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Areas of unmet holistic need

BEYOND MEDICAL SUPPORT

Patients with ATTR-CM and their carers often lack
consistent access to support networks, tailored education,
and practical resources. Opportunities to connect with
peer groups, receive information suited to changing
needs, or engage with local services are not always clearly
signposted. This can leave individuals feeling isolated and
under-supported in managing both the condition and its
wider life impacts.

ACCESS TO TREATMENT

Access to treatment for ATTR-CM remains
uneven, and limited availability of diagnostic
tools and specialists often results in delays.
High costs, complex reimbursement systems,
and varying national policies create significant
barriers for patients. These challenges
contribute to disparities in care and

can negatively impact health

outcomes, particularly when

treatment is not initiated early.

ORGANISATION OF CARE
AND DISEASE MONITORING

Care for people affected by ATTR-CM is often
fragmented and lacks consistent coordination

MAINTENANCE OF
MENTAL HEALTH

Patients with ATTR-CM require care that
encompasses a wide range of physical,
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across specialties. Monltorlng. p.ractlces vary, profe55|0nals, emotional, and social needs. These

and regular assessments of clinical status, . complexities also affect those who
cardiac function, and quality of life are not patlents, and support them, such as family members
uniformly implemented. Patients may face RN oo sistent input from mental
logistical challenges in accessing timely advocates from ' p

health practitioners can result in missed
opportunities to address underlying
factors that influence patient well-being.

evaluations, and multidisciplinary input is not
always integrated into routine care. This can
lead to gaps in disease tracking and hinder
optimal management.

seven countries

PATIENT-HEALTHCARE
PROFESSIONAL
COMMUNICATION AND SHARED
DECISION-MAKING

Patients with ATTR-CM may struggle to
articulate their personal goals and treatment
priorities during clinical interactions, often
due to concerns about burdening healthcare
professionals or appearing overly dependent.
This can limit the depth of shared decision-
making and obscure contextual factors that
influence care. Additionally, external
challenges - such as fragmented access to
community support — can go unnoticed.

PEOPLE WITH HEREDITARY
AND WILD-TYPE ATTR-CM HAVE
DIFFERING HOLISTIC NEEDS

The needs of people with different types of ATTR
(hereditary or wild-type) are likely to vary due to their
differing ages and clinical profiles, as patients with
hereditary ATTR may have more neurological and
systemic disease. Patients face a complex interplay of
clinical, psychological, and socioeconomic challenges
that can hinder their ability to manage their condition
effectively.

Beyond the direct cardiac implications of their
condition, individuals may experience unmet
nutritional and emotional needs, limited access to
rehabilitation services, and external barriers such

as financial hardship, food insecurity, poor hygiene
conditions, and transport limitations. These factors can
significantly impact treatment adherence and overall.
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