruz, G., & Wright, D. (2010, January). Patients with dysphagia: Experiences of tak-
ing medication. Journal of Advanced Nursing, 66(1), 82–91.

Krueger, K., Botermann, L., Schorr, S. G., Griese-Mammen, N., Laufs, U., & Schulz, M. (2015, 
April 1). Age-related medication adherence in patients with chronic heart failure: A systematic 
literature review. International Journal of Cardiology, 184, 728–735.

Lee, S. K., Kang, B. Y., Kim, H. G., & Son, Y. J. (2013, March). Predictors of medication adher-
ence in elderly patients with chronic diseases using support vector machine models. Healthcare 
Information Research, 19(1), 33–41.

Lehmann, A., Aslani, P., Ahmed, R., Celio, J., Gauchet, A., Bedouch, P., Bugnon, O., Allenet, B., 
& Schneider, M. P. (2014, February). Assessing medication adherence: Options to consider. 
International Journal of Clinical Pharmacy, 36(1), 55–69.

Lanham A, Cochran G, Klepser D. (2016). Electronic prescriptions: opportunities and challenges 
for the patient and pharmacist. Advanced Health Care Technologies, 2, 1–11.

Miller, T. A. (2016, July). Health literacy and adherence to medical treatment in chronic and acute 
illness: A meta-analysis. Patient Education and Counseling, 99(7), 1079–1086.

Osterberg, L., & Blaschke, T. (2005). Adherence to medication. The New England Journal of 
Medicine, 353, 487–497; 3.

Pasma, A., van’t Spijker, A., Hazes, J. M. W., Busschbach, J. J. V., & Luime, J. J. (2013). Factors 
associated with adherence to pharmaceutical treatment for rheumatoid arthritis patients: A sys-
tematic review. Seminars in Arthritis and Rheumatism, 43(1), 18–28.

A. M. Peterson



339

Paterson, D. L., Swindells, S., Mohr, J., Brester, M., Vergis, E. N., Squier, C., Wagener, M. M., & 
Singh, N. (2000, July 4). Adherence to protease inhibitor therapy and outcomes in patients with 
HIV infection. Annals of Internal Medicine, 133(1), 21–30.

Pednekar, P., & Peterson, A. (2018, June 4). Mapping pharmacy deserts and determining accessibil-
ity to community pharmacy services for elderly enrolled in a State Pharmaceutical Assistance 
Program. PLoS One, 13(6), e0198173.

Peterson, A. M., Takiya, L., & Finley, R. (2003, April 1). Meta-analysis of trials of interventions 
to improve medication adherence. American Journal of Health-System Pharmacy, 60(7), 
657–665.

Raehl, C. L., Bond, C. A., Woods, T. J., Patry, R. A., & Sleeper, R. B. (2006, May). Screening 
tests for intended medication adherence among the elderly. The Annals of Pharmacotherapy, 
40(5), 888–893.

Raji, M. A., Kuo, Y. F., Salazar, J. A., Satish, S., & Goodwin, J. S. (2004, February). Ethnic dif-
ferences in antihypertensive medication use in the elderly. The Annals of Pharmacotherapy, 
38(2), 209–214.

Rathbone, A. P., Jamie, K., Todd, A., & Husband, A. (2021). A qualitative study exploring the lived 
experience of medication use in different disease states: Linking experiences of disease symp-
toms to medication adherence. Journal of Clinical Pharmacy and Therapeutics, 46, 352–362.

Rhee, H., Wicks, M. N., Dolgoff, J. S., Love, T. M., & Harrington, D. (2018, May 24). Cognitive 
factors predict medication adherence and asthma control in urban adolescents with asthma. 
Patient Preference and Adherence, 12, 929–937.

Roborel de Climens, A., Pain, E., Boss, A., & Shaunik, A. (2020, August). Understanding reasons 
for treatment discontinuation, attitudes and education needs among people who discontinue 
type 2 diabetes treatment: Results from an online patient survey in the USA and UK. Diabetes 
Therapy, 11(8), 1873–1881.

Rolnick, S.  J., Pawloski, P.  A., Hedblom, B.  D., Asche, S.  E., & Bruzek, R.  J. (2013, June). 
Patient characteristics associated with medication adherence. Clinical Medicine & Research, 
11(2), 54–65.

Ruppar, T. M., Delgado, J. M., & Temple, J. (2015, October). Medication adherence interven-
tions for heart failure patients: A meta-analysis. European Journal of Cardiovascular Nursing, 
14(5), 395–404.

Sabaté, E. (Ed.). (2003). Adherence to long-term therapies: Evidence for action. World Health 
Organization.

Schoenthaler, A., Montague, E., Baier Manwell, L., Brown, R., Schwartz, M.  D., & Linzer, 
M. (2014). Patient-physician racial/ethnic concordance and blood pressure control: The role of 
trust and medication adherence. Ethnicity & Health, 19(5), 565–578.

Schwartz, K. A., Schwartz, D. E., Ghosheh, K., Reeves, M. J., Barber, K., & DeFranco, A. (2005, 
April 15). Compliance as a critical consideration in patients who appear to be resistant to 
aspirin after healing of myocardial infarction. The American Journal of Cardiology, 95(8), 
973–975.

Shrank, W. H., Choudhry, N. K., Fischer, M. A., Avorn, J., Powell, M., Schneeweiss, S., Liberman, 
J. N., Dollear, T., Brennan, T. A., & Brookhart, M. A. (2010, November 16). The epidemiology 
of prescriptions abandoned at the pharmacy. Annals of Internal Medicine, 153(10), 633–640.

Shruthi, R., Jyothi, R., Pundarikaksha, H. P., Nagesh, G. N., & Tushar, T. J. (2016, Descember). 
A study of medication compliance in geriatric patients with chronic illnesses at a tertiary care 
hospital. Journal of Clinical and Diagnostic Research, 10(12), FC40–FC43.

Srivastava, K., Arora, A., Kataria, A., Cappelleri, J. C., Sadosky, A., & Peterson, A. M. (2013, May 
20). Impact of reducing dosing frequency on adherence to oral therapies: A literature review 
and meta-analysis. Patient Preference and Adherence, 7, 419–434.

Tan, X., Patel, I., Chang, J., et al. (2014). Review of the four item Morisky Medication Adherence 
Scale (MMAS-4) and eight item Morisky Medication Adherence Scale (MMAS-8). Innovations 
of Pharmacy, 5(3), Article 165.

Velligan, D.  I., Sajatovic, M., Hatch, A., Kramata, P., & Docherty, J. P. (2017, March 3). Why 
do psychiatric patients stop antipsychotic medication? A systematic review of reasons for 

14 Medication Adherence in Primary Care



340

nonadherence to medication in patients with serious mental illness. Patient Preference and 
Adherence, 11, 449–468.

Viswanathan, M., Golin, C.  E., Jones, C.  D., Ashok, M., Blalock, S.  J., Wines, R.  C., Coker- 
Schwimmer, E. J., Rosen, D. L., Sista, P., & Lohr, K. N. (2012, December 4). Interventions to 
improve adherence to self-administered medications for chronic diseases in the United States: 
A systematic review. Annals of Internal Medicine, 157(11), 785–795.

Vrijens, B., De Geest, S., Hughes, D. A., Przemyslaw, K., Demonceau, J., Ruppar, T., Dobbels, F., 
Fargher, E., Morrison, V., Lewek, P., Matyjaszczyk, M., Mshelia, C., Clyne, W., Aronson, J. K., 
Urquhart, J., & ABC Project Team. (2012, May). A new taxonomy for describing and defining 
adherence to medications. British Journal of Clinical Pharmacology, 73(5), 691–705.

Zeber, J. E., Manias, E., Williams, A. F., Hutchins, D., Udezi, W. A., Roberts, C. S., Peterson, 
A.  M., & ISPOR Medication Adherence Good Research Practices Working Group. (2013, 
July–August). A systematic literature review of psychosocial and behavioral factors associated 
with initial medication adherence: A report of the ISPOR medication adherence & persistence 
special interest group. Value in Health, 16(5), 891–900.

A. M. Peterson



341© The Author(s), under exclusive license to Springer Nature 
Switzerland AG 2021
W. O’Donohue, M. Zimmermann (eds.), Handbook of Evidence-Based 
Prevention of Behavioral Disorders in Integrated Care, 
https://doi.org/10.1007/978-3-030-83469-2_15

Chapter 15
Pain Prevention in Integrated Primary 
Care

Gregory P. Beehler, Paul R. King, Sarah Cercone Heavey, 
and Katherine M. Dollar

15.1  Definition and Diagnostic Criteria

The contemporary definition of pain was initially developed in 1975 by the 
International Association for the Study of Pain (IASP). Currently, IASP defines pain 
as “an unpleasant sensory and emotional experience associated with, or resembling 
that associated with, actual or potential tissue damage” (Raja et al., 2020). However, 
it is important to go beyond this seemingly simple definition to understand several 
clarifications that further develop the concept of pain. First, pain is considered sub-
jective in nature and is influenced by biological, psychological, and social factors. 
Pain is a distinct phenomenon from nociception (or stimulation of pain receptors), 
and IASP is clear that pain cannot be assumed based on the activity of sensory neu-
rons alone. Further, this definition acknowledges that people learn the concept of 
pain through their life experiences. While an individual’s report of pain should be 
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respected, verbal descriptions of pain are only one of many ways pain can be 
expressed.

Defining pain is fraught with challenges, and extensive scholarship is devoted to 
parsing the conceptualization of pain (e.g., Aydede, 2019; Cohen et  al., 2018; 
Doleys, 2017). Throughout this scholarship, there is debate on what “counts” as 
pain and how to better operationalize this construct, as a way to better inform the 
patient and provider experience. Specifically, defining pain has a minimum of two 
interdependent challenges. First, the experience of pain can be ambiguous and 
vague (Cohen et al., 2018). Pain symptoms, or the “unpleasant sensory and emo-
tional experience,” lack the clinical specificity of other conditions that can be tested 
and confirmed. By comparison, a long bone fracture would be clearly viewed when 
imaged or the presence of biomarkers in bloodwork would indicate disease pathol-
ogy. Second, appropriately translating the phenomena of pain into words is notori-
ously difficult (Cohen et al., 2018). Often patients describe pain using similes, such 
as “pain that stabs like a knife,” that do not readily translate to clinically meaningful 
criteria. Additionally, despite the universality of pain, two individuals can describe 
pain in distinctly different ways.

Along with the complexities of defining pain as a phenomenon, there are incon-
sistencies in how acute and chronic pain are classified. Nonetheless, it is essential to 
distinguish between acute and chronic pain as approaches to treatment are often 
based on this distinction. Acute pain is generally linked with a specific injury or 
event (e.g., a surgical procedure) and lasts up to three months (King, 2007; Nugraha 
et al., 2019). Sub-acute pain has been described as pain that is present for at least 6 
weeks but fewer than 3 months (King, 2007). Pain that lasts for 3 months or longer 
is considered chronic pain (IASP Task Force on Taxonomy, 1994; Treede et  al., 
2015). Others have defined chronic pain as pain that occurs most or all days in at 
least the past 6 months, while high impact chronic pain is chronic pain that limits 
routine life or work activities on most or all days in the past 6 months (Von Korff 
et al., 2016).

Acute pain can progress into chronic pain in a process referred to as chronifica-
tion (Pak et al., 2018). Chronification can occur for many common medical condi-
tions seen in primary care (e.g., musculoskeletal, neurological, cardiac, etc.) as well 
as postoperative pain and post-trauma pain (McGreevy et al., 2011). Most instances 
of acute pain do not ultimately transition to chronic pain, but a sizeable minority of 
patients experience chronification. In a large prognostic study of acute low back in 
primary care, a two-year study found that 54% of patients experienced at least one 
recurrence within 6  months and 47% experienced recurrence in the subsequent 
18 months (Mehling et  al., 2012). Similarly, in a large descriptive study of over 
5000 primary care adults age 65 years and older, only 23% reported that their back 
pain resolved within 12 months (Rundell et al., 2015). Peripheral and central sensi-
tization which increase sensitivity to painful stimuli (and potentially non-painful 
stimuli) appear to be key biological mechanisms that contribute to chronification, 
although the specific factors leading to chronification vary by type of pain concern 
(e.g., surgical, traumatic, herpetic neuralgia, etc.; McGreevy et al., 2011). The acute 
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to chronic transition is highly complex and influenced by several risk factors 
described subsequently.

15.2  Prevalence and Age of Onset

National estimates for prevalence of pain conditions vary, often widely, depending 
on data source (e.g., national sample v. sample drawn from one health system) and 
definition (e.g., defining diagnoses with medical record data v. self-report). 
According to an analysis of the 2016 National Health Interview Survey (NHIS) by 
Dahlhamer et al. (2018), 50 million US adults, or about 20% of the adult population, 
experienced chronic pain in 2016. A further 19.6 million (an additional 8%) experi-
enced high impact chronic pain. In general, prevalence, particularly for chronic 
pain, increases with age, ranging from 7% prevalence of chronic pain among 18- to 
24-year-olds up to 34% prevalence among those 85 years and older. A similar rela-
tionship exists for high impact chronic pain, from 1.5% in 18- to 24-year-olds to 
16% in those 85 and older. In addition to higher prevalence by age, greater pain 
burden may also vary by demographic factors. Women have higher prevalence rates 
than men (20.8% v. 17.8%, age-adjusted), and non-Hispanic White individuals have 
the greatest prevalence of chronic pain (21.0%, age-adjusted), compared to 17.8% 
for non-Hispanic Black and 16.7% for Hispanic individuals. As both education level 
and income increase, prevalence of chronic pain decreases.

Although a wide array of medical conditions are associated with chronic pain, it 
is often cited that musculoskeletal conditions are the most common specific sources 
of pain (Institute of Medicine of the National Academy of Science, 2011). Low back 
pain, in particular, is the most frequent source of concern across musculoskeletal 
conditions and is especially relevant for the primary care setting. In a retrospective 
review of national medical claims data (using ICD-9 diagnosis codes; data from 
2000 through 2012), back pain was the most common diagnosis (74.5% of those 
with pain diagnoses), while degenerative spine disease (63.6%), neuritis/radiculitis 
(52.8%), and limb pain (50.0%) were also prevalent (Murphy et al., 2017). Further, 
only about 25% of the cohort had a single pain diagnosis, while the remaining 
sample had two or more. In another national survey using the 2012 NHIS, which 
includes self-report of pain conditions, 54.5% of US adults had a musculoskeletal 
pain disorder, while arthritic conditions (22.1%), lower back pain (20.3%), non- 
arthritic joint pain/other joint conditions (17.5%), neck pain (14.3%), and sciatica 
(9.8%) were also present (Clarke et al., 2016).
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15.3  Pain Risk Factors

Risk factors for chronic pain are voluminous, biopsychosocial in nature, and include 
both modifiable and non-modifiable factors that may vary across the lifespan. 
Further, pain risk factors can intersect with one another in dynamic ways and fluctu-
ate in temporal relationship to an injury event (e.g., pre- v. post-injury) or onset of a 
pain-causing illness. The most obvious risk for chronic pain is an underlying pain- 
causing condition for which the symptoms may be acute or chronic in nature. 
Examples of underlying illnesses include chronic musculoskeletal conditions, neu-
rological conditions (e.g., stroke, multiple sclerosis, persistent migraine), cardiovas-
cular or cardiopulmonary conditions (e.g., heart disease, chronic obstructive lung 
disease), gastrointestinal conditions (e.g., irritable bowel syndrome), metabolic 
conditions (e.g., diabetes), cancers, viral infections (e.g., shingles), and traumatic or 
polytraumatic injury, among many others. Further, the presence of at least one pain- 
causing condition increases the likelihood of developing a secondary pain site, and 
surgical correction introduces new risk for postoperative pain (Kehlet et al., 2006).

A recent review by Mills et al. (2019) described broad risk factor classifications 
for pain chronification, which include patient demographics, health behaviors and 
lifestyle, and other clinical correlates. These classifications are briefly summa-
rized below.

15.3.1  Patient Demographics

Demographics, particularly age, racial and ethnic background, sex, socioeconomic 
status, and military history are typically considered to be among the most notable 
non-modifiable demographic correlates of all-cause chronic pain. Increased risk for 
chronic pain appears most consistently associated with older age, female sex, and 
veteran status.

15.3.1.1  Age

Most studies suggest a relative increase in risk for chronic pain beginning in middle 
to late middle age. This association may be intuitive given the increased risk for 
painful conditions and medical comorbidity with the aging process. However, some 
studies have also shown relatively high rates of chronic pain even among adoles-
cents and young adults, specifically pain associated with life events (e.g., child 
birth) or treatment history (e.g., surgery; Kehlet et al., 2006).
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15.3.1.2  Race and Ethnicity

Findings on the contribution of race and ethnicity to chronic pain risk are mixed, in 
part attributable to widespread differences in sampling and study methodology. 
Some large-scale community-based studies in the United States (Dahlhamer et al., 
2018) evidence higher chronic pain risk for individuals who identify as non- 
Hispanic Whites, whereas a study performed in the United Kingdom showed higher 
risk for pain among individuals who identified as Black, Asian, or multi-racial when 
compared to White respondents (Macfarlane et  al., 2015). In contrast, a clinical 
study conducted in the United States (Ndao-Brumblay & Green, 2005) showed 
comparable pain severity reports among Black and White women after accounting 
for other psychosocial covariates.

15.3.1.3  Sex and Gender

Although female sex has consistently been associated with higher pain risk (Chenot 
et al., 2008), it is also plausible that this finding is related to the greater likelihood 
that women (v. men) will evidence established pain risk factors and subsequently 
report and seek treatment for pain (Wijnhoven et al., 2006).

15.3.1.4  Socioeconomic and Occupational Status

In US studies, greater pain risk has consistently been found among individuals at 
socioeconomic disadvantage, lower educational level, and those who work in physi-
cally (e.g., repetitive movements; Palmer, 2003) and emotionally taxing positions 
(Leroux et  al., 2005). Military veterans, in particular, have been shown to be at 
higher risk for chronic pain in general as well as more severe chronic pain than civil-
ians (Nahin, 2017), likely due to the physically demanding nature of military ser-
vice as well as the high burden of injury and/or combat-related trauma. Some 
evidence suggests women veterans report greater pain interference and intensity 
than male veterans (Naylor et al., 2019).

15.3.2  Health Behaviors and Lifestyle Factors

Health behaviors and lifestyle factors are considered modifiable pain risk factors. 
Within this domain, mixed findings exist on the linkage between chronic pain and 
alcohol and/or tobacco use, poor diet, time spent sitting, and physical inactivity. 
Importantly, these health behavior and lifestyle factors are also associated with 
other clinical conditions, such as diabetes (Pico-Espinosa et al., 2017), which them-
selves also function as pain risk factors.
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15.3.2.1  Alcohol and Tobacco Use

Alcohol and tobacco use are common among patients with chronic pain (Mills 
et al., 2019) and often considered to be maladaptive pain coping strategies. Although 
data on the impact of alcohol use on pain are mixed, a recent meta-analysis 
(Thompson et  al., 2017) supported the short-term effectiveness of alcohol as an 
analgesic, albeit at higher than recommended levels of alcohol intake, which in turn 
places individuals at risk for additional alcohol-related complications and further 
injury. Studies have shown a relatively consistent, positive relationship between 
increased tobacco use and greater pain intensity and interference (Weingarten 
et al., 2008).

15.3.2.2  Diet and Exercise

Insufficient evidence exists to suggest a direct link between diet and pain chronifica-
tion though some work examining the role of nutritional interventions in reducing 
chronic pain has shown promise (Brain et al., 2019). However, poor diet is linked to 
other pain risk factors such as obesity and general fitness levels. While exercise is 
generally accepted as protective against pain, some studies have found vigorous 
activity (El-Metwally et al., 2007) to be a potential pain risk factor among youth.

15.3.3  Clinical Correlates

Clinical correlates, which may include mental and physical health conditions, also 
serve as noteworthy risk factors for the chronification of pain, and these factors may 
exist as pre- (non-modifiable history) or post-injury (modifiable through treat-
ment) risks.

15.3.3.1  Fitness and Weight Control

Among young people, factors such as range of motion, flexibility, and muscle 
endurance have been shown to predict low back pain (Jones et  al., 2005). Often 
considered common and modifiable risk factors (Webb et al., 2003), obesity and 
overweight may be especially predictive of chronic pain in older adults (Qian 
et al., 2020).
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15.3.3.2  Mental Health Comorbidity

Generally, underlying mental health conditions are associated with greater risk for 
chronic pain (Viana et al., 2018). Depression, in particular, is a “yellow flag” indica-
tor of increased risk for worse pain-related outcomes, and depression’s role in 
developing or maintaining chronic pain is an active area of research (Glattacker 
et al., 2018). Studies suggest a bi-directional influence, wherein pain and mental 
health symptom severity have an exacerbating effect on one another (Shahidi 
et al., 2015).

15.3.3.3  Other Psychological Risk Factors

Other psychological risk factors, including early life stress and trauma histories 
(You et al., 2018), have also been associated with differential pain risks. For instance, 
though abuse history is associated with increased risk for chronic pain, personal 
resilience and adaptive coping skills (Ross et  al., 2017) are protective factors. 
Further, an individual’s personal beliefs about chronic pain (e.g., catastrophizing, 
treatment outcomes) and the pain experience can also serve as noteworthy risk fac-
tors (Borkum, 2010). Often included as “yellow flag” indicators (Glattacker et al., 
2018), maladaptive cognitions and behaviors such as pain and activity avoidance, 
low pain self-efficacy, pain catastrophizing, and the expectation of long-term dis-
ability are frequently associated with increased risk of chronification and worse 
functional outcomes.

15.4  Effective Pain Screening

In many healthcare settings, pain is universally monitored as “the fifth vital sign” 
(Lorenz et al., 2009) using a standard 0–10 numeric rating scale (NRS) that gauges 
pain severity. Advantages of the NRS are ease of administration, brevity, and accu-
racy when administered using standard procedures. Critiques include that the single 
numeric rating does not provide information beyond pain severity, does not yield 
clinically actionable information, and that it is often implemented with low fidelity. 
Multiple derivations of this scale have been published, including verbal and visual 
analogues (Karcioglu et al., 2018) wherein pain intensity ratings are gathered along 
a linear continuum with specified anchor points (e.g., no pain to worst pain imagin-
able). Recent derivations include visual analogues for e-health and mobile devices 
(Bird et al., 2016; Escalona-Marfil et al., 2020) and item permutations that include 
questions related to pain interference/functional impairment. Typically, a positive 
endorsement of significant pain concerns or independent report of pain-related 
functional impairment signals a need for further clinical assessment by way of an 
additional clinical interview and/or standardized measure (e.g., Short-Form McGill 
Pain Questionnaire; Melzack, 1987). Although a comprehensive discussion of 
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screening and assessment instruments is beyond the scope of this chapter, several 
common instruments applicable to the integrated primary care (IPC) setting can be 
found in Table 15.1.

15.5  Review of Evidence: What Is 
Evidence-Based Prevention?

Evidence-based prevention of chronic pain is rooted in a biopsychosocial frame-
work to direct intervention activities that include biomedical (e.g., algorithm-based 
prescribing of analgesics or other agents) and psychosocial interventions (e.g., psy-
chological therapies). Additional non-pharmacologic modalities may include physi-
cal therapy, chiropractic, or complementary and integrative health treatments. 
Prevention activities will vary depending on the nature of the underlying pain con-
cern, but the terms primary, secondary, and tertiary prevention as defined by the 

Table 15.1 Suggested pain screening and measurement tools for the IPC setting

Measuring pain intensity and pain-related activity interference

Name Brief description
# 
Items

Exemplar 
reference

Brief Pain Inventory (BPI) – 
Short Form

Multidimensional screen for pain 
intensity and functional impairment

9 Cleeland & 
Ryan, (1994)

Defense and Veterans Pain 
Rating Scale (DVPRS)

11-point visual analogue rating scale 
coupled with questions on pain 
interference

5 Buckenmaier 
et al. (2013)

PEG Assesses both pain severity and 
pain-related interference in (1) 
general activities and 2) enjoyment of 
life

3 Krebs et al. 
(2009)

Faces Pain Scale-Revised 
(FPS-R)

7-point visual display of 7 faces to 
assess pain levels in pediatric 
populations

1 Hicks et al., 
(2001)

Numeric rating scale (NRS) 11-point (0–10) rating of pain 
severity, wherein higher scores signal 
a higher level of pain intensity

1 Krebs et al. 
(2007)

Additional tools to assist with risk stratification (i.e., identifying those at greatest risk of 
developing chronic pain or significant functional impairment)
Orebro Musculoskeletal Pain 
Questionnaire (OMPQ)

A self-report of musculoskeletal pain 
and functional impairment predictive 
of future employment interference

25 Linton amd 
Boersma (2003)

Optimal Screening for 
Prediction of Referral and 
Outcome - Yellow Flag 
(OSPRO-YF)

Brief multidimensional screen of 
“yellow flag” pain risk indicators 
including negative affect and 
fear-avoidance

10 Butera et al. 
(2020)

STarT Back Screening Tool 
(SBST)

Brief multidimensional screen of 
complex back pain risks

9 Storm et al. 
(2018)
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Federal Pain Research Strategy Workgroup on the Prevention of Acute and Chronic 
Pain provide a useful organizing principle (Gatchel et al., 2018). According to these 
workgroup definitions, primary prevention of pain focuses very broadly on behav-
iors that will prevent acute and chronic pain by avoiding injury or accidents (e.g., 
use of seatbelts) or illness (e.g., immunizations), promoting healthy behaviors (e.g., 
weight management), or limiting pain resulting from chronic medical concerns 
(e.g., migraines) or procedures (e.g., post-surgical pain). Thus, the focus of primary 
prevention of pain is foremost on the antecedents of pain which are influenced by a 
host of biopsychosocial factors. All potential targets above are common prevention 
topics addressed by primary care teams (e.g., annual screening conducted by clinic 
staff to ensure patients are using seatbelts and providing education regarding the 
importance of this practice). Although provision of routine primary care may play 
an indirect role in the primary prevention of pain, no empirical studies have specifi-
cally examined the effect of IPC teams on pain prevention.

In contrast, interventions outside of the primary care clinic have shown promise 
in the primary prevention of low back pain in the military (George et al., 2009) and 
occupational settings (Sowah et  al., 2018). These interventions typically include 
physical exercise (e.g., for strengthening, stabilizing, or increasing flexibility), edu-
cation (e.g., describing causes of low back pain, reviewing strategies to avoid injury, 
engaging in behaviors that may reduce the impact of pain), or both. Population- 
based studies have also shown that educational media campaigns can be effective at 
changing general population beliefs and attitudes about back pain as well as reduc-
tion in disability and workers’ compensation claims (Buchbinder et  al., 2001). 
Although not specific to the primary care team, these studies provide proof of con-
cept that primary prevention of pain is achievable using the relatively simple strate-
gies of education and exercise promotion.

Secondary prevention of pain includes approaches that aim to limit chronifica-
tion during the relatively short timeframe of three to six months following the onset 
of acute pain (Gatchel et al., 2018). As with the primary prevention of pain, there are 
no studies to date that have employed an IPC approach to address chronification. 
Whereas primary care clinics are likely to treat acute pain as part of standard pri-
mary care, typically these actions are designed to ameliorate acute pain rapidly 
rather than to purposefully prevent chronification. As chronification is a time- 
dependent process, prospective research can be challenging to conduct. However, 
some studies have shown that early psychosocial intervention in the acute phase of 
pain can be beneficial. For example, Linton and colleagues (2000) compared the 
impact of a six-session cognitive behavioral therapy (CBT) group intervention to 
psychoeducational materials for improving pain-related outcomes among patients 
with acute spinal pain receiving usual primary care. Both groups benefited over 
time, but those who attended the CBT group were nine times less likely to have used 
sick leave for their condition at one-year follow-up, compared to those who attended 
the psychoeducation group. Additionally, the CBT group was significantly less 
likely to use physician and physical therapy services relative to the education group. 
Although this study did not define chronification as a study endpoint, it speaks to the 
potential benefit of early psychosocial intervention in addressing pain.
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Another challenge in preventing chronification is identifying those patients from 
among the many with painful conditions who are most likely to transition to chronic 
pain. As noted above, risk factors for chronic pain are abundant, but there are a few 
well-developed tools that can assist in screening patients to identify who is most 
likely to experience chronic pain (See Table 15.1). Finally, it should be noted that an 
additional challenge to this line of research is the underlying premise that there is a 
linear and uni-directional process underlying chronification. A simple acute-to- 
chronic categorization of pain is likely overly simplistic, and research has shown a 
variety of pain trajectories are evident (Glette et al., 2020).

Tertiary pain prevention addresses pain when it has become chronic by interven-
ing to reduce its impact on daily functioning (Gatchel et al., 2018). Tertiary preven-
tion has a rehabilitative focus to address the functional impairment across a variety 
of domains (e.g., social and occupational functioning) that often impacts those with 
chronic pain. Like primary and secondary pain prevention activities, IPC interven-
tions to address chronic pain remain relatively sparse. Usual primary care treatment 
for chronic pain relies almost exclusively on provision of analgesics (Elder et al., 
2016; Shaheed et  al., 2016) despite national guidelines to incorporate non- 
pharmacologic approaches in light of established concerns over opioid safety 
(Dowell et al., 2016; US Department of Health and Human Services, 2019). These 
guidelines recommend evidence-based psychological therapies, such as CBT and 
related treatments (e.g., acceptance and commitment therapy, mindfulness-based 
treatments) as safer first-line treatments compared to opioid therapy.

Most psychological therapies for pain are designed for specialty care settings 
(e.g., a multidisciplinary chronic pain clinic), but two models of IPC have started to 
address tertiary prevention of chronic pain: (1) collaborative care management and 
2) brief therapies delivered by co-located behavioral health providers. Generally, 
care management employs a nurse care manager who enacts an algorithm-based 
approach to care that revolves around ongoing assessment and monitoring of patient 
needs, as well as promoting treatment adherence, patient education, and referral 
management. Collaborative care approaches to pain management tend to be diverse 
in terms of their specific intervention approaches (e.g., guideline-adherent medica-
tion prescribing, psychosocial intervention, or both), but as a group, they appear to 
produce improvements in clinical outcomes. For example, one large randomized 
controlled trial tested tailored pain assessment by a care manager followed by rou-
tine telephone-based pain symptom assessment and self-management support pro-
vided bi-monthly for one year. Compared to primary care treatment as usual, 
collaborative care management for pain resulted in statistically significant albeit 
clinically modest improvements in pain-related disability and depression symptoms 
(Dobscha et al., 2009). A second, large randomized controlled trial found that auto-
mated self-management (i.e., automated symptom monitoring and nine web-based 
self-management modules) combined with care management to optimize non- 
opioid analgesic prescribing was superior to automated self-management alone for 
improving a combined measure of pain and mood symptoms among primary care 
patients (Kroenke et al., 2019). Although collaborative care management models 

G. P. Beehler et al.



351

are not often implemented in everyday IPC settings, these studies are encouraging 
in that they indicate the potential of this approach to address tertiary pain prevention.

Pain interventions can also be implemented under a Primary Care Behavioral 
Health (PCBH) model (Robinson & Reiter, 2016) of IPC that co-locates a licensed 
independent behavioral health provider into primary care teams to provide assess-
ment and brief intervention. In contrast to collaborative care management, the 
PCBH approach tends to be more commonly implemented, but this model has lim-
ited supporting empirical evidence. For example, pain schools, or group interven-
tion that includes pain-related psychoeducation and support, are offered in PCBH to 
increase patients’ understanding of the nature of chronic pain and its management. 
However, the effectiveness of pain schools is likely modest (Straube et al., 2016) as 
a single approach to tertiary pain prevention. By comparison, the literature on brief 
psychotherapies that employ CBT and related approaches to address chronic pain is 
promising. For example, evidence from work conducted in Veterans Health 
Administration (VHA) primary care clinics suggest that both group and individual 
CBT-based intervention that builds pain self-management skills in six appointments 
or less is associated with improvements in pain-related activity interference and 
pain intensity (Beehler et al., 2019; Martinson et al., 2020).

15.6  Universal, Indicated, and Selective Prevention

The primary, secondary, and tertiary scheme described above delineates pain pre-
vention based on disease stage and progression (i.e., primary prevention works to 
prevent the onset of acute pain from illness or injury; secondary prevention works 
to limit chronification; and tertiary prevention reduces functional limitations from 
chronic pain). Another approach to pain prevention incorporates principles of risk 
stratification to delineate universal, selective, and indicated prevention strategies. 
Risk stratification consists of subgrouping a population of patients based on estab-
lished risk factors for developing chronic pain. As noted previously in this chapter, 
given the large number and diverse nature of risk factors for pain, risk stratification 
is a logical approach to identifying those from among all patients most in need of 
intervention. There is also a body of evidence suggesting that risk stratification can 
be beneficial for pain prevention. For example, a recent systematic review that 
included nine secondary prevention trials among patients with acute back pain iden-
tified that risk stratification procedures are advantageous (Meyer et al., 2018). More 
specifically, patients who screened as low risk did not benefit meaningfully from 
supplements to usual care, such as educational information or promotion of physical 
activity. Correspondingly, medium and high-risk patients who were provided with 
both a CBT and exercise component benefitted from this additional intervention 
with improved physical and emotional functioning as well as earlier return to work.

A universal prevention strategy addresses an entire population, and the primary 
goal is to prevent the health problem from occurring. Generally, this population has 
an average level of risk for developing the health problem of interest. In the present 
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context, universal pain prevention is not a realistic or feasible goal. Many of the 
causes of acute pain are inadvertent (e.g., a car accident) or serve a clear adaptive 
function (e.g., pain when touching a hot burner on a stove). Usually, universal pre-
vention is conducted without screening an individual for risk but can target specific 
sub-populations when warranted, such as wearing a seatbelt to prevent injury in a 
car accident. Theoretically, universal pain prevention would target all members of a 
population but would not account for any differences within that group (e.g., bio-
psychosocial factors that would alter risk for pain). Such discernment is the focus of 
selective prevention.

Selective prevention targets a specific group that is known to be at higher risk due 
to one or more biological, psychological, social, or environmental factors. Individual 
risk is not considered in selective prevention; the entire subgroup is targeted, even 
though one member of the subgroup may be at reduced personal risk while another 
may be at high personal risk. For example, shingles is well-known as a painful con-
dition. The shingles vaccine is recommended specifically to those over 50 years of 
age because of known elevated risk in an older population. The primary goal of 
selective prevention is to reduce the incidence of disease and/or the related conse-
quences, and in the context of pain, selective prevention is used to prevent 
chronification.

Finally, indicated prevention targets those individuals at highest risk with a focus 
on preventing consequences or complications of the underlying health problem. 
This approach includes screening or assessing an individual’s specific risks, such as 
a military veteran who worked in a physically demanding role for many years or an 
athlete with a history of several acute injuries. In this context, indicated prevention 
focuses on reducing the morbidity associated with chronic pain including reducing 
the risk that chronic pain becomes high impact in nature. Indicated prevention is 
especially relevant for IPC practice, and as shown in Table 15.1, there are several 
instruments available to IPC team members to engage in individual-level risk 
assessment (e.g., six-item STarT screener for back pain; Storm et al., 2018).

The universal, indicated, and selective prevention approach aligns roughly with 
notions of primary, secondary, and tertiary prevention. Universal and primary pre-
vention both operate with the widest lens, focusing on very similar strategies (e.g., 
avoiding injury and promoting healthy behaviors). Selective prevention subsumes 
both secondary and tertiary prevention which address subgroups with elevated risk 
levels. Indicated prevention also includes aspects of tertiary prevention, particularly 
the focus on reducing the impact of chronic pain on daily life and activities. 
Currently, the roles of IPC team members in each of these strategies are not well 
described, especially for universal and primary prevention. Given the population- 
based approach of most IPC models that emphasize primary prevention, it is impor-
tant to consider one more perspective: the Prevention Paradox (Rose et al., 2008). 
This theorem states that a universal prevention program will have a greater return 
than a program that only targets those at high risk (i.e., indicated prevention). This 
phenomenon would occur because making small improvements in pain-related risk 
among the full population will ultimately yield larger gains in health outcomes than 
making large improvements in the small number of patients with the highest risk for 
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chronic pain. While important to consider this population perspective, addressing 
the Prevention Paradox becomes an even greater challenge when considering the 
unique nature of pain. There is no way to universally prevent pain because most 
acute pain is adaptive. Further, Rose’s theorem may be at odds with practicality – 
shifting the overall population’s risk level prevents more cases of disease but does 
not necessarily consider the feasibility, costs, or intricacies of universal prevention. 
How (and when) do we appropriately prevent pain?

15.7  Stepped Care Prevention Model: Role of Primary Care 
Provider (PCP) and Behavioral Health Provider (BHP)

15.7.1  Watchful Waiting

A watchful waiting approach to chronic pain prevention is not well described in the 
IPC literature. In concept, watchful waiting consists of symptom monitoring to 
determine if the condition will resolve with no or minimal intervention to avoid 
treatments that are either unnecessary or those that could lead to unwanted side 
effects. Unfortunately, this term is a misnomer when applied to pain prevention 
because it reflects a biomedical framework in which psychosocial interventions are 
not seen as active ingredients of treatment. From a biopsychosocial perspective, 
there are many possible points of intervention for chronic pain and failing to provide 
assistance beyond symptom assessment is a missed opportunity to prevent the wors-
ening of pain. Any member of the IPC team can provide assessment using brief 
measures like the NRS or the PEG (Krebs et al., 2009) in combination with simple 
interventions described below (e.g., psychoeducation, bibio-prevention, or e-health 
prevention tools) in an effort to promote patient self-management. If continued 
assessment shows progression of pain intensity or significant functional impair-
ment, then more intensive intervention is warranted.

15.7.2  Psychoeducation

Psychoeducation is a typical starting point for non-pharmacologic intervention for 
pain, although it is most frequently offered as a tertiary prevention approach to 
assist those who already have chronic pain. The scope and depth of psychoeducation- 
based interventions varies significantly, and there is no uniform set of education that 
has been consistently supported by research. Psychoeducation topics can include 
any or all of the following: differentiating acute from chronic pain, the biopsycho-
social model of pain and its relevance for preventing and treating pain, pain neuro-
science, the expected course and impact of specific pain concerns, pain 
self-management approaches, and the importance of addressing pain-related 
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cognitive factors, such as fear-avoidance and pain catastrophizing. In addition to 
variation in educational content, the modality for psychoeducation can also vary 
widely. Psychoeducation can be delivered informally and sporadically, as part of a 
routine primary care visit, or delivered in a group format to take advantage of inter-
action among patients with similar pain concerns. Any appropriately trained mem-
ber of the IPC team can provide psychoeducation. As part of usual primary care, 
PCPs may provide information regarding the basic anatomy and physiology of the 
underlying condition, what to expect in terms of the course of acute or chronic pain, 
and brief essential advice regarding treatment options, including self-management. 
Notably, when indicated, PCPs should also strongly encourage the patient to attend 
more comprehensive psychoeducational sessions with BHP, nurse, or other provid-
ers who have more time allotted for counseling-based prevention strategies.

Pain psychoeducation is likely a necessary but insufficient component of address-
ing pain prevention effectively. The evidence suggests that, compared to no inter-
vention, psychoeducation produces a modest effect on pain intensity and pain-related 
functioning, but it is difficult to draw conclusions across studies because of the 
above noted heterogeneity in how psychoeducation is conceptualized and delivered 
(Straube et al., 2016). It is also challenging to know the net effect of psychoeduca-
tion, as it is often bundled with other interventions, such as strengthening or flexibil-
ity exercises, or with psychological skill-building approaches, such as CBT.

15.7.3  Biblio-Prevention

Similar to psychoeducation, pain biblio-prevention aims to improve patients’ 
knowledge regarding factual information about their chronic pain condition, pro-
moting adaptive attitudes and beliefs around pain, and promotion of self- 
management. The prototypical biblio-therapy for management of chronic low back 
pain is The Back Book, which is focused on differentiating hurt v. harm, promoting 
activity engagement, and developing a positive coping-focused approach to pain 
management (Burton et al., 1999). Designed as a brief pamphlet, The Back Book has 
been found to be effective at improving fear-avoidance beliefs and pain-related 
physical functioning. This approach to education, or similar permutations of it, has 
become so common that The Back Book is often used in clinical trials as the 
education- control condition when compared to more comprehensive interventions 
like CBT (Baez et al., 2018). While biblio-prevention is useful at imparting knowl-
edge and potentially changing patients’ attitudes around pain, these approaches are 
likely insufficient as stand-alone strategies to substantially improve pain ratings or 
functional outcomes for many patients. The obvious advantage of biblio-prevention 
approaches is that it is convenient for the provider to offer educational materials to 
patients with sufficient literacy levels so that they can engage with the materials 
outside of clinic and at their own pace. Any member of the IPC team can initially 
provide these materials with follow-up appointments used to answer questions iden-
tified by the patient. As with psychoeducation, biblio-prevention can be used to 
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build a larger, more comprehensive approach to intervention depending on the needs 
of the patient.

15.7.4  E-Health Prevention Tools

There has been substantial growth in the number of web-based technologies and 
mobile apps to assist patients with chronic pain management. These modalities have 
the advantage of overcoming several logistical barriers to care including removing 
the need for patients to travel to pre-scheduled appointments for group or individual 
interventions. The approach of e-health is quite broad and can include any combina-
tion of moderated discussion groups, peer support, CBT and related psychological 
therapies, symptom monitoring and feedback, mind-body techniques, relaxation 
training, or behavioral activation. Thus, e-health tools are essentially platforms in 
which a variety of intervention techniques and targets are embedded. Systematic 
reviews suggest that e-health tools can be effective approaches to chronic pain man-
agement that lead to small but significant improvement in pain intensity, physical 
functioning, depression symptoms, pain self-efficacy, and pain-related cognitions 
(Heapy et al., 2015; Moman et al., 2019). However, it is important to consider that 
while the e-health modality appears feasible, the impact of the intervention is based 
on both the quality of the delivery system (e.g., usability and design) as well as the 
nature of the content (e.g., degree of evidence-based information). Mobile apps for 
pain management have mushroomed in recent years, but despite their widespread 
availability, most have not been scientifically evaluated for effectiveness (Salazar 
et al., 2018). While most interventions are designed to be self-guided in which the 
patient sets the pace and goals for use of the intervention, there is growing interest 
in combining e-health with a level of clinician support to improve engagement. 
Patient adherence to e-health approaches is often modest but may be improved by 
offering clinician support (Mohr et al., 2011), thereby combining technology and 
clinician interaction. Thus, while any member of the primary care team can “pre-
scribe” an app, BHPs or nurses may engage in orienting the patient to the technol-
ogy as well as scheduling follow-up to address barriers to continued use.

15.7.5  Groups

Group interventions are flexible in format and can address a range of pain preven-
tion targets. Primary prevention can be addressed through groups that address life-
style and wellness topics (e.g., weight management) that are risk factors for 
developing chronic pain. Groups may also directly address pain psychoeducation or 
psychological intervention, such as CBT, as primary or secondary prevention 
(Linton, 2002; Linton & Andersson, 2000). The evidence supporting group psycho-
logical treatment specifically in the IPC setting exclusively addresses tertiary 
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prevention (Lamb et al., 2010; Martinson et al., 2020). Patients may be referred to 
IPC group psychological interventions based on PCP recommendation or following 
initial consultation with the BHP who conducts additional functional assessment 
and symptom measurement to better understand the impact of chronic pain or con-
tributing risk factors, such as co-occurring mental health conditions. BHPs may also 
assess the receptivity of the patient to group intervention or appropriateness of the 
patient for a group setting. Group interventions are most commonly led by the BHP 
(v. other members of the primary care team) or co-led with another BHP, such as a 
trainee. The content of group interventions can also vary, but CBT-based groups 
include a combination of psychoeducation, in vivo learning (e.g., engagement in 
relaxation exercises), review of homework, and relapse prevention. Direct interac-
tion among group members is encouraged.

While the PCP may not play a significant role in most group formats, they are the 
starting point for referral to treatment and can encourage continued participation in 
group. Alternatively, PCPs play a larger and more well-defined role in group medi-
cal visits. Group medical visits, or shared medical appointments, can take a variety 
of forms but typically include the PCP in their role as medical provider and pre-
scriber (Moitra et al., 2011). PCPs may meet with patients one-to-one as part of 
individualized follow-up, while the rest of the group is engaged by the BHP. A PCP 
may also co-lead with the BHP on topics of relevance, such as medication manage-
ment or coping with chronic pain, with an effort to facilitate group interaction and 
learning among patients. Group medical visits may also bring in other providers, 
such as clinical pharmacists to assist with analgesic optimization or physical thera-
pists to address how to safely engage in exercise or other activity-based 
interventions.

15.7.6  Individual

Individual intervention can address any stage of pain prevention. However, like 
group interventions, individual IPC interventions have been exclusively described 
in terms of tertiary prevention. The content of individual psychological intervention 
is similar to that of groups (e.g., psychoeducation, skills training with in vivo learn-
ing, review of homework, relapse prevention) but allow for more tailored assess-
ment and treatment for the individual at the expense of group discussion and learning 
from peers. PCPs do not typically provide individual level psychological interven-
tion in addition to standard components of medical care, including diagnostic 
assessment, brief self-management advice, prescribing analgesics and adjunctive 
medications, and referrals to additional services (e.g., physical therapy, chiroprac-
tic, etc.). In a collaborative care management approach, BHPs or possibly nurse care 
managers conduct pain symptom assessment, psychoeducation, and address barri-
ers to self-management to improve patient engagement in care (e.g., Dobscha et al., 
2009). In an approach designed for the PCBH model, the BHP uses routine mea-
surement to guide progression through a protocolized treatment that addresses core 
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CBT content (i.e., psychoeducation, behavioral activation and pacing, relaxation 
training, cognitive skills, and relapse prevention) that have been tailored by the BHP 
to ensure a patient-centered approach (Beehler et al., 2019). BHPs in both collab-
orative care management and PCBH roles provide periodic feedback to the PCP or 
other members of the IPC team to indicate progress or the need for additional inter-
vention in the form of referral or modification to the medical treatment plan.

15.8  Implementation

As noted above, there is relatively little emphasis on primary and secondary preven-
tion of pain in the United States, and most risk factors for developing chronic pain 
are not routinely addressed until symptoms exacerbate beyond mild to moderate 
levels. A comprehensive pain prevention program in the primary care setting must 
include early identification of risk factors, minimize potential for chronification, 
and improve overall functioning. Figure  15.1 displays the goals and potential 
approaches to include in a pain prevention program in an IPC clinic organized by 
target population. Although high-quality primary care services address primary pre-
vention targets (e.g., promoting health and wellness) for pain through routine deliv-
ery of care, many clinics may not view these services as fully meeting the goal of 
pain prevention. Implementation and evaluation of a stepped care approach to pain 
prevention that includes the IPC team is one potential strategy to begin to address 
this need.

15.8.1  Stepped Care Models for Pain Management

Stepped care approaches to the prevention and treatment of pain emphasize primary 
care-based screening and management with additional specialized resources avail-
able for more complicated presentations. Stepped care is recommended by the 
American Academy of Pain Medicine (Gallagher & Fraifeld, 2010) and has been 
implemented within the Veterans Health Administration (VHA; (Rosenberger et al., 
2011), the Department of Defense, and some Federally Qualified Health Centers 
(Anderson et al., 2013). VHA, for example, employs a stepped care strategy to pro-
vide a continuum of effective pain care for veterans with both acute and chronic 
pain. This approach is highly individualized, and interventions are added or 
expanded with increasing patient complexity and need. The foundational step 
emphasizes the importance of overall wellness and self-care (e.g., weight manage-
ment, social support, nutrition) and environmental safety which are reflective of 
primary prevention strategies. Step one focuses on multidisciplinary primary care 
management of the majority of pain concerns, including brief versions of CBT for 
chronic pain delivery by the IPC BHP, physical therapy, complementary and inte-
grative health approaches, and a variety of other approaches. Step two brings in 
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specialty services such as pain medicine, physical and rehab medicine, and behav-
ioral pain management for short-term co-management, whereas step three includes 
tertiary care services, such as residential pain rehabilitation programs.

The focus of the discussion that follows will address, in some detail, IPC 
approaches that target primary, secondary, and tertiary prevention as part of step one 
of a stepped care approach. Local implementation of a continuum of pain preven-
tion services will vary based on clinic resources and contextual factors, but the 
approaches described below can likely be modified for many settings.

15.8.2  Addressing the Continuum of Pain Prevention in IPC

A comprehensive pain prevention program in IPC should consider four founda-
tional intervention approaches. The first point of intervention focuses on primary 
pain prevention through social marketing and related approaches that publicly dis-
play persuasive educational information about pain risk factors through brochures 
and posters distributed through the clinic setting. Secondly, general health promo-
tion, such as wellness groups, physical fitness groups, or stress management groups, 
can prevent pain by decreasing modifiable risk factors and maximizing protective 
factors. Thirdly, psychoeducation regarding pain management can be delivered 
through in-person, biblio-prevention, or e-health approaches. Fourth, the BHP, who 
routinely serves a broad percentage of the primary care population, is a critical 
component of pain prevention programming. In addition to offering biblio- 
prevention, e-health tools, or psychoeducation, BHPs are in the unique position to 
offer group or individual brief psychological interventions for pain for those need-
ing tertiary prevention.

15.8.3  Patient Identification

Within the IPC setting, identification of patients with pain-related risk factors can 
begin even before the patient arrives for the medical appointment. One strategy is to 
engage in case finding in which an IPC team member, such as the nurse, can review 
the medical records of patients with upcoming appointments with the goal of iden-
tifying potential cases that have not already engaged in active wellness or biopsy-
chosocial pain management. For example, cases might be identified based on 
presence of a specific pain-related condition, such as arthritis, along with other 
pain-related risk factors, such as depression or other mental health symptoms. The 
goal is to offer patients proactive outreach and engagement in interventions to 
reduce modifiable risk factors. As an alternative strategy, patients with pain-related 
conditions can be identified and prioritized for additional assessment as part of a 
review and discussion of upcoming appointments during routine team huddles. 
Routine chart scrubbing is one strategy to prepare for effective huddles and to 
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improve overall efficiency. Chart scrubbing is a systematic and proactive review of 
critical information in the electronic medical record to identify gaps in care to be 
addressed. Typically, a nurse or a medical assistance prints the daily patient sched-
ule and makes note of key information about each scheduled appointment, such as 
labs, vaccinations, recent hospitalizations or emergency department visits, review of 
self-management goals, and risk factors for high-priority conditions. Scrubbing also 
includes the identification of patient visits that may require additional time and 
assistance from various team members, such as the BHP. Many clinics use a stan-
dardized form when scrubbing charts to ensure consistent information for each 
patient is reviewed. After the scrubbing process is completed, the information is 
shared and discussed with the entire IPC team during huddles.

An important feature of IPC for pain prevention is assuring that the BHP is avail-
able to take warm hand-offs when at-risk patients are identified by their PCP or 
through the case-finding and chart scrubbing procedures noted above. Some IPC 
programs may make it the expectation that any patient who presents to the PCP with 
significant pain symptoms or functional impairment is also seen by the BHP the 
same day. If the patient is experiencing acute pain, for example, this collaboration 
across IPC team members can be a critical point of early intervention to address risk 
factors and maximize protective factors with the goal of preventing chronification. 
For those patients referred with an established history of chronic pain, the PCP’s 
warm hand-off to the BHP provides an efficient approach to expanding the scope of 
services to include biopsychosocial care such as psychological therapies. For some 
busy clinics, this strategy may not be completely feasible due to the high volume of 
patients. In this scenario, a risk stratification process through additional screening is 
warranted.

15.8.4  Functional Assessment and Intervention

After a warm hand-off occurs, the BHP should conduct additional assessment. A 
functional assessment is a brief (~15–20 minutes), semi-structured approach used to 
identify how well a patient is functioning across life domains. Areas of functioning 
typically assessed include sleep, work/school, physical activity, personal relation-
ships, mood, diet, substance use, and coping skills (Hunter et al., 2017). A func-
tional assessment tailored for pain also explores factors that make pain better or 
worse, impact on daily functioning, and pain-related coping responses (positive and 
negative). The functional assessment should also include general descriptions of the 
pain as well as information about onset, frequency, and duration (Hunter et  al., 
2017). In addition to functional assessment, relevant symptom assessment should 
occur. Specifically, brief measures such as the PEG (Krebs et al., 2009) described 
earlier in this chapter can be incorporated into every appointment. The PEG is espe-
cially useful because of its brevity and multidimensional focus on both pain inten-
sity and pain-related interference in general activities and enjoyment of life. 
Consistent use of the PEG establishes the foundation for measurement-based care. 
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The routine application of measurement has been found to improve the quality of 
care through improved early identification and assessment processes, creating a 
shared language for discussing symptoms, enhanced communication, as well as 
early identification of non-responders allowing to appropriately triage to more 
intensive pain management services (Dowrick et al., 2009). Additional brief, stan-
dardized assessments for mental health symptoms should be included as indicated, 
such as the Patient Health Questionnaire (PHQ-9; Kroenke et al., 2001).

Results of the symptom and functional assessment taken together with the 
patient’s goals for treatment direct the approach to intervention. For example, a 
patient with minimal pain-specific concerns (e.g., manageable pain intensity, mini-
mal activity interference) at the time of assessment could potentially benefit from 
low resource interventions such as biblio-prevention or e-health tools in an effort to 
provide education about the nature of chronic pain and ways to avoid chronification 
(e.g., staying active and managing comorbid medical and psychological condi-
tions). Alternatively, assessment could reveal that comorbid mental health condi-
tions are a relative priority for treatment in either the IPC or specialty setting that 
would ultimately reduce the risk of experiencing disabling pain subsequently. In 
contrast, if a patient reports significant pain intensity and reported disability and is 
amenable to IPC-based intervention, brief interventions can be employed to target 
pain management, comorbid conditions, or both. For example, enhancing problem- 
solving skills, providing brief interventions for depression or insomnia, and goal 
setting to increase self-management and general self-care are likely to improve 
overall functioning. Options for addressing pain management directly in the IPC 
setting include psychoeducation in individual or group format and brief psychologi-
cal interventions for pain. Brief CBT-CP was designed specifically for use in IPC 
settings and has been tested in VHA clinics (Beehler et al., 2019). Brief CBT-CP 
can be used by any BHP with a solid foundation in basic CBT skills (e.g., relaxation 
training, behavioral activation, cognitive skills, etc.). Since most IPC intervention 
focuses on tertiary pain prevention, it is recommended that Brief CBT-CP and 
related interventions be made more widely available in IPC.

15.8.5  IPC Team Communication

One of the core features of IPC is communication among the interdisciplinary team 
members. Ideally, interprofessional communication should occur through estab-
lished, routine processes across multiple modalities (e.g., written, verbal, and/or 
electronic). When implementing a pain prevention program, multiple points of com-
munication should be established and maximized in order to provide the best patient 
care experience. Potential points of team communication include daily huddles, 
curbside consultations, warm hand-offs, weekly/monthly team meetings, co-signed 
progress notes, “view alerts” in shared electronic medical records, secure e-mails, 
and instant messaging.
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15.8.5.1  Case Example

Consider a scenario in which a patient at risk for experiencing functional impair-
ment from chronic pain is identified through chart scrubbing. This patient is sched-
uled to see the PCP regarding a flare-up in low back pain over the past several 
months that has resulted in several prior PCP appointments. The patient is flagged 
in part because of her co-occurring anxiety disorder diagnosis and tobacco use his-
tory. She is discussed among the team members during the morning huddle, and, 
after review, the team agrees that she might be a good candidate for meeting with 
the BHP. To ensure a good warm hand-off process, the PCP would discuss the con-
cern to be addressed by the BHP with the patient using culturally appropriate lan-
guage that is non-stigmatizing. The PCP would then describe the role of the BHP to 
the patient and ask for permission to introduce her to the BHP after the current 
appointment. If the patient agrees to meet with the BHP, the PCP conducts the warm 
hand-off through same day access scheduling slots. The PCP directly introduces the 
patient to the BHP and provides a brief description of the concerns based on the 
understanding of the patient’s experience. The BHP confirms understanding the 
information conveyed by the PCP and engages the patient in care. After completing 
a pain-focused functional assessment and gathering symptom data through the PEG, 
the BHP provides feedback to the PCP through a quick secure instant message and 
briefly describes recommended team-based care interventions. The BHP offered the 
patient a face-to-face course of brief psychological intervention, but she declined. 
However, she was open to using a mobile app to track her pain to see if it changes 
(either worsened or improved) over the coming weeks in response to her daily activ-
ities. She also agreed to phone follow-up with the BHP to discuss barriers in using 
the app and to review the information she tracks.

Later that clinic day, the BHP checks-in by secure instant messaging with the 
PCP and suggests reinforcing the patient’s use of the app as well as requests that the 
patient be re-referred if pain or functioning do not improve (or decline) and medica-
tion changes are being considered. This worsening of pain could indicate the need 
for re-assessment by the BHP at which time the CBT intervention option could be 
reintroduced alongside other options (e.g., referral to community resources). Next, 
the BHP documents key summary information for the entire IPC team through the 
shared electronic medical record. Finally, the next morning at the daily huddle, the 
BHP gives the team a brief (i.e., less than 2 minute) update on the outcomes of the 
functional assessment and the intervention the patient was willing to consider 
thereby completing the team-based care communication cycle.

15.8.6  Racial and Ethnic Disparities in Pain Care

Across a variety of medical settings, racial and ethnic disparities in pain perception, 
assessment, and treatment are well documented (Green et  al., 2003). Physicians 
have been shown to be twice as likely to underestimate pain for Black patients 
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relative to non-Black patients (Staton et al., 2007). Further, providers may hold false 
beliefs that Black patients are less sensitive to pain than White patients due to pre-
sumed underlying biological differences (Hoffman et  al., 2016). Unfortunately, 
these biased and inaccurate beliefs can influence clinical practice of any member of 
the IPC team. Although health disparities are ultimately a product of a number of 
patient, provider, healthcare system factors (Anderson et al., 2009), we encourage 
all providers to prioritize education and training designed to address implicit bias 
and improve cultural competence in the screening, assessment, and management of 
pain among diverse patients (Tait & Chibnall, 2014). In addition to improving indi-
vidual provider competencies, IPC services have been shown to improve access to 
mental and behavioral health care for Latinos (Bridges et al., 2014) and older Black 
patients (Ayalon et al., 2007) that yields outcomes comparable to those observed in 
non-Hispanic White patients. Thus, IPC may hold significant potential to address 
early treatment of pain to limit chronification while also reducing racial and ethnic 
inequities in care.

15.8.7  Implementation Challenges

It is challenging to implement comprehensive pain prevention programs as evi-
denced by the dearth of such programs on a wide scale. PCPs typically report being 
ill-equipped to address and prevent pain from a biopsychosocial stance. Depending 
on the background, training, and prior experiences of the BHP, he or she may not be 
knowledgeable or confident in their ability to adequately address pain prevention or 
management. In addition to lack of confidence and skills, there continues to be mis-
understandings, stigma, and negative provider beliefs about patients who experi-
ence chronic pain. Further, there is often a misperception that pain intervention 
requires highly specialized expertise and should only be addressed through more 
intensive services than typically offered by an IPC team. Another challenge is the 
pace of the primary care setting: when team members feel overwhelmed by the 
clinic volume, there may be little time, energy, or motivation devoted to establishing 
comprehensive prevention programs. 

In order to successfully implement pain prevention, a robust package of imple-
mentation support should be offered. This type of implementation assistance should 
begin with broad provider education that includes the full IPC team. Topics should 
include the following: identifying and reducing stigma associated with treatment of 
patients with chronic pain; ensuring cultural competence with diverse patient popu-
lations; embracing a prevention-oriented treatment approach; increasing provider 
knowledge and confidence in developing biopsychosocial case formulations and 
providing evidence-based treatments that include non-pharmacologic options; and 
employing screening and measurement practices that enhance patient care and pro-
vide a monitor for evaluating patient outcomes that can be achieved in a primary 
care setting. Education should also include hands-on role-playing experience in 
which the team practices delivering these interventions as well as direct feedback 
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about the simulated patient interactions, thereby building providers’ knowledge, 
skills, and confidence. If resources allow, education should be individualized and 
tailored for the needs of the clinic and providers.

In addition to education, more intensive forms of implementation support may be 
needed for many locations facing systemic implementation barriers (e.g., significant 
time constraints, belief that pain should be treated elsewhere, scheduling practices 
inconsistent with team-based care). For example, academic detailing (Davis & 
Taylor-Vaisey, 1997) can be used to identify the gaps between local clinic practice 
and current evidence-based treatment options. To conduct academic detailing, it is 
important to understand both current practices, and the individual beliefs, knowl-
edge, and motivation of the providers. If gaps emerge between current practice and 
evidence-based guidelines, clear behavioral objectives for change should be pro-
vided. In addition to academic detailing, one of the most intensive forms of assis-
tance is implementation facilitation. Implementation facilitation comes in many 
forms but typically includes multiple support strategies including routine consulta-
tion with specialists, identifying and developing champions, audit and feedback, as 
well as standard forms of technical assistance, which might include building policy 
dashboards or other resources such as note templates. Further, some IPC locations 
may have access to a specific form of facilitation, known as practice facilitation 
(Baskerville et al., 2012) in which an expert practice facilitator is hired by the orga-
nization to improve the quality of care through multiple, sequential quality improve-
ment initiatives. Implementation of clinic-wide pain prevention is an ideal example 
of a target innovation for a practice facilitator.

15.9  Conclusion

Like public health measures for prevention of other chronic medical conditions, 
such as heart disease or diabetes, strategies to prevent chronic pain should be con-
sidered within IPC clinics. Exclusively biomedical approaches specifically target-
ing tertiary pain prevention have clearly been shown to be inadequate in meeting the 
needs of patients. Lack of attention to both primary and secondary prevention of 
pain results in escalation to higher-cost interventions which could have been avoid-
able if addressed early in the trajectory of care. A transformative approach grounded 
in stepped care that combines multiple supportive, educational, and evidence-based 
pain treatments through a multidisciplinary team approach is the key to successful 
pain prevention. While much research needs to be done in this area, we recommend 
IPC efforts to provide intervention early and often to the majority of patients who 
are either at risk for developing chronic pain or are experiencing the negative impact 
of pain already and are in need of biopsychosocial intervention.
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Chapter 16
Eating Disorders

C. Barr Taylor, Ellen E. Fitzsimmons-Craft, Arielle C. Smith, 
and Andrea K. Graham

16.1  Definition/Diagnostic Criteria

Eating disorders (EDs) are common and serious behavioral health disorders associ-
ated with high morbidity and mortality, marked impairment, and poor quality of life 
(American Psychiatric Association, 2013; van Hoeken & Hoek, 2020). EDs include 
a number of diagnostic categories as described below, with the three main clinical 
diagnoses being anorexia nervosa (AN), bulimia nervosa (BN), and binge eating 
disorder (BED). In a meta-analysis of 36 quantitative studies, Arcelus et al. (2011) 
reported that the weighted mortality rates (i.e., deaths per 1000 person-years) were 
5.1 for AN, 1.7 for BN, and 3.3 for ED not otherwise specified (EDNOS), a catego-
rization updated in the DSM-5 to Other Specified Feeding and Eating Disorder 
(OSFED), that included disorders of clinical severity other than AN, BN, and 
BED. The standardized mortality ratios (i.e., ratios of observed to expected deaths) 
were 5.86 for AN, 1.93 for BN, and 1.92 for EDNOS. They noted that one in five 
individuals with AN had died by suicide (Arcelus et al., 2011). Mortality associated 
with AN is considered to be one of the highest mortality rates of any behavioral 
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health disorder (Arcelus et al., 2011). Other work has found a standardized mortal-
ity ratio of 1.50 specifically for BED (Fichter & Quadflieg, 2016).

ED diagnoses are based, for the most part, on self-reported symptoms. The 
Diagnostic and Statistical Manual (DSM) of the American Psychiatric Association 
is the standard source for definitions (American Psychiatric Association, 2013). The 
definitions for the most common disorders, based on the current version of the DSM 
(DSM-5), in adults are as follows:

16.1.1  Anorexia Nervosa (AN)

There are three key diagnostic criteria for AN: (1) restriction of energy intake rela-
tive to requirements, leading to a significantly low body weight (of note, individuals 
with body mass indices (BMIs) below 17 kg/m2 are considered to have moderate to 
severe AN); (2) intense fear of gaining weight or of becoming fat; and (3) a distur-
bance in the way body weight/shape is experienced with an overevaluation of weight 
and shape. AN is further characterized as the restricting type if individuals have not 
recently engaged in bingeing or purging or as the binge  eating/purging type if 
they have.

Historically, AN has been diagnosed in individuals with very low body weights 
relative to that expected for their sex/age. However, some researchers have identi-
fied individuals with “normal or high weights” who have undergone significant 
weight loss and who exhibit the other characteristics of AN, as well as unstable vital 
signs such as very low heart rates and arrhythmias indicating medical instability 
(Whitelaw et al., 2018). These individuals are labeled as having atypical AN (AAN), 
which is included under the OSFED diagnosis in DSM-5. Practitioners should thus 
be aware that recent, significant weight loss may be indicative of AAN in normal or 
overweight individuals if they have all the other features of AN.

16.1.2  Bulimia Nervosa (BN)

BN is characterized by both the presence of bingeing and “compensatory” behav-
iors meant to prevent weight gain, such as vomiting, misuse of laxatives, diuretics, 
or diet pills, fasting, and/or excessive exercise. Binge eating is defined as eating 
more food in a short period of time than most individuals would eat in a similar 
period of time under similar circumstances, and a feeling of loss of control over the 
eating episode (e.g., a feeling that one cannot stop eating). The binge eating and 
inappropriate compensatory behaviors both occur, on average, at least once a week 
for 3 months. Individuals with BN also unduly base their self-esteem on body shape 
and weight.
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16.1.3  Binge Eating Disorder (BED)

BED, the third major eating disorder, is characterized by binge eating, on average, 
at least once a week for 3 months but without regular engagement in associated 
compensatory behaviors. The binge  eating episodes are associated with three or 
more of the following: eating more rapidly than normal, eating until feeling uncom-
fortably full, eating large amounts of food when not hungry, eating alone out of 
embarrassment for what or how much one is eating, or negative emotions (e.g., 
disgust, guilt, depression) after overeating.

16.1.4  Purging Disorder (PD)

PD is not formally recognized in DSM-5 (it is noted as an example of OSFED), but 
since health-care professionals may encounter this condition in practice and see 
patients suffering the consequences of excessive purging, it is worth a description. 
(Also, some ED screening measures identify possible cases, e.g., the Stanford- 
Washington University Eating Disorder Screen [SWED] (Graham et al., 2019)). PD 
is characterized by high rates of vomiting and/or the use of diuretics or laxatives to 
control weight and shape in the absence of bingeing episodes.

16.1.5  Other Specified Feeding or Eating Disorder (OSFED)

In addition to AAN and PD, OSFED includes individuals with symptoms and 
behaviors like those of AN, BN, and BED but who do not meet the full diagnostic 
criteria. Much less is known about the risk factors for these disorders or how to 
intervene, and they will not be discussed further in this chapter.

16.2  Prevalence and Age of Onset

EDs are very common. In a recent study, the highest estimated mean annual preva-
lence of EDs occurred at approximately 21 years for both males (7.4%; 95% UI, 
3.5%–11.5%) and females (10.3%; 95% UI, 7.0%–14.2%), with lifetime mean 
prevalence estimates increasing to 14.3% (95% UI, 9.7%–19.0%) for males and 
19.7% (95% UI, 15.8%–23.9%) for females by 40  years. Ninety-five percent of 
first-time cases occurred by 25  years (Ward et  al., 2019). Striegel-Moore et  al. 
(2003) found that for White women, AN begins as early as age nine and continues 
to occur throughout adolescence; BN and BED typically begin somewhat later 
(Striegel-Moore et al., 2003). Consistent with Ward et al. (2019), they found that 
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relatively few cases occurred after age 24. In one large US national sample, the 
adjusted odds ratios (AORs) for lifetime, but not 12-month, BED diagnosis was 
significantly lower for non-Hispanic Black respondents relative to that of non- 
Hispanic White respondents; AORs of BED for Hispanic and non-Hispanic White 
respondents did not differ significantly (Udo & Grilo, 2018). Much less is known 
about rates of EDs among Asians (Ning et al., 2021).

Once EDs become established, they are more difficult to treat, at least in the case 
of AN (Guarda, 2008), and the longer the disorder lasts, the more likely it is to have 
adverse effects. Proponents of prevention argue, then, that it is important both to 
reduce the prevalence of risk factors and to keep EDs from emerging and that, given 
the prevalence of disordered eating attitudes and behaviors in young women, this is 
of major public health importance.

16.3  Risk Factors

In recent years, a number of prospective studies have been conducted to help iden-
tify risk factors for EDs. These prospective studies, along with an even larger litera-
ture on retrospective, cross-sectional, and clinical studies, have identified a number 
of risk factors (Jacobi et al., 2004; Stice & Shaw, 2004; Taylor, 2017). In the ED 
prevention literature, the risk factors of interest have been shown to be “causative” 
of the disorder in that they can be reduced, with reduction associated with lower 
rates of onset. Across many studies, elevated perceived pressure to be thin from 
family, peers, and the media, internalization of the thin ideal espoused for women 
by Western culture, BMI, and body dissatisfaction have predicted future eating 
pathology (Taylor, 2017; Taylor et al., 2017). The role of dieting as a risk factor is 
less clear, and the results have been inconsistent, perhaps because of problems asso-
ciated with measurement and/or because it so common as to be nonspecific.

In addition to the specific risk factors mentioned above, there are additional non-
specific risk factors to consider. For example, a history of adverse childhood experi-
ences (including sexual abuse) appears to be a risk factor for the development of a 
number of mental health problems, including EDs (Jacobi et al., 2004; Pike et al., 
2008; Sanci et  al., 2008; Speranza et  al., 2003). As such, prevention of adverse 
childhood experiences would likely reduce the onset of EDs (and other mental 
health problems) but is a goal beyond ED prevention. EDs are much more common 
in women, and, as noted previously, often begin early. These data suggest that pre-
ventive programs should begin by at least age 12, if not earlier, and that preventive 
programs are relevant at least into the mid-20s.

There has been some interest as to whether or not acculturation to Western soci-
ety may trigger EDs. However, both greater and lesser acculturation have been iden-
tified as risk factors for the development of an ED, and this varies depending on the 
group studied as well as how acculturation and culture change are conceptualized 
and measured (Doris et al., 2015). Studies have yet to show how a change in culture 
may affect ED onset rates, except as applied to very contained environments. 
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Genetic and biological studies may eventually identify populations at particular risk 
and in need of targeted prevention efforts (Bulik et al., 2016;). Finally, there are a 
number of high-risk settings and activities that are associated with increased risk for 
EDs, including gymnastics and some other sports (Flatt & Taylor, 2018), classical 
ballet (Ringham et al., 2006), and modeling, to name a few.

While the general importance of weight and shape concerns as risk factors is 
well-known, it is not known if just having high weight and shape concerns is suffi-
cient to cause an ED or if the presence of other factors is necessary for an ED to 
develop (Jacobi et  al., 2004). Further, in a secondary analysis of a study which 
selected participants based on high weight concerns (Jacobi et  al., 2011; Taylor 
et  al., 2006), the most potent risk factors were comments by a coach or teacher 
about the participant’s eating and a history of depression (Jacobi et al., 2011). This 
has implications for medical professionals as comments about weight, shape, and 
eating might have adverse consequences.

Most of the studies on weight and shape concerns have focused on young women, 
and much less is known about how weight/shape concerns affect young men. A 
study by Calzo et al. (2012) suggests that there may be important gender differ-
ences, e.g., thin young men may want to gain rather than lose weight to improve 
appearance. There is also less information available on weight and shape concerns 
as risk factors for EDs for many minority populations, e.g., the LGBTQ community. 
A recent systematic review found higher rates of bingeing and purging and lower 
body dissatisfaction, but also lower drive for thinness, in sexual minority women 
compared with heterosexual peers (Meneguzzo et al., 2018). Another recent study 
involving a very large national sample of college students found that students who 
identified as bisexual or other sexual orientation reported significantly greater odds 
of a probable ED diagnosis and greater elevations in weight and shape concerns 
compared to heterosexual students. Cisgender female students and gender minority 
students reported significantly greater odds of a probable ED diagnosis and greater 
elevations in weight and shape concerns compared to cisgender male students 
(Calzo et al., 2017).

A major, important controversy in the ED prevention field is the impact of health- 
care provider recommendations to lose weight for those with overweight or obesity. 
ED prevention experts have argued that public health attempts to encourage young 
men and women with “overweight” to lose weight may increase weight and shape 
concerns and foster unhealthy weight regulation practices, although this has not 
been definitively demonstrated (National Task Force on the Prevention and 
Treatment of Obesity, 2000). Later, we discuss how health-care professionals might 
discuss risk and intervention and treatment options with patients at risk for, or with 
early EDs, as well as overweight or obesity.

It should be noted, while many have been posited, no risk factors have been iden-
tified for AN in prospective studies, in part because of the relatively low rate of 
onset for AN. However, as part of a prevention study, Jacobi et al. (2018) used three 
characteristics to identify young girls at putative risk for AN: (1) high drive for thin-
ness, (2) low weight or significant weight loss, and (3) high levels of perfectionism, 
amenorrhea, excessive exercise, or a family history of an ED. In a large sample of 
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German girls, ages 11 to 17, 12.1% (447/3941) were identified as at risk for AN 
on the basis of these risk factors (Jacobi et al., 2018).

16.4  Effective Screening

Screens can be used to identify those at possible risk for and/or with clinical disor-
ders.  (The limitations of screens are discussed elsewhere in this volume). In terms 
of assessing for ED risk, the Weight Concerns Scale (WCS) is one of the most 
widely used and studied measures (Taylor, 2017). The WCS was derived from a 
principal component analysis of an extensive list of self-reported ED attitudes and 
behaviors (Killen et al., 1993). The goal was to create a relatively brief, but psycho-
metrically sound, instrument that did not overlap with other dimensions of EDs like 
purging, restraint, physical activity, and bulimia. The scale was found to have excel-
lent stability (r = 0.71 for a 7-month interval (Killen et al., 1994) and r = 0.74 for a 
12-month interval (Killen et al., 1996)) and to be sensitive to treatment differences 
(Taylor et al., 2006). Because the items were derived from different scales, with the 
items scored differently, each of the five items is adjusted to equal a maximum score 
of 20 (see Table 16.1), for a maximum total scale score of 100. Because the score 
adjustments make the WCS difficult to quickly score in clinical practice, in a sample 
of 4882 young women, we used a receiver operating characteristic (ROC) analysis 
to determine the score on items that might capture the same risk as the entire 
WCS. We found that a response >2 on the question, “How afraid are you of gaining 
3 pounds?” (see item two in Table 16.1) had a sensitivity of 85.7% and a specificity 
of 78.8% for identifying individuals at high risk for an ED, based on the full WCS 
scale (score of 47 or greater). This one question could be added with a short screen 
that identifies possible EDs (e.g., the SCOFF, see Table 16.2, below) to identify 
individuals at risk for or with EDs.

For identifying possible EDs in clinical practice, the SCOFF is the most widely 
used scale (see Table 16.1). The name is a mnemonic of its five items. The SCOFF, 
which was developed by British researchers (hence the “one stone” criterion—a 
stone equals 14 pounds) consists of five items scored as yes or no (Morgan et al., 
1999). A score of yes on two or more items indicates a likely case of AN or BN. In 
an analysis of 25 studies, the SCOFF had a pooled sensitivity of 0.86 (95% CI, 
0.78–0.91) and specificity of 0.83 (95% CI, 0.77–0.88) for identifying AN and/or 
BN compared to a clinical interview (Kutz et al., 2020). Important to note though, 
the SCOFF does not identify risk, distinguish between full clinical and subclinical 
disorders, and may not identify BED.

If a practitioner wants to use the SCOFF to quickly and easily assess for EDs and 
wants to measure risk, as mentioned, the WCS may not be a viable alternative as the 
scoring is complicated. However, the WCS item two noted above could be added to 
the SCOFF, and the combined questions could identify those at risk for or with a 
possible ED. However, practitioners should keep in mind that item two from the 
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WCS has not undergone the same level of extensive testing as an independent 
screener than has been done with the full WCS.

Several years ago, as part of a long-term ED prevention research study, we devel-
oped a short instrument that can measure both risk for and possible presence of an 
ED (Graham et al., 2019). The instrument includes both the WCS and items assess-
ing clinical features of EDs based on DSM-5 criteria. Compared to a diagnostic 
interview, screen sensitivity ranged from 0.90 (for AN) to 0.55 (for PD) and speci-
ficity ranged from 0.99 (for AN) to 0.78 (for subthreshold BED). The final screen 
was programmed to be interactive so that it takes only 5–7 min to complete. The 
screen has since been slightly expanded to include assessment of a broader range of 
EDs and deployed by the National Eating Disorders Association (NEDA), the larg-
est non-profit dedicated to EDs in the USA, as way to provide feedback to interested 
individuals on possible ED risk or clinical status (Fitzsimmons-Craft et al., 2019). 

Table 16.1 Weight concerns scale

For all questions below, circle only one number
1. How much more or less do you feel you worry about your weight and body shape than other 
women your age?
  1. I worry a lot less than other women
  2. I worry a little less than other women
  3. I worry about the same as other women
  4. I worry a little more than other women
  5. I worry a lot more than other women
2. How afraid are you of gaining 3 pounds?
  (1)
  Not afraid

(2)
Slightly afraid

(3)
Moderately afraid

(4)
Very afraid

(5)
Terrified

3. When was the last time you went on a diet?
  1. I’ve never been on a diet
  2. I was on a diet about one year ago
  3. I was on a diet about 6 months ago
  4. I was on a diet about 3 months ago
  5. I was on a diet about 1 month ago
  6. I was on a diet less than 1 month ago
  7. I’m now on a diet
4. Compared to other things in your life, how important is your weight to you?
  1. My weight is not important compared to other things in my life
  2. My weight is a little more important than some other things
  3. My weight is more important than most, but not all, things in my life
  4. My weight is the most important thing in my life
5. Do you feel fat?
  (1)
  Never

(2)
Rarely

(3)
Sometimes

(4)
Often

(5)
Always

Scoring:
[100×(Q1 response-1)/4 + 100×(Q1 response-1)/4 + 100×(Q1 response-1)/6 + 100×(Q1 
response-1)/3 +100×(Q1 response-1)/4]/5
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The screen is now being completed by more than 200,000 respondents per year. 
However, a limitation is that the algorithm is complex, and the measure cannot be 
easily scored by hand.

A few instruments have been developed to identify individuals with BED or 
subclinical BED, including those developed by pharmaceutical companies hoping 
to identify individuals who might then be prescribed pharmacological intervention. 
For example, the 7-item Binge-Eating Disorder Screener (BEDS-7) has been shown 
to have 100% sensitivity and 38.7% specificity for identifying cases of BED 
(Herman et al., 2016). Stice et al. (2004) have also developed an ED diagnostic scale 
based on DSM-IV.

16.5  Review of Evidence

16.5.1  Universal Prevention: Application 
to Health-Care Settings

Given the ubiquity of poor body image and internalization of the thin body ideal, 
coupled with the fact that ED risk factors begin early and that the peak onset of 
EDs is during adolescence, universal prevention programs would seem to be ideal 
to introduce in school settings. Further, if demonstrated effective, the materials 
might be used as psychoeducational tools in health-care settings. Early review of 
classroom- based interventions designed to improve body image and reduce ED 
attitudes and behaviors found little benefit (Pratt & Woolfenden, 2002). A more 
recent review suggested that more current programs could be of benefit, at least to 
young women, but the quality of evidence was rated as low (Chua et al., 2020), and 
there was little evidence that these programs resulted in meaningful reduction in 
ED onset. As a resource, we made one of these programs, StayingFit (Jones et al., 
2014), freely available via a massive open online course (MOOC) so that it could 
be available for free for anyone who is interested (available at www.edx.org/course/
staying- fit). The course provides basic information about body image and healthy 
weight regulation skills. There is some evidence that the program may support 
healthy weight regulation, improve weight/shape concerns among participants 
with EDs risk, and increase physical activity, at least in high school students (Jones 
et al., 2014).

Table 16.2 SCOFF questions

1. Do you make yourself Sick because you feel uncomfortably full?
2. Do you worry that you have lost Control over how much you eat?
3. Have you recently lost more than One stone (14 lb) in a 3-month period?
4. Do you believe yourself to be Fat when others say you are too thin?
5. Would you say that Food dominates your life?

One point for every “yes”; a score of ≥2 indicates a likely case of anorexia nervosa or bulimia
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Perhaps the most important role health-care providers and other authority figures 
(e.g., teachers) can play is to avoid messages that may stigmatize EDs, eating behav-
iors, overweight, or obesity, since they may inadvertently increase ED behaviors. In 
one of our studies, we have shown that a comment from a coach or teacher about 
eating was associated with increased ED risk (Jacobi et al., 2011).

16.5.2  Targeted or Selective Prevention Interventions

Preventive approaches often distinguish between universal, targeted/selective (i.e., 
intended for individuals at high risk for the disorder), and indicated prevention, with 
the latter appropriate for individuals at very high risk and exhibiting low levels of 
ED behaviors, including bingeing and/or compensatory behaviors. In the ED field, 
the distinctions between targeted/selective and indicated interventions are often 
arbitrary as there is a continuum of ED attitudes and behaviors. The same interven-
tions used for targeted/selective are appropriate for those where indicated interven-
tion is appropriate (Taylor et al., 2006). However, individuals with very high weight 
and shape concerns and some bingeing and/or compensatory behaviors would also 
be appropriate for clinical interventions. For a stepped-care approach, we recom-
mend simply following individuals in the targeted/selective/indicated group and 
then moving to next-level interventions if symptoms begin or worsen.

Extensive work in the past decade has resulted in three effective targeted/selec-
tive preventive approaches at least for older adolescents and college-age women, 
with several programs evidencing a significant reduction in ED onset among high- 
risk women (Harrer et al., 2020; Martinsen et al., 2014; Stice et al., 2006, 2008; 
Taylor et al., 2006, 2017; Wade & Wilksch, 2018). These three programs are based 
on social learning theory/cognitive behavior therapy (CBT), cognitive dissonance, 
and media literacy/advocacy, respectively, as discussed below. Of note, psychoedu-
cation approaches alone, particularly those with limited interactions with partici-
pants (e.g., didactic programs) and delivered to individuals at low-risk for ED onset, 
have limited effectiveness (Stice et al., 2007). Harrer et al. (2020) recently reported 
on the results of a meta-analysis of 27 studies, mostly using either social learning 
theory/CBT or cognitive dissonance. The relative risk of developing a subthreshold 
or full-threshold ED in intervention versus control was incidence rate ratio = 0.62 
(95% CI [0.44, 0.87]), indicating a 38% decrease in incidence in the intervention 
group compared to control. Small to moderate between-group effects at posttest 
were found on ED symptoms (g = 0.35, 95% CI [0.24, 0.46], NNT = 5.10, nc = 26), 
dieting (g = 0.43, 95% CI [0.29, 0.57], NNT = 4.17, nc = 21), body dissatisfaction 
(g = 0.40, 95% CI [0.27, 0.53], NNT = 4.48, nc = 25), drive for thinness (g = 0.43, 
95% CI [0.27, 0.59], NNT = 4.23, nc = 12), weight concerns (g = 0.33, 95% CI 
[0.10, 0.57], NNT = 5.35, nc = 13), and affective symptoms (g = 0.27, 95% CI [0.15, 
0.38], NNT = 6.70, nc = 18). The effects on BN symptoms were not significant. 
Heterogeneity was moderate across comparisons. In the following, we briefly dis-
cuss the theoretical models on which the effective targeted/selective preventive ED 
interventions are based.
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16.5.3  Social Learning Theory/Cognitive Behavioral 
Therapy (CBT)

Social learning theory assumes that behavior is affected by both external and inter-
nal processes (Bandura & National Institute of Mental Health, 1986), and following 
from this, disordered eating is thought to result from several processes (e.g., pres-
sure to be thin from family members and peers, exposure to maternal and peer 
weight and shape concerns, the individual’s internalization of the thin ideal, history 
of disordered eating attitudes and behaviors, history of depression and anxiety). 
Thus, from a social learning theory perspective, four factors are particularly impor-
tant in influencing attitudes and behaviors and need to be addressed in preventive 
interventions: (1) modeling, (2) information, (3) instructions/persuasion from 
authorities, and (4) previous experience. Effective interventions incorporate each of 
these components. Beintner et al. (2012) reviewed ten trials of the Student Bodies 
intervention, based on this theoretical approach, from the USA and Germany. They 
reported average effect sizes on weight and shape concerns for the intervention 
compared to waitlist controls of 0.77 in the USA and 0.33 in Germany. Selective 
intervention effect sizes were 0.67 compared to 0.28 for universal, and there were 
no differences in effects between the two countries.

16.5.4  Dissonance Theory

Stice and colleagues (2000, 2008, 2009, 2011) have developed interventions (i.e., 
the Body Project) rooted in the theory that individuals become motivated to change 
their attitudes and behaviors, such as unhealthy expectations about weight and 
appearance and disordered eating behaviors, when faced with messages that contra-
dict these very attitudes and behaviors. Thus, dissonance-based programs focus on 
providing participants with skills to counteract the abundant weight- and appearance- 
related messages prevalent in adolescents’ daily lives. Programs typically involve at 
least two 1-h sessions and more often three or four sessions, using trained program 
leaders. For instance, in one session, participants are asked to write a letter to a teen-
age girl to encourage them not to get invested in the current, Western appearance 
ideal (i.e., thin ideal). Participants are then encouraged to read the letter out loud. 
Having written this letter, the participant experiences “cognitive dissonance” if they 
then follow the thin body ideal themselves. A number of studies have shown the 
intervention to be effective in reducing risk factors and even in reducing onset of 
EDs (e.g., see Harrer et al., 2020).
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16.5.5  Media Literacy and Advocacy

Media literacy and advocacy interventions are based on the theory that the mass 
media plays a major role in perpetuating ED risk and that gaining both an under-
standing of this risk and developing strategies to resist media messages will reduce 
risk factors. The focus of these programs is to develop or enhance skills to resist 
social persuasion (i.e., messages about thinness), with the goal of reducing internal-
ization of media messages about thinness and appearance. As noted above, media 
literacy has been shown to be an effective preventive strategy although it has not, 
unlike the other two effective programs discussed above, been shown to reduce case 
onset. For example, Wilksch and Wade (2009) studied the effects of their media 
literacy program on reducing ED attitudes and behaviors on high-risk female ado-
lescents (>15 years of age). The long-term (30-month) controlled effect sizes for the 
media literacy program were weight concerns, ES = 0.29; dieting, ES = 0.26; and 
body dissatisfaction, ES = 0.20. Of note, both the social learning theory/CBT and 
cognitive dissonance programs include components of media literacy and advocacy.

16.5.6  Preventing AN

Given its early onset and seriousness, a number of interventions have been devel-
oped to try to prevent AN. The universal/targeted/indicated interventions described 
above have provided evidence mostly for reduction in non-AN EDs onset (i.e., 
binge/purge-type EDs). There have been some attempts to provide indicated pre-
vention for AN. As mentioned above, in Germany, Jacobi et  al. (2018) screened 
3941 students, 447 of whom were considered at risk for AN, and evaluated a parent- 
based, online guided self-help intervention. Of these, only 256 families could be 
contacted and only 66 agreed to be randomized to the study. At 12-month follow-up, 
girls’ expected body weight (EBW) percentage was significantly greater for inter-
vention participants compared with control participants, but drop-out rates were 
high (66% in the treatment condition). However, no other significant effects were 
found on risk factors and attitudes of disturbed eating. The authors’ sobering con-
clusion was that, given the small effects on only one outcome and the few parents 
who were willing to enroll and engage in the study, it might be necessary for the 
children’s symptoms to worsen before parents are willing to engage. Given the seri-
ousness of AN and this finding, which has been found in other studies, it may be 
best for individuals with AN or possible AN to receive a face-to-face intervention 
that involves the whole family (e.g., evidence-based family-based treatment (Lock 
& Le Grange, 2019)).
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16.5.7  Is Prevention Harmful?

There has also been some concern that asking young adolescents about “ED behav-
iors” might be harmful in that it would expose adolescents to attitudes or behaviors 
they had previously not considered or would heighten their focus on weight and 
shape issues. In response to this concern, Celio et al. (2003) compared results from 
115 sixth-grade girls who responded to questions on risky weight control behaviors 
and attitudes at baseline and at 12-month follow-up with the responses of 107 girls 
who had not been part of the baseline assessment. There were no differences in 
scores between the two groups on the follow-up assessment, and rates of unhealthy 
weight regulation behaviors decreased over time in the group assessed on two occa-
sions. Further, and of critical importance to countering these concerns, the many 
large prevention trials conducted using older adolescents and college students have 
largely reduced EDs risk factors rather than increased them.

16.6  Stepped-Care Prevention/Intervention Model: Role 
of Primary Care Providers (PCPs) and Behavioral 
Health-Care Providers (BHCPs)

In the following, we discuss various options for stepped-care prevention/interven-
tion for EDs, managed by PCPs and BHCPs.

The prevention/intervention process begins with the use of an evidence-based 
screen. As discussed above, the only evidence-based screen that categorizes indi-
viduals by risk and possible clinical status is the SWED. The SWED is designed to 
be interactive (using skip-out questions), but we have created a self-report pencil 
version for clinical practice available at www.m2health.paloaltou.edu/resources, or 
it can be programmed into an online survey hosting site like Qualtrics or 
SurveyMonkey. The alternative is to use the SCOFF and WCS item two, as dis-
cussed above. Either option will allow practitioners to sort patients into risk/diag-
nostic categories and associated prevention/intervention approaches as seen in 
Fig. 16.1. An alternative that practitioners might consider is to refer individuals who 
screen positive on the SCOFF and WCS item two to NEDA to complete the SWED, 
available at www.nationaleatingdisorders.org/screening- tool. Once they have com-
pleted the screen at NEDA, respondents will be given a number of referral options 
(many of them included below), including recommendation for therapy or medical 
assessment. However, practitioners would need to follow-up to assess patients’ 
actual engagement in services.

It is important to note that screens provide “possible” rather than definitive diag-
noses, and individuals with concerning symptoms could be missed. Further, practi-
tioners who identify individuals as having frequent bingeing and/or purging or low 
weight should evaluate these patients for medical stability and the need for immedi-
ate therapy.
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Although the SWED assesses BMI, the SCOFF does not. EDs, particularly BN 
and BED, are highly comorbid with overweight/obesity, and individuals may be 
interested in working on both of these issues. Interventions that combine approaches 
for addressing both EDs and weight loss are being evaluated, but there are none that 
we can currently recommend until more evidence on their efficacy, risks, and ben-
efits is available. We note that behavioral weight loss, delivered face-to-face, has 
resulted in modest improvements in weight and binge eating (Grilo, 2017); how-
ever, this intervention has not been evaluated for ED prevention nor is easily scal-
able to large numbers of individuals. The issue of addressing weight loss in ED 
interventions is also complicated since food restriction/avoidance and over-exercise 
are significant problems in EDs, but many weight loss interventions, including 
widely available apps, may promote food restriction and an increased focus on exer-
cise. If prescribed for weight loss, the clinician needs to carefully monitor their 
clients’ use of apps for potential negative effects and in general consider how they 
are helping/hindering ED treatment. For example, Honary et al. (2019) interviewed 
people, age 18–25 and mostly males with body image concerns, to determine the 
potential impact of weight loss/fitness apps on maladaptive behaviors and attitudes. 
The most common problems reported by the sample were becoming obsessed about 
counting behaviors, experiencing guilt about food restriction, reducing time avail-
able for social activities, and failing to meet goals. Several respondents perceived 
that the app use was making their ED worse. In closing, given the large number of 
individuals with EDs who also want to lose weight (and for whom this may be 
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Fig. 16.1 A model of stepped-care for preventing/treating EDs in clinical practices
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appropriate, given their overweight/obesity, if they so desire), how health-care prac-
titioners might discuss this issue with patients is discussed below.

Another important issue in a stepped-care model is to determine when and how 
individuals should be reassessed. In our studies, we have developed some simple 
instruments for assessing patients’ progress. As a guideline, we simplified these 
measures to help guide professionals as to how they might consider moving indi-
viduals from step to step within a stepped-care model. (For a detailed discussion of 
the specific use of digital interventions for preventing/treating EDs and the potential 
for incorporating these in a stepped-care model, see Taylor et al. (2020)). Following 
a presentation of the overall model, we discuss how PCPs and BHCPs might make 
decisions about when to recommend individuals move up a step.

The reader should note that the model we describe has never been tested in an 
actual practice setting, and the recommendations should be considered guidelines/
options rather than definitive practice.

16.6.1  Health Professional Messages

How health-care professionals provide feedback to individuals with potential EDs 
to help them decide what course of action to take before or after screening may be 
one of the most important factors in what paths their patients follow. We also note 
that people with EDs may be more likely to contact health professionals for weight 
reduction assistance than they are to seek treatment for their ED symptoms, which 
is important for practitioners to keep in mind. Several general principles include 
avoiding stigmatizing patients about weight or EDs, noting that restriction/dieting 
rarely works in the long run and may have many negative consequences, noting that 
healthy weight regulation strategies can be effective both for losing weight and 
maintaining weight loss, and explaining that many of the strategies used to address 
ED symptoms are consistent with healthful approaches to weight maintenance/loss 
(e.g., regular eating) (Kass et al., 2015). It is also likely that patients being assessed 
for EDs are likely to already be using one of the widely available and popular apps 
and programs promoted for weight loss/calorie counting (e.g., My Fitness Pal). The 
health-care professional should address the costs/benefits of use of such programs. 
The Australian National Eating Disorders Collaboration (NEDC) has developed 
some excellent recommendations around discussing weight-related issues with 
patients. For example, messages should focus on health, not weight, and have a 
holistic perspective which includes social, emotional, and physical aspects of health. 
Practitioners are also encouraged to use a collaborative approach that addresses 
weight stigma and promotes healthy eating practices without encouraging dieting or 
weight preoccupation. For more information, see www.nedc.com.au/assets/NEDC- 
Resources/NEDC- Resource- GPs.pdf (National Eating Disorders Collaboration, 
2015). Other excellent resources for discussing these issues include: https://pediat-
rics.aappublications.org/content/pediatrics/111/1/204.full.pdf (American Academy 
of Pediatrics Committee on Adolescence, 2003) and www.nationaleatingdisorders.
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org/sites/default/files/ResourceHandouts/PhysiciansRoleinEatingDisorders 
Prevention.pdf (National Eating Disorders Association, 2012).

The stepped-care model we provide focuses on older adolescents (where they 
can seek care independent of their parents) and adults, and we do not recommend 
this approach for children or young adolescents where a different model of care is 
indicated. The NEDC resource cited above discusses issues of EDs with children 
and adolescents.

16.6.2  Universal Prevention

As seen in Fig. 16.1, universal prevention would be appropriate for individuals at 
low or no risk for an ED. Many individuals who fall into this category are appropri-
ate for basic psychoeducation, bibliotherapy, and for self-help programs, though we 
noted the limitations of those approaches earlier. We developed a program called 
StayingFit focused on exercise and healthy weight regulation. As mentioned, in a 
small randomized trial, the intervention was shown to reduce weight/shape con-
cerns and increase physical activity in high school students (Jones et al., 2014). The 
program is available for free at www.edx.org/course/staying- fit.

16.6.3  Targeted/Selective/Indicated Prevention

Many of the prevention studies reviewed above have included individuals with low 
levels of ED symptoms who could be considered appropriate for indicated interven-
tions. Here, we will review options for this group.

16.6.3.1  Watchful Waiting

Watchful waiting is an option for this group. The most important issue to monitor is 
an increase in bingeing and/or purging and excessive weight loss. However, what 
constitutes excessive in the ED field is controversial. Many argue that any sustained 
weight loss among individuals with BMIs in the non-overweight or obese range is 
excessive. Whitelaw et al. (2018) have found that in adolescents with >90% median 
BMI (roughly equivalent to the normal weight range or above in adults) and who 
had lost at least 10% of their body weight in the past 6 months or so experienced 
high rates of potentially serious medical problems. Of course, the reasons for the 
weight loss need to be determined and perhaps, systems employing a stepped-care 
model would consider significant weight loss as indicating medical evaluation and 
then consider next steps. If either bingeing or purging increase, the individual should 
be advised to move to the next step. Except for BMI (relevant to AN), decisions 
need to be based on self-report measures. Presenting the need for follow-up 
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assessment in a non-judgmental, caring way is likely to help improve the accuracy 
of self-report measures.

16.6.3.2  Psychoeducation

Psychoeducation by itself has not been shown to be of much benefit for this group 
and is not recommended (Stice & Shaw, 2004). However, there are some resources 
listed in Table 16.3, which we have found helpful in incorporating/referring to, as 
part of other approaches.

16.6.3.3  Biblio-Prevention

A number of self-help books are available to improve body image and reduce symp-
toms. Overcoming Binge Eating (Fairburn, 2013) is a widely used self-help book for 
overcoming problems with binge eating and/or purging. It can also be used effec-
tively as part of a guided self-help approach (Traviss-Turner et al., 2017). The Body 
Image Workbook (Cash, 2008) has also been widely used.

16.6.3.4  Unguided e-Health Prevention Tools

Recovery Record (www.recoveryrecord.com) is an app designed with input from 
ED experts to support treatment of EDs. The Recovery Record app allows self- 
monitoring of meals, thoughts, and feelings and provides customized meal plans 

Table 16.3 Examples of resources for targeted/selective/indicated prevention

Approach Targeted/selective/indicated

Psychoeducation National Eating Disorders Association website (www.
nationaleatingdisorders.org)
NIMH Brochure (National Institute of Health, 2018) (www.nimh.nih.
gov/health/publications/eating- disorders/eatingdisorders_148810.pdf)

Biblio-prevention Overcoming Binge Eating (Fairburn, 2013)
The Body Image Workbook (Cash, 2008)

Unguided e-Self-Help Media Smart (https://mediasmart.flinders.edu.au/) (research study)
Recovery Record (www.recoveryrecord.com)
Jourvie (www.jourvie.com)
Rise Up + Recover (www.recoverywarriers.com/app/)
Student Bodies (www.m2health.paloaltou.edu)

Guided Self-Help Recovery Record (www.recoveryrecord.com) if associated with a 
therapist

Individual Therapy or 
Group Therapy

Contact the National Eating Disorders Association helpline for help 
locating a provider (https://www.nationaleatingdisorders.org/
help- support/contact- helpline)
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and coping tactics. The program can also be linked with a treatment provider, so that 
a client’s therapist can have access to their data. The program has been widely 
downloaded (Tregarthen et al., 2015) and has demonstrated high acceptability (Kim 
et al., 2018). A controlled trial has been conducted but not yet published. In 2019, 
Recovery Record has a credibility rating of 2.86/5 on PsyberGuide, a freely avail-
able online resource that evaluates available mobile mental health apps (see more 
information later in this chapter), a user experience rating of 2.90/5, and transpar-
ency rated as unacceptable. We are aware of two other publicly available apps that 
can be used as self-help for EDs, Jourvie (www.jourvie.com) and Rise Up + Recover 
(www.recoverywarriors.com/app/). We could find no empirical studies on their use 
and have not used them ourselves.

16.6.3.5  Guided Self-Help

Guided self-help has been shown to be effective in preventing EDs (Harrer et al., 
2020; Taylor et  al., 2017, 2020). Guided self-help should be the first choice for 
individuals who exhibit any bingeing or purging, which is in line with the National 
Institute for Health and Care Excellence guidelines from the UK www.nice.org.uk/
guidance/ng69 (National Institute for Health and Care Excellence, 2017); however, 
the availability of such programs is limited. Options include training mental health 
experts or others in guiding a program like Recovery Record or the patient’s use of 
a self-help book, such as Overcoming Binge Eating (Fairburn, 2013). Indeed, non- 
specialists can make excellent guides for these programs, and one study found that 
nurses were very helpful in providing guided self-help to patients with BN (Walsh 
et al., 2004). Graham et al. (2020) found that a program that used bachelor’s-level 
lay therapists, trained to help patients select and use apps from a mental health app 
platform, was effective in reducing anxiety and depression, suggesting that a broad 
range of individuals may be effective in coaching/moderating evidence-based pro-
grams. A CBT-guided self-help program for EDs our team developed and tested 
(Fitzsimmons-Craft et al., 2020) has been made available on the SilverCloud Health 
platform, which is widely used by many health-care systems (e.g., Kaiser in the 
USA, National Health Service in the UK).

16.6.3.6  Groups

Groups (face-to-face, Internet, asynchronous, synchronous) are widely available. 
As mentioned, the Body Project, which is group-based, has been shown to be very 
effective in reducing eating disorder risk and even onset. Some evidence suggests 
that online communities or connections with individuals with EDs can be detrimen-
tal (Saffran et al., 2016). In the USA, a wide range of groups are offered through 
NEDA, the National Association of Anorexia Nervosa and Associated Disorders 
(ANAD), and many other resources. Practitioners wanting to recommend groups 
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are encouraged to carefully check them out for potential harm/benefit (Taylor et al., 
2020). Of note, cognitive dissonance-based prevention programs, offered as a 
group-based intervention, are able to be accessed through NEDA (www.nationale-
atingdisorders.org/get- involved/the- body- project).

16.6.3.7  Individual Therapy

Individual therapy can be useful in helping individuals with body image problems 
and at risk for EDs.

16.6.4  Subclinical/Clinical BN/BED-Type EDs

The most important issues to monitor are bingeing, purging, and weight. If bingeing 
or purging increase, the individual should be advised to move to the next step. Some 
experts have also suggested that individuals who have >90% median BMI, lost at 
least 10% of body weight, and are exhibiting features of AN should be evaluated for 
possible atypical AN, which may require medical management (Whitelaw 
et al., 2018).

In our online guided self-help studies for individuals with EDs except AN (e.g., 
Fitzsimmons-Craft et al. (2020)), we have also included the expectation that indi-
viduals demonstrate a large reduction (e.g., 50%) in symptoms by about mid-point 
in treatment and if not, they are recommended to move on to the next step (while 
continuing use of the online program), which for us, has been referral to face-to- 
face therapy.

16.6.4.1  Watchful Waiting

Watchful waiting is probably not an option for this group. However, if an individual 
does not want to engage in therapy, then the practitioner should consider asking 
permission to recontact them in the near future to reassess their symptoms and inter-
est in treatment.

16.6.4.2  Psychoeducation

As with those in the previous category, we do not recommend psychoeducation 
alone. However, if the practitioner feels the patient would benefit from knowing 
more about EDs, a referral to NEDA’s content or other psychoeducational resources 
would be appropriate.
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16.6.4.3  Biblio-Prevention

As mentioned, a number of self-help books are available to improve body image and 
reduce symptoms, for example, Fairburn (2013) and Cash (2008). However, used by 
themselves they are unlikely to have a significant impact. See targeted/selective for 
recommendations.

16.6.4.4  Unguided e-Health Prevention Tools

The same options listed for targeted/selective/indicated could be used for individu-
als with indicated/clinical programs. However, there are few data on their 
effectiveness.

16.6.4.5  Guided Self-Help

Guided self-help should be considered the first choice for individuals with clinical 
disorders who do not want groups or face-to-face therapy or have barriers to care for 
such options (e.g., limited availability in their area, concerns about cost or stigma). 
Guided self-help has been shown to be effective in treating EDs (Taylor et al., 2020) 
and can be delivered effectively by a wide variety of providers. We recently com-
pleted a large-scale randomized controlled trial (RCT) evaluating the efficacy of our 
team’s digital CBT-guided self-help program for EDs. In this study, 690 college 
women with EDs from 27 universities were randomized to the intervention or a 
control group (i.e., referral to usual care at the college counseling/health center). For 
the primary outcome of ED psychopathology (measured by the Eating Disorder 
Examination-Questionnaire (EDE-Q) Global Score), there was a significantly 
greater reduction in the intervention compared to control at post-intervention and 
follow-up (Fitzsimmons-Craft et al., 2020). The intervention was also associated 
with significantly greater reductions than control in binge eating, compensatory 
behaviors, depression, and clinical impairment at post-intervention, with these gains 
sustained through follow-up for all outcomes except binge eating. (How to make 
this program available is discussed under targeted/indicated, above).

16.6.4.6  Groups

Group therapy is effective for a number of problems and is often used to provide 
evidence-based treatments such as CBT, so it is likely to be useful for treating eating 
disorders as well. In a meta-analysis, Grenon et al. (2017) identified 27 RCTs that 
provide direct comparisons with a total of 1853 participants included. Group psy-
chotherapy was significantly more effective than waitlist controls at achieving 
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reductions in and abstinence rates of binge eating and/or purging compared to the 
control groups. The authors note that the studies mostly involved small samples.

16.6.4.7  Individual Therapy

Individual therapy can be useful in helping individuals with body image problems 
and EDs. Many studies have shown that CBT, interpersonal psychotherapy (IPT), 
and other modalities are very effective for treating EDs (Kass et al., 2013).

16.6.5  Selecting the First Step

There are no guidelines in the ED field suggesting how individuals and health-care 
systems might order steps for universal or targeted/selective/indicated prevention. 
Presumably, such decisions are made in health-care practices based on consider-
ations such as available resources, costs, evidence-base, and consumer preference. 
For universal prevention, watchful waiting or psychoeducation would seem to be 
reasonable first choices. For the targeted/selective group, any of the activities listed 
as a first step would seem appropriate, but those who fall into the indicated group on 
the basis of some bingeing/purging should be carefully monitored for increases in 
symptoms (e.g., every other month or so). For subclinical/clinical, self-help should 
be considered only if guided self-help, group, or face-to-face are not available. The 
most important issue for health-care providers to consider, as mentioned, is avail-
able resources and how monitoring/follow-up can occur.

16.6.6  When to Move to the Next Step

There is no empirical evidence as to when individuals should move to the next step 
in a universal/targeted-selective-indicated prevention/clinical intervention model 
for EDs. In general, we favor reassessment, though practically, it may not be realis-
tic (or even necessary) to reassess those in the universal prevention group. In our 
studies of guided self-help, we routinely follow a two-step model, based on regular 
assessment, in which referral to face-to-face is recommended for those who are not 
responding (Fitzsimmons-Craft et  al., 2020). The assessment consists of these 
items: (1) In the past week, how many times have you binged? (2) In the last week, 
how many times have you purged (including self-induced vomiting or use of laxa-
tives, diuretics, or diet pills)? (3) How much did concerns about your weight/shape 
interfere with your life and/or cause you distress (never, rarely, sometimes, often)? 
Our trials usually involve asking these questions on a weekly basis. In clinical prac-
tice, it would be appropriate to change the time frame to “in the past month” and to 
add a question about any change in weight over that same period.
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For universal, anyone who exhibits the onset of ED symptoms or excessive 
weight loss should be moved to self-help, guided self-help, group, or face-to-face. 
For targeted/selective, anyone who exhibits onset of ED symptoms or excessive 
weight loss should move to at least guided self-help, face-to-face, or group. As we 
mentioned, in our clinical trials using guided or moderated self-help for indicated, 
subclinical, or clinical eating disorders, we refer people to face-to-face therapy if 
they have not shown a 50% improvement in presenting symptoms after about 
6–8 weeks (Fitzsimmons-Craft et al., 2020). We imagine that the final algorithm 
will need to be developed depending on the resources, standards, and interests of the 
providing health-care system.

16.7  Lessons Learned and Implementation

There has been considerable progress in the development of evidence-based screens 
and interventions to prevent and treat eating disorders. Many of the preventive and 
clinical interventions can be delivered by PCPs and BHCPs. While there are many 
barriers and issues related to introducing a stepped-care model into health-care 
practice and providing screening, assessment, and preventive and clinical interven-
tion, doing so would positively improve the physical and behavioral health of many.
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Chapter 17
Evidence-Based Detection, Prevention, 
and Behavioral Intervention for Sleep 
Disorders in Integrated Care

Maureen E. McQuillan, Yelena Chernyak, and Sarah M. Honaker

Sleep disorders are highly prevalent and consequential for both mental health and 
physical health across the lifespan. However, numerous studies suggest that sleep 
disorders are insufficiently identified and managed in primary care (e.g., Grandner 
& Chakravorty, 2017; Honaker & Meltzer, 2016). Behavioral health providers can 
play a key role in the prevention, detection, and treatment of sleep disorders, espe-
cially since primary care providers (PCPs) often receive limited sleep training 
(Mindell et al., 2013) and need to monitor and address a multitude of other con-
cerns. Additionally, there are several sleep disorders for which behavioral health 
providers can play a primary role, such as insomnia, circadian rhythm sleep disor-
ders, and nightmare disorder, as these sleep disorders respond well to brief behav-
ioral intervention and tend to have higher prevalence than those managed primarily 
by physicians (e.g., obstructive sleep apnea; OSA). For both pediatric and adult 
patients, behavioral interventions are considered first-line treatment for insomnia, 
circadian rhythm sleep disorders, and nightmare disorder, but due to limited time, 
resources, and training, PCPs often resort to prescribing medications to address 
these sleep disorders (Grandner & Chakravorty, 2017; Schnoes et al., 2006). Instead, 
behavioral health providers are well-equipped to facilitate improved prevention, 
identification, and management of sleep disorders in integrated care.

There are a variety of sleep disorders, including insomnia, circadian rhythm 
sleep disorders, parasomnia (i.e., sleep terrors, sleep walking, and sleep talking), 
nightmares, hypersomnia, narcolepsy, OSA, and restless legs syndrome (RLS), 
each of which can present variably in adult and pediatric populations. Given the 
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focus of this handbook, we will focus on the sleep disorders that have strong psy-
chological contributors, namely, insomnia, circadian rhythm disorders, and night-
mare disorder. Behavioral health providers can also play an important role in 
facilitating adherence and desensitization to treatments for OSA, including positive 
airway pressure (PAP) and INSPIRE devices as they become more common, but 
prevention and management of the other sleep disorders is emphasized here.

17.1  Definition and Diagnostic Criteria for Sleep Disorders

17.1.1  Insomnia

The DSM-5 defines insomnia as dissatisfaction with sleep quantity or quality due to 
one or more of the following: difficulty initiating sleep, difficulty maintaining sleep 
with frequent awakenings or trouble returning to sleep after awakenings, or early 
morning awakening with inability to return to sleep. If this sleep difficulty is present 
for at least 3 months and for at least three nights per week, it would be categorized 
as persistent insomnia (American Psychiatric Association, 2013). If symptoms are 
only present for 1–3 months, it would be categorized as episodic insomnia. The 
same diagnostic criteria are used for pediatric patients, but the sleep difficulties can 
present differently, particularly in young children (American Psychiatric Association, 
2013). Common presenting symptoms in this age group include bedtime resistance 
and sleep associations. Bedtime resistance could result in difficulty initiating sleep, 
and a sleep association, such as needing parental presence to fall asleep and return 
to sleep, could affect either sleep initiation or maintenance (American Psychiatric 
Association, 2013).

17.1.2  Circadian Rhythm Disorders

Circadian rhythm sleep disorders, including the Delayed Sleep Phase type, the 
Advanced Sleep Phase type, and the Shift Work type, involve disruption in the tim-
ing of sleep, often with misalignment between the sleep schedule and societal norms.

Most commonly seen in adolescents and young adults, the Delayed Sleep Phase 
type presents as a delay in sleep onset with an inability to fall asleep or wake at the 
desired time (American Psychiatric Association, 2013). Seminal work from 
Carskadon and her colleagues (1998) showed that most adolescents experience a 
normative developmental delay in their circadian rhythm, resulting in a tendency to 
stay up later and wake later than preteens. These differences can be due to both 
psychosocial factors (e.g., social activities, academic responsibilities, extracurricu-
lar activities, and employment opportunities) as well as biological factors (e.g., slow 
accumulation of sleep pressure and delayed circadian phase). Moreover, school start 

M. E. McQuillan et al.



399

times commonly run in opposition to this phase delay tendency (Carskadon et al., 
1998), curtailing the amount of sleep adolescents are able to get on school nights. 
While some degree of circadian delay is developmentally normative for adoles-
cents, a diagnosis requires a persistent inability to fall asleep or wake at the desired 
time, causing significant functional impairment (American Psychiatric 
Association, 2013).

The Advanced Sleep Phase type is more common in the elderly, who similarly 
tend to experience a developmentally normative shift with earlier sleep schedules as 
they age (Ancoli-Israel, 2005). However, a diagnosis requires not only advanced 
sleep onset and awakening times but also a persistent inability to stay awake or 
remain asleep until the desired time. Lastly, the Shift Work type can occur in patients 
who have variable work shifts and/or work overnight and subsequently experience 
insomnia or unintentionally fall asleep at undesired times.

17.1.3  Nightmare Disorder

The DSM-5 defines nightmares as recurrent episodes of extended, extremely dys-
phoric, and well-remembered dreams that usually involve efforts to avoid threats to 
survival, security, or physical integrity (American Psychiatric Association, 2013). 
The nightmares generally occur in the second half of a major sleep episode, and 
upon waking from the nightmare, the individual rapidly becomes oriented and alert. 
To reach diagnostic threshold, the nightmares should cause significant distress or 
impairment in social, occupational, or other areas of functioning, and the symptoms 
cannot be explained by the effects of drug or medication use, another mental disor-
der (e.g., posttraumatic stress disorder or delirium), or another medical condition.

17.2  Prevalence of Sleep Disorders Across the Lifespan

For each of these sleep disorders, it is imperative to acknowledge that prevalence 
rates may vary depending on whether the prevalence of diagnoses, problem percep-
tion, or symptom endorsement are considered. Here, we will primarily focus on 
diagnostic prevalence rates. Across the sleep disorders outlined below, few patients 
who report problematic sleep symptoms actually receive a diagnosis and subse-
quent treatment for their sleep disorder, suggesting that these diagnostic prevalence 
rates may be underestimated and highlighting the need for improved preventive 
guidance, identification, and management of sleep problems in integrated care.
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17.2.1  Insomnia

The prevalence rate for insomnia diagnosis is 11% for pediatrics (Owens, 2008) and 
6–15% for adults (Ohayon, 2011). As alluded to above, the prevalence of insomnia 
symptoms is much higher  – up to 40% for pediatrics and up to 56% for adults 
(Fernandez-Mendoza et al., 2020; Léger et al., 2008; Owens, 2008).

17.2.2  Circadian Rhythm Disorders

The prevalence rate for DSPD among adolescents is 7–16% (Lovato et al., 2013), 
and this rate is much lower among adults (about 1%, Nesbitt, 2018). Advanced sleep 
phase disorder remains a rare diagnosis with an estimated prevalence rate of 0.04% 
in the general population (Curtis et al., 2019) and up to 7.13% among older adults 
in particular (Paine et al., 2014). Among the 16% of wage and salary workers who 
are shift workers, 10% are estimated to meet criteria for the shift work-type disorder 
due to their experiences of insomnia and/or sleepiness (Drake et al., 2004).

17.2.3  Nightmare Disorder

The overall prevalence rate for nightmare disorder is estimated to be 5%, but this 
rate is even higher (30%) among patients who have known mental health disorders 
(Swart et al., 2013).

17.3  Risk Factors for Sleep Disorders Across the Lifespan

A recent systematic review examined a variety of risk and protective factors associ-
ated with sleep in preschool- and school-aged children (Newton et al., 2020), span-
ning across biological, psychological, and environmental factors at the individual, 
family, and community levels. Overall, older child age, difficult temperament, pre-
vious sleep problems, externalizing psychopathology, internalizing psychopathol-
ogy, electronics use at bedtime, needing a parent at bedtime, and certain parenting 
styles (e.g., lax or permissive parenting) were identified as risk factors for sleep 
problems, whereas having a consistent bedtime routine was consistently shown to 
be a protective factor for child sleep (Newton et al., 2020). For adults, primary risk 
factors include neurological or medical conditions, poor sleep hygiene or environ-
mental factors (e.g., electronics use in the night or noisy, chaotic environments), 
substance use, and, most salient of all, mental health disorders (Ohayon, 2011).
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17.3.1  Socioeconomic Status and Race/Ethnicity

Across the lifespan, low socioeconomic status (SES) is a risk factor for sleep prob-
lems (El-Sheikh et al., 2015; Gellis, 2011; Newton et al., 2020), potentially because 
individuals with fewer socioeconomic resources are more likely to experience 
poorer sleep environments (Hoyniak et al., 2020; Jones & Ball, 2014). Individuals 
with racial/ethnic minority backgrounds also tend to be at risk for experiencing 
sleep problems (Fernandez-Mendoza et al., 2020). For example, even among infants 
and toddlers, Nevarez et al. (2010) found that Black non-Hispanic infants and tod-
dlers slept 30–60 minutes less per day than White non-Hispanic infants and tod-
dlers. Pena and colleagues (Peña et al., 2016) found that these sleep differences by 
racial/ethnic background are partially, but not entirely, explained by SES. Taken 
together, the findings suggest that socioeconomic, racial, and ethnic disparities in 
sleep health exist and should be considered when working in integrated care.

17.3.2  Anxiety and Depression

Internalizing psychopathology (e.g., anxious and depressive symptoms) is associ-
ated with sleep problems across the lifespan. For pediatric patients, prevalence rates 
for sleep difficulties are especially high when the patient also has either depression 
(70–89%) or anxiety (85%; Alfano et  al., 2007). Blake et  al. (2018) recently 
reviewed various mechanisms that may explain the link between pediatric sleep 
problems and internalizing problems at biological (e.g., polymorphisms and dys-
regulation in serotonin, dopamine, and circadian clock genes and cortisol reactivity 
to stress), psychological (e.g., worry, rumination, dysfunctional beliefs, and atti-
tudes), and social levels (e.g., unhelpful parenting behaviors and family stress). 
Other recent reviews have also shown that wakefulness in bed (e.g., due to pro-
longed sleep onset latency or poor sleep efficiency) tends to temporally precede the 
development of anxiety and depression in adolescence more so than the reverse 
(e.g., McMakin & Alfano, 2015), suggesting that detecting and managing sleep dif-
ficulties early in development may have downstream positive effects on men-
tal health.

Among adults, recent research has similarly shown that about 90% of patients 
with depression and 70–90% of patients with anxiety report insomnia symptoms 
(Oh et al., 2019). In a large study of national health registry data, individuals with 
insomnia had a higher risk of developing anxiety and/or depression compared to 
individuals without insomnia, and this risk was especially high for individuals who 
had experienced relapse episodes of insomnia (Chen et al., 2017), highlighting the 
chronic nature of insomnia and the pervasive dangers associated with persistent, 
untreated insomnia.
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17.3.3  Attention Deficit Hyperactivity Disorder (ADHD)

ADHD is another relevant risk factor for sleep difficulties, both for children and 
adults. Among children with ADHD, an estimated 25–70% experience sleep prob-
lems (Corkum et al., 1998; Tsai et al., 2016). For adults with ADHD, a recent review 
reported that the estimated prevalence of insomnia symptoms is 43–80% (Wynchank 
et al., 2017). The link between sleep difficulties and ADHD may be due to the shared 
neurobiological pathways involving areas of the cortex, which are responsible for 
regulation and arousal. Sleep difficulties may also be caused by the deleterious 
effects of stimulant medications on sleep onset. Currently, the recommended guide-
line is to assess for sleep concerns prior to initiating pharmacotherapy for ADHD to 
avoid worsening sleep difficulties or misdiagnosing sleep problems as ADHD.

17.3.4  Autism Spectrum Disorder (ASD)

Sleep problems are one of the major health concerns in individuals with ASD, with 
prevalence rates of about 50–80%. To date, the majority of autism research on sleep 
has focused on children prior to puberty, but a recent study conducted by Goldman 
et al., (2012) showed that sleep problems persist through adolescence for individu-
als with ASD. However, the nature of sleep problems tends to change across time, 
often switching from nocturnal fears and insomnia in childhood to DSPD in adoles-
cence (Goldman et al., 2012).

17.4  Effective Screening of Sleep Disorders 
in Integrated Care

Aside from attending to these risk factors for sleep difficulties, integrated care teams 
can also use well-established and efficient screening tools to detect clinical and pre- 
clinical sleep problems in patients presenting to primary care. To be useful to PCPs 
and feasibly implemented in busy primary care settings, screening tools need to be: 
(1) valid indicators of increased risk, (2) easy to administer and score, (3) brief to 
minimize patient burden and maximize efficiency, (4) feasible for individuals with 
varying levels of education to complete, and (5) cost-efficient (Sheldrick & Perrin, 
2009). Additionally, screening tools that assess multiple sleep domains simultane-
ously may be preferred as they maximize efficiency and reduce the likelihood of 
misdiagnosis. For example, a pediatric patient may present with prolonged sleep 
onset latency, which could lead to an insomnia diagnosis. However, if the child’s 
sleep onset difficulties are determined to be caused primarily by leg discomfort, 
RLS may be a more accurate diagnosis and target for treatment. For a comprehen-
sive review of pediatric screening tools, readers are encouraged to refer to a recent 
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chapter by Hoffses et al., (2018). Here, we highlight several tools that can be used 
for pediatric and adult patients.

17.4.1  Infant Sleep Questionnaire (ISQ; Morrell, 1999)

The ISQ is a validated clinical and research tool to assess infant sleep difficulties 
(for ages 12–18 months). Respondents are asked to report on their child’s sleep over 
the past month. Items assess parental perception of a sleep problem and three com-
mon areas of infant sleep disruption, specifically difficulty settling to sleep, night 
wakings, and taking a child to the parental bed in response to settling difficulty and/
or night wakings. The ISQ consists of ten items, six of which contribute to a total 
score that can range from 0–38. A score of 12 or higher is designated as the cut-off 
for a sleep problem. The ISQ has moderate test-retest reliability (kappa = 0.76), 
high sensitivity (89.5%), and high specificity (93.4%).

17.4.2  PROMIS (Forrest et al., 2018)

The Patient-Reported Outcomes Measurement Information System (PROMIS) 
Pediatric Sleep Disturbance and Sleep-Related Impairment item bank has child- and 
parent-report items to assess sleep disturbance (15 items) and daytime sleep-related 
impairment (13 items) in children aged 5–17. Of the 28 items, 16 are included in the 
parallel PROMIS adult sleep health measures (Buysse et al., 2010). The items are 
reliable (Cronbach’s α > 0.90) and valid with significant associations with other 
measures of sleep health and impairment, including the Children’s Sleep Habits 
Questionnaire (Markovich et al., 2015).

17.4.3  Insomnia Severity Index (ISI)

The ISI (Morin et al., 2011) and the Pediatric-ISI (PISI; Byars et al., 2017) have 
been used extensively to identify individuals experiencing difficulties with sleep 
onset and/or maintenance. For adults, a cutoff score of 10 has been determined to 
have 86.1% sensitivity and 87.7% specificity for detecting insomnia cases in the 
community (Morin et al., 2011). For pediatric patients, the ISI is comprised of four 
domains: sleep onset problems, sleep maintenance problems, daytime sleepiness, 
and nocturnal sleep duration. Scores range from 0 to 30 with higher scores indica-
tive of more severe insomnia. Most importantly, this brief questionnaire takes less 
than five minutes to complete and score (Byars et al., 2017). The parent-report pedi-
atric version was validated with a sample of children aged 4–10, but a subsequent 
version with child-report for ages 11–18 has also been developed.
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17.4.4  Epworth Sleepiness Scale

The Epworth Sleepiness Scale (ESS) is an eight-item, self-administered question-
naire that contains situations commonly encountered in daily life. This measure can 
be completed by adolescents and adults who are instructed to rate the likelihood that 
he or she would fall asleep in eight situations. The total score of the ESS ranges 
from 0 to 24. In clinical practice, a score of ten is a frequently used cut-off to denote 
excessive daytime sleepiness. The ESS was initially designed for adults and then 
was modified for use with adolescents. For instance, the item regarding “driving in 
traffic” was replaced with “doing homework or taking a test” (Moore et al., 2009). 
Notably, recent research has shown low test-retest reliability with the ESS, poten-
tially due to various factors that should be considered that could affect one’s per-
ceived sleepiness, such as carbohydrate intake, emotional state, physical activity, 
and traveling habits (Grewe et al., 2020).

17.4.5  Sleep Disorders Symptom Checklist (Klingman 
et al., 2017)

The Sleep Disorders Symptom Checklist (SDS-CL)-17 is a single-page instrument 
that was developed to screen for six sleep disorders (insomnia, obstructive sleep 
apnea, restless legs syndrome/periodic limb movement disorder, circadian rhythm 
sleep-wake disorders, narcolepsy, and parasomnias) in adults. Sensitivities and 
specificities for the diagnosed sleep disorders ranged from 0.64 to 0.88.

17.4.6  Pittsburgh Sleep Quality Index (PSQI; Buysse 
et al., 1989)

The PSQI can be used to assess patient perception of sleep patterns and problems, 
and use of sleep aids, over the past month. The global sum is comprised of 19 items 
assessing low subjective sleep quality, long sleep latency, short sleep duration, low 
sleep efficiency, high sleep disturbance, use of sleeping medication, and high day-
time dysfunction, and a recommended cut-off score of 5 can be used to classify 
poor sleepers with a diagnostic sensitivity of 89.6% and specificity of 86.5%. The 
length of this tool may make it ill-suited for routine screening in primary care prac-
tice, but it is considered a gold-standard for use in adult sleep medicine practice 
and research.
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17.5  Evidence-Based Prevention for Sleep Problems

In addition to the need for universal screening of sleep disorders, there are also two 
prime examples of evidence-based universal prevention efforts to promote sleep 
health prior to the onset of a sleep problem. The first, for pediatric patients, involves 
providing parental education at appointments during the third trimester and postpar-
tum and through the first 6 months of an infant’s life (Mindell et al., 2006). This 
preventative parental education usually includes recommendations for bedtime rou-
tines, consistent sleep schedules, parental handling during sleep initiation, and 
parental response to night wakings. Almost all programs have incorporated the rec-
ommendation that babies should be put to bed “drowsy but awake” to help them 
develop independent sleep initiation skills at bedtime, and enabling them to return 
to sleep without intervention following naturally occurring night wakings. Brief 
sleep guidance for all at the 4-month visit has been shown to result in fewer prob-
lematic night wakings at subsequent visits (Adachi et al., 2009; Adair et al., 1992).

The second universal prevention approach, for both pediatric and adult patients, 
involves promoting sleep health to not only prevent sleep disorders but also to opti-
mize healthy sleep. Beyond the prevalence rates of diagnosed sleep disorders out-
lined above, experiences of insufficient sleep are also common, with prevalence 
rates of 20% to 41.7% in the general population (Ohayon, 2011). Among adoles-
cents in particular, 53% obtain less than the age-appropriate recommendation of 
8 hours of sleep on school nights (Gradisar et al., 2011). This pervasive problem has 
even been regarded as an epidemic of sleep deprivation among adolescents and a 
key public health concern (American Medical Association, 2010; Office of Disease 
Prevention and Health Promotion, 2021). Behavioral health providers can offer uni-
versal preventive guidance to prevent the development of sleep disorders as well as 
the downstream consequences associated with insufficient sleep for mental and 
physical health.

Preventive guidance could involve offering each patient in an integrated care set-
ting sleep education (e.g., about sleep processes and developmental sleep needs) 
and recommendations to promote sleep hygiene (e.g., with consistent sleep schedul-
ing and avoiding screen use and caffeine use before bed). The American Academy 
of Sleep Medicine (AASM), for example, provides patient-friendly handouts that 
integrated care teams can share with patients universally on insomnia, aging and 
sleep, and sleep hygiene recommendations.

For children, the ABCs of SLEEPING tool has been developed to promote uni-
versal sleep screening and promotion of healthy sleep habits (Allen et al., 2016). 
This is a mnemonic that was developed to serve as an organizing framework for 
common pediatric sleep recommendations. The mnemonic stands for (1) age- 
appropriate bedtimes and wake-times with consistency, (2) schedules and routines, 
(3) location, (4) exercise and diet, (5) no electronics in the bedroom or before bed, 
(6) positivity, (7) independence when falling asleep, (8) needs of child met during 
the day, and (9) equal great sleep. To build this framework, 77 articles were system-
atically reviewed that provided evidence to support the promotion of these healthy 
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sleep practices. This tool is comparable to another mnemonic, “BEARS,” that was 
developed to help providers identify and address sleep problems by inquiring about 
Bedtimes, Excessive daytime sleepiness, night Awakenings, Regularity and dura-
tion of sleep, and Snoring (Owens & Dalzell, 2005).

17.6  Universal, Indicated, and Selective Prevention 
of Sleep Disorders

The universal screening and prevention approaches described above are low inten-
sity but high impact, meaning that they require little cost in terms of time and effort 
for implementation, but they have meaningfully positive effects on sleep health. 
Additional universal guidance is likely not feasible as it would require more time 
and may not be necessary for all patients. Instead, indicated and selective guidance 
for those with positive screens may be both more feasible and more appropriate.

For infant sleep difficulties, selective guidance to address problematic infant 
night wakings (e.g., those requiring parental intervention in the night) could be 
offered (Honaker et al., 2020). Behavioral interventions that could be selectively 
offered if indicated include either modified extinction, in which a parent places an 
infant awake in bed and checks on her periodically until she is asleep, or parental 
fading, in which a parent places a child awake in bed and gradually fades the degree 
of parental presence over time. These behavioral strategies are highly efficacious, 
with more than 20 randomized control trials showing significant reductions in infant 
night wakings and improvements in multiple aspects of child and family function-
ing (Mindell et al., 2006).

Despite the well-established efficacy of behavioral intervention for infant night 
wakings, one factor that may determine whether universal or selective guidance for 
infant sleep is provided is available resources. We have determined, based on a 
study of a diverse sample of parents of infants presenting to PCP visits, that if 
resources are less available, screening for parent-perceived problems can be a 
selective screening approach and might identify those families who are most in 
need of behavioral intervention and most motivated to implement it (Honaker et al., 
2021). However, if more resources are available, asking directly about night wak-
ings, rather than parental perception of a sleep problem, could be beneficial, par-
ticularly because some parents may not see night wakings as problematic and may 
not be aware of interventions that can effectively reduce night wakings in infants 
(Honaker et al., 2021). In another study, we found that 39% of mothers were not 
familiar with behavioral sleep interventions for infants (Honaker et  al., 2020). 
Thus, broad-screening for parent-reported night wakings offers an opportunity for 
PCPs to evaluate infants and, when needed and desired, offer intervention recom-
mendations that could mitigate later sleep disruption and the affiliated cascade of 
negative health, educational, and familial correlates (Honaker et al., 2021).
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The aforementioned ABCs of SLEEPING tool is another key example of screen-
ing for pediatric sleep problems and providing selective guidance as needed in 
response to this screen (Howlett et al., 2020). The tool includes an online question-
naire for parents, followed by electronic feedback which offers handouts summariz-
ing evidence-based recommendations to address highlighted problem areas. In 
Howlett and colleagues’ 2020 preliminary study of this program, 22 families and 8 
healthcare workers used the tool and provided feedback. The tool was well-received, 
and future iterations of the tool will likely include a prioritization scheme as both 
families and providers indicated that it could be challenging for them to know where 
to start when numerous recommendations were provided. One future approach may 
be to use an algorithm that considers the level of empirical support for each practice 
area in regard to its impact on sleep as well as the severity of each problem to deter-
mine which recommendation to implement first (Howlett et al., 2020).

Another example of universal screening and selective guidance for pediatric 
patients is the Sleep Checkup (Honaker & Saunders, 2018), which was designed to 
(1) screen for pediatric sleep disorders and facilitate appropriate referrals, (2) pro-
vide basic guidance for sleep disorders with a strong behavioral or psychological 
component, and (3) deliver anticipatory guidance to improve sleep health and pre-
vent sleep disorders. The Sleep Checkup was delivered by behavioral health provid-
ers in two busy urban primary care clinics. No families refused the intervention, and 
PCPs perceived the service to be minimally disruptive to patient flow in the clinics. 
The most frequently endorsed barrier to care was that parents may not express a 
concern about their child’s sleep, limiting the number of identified cases who could 
benefit from selective guidance (Faruqui et al., 2011), which reiterates the impor-
tance of healthcare providers conducting universal screenings in order to detect 
problematic sleep, even if parents do not perceive their child’s sleep habits as 
problematic.

For adults, the Brief Behavioral Treatment for Insomnia (BBTI; Buysse et al., 
2011) could be offered by nurses in integrated care teams as selective guidance 
when indicated. BBTI consists of individualized behavioral instructions delivered 
in two intervention sessions and two telephone calls. When compared to just printed 
educational material (e.g., the AASM handouts discussed above), the BBTI pro-
duced significantly better self-reported sleep and health outcomes, as well as acti-
graphic measures of sleep, and these treatment gains were maintained at 6-month 
follow-up (Buysse et al., 2011).

17.7  Stepped Care

Intervention for behavioral sleep concerns should be approached in a stepwise fash-
ion, building in intensity on a case-by-case basis based on need if lower-level strate-
gies are deemed ineffective (Rigney et  al., 2018). Lower-level strategies include 
universal sleep health promotion with the use of psychoeducation and biblio- 
prevention via handouts, books, and Internet articles promoting behavioral sleep 
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strategies, which have become readily available for patients (Ramos et al., 2006). 
Another form of lower-level intervention could be “watchful waiting” for concerns 
like snoring, nocturnal fears, and nightmares in pediatric patients, as these concerns 
may remit with development. However, if these lower-level strategies are deemed 
insufficient, providers can then increase intervention intensity.

Two key interventions to consider if additional intervention is deemed warranted 
are cognitive behavioral therapy for insomnia (CBT-I) and imagery rehearsal ther-
apy for nightmares (IRT). CBT-I involves five components: sleep education and 
sleep hygiene, stimulus control guidelines, sleep restriction, relaxation training, and 
cognitive restructuring to address maladaptive thoughts and worries about sleep. 
The American Academy of Sleep Medicine prepared a practice parameter in 2006 
summarizing the well-established efficacy of CBT-I and recommending it as the 
first-line treatment for insomnia (Morgenthaler et al., 2006). Imagery rehearsal ther-
apy has similarly been shown to be highly efficacious and is the first-line treatment 
for treating nightmare disorder (Aurora et  al., 2010). It involves rescripting and 
rehearsing distressing dream imagery. Both of these interventions are appropriate 
and effective for adolescents and adults. For younger patients, behavioral sleep 
interventions, such as those outlined in the selective guidance section above, are 
appropriate and highly effective (for a review, see Meltzer & Crabtree, 2015).

If a patient endorses symptoms of insomnia necessitating further intervention, 
the integrated care team can start by referring the patient to self-administered tools, 
including phone apps like the CBT-I coach app, SHUT-I, or SLEEPIO (Cowie et al., 
2018; Ritterband et al., 2017). For pediatric insomnia, patients may benefit from the 
Better Nights Better Days online program, which applies the ABCs of SLEEPING 
framework (Allen et  al., 2016). For nightmares, individuals can be referred to 
Internet-based self- help programs with imagery rehearsal therapy (Schredl et al., 
2016). These resources are easily accessible, low-cost, and effective (van Straten & 
Cuijpers, 2009).

If additional assistance is deemed necessary, patients could then be referred to 
group-based care administered by a behavioral healthcare provider, which is cost- 
effective, as it maximizes the number of patients who can receive care while mini-
mizing the amount of time and personnel required. This stepped care approach to 
providing CBT-I for adults with insomnia has been well-documented by Espie and 
colleagues (2009). Patients were first encouraged to engage in self-administered 
CBT-I and then invited to participate in manualized, small group CBT-I delivered by 
nurses if needed (Espie, 2009). For pediatric patients, 85% of pediatric insomnia 
treatment studies have been conducted with traditional in-person, one-to-one ser-
vice provision, but 42.6% have included Internet/phone-based treatment, and 70% 
of adolescent studies have involved group-based care (Meltzer et al., in press), sug-
gesting that such delivery modes are on the rise.

If these steps of care are still deemed insusfficient, then the PCP may consider 
referring the individual to a behavioral sleep medicine specialist. Behavioral sleep 
medicine providers with credentialing can be identified on the Society of Behavioral 
Sleep Medicine website (www.behavioralsleep.org). Referral to specialists may be 
particularly useful for complex cases and/or non-responders. Wickwire et al. (2020) 
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found that patients who were referred to a board-certified sleep medicine provider 
were more likely to have two or more diagnosed sleep disorders and/or medical 
comorbidities (e.g., asthma or heart failure) compared to patients who were not 
referred. However, the likelihood of no-show to specialty care is notable, with an 
estimated no show rate of 21.2% (Cheung et al., 2020). Factors associated with no- 
show include younger age, appointment type (new vs established), and insurance 
status (no insurance vs public insurance) (Cheung et al., 2020). These no-show rates 
to specialty care highlight the importance of assisting patients in primary care as 
much as possible given the barriers to reaching specialty clinics. Additionally, there 
is a notable lack of trained sleep providers, particularly outside of large, urban areas. 
Since 2007, the American Board of Pediatrics and the American Board of Family 
Medicine have certified only 251 and 138 sleep sub-specialists, respectively, com-
pared to a population of more than 100,000 general pediatricians and more than 
75,000 general family practitioners in the United States (based on American Board 
of Pediatrics & Board of Family Medicine in 2015).

Finally, as a last step if other exhaustive efforts have been trialed, PCPs may 
choose to trial medication to address sleep concerns. However, as noted above, the 
first-line treatment for behavioral sleep disorders are behavioral interventions. 
Among pediatric patients, 39.6% of PCPs have been shown to use medication alone 
to address sleep concerns, rather than the behavioral stepped-care approach outlined 
above, and 42% recommended melatonin (Schnoes et al., 2006). Additionally, many 
of the medications used to address sleep in pediatrics also have other indications 
(e.g., antihistamines, antipsychotic agents), so the number of medications that may 
be prescribed specifically for sleep is unclear.

17.8  Lessons Learned for Future Implementation

In summary, there is great need and opportunity for behavioral health providers to 
improve the prevention, identification, and treatment of sleep problems for both 
children and adults in integrated care. PCPs receive little sleep training (Mindell 
et al., 2011, 2013) and have limited time and resources to thoroughly assess sleep 
and implement effective interventions when indicated (Boerner et  al., 2015). 
Behavioral health providers are well-equipped; however, to setup universal screen-
ing systems, deliver universal prevention materials through educational materials, 
and implement stepped care through the provision of self-help resources, small 
group interventions, and referral to specialty care as deemed necessary. Because 
psychologists require a minimum number of minutes spent with a patient and a 
behavioral health diagnosis in order to bill, these approaches may be best-suited 
for systems with trainees who cannot otherwise bill for their time, or with staff 
providers who have available time to provide non-billable services. The e-health 
prevention tools described above may also be useful in place of billable service 
provision.
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Chapter 18
Preventing What’s Preventable 
in Dementia

Paula E. Hartman-Stein, Daniel R. George, and Brigid K. McVaugh

18.1  Introduction

The high frequency of television and online ads for supplements, brain fitness gad-
gets, and other products that purportedly preserve cognitive functioning suggests 
that older adults are increasingly concerned about declines in memory as they age. 
However, given cultural stigma around memory loss, relatively few individuals dis-
cuss these worries with their primary care physicians (PCPs) or behavioral care 
providers (BCPs). A study conducted by the Center for Disease Control (CDC) of 
almost 96,000 individuals aged 45 years or older revealed that approximately 13% 
indicated they experienced confusion or memory loss in the previous year, but only 
23% of those with such concerns raised the issues with a medical professional 
(National Center for Chronic Disease Prevention and Health Promotion, 2012).

Despite having limited information to guide their choices of strategies with the 
greatest benefits to promote cognitive wellness, many older Americans have 
embarked on their own experimentation by engaging in exercise, diet, meditation, 
participating in lifelong-learning programs, playing brain performance computer 
games, or taking over-the-counter supplements, with the hope that such behaviors 
can, in sum, prevent dementia (Hartman-Stein & LaRue, 2011). Others have a fatal-
istic view that nothing can be done to prevent Alzheimer’s or have no interest in the 

P. E. Hartman-Stein (*) 
Consultant in independent practice, Brevard, NC, USA
e-mail: paula@centerforhealthyaging.com 

D. R. George 
Department of Humanities, Penn State College of Medicine, Hershey, PA, USA
e-mail: dgeorge1@pennstatehealth.psu.edu 

B. K. McVaugh 
Consultant in Culinary Nutrition, Houston, TX, USA

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-83469-2_18&domain=pdf
https://doi.org/10.1007/978-3-030-83469-2_18#DOI
mailto:paula@centerforhealthyaging.com
mailto:dgeorge1@pennstatehealth.psu.edu


416

topic, so they eat highly processed fast food more than vegetables and fruits, limit 
their reading to online posts, and/or engage in minimal exercise.

It is not merely members of the lay public who question whether lifestyle makes 
a difference—health providers are often dubious as well. We believe PCPs and 
BCPs can help patients protect and maintain their brain health, regardless of their 
level of belief, by advising, supporting, and teaching based on the current state of 
knowledge.

In 2019 the Alzheimer’s Association surveyed about 1000 primary care physi-
cians, finding that:

• Over 80% acknowledge they are on the front lines of diagnosing and providing 
care for Alzheimer’s disease (AD) and other dementias.

• Over half of PCPs receive questions related to dementia from their patients age 
65 and older or their family members every few days or more.

• More than one-quarter (27%) report being only sometimes or never comfortable 
answering patient questions about dementia (Alzheimer’s Association, 2020a, b).
.

18.2  Incidence, Prevalence, and Etiologies of Dementia

The word dementia is an umbrella term referring to a wide range of medical condi-
tions caused by brain changes. AD is a progressive neurodegenerative disorder char-
acterized by early symptoms of difficulty recalling recent conversations, names, or 
events, being repetitive, having trouble following a complex train of thought, having 
difficulty following conversations, or withdrawing from work and social activities. 
Later symptoms include impairment in communicating, disorientation, confusion, 
poor judgment, declines in problem-solving and the ability to perform activities of 
daily life (Alzheimer’s Association, 2020a, b; Gerontological Society of America, 
2020). AD accounts for approximately 60–80% of all cases of dementia, affecting 
approximately 20% of individuals 80  years of age and older (Alzheimer’s 
Association, 2020a, b; McKhann et al., 2011).

The leading hypothesis as to its etiology is that the intercellular accumulation of 
the protein fragment, beta-amyloid, triggers a cascade of extracellular amyloid 
accumulation that then cause tau proteins—structures providing stability within 
neurons—to twist into intracellular tangles, leading to widespread neuronal death 
(Selkoe & Hardy, 2016). In individuals with rare genetic mutations, levels of beta- 
amyloid may begin upwards of 20  years before symptoms occur (Quiroz et  al., 
2018). Other brain changes in AD include chronic inflammation and atrophy due to 
cell loss that may begin over a decade before becoming symptomatic. Microglia 
clear proteins and debris from dying cells, and inflammation may set in when 
microglia are unable to clear the debris adequately (Alzheimer’s Association, 
2020a, b).
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However, mixed dementias—i.e., cases that encompass not only the classic hall-
marks of plaques and tangles but also overlapping pathologies like vascular lesions, 
alpha-synuclein (the protein making up Lewy bodies), and TDP-43, a nuclear pro-
tein in common subtypes of frontotemporal dementia (FTD) and amyotrophic lat-
eral sclerosis (ALS), appear to be more common than recognized as more than 50% 
of people with dementia have pathologic changes indicating more than one cause of 
dementia. The likelihood of having mixed dementia increases with age (Alzheimer’s 
Disease Facts and Figures, 2020a; Winblad et al., 2016; Yu et al., 2020). Recent 
studies of TDP-43 suggest that more complex brain pathology leading to cognitive 
decline in late-life may be independent of beta-amyloid accumulation (Kawas et al., 
2015; Wilson et al., 2013). Such findings indicate that treating only pathways that 
converge on beta-amyloid, as is the focus of current drug development, may leave 
untreated a significant proportion of the associated conditions in the AD phenotype 
that are not related to plaque and tangle pathology (e.g., vascular damage).

In a book that sparked controversy at the time, The Myth of Alzheimer’s: What 
you aren’t being told about today’s most dreaded diagnosis, the authors dismissed 
the promise of a pharmaceutical panacea for AD as a cultural myth promoted by 
powerful drug companies (Whitehouse & George, 2008). In 2016 the pharmaceuti-
cal company, Merck, announced it was halting the late-stage trial of verubecestat, a 
BACE inhibitor that controlled an enzyme involved in the forming of amyloid 
plaques, abnormal protein clusters in the brain that have been suspected as a main 
cause of Alzheimer’s disease. The drug did not reduce cognitive or functional 
decline in patients with mild-to-moderate AD and was associated with treatment- 
related side effects such as rash, falls and injuries, sleep disturbance, suicidal ide-
ation, and weight loss (Egan et al., 2018).

In late 2016 the drug company, Eli Lilly, ended its clinical trial of the drug, solan-
ezumab, after research subjects demonstrated no improvement compared to pla-
cebo. The failure of drugs in the family of BACE inhibitors developed to reduce 
amyloid added to doubts to the viability of the amyloid theory of AD (Hartman- 
Stein, 2017). Moreover, as of winter 2020, the FDA had declined to approve 
Biogen’s drug aducanumab—a monoclonal antibody acting on different molecules 
than solanezumab. Researchers have made the case that given the ongoing failures 
of drug development, the best investment of research dollars is for prevention and 
improved interventions (George & Whitehouse, 2021; Whitehouse & George, 2008).

A recent major study in JAMA Internal Medicine published findings showing the 
incidence rate of dementia for people over age 65 has been dropping in the United 
States, from 11.6% in 2000 to 8.8% in 2012 (Langa et al., 2017). While overall 
numbers of people affected by dementia continue to rise—as one would expect, 
given the growing population of aging individuals who are living longer—there has 
been a general decline in both dementia incidence (the number of people diagnosed 
per year) and prevalence (the number of people diagnosed relative to the total num-
ber of people in the population) over the past four decades (Gao et al., 2019; Wu 
et al., 2017). Indeed, emerging research published in Neurology suggests that due to 
decreasing risk, older Americans’ chances of developing dementia in 2021 is 13% 
lower than it was in 2011 (George & Whitehouse, 2021; Wolters et al., 2020). It is 
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likely that improved vascular health at the population level, along with significantly 
reduced smoking rates, increased access to primary, secondary, and tertiary educa-
tion, and the removal of toxins like lead from gasoline in the late twentieth century 
have combined to provide a more favorable milieu for the brain health of current 
cohorts of elders (George & Whitehouse, 2021; Livingston et al., 2020).

Despite the fact that dementia risk is dropping, the following current figures from 
the Alzheimer’s Association (2020a, b) are sobering:

• 5.4 million Americans and 50 million people worldwide live with dementia.
• AD is the sixth leading cause of death in the United States and fifth leading cause 

for those age 65 and older.
• People with AD live an average of 8–10 years and as many as 20 years from onset.

18.2.1  Sequelae of Covid-19

What is not yet known is the impact of Covid-19 on the incidence of dementia and 
AD. In early 2021 with guidance from the World Health Organization (WHO), the 
Alzheimer’s Association, in conjunction with 30 countries, has formed a consor-
tium to study more than 22 million Covid-19 cases to evaluate the impact of the 
virus on the risk of later life cognitive decline and AD (de Erausquin et al., 2021).

18.3  Common Categories of Dementia/Diagnostic Criteria

According to the Gerontological Society of America (GSA) (2020), the most com-
monly used categories of dementia coded in PC settings include: dementia from AD 
with early onset (<age 65); dementia from AD with late onset (age 65 or older); 
dementia from AD, unspecified; vascular dementia with or without behavioral dis-
turbance; dementia in other diseases classified elsewhere with or without behavioral 
disturbance; unspecified dementia with or without behavioral disturbance; Pick’s 
disease (described below); other frontotemporal dementia; dementia with Lewy 
bodies; mild cognitive impairment; and corticobasal degeneration.

Symptoms that may indicate dementia and trigger more in-depth evaluation are 
deficits from baseline skills in learning and retaining new information, problem- 
solving, reasoning, spatial ability, orientation, word finding, following conversa-
tions, and behavioral changes such as passivity, irritability, suspicion, and 
misinterpreting visual or auditory stimuli (GSA, 2020).

According to the American Heart Association (AHA)/American Stroke 
Association (ASA), probable vascular dementia is indicated when there is cognitive 
impairment and imaging evidence of cerebrovascular disease, a clear temporal rela-
tionship between a vascular event (e.g., clinical stroke) and onset of cognitive 
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deficits, and a clear relationship in the severity and pattern of cognitive impairment 
with the presence of diffuse, subcortical cerebrovascular pathology (Gorelick 
et al., 2011).

Pick’s disease is a rare type of age-related dementia that affects the frontal lobes 
of the brain and causes speech problems like aphasia, behavior difficulties, and 
eventually death. It had been used interchangeably with frontotemporal dementia 
(FTD) but is now considered to be one of three very specific causes of FTD. Pick’s 
disease is not usually associated with memory loss in its early stages (https://www.
alzheimers.net).

FTD may occur in those 65 and older but most people with the disorder develop 
it a younger age (Alzheimer’s Association, 2020a, b). The three subtypes are behav-
ioral variant (bvFTD), semantic variant of primary progressive aphasia (svPPA), 
and non-fluent variant of primary progressive aphasia (nfvPPA). Neuropsychiatric 
symptoms are prominent in bvFTD.

Lewy body dementias include two related disorders, dementia with Lewy bodies 
(DLB) and dementia secondary to Parkinson’s disease. Essential for the diagnosis is 
fluctuating cognition with variations in alertness, recurrent visual hallucinations, 
rapid eye movement sleep behavior disorder before signs of cognitive decline, and 
one or more features of Parkinsonism. In the early stages, there may be no memory 
impairment but deficits in attention, executive functioning, and visual-spatial ability 
may be present (Gerontological Society of America, 2020; Yamada et al., 2020).

The criteria for mild cognitive impairment (MCI) due to AD include concern 
regarding cognition that reflects a change reported by the patient, informant, or cli-
nician indicating observed evidence of decline over time. In addition, there must be 
evidence of impairment in one or more cognitive domains, including memory while 
independence in functioning capacity is preserved (Albert et al., 2011). Traditionally, 
the MCI label has been given to patients who present with a memory complaint and 
some changes in intellectual function as determined by neuropsychological testing 
but who have relatively little impairment in activities of daily living.

A range of sub-classifications, however, has recently emerged that implies differ-
ent stages of MCI: pre-MCI, early MCI, and late MCI. However, conversion rates of 
MCI to dementia vary significantly, and some studies observe that well over a quar-
ter of people labeled with MCI do not progress to AD (Pandya et al., 2017) and 
between 14% and 41% of individuals with MCI have reverted back to “normal” 
cognitive functioning (Ganguli et  al., 2004). Naturally, this has raised questions 
about the accuracy, usefulness, and ethical soundness of a label that is supposed to 
represent a clinical precursor to AD.

18.4  When Screening Is Warranted

The idea of widespread dementia screening in PC is debatable. Galvin et al. (2020) 
argue screening increases self-efficacy and improves patient-centered outcomes for 
lifestyle changes. However, both the Lancet Commission and the US Preventive 
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Services Task Force (USPSTF) conclude the evidence is lacking to support wide-
spread pre-symptomatic screening in everyday practice (Livingston et al., 2020; US 
Preventive Services Task Force, 2020).

There are substantial ethical concerns about the push for early diagnosis through 
memory screenings. As mentioned earlier, the greatest controversy surrounds the 
heterogeneity observed in “pre-disease” categories such as MCI, the vagueness of 
its diagnostic criteria, and a lack of specific ability to predict the “disease” trajec-
tory. If an aging person has some memory loss, but their activities of daily living are 
not affected, what is the value in screening them and clinically labeling them with 
MCI? When does the forgetfulness we may all be touched by as our brains age cross 
the line to “disease”? Should a clinical diagnosis be freely given by the physician or 
should it also require a subjective complaint from the patient or family members? 
This concern speaks to a broader societal question about how much power physi-
cians (and the pharmaceutical industry) should have in defining and dictating the 
terms of how individuals experience disease, which can have such devastating 
effects in the lives of their loved ones. Indeed, it is important to remember that while 
markets and shareholder profits may be enlarged by diagnostic schemes that extend 
labels like MCI to more people, ultimately human beings with fragile, finite lives 
and bonds must bear the biopsychosocial consequences of disease labels (George & 
Whitehouse, 2021).

Screening and an accurate diagnosis are important for patients with notable 
impairment and/or personal or family members’ concerns about their loved one’s 
functioning. An excellent free resource for PC that can be downloaded online is The 
GSA KAER Toolkit for Primary Care Teams: Supporting conversations about brain 
health, timely detection of cognitive impairment, and accurate diagnosis of demen-
tia (www.geron.org/programs- services/brain- health- cognitive- impairment- and-  
dementia).

The toolkit suggests that the PCP or BCP bring up the topic of brain health for 
educational purposes at any PC visit or as part of an annual wellness visit for every 
person age 65 or older. Examples of questions about concerns or change in func-
tioning include: “Are you worried about your memory? Have you noticed any 
changes that concern you?” If the patient or family member raise concerns regard-
ing memory loss or other signs of cognitive decline, then more formal screening 
administered by the BCP or a medical assistant who has had adequate training can 
administer a brief formal assessment. Front desk staff may observe behaviors such 
as confusion about appointments, repetition of stories or questions, or deferring to 
family members for basic information. In a PC setting with a large patient volume, 
creating an atmosphere that encourages all staff to give input will enhance 
patient care.

Even if no concerns arise, the BCP can use a brain health conversation to provide 
information about the connections between brain and heart health, medications that 
may affect memory, dietary patterns, and lifestyle habits that impact the brain. 
Communicating with older adults: An evidence-based review of what really works 
is a free resource developed by the Gerontological Society of America (GSA) 
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containing tips for optimizing interactions between healthcare providers and older 
adults (Gerontological Society of America, 2012).

If screening is warranted, using a validated, brief cognitive test is advisable. The 
KAER toolkit recommends the Mini-Cog©, Clock Drawing test, Montreal Cognitive 
Assessment (MoCA), or the Saint Louis University Mental Status (SLUMS) exam. 
All take 10 min or less to administer. Another short test of mental status used exten-
sively in clinical and research settings is the Mini-Mental State Exam (MMSE) 
developed at Johns Hopkins Medical Center (Folstein et al., 1975).

Informant questionnaires to obtain collateral information are also part of a valid 
screening process. The KAER toolkit lists the Ascertain Dementia eight-item 
Questionnaire, the Informant-based Behavioral Pathology in Alzheimer’s Disease 
rating scale, and the Short Form of the Informant Questionnaire on Cognitive 
Decline in the Elderly (GSA, 2020).

Screening is not typically adequate to make a diagnosis. In most cases, we rec-
ommend when screening shows impairment, PCPs and BCPs partner with special-
ists such as geriatricians, geropsychologists, neurologists, neuropsychologists, or 
nurse practitioners with geropsychiatric expertise.

When there are symptoms of cognitive impairment, the reversible physiological 
causes of cognitive decline should be ruled out first through appropriate laboratory 
tests (e.g., thyroid or vitamin B12 deficiency). The GSA toolkit contains e-resources 
for PCPs and BCPs with suggestions of how to talk to patients and families about a 
diagnosis of dementia.

18.5  Risk Factors and Recommendations

Evidence is growing that dementia can be prevented or delayed and that healthy 
lifestyle changes may be beneficial for older at-risk individuals even in the presence 
of APOE-related genetic susceptibility to dementia (Solomon et  al., 2018). Two 
separate international groups of scientists published their meta-analyses of research 
reports of both observational prospective studies (OPSs) and randomized control 
trials (RCTs) (Livingston et al., 2017, 2020; Yu et al., 2020). The team led by Yu 
et al. (2020) identified 19 modifiable factors and the Lancet Commission on demen-
tia (Livingston et al., 2020), described 12 modifiable risk factors, accounting for 
40% of dementia worldwide. To offer guidance for dementia prevention across the 
life span, we have summarized these evidence-based suggestions PCPs and BCPs 
can provide to patients from these studies.

• Receive as much education as possible in early life and engage in cognitive 
activities throughout life. As noted earlier, dementia rates are falling over the 
last decade in part due to increased access to education in the mid-twentieth 
century. Examples of life-long cognitive activities include reading, playing 
chess, solving problems, learning a second language, playing music, traveling to 
novel areas, writing narratives, and doing art work.
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Additional corroborating evidence comes from a population-based longitudi-
nal observational study in the oldest-old begun in 2003 of 587 people age 90 or 
older who had no signs of dementia when the study began. Participation in activi-
ties with a strong mental component, i.e., reading and church/synagogue atten-
dance, was correlated with reduced risk of dementia as the participants aged 
beyond 90 (Paganini-Hill et al., 2016).

No single specific activity such as solving crossword puzzles or playing com-
puterized games appears to protect against cognitive decline, although 
 domain- specific training of focal skills may improve. For example, doing cross-
word puzzles on a regular basis improves crossword puzzle skills (Livingston 
et al., 2020).

The Lancet Commission (Livingston et al., 2020) noted that older retirement 
age is correlated with lower dementia risk for more cognitively demanding jobs. 
The take-home message is if a person’s work is meaningful and mentally chal-
lenging, it may be advisable not to retire early.

Cognitive reserve theory, a concept that began in the late 1980s, may explain 
these findings. Cognitive reserve refers to the brain’s structural and functional 
ability to build resilience against neurological damage, tolerate more brain 
pathology before signs of dementia occur, or draw upon multiple pathways in 
undertaking cognitive tasks. In a post-mortem analysis of 137 patients, some 
subjects who showed no signs of AD upon autopsy had high degrees of pathol-
ogy but higher brain weights and a greater concentration of neurons compared to 
age-matched controls. The theory is that these individuals had cognitive reserve 
that served as a protective factor against cellular deterioration (Katzman et al., 
1988; Whitehouse & George, 2008). Other OPS of religious orders show similar 
findings (Snowdon, 2003).

• Encourage use of hearing aids for hearing deficits and protect ears from 
excessive noise exposure. Cognitive reserve theory may explain that those who 
cannot hear properly may over time experience exponentially less cognitive 
stimulation.

• Manage weight and BMI. Given links between weight, vascular health, and 
brain health, it is beneficial to encourage BMI for individuals <65 to be between 
18.5 and 24.9. Moreover, BMI ought to be maintained <30  in mid-life and 
beyond, but adults over 65 should not be overly thin and, if losing weight, they 
should be monitored.

• Control vascular factors. Ideally, systolic blood pressure should be kept to 
130 mm Hg or less from age 40 on. Patients should be encouraged to maintain 
good condition of cerebral vessels via lifestyle or medications to avoid any car-
diovascular disease. Individuals with history of stroke or cerebral micro-bleeding 
should be monitored for cognitive changes. Instances of atrial fibrillation should 
be managed and patients should be encouraged not to smoke and to avoid second 
hand smoke. Diet/exercise should be used to avoid diabetes while monitoring 
blood sugar levels for those with diabetes. Homocysteine levels should be moni-
tored as high levels can contribute to arterial damage and result in blood clots. 
Vitamin B and/or folic acid can treat this condition.
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• Limit alcohol use with no more than 21 units weekly, i.e., no more than three 
drinks of any kind per day. The 2020–2025 Dietary Guidelines for Americans 
differ somewhat in their recommendations, suggesting that for those who choose 
to drink, intake should be limited to one drink or less per day for women and two 
drinks or less in a day for men (US Department of Health and Human Services 
and US Department of Agriculture, 2020). While the deleterious effects of excess 
alcohol consumption are well-established, some mild-to-moderate alcohol con-
sumption may be protective in reducing inflammation (Barve et al. 2017).
Engage in physical exercise. Individuals 65 and older should be encouraged to 
engage in regular physical exercise and an active lifestyle by movement in daily 
activities such as taking stairs and engaging in hobbies such as yoga, dancing, 
and gardening. Both the Lancet Commission (Livingston et al., 2020) and Yu 
et al. (2020) suggest older adults maintain good cardiovascular condition, but 
there is no strong evidence as to what types of exercise, duration, frequency, or 
intensity are needed to achieve optimal cognitive functioning. Public health rec-
ommendations indicate older adults should be encouraged to engage in an active 
lifestyle that incorporates movement in everyday activities, and if possible, pur-
poseful exercise with moderate to vigorous exertion including strength and aero-
bic training (Global Council on Brain Health, 2016).
Limit or avoid head trauma. Traumatic brain injuries (TBI)—bumps, blows, or 
jolts to the head or neck area—can cause acute damage to the brain, and even 
multiple mild injuries can contribute to greater cumulative risk throughout life. 
Wearing helmets for contact sports and bike riding and wearing safety belts at all 
times should be encouraged for all ages, and caution should be taken to avoid 
falls (the leading cause of TBI), especially in later life stages when balance may 
be compromised.

• Ensure consistent patterns of sleep. Sleep increasingly appears to help the 
brain’s glymphatic system remove metabolic waste that has accrued through the 
day. Sleep deprivation can downregulate the glymphatic system, leading to the 
buildup of toxic cellular waste products that can damage and impair the brain 
over time (Fultz et al., 2019). Several lines of evidence suggest that sleep disor-
ders may contribute to cognitive decline and may be a promising target for pre-
vention (Xu et  al., 2020). According to the Lancet Commission, there is no 
evidence that medication for sleep is effective, but rather considerable evidence 
suggests its harm (Livingston et al., 2020). Thus, behavioral strategies to improve 
sleep are of great importance.

BCPs can counsel patient individually or in groups on sleep hygiene includ-
ing relaxing strategies before bedtime and following middle-of-the-night awak-
enings. Yu et al. (2020) recommended individuals get sufficient and good quality 
sleep but do not give specific suggestions for optimal amounts. Current health 
guidelines recommend at least 7 h of sleep per night, but a longitudinal observa-
tional study of 613 individuals found no differences in cognitive measures or 
structural measures of the brain between groups that reported 5.4, 6.2, 7, and 
7.9 h of sleep over 5 points in time over 28 years. This study calls for replication, 
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and if results are the same, it will challenge current sleep guidelines (Zitser 
et al., 2020).

• Limit stress and treat depression. Stress and depression are well-established 
lifespan risk factors for dementia (Livingston et al., 2017). Thus, patients should 
be guided toward individually tailored stress reduction strategies, e.g., practicing 
mindfulness-based stress reduction (Kaszniak, 2011), increasing frequency of 
pleasant and meaningful activities (Richards et al., 2016), and/or dealing with 
root causes of stress or depression. In the only RCT comparing behavioral activa-
tion to supportive therapy for preventing dementia in patients with amnestic 
MCI, those in the behavioral activation group had a decreased 2-year incidence 
of risk of memory decline (Rovner et al., 2018).

Maintaining frequent social contacts improves mood. Research has shown 
that maintaining social networks is protective, and, conversely, that the effects of 
loneliness, isolation, and disconnection are risks comparable to smoking up to 15 
cigarettes a day, obesity, physical inactivity, and air pollution (Holt-Lunstad, 
2017). Social service agencies can provide regular phone or computer-based 
contact with isolated, vulnerable older adults. Referral to local area agencies on 
aging or community mental health centers is strongly recommended in such cases.

• Medications. Two interventions not recommended are estrogen replacement 
therapy and acetylcholinesterase inhibitors (Yu et al., 2020). De-prescribing anti-
cholinergic medications is advisable. In an observational cohort study with 350 
adults with follow-up of 3.2 years, anticholinergic medications were found to 
increase the transition from normal cognition to MCI in community-dwelling 
older adults without dementia (Campbell et al., 2018). Anti-hypertensive medi-
cation is the only known preventive medicine against cognitive decline 
(Livingston et al., 2020).

Dietary Supplements
Many dietary supplements have been promoted for maintaining or improving cogni-
tive function. Apoaequorin, a calcium-binding protein originally derived from jelly 
fish, is contained in the widely advertised supplement, Prevagen. Although several 
animal studies on its safety have been published, human data on its efficacy are 
limited to published abstracts or studies posted on the company’s website 
(Hume, 2015).

Despite the widespread advertisements for supplements, the Lancet Commission 
(Livingston et al., 2020) does not recommend additional vitamins, oils, or mixed 
dietary supplements as a means of preventing dementia because testing in trials 
lacked beneficial effects. However, in the 90+ study, a population-based longitudi-
nal study, supplemental vitamin C intake around age 90 reduced risk of dementia in 
the oldest-old (Paganini-Hill et al., 2016).
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18.6  Nutrition in the Prevention of Cognitive Decline

Because several risk factors are related to what we eat, we have included detailed 
information regarding research on nutrition. RCTs are somewhat limited in regard 
to neuroprotection. For many years, chronic disease prevention consisted of reduc-
ing intake of certain dietary components, such as saturated fat and sodium. The 
current major focus is on overall eating patterns and intake of bioactive compounds. 
Increasingly, research is demonstrating that the microbiome—the massive ecosys-
tem of bacteria, viruses, and fungi that live in our intestinal tract and can be weak-
ened or strengthened by the quality of our diets (and other lifestyle factors)—may 
have a role to play in modulating neural, immune/inflammatory, endocrine, and 
metabolic pathways that affect our aging brains across the lifespan. Plant-based, 
Mediterranean-like diets have been shown to be most beneficial to the health of our 
microbiota (Izaskun et al., 2018).

Some evidence suggests that individual food bioactive components protect cog-
nitive health, including vitamins B and D, anti-oxidant vitamins, medium chain 
triglycerides, and long chain omega-3 fatty acids sourced from oily fish (Jennings 
et al., 2020). However, risks for stroke and cardiovascular disease have been the 
primary targets for preventing cognitive impairment (Gorelick et  al., 2017), and 
cardioprotective diets have been extensively investigated (Appel et al., 1997; Harsha 
et al., 1999; Ornish, 1998; Saneei et al., 2014; Shah et al., 2017; Wright et al., 2017).

Hypertension is recognized as a modifiable risk factor for dementia (Livingston 
et al., 2020; Yu et al., 2020). The Dietary Approaches to Stop Hypertension (DASH) 
diet, formulated in the 1990s, remain a cornerstone of treatment for high blood pres-
sure and has resulted in beneficial effects in many RCTs (Appel et al., 1997; Harsha 
et al., 1999).

Plant foods (e.g., vegetables, fruits, whole grains, legumes) form the foundation 
of all the heart healthy plans as well as fresh, whole, unprocessed foods, i.e., foods 
in a form as close to the original as possible.

In our experience, the general public has limited understanding as to what pro-
cessed food entails, so we suggest explaining it to patients. Physical processing can 
be simply washing, peeling, heating, or chilling or more complex, such as milling 
or fermentation of grains. Some definitions refer to the number of additives that can 
maintain or improve food safety, freshness, taste, texture or appearance. Ultra- 
processed food (UPF) tends to be high in calories but generally contributes little 
fiber and few nutrients. While minimally processed foods are easily recognized, 
three classification systems rate the degree of processing in foods (Bleiweiss-Sande 
et al., 2019). Examples from the University of North Carolina (UNC) system give 
the following examples of highly processed, multi-ingredient, industrially formed 
mixtures that are no longer recognizable in their plant/animal source: soda, fruit 
drinks, lunch meat, breads made with refined flour, pastries, ice cream, processed 
cheese, and candy. Consuming less of these is recommended in all of the brain-heart 
healthy diets described below.
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The role of animal products and added fats is what varies most in the recommen-
dations of the plans. Herbs and spices are encouraged in many of these diets for 
flavor and for the bioactive compounds they contain. Turmeric, or Indian saffron, 
found in Asian curries, some pickles and yellow mustard, is promising in dementia 
prevention (Desai et al., 2011), but without evidence in RCTs. Curcumin, the active 
ingredient in turmeric, has anti-inflammatory properties (Aggarwal & Sung, 2009).

The Mediterranean diet, recommended by the World Health Organization to 
reduce risk of cognitive decline and described in The Blue Zones (Buettner, 2015), 
is not truly a single diet but a plant-based eating pattern, incorporating vegetables, 
fruits, whole grains, nuts, and oils, especially olive oil. Lifestyle habits other than 
diet, such as social networks, daily rituals, sense of purpose, are discussed in The 
Blue Zones and also in the low-fat Ornish plan (1998), Ornish & Ornish (2019). 

The programs devised by Ornish (1998) and Esselstyn (2007) differ notably 
from Mediterranean-type diets in that fat, even from plant sources, is severely 
restricted. While RCTs are more limited, retrospective and OPS have consistently 
shown plant-based diets to be associated with lower risk of cognitive decline, 
dementia, the pathology of Alzheimer’s syndrome, as well as cardiovascular disease 
and diabetes.

The Dash Diet, studied in RCTs to lower blood pressure, includes lean meats, 
poultry, fish, and eggs and allows olive and other vegetable oils (Saneei et al., 2014). 
The MIND Diet which combines aspects of the DASH and Mediterranean diet spec-
ifies minimum servings of green leafy vegetables (6 plus/week), berries (twice/
week), nuts (5times/week), whole grains (3/day), fish (once/week), beans (4 times/
week), and poultry (at least twice/week). Butter and margarine, cheese, red meat, 
fried foods, and sweets are limited. In a prospective study of over 900 participants 
over 4.5 years, moderate adherence to the MIND diet decreased AD risk (Morris 
et al., 2015).

In a small RCT over a six-month period, the Nordic diet improved lipid profiles 
and had a beneficial effect on low-grade inflammation (Uusitupa et al., 2013). This 
diet features beans, peas, roots, and tubers (carrots, parsnips, beets, potatoes). Fish 
and seafood are eaten often while red meats and animal fats are limited. Followers 
are encouraged to eat higher-quality meat but less of it. The Finnish Geriatric 
Intervention Study to Prevent Cognitive Impairment and Disability (FINGER), a 
2-year long, multi-domain RCT, used “the healthy Nordic diet” similar to the 
Mediterranean diet (Ngandu et al., 2015).

Very low-fat plans that discourage consuming any oil, Ornish (1990, 1998) and 
Esselstyn (2007), emphasize eating green leafy vegetables and encourage generous 
amounts of all vegetables. Esselstyn’s plan is vegan, while Ornish allows egg whites 
and nonfat dairy products. Both include whole grains and protein sources such as 
tofu, tempeh, beans, and legumes and limited use of nuts and seeds.

In the BROAD study, a small RCT that used a whole food plant-based (WFPB) 
diet, participants had improved BMI and cholesterol and reduced other risk factors, 
which were largely maintained at 12 months (Wright et  al., 2017). The EVADE 
CAD trial (Shah et al., 2017), also a WFPB vegan diet, assessed multiple cardiovas-
cular risk factors in patients with coronary artery disease treated with 

P. E. Hartman-Stein et al.



427

guideline- directed medical therapy. The vegan diet reduced systemic inflammation 
(measured by high sensitivity C-reactive protein).

An eight-year longitudinal study of over 22,000 people in southern Italy, age 
43–67, indicated that those who ate the most UPF had the highest risk for cardiovas-
cular disease, even among those who adhered to the Mediterranean diet, linking the 
consumption of junk foods to poor health outcomes (Bonaccio et al., 2020).

The table below lists diets recommended for heart and potentially brain health, 
the unique features of each diet, including what to avoid.

Major features of diets for heart/brain health

Meat, 
fish, and 
poultry Dairy Eggs Fat Alcohol

Herbs and 
spices Other

Vegetables, fruits, and whole grains are the foundation of all diets listed
Mediterranean—type: 25–35% of calories from fat
Mediterranean Olive oil Red wine

DASH Lean 
meats, 
poultry, 
and fish; 
includes 
eggs

Low 
fat and 
nonfat

Allowed Limit sat 
fat and 
tropical 
oils

Limit Encouraged Nut, 
seeds, 
legumes 
4–5 x/
week 
Limit 
sugars

MIND Fish 
emphasis

Low-
fat and 
nonfat

Allowed Olive oil Limit to 1 
glass/day

Include 
liberally

Emphasis 
on berries 
and leafy 
greens

Nordic Fish 
emphasis

Low-
fat and 
nonfat

Free 
range

Rapeseed 
oil

Limited Encouraged Fish 
readily 
available 
in region

Very low fat: supplementation might be required
Ornish None Nonfat 

milk, 
yogurt, 
cheese

Whites 4 g/day; 1 
low fat 
serving of 
nuts/seeds 
encouraged

No more 
than 1 glass 
of wine, 1 
beer or 1 
shot of 
whiskey/
day

Low salt; 
herbs and 
spices for 
flavor

Eliminate 
all added 
oils and 
avocados; 
reduce 
white 
flour, 
white 
rice. 
Limit 
sugar

Esselstyn None None None No animal 
fat; no oils

Any kind in 
moderation

Include 
liberally

Avocados 
OK if 
low lipids
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The US Department of Health and Human Services (HHS) and the US Department 
of Agriculture publish evidence-based food and beverage recommendations to pro-
mote health, prevent disease, and help people reach and maintain healthy weight. 
The 2020–2025 Dietary Guidelines for Americans that provides advice for people 
from birth to older adulthood are a valuable resource for primary care (US Dept. of 
HHS & US Department of Agriculture, 2020).

Primary care providers have opportunities to directly educate patients. A first 
step is to have early conversations about nutrition to educate about risk factors, 
including targeted questions such as: How many meals/week (breakfast, lunch, and 
dinner) do you obtain from restaurants? When you eat at home, do you cook “from 
scratch” or use prepared meals or packaged products? Are there days when you do 
not eat any vegetables or fruits?

What are you able and willing to do to begin to eat a healthier diet?
Step 2: Provide a list of hand-outs and electronic resources that include informa-

tion about healthy eating and foods to avoid, including examples of UPF. If feasible, 
offer individual or group programs, possibly through tele-health, to support posi-
tive, individualized, tailored changes in dietary habits (Rosenberg, Mangialasche, 
Ngandu, Solomon, & Kivipelto, 2020).

Step 3: Refer patients to a Registered Dietitian/Nutritionist who wants to pursue 
Medical Nutrition Therapy (MNT) in greater depth for optimal health and espe-
cially patients with comorbidities, such as diabetes, obesity, or those with food 
intolerances or allergies.

18.7  Multi-Modal Interventions

Because of the complex and multi-factorial nature of AD and other dementias, inter-
ventions that target multiple risk factors are being studied across the world. The 
FINGER study is the first large (1200 older adults at-risk for dementia), long-term 
(2 year) RCT to demonstrate positive results for improved cognition in the group 
that received multi-domain interventions that included exercise, diet, cognitive 
training, and management of metabolic and vascular risk factors (www.alzheimer-
sprevention.org; Ngandu et al., 2015).

The FINGER lifestyle intervention is being tested in 25 other countries, includ-
ing the United States, known as the World Wide FINGERS (WW-FINGERS) initia-
tive launched in 2017 to reduce risk in different geographical, cultural, and economic 
settings (Kivipelto et al., 2020.) The next generation of multi-domain prevention 
trials have begun with a trial of 2724 computer-literate, cognitively intact partici-
pants over age 65 from Finland, France, and the Netherlands. The intervention 
group received support to manage cardiovascular risk factors over the Internet from 
a remote lifestyle coach. Data analyses have not yet been released, but if results are 
positive, self-management strategies may be feasible to reach a large worldwide 
population (Rosenberg et al., 2020).
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Payment for Prevention and Management of Chronic Conditions
Educating and counseling patients about their diet, stress level, and exercise take 
time, and administrators of healthcare systems using fee-for-service payment may 
scoff at the lack of practicality of PCPs or BCPs engaging in these practices unless 
they can be reimbursed for such services. Once, yearly wellness visits under 
Medicare plans are hardly adequate from a patient care perspective, but things are 
changing. In 2011 a paradigm-shift in reimbursement occurred in which Medicare 
began to pay for 72 h of the Ornish Lifestyle Medicine under Intensive Cardiac 
Rehabilitation. This program includes supervised exercise by an exercise physiolo-
gist, stress management led by a certified yoga/meditation teacher, support groups 
run by a psychologist or social worker, and 1 h of a group meal and lecture by a 
dietitian (Ornish & Ornish, 2019).

In 2017 Medicare began payment in PC for chronic care management for patients 
with two or more chronic conditions, such as diabetes, hypertension, cardiovascular 
disease, depression, and risk factors for dementia. The coding for these services is 
beyond the scope of this chapter, but we recommend billing personnel in PC to 
determine the feasibility of using the chronic care management codes. BCPs can be 
reimbursed under the health and behavior assessment and intervention codes that 
are intended to improve the management of patients with medical conditions who 
do not have psychiatric disorders.

These changes in Medicare payment are a start; however, these sets of billing 
codes systems under Medicare are largely for managing chronic conditions rather 
than prevention. Only when prevention services are widely reimbursed or population- 
based approaches to integrated healthcare become common-place will prevention 
services become the norm in PC.

18.8  Cutting Edge of Dementia Prevention

Since the early 1970s, the neuroscientific evidence for the cognitive, emotional, and 
health-related benefits of meditative practices has increased exponentially from a 
handful of studies to over 6800 in the last few years (Goleman & Davidson, 2017). 
Kaszniak (2011) described a promising study of mindfulness-based stress reduction 
(MBSR) to improve well-being and attention task performance among caregivers of 
persons with dementia.

Small scale studies sponsored through the Alzheimer’s Research and Prevention 
Foundation (ARPF) suggests that a yoga meditative practice known as Kirtan Kriya 
(KK) done 12 min a day is an important component of a lifestyle program for stress 
reduction to prevent AD along with following a plant-based diet and engaging in 
regular physical and mental exercise (Khalsa, 2014; Wirth et al., 2014). However, no 
large-scale RCTs were found to date using this meditative practice comparing it to 
other stress reduction techniques. In 2020 Ornish and his colleagues at the Preventive 
Medicine Research Institute began the first RCT to determine if the progression of 
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early-stage AD may be slowed, stopped, or reversed. The components are a plant-
based diet, moderate exercise, psychosocial support, and meditation.

The fourth pillar promoted by the ARPF, largely absent from RCTs, promotes 
personal growth, improvement of relationships, and finding purpose in life, similar 
elements included in Dean Ornish’s plan for managing chronic illness (Ornish & 
Ornish, 2019).

18.9  Lessons Learned/Implementation

With patients who have concerns about their memory, we hope the days are over of 
doing nothing more than watchful waiting or reflexively prescribing drugs like 
donepezil, without suggesting sustainable lifestyle changes. We suggest that 
patients’ fears about age-related memory loss are acknowledged with reassurance 
that there are steps that can, in many circumstances, delay or prevent further decline, 
even in individuals at high risk due to their genetics.

• Given a patient’s age and individual risk factors, a one-size-fits-all preventive 
approach is not reasonable nor likely to be effective. We recommend designing a 
plan, with the patient’s input, that reduces the individual’s risk profile, beginning 
with two or three lifestyle changes the patient is open to trying.

• There is also no one-size-fits-all recommendation for exercising cognitive skills. 
A challenge that is new and stretches one’s skills is good, but if the activity is too 
hard, people may become discouraged and stop. Engaging in fun and meaningful 
activities is sustainable.

• Aerobic exercise, stretching, and strength training are associated not only with 
cardiac and cognitive fitness but also improvement in mood (Schuch et al. 2016; 
Sharma et al., 2006). We recommend starting with easy, realistic goals, that take 
into account the patient’s overall conditioning, the environment where the person 
lives, and readiness to change habits. A first step for sedentary patients is to 
increase movement in daily life, such as walking out of doors for 10–15 min a 
day preferably with a friend, human, or canine; using the stairs, if feasible; or 
using in-home exercise equipment or doing chair exercises in front of a window 
with a nature view for its innately calming effects (Jo et al., 2019).

• To begin improvement in nutrition, encourage eating more whole foods, less sug-
ary and ultra-processed foods, more whole grain cereal, bread, and pasta, and 
reducing or eliminating red meat. Suggest incorporating fruits and vegetables at 
every meal (even at breakfast), such as mushrooms and spinach in an omelet of 
egg whites, sprinkling berries, nuts/seeds in cereal, salads, side dishes, and even 
desserts plus having extra vegetables as a main course. Give e-resources to the 
patient about healthy recipes that fit the culture and region.

• Lifestyle changes are challenging; we recommend offering group sessions, con-
ducted virtually or in-person to reinforce and support dementia prevention 
strategies.
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Closing Remarks
This chapter focused on the growing evidence that dementia can be delayed through 
modification in lifestyle, but there are limits to what following the recommenda-
tions can do. Just as the body of the most fit athlete eventually wears down with age, 
so does the brain. Unfortunately, dementia is often viewed as a defeat. Alzheimer’s 
disease is feared in American society for many reasons including the stigmatizing 
stereotypes of loss of personhood, being shunned by others, the misconception that 
new learning of any kind is impossible, and the notion that the person living with 
dementia lacks total usefulness to his/her family and society.

A contrasting perspective is to view living with memory loss as a life stage char-
acterized by staying in the moment, appreciating small joys, and having unexpected 
opportunities for increased closeness with family members. Just as in palliative 
care, the goal of treatment for the person with memory loss is to enhance quality and 
meaning to life.

The use of Montessori methods of learning and techniques such as spaced 
retrieval with people living with memory loss has shown that learning is possible 
and procedural memory skills such as piano playing, singing, reading and dancing 
remain intact in moderate to late stages of dementia (Camp et al., 2011; www.you-
tube.com/watch?v=wlAXKJfesBM). We challenge the notion that loss of person-
hood is inevitable with dementia. When caring for people living with dementia, a 
full emotional life can exist even if language is lost. Individuals with dementia may 
hold emotional memories of past relationships without the ability to identify them 
(Duffy, 1999).

Most, if not all of the strategies to promote brain health, can also be used by those 
living with dementia as well as with their caregivers to maximize their physical and 
emotional wellbeing. The goals of medical treatment are usually in the province of 
medication or surgery to cure or reduce symptoms. When dementia is diagnosed 
with no medications or surgical procedures for cure, “care” is what is left, as though 
the patient is actively dying rather than living on average eight to 20 more years. 
PCPs and BCPs can do a service to families and their patients with memory loss by 
emphasizing that behavioral interventions that improve quality of life are modalities 
of treatment, as potent as any drug, if not more so.

18.9.1  Examples of Biblio-Prevention

Anderson, N.D., Murphy, K. J., & Troyer, A.K. (2012). Living with mild cognitive 
impairment. New York: Oxford University Press.

Buettner, D. (2015). The Blue Zones Solution: Eating and living like the world’s 
healthiest people. Washington DC: The National Geographic Society.

Fogler, J. & Stern, L. (2005). Improving your memory: How to remember what 
you’re starting to forget. Baltimore: Johns Hopkins University Press.
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Moon, Maggie. (2016). The Mind Diet: A Scientific Approach to Enhancing Brain 
Function and Helping Prevent Alzheimer’s and Dementia. Berkeley: 
Ulysses Press.

Mosconi, L. (2020). The XX Brain: The groundbreaking science empowering 
women to maximize cognitive health and prevent Alzheimer’s disease. New York: 
Penguin Random House.

National Institutes of Health & National Institute on Aging (2017). Preventing.
Alzheimer’s disease: What do we know? Damascus, Maryland: Penny Hill Press.

Nussbaum, P. (2010). Save your brain: The 5 things you must do to keep your mind 
young and sharp. New York: McGraw Hill.

Ornish, D. & Ornish, A. (2019). UnDo It! How simple lifestyle changes can reverse 
most chronic diseases. New York: Penguin Random House.

18.9.2  Examples of Biblio-Therapy for Caregivers

Camp, Cameron J. (2012). Hiding the stranger in the mirror. Solon, Ohio: Center 
for Applied Research in Dementia.

Joltin, A., Camp, C.  J., Noble, B. H., Antenucci, V. M. (2012). A different visit: 
Activities for caregivers and their loved ones with memory impairments. Solon, 
Ohio: Center for Applied Research in dementia.

Mace, N. & Rabins, P. The 36-Hour day, sixth edition: A Family Guide to caring for 
people who have Alzheimer Disease, other dementias, and Memory Loss. 
Baltimore: Johns Hopkins Press Health Book.

Silverstone, B. & Hyman, H.K. (2008). You & your aging parent. New York: Oxford 
University Press.

Zeisel, J. (2009). I’m still here: A breakthrough approach to understanding some-
one living with Alzheimer’s. New York: Penguin Group.

18.9.3  E-Health Prevention Tools

Mobile Apps

Alzheimer’s Association-Alzheimer’s Disease Pocketcard web version and Clinician 
Pocketcard app. A quick reference guide for clinicians.

Brain Performance Challenge, free mobile app developed by the Brain Performance 
Institute, University of Texas. Provides cognitive challenging exercises & track-
ing of progress.

Ted talk: Genova, L (TED talk, April 28, 2017). What you can do to prevent 
Alzheimer’s?
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Websites

http://alzheimersprevention.org provides info on “Four pillars” of dementia preven-
tion including information on Kirtan Kriya meditation for cognitive health.

https://www.alz.org/help- support/brain_health/10_ways_to_love_your_brain 
developed by Alzheimer’s Association.

http://brainwellness.com provides recipes and information on brain healthy nutri-
tion by Nancy B. Emerson Lombardo, Ph.D.

http://www.cdc.gov/aging/publications/features/dementia- not- normal- aging.html 
info on the difference between normal, healthy aging and dementia.

https://www.cen4ard.com caregiver activities & training for health professionals by 
applied gerontologist, Cameron J. Camp, Ph.D.

https://www.centerforhealthyaging.com mental health and aging tips & resources 
for health professionals and older adults by geropsychologist, Paula Hartman- 
Stein, Ph.D.

http://www.dietaryguidelines.gov. Dietary Guidelines for Americans_2020–2025.
https://www.drreginakoepp.com/podcast on mental health and aging info by gero-

psychologist, Regina Koepp, PhD.
https://www.geron.org/programs- services/brain- health- cognitive- impairment- and- 

dementia developed by Gerontological Society of America (Fall 2020)
https://healthybrains.org/pillars info on foundations of brain health from the 

Cleveland Clinic.
www.Livingto100.Club weekly radio interviews, blogs and information on aging, 

including dementia prevention with geropsychologist, Joe Casciani, Ph.D.
www.ornish.com strategies on nutrition, stress management, physical fitness, and 

ways to feel emotionally supported by cardiologist and lifestyle medicine physi-
cian, Dean Ornish, M.D.

https://www.rebeccakatz.com recipes, blogs, videos on healthy nutrition from 
author of The Longevity Kitchen.

https://teepasnow.com caregiver information and programs by Alzheimer educator 
and occupational therapist, Teepa Snow.

https://www.youtube.com/channel/UCVgK5- w1dilMx7bPVB5yNug weekly 
dementia tips, strategies, and support by geropsychologist, Natali Edmonds, PhD.
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Chapter 19
Health Literacy

Catalina Vechiu and Andrea I. Mosqueda

19.1  Definition

Health literacy is a crucial component for population-based health promotion and 
disease prevention initiatives. Although it is widely acknowledged that health liter-
acy skills are necessary for individuals to navigate health contexts, there is little 
consensus about the definition of health literacy. Some definitions emphasize indi-
vidual capacity to acquire and use new information that is impacted by both innate 
potential and an individual’s sociocultural context, while others emphasize health-
care knowledge and the dynamic nature of the healthcare context as impacting an 
individual’s health literacy skills (Baker, 2006). Health literacy then has historically 
been defined as, “the degree to which individuals have the capacity to obtain, pro-
cess, and understand basic health information and services needed to make appro-
priate decisions” (Ratzan & Parker, 2000, p. ix). This definition emphasizes:

 1. Individual capacity: includes reading fluency, vocabulary, and listening and 
speaking skills. Reading fluency refers to an individual’s ability to read, write, 
and understand written information, ability to locate and use information in doc-
uments, and numeracy (e.g., ability to understand probabilities and percentages 
and apply arithmetic operations) (Baker, 2006). Vocabulary includes characteris-
tics of individuals (familiarity with the health concepts presented) and the larger 
healthcare system (complexity of the language or jargon utilized to communi-
cate health concepts). Listening and effective communication skills are neces-
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sary components of an individual’s capacity to convey symptoms accurately, ask 
appropriate questions, understand medical advice or directions, and engage in 
shared decision-making.

 2. Healthcare knowledge: includes an individual’s prior knowledge of maintaining 
good health, risk factors, health beliefs, the organization and functioning of 
healthcare systems, and knowledge and understanding of billing and insurance 
processes.

Although this definition is widely utilized in public health initiatives and clinical 
and research settings, it maintains a focus on the characteristics and prior abilities 
of individuals while largely neglecting the role of health systems. To more compre-
hensively capture the complexity of health literacy, Healthy People 2030 has rede-
fined the concept to incorporate the complex role of health systems and organizations 
in increasing health literacy and emphasize individual ability to apply health infor-
mation to make well-informed decisions instead of simply understanding it to make 
appropriate decisions (ODPHP, 2020). To this end, health literacy is comprised of 
personal health literacy, which refers to an individual’s ability to find, understand, 
and use information to make healthcare decisions, and organizational health liter-
acy, which refers to the degree to which organizations facilitate individuals to find, 
understand, and use information to make healthcare decisions.

Thus, shared decision-making is an essential component of behavioral health 
literacy.

Willis and O’Donohue (2018) have created an integrated model of behavioral 
health literacy that incorporates shared decision-making and patient-centered care 
as interconnected concepts. They define behavioral health literacy as the ability to:

 1. Obtain behavioral health information that is valid and relevant in consultation 
with healthcare professionals

 2. Evaluate and integrate behavioral health information
 3. Make informed behavioral healthcare decisions utilizing this information for 

both treatment of disease and wellness
 4. Understand factors that contribute to prevention of disease and the promotion of 

overall wellness

Behavioral health literacy is essential for shared decision-making and patient- 
centered care. Shared decision-making can be defined as an ongoing process of 
collaboration and discussion between the patient and provider wherein the provider 
actively creates and maintains rapport, evaluates a patient’s preference for informa-
tion and role in decision-making, and incorporates the patient’s ideas, concerns, and 
expectations into decision-making, discussion of available option, and mutual selec-
tion of treatment course (Willis & O’Donohue, 2018). Patient-centered care can be 
defined as a spectrum of care that increases access to and knowledge and utilization 
of behavioral healthcare by incorporating the use of staff effective interpersonal 
skills, materials and handouts, and quality improvement (Willis & O’Donohue, 2018).

The authors propose that shared decision-making impacts behavioral health lit-
eracy and patient-centered care, in that providers ought to supply patients with 
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accurate and complete information regarding evidence-based treatment options for 
their individual difficulties for patients to be active participants in their care (Willis 
& O’Donohue, 2018). This is particularly important as it has the potential to address 
the inherent dynamic and malleable nature of health literacy as a concept. The sub-
stantiative knowledge of a patient with cardiovascular disease may be vastly differ-
ent than someone coping with a cancer diagnosis. Although there may be a general 
knowledge of health literacy domain (e.g., healthy diet and exercise), providing 
patients with disease-specific information and treatment options can impact their 
level of engagement in decision-making. This creates a need for healthcare provid-
ers to be knowledgeable about a range of behavioral health conditions, insurance 
policies, and evidence-based treatments. In turn, patients may feel empowered to 
make informed decisions, which further impacts shared decision-making and 
patient-centered care. Thus, health literacy is determined by individual and health-
care variables. It is a dynamic and malleable concept that represents a constellation 
of skills across various domains.

19.2  Prevalence

In a National Adult Literacy Study, 90 million American adults fell in the lower two 
levels of a five-level scale assessing the degree of proficiency needed to function in 
American society, and more than 40 million were categorized as functionally illiter-
ate (Kirsch et al., 1993). Individuals with low literacy encounter challenges in read-
ing, understanding, and integrating written information with accuracy 
(Nielsen-Bohlman et al., 2004). The inability to interpret written information accu-
rately and consistently complicates skills needed to function in American society, 
including the demands of the healthcare system such as understanding consent 
forms and prescription medication information inserts.

In a review of 85 studies, the weighted prevalence of low health literacy was 
26%, and that of marginal health literacy was 20% (Paasche-Orlow et al., 2005). 
When assessing the 85 studies individually, the reported prevalence of low health 
literacy ranged from 0% to 68%. The prevalence of low health literacy was signifi-
cantly associated with level of education, age, and ethnicity (Paasche-Orlow et al., 
2005). Specifically, the rate of high school completion was significantly associated 
with literacy levels. American adults with higher levels of education have higher 
average proficiencies (Kirsch et al., 2002). There is a positive relationship between 
literacy and years of education. Age also appears to have a significant association 
with health literacy. Paasche-Orlow et al. (2005) noted that the studies with the low-
est average age had the lowest prevalence of low literacy at 15.9%, and studies in 
which the average age was over 50  years old had a prevalence of low literacy 
of 37.9%.

In addition to education and age, ethnicity and race disproportionately impact 
literacy. White and Asian/Pacific Islander adults have higher average health literacy 
than adults identifying with other ethnic and racial minorities, such as Black, 
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Hispanic, American Indian/Alaskan Native, and Multiracial (Kutner et al., 2006). 
Fourteen percent of adults that participated in the 2003 National Assessment of 
Adult Literacy fell in the Below Basic health literacy level. Twenty-four percent of 
Black adults and 41% of Hispanic adults were in the Below Basic health literacy 
category, compared to 9% of White and 13% of Asian/Pacific Islander adults. 
Hispanic adults had a higher prevalence of low health literacy than adults in any 
other racial and ethnic group. Furthermore, studies with higher numbers of Black 
participants had the highest levels of low literacy (Kutner et  al., 2006; Paasche- 
Orlow et al., 2005).

Despite the growing number of Americans that speak a language other than 
English at home, research studies often exclude participants who are not Native 
English speakers (Paasche-Orlow et  al., 2005). By excluding the non-Native 
English-speaking portion of the population, studies may be underestimating the 
prevalence of low health literacy in the United States. Paasche-Orlow et al. (2005) 
assessed non-Native English speakers separately. Results indicated that participants 
tested in Spanish had significantly higher rates of low literacy (44%) compared to 
participants tested in English (26%), which could be an indication that language is 
an important factor to consider in health literacy.

19.3  Risk Factors

Low health literacy is associated with a number of outcomes at the individual and 
societal levels. The estimated yearly cost of low literacy in the United States ranges 
from $106 to $238 billion (Liechty, 2011). Lower health literacy is associated with 
increased risk of hospitalization (Baker et al., 2002), higher rates of hospitalizations 
(Nielsen-Bohlman et al., 2004; Paasche-Orlow et al., 2005), longer hospital stays 
(Findley, 2015), greater emergency department visits (Mitty & Flores, 2008), and 
higher rates of ambulance transport (Findley, 2015). Individuals with low literacy 
levels tend to have higher healthcare utilization leading to increased costs.

In addition to societal costs, there are a number of costs at the individual level 
associated with low health literacy. Low literacy is linked to poor socioeconomic 
conditions (Nutbeam, 2008). Poor socioeconomic conditions are in turn linked to 
negative health effects. Kim (2009) indicated that individuals with low health liter-
acy have a lower subjective sense of health and happiness and significantly higher 
rates of pain, arthritis, hypertension, and limitations in activity. Adults with low 
health literacy are also at greater risk for additional potential adverse health out-
comes including high systolic blood pressure (Findley, 2015), higher mortality rates 
(Baker et al., 2007), and poorer health status upon presentation to treatment (Findley, 
2015). Thus, health literacy poses a risk for an individual’s mental and physi-
cal health.

With higher rates of chronic diseases and hospitalizations, individuals with low 
literacy have to navigate the healthcare system. It is well documented that the major-
ity of healthcare materials exceed the comprehension abilities of most of the 
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American population (Rudd et al., 1999). American adults with low literacy encoun-
ter many challenges with navigating the healthcare system, which range from dif-
ficulty filling out forms in a medical office to comprehending and adhering to 
treatment plans. The absence of guidelines in plain language is associated with mul-
tiple healthcare disparities, chronic illness management, and failure to engage in 
healthy lifestyles (Mitty & Flores, 2008). If people do not understand guidelines 
and directions, then they will not be able to adequately manage their own health. 
Individuals with limited health literacy have less knowledge of disease manage-
ment, lower rates of health promotion behaviors (Nielsen-Bohlman et al., 2004), 
decreased use of preventative services (DeWalt et al., 2004; Findley, 2015; Nielsen- 
Bohlman et al., 2004). Consequently, poorer self-management leads to worsening 
medical health and an increase in hospitalizations and emergency care utilization.

Providing health-related education for individuals with inadequate health liter-
acy can be challenging. Williams et al. (1998) noted a significant relationship of 
functional health literacy to patients’ knowledge of their chronic diseases and 
improper use of medical devices. This relationship has been supported by an addi-
tional study associating better reading ability to increased knowledge of health ser-
vices (DeWalt et al., 2004). Providers who serve populations with low health literacy 
described their education and treatment efforts as challenging and exasperating 
(Liechty, 2011). The perceived resistance or difficulty has the potential to damage 
patient-provider rapport, which in turn may increase the discomfort felt by patients 
with low literacy and maintenance of the existing health disparity.

19.4  Effective Screening

It is imperative for health organizations to efficiently identify patients at risk for 
negative health outcomes through screening for low health literacy as this can facili-
tate prevention, early intervention, and treatment. Leading healthcare organizations 
have provided guidelines, recommendations, and toolkits to raise awareness of 
health literacy and improve patient-provider communication. For instance, the 2004 
Institute of Medicine (IOM) report on health literacy indicated that “health literacy 
assessment should be a part of healthcare information systems and quality data col-
lection” (IOM, 2004, p. 16). A 2013 workshop convened by IOM’s Roundtable on 
Health Literacy further noted, “what gets measured gets managed” (IOM, 2014, 
p. 93), suggesting that the development of metrics to measure health literacy as part 
of existing programs and services may encourage health organizations to screen for 
health literacy status. The Joint Commission requires that hospitals attend to health 
literacy issues, such as providing written information in plain language and in a 
manner that patients can understand, encouraging patients to use information to 
make healthcare decisions, and engaging patients in shared decision-making (JCO, 
2012). Despite public health efforts, there is no consensus about the most cost- 
effective, practical, and best approach to routine screening.
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Screening for low health literacy has generally taken one of two approaches: a 
universal precautions or a hybrid approach that integrates universal precautions 
with targeted assistance. From a health literacy universal precautions paradigm, 
healthcare providers assume that all patients may experience difficulties with 
accessing health services and comprehending health information (Brega et  al., 
2015). The overarching goals of health literacy universal precautions are to make 
healthcare systems easier to navigate, simplify communication, and support patients 
in their efforts for health improvement (Brega et  al., 2015). The Agency for 
Healthcare Research and Quality (AHRQ) developed the Health Literacy Universal 
Precautions Toolkit 2.0 to assist healthcare organizations in implementing systems- 
level changes to address low health literacy. The toolkit offers guidance for conduct-
ing organizational assessments, developing plans to address health literacy and 
strategies to increase health literacy (e.g., Teach-Back method), medication man-
agement, and designing written materials and tools to help coordinate care between 
disciplines and improve the likelihood that patients will follow through with 
referrals.

The feasibility of scaling universal precautions across healthcare systems has not 
yet been demonstrated. In a study of 12 primary care practices that implemented 
specific tools from the toolkit over a period of 6  months, participating practices 
reported implementation barriers in the form of limited support from leadership, 
bureaucratic and technological challenges, competing demands and staff capacity, 
and limited quality improvement experiences (Mabachi et al., 2016). In an examina-
tion of whether health literacy universal precautions recommendations are being 
followed, only 17% of the population was offered help with forms, 29% reported 
their providers used the Teach-Back method to assess comprehension, and 70% 
always received easy-to-understand instructions from their providers (Liang & 
Brach, 2017). In order to achieve health literacy universal precautions, healthcare 
systems need to redesign workflows to integrate health literacy practices into exist-
ing services, which is an ambitious and resource-intensive undertaking.

An alternative to health literacy universal precautions is a hybrid approach that 
operates from a universal precautions lens and identifies patients with risk factors 
for low health literacy to maximize resource allocation (Hadden & Kripalani, 2019). 
Within this model, systems-wide screening and documentation in electronic health 
records (EHR) are implemented to identify patients for whom evidence-based pre-
vention or intervention strategies can likely improve specific health outcomes. A 
hybrid approach incorporates some elements from the universal precautions model, 
namely, some resource allocation in the form of staff training in the use of the 
Teach-Back method, plain language with all patients, and time for data collection in 
addition to screening (Hadden & Kripalani, 2019). Health literacy data can present 
a number of opportunities for prevention and intervention strategies. These data can 
be accessed in real time in the patient’s EHR, and providers can tailor their approach, 
instructions, and education to improve patients’ experience. Health literacy data can 
also be utilized in quality improvement efforts and population based-health strate-
gies to allocate resources for patients who are most likely to benefit from health 
literacy prevention and intervention strategies. This approach may be particularly 
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beneficial given the high degree of shame associated with low health literacy or 
illiteracy (Parikh et al., 1996; Wolf et al., 2007).

Incorporating routine screening as part of a comprehensive health history in 
combination with the Teach-Back method can alleviate potential discomfort and 
normalize discussions of health literacy. In fact, patients are generally supportive of 
measures that assess and inform their medical providers of their healthy literacy 
level (Farrell et al., 2008; Seligman et al., 2005). There are promising findings from 
the last decade that have demonstrated the acceptability and feasibility of brief 
health literacy screening (Cawthon et al., 2014; Kindig et al., 2004). For instance, in 
a dissemination and implementation study of a three-item health literacy assessment 
tool in a hospital setting, Cawthon et al. (2014) found that the completion rate was 
91.8% for inpatient admissions and 66.6% for outpatient visits. The authors identi-
fied leadership support and integration into existing workflows and infrastructure as 
key facilitators of rapid adoption of the screening tool.

Despite the lack of consensus regarding the most effective approach to the imple-
mentation of health literacy screening, there is overwhelming support from medical 
providers and patients for providers to know if patients experience difficulties with 
health literacy (Farrell et al., 2008; Seligman et al., 2005). There are several self- 
report questionnaires that have been validated and well established for use in inte-
grated care settings that are easy to administer and provide useful information. The 
most common measures include (see Table 19.1).

• Rapid Estimate of Adult Literacy in Medicine, Revised (REALM-R; Bass et al., 
2003): The REALM-R is an 11-item word recognition test utilized to identify 
patients at risk of low health literacy. Eleven common medical words are printed 

Table 19.1 Health literacy screening tools

Name
Number of 
items

Time to 
administer Cutoff Language

REALM-R 11 < 2 minutes ≤ 6 = at risk of low health literacy English
BHLS 3 1 minute Total scores:

3–9 = lower health literacy;
10–15 = higher health literacy

English

BRIEF 4 < 2 minutes Total scores: 4–12 = inadequate; 
13–16 = marginal; 17–20 = adequate 
health literacy

English

S-TOFHLA 36 7 minutes Total scores: 0–16 = inadequate; 
17–22 = marginal; 23–36 = adequate 
literacy

English

SAHLSA 50 4–5 minutes Total scores:
0–37 = inadequate health literacy

Spanish

NVS 6 3 minutes Total scores:
0–1 = high likelihood of limited literacy;
2–3 = possibility of limited literacy;
4–6 = adequate literacy

English

SILS 1 <1 minute ≥ 2 English

19 Health Literacy



446

in 18-point font, and patients are asked to read each word aloud with a time limit 
of 5 s per word. The first three words, “fat,” “flu,” and “pill” are not scored and 
are only administered to increase confidence and decrease anxiety. The 
REALM- R does not assess comprehension.

• Brief Health Literacy Screen (BHLS; Chew et al., 2004): The BHLS is a three- 
item self-report questionnaire that has been validated in outpatient, inpatient, and 
emergency department settings and administered by nurses during routine clini-
cal care. Each question on the BHLS is scored on a 5-point scale that is summed, 
and total scores can range from 3 to15, with higher scores indicating higher 
health literacy levels. The three questions are: (1) “How often do you have some-
one help you read hospital materials?” (2) “How confident are you filling out 
medical forms by yourself?” and (3) How often do you have problems learning 
about your medical condition because of difficulty understanding written 
information?”

• Brief Health Literacy Screening Tool (BRIEF; Haun et al., 2009): The BRIEF is 
a four-item self-report questionnaire that incorporates the three questions from 
the BHLS in addition to a fourth question, “How often do you have a problem 
understanding what is told to you about your medical condition?” to assess dif-
ficulties with auditory health information. Scores on all four questions are 
summed and can range from 4 to 20.

• Short Test of Functional Health Literacy in Adults (S-TOFHLA; Baker et  al., 
1999): The S-TOFHLA is a shortened version of the TOFHLA, which is a writ-
ten prose test comprised of 67 items that takes approximately 20–25 minutes to 
administer. The S-TOFHLA is a 36-item questionnaire from the reading compre-
hension subsection of the full TOFHLA that is scored on a scale of 0–36 and only 
takes 7 min to administer. It is as valid and reliable as the full version but much 
less burdensome.

• Short Assessment of Health Literacy for Spanish Adults (SAHLSA; Lee et al., 
2006): The SAHLSA is a health literacy assessment based on the REALM test 
that is comprised of 50 items designed to assess a Spanish-speaking patient’s 
ability to read and understand common medical terms.

• Newest Vital Sign (NVS; Powers et al., 2010): The NVS is a brief screening tool 
that utilizes a nutrition label from an ice cream container. Patients are provided 
with the label and asked six questions about the label. Patients should refer to the 
label while answering the questions.

• Single-Item Literacy Screener (SILS; Morris et al., 2006): The SILS is a single- 
item question designed to identify adults who experience difficulties with under-
standing printed health materials. The SILS asks, “How often do you need to 
have someone help you read instructions, pamphlets, or other written material 
from your doctor or pharmacy?” The SILS utilizes a Likert scale from 1 Never to 
5 Always. Scores greater than 2 indicate some difficulty with reading health- 
related print material.

In addition to these instruments, there are many other full-length assessments, 
such as the REALM and TOFHLA, that are considered to be “gold standards” for 
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measuring health literacy but are likely not feasible for implementation in integrated 
care settings due to their length and time needed for administration. This likely is 
largely dependent on the clinical setting and population of interest. The measures 
listed above and many others can be accessed via several repositories, including 
AHRQ’s Toolkit 2.0 (https://www.ahrq.gov/health- literacy/research/tools/index.
html) or the Health Literacy Tool Shed (https://healthliteracy.bu.edu), which is the 
culmination of a collaboration between Boston University, RTI, and 
CommunicateHealth, Inc. The choice of instrument is largely dependent on clinical 
need, patient population, provider preference, time availability, and patient 
acceptability.

19.5  Evidence-Based Prevention

Promoting health literacy is a global public health goal. The relationship between 
low health literacy and poorer health outcomes, including higher rates of mortality 
and hospitalization (Baker et al., 2004; Baker et al., 2007), lower use of preventive 
services (White et al., 2008), poorer medication adherence (Kripalani et al., 2010), 
and higher use of emergency services (Baker et  al., 2004), is well established. 
Improving the health literacy of individuals then can improve understanding of pre-
ventive care information, access to preventive care services, and improve health 
outcomes. Health literacy then can serve as preventive action against the onset or 
exacerbation of disease. Prevention efforts can be primary, secondary, or tertiary:

• Primary prevention: The aim of primary prevention is to prevent disease before 
it occurs by modifying unhealthy behaviors, increasing resistance to disease, or 
preventing exposure to disease. Immunizations and community-based screening 
initiatives are examples of primary prevention.

• Secondary prevention: The focus of secondary prevention is early disease detec-
tion via screening efforts. Examples include screening for high blood pressure, 
breast self-examinations, or Pap smears.

• Tertiary prevention: The aim of tertiary prevention is to mitigate the impact of an 
already-existing disease or prevent the onset of other severe diseases by helping 
patients manage complex health problems and alleviate suffering. Examples 
include interventions to reduce dropout rates in cardiac rehabilitation to prevent 
further coronary events and provision of prostheses and medical devices to 
improve quality of life.

There is a plethora of health literacy initiatives to create information, recommen-
dations, and guidelines, but fewer evidence-based prevention efforts, particularly 
primary prevention. Emerging and evidence-based health literacy primary preven-
tion efforts include the Black Barbershop Health Outreach Program (BBHOP), 
which is a partnership between medical professionals, community health volun-
teers, and African American-owned barbershops (Releford et al., 2013). The aim of 
BBHOP is to educate, screen, identify, and refer African American men at risk for 
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diabetes and hypertension for early intervention. BBHOP developed culturally sen-
sitive educational materials and incorporates self-administered surveys to under-
stand the factors that prevent African American men from engaging in 
health-promoting behaviors. BBHOP has screened over 7000 African American 
men in 300 barbershops in over 20 cities across 6 states (Releford et  al., 2013). 
Additional successful primary prevention programs include the Health Literacy 
Screening (HEALS) study outlined by Cawthon et al. (2014) that incorporated a 
brief health literacy screen into the electronic medical record in the emergency 
department, three primary care clinics, and all adult outpatient clinics at a large 
academic medical center. A systematic review of community-based programs 
yielded seven other studies that examined the effects of health literacy interventions 
that served a primary prevention function (e.g., understand food labels; Nutbeam 
et al., 2018).

More common than primary prevention strategies are health literacy secondary 
and tertiary health prevention programs. The extent to which greater health literacy 
can prevent the onset of disease is highly debated. Emerging evidence suggests that 
improving health literacy can improve comorbidities rather than preventing the first 
chronic disease (Liu et al., 2020). This suggests that health literacy can be a protec-
tive factor in the development of chronic diseases. A suggested theoretical pathway 
is that health literacy impacts health outcomes by affecting health behaviors, knowl-
edge about health concepts, self-efficacy, and health-related perceptions (Baker, 
2006; Speros, 2005; von Wagner et al., 2009). Empirical studies have yielded prom-
ising results for this proposed framework.

For instance, Fernandez et al. (2016) examined the relationship between health 
literacy and health perceptions and behaviors in a subsample of the Health and 
Retirement Study (HRS). The authors found that participants with adequate health 
literacy were more likely to report engaging in moderate physical activity two or 
more times weekly, more likely to report having a mammogram within the last 
2 years, more likely to provide a correct response to a question regarding whether 
colon cancer screening reduces the risk of dying from colon cancer, and less likely 
to report current tobacco use. Interestingly, in women, 49.4% with adequate objec-
tive health literacy reported conducting monthly breast self-examinations (BSE) in 
comparison with 72% of those with inadequate objective health literacy (Fernandez 
et al., 2016). This finding is surprising and possibly related to patients’ knowledge 
of evidence-based preventative measures. The World Health Organization does not 
recommend BSE (WHO, 2016) as a breast cancer screening method, and it is pos-
sible that women with higher levels of health literacy may have greater knowledge 
about the breast cancer guidelines and recommendations, whereas women with 
lower levels of health literacy may utilize BSE as a replacement to mammography 
for a variety of reasons (Fernandez et  al., 2016; Nielsen-Bohlman et  al., 2004). 
Similar results have been found for health literacy when assessed for specific dis-
eases such as diabetes and HIV. Mancuso (2010) examined health literacy as a pre-
dictor of glycemic control in a sample of patients with diabetes recruited from two 
primary care clinics and found a strong correlation between health literacy and dia-
betes knowledge, such that an inadequate understanding of diabetes explained the 
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differences found in HbA1c levels. Mancuso (2010) also found that trust in the 
provider was the most significant factor that impacted HbA1c levels, suggesting that 
the interaction with healthcare providers can influence patients’ health outcomes. 
Although further research is necessary to elucidate the underlying mechanisms, 
extant evidence suggests that health literacy can be a key factor across the spectrum 
from prevention to treatment.

It is also possible for healthcare systems to develop programs across the spec-
trum of prevention. For instance, an example of a comprehensive health literacy 
prevention initiative can be found in the Southeastern Pennsylvania Regional 
Enhancements Addressing Disconnects (SEPA-READS) collaborative (Simmons 
et al., 2017). Nine hospitals in Southeastern Pennsylvania collaborated with several 
institutes and foundations to develop easy-to-read educational material on a broad 
range of cancer topics, plain language text messages to reduce no-show rates on the 
mobile mammography unit, a text messaging intervention for low-income pregnant 
women smokers, a comic-book-style photonovel on breast cancer from an intergen-
erational perspective for Chinese-Americans, and healthcare provider trainings on 
strategies for enhancing health literacy during patient-provider encounters (Simmons 
et al., 2017). Given the complexity of health literacy and the variety of extant pre-
vention strategies, what ought prevention initiatives include? Common to many of 
the prevention efforts outlined here and elsewhere are the following components:

• Easy-to-understand printed and electronic materials that are newly developed or 
have been redesigned with a specific focus on plain language

• The use of plain language during patient encounters
• Incorporation of the Teach-Back method
• Staff training
• Support from organizational leadership and champions
• Continuous program evaluation and development

It is evident that primary, secondary, and tertiary prevention programs can posi-
tively impact the rates of identifying patients at risk of developing specific diseases 
(e.g., hypertension, diabetes), improve health behaviors and health knowledge, and 
affect the healthcare provider-patient relationship.

19.6  Intervention

In 2010, the US Department of Health and Human Services published the National 
Action Plan to Improve Health Literacy. They proposed developing a society-wide 
health response to health literacy targeting multiple areas, including communication 
skills of health professionals, clarity and accuracy of health information, cultural 
and linguistic adaptation of health information, and systemic changes to healthcare. 
Nonetheless, research on health literacy interventions has been relatively scarce 
(Kelly et al., 2007), and most of the existing models have focused on identifying 
associations between health literacy and its outcomes (Geboers et  al., 2018) as 
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opposed to identifying interventions to improve health literacy. Interventions are 
key, as improvements in health literacy can lead to prevention of the outcomes often 
associated with health literacy. Improvements in health literacy are associated with 
better health outcomes, such as reduced reported disease severity, greater awareness 
of risks for chronic diseases, and a decrease in unplanned emergency department 
visits and hospitalizations (Nutbeam et al., 2018). Hence, health literacy interven-
tions can be viewed as preventative.

Healthcare providers and healthcare systems contribute to the maintenance of 
poor health literacy in a variety of ways, including insufficient patient education, 
language barriers, differing expectations between providers and patients, overuse of 
medical terminology, and overly technical forms/instructions (US Department of 
Health and Human Services, 2010). This problem begins during health profession-
als’ training. Only a small portion of US medical schools and internal-medicine 
residency programs are teaching about health literacy, yet 48% of healthcare provid-
ers (physicians and nonphysicians) overestimate their understanding of health lit-
eracy issues (Coleman & Fromer, 2015). Given that health literacy is a critical factor 
in communication between healthcare providers and patients in their care, interven-
tions targeting provider health literacy competency should be considered. Coleman 
and Fromer (2015) provided a 70-minute didactic overview of health literacy for 
physicians and nonphysicians. The didactic covered information on the definition of 
health literacy, health literacy-related outcomes, best practices for communication 
with patients, self-management and empowerment, and effective use of patients’ 
social support systems. Study participants reported improved self-perceived knowl-
edge, skills, and planned behaviors about health literacy following the didactic. The 
newly acquired knowledge can help providers approach patients with low health 
literacy in a more understanding way, provide simpler explanations of health condi-
tions, and create a shame-free environment, in turn improving the patient-provider 
relationship. Despite the evidence that literacy training for healthcare providers is 
an important factor of health literacy intervention, more research is needed on iden-
tification and development of instructional strategies.

There are also concerns with the use of existing healthcare models, like the 
Stepped Care Prevention Approach, to improve health literacy. In a traditional 
stepped care model, healthcare professionals provide evidence-based psychological 
treatments in different steps (Franx et al., 2012; Ho et al., 2016). A stepped care 
approach typically begins with less intensive treatments, which can then be gradu-
ated to more intensive treatments if patients do not respond to prior steps. Less 
intensive treatments include watchful waiting, psychoeducation, and bibliotherapy. 
Care can then progress to individual or group therapy, as well as pharmacological 
treatment. Each step relies on individuals’ ability to process information provided 
by healthcare professionals, read healthcare or self-help materials, and possess 
awareness of medical or mental health disorders. When more than 40  million 
Americans are categorized as functionality illiterate (Kirsch et al., 1993) and the 
reading age of some of the most popularly used self-help materials is 12.6–15.4 
(Martinez et al., 2008), this is going to be a challenge. Therefore, intervention is an 
important area of focus within health literacy.
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Researchers have approached interventions of health literacy in a variety of 
ways. Some researchers have attempted to identify broad categories for interven-
tion, while others have focused on the identification of specific strategies. Nutbeam 
et al. (2018) postulated that health literacy can be improved through dissemination 
of information, effective communication, and structured education. Four broad 
methods of targeting mental health literacy in youth are through disseminating 
information in whole-of-community campaigns and community campaigns, 
education- based interventions, and training programs for intervention during men-
tal health crises (Kelly et al., 2007). Examples of interventions within these four 
target areas are:

• Whole-of-community intervention: Pamphlet and poster distribution, psychoedu-
cational website, television advertising, and educational videos

• Community campaigns targeting youth: Cinema, printed materials, and radio
• Education-based interventions: Curriculum support materials, visits to schools 

by health professionals, mental health information sessions, and resilience 
enhancement programs

• Training programs for interventions during mental health crisis: Course teach-
ing recognition of risk factors for mental health disorders, applied-intervention 
skills training, presentations by school counseling services, and written material.

In efforts to identify more specific target areas, Brainard et al. (2016) reviewed 
various studies that had implemented health literacy interventions, the majority of 
which were delivered via interactions with healthcare professionals, with adult par-
ticipants. The interventions in these studies focused on psychoeducation, skill build-
ing, behavioral change, strengthening contextual support, individual involvement at 
the systems live, individualization of health literacy interventions, and changes in 
social or cultural environments for enhancement of health literacy interventions. 
Health literacy interventions have been associated with increased post-intervention 
knowledge (Kelly et al., 2007) and significant improvements in certain health liter-
acy aspects, including skills, self-efficiency, health knowledge, quality of life, and 
communication with healthcare providers (Brainard et al., 2016). Hence, it is imper-
ative to develop specific interventions to improve health literacy.

Awareness of target areas has contributed to a shift in health literacy research 
with a greater focus in the development of interventions. Geboers et al. (2018) pro-
posed a comprehensive health literacy intervention model in which outcomes are 
determined by the collaboration between individuals and health providers, as well 
as their broader social contexts. On the individual level, it is important to consider 
patients’ interpersonal relationships, and for healthcare providers the model should 
also consider the entirety of the healthcare system. It is imperative to also consider 
the broader systemic contexts, as these include factors that can perpetuate poor 
health literacy. According to the proposed model, interventions targeting a combi-
nation of its five factors can improve health literacy. The five factors identified by 
the Geboers et al. (2018) as potential targets are:

• Context of individual
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• Individuals with low health literacy
• Individual characteristics and healthcare system interactions
• Healthcare professionals
• Communication and accessibility of healthcare systems

Geboers et  al. (2018) identified specific interventions such as strengthening 
social support systems, empowering individuals with low health literacy, improving 
communication between individuals and healthcare providers, skill-building (com-
munication, awareness or health conditions), and policy change. The specific inter-
ventions are designed to target a combination of the five factors in the comprehensive 
health literacy intervention model.

Improvement in health literacy does not solely rest on individuals but on the col-
laboration of healthcare professionals, healthcare systems, and community support/
engagement. A comprehensive health literacy intervention model provides multiple 
target areas while incorporating individuals’ larger contexts. It makes both individu-
als and healthcare providers key players in the improvement of health literacy, con-
tributing to the establishment of more collaborative relationships.

19.7  Role of Primary Care Providers and Behavioral 
Care Providers

The primary care team is uniquely situated to screen, assess, and implement strate-
gies to enhance patients’ health literacy. Typically, a patient’s first point of contact 
with a healthcare practitioner is during the annual primary care visit. Healthcare 
teams can triage patients based on need by first incorporating a single item screener 
such as “How often do you need to have someone help you read instructions, pam-
phlets, or other written material from your doctor or pharmacy?” during the initial 
visit with a medical assistant or nursing provider. If the screen is positive, the PCP 
and BCP can then intervene in a number of ways:

• Use plain language: Using plain language means conveying information in a 
simple and clear way using common terms that are free of medical jargon both in 
written and oral communication (e.g., using “cut” instead of “abrasion,” “breast 
health test” instead of “mammogram,” etc.). Elements of plain language include 
using active voice instead of passive voice, breaking complex information into 
small chunks, organizing information so that the most important points come 
first, and asking open-ended questions. Plain language resources can be found at: 
https://www.cdc.gov/healthliteracy/developmaterials/plainlanguage.html.

• Use the Teach-Back method: The Teach-Back method is a simple approach for 
confirming that patients understand what has been communicated during a medi-
cal visit and provides an opportunity to answer questions and provide corrective 
information. Primary care providers can begin by asking, “We covered a lot 
today and I want to make sure that I explained things clearly. Let’s review what 
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we discussed. Please describe the three things you agreed to do to help you pre-
vent and reduce the risk of cancer” (Simmons et al., 2017).

• Use visual aids: The use of graphic displays of health information can help 
patients gain a better understanding of their medical conditions. This can be a 
powerful tool that can augment the oral information provided. Visual aids can 
also facilitate shared decision-making. Visual aid tools can be found at: http://
www.vizhealth.org and https://visualsonline.cancer.gov.

• Use and recommend technological health aids: Actively encourage patients to 
use patient portals to access their health information and communicate with their 
providers, recommend the use of mobile applications, and telehealth options. 
Mobile apps provide an opportunity for self-management and tracking symp-
toms and can provide health information.

• Practice culturally competent care: Avoid making assumptions about patients’ 
educational attainment, socioeconomic status, or the beliefs they hold about 
health. Promote a welcoming environment that invites patients to involve any 
family members or friends who are important members of their social network 
and can aid in decision-making.

• Develop printed materials that promote health literacy: Ensure that the informa-
tion included in written materials is at a fifth or sixth grade level; include gener-
ous white space; integrate graphics, photographs, and conversation bubbles; and 
approach health literacy from a culturally sensitive lens (Simmons et al., 2017).

Attend to disease-specific and general health literacy: Ensure that handouts, bro-
chures, or other written/digital materials include information regarding ways to 
maintain good health and minimize risk factors while also including separate mate-
rials that target individual diagnoses or disease processes (e.g., lifestyle modifica-
tions for diabetes management). Although time is limited during medical visits, 
PCPs can start this process by ensuring the use of plain language and the Teach- 
Back method with all patients. Providers can then engage in a “warm hand off” with 
a behavioral care provider who can provide targeted and brief interventions and 
incorporate some of the same strategies as PCPs. This can increase collaboration 
between various members of the integrated care team and normalize discussions of 
health literacy.

19.8  Lessons Learned/Implementation

A successful response to limited health literacy requires multidisciplinary collabo-
ration and communication, coordination, and quality improvement. A systematic 
approach is necessary to improve the health literacy environment of a healthcare 
system and increase individual health literacy. To address health literacy in a coor-
dinated and comprehensive way, several “lessons” can be considered:

• Embed health literacy into existing systems. Sustainable health literacy initia-
tives require development and implementation of health literacy procedures at an 
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organizational level. This might require allocation of monetary funds for a des-
ignated health literacy coordinator or administrator, implementing policies that 
prioritize health literacy efforts, or identifying funding mechanisms that can 
finance staff training, development of materials, or quality improvement 
(ACSQHC, 2014; Simmons et al., 2017).

• Actively and consistently update materials. An inherent challenge is the dynamic 
and malleable nature of health literacy as a construct. Individuals may have a 
high health literacy in the general healthcare knowledge domain, in that they 
have a good understanding of how to maintain good health (e.g., regular physical 
exercise, reduce sedentary behaviors, healthy diet, minimize substance use, etc.) 
but may have a low health literacy regarding diabetes management, such as 
knowledge of medications, glucose monitoring, or lifestyle modifications that 
are needed to self-manage. Ensure that materials include information regarding 
general health literacy and disease-specific health literacy.

• Identify leaders and champions. Identify and support providers, administrators, 
or staff who can facilitate and nurture interagency relationships, advocate for 
health literacy policies at an organizational level, and lead development and 
implementation efforts.

• Develop effective partnerships. Action to improve health literacy can begin in 
one department and can flourish in collaboration with community partners and 
collaborators at the local, state, regional, and national levels.

• Engage in on-going quality improvement. Given the complexity of healthcare 
systems and extant gaps in research evidence for the most effective prevention 
and intervention programs, providers and organizations can incorporate evalua-
tions of cost, efficiency, satisfaction, and other domains as needed into existing 
systems. QI efforts are likely to vary based on an organization’s goals and priori-
ties, resources, and clinical setting.

These are long-term considerations and strategies that can provide an initial 
framework to implement change at the organizational level. There are a number of 
tools that have been identified here that can provide extra assistance in the develop-
ment of health literacy initiatives, including sample forms, worksheets, PowerPoint 
presentations, and quality improvement planning tools. Increasing the health liter-
acy of individuals, families, and communities can have a long-standing effect 
throughout the medical community. Health literacy is critical for health promotion 
and disease prevention.
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