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g Up to 50% of children with Transition from caring pediatric During chlldhqod, parents pl,ay As the transition begins, this
O oediatric rheumatic disease care to self-reliant adult care a central role in adolescents role gradually changes. Parents
o - - - occurs during adolescence, a disease and care management, now take on a more advisory
b require medical care into . . . . .
O adulthood. challenging and vulnerable taking on considerable role instead of a leading role,
8 | phase of life.? responsibility.3 which can be challenging.#
Research Gap Research Aim
s > Despite recognition of parental support during transition, > To explore the experiences and needs of parents of AYAs
E parents .perjspectlve Is still under-researched, partlcularly for (ado|escents and young adu|’[s) with a rheumatic disease
o rheumatic diseases. during transition process from pediatric to adult medicine.
£ | > Adeeper understanding of parental challenges is pivotal to > To describe the practical implementation of the transition
provide valuable insights into their support needs during process in four different centers in Switzerland.
transition as well as possibilities to optimize transitional care.

* Methodology: Rapid ethnographic methods, including semi-structured interviews with parents (N=8), non-participant observations in
rheumatology (transition) consultations (N=11) and informal conversations with healthcare professionals (HCP) and families.

« Participants and Settings: Parents of AYAs, aged 16-24 years, in different phases of the transition process in two pediatric and two adult
rheumatology centers in Switzerland.

- Data Analysis: Braun and Clarke’s six phased reflexive thematic analysis.

"If you want to compare
it, the [adult setting] with
the [pediatric setting],
they are worlds apart.
[...], there you are just a
number. It is no longer
the personal touch that
you had before.”

Challenges in the transition process
— Between the familiar and the
unknown

Everyday challenges with chronically
Il AYAs — Between organization,
support, and overwhelming demands

“People with chronic illnesses
things down, | must should be better informed about
write everything down. their rights. We found this out by

Because | just have MEDICAL SYSTEM: chance. If [our son] hadn't
too much on my mind, FAMILY SYSTEM: C SYS ' discovered this, he wouldn't be

o Experiencing structural receiving support from the
breaks, seeking disability insurance today. This is a
y

really important point.”
: communication
letting go . et | Information gaps in the transition

process — Need for knowledge
and support

“| just must write

Accompanying,
supporting and

Challenges in the parent-child
relationship — Letting go of
AYAs and supporting

autonomy “I liked the transition

consultation. Both doctors
were there. You had both. The
one you knew well and the
other one you were getting to
know. You know both. You
knew they talked to each
other.”

“He just must go along with it
now, and we keep telling him
that, right? He still needs a
little time. His body is grown
up, but his mind is still a little
childish at times.”

Relationship with HCP —
Between trust, continuity,
and lack of availability
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Transition

Parents need support in dealing with their AYA's disease-related challenges and want
comprehensive information and active involvement in their care — throughout the entire
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transition process. HCPs are required to meet these needs through proactive,
structured communication and participatory collaboration.

Conclusion
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