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Juvenile Idiopathic Juvenile Idiopathic 
ArthritisArthritis

Common pediatric rheumatic conditionCommon pediatric rheumatic condition
Impact all aspects of HRQLImpact all aspects of HRQL
Disease management can be complexDisease management can be complex
Adolescents expected to assume greater role Adolescents expected to assume greater role 
in managing their diseasein managing their disease
Adherence is less than optimalAdherence is less than optimal
Better selfBetter self--management early on could help management early on could help 
prevent worsening of the disease and its prevent worsening of the disease and its 
symptomssymptoms



More about the problemMore about the problem……

The vast majority of adolescents do not receive The vast majority of adolescents do not receive 
comprehensive disease education linked with selfcomprehensive disease education linked with self--
management skills due to:management skills due to:

difficulty accessing these services (e.g., longdifficulty accessing these services (e.g., long--wait times)wait times)
limited availability of trained professionals especially in limited availability of trained professionals especially in 
rural areas (psychologists)rural areas (psychologists)
costs (e.g., time, travel) associate with these therapiescosts (e.g., time, travel) associate with these therapies

(Barlow & (Barlow & EllardEllard, 2004), 2004)

Better selfBetter self--management early on could help prevent management early on could help prevent 
worsening of the disease and its symptomsworsening of the disease and its symptoms



SelfSelf--Management Management 
InterventionsInterventions

While these therapies have been found to be While these therapies have been found to be 
effective in adults effective in adults (ASMP; (ASMP; WarsiWarsi 2003)2003), evidence for their , evidence for their 
effectiveness in children is sparseeffectiveness in children is sparse

PsychoPsycho--educational interventions for children:educational interventions for children:
limited in scopelimited in scope (adherence)(adherence)
directed at parents rather then adolescentsdirected at parents rather then adolescents
delivered in individual or group sessions in specialty delivered in individual or group sessions in specialty 
clinics by highly trained personnelclinics by highly trained personnel
not suitable for widenot suitable for wide--spread distribution in community spread distribution in community 
and/or homeand/or home--based settingsbased settings

(Barlow et al., 1999; Barlow & (Barlow et al., 1999; Barlow & EllardEllard, 2004), 2004)



ee--health Technologieshealth Technologies

Innovative approach to Innovative approach to 
improving clinical outcomesimproving clinical outcomes
Interactive applications (i.e., Interactive applications (i.e., 

Internet, interactive TV and Internet, interactive TV and 
voice response systems, kiosks, voice response systems, kiosks, 
PDAsPDAs, CD, CD--ROMs, DVDs)ROMs, DVDs)
Supporting and enabling Supporting and enabling 

health behavior change and the health behavior change and the 
prevention and management of prevention and management of 
chronic diseasechronic disease



Why use the Internet?Why use the Internet?

Internet is the topInternet is the top

source of healthsource of health

Information Information 
(Gray et al., 2005)(Gray et al., 2005)

Can improve:Can improve:
availability availability 
accessibilityaccessibility
acceptabilityacceptability



Interactive Health Interactive Health 
Communication ApplicationsCommunication Applications

ComputerComputer--based (1based (1°° Internet) interventionsInternet) interventions
Health information plus (at least one of):Health information plus (at least one of):

social supportsocial support
decision making supportdecision making support
behaviouralbehavioural change supportchange support

Augment information and support provided by Augment information and support provided by 

health care professionalshealth care professionals (Murray et al., 2007)(Murray et al., 2007)



Potential of Internet Potential of Internet 
InterventionsInterventions

Beginning evidence of their effectivenessBeginning evidence of their effectiveness
Large positive effects in terms of:Large positive effects in terms of:

improved knowledgeimproved knowledge

feel more socially supportedfeel more socially supported

May have improved May have improved behaviouralbehavioural and clinical and clinical 
outcomesoutcomes
May improve selfMay improve self--efficacy (a person's belief in efficacy (a person's belief in 
their capacity to carry out a specific action) their capacity to carry out a specific action) 
Unable to determine effect on emotional and Unable to determine effect on emotional and 

economic outcomeseconomic outcomes (Murray et al., 2007)(Murray et al., 2007)



Advantages of InternetAdvantages of Internet
ProgramsPrograms

Private access to Private access to 
information at any time information at any time 
Wide range of interactive Wide range of interactive 
selfself--management modules management modules 
enables tailoring to needsenables tailoring to needs
A secure server can deliver, A secure server can deliver, 
customize and record customize and record 
homework sessions and homework sessions and 
provide adolescents with provide adolescents with 
opportunity to opportunity to 
communicate with communicate with 
members of the health care members of the health care 
team and peersteam and peers
Highly appealing mode of Highly appealing mode of 
communicationcommunication



Internet based Internet based 
Interventions in ChildrenInterventions in Children

Few selfFew self--administered, multimedia programs for administered, multimedia programs for 
children and adolescents with chronic illnesses have children and adolescents with chronic illnesses have 
been developed and validated despite their appeal been developed and validated despite their appeal 
(Murray et al., 2007; Wetland et al., 2004)(Murray et al., 2007; Wetland et al., 2004)

There is early evidence that computerThere is early evidence that computer--based, selfbased, self--
administered treatments are efficacious for children administered treatments are efficacious for children 
with asthma with asthma ((ShegogShegog et al., 2001; et al., 2001; Krishna et al., 2003; Joseph et al Krishna et al., 2003; Joseph et al 

20072007)),, diabetes diabetes ((Brown et al., 1997, Gerber et al., 2007)Brown et al., 1997, Gerber et al., 2007),,

headaches headaches (Hicks et al., 2006, Connelly et al.,(Hicks et al., 2006, Connelly et al., 20062006),), cancer cancer 
(Beale et al., 2007),(Beale et al., 2007), andand eating disorders eating disorders ((HeinickeHeinicke et al., 2007)et al., 2007)



Teens Taking Charge Teens Taking Charge 
Managing Arthritis:Managing Arthritis:

OnOn--lineline



McGrath, Hodnett, Feldman, 
Duffy, Huber, Tucker, Yeung, Hetherington

Co-Investigators



Teens Taking Charge:Teens Taking Charge:
Managing Arthritis OnManaging Arthritis On--lineline

Phase 1:Phase 1: Needs assessment Needs assessment 
(Asking the experts)(Asking the experts)

Phase 2:Phase 2: Development and usability  Development and usability  
testingtesting

Phase 3:Phase 3: Feasibility testing (pilot RCT)Feasibility testing (pilot RCT)
Phase 4:Phase 4: MultiMulti--centredcentred RCTRCT



SelfSelf--management needs of management needs of 
adolescents with arthritis: adolescents with arthritis: 

Asking the expertsAsking the experts
Letting Go: Gaining Control

Gaining knowledge and 
skills to manage the disease

Understanding through
Social support

•Knowledge and awareness about the disease
•Listening to and challenging care-providers 
•Communicating with the doctor 
•Managing pain
•Managing emotions

(Stinson et al., 2008)



Phase 2: Site Phase 2: Site 
Development and Development and 
Usability TestingUsability Testing

The Steps



Teens Taking Charge:Teens Taking Charge:
Managing Arthritis OnManaging Arthritis On--lineline

MultiMulti--component, multicomponent, multi--media programmedia program
informationinformation
selfself--management skills management skills 
social support (discussion board, stories of hope, social support (discussion board, stories of hope, 
video clips)video clips)

12 modules for adolescents (1212 modules for adolescents (12--18 years)18 years)
2 modules for parents 2 modules for parents 
Health coach (facilitate achievement of healthHealth coach (facilitate achievement of health--
related goals, tailoring information)related goals, tailoring information)



Content Development TeamContent Development Team

Chairs:Chairs: Dr. Jennifer Stinson, Dr. Lori Tucker, Dr. Shirley Dr. Jennifer Stinson, Dr. Lori Tucker, Dr. Shirley 
Tse Tse 

Members:Members: Dr. Lynn Spiegel, Dr. Adam Huber, Dr. Alex Dr. Lynn Spiegel, Dr. Adam Huber, Dr. Alex 
Levin, Christine OLevin, Christine O’’Brien (OT), Kristi WhitneyBrien (OT), Kristi Whitney--Mahoney Mahoney 
(PT), Holly (PT), Holly ConveryConvery (RN), Dr. (RN), Dr. ArletteArlette Lefebvre Lefebvre 
(Psychiatry), Miriam Granger (SW), Judy (Psychiatry), Miriam Granger (SW), Judy McKagueMcKague (TAS (TAS 
therapist), Dave therapist), Dave ProwtenProwten (parent, TAS),  Neely (parent, TAS),  Neely LermanLerman
(SW), Suzanne Simpson (DT), (SW), Suzanne Simpson (DT), JaquelineJaqueline Lukas (CAPA), Lukas (CAPA), 
Dr. Miriam Kaufman (Adolescent Medicine), Dr. Michael Dr. Miriam Kaufman (Adolescent Medicine), Dr. Michael 
RapoffRapoff (Psychology), Dr. Tonya Palermo (Psychology), (Psychology), Dr. Tonya Palermo (Psychology), 
Dr. Carl von Baeyer (Psychology)Dr. Carl von Baeyer (Psychology)



Designing the SiteDesigning the Site



Adolescent ModulesAdolescent Modules
••IntroductionIntroduction
••About ArthritisAbout Arthritis
••Understanding DiagnosisUnderstanding Diagnosis
••TreatmentTreatment

Managing symptoms Managing symptoms 
Managing stressManaging stress
Learning to use relaxationLearning to use relaxation
Knowing about medicationsKnowing about medications
Learning to use distractionLearning to use distraction
Knowing about other therapiesKnowing about other therapies
Learning to manage thoughtsLearning to manage thoughts
Therapies, selfTherapies, self--monitoring and monitoring and 
supports supports 

Your lifestyleYour lifestyle
••Looking AheadLooking Ahead



Treatment – Managing My Symptoms
Goals of session
What is Pain?

How we feel pain (animation)

Managing your pain
Your pain can be changed

Medications for Pain
Types of pain medicines
How to take pain medicines

Physical methods to treat pain
Heat
Cold
Massage
exercise

Coping strategies for pain
Relaxation (audio clips)
Distraction
Changing the way you think

Setting goals: Your plan for managing your symptoms
Managing your symptoms: What you have learned (Dr. Know Quiz)







Learning to use Learning to use 
RelaxationRelaxation



Stories of hopeStories of hope……. Coping . Coping 
with painwith pain



Another story of hopeAnother story of hope……
Talking about painTalking about pain



Parent ModulesParent Modules

Arthritis: Impact on Arthritis: Impact on 
you and your familyyou and your family
Letting go: Enabling Letting go: Enabling 
your child to take your child to take 
controlcontrol



Peer Support Peer Support –– Discussion Discussion 
BoardBoard

Ask the Expert



Goals and Desired OutcomesGoals and Desired Outcomes

PSOI

Dependency

Uncertainty

Enabling
Skills

Mediators

Self-efficacy
Coping

HRQL

OutcomesTeens Taking Charge: 
Managing Arthritis 
On-line

• Self-
management  
strategies
• Information
• Social support Disease specific knowledge

Treatment Adherence 
Pain and stress



ConclusionConclusion
The internet will likely assume a major role in the delivery of The internet will likely assume a major role in the delivery of 
selfself--management interventions for management interventions for pediatricpediatric and adult and adult 
patients with chronic health problems patients with chronic health problems 
Serve as template for other Serve as template for other pediatricpediatric chronic diseaseschronic diseases
This Internet based program can be used to educate other This Internet based program can be used to educate other 
key stakeholders about childhood chronic illnesses:key stakeholders about childhood chronic illnesses:

health care professionals health care professionals 
lay audiences such as teachers and peerslay audiences such as teachers and peers

Internet based programs can be effective KT tools to help Internet based programs can be effective KT tools to help 
facilitate the collection, processing and targeted distribution facilitate the collection, processing and targeted distribution 
of information about pain research to benefit patients and of information about pain research to benefit patients and 
their families, clinicians, researchers, administrators, health their families, clinicians, researchers, administrators, health 
care policy makers, and the general public care policy makers, and the general public (Ko et al., 2004)(Ko et al., 2004)
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