Harnessing the potential
of the Internet:
Developing a web-based
self-management
program for adolescents

with arthritis
Jennifer Stinson, RN, PhD, CPNP

BLOOMBERG

ACULTY oF NURSING
NIVERSITY OF TORONTO




Juvenile Idiopathic
Arthritis
_~_

m Common pediatric rheumatic condition
= Impact all aspects of HRQL
= Disease management can be complex

m Adolescents expected to assume greater role
INn managing their disease

= Adherence is less than optimal

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




More about the problem...

ﬁ‘h_e vast majority of adolescents do not receive
comprehensive disease education linked with self-
management skills due to:

» difficulty accessing these services (e.g., long-wait times)

» limited availability of trained professionals especially In
rural areas (psychologists)

» costs (e.g., time, travel) associate with these therapies
(Barlow & Ellard, 2004)

mBetter self-management early on could help prevent
worsening of the disease and its symptoms




Self-Management
Interventions

:‘\thile these therapies have been found to be
effective in adults (aswe: warsi 2003), evidence for their
effectiveness in children is sparse

mPsycho-educational interventions for children:
» limited in scope (adherence)
» directed at parents rather then adolescents

» delivered in individual or group sessions in specialty
clinics by highly trained personnel

» not suitable for wide-spread distribution in community
and/or home-based settings

(Barlow et al., 1999, Barlow & Ellard, 2004)




e-health Technologies

mlnnovative approach to
ﬂﬁproving clinical outcomes

mInteractive applications (i.e.,
Internet, interactive TV and
voice response systems, Kkiosks,
PDAs, CD-ROMs, DVDs)

mSupporting and enabling
health behavior change and the
prevention and management of
chronic disease




Why use the Internet?

= Internet Is the top

source of health

Information
(Gray et al., 2005)

= Can Improve:
»availability
»>accessibility NS IR N
»acceptability




Interactive Health
Communication Applications

m Computer-based (1° Internet) interventions

m Health information plus (at least one of):

» soclal support
» decision making support
» behavioural change support

= Augment information and support provided by

health care professionals wuwrray et al., 2007)




Potential of Internet
Interventions

-J[Beginning evidence of their effectiveness

m Large positive effects in terms of:
> Improved knowledge

» feel more socially supported

= May have improved behavioural and clinical
outcomes

= May improve self-efficacy (a person's belief In
their capacity to carry out a specific action)

m Unable to determine effect on emotional and
economic outcomes (Murray et al., 2007)




Advantages of Internet
Programs

"On the Internet, nobody knows you're a dog.”

Private access to
Information at any time

Wide range of interactive
self-management modules
enables tailoring to needs

A secure server can deliver,
customize and record
homework sessions and
provide adolescents with
opportunity to
communicate with
members of the health care
team and peers

Highly appealing mode of
communication




Internet based
Interventions in Children

Few self-administered, multimedia programs for
nildren and adolescents with chronic illnesses have

been developed and validated despite their appeal
(Murray et al., 2007; Wetland et al., 2004)

mThere is early evidence that computer-based, self-
administered treatments are efficacious for children
with asthma (skegog et al., 2001; krishna et al., 2003; Joseph et al
2007), diabetes (Brown et al., 1997, Gerber et al., 2007),
headaches (Hicks et al., 2006, Connelly et al., 2006), CAncer
(Beale et al., 2007), and eating disorders (Heinicke et al., 2007)




Teens Taking Charge
Managing Arthritis:
On-line




Co-Investigators

ociety

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




Teens Taking Charge:
Managing Arthritis On-line

ax

Needs assessment

(Asking the experts)
Development and usability
testing

Feasibility testing (pilot RCT)
Multi-centred RCT




Self-management needs of
adolescents with arthritis:
—+ Asking the experts

(Stinson et al., 2008)




Phase 2: Site
Development and

1 Usability Testing




Teens Taking Charge:
Managing Arthritis On-line

B Multi-component, multi-media program
» Information
» self-management skills
» soclal support (discussion board, stories of hope,
video clips)
M 12 modules for adolescents (12-18 years)
B 2 modules for parents

B Health coach (facilitate achievement of health-
related goals, tailoring information)
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Designing the Site
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Adolescent Modules
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Location of
the injury
How much

it hurt:
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fi From the spinal cord, the messages are sent to ﬂ The pain messages are processed in the brain, The brain controls the incoming and oulgoing skgnals.

the thalamus. The thalamus is like a sw itchboard w here all the information such as previous pain I These sigrals can reduce or increase the pain
~ it passes the information from your body to the experiences, feelings, and memories are put messages. That means that there are things you can
brain. together. do 1o reduce pain.
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Pain messages can be increased by not getting Fain messages can be decreased by medicines, | Have you ever played a sport that you really liked
enough sleep, having tense muscles, doing too relaxation, distraction, heat, cold, massage, and and you've been injured during the game? Maybe
much or too little exercise, or feeling anxious or exercise. f you put ice on an injury, the new you hurt your ankle or knee, but you distracted
w orried. These will make your pain hurt mone. signals fromthe cold turn dow n the criginal pain yourself to finish the game.
message, and you may feel less pain.
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jI/I'TI:I"l'I’ DO ANTI-INFLAMMATORY MEDICIMES
WORK?

A step-by-step guide.

|
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many types of medication. Anti-inflammatory
medicines, such as ibuprofen or naproxen help to

reduce inflammation and can also be used to treat
pain and fever.

When cells in your body are injured, like w hat
happens in joints w ith arthritis, they make and
release substances that cause inflammation.
These substances act on the blood vessels and
other cells, making the vessels bigger and leaky.

|

| CLICK TO START |
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The leaky blood vessels then lead to increased
fluid in your joints. This causes the joint to be
sw cllen and feel w arm

When cells afalfgumd they also make and
release other pain substances. Your skin
contains nerves that are very sensitive to these
pain substances. When the nerves detect theses
substances they send pain messages up to the
brain ard you feel pain in your inflamed joint.

. =

- When you take anti-inflammatory medicines, they
are absorbed into the bleodstream From the
bloodstream they can travel anyw here in the
body to find the inflamed joint.
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Learning to use
Relaxation




Stories of hope.... Coping
_~_

with pain




Another story of hope...
Talking about pain




Parent Modules
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ISCUSSION
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Goals and Desired Outcomes

_~_

Teens Taking Charge:
Managing Arthritis
On-line

o Self-
management
strategies

e Information

e Social support

Dependency

PSOI

Uncertainty

Mediators Outcomes

Self-efficacy
Coping

Enabling
Skills

HROL

Disease specific knowledge
Treatment Adherence
Pain and stress




Conclusion

= The internet will likely assume a major role in the delivery of
self-management interventions for pediatric and adult
tients with chronic health problems

m Serve as template for other pediatric chronic diseases

= This Internet based program can be used to educate other
key stakeholders about childhood chronic ilinesses:

» health care professionals

» lay audiences such as teachers and peers

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