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ot Background

= Few studies explored preferences of
adolescents with chronic conditions with respect
to provision of their care

= Adolescents have more encounters with the
health care system than peers and necessitate
a working partnership with physicians and
nurses

= Preferences for healthcare delivery are probably
related to general views about living with
chronic illness and dealing with treatment
regimes
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=4 Aim

* To identify profiles (discourses) of care-related
preferences of adolescents with various chronic
conditions

= To determine the prevalence of these profiles
within the larger population

= To compare adolescents self-assessment scores
with parents proxy-scores
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== Using Q-methodology

= Combines qualitative and quantitative research
methods

= Suited for investigation of subjective issues

= Participants (P-set) sort cards with statements
(Q-set) on a continuum of preferences

= Individual rankings (Q-sorts) are correlated

= By-person factor analysis (Stephenson 1935)

= Outcome: construction of categories of shared
viewpoints = profiles

= Small sample method

= Provides no information on prevalence profiles

g_:._, P-set (respondents)

Purposive sample of 31 adolescents
with various congenital and acquired
disorders from the total population of
Erasmus MC—Sophia (12-19 years)
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= communication

« information provision
- self-efficacy /
independence ]
« therapeutic regimes
« disease perception

* contact with peers (fellow
patients)
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Conclusions so far

“As long as | just
follow doctor's
orders, | don't have
to worry”

“If my parents know
what to do, it's OK"

= Q-methodology works well with adolescents
« Connection with their world and language

= Q-set is useful as topic list / interview guide for
semi-structured interviews

Conscious & Compliant Backseat Patient

| take my own
decisions, | will not
have my illness
limit me”

“Just imagine that
things will go
wrong later”

Opinionated & Autonomous  Worried & Insecure
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Survey: ‘Fit’ to profiles

If I just do what the doctors say, I don't have to
worry about my disease or health. After all, my
disease permits living a normal life. I think I am
pretty independent now and would like to be
Treated like an adlult. That is why I want the
doctors to talk to me and not to my parents. o gogaf
Health professionals should point out my own
responsibility to me, for I don't want to regret it
or be confronted with my disease later, for not
following the rules now. I know enough about my
disease, but I would like to know the
consequences of a treatment for my daily life. .
Also, I don't need any support from the hospital in
caping with my disease, I will fake care of that
myself, or my parents will help me.
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Prevalence: ‘Fit’ to profiles
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Associations with
adolescents’ characteristics

Comcious &
Compliaen

Differences between
adolescents and parents

Conaciou & Compliant Buackseat Patient

Worsied B Insecure Opinicna

Adolescents at risk

= NOT: Conscious & Compliant -> ideal
patient

= Backseat patient -> 16+

= Opinionated & Autonomous -> non-
adherence / behaviour

= Worried & insecure -> difficult to
identify / at risk for depression and
social isolation

Remarks & conclusions

= Fitting a profile is associated with several
sample characteristics

= Scores on characteristics are congruent with

profile descriptions

Correlations between profiles can be explained
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= Care-preference profiles discriminate fairly well

= Risk groups for self-management failure can be
identified

= Profiles are being recognized by health care staff

= Use in daily practice under investigation in follow-
up studies

= Q-methodology is a useful method to
investigate preferences

= Ask adolescents’ opinions!




=== More information

= Www.opeigenbenen.nu
= www.transitiesinzorg.nl
= www.gmethodology.net
* s.jedeloo@hro.nl

thank you!

Qer(

@%ﬁfﬁ%ﬁﬁwmﬁ

//l




