
PERSONAL VIEW

Patients organise and train doctors to provide better
care
Two patients explain the work they do to reduce their disease burden

Sara Riggare patient and doctoral student, Health Informatics Centre, Department for Learning,
Informatics, Management, and Ethics, Karolinska Institutet, S-171 77 Stockholm, Sweden, Kenton
T Unruh research scientist, Department of Medicine, University of Washington, Seattle, WA 98104,
USA

Patients with complex chronic conditions face not only the
biological burden of the disease itself but also the burden of
treatment, which might be defined as “work that patients do to
care for their health, problem focused strategies to facilitate self
care, and factors that exacerbate the felt burden.”1

The burden of treatment is exacerbated because patients must
align with institutional work processes that have been designed
around institutional operations and clinicians’ needs. Sometimes
patients have to reorganise and retrain clinicians to receive the
high quality healthcare that is in our best interests.2

We both have Parkinson’s disease and experience a complex
array of motor and non-motor symptoms. Here is a glimpse at
the invisible work that, in our experience, leads to better care.

Assemble the best team
Many complex medical conditions are best managed in
interdisciplinary teams, leading to better outcomes.3 4

Unfortunately, not all healthcare systems offer team based care
of Parkinson’s disease—so many patients don’t get the best
care. Even if some team based care is available, the individuality
of the disease makes it unlikely that a hospital will have the
precise constellation of knowledge required.
Our first step was to identify the clinical experts we required,
including neurologists, movement disorder specialists, physical
therapists, speech therapists, exercise physiologists, and primary
care providers. By assembling the right interdisciplinary team
we have been able to stabilise and improve our functioning,
including the speech necessary for public speaking that our work
requires; mobility, so that we can play with our children; and
stamina for work and family obligations.

Manage information efficiently
Time with clinicians is limited, so we prioritise collecting,
organising, and communicating information about our evolving
health status. Kenton T Unruh generates a single page, colour
coded summary of current drugs, clinical status (including
changes since the last visit), and questions. Sometimes we
present “data snapshots” and summaries of trending data, both
subjective and objective, on our evolving health.
Sara Riggare has created a functional prototype of a smartphone
app for collecting data on drug intake and wellbeing to provide
data for shared decision making during the visit with the
neurologist. Patients would use it for about a week before the
visit.
Central to both approaches is the idea of communicating targeted
information in a simple format. It has also to be communicated
efficiently. For example, encouraging clinicians to preview
information before the consultation will lead to more productive
discussions; however, previewing data from patients is not
usually part of a clinician’s institution centred work flow.
Clinicians often have to be retrained to do this.

Evidence or opinion?
We ask our clinicians whether the information they give us is
from scientific sources or general clinical practice.5 We value
both, but this understanding improves decision making.6 For
example, such information helps patients to choose appropriate
drugs and when to start levodopa, given his or her life stage,
work responsibilities, and family obligations. With practice,
our clinicians have improved this communication.
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Coordination between visits
Few hospitals or healthcare systems have all of the staff
necessary for all patients’ specific needs. For example, although
one of our institutions has physical therapists available, it does
not have physical therapists with certified vestibular expertise,
so a physical therapist was incorporated from another institution.
When work among different institutions is necessary, we, the
patients, take on the role of information carriers between the
clinicians involved in our care.
For providers who share access to online records, we
strategically email health status updates so that providers
viewing that record are up to date. For our providers who don’t
have access to a shared online system, we establish new work
flows with the nurses to fax our records back and forth between
our clinicians to ensure that everyone’s notes are up to date.
Our approach enables us to manage our health, optimise the
outcome of our healthcare interactions, and construct integrated
care in a fragmented care system. Quality healthcare doesn’t
just happen—it takes work, adding to the overall disease burden.
Our hope is that patients, clinicians, and healthcare organisations
can together innovate to reduce the total burden of disease.
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Appendix 

1 The document for The document for data and information developed by KUdeveloped by KU 

 



 

2 Screenshots of the app developed by SR 

 



 



 

 

 

 


