Navigating the transition to adult healthcare for rare diseases

A project designed and piloted by Rare Diseases Sweden together with and for our young members

Problem: Adolescents face large challenges
when growing up. Having a rare disease or other
chronic diagnosis further demands organization of
one’s extensive and fragmented healthcare from
one day to the next. Extensive implementation of
person centered healthcare could considerably
improve the situation for those adolescents and
their relatives.

https://www.sallsyntadiagnoser.se/in-english/

Rare Diseases Sweden has, together with our K

members and a service design team, developed
and tested a new job profile, a coordinator. The aim
was to instill trust and support adolescents in their
transition between healthcare systems and towards
independence. Another intention was to help
adolescents in their everyday life and in developing
an understanding of their diagnosis.

SYLLSYNTA
DIAGNOSER

RARE DISEASES SWEDEN

Remedy: Person centered coordination in a fragmented healthcare system

Dental specialist
Why: Preventive check
What: Control

Who: Anna Svensson. dentist
How often: 4 times/year

A coordinator met our adolescents
during 4 months around the age of 18, without
parents. During 5 personal meetings, a trustful
relationship was built and relevant questions
individual

Cardiologist

Why: Check for cardiac arrhythmia Teeth
What: Ultrasound, ECG Heart

Who: Anna Hansson. MD

How often: 4 times/year

Behavioral therapist
Why: Collaborative support,

regarding everyday life, the Endocrinologist - - Cognition el
] ) Why: Check hormones, D- 65| Who: Hanna S
diagnosis and the healthcare system were Sl Q e o
. . . Who: Johan Johansson, MD Thyroid
discussed, leading to increased Howofton-4 times/year Y S
independence. s ot SEEh I
a rare disease hy. pment,
swallowing, speech development
Speech What Visual tools and how to use them
Nephrologst ‘Who: Hanna Hansson %
N Why: Blood flow, Ca in kidneys, Howoften:5- 10 times/year
M urine and blood-CA
‘What Ultrasound. blood pressure
Who: Anna Andersson, MD Kidneys

Howoften: - i
Motor Physmtheraplst
Why: Development of motor skills
What: Physiotherapist
Who: Anders Andersson

Howoften: 4 times/year

The care map was the most important tool for coordination of
healthcare transition. A clear visualization of all individual care contacts
advanced each adolescent’s understanding of its own position in the
fragmented and specialized Swedish healthcare system.

Result: Successful person centered healthcare transitions
Adolescents

+ Eight of ten adolescents participated regularly
» Got increased knowledge about diagnosis and care contacts
» Got to talk about important individual everyday life questions

Relatives report

» That adolescents showed increased independence
» Reduced worries about the adolescent’s healthcare situation
* Increased feeling of trust and security for healthcare transition

"Yes, | think my coordinator
meetings help me to better manage
myself in the future.”

"My coordinator meetings were the
first appointments | took on my own."

”| became more independent. | was
nervous at first but now | know that |
can take my appointments alone.”

Rare Diseases Sweden is an association for individuals with a rare disease,
gathering about 14500 members from 60 member associations. As an interest organization
we strive for public attention for rare diseases, we influence politicians and policymakers,
nursing staff and societal influencers and we drive own work on improvement.

Contact

Project manager
Malin.Grande@
sallsyntadiagnoser.se




