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Introduction

Everyone living with a rare disease makes up a total
of over 300 million people worldwide.

We share experiences from Pakistan of medical
students spearheading one such effort as
stakeholders in the care for rare.

We also discuss the importance of teaching health
advocacy as part of the medical education
framework, helping nurture empathy in medical
students.

Teaching health advocacy
as part of the medical
education framework

Medical students who
engage in health
advocacy develop a
skillset including
empathy

Empathetic medical
students form a strong
association with their

patients and feel
empowered to raise their
voices for them

Because
patient-centered care
relies on empathy,
patient satisfaction
scores improve

How we advocated for rare
diseases at AKUH

Social Media Visibility — infographics viewed by over 800

young adults and medical students

4 individuals with rare diseases invited to share their

experiences in a panel-discussion-like-format to an
audience of 26 medical students

What did we learn from the
conversations?

* Rare disease diagnostic journeys are exhausting

* Challenges included the psychological impact of receiving a
diagnosis and the pain of dealing with something no one
around them was dealing with

* Inequity in available opportunities becoming more apparent
as they age, and the support that rare-disease community
groups offered

* Medical students have a great role to play as health care
providers of the future by helping individuals feel included,
seen, understood and accepted

Future Implications

* Since individual institutions in Islamabad, Peshawar and
Karachi [20,21,22] are already observing this day and engaging
in awareness programs and workshops independently, the
possibility for multi-center collaborations exists.

* Studies demonstrate a need to increase awareness about rare
diseases amongst medical students [23,24] This gap can be
filled through regular events, or by incorporating this in the
medical curriculum itself.
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Key Messages

‘It is imperative that all of us have the capacity to be
able to see them in the same light that those with rare
diseases see themselves’

* Having a rare disease and living in a developing country
like Pakistan predisposes those with rare diseases to
many challenges.

* Individuals with rare diseases are experts in their
diseases [18] and there is much that we can learn from
them to tailor the care we provide according to their
needs

* Evidence based advocacy by these future physicians will
mean that they understand the dynamics of policy
making and are able to successfully maneuver their way
to a favorable position for their patients and the

community
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