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An Act providing for patient access to diagnostics and treatments 
for Lyme disease and related tick-borne illnesses; and requiring 

health care policies to provide certain coverage. 
 

This document is a discussion that highlights core issues and clarifies common misconceptions 

on Lyme Disease.  It provides factual, referenced information that illuminates the plight facing 

Pennsylvanians affected by Lyme and other Tickborne Diseases.  

In This Report 

• Each year approximately 100,000 Pennsylvanians get Lyme disease.i 

• In the last 10 years, an estimated 5.10% of Pennsylvanians have been  
infected with Lyme disease.ii 

• 25% of infected patients are children; an estimated 81 children a day.iii  

• Every year, as many as 40,000 Pennsylvanians develop chronic debilitating symptomsiv 

• Early treatment is the most effective,v but many people are not receiving necessary care 

because doctors are not diagnosing and treating properly.vi 

• Treatment for late-stage Lyme costs $24,000 per person per year in medical costs, 

indirect costs, and lost productivity,vii and 88% of that cost is borne by the patient.viii  

• 25% of post Lyme patients are on disability at some point in the course of the disease.ix 

• Insurance companies are not covering long-term Lyme symptoms,x and without 

coverage, many people cannot afford treatment, and they do not get better.   

• SB1188 addresses many of these issues.  Vote “Yes” for SB1188 

 

Lyme Disease in America 

The CDC estimates there are 476,000 new cases of Lyme in the US every year.xi Of these 

patients, studies show up to 35% develop long term, persistent symptoms.xii  Patients clinically 

diagnosed with Lyme disease can experience a myriad of symptoms including heart 

inflammation known as carditis, congenital maternal transmission of disease to the unborn 

child,xiii demyelination of nerves, ocular manifestations, vascular manifestations, skin 

manifestations, arthritis, joint pain, heart block, neuropathy, cognitive decline, meningitis, and 

death.xiv  
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Lyme disease is difficult to diagnose because symptoms mimic many other diseases, such 

as rheumatoid arthritis, Parkinson’s, Multiple Sclerosis, Alzheimer’s, Chronic Fatigue, 

Fibromyalgia, & ADHD.15  It is often referred to as the great imitator.   

Lyme Disease Can Result in Severe Long-term Illness & Death 

Lyme disease has been found in 80 countries.16 In 2022, 194 member countries of the 

World Health Organization, including the United States, approved 14 new ICD-11 

treatment codes that recognize many complications from Lyme borreliosis infection that 

can result in severe disability and death.17    

The newly created ICD-11 codes went into effect on January 1, 2022. ICD-11 

recognizes many complications from Lyme borreliosis infection, including complications 

that disable and cause death.  The significant expansion of codes should provide a 

broader defined basis for diagnosis and care.    

ICD-10 codes ICD-11 codes - January 1, 2022 
• A69.2   Lyme Disease 
• M01.2  Arthritis due to Lyme 

disease 
• G01      Meningitis due to 

Lyme disease 
• G63.01 Polyneuropathy due 

to Lyme disease 

• 1C1G        Lyme borreliosis 
• 1C1G.0    Early cutaneous Lyme borreliosis 
• 1C1G.1    Disseminated Lyme borreliosis 
• 1C1G.10  Lyme neuroborreliosis 
• 1C1G.11  Lyme carditis 

• 1C1G.12  Ophthalmic Lyme borreliosis 
• 1C1G.13  Lyme arthritis 
• 1C1G.14  Late cutaneous Lyme borreliosis 
• 1C1G.1Y  Other specified disseminated Lyme 

borreliosis 
• 1C1G.1Z  Disseminated Lyme borreliosis, 

unspecified 
• 1C1GY     Other specified Lyme borreliosis 
• 6D85.Y    Dementia due to other specified 

diseases classified elsewhere; Dementia due to 
Lyme disease 

• 9C20.1   Infectious panuveitis; Infectious 
panuveitis in Lyme disease 

• 9B66.1   Infectious intermediate Choroiditis; 
Infectious intermediate uveitis in Lyme disease 

• 8A45.0Y Other specified white matter disorders 
due to infections; Central nervous system 
demyelination due to Lyme borreliosis 

 

Lyme Disease in Pennsylvania 

For the past seven years Pennsylvania has been the #1 state for new diagnosed cases of 

Lyme.  It has been detected in all 67 Pennsylvania counties.  On average, Lyme disease 
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is detected in 37% of Pennsylvania’s ticks and can spike as high as 67% in some 

counties.18   

Pennsylvania Citizens in Lyme's Crosshairs 

66,141  
CDC confirmed cases of Pennsylvania Lyme disease 2010-

2019*  

661,410  
Estimated number of PA Citizens contracting Lyme 2010-2019 

per CDC’s 10x multiple of actual cases  

12,964,056 Number of PA citizens in 2019 ** 

5.10 %  Estimated % PA citizens that have contracted Lyme 2010-2019  

            * https://www.cdc.gov/lyme/stats/tables.html     ** www.census.gov/quickfacts/PA   

In 2018 there was an estimated 119,000 cases of Lyme disease in Pennsylvania.  

Physician General Dr. Denise Johnson is quoted as saying, "The Department of Health 

estimates that there is at least one Lyme disease case for every 100 people in 

Pennsylvania every year.”19 Of these cases as many as 35% (40,000) will develop 

long term chronic symptoms.20  

In a 2020 study in Pennsylvania, one-third of Lyme disease patients reported delayed 

treatment, increasing the risk for long term symptoms known as Post Treatment Lyme 

Disease Syndrome (PTLDS).21 Many patients with long term, chronic symptoms report 

being ill for more than 10 years.22 

Pennsylvanian Children, ages 5-9, are the Most at Risk 
According to CDC statistics, children represent 25% of Lyme patients, making them the 

age group most affected by Lyme. 23  This translates to approximately 30,000 children in 

Pennsylvania infected with Lyme disease just in 2018.  Previous studies demonstrate as 

many as 35%, (9,000) children may experience persistent, long-term symptoms.   

Many parents report children with Lyme disease missing long stretches of schooling due 

to the illness.  Boston Children’s Hospital reports long term symptoms of Lyme in children 

may include “fatigue, joint aches and pains, headaches, difficulty sleeping, and problems 

concentrating”.24  

A study in The Journal of Neuropsychiatry shows that “Lyme disease in children may be 

accompanied by long-term neuropsychiatric disturbances, resulting in psychosocial and 

academic impairments”.25 These “post-infectious” symptoms may linger for months, or 

even years, and they can be made worse by stress or other illness.26  With an estimated 

9,000 additional children each year dealing with long term cognitive and psychiatric 

disturbances, demand for support services in school will continue to increase. 
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It’s Not Just Lyme Disease, Tick-Borne Co-infections Are Very 
Common in PA 

The term “Lyme disease co-infection” describes the common situation in which a patient 

is simultaneously infected with Lyme disease and one or more of the other tick-borne 

diseases.  It is estimated as many as 50% of patients suffer from co-infections such as 

Babesia and Bartonella.27 

Below are the most common co-infections. Those marked * are found in PA.  

 
• Lyme, or Lyme-Like disease* 

o Borrelia burgdorferi (Lyme)* 
o Borrelia mayonii  
o Borrelia lonestari 
o Tick-borne relapsing fever* 

-Borrelia miyamotoi* 
• Babesiosis 

o Babesia microti* 
o Babesia duncani* 

• Viruses 
o Powassan virus*, a Tick-

borne Encephalitis 
o Bourbon virus 

 

 
• HGA- human granulocytic 

anaplasmosis  
o Anaplasma phagocytophilum*  

• Bartonellosis 
o Bartonella spp. * 

• Q Fever 
o Coxiella burnetii* 

• Tularemia 
o Francisella tularensis* 

• Ehrlichiosis 
o Ehrlichia spp.* 

• Mycoplasma  
o Mycoplasma spp.* 

• Rocky Mountain Spotted Fever 
(RMSF) 
o Rickettsia rickettsia* 

https://www.ticklab.org/tick-borne-diseases 

 

What is the controversy about treating Lyme disease? 
 
The controversy stems from the lack of a “gold standard test” that definitively and easily 

determines who has Lyme disease.  This lack of accurate tests means it is difficult to 

determine who has Lyme and impossible to determine when Lyme has been eradicated.   

 

Unreliable Lab Tests Adds To The Controversy 

 
The poor accuracy of the Lyme testing leads to misdiagnoses and delayed diagnosis.  The 

delay in diagnosis increases the likelihood of long-term symptoms28 that are less 

responsive to short term treatments. 
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Study #1 Analysis 
 
In a 2016 review of 50 Lyme studies, 18 were selected for the most rigorous 

determination of Lyme infection.  Those 18 studies found the average sensitivity 

(accuracy) of the Lyme tests to be 53.7%. This means almost half of Lyme patients 

receive inaccurate and false negative results. It is not uncommon for a patient to test 

negative for Lyme multiple times before finally receiving positive results.29   

https://www.dovepress.com/commercial-test-kits-for-detection-of-lyme-borreliosis-a-meta-analysis-peer-reviewed-fulltext-article-IJGM 

 

 
Study #2 Analysis 
 
In a study in Wisconsin, Lyme positive blood samples were sent to 45 laboratories.  With 

low levels of antibody in the serum sample, approximately 55% of participating 

laboratories did not correctly identify the Lyme blood sample. There was also a striking 

inability of many laboratories to reproduce their results on split samples from the same 

individual.30 Unfortunately testing inaccuracies can lead to misdiagnosis and delayed 

diagnosis which is very common in Lyme disease. 
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   2015 Lymedisease.org MyLymeData patient survey 

 

Two Schools of Thought and Guidelines 
 
There are two distinct views in diagnosing and treating Lyme disease which has resulted 

in medical debates lasting almost two decades.   

The two medical societies that provide guidelines on Lyme disease treatment are: 

• Infectious Diseases Society of America (IDSA) 

• International Lyme and Associated Diseases Society (ILADS) 

Both are based on expert opinions and scientific research, but their views vary widely.  

Their diverse views on persistence of infection results in drastic consequences for 

patients.  Insurance companies have followed the IDSA Guidelines because they provide 

only minimal treatment, placing the burden on patients to seek out additional treatment 

elsewhere and to bear the majority of costs.31  
 
IDSA guidelines  
 
The IDSA sees Lyme disease as hard to catch and easy to cure32 and calls for short-term 

antibiotic treatment, seeing this as curative. Generally speaking, the IDSA recommends 

only 14-21 days of antibiotics for Lyme disease,33 even though the IDSA recognizes that 

long term symptoms occur, referring to it as Post Treatment Lyme Disease Syndrome.  

For patients with long term pain, fatigue, or cognitive difficulties, the IDSA does not offer 

treatment options beyond the short-term course of antibiotics.   Even though the IDSA 

guidelines acknowledge that some of their recommendations are based on low quality 
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evidence,34 these guidelines are used to determine, and sometimes deny, insurance 

coverage to patients asking for certain types of treatment for Lyme disease. 

 
IDSA 2006 Guidelines Met with Suspicion 
 
When released, the Connecticut Attorney General, Richard Blumenthal launched an 

investigation into whether the IDSA violated antitrust laws in setting new guidelines for 

diagnosing and treating Lyme disease.   

In May 2008, the CT Attorney General’s office concluded a ground-breaking antitrust 

investigation into the development of Lyme disease treatment guidelines by the Infectious 

Diseases Society of America (IDSA).35 The investigation found significant flaws in the 

IDSA guidelines development process, and the subsequent review of the guidelines 

mandated by the settlement was compromised by a lack of impartiality at various stages 

of the IDSA review process.36  

Commercial conflicts of interest on panels that write treatment guidelines are particularly 

problematic because panelists may have conflicting agendas that influence guideline 

recommendations.  Flawed clinical practice guidelines can compromise patient care.37  

38 

International Lyme and Associated Diseases Society (ILADS) Guidelines  

The International Lyme and Associated Diseases Society www.ilads.org was formed in 

1999 to study the expanding number of cases of long-term chronic symptoms with the 

intent to find better ways of treating patients with persistent symptoms. 

 
ILADS offers an entirely different perspective on disease prognosis and treatment and 

defines chronic Lyme disease as “a multisystem illness with a wide range of symptoms 

and/or signs that are either continuously or intermittently present for a minimum of six 

months.”39   Recognizing the inaccuracy of testing, ILADS doctors used these signs and 

symptoms to diagnose and treat patients.   

 

ILADS 2014 Guidelines emphasize “clinicians should not assume that time alone will 

resolve symptoms.” 40  ILADS guidelines emphasize individualized care by assessing the 

risks of treatment complications versus the burden of the disease when deciding whether 

to continue treatment.41   

 

Doctors who treat patients based on ILADS Guidelines are referred to as Lyme-literate 

doctors and are trained in a range of medical backgrounds with years of experience 

treating patients with Lyme disease.   
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Why is Lyme legislation needed?   
 

In a Pennsylvania study, one-third of Lyme disease patients reported delayed treatment, 

increasing the risk of Post Treatment Lyme Disease Syndrome (PTLDS).42 Studies show 

patients with PTLDS are “clinically significantly symptomatic, with poor health-related 

quality of life.”  PTLDS patients exhibited levels of fatigue, musculoskeletal pain, sleep 

disturbance, and depression which were both clinically relevant and statistically 

significantly higher than controls.43 

 

Within a year of diagnosis, Lyme patients were nearly five times more likely to have a 

PTLDS-related diagnosis — fatigue, nerve pain, joint pain, cognitive troubles and were 

5.5 times more likely to have a diagnosis of debility and excessive fatigue.44 These 

patients are left with cognitive dysfunction, memory loss, and headache; fatigue; chest 

pain; shortness of breath; difficulty sleeping; lightheadedness; and psychiatric symptoms 

such as depression, anxiety, and mood swings.45     

 

The CDC says there is no treatment for PTLDS.   Thousands of Pennsylvania patients per 

year are unwilling to accept “no treatment options” and seek ILADS trained physicians 

who do offer treatment options.46 Unfortunately, based on IDSA guidelines, insurance 

companies often refuse to cover treatment provided by ILADS trained physicians.  This 

means Lyme patients seeking treatment by ILADS trained physicians often pay out of 

pocket, which creates financial hardship and inequity in care for many Pennsylvanians.  

It is crucial for legislators to pass legislation to provide treatment options for these 

patients and prevent censoring of ILADS trained physicians.  

 

Education of Health Care Professionals is crucial.   
 

Patients with Lyme disease are not receiving the care they need.  In a 2015 MyLymeData 

registry report of 12,000 patients with Lyme disease: 47 

 

• 49% saw 7 or more physicians before diagnosis. 
• 72% of patients were misdiagnosed. 

• 52% were incorrectly diagnosed as having a psychiatric disorder. 

• 26% report no access to doctors who treat Lyme disease. 

 

Seventy percent of patients with persistent Lyme disease report a delay of six months or 

more in their diagnosis.48 

 

Delays in diagnosis and limited treatment options increase the risk of chronic Lyme, 

increase health costs, and place patients at risk of side effects from treatments for 
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misdiagnosed conditions.  Primary care physicians must be trained to recognize and treat 

Lyme in the early stages when it is most treatable. 

 

 
 2015 Lymedisease.org MyLymeData patient survey   

 

The financial impact of Chronic Lyme is devastating families  

A Federal study published in 2013 found that the majority of Lyme disease patients are 

treated with antibiotics longer than IDSA guidelines recommend.49  In spite of this, 

insurers continue to deny coverage for long term treatment, effectively shifting the 

financial burden onto the patient.    

 

• The longer a patient deals with persistent Lyme infection, the less insurance 

companies shoulder their financial obligation.  

 

• It is estimated that 88% of the cost for long-term Lyme treatment is paid by the 

patient.50   

 

• In a survey of Lyme patients, 39% of PTLSD patients had paid at least $5,000 out 

of pocket for Lyme related expenses.51 
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• Lyme disease patients required 87 percent more visits to the doctor, and 71 

percent more visits to the emergency room in comparison with those without Lyme 

disease.52  

 

• The bulk of Lyme disease-related costs are due to indirect medical costs, 

nonmedical costs, and lost productivity.  

o The majority of late-stage disease costs are due to lost productivity as 

patients lose their ability to work or attend school.  In a study of chronic 

Lyme, 39% of patients had stopped working and an additional 28% had 

reduced their work hours.53  

o The societal cost of late-stage Lyme disease is approximately $24,000 per 

year per patient.  Loss of productivity accounts for more than half of those 

costs. 54  

 

• Two studies found that roughly a quarter of Lyme patients had been on disability 

at some point in the duration of their illness. 55 
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2015 LymeDisease.org MyLymeData patient survey 

 

Common Misconceptions about Lyme Disease Legislation 

In 2014, Pennsylvania passed Act 83 recognizing the urgent need to address Lyme in 

Pennsylvania and yet, many citizens of Pennsylvania continue to lack adequate care for 

their continuing Lyme symptoms.  Lyme patients throughout the state have requested 

help to get insurance coverage for treatment of Lyme disease.  Unfortunately, there are 

numerous misconceptions about Lyme disease treatment and insurance coverage that 

are commonly raised in response to Lyme legislation.  These misconceptions are based 

on faulty data and incorrect assumptions.  

 

Misconception #1 - “Legislators should not be in the business of legislating 
Medicine”    

This bill is not legislating medicine, it is putting “choice” in the hands of licensed 

physicians, assuring that prescribed treatment will be covered by insurance carriers. 

• It allows licensed physicians to carry out their role helping patients make the best-

informed treatment decisions, without interference from third-party insurers.   

• Denial of insurance coverage is the denial of treatment options and is a financial 

hardship to patients. 

• This bill is a “correction” that ensures insurance companies provide access to 

care through payment/coverage.    
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Misconception # 2 - “We shouldn’t take action until doctors agree on 
treatment.” 

This is not accurate; divergent standards of care are common in medicine.  The vast 

majority of medicine operates under uncertainty.  The CDC states that due to the complex 

nature of healthcare and different tolerance for risk, multiple, overlapping and at times 

conflicting guidelines will exist. 56       

• When different standards of care exist, it is important for clinicians to share 

decision making with the patient based on the patient’s values and tolerance for 

risk.  Shared decision making is even more important when evidence is weak and 

there are significant differences among patients.57 Given there are clearly two 

standards of care, patients should be educated about the different guidelines and 

allowed to choose the treatment that seems most appropriate for them.   

• The medical community is not divided when it comes to recognizing persistent 

symptoms. Patients should be offered any treatment that exists for their long-term 

symptoms. 

• A 2013 Centers for Disease Control and Prevention (CDC) study found that only 

39% of individuals with Lyme disease were treated using short-term antibiotics.58 

The majority of the individuals were treated for longer periods.  This shows many 

doctors disagree with the CDC’s short term only antibiotic protocol and recognize 

the benefits of longer-term treatment options, yet insurance companies can still 

deny these claims. 

 

Misconception # 3 - “Insurers are already covering treatment for Lyme 
disease” 

This is unfortunately not the case; PA Lyme has documented many cases of insurance 

companies routinely denying Lyme treatment for extended oral antimicrobials as well as 

medically necessary intravenous antimicrobials for neurological Lyme. 

According to the U.S. Department of Health & Human Services Tick-Borne Disease 

Working Group,59 patients with persistent symptoms associated with Lyme disease face 

significant issues of patient access to care involving both providers and insurers.   

“Patients with persistent symptoms associated with Lyme disease report that they are 

systematically denied access to the care they need.  Examples include:  

• 18 percent report that they do not use antibiotics because their insurance will 

not cover them.60   

• 67% report that they have postponed or avoided medical treatment due to 

discrimination, disrespect, or difficulty obtaining care.61 

• 47% report that they have been denied treatment.62 
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• 82% of persistent Lyme disease patients seeking care at their local hospital 

report that they had difficulty obtaining treatment.63 

• Some hospitals deny hospital privileges to physicians and other practitioners who 

do not follow the Infectious Diseases Society of America (IDSA) Lyme disease 

guidelines.64    

• The majority of over 2,400 survey respondents report traveling more than 50 

miles for Lyme treatment. 31% of patients had to travel more than 100 miles for 

treatment placing a huge burden on severely ill patients to seek care.65 

 

Misconception # 4 - “There is no evidence for Chronic Lyme”  

There is clear, irrefutable evidence of bacterial infection persistence after CDC 

recommended short-term round of antibiotics.   

Here in Pennsylvania, the Act 83 Governor’s Lyme Disease Task Force reviewed this same 

issue and developed consensus that it was critical for PA agencies to communicate the 

broad spectrum of science about Lyme disease to ensure multiple views be communicated 

in PA education programs.66 

There are over 700 Peer-reviewed medical articles that support evidence of persistence 

of Lyme and other tick-borne diseases despite short term antibiotic therapy.67  The articles 

are organized into categories including general, neuropsychiatric, dementia and 

congenital transmission. 

Both IDSA and ILADS doctors recognize that many patients have long term symptoms 

after short term treatment.  These long-term symptoms are well documented. In a New 

York study, 53% of Lyme patients had symptoms more than 3 years after short term 

treatment and 9% had clinically active Lyme. 68    

Patients with long term, persistent symptoms deserve a long-term treatment OPTION 

when short-term treatment fails. 

 

Misconception # 5 - “Long-Term Antibiotic Therapy is dangerous” 

This is not the case.  Long term antibiotic use is both routine and commonly recognized.  

Adults routinely receive long term antimicrobial regimens to treat Rosacea, and it is 

common practice for adolescents to receive long-term oral antibiotics to treat acne.69 

Preventing long term Lyme symptoms which can result in disability or death should be 

treated as aggressively as minimizing psychological harm from facial acne scarring in 

adolescents. 
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The chart below demonstrates longer-term antibiotic treatment is a well-established, 

accepted practice in many illnesses. 

 

Diseases Regularly Treated with Long-term Antibiotics 

Disease Organism Treatment Duration 

Tuberculosis (drug 
sensitive) 

M. tuberculosis 2-4 antibiotics 6-9 months 

Tuberculosis (MDR) M. tuberculosis 3-5 antibiotics 18-24 months 

Leprosy M. leprae 3 antibiotics 24 months 

Atypical Tuberculosis M. chelonae IV+oral 
antibiotics 

6-12 months 

Brucella Spondylitis Brucella spp. Amoral 
antibiotics 

6-18 months 

Complicated 
Actinomycosis 

Actinomyces spp. Viorel antibiotics 12-24 months 
 

Whipple’s Disease Tropheryma 
whipplei 

IV+oral 
antibiotics 

12-24 months 

Q Fever Endocarditis C burnetii 2 antibiotics 36 months 

Alveolar Echinococcosis Echinococcus 
multilocularis 

Oral antibiotics 5-7 years 
(mean) 

Small et al N Engl J Med 2001, 345 189. Stricker et al Chemotherapy 2006 52 53, Cox et al PLoS Med 2006 3 384. Bodur et al. 

Rheumatoid int 2004 , 24 221, Garner et al Int J Surg 2007, 5 441. Freeman, World J Gastroenteral 2009, 15 2078. Liu e al Trans R 

Soc 

 
Data from other studies show long-term antibiotics can be safely administered with low 

adverse events: 

• In some of the largest studies, Long-term treatment was shown to be 99% safe, 

adverse impacts were under 1%. 70 This is much safer than many biologicals, pain, 

or psychiatric medicines.  

o Long-term amoxicillin and doxycycline appear safe, supporting use of these 

medications if needed.71  

• In another study, over 100 patients were treated with long-term antibiotics with 

superior cure rates, and very low adverse events from antibiotics (<1%) 

o There was no difference in adverse events between the short-term treatment 

group and the longer-term treatment group. 

o Extending antibiotic therapy had no increase in adverse events. 72    
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Misconception # 6 - “There Is No Evidence That Long Term Treatment 
Works”   

PA Lyme routinely sees patients get better once diagnosed and treated effectively.  Most 

patients come to support groups after short term treatment failure.  The explosion in the 

number of PA support groups across PA speaks to the gaps in diagnosis and treatment 

Lyme patients face.  

Research dollars for Lyme disease is scarce.  Of the few studies done, most showed 

improvement in some key symptoms.   

• A critical analysis of at least one retreatment study which failed to find 

improvement determined that its results were not valid due to flaws in the study 

design, which lacked statistical power 73 

• In his recent presentation at the 2016 Lyme conference at Massachusetts General 

Hospital, Dr. Brian Fallon of Columbia University also cited retreatment studies, 

including his own NIH-sponsored research, in which patients showed 

improvement. 74  

• In her testimony at the recent public hearing in Bolton, MA, Dr. Nevena Zebcevek, 

Co-Director of the Dean Center for Tick Borne Illness, Spaulding Rehabilitation 

Hospital, cited three antibiotic retreatment studies in which patients demonstrated 

improvement in cognition and fatigue. 75 

• In a re-treatment study of PTLDS patients with chronic neurological symptoms, 

use of IV antibiotics improved symptoms in 85% of patients.  63% had sustained 

improvement after treatment.76 

 

      Long term treatment is necessary because short term failure is too high 

• In one study assessing short term antibiotic treatment for 10 –20 days, 16% to 

48% of patients did not resume their pre-Lyme health status.77 

• “Similarly, a well-designed observational trial reported that 33% of patients 

treated with 3 weeks of doxycycline experienced disease manifestations during 

the 3- to 6-month posttreatment interval.”78 
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2015 Lymedisease.org MyLymeData Patient Survey 

Misconception # 7 - “Insurance costs will increase if Lyme patients receive 

insurance coverage for long-term treatment” 

This is not the case.  Multiple states (RI,NY,MN,CT,MA,NJ,VT) have enacted laws, or have 

legislation pending, which require insurance carriers to cover longer term antimicrobial 

therapies for Lyme disease and co-infections.   

• In Rhode Island’s Lyme Legislation, a sunset provision was incorporated into the 

2003 legislation to evaluate its economic impact. A 2013 review of Mandated 

Benefits by the RI Office of Health Insurance Commissioner estimates that the 

impact of the mandate increased premiums only $.03 per member per month. 79   

• Massachusetts HB989 provided for a 5-year actuarial analysis to determine the 

increased cost impact to insurance companies and policy holders.  

 

• In 2014 the MA Center for Health and Information Analysis reviewed the 

legislation mandating insurers to cover long-term antibiotic treatment, finding 

that the average annual increase, over five years, to be pennies per month: 80 
 

o Net Increase in Typical Insureds Medical Expense was between 

$0.00 and $0.11 per month.   

o Net Increase in Carrier Medical Expense was between $0.00 and 

$0.10 per month.   
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Helping Patients Get Well is Cost Effective 

When diagnosed early and treated aggressively, Lyme treatment is inexpensive, and 

patients get well.   

 

These amounts, adjusted for inflation are: 

• Early Lyme treatment cost per person.   $  1,957 

• Chronic Lyme cost per person *  $24,198 

*Includes direct, indirect, medical, non-medical costs & lost productivity.81  

 

It is far better financially to treat Lyme patients early, and aggressively. This preserves 

otherwise lost tax revenue, health insurance costs, disability and medical assistance 

expenses.  For the health of citizens of Pennsylvania and for financial benefit to the state, 

it is important to pass SB1188. 

 

Now is the time to act 
 
The medical landscape is rapidly changing, and our Pennsylvania Legislature 
needs to act. 
 
For more than 10 years, the Pennsylvania House and Senate has passed resolutions 

designating May as Lyme Disease awareness month in PA.  These resolutions 

acknowledge the risk of long-term debilitating symptoms from Lyme disease and the 

great need for action.   
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Lack of Legislative Action in Pennsylvania Hurts the Most Vulnerable   

 

• As many as 40,000 Pennsylvanians become chronically ill each year because of 

Lyme disease.  

• Pennsylvanian families and children struggle to find proper diagnosis, and proper 

treatment.  

• Many become disabled due to chronic pain, fatigue, cardiac, and neurologic 

symptoms. When they finally find treatment, many people discover that they can’t 

afford it.  

It is unconscionable that thousands of Pennsylvania adults and children suffer with 

debilitating yet treatable symptoms because they can’t afford the treatment.   

It is time to act.  We urge the PA Legislature to act and address the needs of their 
constituents.   We ask you to support SB1188 and help Pennsylvanians receive the 
testing and treatment they need to end years of suffering and financial burden.   
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