DISCUSSION

Participants reported variable experiences of disease onset and progression,
diagnostic processes and timelines, and experiences post-diagnosis. However,
some experiences (fig. 3) related to unmet needs were common across the
patient journey (fig. 2). It was determined that ATTR has a significant negative
impact on participants’ quality of life (fig. 4). Participants suggested that advocacy
organizations, industry, and healthcare teams collaborate to develop resources
such as psychotherapeutic support groups, accessible educational materials,
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Transthyretin (TTR) amyloidosis (ATTR) is a progressive, debilitating
form of amyloidosis caused by the aggregation and deposition of
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dysfunction. Evidence suggests that ATTR is markedly underdiagnosed.
In addition, the needs of this patient population have not yet been
thoroughly studied.

‘Insurance gets to decide
whether my life is worth
treatment.”

GAIN A SENSE It was tiring to repeatedly tell my story.

OF CONTROL

LOSE ASENSE OF __|

CONTROL | was not aware that the first signs of ATTR were actually

symptoms of a problem. | thought | was just getting older.

It would have been helpful to talk with others going through the

‘Il focus on leaving a legacy for my
challenge of getting my diagnosis.

children so they feel like they
knew their mom.”

THRIVING
WITH ATTR

NEW NORMAL
Acceptance and action

‘Life is different, but it’s great.”

“If you can measure it, you can manage it.
A pic is worth 1000 worries.”

“Die doing something. Don’t just | did not know the right types of doctors to see about my symptoms.

die in bed with your socks on.”

| felt relieved when | was finally diagnosed.

Being given the wrong diagnosis was frustrating to me.

METHODS

To understand the unmet needs of ATTR patients, a series of four
virtual focus groups were conducted with individuals (n=11; 1 female,
10 male) with ATTR (7 ATTRv; 4 ATTRwt) who were geographically
dispersed across the U.S. and represented a range of

demographic profiles, pathways to diagnosis, and access to care and
treatment. The focus groups were conducted using methods commonly
employed in process-oriented psychotherapeutic support groups.

Figure 2. ATTR Patient Experience Map validated by focus group participants
including direct quotes from ATTR patients.
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people; social, community, and civic activities; and recreation (fig. 2).
Relevant experiences along the patient journey are summarized in fig. 1.
Focus group participants also provided recommendations regarding
opportunities to address these unmet needs with targeted, collaborative
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The findings from focus groups among patients with ATTR indicate that
additional research on the effects of this rare, chronic disease on mental
health and the effectiveness of prescribed treatments and interventions is
necessary.
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