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Amyloidosis is a rare disease in which Amyloid protein accumulation leads to severe,
systemic diseases affecting vital organs like the heart, kidneys, liver, and brain. The
disease “Amyloidosis” has been discussed 451 times in the official United States
Government Records (GovInfo.com) dating back to 1916. Baumgartner and Jones’ (1993)
Punctuated Equilibrium Theory (PET) helps explain policy change as a pattern of long
stability interrupted by brief periods of significant shifts. Applying PET reveals four such
punctuations in U.S. policymaking history. The most recent punctuation coincides with
the first-ever introduction of two amyloidosis bills to Congress. The objective of the
paper is to highlight the growth of amyloidosis and amyloid related diseases policy in the
United States federal government. The narrative review incorporated all the United States
Government Records that mentioned amyloidosis from GovIinfo.com. There were four
significant shifts in amyloidosis policy in the United States followed by a current state of

stasis due to the restructuring of the NIH.

INTRODUCTION

Amyloid protein accumulation leads to severe, systemic
diseases affecting vital organs like the nervous system,
heart, kidneys, liver, and brain. Current treatment options
are severely limited for amyloid related diseases. The com-
plex, multi-organ nature of amyloidosis makes determining
the fundamental mechanisms behind amyloid fibril forma-
tion, a key characteristic of the disease, exceptionally dif-
ficult.! The disease “Amyloidosis” has been discussed 451
times in the official United States Government Records
(GovInfo.com) dating back to 1916.2 There were 451 cases
that included “Amyloidosis” - 1) Code of Federal Regu-
lations (5), 2) Congressional Bills (13), 3) Congressional
Committee Prints (5), 4) Congressional Documents (4), 5)
Congressional Hearings (38), 6) Congressional Record (42),
7) Congressional Record (Bound Edition) (40), 8) Congres-
sional Reports (27), 9) Congressional Serial Set (5), 10) Fed-
eral Register (93), 11) History of Bills (2), 12) Journal of the
Senate (3), 13) Other Publications (140), and United States
Courts Opinions (55).2

By using The Punctuated Equilibrium Theory (PET) de-
veloped by Baumgartner & Jones (1993), we can explain
policy change which includes stability for a long period
of time, followed by a short, punctuated, shift in policy.3
The policy is usually triggered by either a major external
event, a shift in the political environment, or public opin-
ion. Punctuated Equilibrium Theory (PET) focuses on the
mechanisms that lead to a policy change. Rather than grid-
lock and stability, Baumgartner & Jones stated that “we
saw policy change as oftentimes disjoint, episodic, and not

always predictable”.# By building off the foundation of
Bounded Rationality, Sabatier (2007) stated that “political
systems, like humans, cannot simultaneously consider all
the issues that face them, so policy subsystems can be
viewed as mechanisms that allow the political system to
engage in parallel processing”.6 Sudden changes punctuate
the balance of political power which is a balance between
periods of stability and incrementalism. The framework can
explain both stable years as well as dramatic changes.

According to Baumgartner and Jones (1991), policy
venues, which is defined as “where images are in flux, one
may also expect changes in institutional jurisdictions” can
be used for strategy by public health actors. According to
public health actors use the same strategies.” According to
the National Collaborating Centre for Health Public Policy
in Quebec, Canada, the “strategy consists of trying to act
upon policy venues, either by limiting access to them or by
gaining support for one’s position in new policy venues”.8
In Israeli Health Policy, Feder-Bubis & Chinitz (2010)
stated that the trajectory of change can be perceived in
different ways by different policy actors, stakeholders, and
elites. PET and specifically policy venues have been utilized
by different policy actors, stakeholders, and elites in amy-
loidosis and amyloid related diseases.”

Throughout the 109 years in the United States Govern-
ment that amyloidosis has been discussed or studied, there
have been four dramatic changes in amyloidosis public pol-
icy. The first punctuations in amyloidosis policy occurred as
the cigarette labeling and advertising congressional hear-
ings were relevant in 1964 and 1965. The next punctuation
occurred in 1978 with the establishment of the National
Toxicology Program (NTP). The Department of Health, Ed-
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ucation, and Welfare established the NTP and published
its 100th technical report. Third, the Public Health Im-
provement Act of 2000 significantly boosted the NIH. This,
coupled with basic research, public health awareness, clin-
ical trial funding, and a growing understanding of amyloi-
dosis’ impact, expanded federal government involvement.
Since 2000, 318 of the 451 total federal government cases
were published. Finally, in 2020, the first two bills were
presented to Congress involving amyloidosis, H.R.8652 -
Dialysis-Related Amyloidosis Treatment Act of 2020 and
Congressional bills H.R.8999 - Dialysis-Related Amyloido-
sis Treatment Act of 2024.2

AMYLOIDOSIS PUNCTUATIONS AND STASIS

FIRST PUNCTUATION — 1964 AND 1965 CIGARETTE
LABELING AND ADVERTISING CONGRESSIONAL
HEARINGS

A punctuation occurred as the cigarette labeling and ad-
vertising congressional hearings were relevant in 1964 and
1965. In PET, policy change from a crisis can occur such as
the “1964 cigarette crisis” which refers to the landmark re-
port, “Smoking and Health: Report of the Advisory Com-
mittee to the Surgeon General,” that linked lung cancer and
other health problems to cigarette smoke.0 This led to a
decline in smoking rates. For the first time in a congres-
sional hearing, amyloidosis was referenced. The “House
Hearing: Cigarette labeling and advertising: hearings be-
fore the Committee on Interstate and Foreign Commerce,
House of Representatives, Eighty-eighth Congress, second
session, on bills regulating the labeling and advertising of
cigarettes and relating to health problems associated with
smoking” called Dr. Milton B. Rosenblatt, Chest Physician,
Chief, Medical Clinics, Metropolitan Hospital, New York to
testify. In the hearing, Dr, Rosenblatt referenced his study
on the “Clinical considerations and treatment of amyloi-
dosis” in the U.S. Armed Forces Medical Journal (1951) as
well as the “Amyloidosis and Amyloid Nephrosis” in the
American Journal of Medical Sciences (1933).11.12 The two
hearings led to the Federal Cigarette Labeling and Adver-
tising Act of 1965. Jones and Baumgartner realized that
“policymaking both makes leaps and undergoes periods of
near stasis as issues emerge on and recede from the pub-
lic agenda”® In the case of amyloidosis, the subsystem was
originally dominated by a single interest — Cigarette smok-
ing and Cancer research, which is known as a policy mo-
nopoly. A successful policy monopoly occurs when a sin-
gle image is widely accepted. According to Sabatier, “Policy
monopolies are not invulnerable forever. A long-term view
of U.S. policymaking reveals that policy monopolies can be
constructed, and that they can collapse”.6 In the first punc-
tuation, the cigarette smoking policy monopoly collapsed
in 1965 after the Federal Cigarette Labeling and Advertising
Act of 1965 was passed. For the first time, cigarette adver-
tising was required to display health warnings.!3

SECOND PUNCTUATION — ESTABLISHMENT OF THE
NATIONAL TOXICOLOGY PROGRAM (NTP) IN 1978

From 1966 to 1977, there was a stasis period in amyloidosis
research in the federal government. The next punctuation
occurred in 1978 with the establishment of the National
Toxicology Program (NTP). Congress and the public were
concerned about the health effects of chemical agents in
the environment. The Department of Health, Education,
and Welfare established the NTP and published its 100th
technical report. For example, in 1978, The National In-
stitute of Health issued 48 Executive Agency Publications
on “Chloropicrin (CAS 76-06-2) has been tested for cancer-
causing activity with rats and mice in the Carcinogenesis
Testing Program, Division of Cancer Cause and Prevention,
National Cancer Institute.”l4 For example, the “Summary
of the Incidence of Non-Neoplastic Lesions in Female Mice
Treated with Chloropicrin” study in the NCI Carcinogenesis
Technical Report Series included amyloidosis in the 1)
Spleen, 2) Digestive System, and 3) Kidney. The test in-
cluded 1) Control (UNTR) 02-f041, Control (VEH) 02-F031,
Low Dose 02-F044, and High Dose 02-F045.14

The NCI research on amyloidosis in animal models such
as mice led to several studies on human patients. Kyle et.
al. (1997) investigated different treatments for amyloidosis
in a randomized, placebo-controlled, double-blind study of
55 patients. This included colchicine, melphalan, and pred-
nisone.!5 In addition, Yi et. al. (1991) study using trans-
genic mice carrying human mutant transthyretin genes was
underway to understand the mechanisms of amyloid depo-
sition in familial amyloidotic polyneuropathy (FAP).16

THIRD PUNCTUATION — PUBLIC HEALTH IMPROVEMENT
ACT OF 2000 — ADVANCEMENT OF THE NATIONAL
INSTITUTE OF HEALTH

According to Gov Info, from 1979 to 1999, 43 cases included
amyloidosis, which would be the next phase of stasis (Gov
Info). Then, in 2000, the Public Health Improvement Act
of 2000 was passed which focused on improving NIH op-
erations including public health infrastructure such as fo-
cusing on infectious disease surveillance, bioterrorism pre-
paredness, and strengthening public health capacities.
While the bill did not specifically mention amyloidosis, it
helped provide grants from the NIH to organizations that
focused on cancer research, Alzheimer’s, neurosciences,
and kidney diseases. The NIH also received additional fund-
ing through the Children’s Health Act. The NIH received the
largest change in budget year-to-year from 1999 to 2003
since 1996 (1999 - 15.6%, 2000 — 17.8%, 2001 — 20.4%, 2002
- 23.3%, and 2003 — 27.2%).17

The combination of basic research, public health aware-
ness, funding for clinical trials, and a growing understand-
ing of amyloidosis’ impact all contributed to the expansion
of the federal government’s involvement. According to Gov-
Info, since 2000, 318 of the 451 total federal government
cases that mentioned amyloidosis were published. For the
past 25 years, amyloidosis research in the federal govern-
ment has been in a constant state of punctuation and grad-
ualism. To put this in retrospect, Alzheimer’s Disease had
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an overall 20,295 cases published on GovInfo. Amyloidosis
and amyloid related diseases are mentioned approximately
2% of the rate that Alzheimer’s is mentioned. In addition,
according to Ballreich et. al. (2021), Alzheimer and demen-
tia funding increased the most of any diseases from 2008 to
2019, with approximately $1.8 billion.18

In addition, 36 of the cases include major advances in
immunoglobulin light chain (AL) amyloidosis. According to
Muchtar et. al. (2017), they had 1,551 newly diagnosed pa-
tients at Mayo Clinic, Rochester, Minnesota from 2000 to
2014 with a newly diagnosed AL amyloidosis. They stated
that “The introduction of serum free light chain (sFLC) as-
says early in the millennium enabled the detection and
quantification of the amyloidogenic light chain in the
serum, which may be at a level below the detection sen-
sitivity of serum protein electrophoresis and immunofix-
ation”.1? For the past 40 years, the mortality rate for six
months was approximately 40% at Mayo Clinic. However,
they witnessed the six-month mortality rate decrease from
37% to 24% due to the availability of earlier diagnosis re-
search and the increase in effective treatments available.
The treatment options included the introduction of MDex
and bortezomib-based regimens as the first line of therapy
rather than melphalan and prednisone.!® Their study was
funded by an NIH NCA grant. The NIH Specialized Center
for Research and Development grant focused on including
bortezomib-based regimens in not only patients with amy-
loidosis but also myeloma and POEMS (Polyneuropathy,
Organomegaly, Endocrinopathies, Mono-clonal protein,
Skin changes).19-21

The advancements in treatment and diagnosis for AL
amyloidosis also contributed to a six-month mortality de-
crease from 23% to 13% from 2010 to 2019 at the Boston
University Amyloidosis Center.22 They stated that during
this timeframe, “Beyond treatments, standardized risk-
stratification and treatment response assessment, owing to
the advent of the serum-free light-chain assay and organ
dysfunction biomarkers in the 2000s, contributed to a
much-improved outlook for this rare disease”.22 Also, long-
term survival has increased, where now 1 in 5 patients have
longevity of 10 years.22

The trend in amyloidosis research was not only present
in the United States government but also in England. In
1999, the National Amyloidosis Centre (NAC) was commis-
sioned by the National Health Service. Pinney et. al. (2013)
found that between 2000 and 2008 there was a rise in pa-
tients death certificates that were diagnosed with amyloi-
dosis based on data from the NAC as well as the Office of
National Statistics (ONS).23 They stated that “This appar-
ent rise may reflect an actual increase in disease incidence
but could equally well be attributed to better awareness of
the disease itself and/or existence of a national referral cen-
ter as well as improved diagnostic techniques”.23

The NIH also funded a study that found geographic dis-
parities in reported U.S. amyloidosis mortality rates. From
1979 to 2015, The mortality rate for cardiac amyloidosis
was higher in states with a greater proportion of black men,
nearly doubling white men (12.36 per 1,000,000 vs. 6.20
per 1,000,000). Also, the overall male mortality rate was

higher than that of female. Alexander et. al. (2018) stated
that “The increased reported mortality over time and in
proximity to amyloidosis centers more likely reflects an
overall increase in disease diagnosis rather than increased
lethality.”24 Amyloidosis is continuously being classified as
a cause of heart failure, even if it is classified as a rare
disease.25 This NIH grant as well as others benefited from
President Clinton’s 1998 National Center on Minority
Health and Health Disparities which provided a larger bud-
get to pursue the disproportionate rates of diseases in mi-
norities.26-28

FOURTH PUNCTUATION — H.R.8652 - DIALYSIS-
RELATED AMYLOIDOSIS TREATMENT ACT OF 2020 AND
CONGRESSIONAL BILLS H.R.8999 - DIALYSIS-RELATED
AMYLOIDOSIS TREATMENT ACT OF 2024

On July 11th 2024, the second congressional bill that
specifically mentioned amyloidosis was introduced titled
the H.R.8999 - Dialysis-Related Amyloidosis Treatment Act
of 2024.29 The first bill was introduced on October 2314,
2020.30 The bill aims to improve access to treatment for pa-
tients who suffer from amyloidosis (dialysis-related). The
bill ensures that patients with dialysis-related amyloidosis
will receive coverage and payment under Medicare. This
includes all FDA-approved treatments for dialysis-related
amyloidosis. The bill would amend Title XVIII of the Social
Security Act. As of December 17th, 2024, the bill was re-
ferred to the Subcommittee on Health.30

Another component of PET includes the venue change.®
Amyloidosis was a highly technical topic in which only
physicians would be the technical individuals that would
present their findings as we witnessed with the 1964 and
1965 Cigarette Labeling and Advertising Congressional
Hearings. However, as amyloidosis has expanded, all levels
of government have become involved, including the 13 cat-
egories from GovInfo and specifically in this case brought
to the House of Representatives floor by congressional rep-
resentatives. The 13 categories included 1) Code of Federal
Regulations (5), 2) Congressional Bills (13), 3) Congres-
sional Committee Prints (5), 4) Congressional Documents
(4), 5) Congressional Hearings (38), 6) Congressional
Record (42), 7) Congressional Record (Bound Edition) (40),
8) Congressional Reports (27), 9) Congressional Serial Set
(5), 10) Federal Register (93), 11) History of Bills (2), 12)
Journal of the Senate (3), 13) Other Publications (140), and
United States Courts Opinions (55).2

CONCLUSION AND FUTURE DIRECTION

All four periods of stasis and punctuations met Baumgart-
ner and Jones’s (1993) Punctuated Equilibria in U.S. Policy
Making. First, policymaking makes leaps and undergoes pe-
riods of stasis based on issues emerging and receding from
the public agenda.3! Second, American political institu-
tions exacerbate the punctuated equilibria for amyloido-
sis including the Legislative Branch (Five bills mentioned),
Executive Branch (National Health Institute and National
Cancer Institute), and Judicial Branch (55 United States
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Supreme Court Opinions). Finally, policy images played a
crucial role in expanding issues such as Cancer from Cig-
arettes in 1964, Chemicals from the Environment in 1978,
strengthening public health infrastructure at the federal,
state, and local levels and bioterrorism preparedness in
2000. All these policy images as well as venue change
helped bring amyloidosis research to the forefront in the
current punctuations which brought H.R.8652 - Dialysis-
Related Amyloidosis Treatment Act of 2020 and Congres-

sional bills H.R.8999 - Dialysis-Related Amyloidosis Treat-
ment Act of 2024 to the congressional floor. We are moving
toward a stage of stasis due to a lack of movement of the
bill H.R. 8999 on the congressional floor since the new ad-
ministration started in January as well as the restructuring
of the NIH staff and funding.32

Submitted: April 01, 2025 EDT. Accepted: April 18, 2025 EDT.
Published: April 18, 2025 EDT.

This is an open-access article distributed under the terms of the Creative Commons Attribution 4.0 International License
(CCBY-4.0). View this license’s legal deed at http://creativecommons.org/licenses/by/4.0 and legal code at http://creativecom-

mons.org/licenses/by/4.0/legalcode for more information.

Academic Medicine & Surgery 4



A Punctuated Equilibrium Analysis of Amyloidosis (and Amyloid Related Diseases) in U.S. Policy Making

REFERENCES

1. FAU Hosts Inaugural Amyloid Related Diseases
Summit. 2024. https://www.fau.edu/newsdesk/

articles/inaugural-amyloid-diseases-summit.php

2. GovInfo. 2025. https://www.govinfo.gov/app
search/
%7B%22query%22%3A%22amyloidosis%22%2C%220
ffset%22%3A0%2C%22facets%22%3A%7B%7D%2C%
22filterOrder%22%3A%5B%5D%7D

3. Baumgartner F, Jones B. Agendas and Instability in
American Politics. The University of Chicago Press;
1993.

4. Jones BD, Baumgartner FR. From There to Here:
Punctuated Equilibrium to the General Punctuation
Thesis to a Theory of Government Information
Processing. Policy Studies Journal. 2012;40(1):1-20.
doi:10.1111/j.1541-0072.2011.00431.x

5. Simon HA. A Behavioral Model of Rational Choice.
Quarterly Journal of Economics. 1955;69(1):99-118.
doi:10.2307/1884852

6. Sabatier PA. Theories of the Policy Process.
Westview Press; 2007.

7. Baumgartner FR, Jones BD. Agenda Dynamics and
Policy Subsystems. The Journal of Politics.
1991;53:1044-1074. doi:10.2307/2131866

8. An Introduction to Punctuated Equilibrium: A
Model for Understanding Stability and Dramatic
Change in Public Policies. 2018. https://
www.ncchpp.ca/docs

2018 ProcessPP_Intro_PunctuatedEquilibrium_EN.pdf

9. Feder-Bubis P, Chinitz D. Punctuated equilibrium
and path dependency in coexistence: the Israeli
health system and theories of change. ] Health Polit
Policy Law. 2010;35(4):595-614. doi:10.1215/
03616878-2010-018. PMID:21057099

10. Smoking and Health: Report of the Advisory
Committee to the Surgeon General of the Public Health
Service.; 1964. https://www.govinfo.gov/app/details
GPO-SMOKINGANDHEALTH

11. Rosenblatt MB. Clinical considerations and
treatment of amyloidosis. U S Armed Forces Med ].
1951;2(5):739-746. PMID:1483%6065

12. Rosenblatt MB. Amyloidosis and amyloid
nephrosis. Am | M Sc. 1933;186:558.

13. Federal Cigarette Labeling and Advertising Act.
1966. https://www.ftc.gov/legal-library/browse,
statutes/federal-cigarette-labeling-advertising-act

14. Bioassay of Chloropicrin for Possible
Carcinogenicity.; 1978. https://ntp.niehs.nih.gov,
sites/default/files/ntp/htdocs/It_rpts/tr065.pdf

15. Kyle RA, Gertz MA, Greipp PR, et al. A trial of
three regimens for primary amyloidosis: colchicine
alone, melphalan and prednisone, and melphalan,
prednisone, and colchicine. N Engl ] Med.
1997,336(17):1202-1207. doi:10.1056/
NEJM199704243361702

16.Yi S, Takahashi K, Naito M, et al. Systemic
amyloidosis in transgenic mice carrying the human
mutant transthyretin (Met30) gene. Pathologic
similarity to human familial amyloidotic
polyneuropathy, type I. Am J Pathol.
1991;138(2):403-412.

17. National Institutes of Health (NIH) Funding:
FY1996-FY2025. 2025. https://www.congress.gov/crs-

roduct/R43341

18. Ballreich JM, Gross CP, Powe NR, Anderson GF.
Allocation of National Institutes of Health Funding
by Disease Category in 2008 and 2019. JAMA Netw
Open. 2021;4(1):2034890. doi:10.1001/
jamanetworkopen.2020.34890. PMID:33502486

19. Muchtar E, Gertz MA, Kumar SK, et al. Improved
outcomes for newly diagnosed AL amyloidosis
between 2000 and 2014: cracking the glass ceiling of
early death. Blood. 2017;129(15):2111-2119.
doi:10.1182/blood-2016-11-751628

20. Vaxman I, Kumar SK, Buadi F, et al.
Daratumumab, carfilzomib, and pomalidomide for
the treatment of POEMS syndrome: The Mayo Clinic
Experience. Blood Cancer J. 2023;13:91. doi:10.1038/
$41408-023-00859-x

21. Rajkumar SV. Multiple myeloma: 2022 update on
diagnosis, risk stratification, and management. Am J
Hematol. 2022;97(8):1086-1107. doi:10.1002/
ajh.26590. PMID:35560063

22. Staron A, Zheng L, Doros G, et al. Marked
progress in AL amyloidosis survival: a 40-year
longitudinal natural history study. Blood Cancer ].
2021;11(8):139. d0i:10.1038/s41408-021-00529-w.
PMID:34349108

Academic Medicine & Surgery


https://www.fau.edu/newsdesk/articles/inaugural-amyloid-diseases-summit.php
https://www.fau.edu/newsdesk/articles/inaugural-amyloid-diseases-summit.php
https://www.govinfo.gov/app/search/%7B%22query%22%3A%22amyloidosis%22%2C%22offset%22%3A0%2C%22facets%22%3A%7B%7D%2C%22filterOrder%22%3A%5B%5D%7D
https://www.govinfo.gov/app/search/%7B%22query%22%3A%22amyloidosis%22%2C%22offset%22%3A0%2C%22facets%22%3A%7B%7D%2C%22filterOrder%22%3A%5B%5D%7D
https://www.govinfo.gov/app/search/%7B%22query%22%3A%22amyloidosis%22%2C%22offset%22%3A0%2C%22facets%22%3A%7B%7D%2C%22filterOrder%22%3A%5B%5D%7D
https://www.govinfo.gov/app/search/%7B%22query%22%3A%22amyloidosis%22%2C%22offset%22%3A0%2C%22facets%22%3A%7B%7D%2C%22filterOrder%22%3A%5B%5D%7D
https://www.govinfo.gov/app/search/%7B%22query%22%3A%22amyloidosis%22%2C%22offset%22%3A0%2C%22facets%22%3A%7B%7D%2C%22filterOrder%22%3A%5B%5D%7D
https://doi.org/10.1111/j.1541-0072.2011.00431.x
https://doi.org/10.2307/1884852
https://doi.org/10.2307/2131866
https://www.ncchpp.ca/docs/2018_ProcessPP_Intro_PunctuatedEquilibrium_EN.pdf
https://www.ncchpp.ca/docs/2018_ProcessPP_Intro_PunctuatedEquilibrium_EN.pdf
https://www.ncchpp.ca/docs/2018_ProcessPP_Intro_PunctuatedEquilibrium_EN.pdf
https://doi.org/10.1215/03616878-2010-018
https://doi.org/10.1215/03616878-2010-018
https://www.govinfo.gov/app/details/GPO-SMOKINGANDHEALTH
https://www.govinfo.gov/app/details/GPO-SMOKINGANDHEALTH
https://www.ftc.gov/legal-library/browse/statutes/federal-cigarette-labeling-advertising-act
https://www.ftc.gov/legal-library/browse/statutes/federal-cigarette-labeling-advertising-act
https://ntp.niehs.nih.gov/sites/default/files/ntp/htdocs/lt_rpts/tr065.pdf
https://ntp.niehs.nih.gov/sites/default/files/ntp/htdocs/lt_rpts/tr065.pdf
https://doi.org/10.1056/NEJM199704243361702
https://doi.org/10.1056/NEJM199704243361702
https://www.congress.gov/crs-product/R43341
https://www.congress.gov/crs-product/R43341
https://doi.org/10.1001/jamanetworkopen.2020.34890
https://doi.org/10.1001/jamanetworkopen.2020.34890
https://doi.org/10.1182/blood-2016-11-751628
https://doi.org/10.1038/s41408-023-00859-x
https://doi.org/10.1038/s41408-023-00859-x
https://doi.org/10.1002/ajh.26590
https://doi.org/10.1002/ajh.26590
https://doi.org/10.1038/s41408-021-00529-w

A Punctuated Equilibrium Analysis of Amyloidosis (and Amyloid Related Diseases) in U.S. Policy Making

23. Pinney JH, Smith CJ], Taube JB, et al. Systemic
amyloidosis in England: an epidemiological study. Br
J Haematol. 2013;161(4):525-532. doi:10.1111/
bjh.12286. PMID:23480608

24. Alexander KM, Orav ], Singh A, et al. Geographic
Disparities in Reported US Amyloidosis Mortality
From 1979 to 2015: Potential Underdetection of
Cardiac Amyloidosis. JAMA Cardiol.
2018;3(9):865-870. doi:10.1001/
jamacardio.2018.2093

25. Mestres CA, Van Hemelrijck M. Cardiac
amyloidosis and surgery: what do we know about rare
diseases? J Card Surg. 2021;36:2911-2912.
doi:10.1111/jocs.15630

26. Kaiser J. Higher profile for minority health.
Science. 2000;290(5497):1667-1668. doi:10.1126/
science.290.5497.1667. PMID:11186379

27. Katiyar P, Nagy C, Sauma S, Bernard MA.
Attracting New Investigators to Alzheimer’s Disease
Research: Outcomes of Increased Funding and
Outreach. Gerontologist. 2021;61(3):312-318.
doi:10.1093/geront/gnaa056. PMID:32556269

28. Kim G, Decoster ], Huang CH, Parmelee P. Health
disparities grants funded by National Institute on
Aging: Trends between 2000 and 2010. The
Gerontologist. 2012;52(6):748-758. doi:10.1093/

geront/gns035

29. H.R.8999 - Dialysis-Related Amyloidosis
Treatment Act of 2024. 2024. https://
www.congress.gov/bill/118th-congress/house-bill
8999/text/ih

30. H.R.8652 - Dialysis-Related Amyloidosis
Treatment Act of 2020. 2020. https://
www.congress.gov/bill/116th-congress/house-bill
8652

31. Weible M, Weible C, Sabatier PA, eds. Theories of
the Policy Process. 4th ed. Routledge; 2018.
doi:10.4324/9780429494284

32. BMJ. 2025;389:r757. doi:10.1136/bmj.r757

Academic Medicine & Surgery


https://doi.org/10.1111/bjh.12286
https://doi.org/10.1111/bjh.12286
https://doi.org/10.1001/jamacardio.2018.2093
https://doi.org/10.1001/jamacardio.2018.2093
https://doi.org/10.1111/jocs.15630
https://doi.org/10.1126/science.290.5497.1667
https://doi.org/10.1126/science.290.5497.1667
https://doi.org/10.1093/geront/gnaa056
https://doi.org/10.1093/geront/gns035
https://doi.org/10.1093/geront/gns035
https://www.congress.gov/bill/118th-congress/house-bill/8999/text/ih
https://www.congress.gov/bill/118th-congress/house-bill/8999/text/ih
https://www.congress.gov/bill/118th-congress/house-bill/8999/text/ih
https://www.congress.gov/bill/116th-congress/house-bill/8652
https://www.congress.gov/bill/116th-congress/house-bill/8652
https://www.congress.gov/bill/116th-congress/house-bill/8652
https://doi.org/10.4324/9780429494284
https://doi.org/10.1136/bmj.r757

	A Punctuated Equilibrium Analysis of Amyloidosis (and Amyloid Related Diseases) in U.S. Policy Making
	Introduction
	Amyloidosis Punctuations and Stasis
	First Punctuation – 1964 and 1965 Cigarette Labeling and Advertising Congressional Hearings
	Second Punctuation – Establishment of the National Toxicology Program (NTP) in 1978
	Third Punctuation – Public Health Improvement Act of 2000 – Advancement of the National Institute of Health
	Fourth Punctuation – H.R.8652 - Dialysis-Related Amyloidosis Treatment Act of 2020 and Congressional bills H.R.8999 - Dialysis-Related Amyloidosis Treatment Act of 2024

	Conclusion and Future Direction
	References


