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Summary at-a-glance:
Amyloidosis centers and programs 

can provide integrated 
multidisciplinary care to CA 

patients. Development of such 
centers requires consideration of 

certain factors and can benefit both 
patient care and the institutions
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Introduction
• Cardiac amyloidosis (CA) is a multisystem disease with most cases resulting from 

either light-chain (AL) amyloidosis or transthyretin amyloidosis (ATTR amyloidosis)

• Due to the variety of presenting symptoms, diagnosis is often difficult. Patients may 
initially be seen by clinicians of various specialties, ranging from cardiologists to 
neurologists and hematologists

• An amyloidosis center provides integrated and efficient care and can lead to 
improved patient outcomes and increased awareness of CA. Several regional 
amyloid programs have been developed so that patients can have better access to 
these facilities

• This review presented the considerations and steps required when initiating and 
developing an amyloidosis program, using learnings from the authors’ institutions 

Conclusions and implications
• As CA can affect multiple organ systems, programs that allow for collaboration 

between different healthcare disciplines is essential in facilitating early diagnosis and 
to effectively provide treatment, leading to improved patient outcomes

• Developing amyloidosis programs can increase disease awareness within a region 
and result in increased patient referrals to a specialist institution 

• Partnering with community and national organizations can provide patients with 
greater care; additionally, involvement in research and clinical trials can further the 
development of the program and lead to future improvements in therapy

AL amyloidosis, light-chain amyloidosis; ATTR amyloidosis, transthyretin amyloidosis; CA, cardiac amyloidosis.



Methodology 

Read more: 
pages 1–6 of published paper 

• A review was conducted of the considerations to be made and steps to be taken when setting up and 
growing a cardiac amyloidosis program. This included findings from recently initiated programs 
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Step 1: identify multidisciplinary stakeholders (I)
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• Cardiovascular imagers
• CA can be identified from typical 

echocardiography patterns (e.g. 
increased left ventricular wall thickness 
and apical-sparing global longitudinal 
strain)

• Electrophysiologists
• Frequently see patients with atrial 

fibrillation (AF); AF and rhythm 
disturbances are common in ATTR 
amyloidosis patients 

• Nuclear imagers
• May detect disease where there is 

reduced global myocardial blood flow 
reserve without a perfusion defect 

Hematologist
Essential in promptly diagnosing and treating 

AL amyloidosis 

• AL can present concomitantly with other 
cancers; referrals are frequently made for abnormal free 
light chains, immunofixations or protein electrophoresis

• Required to understand the full range of amyloid subtypes 
as often have patients referred with undifferentiated 
amyloidosis 

• Treatment decisions for use of autologous stem cell 
transplantation requires a systemic evaluation and 
collaboration with other subspecialists to identify organ 
involvement  

AL amyloidosis, light-chain amyloidosis; AF, atrial fibrillation; ATTR amyloidosis, transthyretin amyloidosis; CA, 
cardiac amyloidosis; LV left ventricular; TAVR, transcatheter aortic valve replacement.

Cardiologist 
Fundamental to a multidisciplinary CA program

as cardiac involvement is central in both AL and ATTR amyloidosis

• Interventional cardiologists
• Mildly elevated troponin is 

common in CA and may be 
misdiagnosed as a 
myocardial infarction

• Need to differentiate left 
ventricular (LV) hypertrophy from 
CA in patients undergoing 
transcatheter aortic valve 
replacement (TAVR)

• Heart failure specialists
• Suspicion of CA may arise from 

patients with heart failure with 
preserved ejection fraction 
or mildly reduced 
ejection fraction

The most common pathway to amyloid disease diagnosis, severity, and mortality is related to cardiac manifestations. However, not all patients 
with amyloidosis will have cardiac involvement. Remember that amyloidosis can present with an array of symptoms; as such, a patient’s 
journey can begin with internists, gastroenterologists, dermatologists, ophthalmologists, otolaryngologists, and even genitourinary specialists.
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Step 1: identify multidisciplinary stakeholders (II)

Read more: 
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• Peripheral and autonomic 
nervous system manifestations 
are common in both AL and   
ATTR amyloidosis

• Early peripheral involvement may 
present as carpal tunnel 
syndrome or lumbar stenosis

• Neurologists should be well 
acquainted with neuromuscular 
and autonomic disorders as 
autonomic symptoms may arise at 
any point of the disease course

• Symptomatic therapy is 
important; physiatry or 
physical/occupational therapy 
and pain management expertise 
is required to manage disability 
resulting from neuropathy

• Co-management with 
hematology and cardiology can 
aid the complex management of 
autonomic impairment 

Nephrologist  
• Involvement of the kidneys is common in 

systemic amyloidosis – this is more likely in 
AL amyloidosis compared with ATTR 
amyloidosis  

• ATTR amyloidosis patients frequently 
develop chronic kidney disease as a               
secondary condition

• Nephrologists are required to rule out other 
causes of proteinuria in patients who present 
primarily with nephrotic syndrome – once 
ruled out, a diagnosis of amyloidosis can 
be made 

Nursing care coordinators, advanced practice providers, and other ancillary staff are also 
essential to an amyloidosis center. They can provide streamlined care and act as a point of contact for 

patients between the other specialities. They can also add complementary care, e.g. occupational 
therapy for patients with CA at increased risk of frailty

Neurologist  

AL amyloidosis, light-chain amyloidosis; ATTR amyloidosis, transthyretin amyloidosis; CA, cardiac amyloidosis.

Nephrologist  
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Step 2: develop overarching program goals
Step 3: create institutional buy-in

Read more: 
pages 4–5 of published paper 

Step 2: develop overarching 
program goals

• Goals and strategies developed for a 
CA program should emphasize 
advancement of clinical care, 
research, and education and 
these should be specific to 
individual institutions 

Regular multidisciplinary meetings can 
aid discussion of complex care decisions 
and of areas of program development

• The authors have found holding such 
meetings before the start day to be 
most convenient in their centers

Step 3: create institutional buy-in

• Comprehensive care of CA requires multiple specialities, including 
multimodality imaging or biopsy for diagnosis, with pharmacy and infusion 
expertise in order to provide therapies

• The multisystem nature of the condition will result in a high frequency of 
internal referral for subspeciality consultation

• An amyloidosis program will involve complex care, such as disease-
targeted and advanced therapies that are important for patients but also 
have potential to increase revenue and cross-consultation in an institution 

• Amyloidosis centers can promote collaboration between regional 
providers and health systems through patient referrals 

• The authors’ programs have resulted in improved communication between 
themselves and ‘competitor’ practices through patient referrals

• Clinical trial availability can also increase referrals to a center

CA, cardiac amyloidosis.
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Step 4: emphasize program growth and development (I)

Read more: 
pages 5–7 of published paper 

Internal identification of patients
• Strategies to recognize 

underdiagnosed patients and use of 
early diagnostic algorithms can aid 
internal identification of CA patients. 
These can include:

• Use of a best practice advisory ”pop-up” 
in electronic medical records

• Machine learning algorithms 
• Screening of patients in high-risk groups, 

e.g. patients undergoing TAVR

Amyloidosis clinics
• Initially, separate cardiologist and 

hematologist clinics specifically for 
CA patients can be held and these can 
eventually develop into a joint clinic 
provided that patient volumes are 
sufficiently high

• Strategies for the management of 
inpatients with known or suspected CA 
and in patients undergoing stem cell 
transplantation should be developed

CA, cardiac amyloidosis; TAVR, transcatheter aortic valve replacement. 
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Step 4: emphasize program growth and development (II)
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Research and clinical trials

• Essential for development of the 
program and for future patient referrals

• Building an internal patient 
database will aid patient care, 
internal retrospective research and 
trial participation 

• Can raise awareness of CA by 
attracting medical trainees to work at 
the institute 

Community outreach

• Increases referrals through raising 
awareness of the program 

• Educational talks can increase 
interest and awareness of CA

National organizations

• Partnering with such organizations 
can expand the reach of the 
institution’s expertise to patients 
across the country

• Support group information and 
meetings can be provided to 
patients to help them during their 
disease course

• Hosting support meetings can 
increase referrals from newly 
diagnosed patients or patients who 
have relocated to the region

CA, cardiac amyloidosis. 
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Conclusions and implications
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CA, cardiac amyloidosis. 

Discussion points
• The multisystem nature of CA diseases requires 

multidisciplinary teams to most effectively manage patients

• Collaboration between healthcare professionals of different 
specialities can facilitate early diagnosis and improve 
patient outcomes

• Dedicated amyloidosis programs can therefore have a 
significant beneficial impact on CA patients within a 
region, and potentially nationally

• Goals and strategies for program development should be 
specific to each institution 

Implications
• The implementation of an amyloidosis program could lead to 

increased disease awareness 

• Potential for collaboration with other organizations to 
provide further benefit to patients and to the institution 

• Involvement in research furthers the field of amyloidosis
and can ultimately lead to improved patient care

Links to further useful papers/materials:
Nativi-Nicolau J, et al. Clin Med Insights Cardiol 2021;15:11795468211015230; Davis MK, et al. Can J Cardiol 2021;37(4):674–8.

https://pubmed.ncbi.nlm.nih.gov/34460048/
https://pubmed.ncbi.nlm.nih.gov/34104028/
https://pubmed.ncbi.nlm.nih.gov/33485855/


Glossary

• Amyloidosis center: a specialized center at a healthcare institution in which a multidisciplinary team of 
healthcare workers from a variety of specialties provide comprehensive care to CA patients   

CA, cardiac amyloidosis. 
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