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AIM Statement/Target Population
References in parentheses ( ) Evidence strengths in [ ]

This guideline was created to provide evidence-based
recommendations for self-management by families of
children with chronic conditions in order to improve
health outcomes. Some cited evidence is based on adult
populations that were determined to be applicable as it
relates to interactions with parents and families.
For the purpose of this guideline, chronic illness is
defined as:
• a medical condition of more than 3 months duration
(Perrin 1993 [S]) and/or;
• persistent functional limitations; and/or
• use of healthcare services beyond usual care
(beyond resolvable developmental issues – e.g.
preschool speech therapy) (Stein 1999 [C]).
Prevalence estimates of chronic illness in the U.S.
pediatric population range from 13.7 to 30% (Stein 2002
[O], Perrin 1993 [S]). Approximately 12.6 million U.S.
children have a chronic physical, emotional,
developmental and/or behavioral condition requiring
healthcare services (Newacheck 1998 [O]). The population
experiencing chronic illness has been identified by the
Institute of Medicine as needing unique interventions to
achieve high quality care (Institute of Medicine 2001 [E]).
Self-management is defined as the ongoing process by
which an individual with a chronic illness or condition
and his/her family engage in the following tasks:
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•

medical management – managing symptoms and
promoting health
• emotional management – managing emotions
commonly experienced
• role management – managing the impact of illness
on functioning, interpersonal relationships, and life
roles
(Lorig 2003 [S]).
Self-management requires that the patient/family have
an active and central role in their care. Interventions that
support self-management need to be based on the
patient’s/family’s perceived concerns and problems.
Five core self-management skills are:
• problem solving
• decision making
• accessing appropriate resources
• forming a partnership with healthcare providers
• taking action toward health goals
H

(Lorig 2003 [S]).

Goals of self-management are to optimize health status
and quality of life. Self-management is an integral
component of the Chronic Care Model (CCM) (see
Appendix 2), which serves as a framework for
organizing and delivering health care across the
continuum of care (Tsai 2005 [M], Greene 2005 [C], Dorr
2006 [D], Wagner 1999 [0], Wagner 1996 [S], Wagner 1998 [E]).
H

H

H

Target Users
•

•
•

Introduction

a

Please cite as: Chronic Care: Self-Management Guideline
Team, Cincinnati Children's Hospital Medical Center:
Evidence-based care guideline for Chronic Care: SelfManagement,
www.cincinnatichildrens.org/svc/alpha/h/health-policy/evbased/chronic-care.htm,
Guideline 30, pages 1-32, March 9, 2007.

Healthcare providers caring for children and
adolescents diagnosed with a chronic condition,
including, but not limited to (in alphabetical order):
• advanced practice nurses
▪ pharmacists
• chaplains
▪ physicians
• child life specialists
▪ psychologists
• dietitians
▪ social workers
• nurses
▪ therapists
Patients and families
Community-based personnel (teachers, case
workers, etc.)

Childhood chronic illness has many manifestations
based on the developmental and cognitive levels of the
child, diagnosis, disease severity and any existing
comorbidities. However, the nature of living with any

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved

Page 1 of 32

Evidence-Based Care Guideline for Chronic Care: Self-Management

chronic illness or condition has enough similarities that
Model of 5 A’s Cycle to Integrate Self-Management Into Patient Care
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it is possible to generate common recommendations for
2. It is recommended that healthcare providers use
collaborative communication to promote
patient/family-centered health care (Michie 2003
H

H

[M], Lewin 2001 [M], Stewart 1995 [M], Wasson 2006 [C],
Wasson 2006 [O], Task Force on Community Preventive
Services 2002 [S, E]).
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Agree:
goals collaboratively
set based on
patient’s/family’s level
of importance
(priority) and
confidence (self
efficacy)

3. It is recommended that self-management
interactions and interventions with patients and
families be grounded in cultural competence :
• sociocultural factors (e.g. ethnicity, social support
structures, economic factors)
• literacy level (i.e. use of linguistically appropriate
educational materials)
• spiritual tradition
• gender and age
• health beliefs and values
• communication (e.g. language barriers)
H

During/After Visit create
workable plan together,
offer support resources
and education

Community program, dietitian, educator,
nurse, social worker or could be
peers or expert parents
© 2006 Mendez E, Schambach A, Taylor J.

Figure 1: See Appendix 3. Created from concepts originally
identified by (Manley 1991 [E]) .
H

support and care to promote optimal health outcomes
from a family-centered, holistic perspective including
considerations of intellectual, emotional, social,
financial, physical, and spiritual well being.

(Coffman 2004 [M], Betancourt 2002 [S], Flores 2000 [S]).

Note: Cultural influences and preferences affect
the dynamics of the physician-patient
interaction and the decision-making process
(Charles 2006 [S]).
4. It is recommended that healthcare teams have staff
trained in the delivery of self-management strategies

The behavior change counseling model known as the
5 A’s Cycle (Assess, Advise, Agree, Assist, Arrange)
was adopted for this guideline as a method to organize
self-management interventions. Figure 1 is a model that
was created from concepts originally identified by
(Manley 1991 [E]). This model can be used during a
clinic visit for designing activities to support behavior
change (Glasgow 2004 [S], Whitlock 2002 [S]).

(Lozano 2004 [A], Clark 1998 [B], Lorig 2003 [S], Wagner
1996 [S], Local Consensus [E]).

Note 1: Content of healthcare provider
education and training to include at a minimum:
• assessment skills
• motivational interviewing
• information sharing
• problem solving/goal setting
• shared decision making
• self efficacy assessment
• follow-up interventions
Note 2: Healthcare provider education on selfmanagement strategies, provided by clinician
peer leaders is effective for improving chronic
care (Lozano 2004 [A], Greene 2005 [C]).
Note 3: Self-management training models,
programs or resources are listed in Appendix 8
(Local Consensus [E]) and Appendix 9 (sample
algorithm).
H

H

H

H

Guideline Recommendations
Information on the process for developing this guideline is found on
page 26 and refer to details found in Appendices 4, 5, 6, and 7.
H

H

H

H

Foundational care principles are addressed in
recommendations 1 through 4, followed by more
specific strategies.
1. It is recommended that the following components of
comprehensive chronic care be included for all
children and adolescents with chronic conditions:
• self-management in the home/community
• case/care management
• disease specific care management

H

H

H

H

H

(Norris 2002a [M], Norris 2002b [M], Norris 2002c [M],
Renders 2001 [M], Wagner 2005 [S], Task Force on
Community Preventive Services 2002 [S, E], Drotar 2001 [E]).
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subsequent health related outcomes (Holden 1991

THE 5 A’s CYCLE: ASSESS

[M]).

Assess patient’s and family’s behavior, health beliefs,
health status, skills, and knowledge.

Note 2: These particular assessment
components have been found to be helpful in
customizing strategies in facilitating healthy
behavior change.

5. It is recommended that comprehensive assessments
(upon initial diagnosis or early in care management)
and reassessments, using validated tools when
available, be performed to evaluate the
patient’s/family’s:
• health related quality of life
• knowledge of disease, treatment plan, and
prognosis
• family functioning
• social/environmental context (health risks)
H

(Hauser 1990 [C], Jacobson 1990 [C], Hauser 1986 [C],
McQuaid 2005 [O], Jacobson 1987 [O], Burroughs 1997 [S]).

Note 3: Samples of assessment tools are found
in Appendix 10.
H

THE 5 A’s CYCLE: ADVISE/COUNSEL
Counsel patients/families by providing specific
information about health risks and benefits of change
7. It is recommended that motivational interviewing be
used to counsel patients/families on health behavior
change (Hettema 2005 [M], Rubak 2005 [M], Dunn 2001 [M],
Lewin 2001 [M], Butler 1999 [A], Monti 1999 [B], Colby 1998
[B], Erickson 2005 [S], Miller 2002 [E], Rollnick 1999 [E]).

Note 1: These assessments will help to identify
patients and families at risk for suboptimal
health outcomes and poor adherence and help to
stratify intensity of care management based on
individual patient/family needs and risks (Norris

Note 1: Motivational interviewing is a
patient-centered, directive method of
communication used throughout selfmanagement support with the goal of enhancing
motivation to change behavior by exploring and
resolving ambivalence (Miller 2002 [E]).
Note 2: Motivational interviewing is effective
in brief encounters and produces better
outcomes in management of unhealthy
behaviors than traditional advice giving or
confrontation when addressing selfmanagement support (Rubak 2005 [M]).
Note 3: The Elicit-Provide-Elicit method is a
motivational interviewing technique to structure
the process for counseling patients and families
in the context of a brief office visit is found in
Appendix 13 (Mash 2004 [O], Gance-Cleveland 2005
H

2002b [M], Dorr 2006 [D], Farmer 2004 [0], Burroughs
1997 [S]).

H

Note 2: Family conflict and the degree of
parental involvement are aspects of family
functioning which have been shown to be
predictors of poor adherence among adolescents
with diabetes (Anderson 1997 [C], Hauser 1990 [C]).
Note 3: Samples of assessment tools are found
in Appendix 10. Clinicians are encouraged to
evaluate the validity and reliability of tools prior
to their use with specific populations and/or
settings. A suggested list of criteria to assess
tool validity is found in Appendix 11.
H

H

6. It is recommended that the following selfmanagement components be assessed and
documented:
• health beliefs
• readiness to change (motivation)
using a visual
numeric scale
• confidence (self efficacy)
using a visual
numeric scale
• importance (priority)
using a visual numeric
scale
(see Appendix 12)
H

H

H

[S], Rollnick 1999 [E]).

8. It is recommended that shared decision making
and decision aids (tools) be used regarding
intervention options (O'Connor 2003 [M], Charles 2006
[S]).
Note 1: See sample generic decision aid tools
on the web:

H

H

(Littlefield 1992 [C], Hauser 1990 [C], Jacobson 1990 [C],
Hauser 1986 [C], Hesse 2006 [O], Lorig 1989 [O], Jacobson
1987 [O], Lorig 2003 [S], Rollnick 1999 [E], Local Consensus
[E]).

Note 1: Subject ratings of confidence (self
efficacy) were found to consistently predict

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved

H

H

http://decisionaid.ohri.ca/AZsearch.php?Topic=Any
_decision and
http://www.dhmc.org/webpage.cfm?site_id=2&org
_id=108&gsec_id=0&sec_id=0&item_id=2486
H

H

Note 2: Shared decision making is especially
beneficial when there is no clear “best”
treatment option.
Note 3: Shared decision aids produce
increased confidence, knowledge and optimism,
congruence with treatment, and improved
H
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involvement in making choices regarding care
options (O'Connor 2003 [M]).

THE 5 A’s CYCLE: AGREE

Guideline 30

11. It is recommended that self-management education
and skills building include tailored health education
based on individual patient/family needs, risks,
and readiness to change (Norris 2002b [M], Dorr 2006
[D], Farmer 2004 [0], Local Consensus [E]).
Note: In randomized trials of smoking cessation
interventions, tailored educational materials had
the most significant impact on behavior change
(Lancaster 2005 [M]) .
H

Agreement on goals that are collaboratively set based
on patient’s/family’s level of importance (priority) and
confidence (self efficacy) in their ability to change the
behavior.
9. It is recommended that written action plans
including goal setting and barrier management be
used to assist patients/families in planning for
behavioral change, customizing them to address:
• individual needs
• patient characteristics
• developmental level of the child
• patient preferences
• available resources
H

12. It is recommended that education on selfmanagement skills building be provided through a
range of individual and/or group sessions within a
variety of community settings (e.g. homes, schools,
churches, camps, and worksites) beyond an office
visit (Deakin 2005 [M], Gibson 2004 [M], Norris 2002c [M],
Evans 2001 [A], Resnicow 2001 [A], Lorig 1999 [A], Hederos
2005 [B], Fireman 1981 [C], Glasgow 2004 [S]).

(Haynes 2005 [M], Gibson 2004 [M], Haby 2004 [M], Toelle
2004 [M], Powell 2003 [M], Wolf 2003 [M], Staab 2006 [A],
Local Consensus [E]).

Note 1: Group-based training and nurse
education improve effective home management
(reduces symptoms, exacerbations, school
absenteeism, and number of hospitalizations and
emergency room visits) (Fireman 1981 [C]).
Group-based self-management education has
been shown to decrease both healthcare costs
and resource utilization while improving health
outcomes (Deakin 2005 [M], Hederos 2005 [B]).
Note 2: Heterogeneous patient groups are
feasible and beneficial beyond usual care, can
improve health outcomes and may result in
more effective use of resources (Lorig 1999 [A]).
Note 3: Self-management and written health
education materials which were administered
and brought home from school positively
influenced parent’s and children’s selfmanagement of their asthma. (Evans 2001 [A],

Note 1: There is no consistent evidence that
written plans alone produced better patient
outcomes than no written plan. However,
comprehensive care that includes education, a
written self-management plan and regular
review has been shown to improve outcomes
(Gibson 2004 [M], Toelle 2004 [M]).
Note 2: The “My personal action plan” tool,
found in Appendix 14, is one that could be used
to implement this recommendation (Local
Consensus [E]).
H

THE 5 A’s CYCLE: ASSIST
Assist patients/families to problem solve by identifying
personal barriers; strategies; social, environmental, and
community support and resources.
10. It is recommended that self-management education
and skills building be integrated into the care of all
patients/families at the developmentally appropriate
level (Gibson 2004 [M], Wolf 2003 [M], Fireman 1981 [C],

Evans 1987 [C])

13. It is recommended that peers (parents, patients, or
lay experts) be involved in the delivery of selfmanagement education programs (Chernoff 2002 [A],

Task Force on Community Preventive Services 2002 [S, E], Betz
2000 [S]).

Von Korff 1998 [A], Anderson 1989 [B], Lorig 1986 [B], Lorig
2001 [C], Cohen 1986 [C], Story 2002 [O]).

Note 1: Self-management education of patients
and families reduces the number of
hospitalizations, emergency and unscheduled
visits, and missed work and school days (Gibson
2004 [M]).
Note 2: Patient education alone is not sufficient
to promote health behavior (Norris 2006 [M], Haby
2004 [M], Bartholomew 1991 [O]).
Note 3: See Appendix 15 for possible selfmanagement supports at various developmental
stages.

Note: Peer-led manualized (standardized)
education programs for promoting selfmanagement of chronic disease have been
found to improve health outcomes, increase
patient/family support, while reducing
healthcare costs and resource utilization in
diverse populations and have been shown to be
as effective as those led by healthcare providers

H

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved

(Von Korff 1998 [A], Lorig 1986 [B], Lorig 2001 [C],
Cohen 1986 [C]).
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14. It is recommended that computer-based information
packages for patients and/or systematic mailings be
used to enhance self-management education (Kroeze
2006 [M], Murray 2005 [M], Lorig 2004 [A], Lorig 2002 [A],
Glasgow 1997 [A], Horan 1990 [B]).

Note 1: Computerized information packages for
patients have been termed Interactive Health
Communication Applications (IHCAs)
and
have been found to:
• provide health information (increase
knowledge)
• enable informed decision making
• promote healthy behaviors
• promote peer support (increase social support)
• manage demand for health services
• improve health outcomes
H

Guideline 30

communication, patient/family newsletter,
and/or parent advisory teams.
17. It is recommended that children, adolescents, and
their families be referred to trained professionals to
implement any of the following interventions:
• family therapy
• stress management
• coping skills training
• relaxation and cognitive behavioral therapy
• behavioral incentives
H

(Yorke 2005 [M], Eccleston 2004 [M], Lemanek 2001 [M],
Kashikar-Zuck 2005 [B], Burkhart 2002 [B], Degotardi 2005
[C]).

Note 1: These techniques have been shown to
be effective in the management of patients with
chronic pain, headache and asthma (Yorke 2005
[M], Eccleston 2004 [M]).
Note 2: Intense family therapy has been shown
to improve outcomes in adolescents with poorly
controlled insulin-dependent diabetes (Ellis 2005
[B]).
Note 3: Behavioral Family Systems Therapy
(BFST) has been shown to improve diabetic
outcomes, parent and adolescent relationships,
and treatment adherence (Wysocki 2006 [A], Wysocki
2000 [A], Wysocki 2006 [S]).
Note 4: Behavioral incentives (e.g. praise,
stickers, special activities, toys, games, gift
certificates, or monetary rewards) have been
shown to improve treatment adherence in
children with chronic illness (Lemanek 2001 [M]).

(Murray 2005 [M]).

Note 2: Computer-assisted assessment that
provides immediate feedback on key barriers to
self-management, goal setting and problemsolving counseling has been found to improve
health behavioral change and outcomes (Glasgow
1997 [A]).
Note 3: Systematic mailings improve role
function, decrease disability and improve self
efficacy and decrease the human resource cost
of delivering this information (Lorig 2004 [A]).
15. It is recommended that the following selfmanagement tools/interventions be incorporated into
self-management support:
• self monitoring
(diaries, journals)
• action planning (written action plans
)
• collaborative problem solving
• regular practitioner review/follow up
H

H

THE 5 A’s CYCLE: ARRANGE
Determine and arrange for a specific follow-up plan.

H

(Kroeze 2006 [M], Gibson 2004 [M], Powell 2003 [M], Renders
2001 [M], Lozano 2004 [A], Von Korff 1998 [A], Wasson 2006
[C], Wasson 2006 [O], Glasgow 2002 [0]).

18. It is recommended that self-management
interactions and re-assessments occur on a regular,
structured basis (Haynes 2005 [M], Gibson 2004 [M],

16. It is recommended that family-to-family support be
included as an integral component of care and that
“experienced” patients/families be empowered to
deliver these interventions (Chernoff 2002 [A], Ritchie
2000 [A], Von Korff 1998 [A], Hederos 2005 [B], Lorig 1986
[B], Cohen 1986 [C], Burroughs 1997 [S]).

Note 1: Family-to-family support has been
shown to decrease anxiety and worry in caring
for children with chronic health conditions (Ireys
2001 [S]).
Note 2: Examples of family support
interventions may include: family-to-family
networking, parent mentoring, web-based

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved

Powell 2003 [M], Renders 2001 [M], Hauser 1990 [C],
Jacobson 1990 [C], Hauser 1986 [C], Jacobson 1987 [O]).

Note 1: Available evidence does not well define
the optimal level of intensity or frequency for
these interactions. In one meta-analysis of
adults with type 2 diabetes, increased contact
time between educator and patient was the
only significant predictor of improved
glycemic control (Norris 2002a [M]).
Note 2: Evidence indicates that decreased
intensity or frequency of clinical review may
negatively impact the effectiveness of selfmanagement (Powell 2003 [M]).
Note 3: Frequent contacts (email, phone, office
visit) between provider and patient/family are
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an effective method of enhancing adherence.
More complex interventions do not necessarily
produce better outcomes (Haynes 2005 [M]).

Future Research Agenda
1. What intensity of intervention (how soon after
diagnosis, initial time spent, periodic follow up) is
required to produce measurable improvement in
health status? In self efficacy? In specific
outcomes?
2. Which healthcare personnel or providers
(lay/peer?)are best suited to providing selfmanagement support?
3. What communication/interactional models are most
effective in ensuring healthy behaviors in children
with chronic illness?
4. What method is best for determining which
interventions have the greatest impact on creating
optimal health in children with chronic illness?
5. What cost savings (if any) can be realized by using a
self-management approach?

Guideline 30

9. Research into the broadest theoretical frameworks
for care within the larger community is essential to
determine the most effective population health
improvements (Jack 2004 [M]).
10. The majority of cultural competence studies have
been completed since 1995. This alone speaks for
the urgent need for continued research into
qualitative work and intervention studies in order to
enhance the knowledge base of healthcare providers
in this area (Coffman 2004 [M]).
11. The effects of involving consumers in developing
healthcare policy and research, evidence-based care
guidelines and patient information material remain
largely unevaluated, though such efforts are feasible
(Nilsen 2006 [M]). Further studies are needed to
address:
• methods for recruiting consumers
• degrees of involvement (relationship between
consumers and providers)
• forums for communication
• consumer involvement in decision making
• ways of providing training and support
• degrees of financial support.

6. Is self-management support best offered in a one-toone clinic setting or in an educational group setting?
7. Methodically sound and theoretically consistent
intervention studies are needed to assess stagedbased approaches to behavior change (Riemsma 2002
[M]).
8. Further research is needed to: (1) standardize
reporting of complex interventions; (2) extend and
update these types of reviews; (3) improve
identification of patients at risk from their various
chronic conditions; (4) develop and test appropriate
outcome measures for various chronic conditions;
and (5) design and evaluate, via the conduct of highquality pragmatic randomized controlled trials
(RCTs), more powerful psychoeducational
interventions that are conceptualized in terms of the
ways in which psychosocial factors and various
chronic conditions interact (Smith 2005 [M], Denboba
2006 [O], Schneiderman 2001 [S]).

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved
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Appendix 1: Glossary of Terms

(Glossary page 1 of 3)

To augment clarity in guideline recommendation verbiage, it is encouraged that readers use the glossary of terms as needed. Terms
are listed in alphabetical order. Web links are added where helpful to obtain deeper levels of information or to cite a source.

Ambivalence – The coexistence within one person of contradictory and incompatible emotions or attitudes and the tension arising as a
consequence (Miller 2002 [E]).
Behavioral incentives – Rewards for a specific behavior; designed to encourage agreed upon behavior.
Care management – Sometimes used interchangeably with case management, but care management is often used as a broader, more
holistic term. A system of coordinated healthcare interventions and communications for populations with conditions in which patient
self care efforts are significant. This comprehensive approach includes the following care components: population identification
processes, collaborative practice models; patient self-management education; routine reporting/feedback involving patients; families,
physicians, plan and care teams; and process and outcomes measurement while emphasizing prevention of exacerbations and
complications using evidence-based practice guidelines and patient empowerment strategies; and evaluating clinical, humanistic, and
economic outcomes on an ongoing basis with the goal of improving overall health. See also “Case management and Disease-specific
care management .” http://www.scotland.gov.uk/publications/2006/05/16081604/2 and http://www.archive.officialdocuments.co.uk/document/cm41/4192/v3ch5.pdf
H

H

Case management – Monitoring and coordinating the delivery of health services for individual patients to enhance care and manage
costs; often used for patients with specific diagnoses or who require high-cost or extensive healthcare services. A process to manage
and coordinate healthcare resources used in the provision of services. See also “Care management and Disease-specific care
management .” http://www.cmsa.org.au/definition.htm. and http://wwwccmcertification.org/pages/136body.html.
H

H

Collaborative communication – Consists of multidisciplinary interactions that facilitate common, positive patient care outcomes
based on a respectful and trustful relationship (Reimanis 2001 [S]). Principles of collaboration in health care include: understanding of
patients’ beliefs, wishes and circumstances; understanding of family beliefs and needs; identification of a single person to be the main
link with each patient; collaborative definition of problems and goals; negotiated agreed upon plans and goals regularly reviewed;
active follow up with patients and regular team review (Wagner 1996 [S]).
Confidence – Refers to a person’s belief in his/her ability to master a particular behavior change in a variety of circumstances and to
maintain that change over time (Rollnick 1999 [E]).
Continuum of care – Matching the participant’s ongoing needs with the appropriate level and type of medical, psychological, health,
or social care or service within an organization or across multiple organizations. http://aspe.hhs.gove/daltcp/diction.shtml#continum
and http://www.chcr.brown.edu/pcoc/contin.htm
H

H

Cultural competence – Cultural and linguistic competence is a set of congruent behaviors, attitudes, and policies that come together
in a system, agency, or among healthcare providers that enables effective work in cross-cultural situations. Cultural competence in
health care describes the ability of systems to provide care to patients with diverse values, beliefs and behaviors, including tailoring
delivery to meet patients’ sociocultural and linguistic needs (Betancourt 2002 [S]). For more information: http://www.omhrc.gov/
H

Decision aids – Interventions designed to help people make specific and deliberative choices among options (including status quo) by
providing (at a minimum) information on the options and outcomes relevant to a person's health status (O'Connor 2003 [M]). See
examples on the web: http://decisionaid.ohri.ca/AZinvent.php and
http://www.dhmc.org/webpage.cfm?site_id=2&org_id=108&gsec_id=0&sec_id=0&item_id=2486.
H

H

Delphi Method – A systematic group technique that uses anonymous responses from experts and feedback summaries of the
responses in order to build or achieve consensus or focus. Responses are obtained through a number of cycles of anonymous replies to
the facilitator (or leaders). Responses are collected and analyzed to identify common (or conflicting) viewpoints or themes. Process
concludes when common themes have emerged.

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved
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(Glossary page 2 of 3)

Disease-specific care management – An interdisciplinary, continuum-based approach to healthcare delivery that prevents, minimizes,
or delays exacerbations or complications of an illness or condition by:
• supporting the participant’s self-management activities;
• supporting the ongoing patient-practitioner relationship;
• using a standardized method or process for delivering or facilitating the delivery of clinical care based on evidence-based care
guidelines;
• tailoring treatments and interventions to the participant’s need;
• promoting the flow of patient information across settings and providers while protecting patient rights, security, and privacy;
• analyzing and using data to continually revise treatment plans; and
• continuously evaluating ways to improve performance and clinical practice, thereby improving participant care (DSCCM).
See also “Care management and Case management .” http://www.dmaa.org./dm_definition.asp
H

Readers interested in care/case management or disease management may find some direction on these components at:
• http://www.improvingchroniccare.org/
• www.dmaa.org
• www.cmsa.org
• http://intermountainhealthcare.org/xp/public
H

H

H

H

Goal setting – Setting a specific healthcare goal with a desired outcome to be achieved in a specific time frame. This can be used as a
source or method of motivation http://www.mindtools.com/page6.html. See also “Problem solving.”
H

Health-related quality of life (HRQOL) – A consensus has emerged that HRQOL is multidimensional and includes four core
domains: 1) disease state and physical symptoms, 2) functional status, 3) psychological and emotional functioning, and 4) social
functioning (Aaronson 1992 [E]). It is also patient-oriented, rather than physician-oriented, reflecting the individual’s subjective
evaluation of his or her daily functioning and well being (Spilker 1996 [E]). Furthermore, rigorous standards of measurement
development and psychometric analysis have been applied to measures of HRQOL (Ware 1992 [0], Aaronson 1992 [E]).
Health status – The functional well being of specific populations, both in general and in relation to specific conditions, that (for
example, physical functioning, bodily pain, social functioning, mental health).
http://healthfieldmedicare.suite101.com/article.cfm/health_status
H

Importance – Refers to a person’s feeling, views, and values on whether a change will lead to an improvement. A tool that has had
some validation study in measuring this construct includes a visual analogue scale assessing importance (Rollnick 1999 [E]). See
Appendix 12.
H

Interactive Health Communication Applications (IHCAs) – Computer-based, usually web based, information packages for patients
that combine health information with at least one of social support, decision support, or behavior change support (Murray 2005 [M]).
Motivation – Refers to a person’s expressed degree of readiness to change. It is the psychological feature that arouses an individual to
purposeful action in initiating, directing, and persisting in behavior toward achieving a desired goal (Miller 2002 [E]).
Motivational interviewing – A patient-centered, directive method of communicating with the goal of enhancing intrinsic motivation
to change by exploring and resolving ambivalence (Miller 2002 [E]). http://www.motivationalinterview.org/sitemap.html
Nominal Group Technique – A structured face-to-face group process technique for gaining consensus. The process prevents the
domination of discussion by a single person and encourages all group members to participate. The process concludes and results in a
set of prioritized and scored focus areas, solutions or recommendations.
Patient activation – A central concept to consumer-driven health care and the chronic care model involving four stages: (1) believing
the patient role is important; (2) having the confidence and knowledge necessary to take action; (3) taking action to maintain and
improve one’s health; (4) staying the course even under stress. Evidence indicates that active involvement by patients and families
leading to a management treatment plans structured around their lifestyle and beliefs are more likely to produce good health outcomes.
“The ‘patient activation’ approach may encourage patients to set their own goals and develop their own plans for achieving them. It
may also engender self efficacy in the patient that will help them implement their plans and achieve their goals” (Michie 2003 [M],
Hibbard 2005 [O], Hibbard 2004 [O]). Use of the Patient Activation Measure (PAM) tool is available by permission at:
http://darkwing.uoregon.edu/%7Ejhibbard/licenseinfo.htm.
H

Patient/family-centered health care – An innovative approach to the planning, delivery, and evaluation of health care that is
grounded in mutually beneficial partnerships among patients, families, and healthcare providers, refers to patients of all ages, and may
be practiced in any healthcare setting http://www.familycenteredcare.org . It has also been suggested that there are “two separable
but important ingredients of patient centeredness. These are (1) the ability to elicit and discuss patients’ beliefs and (2) the ability
to activate the patient to take control in the consultation and/or in the management of their illness” (Michie 2003 [M]).
H
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Problem solving – Methods that focus on recognizing and identifying specific problems and then brainstorming possible solutions as
well as barriers to solutions. Problem solving process in self-management:
1. identify the problem
2. list all possible solutions
3. choose a possible solution
4. try it for two weeks
5. if it doesn’t work, try another possible solution
6. if that doesn’t work, find a resource for new ideas
7. if that doesn’t work, accept that the problem may not be solvable right now.
http://www.improvingchroniccare.org/
See also “Goal setting.”
H

Readiness to change – A state of mind which reflects a person’s inclination towards making decisions and behavior changes in their
everyday lives (Rollnick 1999 [E]). A tool that has had some validation study in measuring this construct includes the “Readiness to
Change Ruler.” See Appendix 12.
H

Self efficacy – A construct introduced by Bandura defined as an individual's estimate or personal judgment of his or her own ability to
succeed in reaching a specific goal and further defined as people's judgments of their capabilities to organize and execute courses of
action required to attain designated types of performances. It is concerned not with the skills one has but with judgments of what one
can do with whatever skills one possesses (Bandura 1997 [E]). A tool that has had been validated in measuring this construct includes
the General Perceived Self Efficacy scale (GSE) developed by Matthias Jerusalem and Ralf Schwarzer which can be accessed at
http://userpage.fu-berlin.de/~health/selfscal.htm. In addition, many disease-specific self efficacy scales have been developed.
H

Self monitoring – Observing and recording one’s own behaviors, actions, thoughts, and feelings about oneself, interactions or
activities (examples would include daily log of blood glucose levels, exercises, treatments, diets or calorie intake, etc.).
Self-management – a daily process by which an individual with a chronic illness or condition engages in activities that protect and
promote health, monitoring and managing of symptoms and signs of illness, managing the impacts of illness on functioning, emotions
and interpersonal relationships and adhering to treatment regimes with the desired outcomes of improved health status and/or slowed
deterioration (Lorig 2003 [S]).
Shared decision making/shared decision aids – Shared decision making is the process of interacting with patients to make informed
values-based choices when options have features that patients value differently. Caregivers and patients/families come to an agreement
about a healthcare decision. It is especially useful when there is no clear "best" treatment option. Patient decision aids are evidencebased tools designed to facilitate the process of shared decision making (O'Connor 2004 [S]).
See examples on the web: http://decisionaid.ohri.ca/AZinvent.php and
http://www.dhmc.org/webpage.cfm?site_id=2&org_id=108&gsec_id=0&sec_id=0&item_id=2486 .
H

H

Tailored health education – A process of creating individualized communication based on a person's unique needs and specific
concerns. It is an assessment-based approach in which the person provides personal data related to health behaviors and the data are
used to determine the most appropriate information or strategies for intervention.
Written action plan – An individualized written plan or set of instructions that is designed for the purpose of self-management of a
disease/condition or symptoms. The Written Action Plan is developed in collaboration with a healthcare provider. Examples of what
the plan may include are: a list of symptoms to watch for and what to do if they occur, what aggravates or triggers the person's
symptoms and how to avoid these triggers if possible, and the names and doses of medications the person needs and when to use them
(Haynes 2005 [M], Gibson 2004 [M], Haby 2004 [M], Powell 2003 [M], Wolf 2003 [M], Local Consensus [E]).
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Appendix 2: Chronic Care Model

The Chronic Care Model
(MacColl Institute, Wagner and Associates)
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Adapted from (Wagner 1998 [E]). Used with permission.
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Appendix 3: The 5 A’s Cycle Model
Created from concepts originally identified by (Manley 1991 [E])).

Model of 5 A’s Cycle to Integrate Self-Management Into Patient Care
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Appendix 4: Priority Rankings Obtained through Delphi Method and Nominal Group Technique
to Determine the Priority Domain of Focus

Delphi Results and Analysis
Breakdown by Responder Type of those who gave feedback

Responder Type
Patient/Parent Advisory Committee
Patient/Parent Clinic
Healthcare Professional

% of Total
Responders

#
16

31.4%

7

13.7%

15

29.4%

Nurse on Guideline

4

7.8%

Nurse CC Team Leader

3

5.9%

Physician CC Team Leader

3

5.9%

Physician on Guideline

3

5.9%

51

100.0%

Grand Total

#

%

23

45.1%

7

13.7%

6

11.8%

Response Rate= 98%, 54 of 55, yet True usable data was 93% of those who received survey, 51 of 55.
Note 1: There were 2 Health Care Professionals and 1 Parent from Family Advisory Committee responder types whose survey
feedback was not themeable as for the most part was list of chronic conditions (ie. CF, Diabetes, Asthma)
Note 2: Only one responder was a patient (an adult, >18 y.o.) who was personally surveyed/ interviewed.

Frequency Distribution & % of Total feedback for Theme that emerged
from Aspects of Care that were listed by ALL those providing feedback
Aspects of care that were
coded in this theme

Theme

% of total for
this theme

Effective Management at Home

96

40.3%

Communication / Collaboration

32

13.4%

Care Coordination

24

10.1%

Effective Provider Management

18

7.6%

Patient Education

14

5.9%

Patient Factors

13

5.5%

Patient Access

12

5.0%

Effective Policies

9

3.8%

Transition to Adulthood

9

3.8%

Highly Effective Therapies

6

2.5%

Provider Training

5

2.1%

238

100.0%

Total

Top 4 themes that emerged by Highest Priority Ranking
from the Aspects of Care give by each of 51 responders

Theme

# of Responders
who gave Highest
Priority to any of
their Aspects of
Care that were
coded into this
Theme

% of 51
responders

Total
Rank
Score

Effective Management at Home

15

29.4%

75

Communication / Collaboration

11

21.6%

55

Effective Provider Management

8

15.7%

40

Care Coordination

6

11.8%

30

Total

40

78.5%
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Appendix 5: Definitions and Elaborations for Top Four Themes in Order of Importance to Our Families and Healthcare
Providers Who Were Surveyed/Interviewed in Guideline Pre-Work
Prior to organizing our Chronic Care Guideline Team, the co-chairs sought to understand more fully the personal nature of the needs of
children and families experiencing chronic illness. Interviews and surveys were conducted with 51 parents, patients and healthcare
providers. The themes that emerged from this preparatory work helped to direct the guideline focus. The top four themes in order of
importance as ranked by our families and healthcare providers who were surveyed and interviewed are:
I. Effective Home Management
II. Communication/Collaboration
III. Care Coordination
IV. Effective Provider Management
From the interviews, descriptions of effective home management included the ability to manage daily activities, treatment regimens,
symptom management, etc. on a day-to-day basis. Application of consensus techniques (Delphi Method and Nominal Group
Technique) with our guideline Team members resulted in identification of self-management support and capability building as the
major focus and priority of this chronic care guideline.
I. Effective Home Management: “…begins with self-management capability and this is defined as follows:
Self-management involves [the individual experiencing chronic illness] engaging in activities that protect and promote health,
monitoring and managing of symptoms and signs of illness, managing the impacts of illness on functioning, emotions and
interpersonal relationships and adhering to treatment regimes.” (Thorne 2006 [S])
“Based on our 25 years experience, review of the literature and a recent report from the Robert Wood Johnson meeting on selfmanagement, there are five core self-management skills: problem solving, decision making, resource utilization, patient/healthcare
provider relationship and taking action.” (Lorig 2003 [S])
II. Communication/Collaboration: Collaboration in health care can be defined as the process of “multidisciplinary interactions that
facilitate common, positive patient care outcomes” (Reimanis 2001 [S]).
Principles of collaboration in health care include: understanding of patients’ beliefs, wishes and circumstances; understanding of
family beliefs and needs; identification of a single person to be the main link with each patient; collaborative definition of problems
and goals; negotiated agreed upon plans and goals regularly reviewed; active follow up with patients and regular team review (Wagner
1996 [S]).
“A vital element in effective communication within the chronic illness context is the healthcare provider’s recognition of the limits of
science in solving the everyday problems that chronic illness entails. Thus, health promotion communications in chronic illness care
are those that reflect respect for the patient’s inherent expertise in matters pertaining to …actually living with a chronic disease.” (Stille
2005 [S])

III. Care Coordination: Components of care coordination in a disease management program include population identification
process; risk identification and matching of interventions with need; evidence-based practice guidelines; collaborative practice model;
patient self-management education; outcomes management; routine reporting/feedback; and information technology (Von Korff 1997
[S]).
The essence of health care coordination is described as the availability of information of prior problems and services and its relevance
to current care; information made available through easily accessible medical records; written and verbal communication among
healthcare providers, patients, families and community resources and healthcare provider’s knowledge gained from past experiences
with patients (Weingarten 2002 [M]).
IV. Effective Provider Management: Common elements of effective chronic illness management include collaboration between
service providers and patients; a personalized written care plan; tailored education in self-management; planned follow up; monitoring
of outcomes and adherence to treatment; targeted use of specialist consultation of referral and protocols for stepped care.
Healthcare provider interventions in chronic disease management were identified in a meta-analysis of published reports as provider
education; provider feedback; provider reminders; patient education and patient financial incentives. Health system requirements for
effective chronic care includes ready access to appropriate systems of self-management supports that are evidence-based; adequately
resourced with healthcare providers who are adequately trained, culturally sensitive to the patient’s needs and who support the belief in
the person’s ability to learn self-management skills (Tsai 2005 [M]).
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Appendix 6: Initial list of Clinical Questions and Outcomes of Interest Used to Guide Search and Selection of Evidence
First Priority Questions: PROGRAM DESIGN
1)

2)
3)
4)
5)
6)
7)
8)
9)
10)
11)
12)
13)

Do children with chronic illness who participate in self care management education programs (are there specific education models to be
evaluated?) at an early age demonstrate fewer unplanned hospitalizations and improved functional abilities versus children who engage in
programs in late adolescence?
Is clinician assessment versus parent report more effective in engaging children with chronic illness in learning self care management strategies?
In children with chronic illnesses, at what age is parental supervision of medical regimens effectively decreased such that children/teens are doing
more self-management?
In children and their parents experiencing chronic illness, what intervention by clinicians produces self efficacy in home management?
What clinical practices promote self efficacy in children with chronic illness?
What interactional interventions by clinicians produce measurable improvements in self efficacy in parents whose children have chronic illness?
In children and parents experiencing chronic illness, what educational, motivational and behavioral interventions most effectively improve
outcomes?
In children and adolescents with chronic disease, does the implementation of a self-management program improve clinical outcomes?
What are the evidence-based strategies for improved implementation of self-management programs in a hospital or ambulatory setting for
families with chronic disease?
What are the evidence-based strategies for self-management programs for developmental stages of children with chronic illness?
What are the most effective clinician tools and interventions to promote or increase patient self-management skills?
What is the relationship between disease-related self efficacy and disease outcome?
In children with chronic illness, what clinical interventions (self-management education and support versus routine clinical office visit) improve
HRQOL measures?” Long-term outcome would be: adult role satisfaction and mastery.

Second Priority Questions: TREATMENT APPROACHES
1)
2)
3)
4)

Among children with chronic illnesses, does provision of written treatment plans versus orally provided plans affect the family's knowledge of
their regimen?
In patients with chronic disease, what is the effectiveness of clinician-delivered versus patient/peer-delivered self-management support in
promoting improved outcomes?
In patients/parents who have children with a chronic disease, what impact does group size (small group versus large group) have on the delivery
and outcomes of self-management programs?
In children and adolescents with chronic disease, what is the effectiveness of clinician-delivered self-management support in promoting improved
outcomes?

Third Priority Question: MEASUREMENT
What is the best method to measure successful self-management in children and adolescents with chronic illness AND parents who have children
with a chronic illness?

Fourth Priority Questions: SHARED DECISION MAKING,
1)
2)
3)

In families of children with chronic illness faced with tough decisions does the use of a decision aid improve compliance with treatment regimes?
Among healthcare providers that use principles of shared decision making do families of children with chronic illness express more satisfaction
with their health care versus those who do not?
In children with chronic conditions, does problem solving with a healthcare provider around adherence issues versus standard care improve
adherence to the medical regimen or comfort with disease management?

Outcomes of Interest
• Clinical outcomes – symptom management (i.e. pain/comfort)
• Functional measures of ability
• Quality of life/health related quality of life
• Unplanned hospitalizations
• School: absences, participation, performance
• Adherence
• Patient/family satisfaction
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Appendix 7: Chronic Care Improvement Key Drivers

Highly
Effective
Therapies

OUTCOME
Best Possible
Clinical And
Functional
Outcomes
For All
CCHMC Children
With A
Chronic Illness

Effective
Provider
Management
Effective
Management
At Home

KEY DRIVERS – Bolded were used as themes for aspects of care analysis
New Discoveries
In Laboratory

New Adjunctive Therapies

Effective Care
Transitions

Knowledge of Community
Resources and Referral

Clinical Information System
With Decision Support

Skills (Communication
Technical, Self Management)

Reduce Provider-Based
Variation

Use of Evidence-Based or
Consensus Guidelines

Effective Teamwork
(Roles Clear, Care Coordination
Between Providers/Family,
Shared Decision-Making)

Advocacy and
Family Empowerment

Effective Use Of
Community Resources

Social Support (Including
Respite, Spiritual Support)

Self-Management
Tools and Effective Use

Effective Developmental
Transition to Adulthood

Co-Morbidities and
Disease Variation

Inherent Patient Factors
(Sex, Age, Biologic Variability)

Self-Efficacy
(Belief, Confidence, Purpose)

Economic Resources

Timely Access To Care

Access To Own
Clinical Information

Access To Health Information/
Patient Education

Access To Own Treatment/Care
Plan and Provider Interactions

Provider Training

Family-to-Family Support

Health Literacy

Patient
Factors

Patient
Access

Effective
Policies

CCHMC Institution Policies
(Including Family-Centered Care)

Revision 4

Government and Insurance
Policies
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Appendix 8: Additional Resources, Training Models, and Programs
http://patienteducation.stanford.edu/programs
H

http://patienteducation.stanford.edu/organ/cdsites.html
H

http://patienteducation.stanford.edu/internet
H

http://patienteducation.stanford.edu/programs_spanish
H

http://www.ihi.org/ihi
H

http://som.flinders.edu.au/FUSA/CCTU/Annual%20Workshop.htm
H

https://www.racgp.org.au/Content/NavigationMenu/ClinicalResources/RACGPGuidelines/SharingHealthCare/
H

http://www.chcf.org/documents/chronicdisease/HelpingPatientsManageTheirChronicConditions.pdf
H

http://www.ext.vt.edu/pubs/family/350-052/350-052.html
H

http://www.motivationalinterview.org
H

www.motivatehealthyhabits.com
H
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Appendix 9: Sample Algorithm for Initiating Self-management

Used with permission: Courtesy of The Royal Australian College of General Practitioners

https://www.racgp.org.au/Content/NavigationMenu/ClinicalResources/RACGPGuidelines/SharingHealthCare/
H
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Condition
Parameter(s) Assessed by the Tool
Arthritis
Self efficacy (with children and with parents)
Asthma
Self-management scales: parent barriers, child/parent self efficacy; parent
belief in treatment efficacy
Asthma –
PAQLQ: Pediatric Asthma Quality of Life Questionnaires:
QOL
Age Range and Respondent 12 to 17 years, Child; # of items = 23

Adolescent
health

Child health

Cancer
Cystic
Fibrosis

Guideline 30

Citation
(Barlow 2001 [D], Barlow 2000 [D])
(Bursch 1999 [O])
(Juniper 1996b [O], Juniper 1996a [O])
http://www.outcomestrust.org/instruments.htm
H

About My Asthma; Age range and Respondent 6 to 12 years, Child; # of
items = 55
Adolescent Asthma Quality of Life Questionnaire (AAQOL):
Age Range and Respondent 12 to 17 years, Child; # of items = 32
CHIP-AE: Child Health and Illness Profile — Adolescent Edition (Note:
has 150 items, implementation may be challenging)
Quality of Life Profile – Adolescent Version (QOLP-AV); Age Range and
Respondent 14 to 20 years, Child; # of items = 54
CHQ: Child Health Questionnaire (parent, child, adolescent versions)
PedsQL: (parent, child, adolescent versions)
Psychosocial Assessment Tool (PAT)
The Pediatric Cancer Quality of Life Inventory Age Range and Respondent
8 to 18 years, Child and Parent; # of items = 32

(Mishoe 1998 [O])

CFQ-Revised: 44 item teen-adult measure (14 years and older), 35-item
measure for children 6 to 13 years and parent-proxy version to assess the
effects of new therapies, to document the progression of disease, and to
inform clinical practice.
Cystic Fibrosis Quality of Life Questionnaire Age Range and Respondent
14 years to adult, patient, # of items = 52
Self-efficacy expectations assessment (Parent’s of CF children)
Self-Care Independence Scale (SCIS)
Decision aid tools for various health decisions/conditions

(Modi 2006 [O], Quittner 2005 [O])

(Rutishauser 2001 [O])
http://www.outcomestrust.org/instruments.htm
H

(Raphael 1996 [O])
http://www.outcomestrust.org/instruments.htm
H

(Kazak 2001 [0])
(Varni 1998 [O])

(Gee 2000 [O])
(Bartholomew 1993 [O])
(Patton 2003 [0])
(O'Connor 2003 [M])
http://decisionaid.ohri.ca/AZinvent.php
H

http://www.dhmc.org/webpage.cfm?site_id=2
&org_id=108&morg_id=0&sec_id=0&gsec
_id=39685&item_id=39685
http://www.dhmc.org/webpage.cfm?site_id
=2&org_id=108&morg_id=0&sec_id=0&
gsec_id=39685&item_id=39689
http://decisionaid.ohri.ca/decguide.html
H

Decision
making

Center for Shared Decision Making offers some Pediatric specific decision
aids in their child health category

Depression
Diabetes
Epilepsy

General health
– all ages

Patient
activation
H

A generic decision aid
PHQ-9: Self administered questionnaire for depression severity over time
Diabetes Quality of Life Measure: Age Range and Respondent 13 years to
adult, patient, # of items = 46
Impact of Pediatric Epilepsy Scale: Age Range and Respondent 2 to 18
years, Parent, # of items = 11
Quality of Life in Childhood Epilepsy: Age Range and Respondent 4 to 18
years, Parent, # of items = 73
Seizure Self-Efficacy Scale for Children (SSES-C)
Web-based general health assessment with depth built in; provides selfmanagement assistance
The Child Quality of Life Questionnaire (CQOL): Age Range and
Respondent 9 to 15 years, Child and/or Parent, # of items = 15
The Patient Activation Measure (PAM), a 22-item measure that assesses
patient knowledge, skill, and confidence for self-management

H

H

http://depressionPrimarycare.org/clinicians/toolkits
H

(DCCT 1988 [0])
(Camfield 2001 [0])
(Sabaz 2000 [0])
(Caplin 2002 [O])
(Wasson 2006 [C], Wasson 2006 [O])
http://www.howsyourhealth.org/
H

(Graham 1997 [0])
(Hibbard 2005 [O], Hibbard 2004
[O])
http://darkwing.uoregon.edu/%7Ejhibbard/l
icenseinfo.htm
H

Spina bifida

Quality of Life in Spina Bifida Questionnaire: Age Range and Respondent 5
to 12, Parent or 13 to 20 years, patient, # of items = 44
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Appendix 11: Criteria to Assess the Validity of an Assessment Tool
CRITERION
RELIABILITY
concerned with questions of stability and consistency
( i.e. does the same measurement tool yield stable and
consistent results when repeated over time?)
VALIDITY c
refers to the extent the tool actually measures what it is
intended to measure

DETAILS
Test-retest
Reliability of
reliability
administrative
Reliability across
records
cultures
Concurrent validity f
Face and content validity d
e
Convergent validity
Predictive validity g
Inter-rater
Internal consistency b

General Guidelines for Interpreting Reliability Coefficients
b

c

d

e

f

g

Where multiple-item scales are available, it is possible to assess whether the
individual items measuring the concept of interest are systematically related
to each other and to the overall scale score. Higher inter-item correlations
show a greater degree of internal consistency. The industry standard
statistical measure for assessing internal consistency is Cronbach’s alpha.
Alpha scores of 0.80 show good levels of internal consistency.

Reliability coefficient value

Interpretation

0.90 and up

excellent

0.80 to 0.89

good

0.70 to 0.79

adequate

below 0.70

may have limited applicability

The assessment of validity is not a single process. Its major purpose is to determine the level to which an instrument is able to measure the construct
of interest. The construct of interest relative to a comprehensive assessment in continuing care is the overall level and type of care need across a
multidimensional array of possibilities.
The most common approach to assessing validity is a simplistic method of
General Guidelines for Interpreting Validity Coefficients
seeking agreement from interested parties that the instrument appears valid.
While this is probably a necessary condition for validity, it is not sufficient
Validity coefficient value
Interpretation
evidence to establish validity. However, any instrument must achieve at least
above 0.35
very beneficial
face validity before continuing on to establish the more stringent forms of
validity.
0.21 to 0.35
likely to be useful
Content validity refers to the extent to which the instrument covers the relevant
concepts in the areas being evaluated. For example, in continuing care, it may
0.11 to 0.20
depends on circumstances
be important for any assessment instrument to cover the major domains of
functional ability and the various psychological, physical, social and
below 0.11
unlikely to be useful
environmental components and determinants of health and well being. Within
these domains, assessment of social support may need to consider instrumental and emotional support, availability of caregivers, living arrangements,
caregiver strain, capacity to deal with increasing care giving demands, and access to formal services. Content validity is typically addressed by
consultation with researcher, service providers, policymakers and consumers.
This method assesses the extent to which associations between concepts of interest reflect expected patterns based on the available literature. An
example of this type of validity assessment would be to compare behavior patterns with mental status with the expectation that those persons with
greater cognitive impairment demonstrate greater levels of behavior disturbance. Hence, this method determines whether concepts that are
considered to be related to each other are shown to be related to each other in the data yielded by the assessment instrument.
Determining the level to which a “new assessment” instrument is able to act as a substitute for a “gold standard” (criterion) measure. This is
important for a number of reasons:
1. It assists in answering the question “to what degree does the instrument measure what you think it measures?”
2. If an assessment instrument approximates a criterion measure then it can replace the use of a more time-consuming criterion measure without
significant loss of generality.
3. With the approximation (new assessment) and the criterion (gold standard) measures available they may be used to assess the ability of the “new
assessment” to detect all true cases (sensitivity) and its ability to detect only true cases (specificity).
In developing assessment instruments that aim to measure risks of adverse outcomes it is important to evaluate the capacity of the instrument to
predict the future occurrence of events of interest (e.g. hospitalization, falls, mortality). This inherently requires longitudinal data and relatively
complex statistical analyses, making publications in this area relatively rare. Nonetheless, this concept forms part of the foundation for why
assessment is done in the first place. If an instrument gives us the opportunity to look ahead with some degree of certainty, it allows for the
avoidance of unnecessary suffering. It makes service provision more effective and it allows for the allocation of resources in a way that appropriately
reflects need and expected outcomes.
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Appendix 12: Measure of Readiness, Importance and Confidence
Also refer to Guideline recommendation #6
H

READINESS RULER
Not ready

0

1

2

Not sure
5

6

Contemplation

→

3

Precontemplation

→

4

7

8

Preparation

9
→

Ready
10
Action

→

The lower numbers represent less readiness to change (Precontemplation) and higher numbers represent greater readiness
to change (Action). Persons can move forward and backward along the continuum of readiness to change. Numerical
assessments are not fixed, nor are they always linear. The patient/family can move forward or backward across stages or
jumps from one part of the continuum to another, in either direction and at various times. The healthcare provider’s role is
to facilitate movement in a positive direction. As patients/families continue in treatment, healthcare providers can use the
ruler periodically to monitor how motivation changes as treatment progresses.
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Confidence can be measured on a scale from 0 (not at all confident) to 10 (extremely confident). A score of 7
or above indicates the patient’s/family’s likelihood of achieving a given self-management goal. If the score is
less than 7, then it is important to problem solve (choose a more easily achieved goal), alter the plan to fit
realistic expectations, and build self efficacy to avoid failure (Lorig 2003 [S]).
Example of possible dialogue for addressing importance and confidence: Adaptation of a tool by (Miller 2002 [E]).
1. “On a scale of 0 to 10, with 0 being not at all important to begin dieting (may substitute the desired behavior) and 10
being extremely important to begin, what number would you give yourself at this time?”
2. “If you were to decide to begin dieting now, how confident are you that you would succeed?
On a scale of 0 to 10, with 0 being not at allconfident and 10 being extremely confident, how confident are you that you
could change your eating habits?”
3. “Tell me why you are at 4 (use chosen score) and not a 10?” encourages change talk, rather than resistance where the
person must defend his/her current behavior or position.
4. Listen carefully at this point as one will begin to identify strengths on which to build and possible motivating factors that
might influence behavior change.
5. “What would need to happen for you to go from a (chosen number) to a (higher number)?”
6. “How can we help you to go from a (chosen number) to a (higher number)?”
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Figure and tables used with permission (Mash 2004 [O]).

Three-step process of exchanging information between healthcare provider and patient/family:
Step one: Elicit – Ask the patient or family what he/she/they already know about the topic on the visit agenda (the health
behavior).
Step two: Provide – Ask the patient’s/family’s permission to provide information, give an opinion, direction or concerns about
behavior in a neutral and nonjudgmental manner.
Step three: Elicit – Ask for the patient’s/family member’s thoughts about the information that has been provided (Miller 2006
[E]).
Table I: The spirit underlying motivational interviewing (adapted from Miller and Rollnick):
The relationship between the patient/family and the health worker is a partnership. The
Collaboration
patient’s/family’s point of view is valued and key decisions are negotiated. The health worker aims
to generate a climate that is suitable for change.
The knowledge, motivations and skills for change are believed to be within the patient/family. The
Evocation
health worker’s approach to consultations is quiet and eliciting in order to draw out the patient’s own
views and values. Coercive and confrontational approaches tend to be counterproductive.
The patient’s/family’s right and ability to make independent and informed decisions are encouraged.
Autonomy
The health worker comes alongside the patient to play a supportive role, rather than to dictate what
the patient/family should do.
Table II: Summary of group meetings by Stages of Readiness to Change and Brief Motivational Interviewing (BMI)skills:
Session
Stage of Readiness
BMI Task
Key BMI Skills
• Negotiate where to start
• Set the agenda
Introduction/assessing
readiness to change with
1
• Explore importance, stage of
• Open-ended questions
readiness ruler
readiness
• Scaling questions
• Exchange information carefully
• Elicit-provide-elicit
• Minimize resistance
• Emphasize personal choice
Pre-contemplation
2
and control
• Instill hope
• Personalize risk factors
• Support personal choice
• Facilitate navigation of
• Open-ended questions
ambivalence
Contemplation
3
• Scaling questions
• Values clarification
• Examine pros and cons
• Help set goals and targets
• Decision balance sheet
• Build confidence
• Brainstorm solutions
Ready to change
• Focus on practical aspects
• Help to learn from own and
4
(preparation and action)
others’ past successes and
• Identify difficult situations;
failures
anticipate challenges
• Identify supportive relationships • Collaborative goal setting
• Avoid recrimination
• Take the opportunity to
learn from the experience
• Reassure that relapse is
common; more attempts to
• Help learn cues that trigger
Relapse
5
change associated with
old behavior
successful change
• Assist in creation of new
• Re-assess readiness
change plan if ready

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved

Page 21 of 32

Evidence-Based Care Guideline for Chronic Care: Self-Management

Guideline 30

Appendix 14: Self-Management Personal Action Plan (an example of a “5A – Agree” tool)

MY PERSONAL ACTION PLAN

_____________________________ (Patient’s Name)

1. Something I want to change (health or personal goal) __________________________
2. How important is it to me to make this change in my health? (circle one)
0

1

2

3

4

5

6

Not at all important

↔

7

8

9

10

Extremely important

3. Description of what it is I want to do:
What________________________________________________________________
How_________________________________________________________________
When and how often___________________________________________________
With whom___________________________________________________________
4. What might make it hard for me to achieve my goal (barriers)?
__________________________________________________________________________
5. What can I do to overcome these barriers?
__________________________________________________________________________
6. How confident am I that I can meet my goal?
0

1

2

3

4

Not at all confident

5

6

↔

7

8

9

10

Very confident

7. Some help or information I might need in accomplishing my goal is:
_______________________________________________________________________
8. I will know my plan is working when_____________________________________
I agree to this plan of action and will review my plan and progress with_______________ on
_______________ by email___________ or phone_____________ or text message___________
_____________________________________
(Participant’s Signature)

_______________
(Date)

_____________________________________
(Facilitator’s Signature)

_______________
(Date)
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Appendix 15: Developmental Stages and Milestones and Possible Self-Management Tasks

(page 1 of 2)

Adapted from: PACI Self-Management Support Treatment Manual, Pediatric Asthma Care Study; Lozano Paula; MD, MHP; Schmaling Karen, PhD

Age
(approximate)
Birth to 18
months

18 months to 3
years

3 to 6 years

Piaget
Cognitive Development
Sensorimotor
Infant progresses through
several stages. Starts with
simple reflexes; begins to
notice one can have an
effect on environment;
behaviors cause repeat
actions; thoughts are
confined to actions; actions
over time become
intentional, purposeful, and
goal-directed; gradually
begins exploration and
discovery; imitation is
accurate; begins to
comprehend and can
differentiate between the
symbol and what is real.
Preoperational:
Preconceptual
Uses symbolic thought to
recall the past, consider the
present, and anticipate the
future; magical thinking
predominates.

Preoperational: Intuitive
Increased use of symbolic
representation and
imagination to come up
with new and creative
ways of doing things;
magical world starts being
replaced by reality as
experience grows.

Erikson
Psychosocial Development
Trust versus Mistrust
Trust develops when needs are
consistently met by loving and
caring person. Mistrust develops
when needs are not met and
develops suspicion and
withdrawal. With trust, develops
a sense of hope, tolerates
frustration; can delay
gratification.

Autonomy versus
Shame and Doubt
Autonomy develops as child gains
increasing control of body and
control of environment; shame
and doubt develop when forced to
be dependent in areas in which
one has capability of control.
Positive outcome with sense of
self control and self esteem.
Initiative versus Guilt
Uses sense of power to explore
physical world; imagines fantasy
world; conscience is developed;
begins to respond to inner voice.
Guilt occurs when one takes on
activities in conflict with goals of
others. Positive outcome seen in
accomplishments and purpose.
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Kohlberg Moral Development

Possible Self-Management Support

“Amoral”
Moral reasoning cannot begin until child
reaches certain level of cognitive
development..

Self-management support directed to
parents

Preconventional:
Obedience and Punishment
Makes decisions on basis of fear of
punishment; good and bad are
defined based on physical
consequences.

• Continue to primarily address parents
• Support learning body awareness and
parts as well as verbal labels for
symptoms
• Support knowing routines and what is
expected
• Allow some choices (i.e.; order of
exercises, or choice between specified
treats or rewards)

Preconventional:
Instrumental Relativist Orientation
Makes decisions on what one desires;
very egocentric; may do something
intermittently to please others if there
is an advantage to oneselves

•
•
•
•

Continue to primarily address parents
Use games to help with decision making
Use reward systems such as star charts
Give child simple explanations (i.e.;
“this medicine will…”)

continues through next stage (next page)
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Appendix 15: Developmental Stages and Milestones and Possible Self-Management Tasks

(page 2 of 2)

Adapted from: PACI Self-Management Support Treatment Manuel, Pediatric Asthma Care Study, Lozano Paula, MD, MHP, Schmaling Karen, PhD

Age
(approximate)
6 to 11 years

Piaget
Cognitive Development
Concrete Operational
Thought becomes
increasingly logical and
coherent; able to explore
dimensions of a problem;
understands changes and
can reverse changes to the
world mentally to gain
understanding; can reason
using stable rule system;
understands some patterns.

Erikson
Psychosocial Development
Industry versus Inferiority
Child works to complete
activities/tasks to achieve sense of
accomplishment and mastery;
learns rules; works cooperatively
and competitively. Inferiority
occurs when too much is
expected. Positive outcome
occurs with sense of competence.

12 to 18 years

Formal Operational
Thought becomes
adaptable and flexible; can
deal with complex
problems of reasoning; can
think abstractly; confronts
problems in terms of what
is possible; uses complex
deductive reasoning.

Identity versus Role Confusion
Child pre-occupied with physical
appearance; self perception is
viewed through peers and society.
Role confusion occurs when
unable to resolve conflicts
between concept of self and
others and society. Positive
outcome occurs with loyalty to
values and other people.
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Kohlberg Moral Development

Possible Self-Management Support

• Children able to report and recognize
symptoms
• Demonstrate “listening to self” (internal
stethoscope)
• Demonstrate exercises
• Take medicine when reminded;
eventually without reminders
• Begin to address child more directly in
discussion of care plan
• Child keeps a copy of care plan
• Use reward system such as star charts or
activities
• Use of stories to stimulate problem
solving
• Role play to rehearse new skills in lifelike situations
Postconventional:
• Long term goal would be for child to
Social Contract Legalistic
prepare and take meds independently.
Morrality based on personal
Note: withdrawal of parental
views; works to change
support/supervision is a gradual and
laws that are not moral or
individualized process, however,
just
parental support in chronic care is
Postconventional:
associated with improved outcomes.
Universal Ethical Principle • Demonstrate good preparation and
Morality based on internal
judgment by making arrangements for
ideals and conscience
meds to be taken when away from home
instead of social rules;
• Keep written records of meds and care
universal principles of what
plan and symptoms—will initially need
is just.
guidance
• Discuss plan with teenager directly
• Keep the regimen as simple as possible
• Anticipate possible side effects that may
be bothersome to teen
• Ask teen to identify obstacles up front
and plan to address
• Model new behaviors
• Contract may be beneficial; role play
occasionally helpful
Page 24 of 32

Conventional:
Interpersonal Concordance
Orientation
Behavioral decisions based on
desire to gain approval from
others; judgments based on
intentions.
Conventional:
Law and Order Orientation
Behavioral decisions based on
laws and respect for authority;
laws take precedence over
personal wishes.
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D

CCHMC Evidence Grading Scale
Meta-analysis or
O
Other evidence
Systematic Review
Randomized controlled
S
Review article
trial: large sample
Expert opinion or
Randomized controlled
E
consensus
trial: small sample
Basic Laboratory
Prospective trial or large
F
Research
case series
Retrospective analysis
Q
Decision analysis

• Nominal Group Technique

. was used with guideline Team
members.
• Surveys were completed with families of children and patients
experiencing various chronic illnesses.
• A Chronic Care Key Driver Analysis was developed with local
chronic care expert groups and quality improvement consultants
to identify critical components of the chronic care management
process, needs and experience. See Appendix 7.
H

H

H

Division of Health Policy & Clinical Effectiveness Support
Eduardo Mendez, RN, MPH, Dir. Evidence-Based Care, Facilitator
Edward Donovan, MD, Medical Dir., Clin. Effect, Methodologist
Danette Stanko-Lopp, MA, MPH, Epidemiologist
Carol Tierney, RN, MSN, Education Coordinator
Eloise Clark, MPH, MBA, Guideline Program Administrator
Darrin Hooks, Administrative Assistant
All Team Members and Clinical Effectiveness support staff listed
above have signed a conflict of interest declaration.

Delphi Method and Nominal Group Technique were employed to
achieve consensus for a specific focus area. Delphi Method was
accomplished by respondents through computer-based surveys.
Several cycles of surveys were completed. Survey responses
regarding aspects of care were categorized by theme based on the
Chronic Care Key Driver Analysis. Aspects of care were categorized
by them independently by the Guideline co-chairs and consensus was
achieved. Nominal Group Technique was then used to obtain priority
rankings in order to determine the domain of focus of the Chronic
Care Model. See Appendix 4 and Appendix 5.
H

Ad hoc Advisors
Barbarie Hill, MA, AHIP, Manager, Pratt Library
Cheryl Hoying, RN, PhD, Sr. V.P., Patient Services
Uma Kotagal, MBBS, MSc, Sr. V.P., Quality and Transformation
Laura Werts, BS, CMP, CME Coordinator

Development Process
The process by which this guideline was developed is documented in
the Guideline Development Process Manual; a Team Binder
maintains minutes and other relevant development materials. The
recommendations contained in this guideline were formulated by an
interdisciplinary working group which performed systematic and
critical literature reviews, using the grading scale that follows, and
examined current local clinical practices.
H

Guideline focus was based on family and healthcare provider
feedback using consensus techniques. See methods in development
process section below and related Appendices 4, 5, 6, and 7. Selfmanagement (effective management at home) emerged as the priority
topic for this guideline.
H

H

H

H

The following processes and techniques were used to provide focus,
direct guideline development and prioritize domains of the Chronic
Care Model:
• Delphi Method
. used with chronic care quality improvement
team leaders (nurses, physicians, social workers), parents
serving on chronic care quality improvement teams, guideline
Team members, and the Family Advisory Council.
H

H

H

Note: Initial clinical questions were categorized into 4 major groups
(see Appendix 6) followed by Nominal Group Technique (NGT) that
was used by the Team to prioritize the 4 groups of questions, such
that the group with the highest NGT score was the first priority for
searching/evaluating evidence followed by the group with the next
highest score, etc. We concluded that Team members found it
challenging to distinguish the questions in Group #4 and #3, thus their
NGT scores were very similar. Groups #2 and #1 were seen as lower
priorities for this Guideline, though the Team concluded it would try
to work on that evidence for inclusion in this Guideline as time
allows. The following prioritized topical categories for questions
generated by Team members were pursued: First (NGT score = 39):
PROGRAM DESIGN ; Second (NGT score = 38): TREATMENT
APPROACHES; Third (NGT score = 30): MEASUREMENT;
Fourth (NGT score = 23): SHARED DECISION MAKING.
H

To select evidence for critical appraisal by the group for the
development of this guideline, the Medline, EmBase and the
Cochrane databases were searched for dates of January 1970 to June
2006 to generate an unrefined, “combined evidence” database using a
search strategy focused on answering clinical questions relevant to
Chronic Care Self--Management. A few focused searches were done
in late 2006 that additionally included searching the PsychInfo
database.
Searches employed a combination of Boolean searching on humanindexed thesaurus terms (MeSH headings using an OVID Medline
interface) and “natural language” searching on searching on humanindexed thesaurus terms (MeSH headings using an OVID Medline
interface) and “natural language” searching on words in the title,
abstract, and indexing terms. The citations were reduced by:
eliminating duplicates, review articles, non-English articles, and adult

Copyright © 2007 Cincinnati Children's Hospital Medical Center; all rights reserved

Page 25 of 32

Evidence-Based Care Guideline for Chronic Care: Self-Management
articles. The resulting abstracts were reviewed by a methodologist to
eliminate low quality and irrelevant citations. During the course of
the guideline development, additional clinical questions were
generated and subjected to the search process, and some relevant
review articles were identified.
Potential Quality Measures which may be monitored include:
• Self efficacy
• Health-related quality of life
• Healthcare utilization (hospital days, unscheduled visits, etc.)
• Parent/patient satisfaction
• Missed days from usual activities
• Cost
• Knowledge
• Health behaviors
• Specific disease measures (i.e. pain, peak flow, HbA1c, etc.)

Guideline 30
standards of care preventing selective variances from the
recommendations to meet the specific and unique requirements
of individual patients. Adherence to these recommendations is
voluntary. The physician in light of the individual circumstances
presented by the patient must make the ultimate judgment
regarding the priority of any specific procedure.
For more information about this guideline, its supporting evidence and
the guideline development process, contact the Health Policy &
Clinical Effectiveness office at: 513-636-2501 or
HPCEInfo@cchmc.org .
H

Once the guideline is in place, the development Team will reconvene
periodically (no less than every three years) to explore the continued
validity of the guideline. This phase can be initiated at any point that
evidence indicates a critical change is needed.
Recommendations have been formulated by a consensus process
directed by best evidence, patient and family preference and clinical
expertise. During formulation of these recommendations, the Team
members have remained cognizant of controversies and
disagreements over the management of these patients. They have
tried to resolve controversial issues by consensus where possible and,
when not possible, to offer optional approaches to care in the form of
information that includes best supporting evidence of efficacy for
alternative choices.
The guideline has been reviewed and approved by clinical experts not
involved in the development process, senior management, other
appropriate hospital committees, and other individuals as appropriate
to their intended purposes.
The guideline was developed without external funding. All Team
Members and Clinical Effectiveness support staff listed have declared
whether they have any conflict of interest and none were identified.
Copies of this Evidence-based Care Guideline (EBCG) and its
companion documents are available online and may be distributed by
any organization for the global purpose of improving child health
outcomes. Website address: www.cincinnatichildrens.org/evidence
H

Examples of approved uses of the EBCG include the following:
• copies may be provided to anyone involved in the organization’s
process for developing and implementing evidence-based care
guidelines;
• hyperlinks to the CCHMC website may be placed on the
organization’s website;
• the EBCG may be adopted or adapted for use within the
organization, provided that CCHMC receives appropriate
attribution on all written or electronic documents; and
• copies may be provided to patients and the clinicians who manage
their care.
Notification of CCHMC at HPCEInfo@cchmc.org for any EBCG,
or its companion documents, adopted, adapted, implemented or
hyperlinked by the organization is appreciated.
H

NOTE: These recommendations result from review of literature
and practices current at the time of their formulations. This
guideline does not preclude using care modalities proven
efficacious in studies published subsequent to the current version
of this document. This document is not intended to impose
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