
. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
From: i b6 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 
Sent : 3/13/2022 10:51 :46 PM 

To: Nath, Avindra (NIH/NINDS) [El [/o=ExchangeLabs/ou=Exchange Administrative Group 

(FYDI BO HF 23SPDL T)/ cn=Recip ients/ cn=b81ca051950b4d458d7 4037 a6a86ead6[__ ___ b6 _____ ] 

Subject: Re: [EXTERNAL] Follow up td~---b6 ____ :conversat ion 
Attachments: Peripheral Neuropathy Evaluations of Patients With Prolonged Long COVID Neurology Neuroimmunology & 

Neuroinflammat ion.pdf 

Is this not your article you co authored? 

Sent from my iPhone 

On Mar 13, 2022, at 4:30 PM, i b6 : wrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

That is what most of us vaccine injured have along withi b6 !which I also have. I 
know you all have done autonomic testing there as well ~sl __ b6 __ ]Why c'an't you do it for me? 

Sent from my iPhone 

.on_Mar 13, 2022,_at 2:29 PM, Nath, Avindra (NIH/NINDS) [E] 
i b6 !wrote: 
l-- ·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·· d 

Dear[ __________ b6 _________ i 

Sorry to hear of your ongoing illness. Unfortunately, neuropathies are not my area of 

r:~.:~!-~~i--~~!~-~l :~[~~:rr:Sorry ,· 1-ca~~ot. be ot" J:~~ help ________ bG ____________ ___:orl __ ~-~ ~~-~ -J 
Best. 
Avi 

From: l_ _____________________________________ b6 _________________________________ i 
Date: Sunday , March 13, 2022 at 2:14 PM 

To: Nath, Avindra (NIH/NINOS) [E]i b6 i 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Subject: [EXTERNAL] Follow up toL ___ b6 __ _!conversation 

CAUTION: This email originated from outside of the organization . Do not click links or 
open attachments unless you recognize the sender and are confident the content is 
safe. 

Dr. Nath, 
Since you talked withr-- ·-bs·--·:fromi _____________ b_6 _____________ ion my behalf I hav~ ·-·-·-·-bs·-·-·-·1 

l--·-·-·-·-·-·-· L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' ·-·-·-·-·-·-·-·-·-·-
[_ _______________________________________ b6 _______________________________________________________ i I don't ha rd ly sweat anymore 
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and I know this was acute onset due to the covid shot . ! b6 ! 

[·--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-·--·-L j My system was working great. ' 
Now I have dizziness and autonomic symptoms since the injection. I'm having trouble 
getting anyone to treat me with any sort of speed at all. I have! b6 ! 

l--·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·' 
r·--·-·-·-·-·bs·-·-·-·-·-·-·1and am desperate to try and get this under control. i-·bi-·lwon 't see me 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• l-·-·-·-·-·-·• 

and it is taking 6 months to get into different places who then say they can't help me. 
!.__ b6 __ !doesn 't have an autonomic specialist either. Can you bring me to the NIH for 

testing and treatment? I have also been talk ing to[_ ___________ b6 ·-·--·-·--· !and she said it is at 
your discretion. Please help me. I know you have treated others as I have talked with 
them. 

Regards, 

! b6 ! 
l•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•I 

Sent from my iPhone 
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Abstract 

Background and Objectives Recovery from severe acute respiratory syndrome 

coronavirus 2 (SARS-Co V-2) infection appears exponential, leaving a tail of patients 

reporting various long COVID symptoms including unexplained fatigue/ exertional 

intolerance and dysautonomic and sensory concerns. Indirect evidence links long 

COVID to incident polyneuropathy affecting the small-fiber (sensory/autonomic) 

axons. 

Methods We analyzed cross-sectional and longitudinal data from patients with World 

Health Organization (WHO)-defined long COVID without prior neuropathy history or 

risks who were referred for peripheral neuropathy evaluations. We captured 

standardized symptoms, examinations, objective neurodiagnostic test results, and 

outcomes, tracking participants for 1.4 years on average. 

Results Among 17 patients (mean age 43.3 years, 69% female, 94% Caucasian, and 19% 

Latino), 59% had >1 test interpretation confirming neuropathy. These included 63% 

(10/16) of skin biopsies, 17% (2/12) of electrodiagnostic tests and 50% (4/8) of 

autonomic function tests. One patient was diagnosed with critical illness axonal 

neuropathy and another with multifocal demyelinating neuropathy 3 weeks after mild 

COVID, and >10 received small-fiber neuropathy diagnoses. Longitudinal 

improvement averaged 52%, although none reported complete resolution. For 

treatment, 65 % ( 11 / 17) received immunotherapies ( corticosteroids and/ or IV 

immunoglobulins). 

RE L0000229276 .0001 



Discussion Among evaluated patients with long COVID, prolonged, often disabling, 

small-fiber neuropathy after mild SARS-CoV-2 was most common, beginning within 1 

month of COVID-19 onset. Various evidence suggested infection-triggered immune 

dysregulation as a common mechanism. 

Severe acute respiratory syndrome coronavirus 2 (SARS-Co V-2) can cause long-term 

disability (long COVID) with new neurologic manifestations after even mild infections. 

1 Reports of peripheral neuropathy include Guillain-Barre syndrome, mononeuritis 

multiplex, brachial plexitis, cranial neuropathies, and orthostatic intolerance, although 

some studies included patients with potentially contributory conditions. Various long 

COVID symptoms overlap with those of small-fiber polyneuropathy (SFN).2
,
3 Hence, 

we prospectively analyzed a cross-section of patients with long COVID evaluated for 

incident neuropathy. 

Methods 

Standard Protocol Approvals, Registrations, and Patient Consents 

This retrospective analysis was approved by the hospitals' ethical review committee 

(1999P009042). Although participant consent was not required, all 17 provided verbal 

consent and 16 signed agreements for participation and publication of anonymized 

results. 

Study Design 

Inclusion required no known prior neuropathy or risks plus confirmation of SARS-

Co V -2 infection according to guidelines of the World Health Organization (WHO). 

COVID severity classification followed WHO guidelines. Inclusion required meeting 

the WHO definition oflong COVID (onset of symptoms within 90 days of the first day 

of COVID symptoms that last for >2 months). 1 Participants were enrolled upon COVID 

RE L0000229276 .0001 



confirmation and neuromuscular referral before record review or most testing and 

treatment. Participants documented neuropathy symptoms via online REDCap surveys, 

and their neurologists documented standardized in-person and occasional telehealth 

neuropathy examinations. 4
,
5 Because most participants had received symptom-relieving 

medications at varying doses, we analyzed only potentially preventive treatments, all of 

which were immunotherapies. Parametric analyses were used with variability 

represented by standard errors. 

Data Availability 

Any anonymized data not published within the article will be shared by request from 

any qualified investigator. 

Resmlts 

Among 17 patients with SARS-CoV-2 onset between February 21, 2020, andJanuary 

19, 2021, treated in 10 states/territories (Table 1), 16 had mild COVID. The one (#9) 

with severe COVID ( 1 month stay in intensive care with ventilatory support) had 

electrodiagnostically confirmed sensorimotor polyneuropathy ascribed to critical care 

illness in addition to SFN. Medical histories and comprehensive blood screening (not 

shown) identified none with conventional neuropathy risks nor evidence of systemic 

dysimmunity. Imaging of the brain or spine, if performed, was unrevealing. 

Table 1 
View inline View popup 

Participants , Objective Tests , and Treatments 
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Participants' ages averaged 43.3 ± 3.3 years on COVID Dl, and 68.8% were female; 

18.8% were Latino, and 94.1% were Caucasian. Diagnostic tests for neuropathy (Table 1 

) revealed that 16.7% electrodiagnostic studies were abnormal, whereas 62.5% (10/16) 

oflower leg skin biopsies pathologically confirmed SFN, as corroborated by 50% of 

upper thigh biopsies and autonomic function tests. 2 Initial SFN symptom scores ( 

Table 2) were abnormal-reduced to 40.7% of ideal on average-with pain scores 

averaging 4.8/10. Initial neuromuscular examinations (Table 3) averaged 77.0% of ideal, 

with reduced/ abnormal distal pin and vibration sensations and absent Achilles reflexes 

most prevalent. 4
,
5 Participants 9 and 15 had distal muscle weakness and atrophy. Some 

patients were initially evaluated early in the course and others later, and investigations 

continued for months. Sixteen participants with 2020 onset had> 1 year follow up, with 

the latest onset on 1/19/21. See Figure 1 (case 15) and eFigure 1, 

links.lww.com/NXI/ A697, (case 13) for longitudinal details. 

Table 2 
View inline View popup 

Initial Symptom Scores 

Table 3 
View inline View popup 

N europathy Examination Scores 
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Open in new tab 

Download powerpoint 

Figure 1 

Case 15: Prolonged CO YID-Incident Multifocal Motor Neuropathy 

CMAP = compound mot or action pot ential; D = day; EDX = electrodi agnostic testing; IVIg = IV immunoglobulin therapy ; 

MMN = multifoc al motor n europathy; SN AP = sensory nerv e action pot ential. Thr ee wee ks after 12/04/1920 ons et of mild 

COVID-19, this previously healthy 65-year-old developed progressive R > L hand weakness and atrophy. Three months later , he 

could not hold eating utensils or a pen and noted hand "limpness " tingling and pain, and finger cramps without lower limb 

symptoms . Neurosur gical referral prompted cervical MRI showing unrelated degenerativ e chan ges. A local neurologist' s EDX 

suggesting MMN or low er motor neuron disease prompt ed our neuromuscul ar evalu ation on post-COVID D67 . This revealed 

weakness in th e distal ulnar and median nerve distributions, 4/5 finger abduction strength, and R > L inteross eus and thenar 
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eminence atrophy. He could not make a fist or hold ut ensils; sensory self-examin ation was normal. EDX on D122 documented 

demyelinating neurop athy with conduction blocks in both ulnar nerve s at the forearms and across the elbows and prolonged 

latencies and redu ced conduction in both median nerves. F waves were prolonged in the upper and lower limbs, and th e right 

pero neal CMAP was low amp litud e. SNAP velocities were n ormal , with slightly diminished amplitude in the median, uln ar, and 

sural nerves. Serum immunog lobulins and immu nofixation were normal, and GMl antibodies were absent. He met the 

diagnostic criteria for MMN and began standard treatment, IVIg 2 g/kg/4 weeks , on D146 . A few weeks later , he noticed 

improved hand dexterity with ability to fully open hands and use utensils and decrea sed hand cramps, with 90% improvement 

after the 3rd cycle. Then, expira tion ofIVIg orders caused regression. After 2 missed cycles, D292 evaluation docum ent ed R > L 

increasing difficult y opening his hands and return of hand and forearm tingling. He self-reported hair loss on legs, muscle 

difficulties, skin color changes, tingling, itching, and needing to move legs for comfort (eFigure 1, links.lww .com/NXI/ A697) . 

Same-dose IVIg wa s restarted, and after 2 cycles with improvement , clinic return on D341 documented 80% improved 

w eaknes s, hand opening, finger dexterity , and hand cramps . He had bilat eral 4/5 finger abduction strength, and this image 

documented significant remaining R > L interossei muscle atrophy . IVIg was continued, and he was referred for interosseus 

exercises . 

Treatments comprised corticosteroids in 35.3% (6/17) and IV immunoglobulins (IVIg) 

in 35 .3 % ( 6/ 17). Five were initially dosed at 2.0 g/kg/ 4 weeks and 1 at 1.6 g/kg/ 4 

weeks. The 5 patients who received repeated !Vig, and their neurologists, reported 

benefit (e.g., Figure 1, Table 1). eFigure 1 reports patient 13's graphed symptom and 

examination scores before and during !Vig. Patients' impressions of recovery varied 

(averaging 51.8 ± 6. 7%), reflecting varying illness severity, treatment status, and 

assessment timing. 

Discussion 

Neuromuscular evaluations proved useful in most of these patients with long COVID. 

However some symptoms, exam changes and test results may have been false-negative, 

given that assessments were not often optimally timed (e.g., #6) and many patients 

reported care delays. This reported case of multifocal motor neuropathy (Figure 1) 

increases the spectrum of COVID-associated dysimmune neuropathies. Critical illness 

neuropathy'-reported in approximately 10% of intubated patients with COVID-is 

attributed to various prolonged insults including intense inflammation and nerve 
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compressions. 6 Inherent study limitations include bias toward referrals for sensory 

neuropathy and underpowering. The initial evaluations reported occurred at varying 

times during the illness and treatment, whereas longitudinal assessments at 

standardized intervals are ideal for diagnostic and treatment decisions. Timing also 

complicates analysis of blood testing for immune markers (not shown). We screened 

patients with newly diagnosed neuropathy for all common established causes of distal 

sensory neuropathy, including routinely measuring ANA, ESR, IgG anti-SS-A/SS-B 

antibodies, and complement components C3 and C4, the most productive markers of 

dysimmunity in initially idiopathic SFN.7 We did not detect evidence of Sjogren 

syndrome, and other inflammatory markers were only occasionally elevated. 

Interpretation is complex as early elevations could be nonspecifically associated with 

acute COVID, and many months later, inflammation and markers might have subsided 

leaving residual axonopathy as the proximate cause of current symptoms. Regeneration 

can take up to 2 years or be incomplete. 

These results identify small-fiber neuropathy as most prevalent in this small group of 

patients with long COVID, also known as post-acute sequelae of SARS CoV-2 

infection. 2 In SFN, the small-diameter unmyelinated and/or thinly myelinated sensory 

and autonomic fibers are predominantly affected, although most patients with severe or 

advanced polyneuropathy, e.g., case 9, develop large- and small-fiber damage. The small 

fibers are disproportionately vulnerable, with their lack of myelin exposing them to 

environmental stressors including immunity, while inability to use saltatory conduction 

increases metabolic demand, and cytoplasmic paucity limits axonal regeneration. 

However, small-fiber axons grow throughout life to reinnervate continuously dividing 

tissues such as the skin and to help repair injuries. If toxic conditions improve, axon 

elongation and sprouting accelerate to increase the probability of reinnervating enough 

target cells to resolve symptoms. 
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Here, most patients treated with sustained IVlg, the primary treatment for 

inflammatory neuropathy, with preliminary evidence of effectiveness for dysimmune 

SFN,8 perceived improvement (e.g., Figure 1, eFigure 1, links.lww.com/NXI/ A697). 

Some treated only with corticosteroids did as well; participant 3 reported that 

prednisone helped her toward 90% improvement and was discontinued only because of 

adverse effects. Others improved substantially without immunotherapy (e.g., case 17), 

documenting spontaneous recovery and need to individualize treatment decisions. 

The hypothesis that some long COVID symptoms reflect underlying small-fiber 

pathology is supported by research observation of small-fiber loss applying in vivo 

corneal confocal microscopy to patients with long COVID. 9 As with other post-COVID 

neurologic illnesses, susceptibility to inflammatory mediators appears essential. Autopsy 

study of post-COVID patients identified neuritis with perivascular macrophage 

infiltrates but no viral antigens, implicating inflammatory immune responses rather 

than direct infection. In addition, 1/ 4th of human DRG neurons express mRNA for 

SARS-Co V-2-associated receptors and deploy ACE2 protein. Thus, virus or spike 

protein fragments may attach to them, promoting formation of antibodies that can also 

target adjacent neural epitopes. Here, the slightly delayed onsets, prolonged 

postinfectious courses, and apparent responses to continued immunotherapy suggested 

dysimmune mechanisms. 

This report strengthens evidence linking several idiopathic multisymptom conditions­

including SFN and fibromyalgia-with dysimmunity, sometimes incident to infections 

or vaccinations. 2 As with COVID-incident Guillain-Barre syndrome and all referral­

based case series, the current cases neither confirm causality nor the clinical significance 

or magnitude of any association. However, identifying small-fiber neuropathy and 
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multifocal motor neuropathy in 1 small sample of patients with WHO-defined long 

COVID provides rationale and preliminary data for larger investigations and may 

influence interim medical evaluations of similar patients. 
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From: : b6 : 
"·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 

Sent: 3/13/2022 11:18:13 PM 
To: Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

Subject : 
(FYDI BOHF23SPDL T)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6[ b6 ) 

Re: [EXTERNAL] Follow up to1 b6 !conversation ' ' 
l--·-·-·-·-·-• 

Sure 

Sent from my iPhone 

On Mar 13, 2022 , at 6:17 PM, Nath, Avindra (NIH/NINOS) [Elf b6 !wrote: 
l-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-

Is it Ok for me to forward your email to her? 
Avi 

From:! b6 1 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

Date: Sunday, March 13, 2022 at 7:16 PM 

To: Nath, Avindra (NIH/NI N DS} [E]l_ ________________ ~~--------------·-_j 

Subject: Re: [EXTERNAL] Follow up toL_ ___ ~§. _ __]conversation 

Is there any way you can introduce us then? I'm sure she is overwhelmed with people contacting her all 
the time . Thanks! 

Sent from my iPhone 

On Mar 13, 2022, at 6:06 PM, Nath, Avindra (NIH/NINOS) [El r--------------b6 _______________ j 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

wrote : 

Yes, that is why I mentionedL __ ·-----~~-------·Jher expertise is in peripheral neuropathies. I 
provide expertise in virology. 
Avi 

From:1 b6 : 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Date: Sunday, March 13, 2022 at 6:53 PM 
To: Nath, Avindra (NIH/NI NOS} [E] [-·-·--·-·--·-·--·-·-bs-·-·--·-·--·-·--·-·-j 
Subject: Re: [EXTERNAL] Follow up toL_ __ b6 _ __:conversation 
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Is this not your article you co authored? 

Sent from my iPhone 

On Mar 13, 2022, at 4:30 PM,i b6 i 
L.-·-·- ·-•-·- •-·-•- ·-·-•- ·-·-·-·- •-·- •-·' 

i_·-·-·-·-·-·-·-·-·-·-·-· b6·-·-·-·-·-·-·-·-·-·-·-·-: wrote: 

That is what most of us vaccine injured have along withl_ __________ b6 ____________ ! 
which I also have. I know you all have done autonomic testing there as 

well a( b6 _ _iWhy can't you do it for me? 

Sent from my iPhone 

On Mar 13, 2022, at 2:29 PM, Nath, Avindra 

(NIH/NINOS) [E]i b6 jwrote: 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 

Dearl_, _____ b6 ______ ] 
Sorry to hear of your ongoing illness. Unfortunately, 

neuropathies are not my area of expertise. I might 

suggest[__ _______ ,,,,,.,.,.,= b6 .,.,.,.,.,.,.,=,.,.,J atL,=,=·-·-·=•.,.,= b6 .,-·-·-·-·-·-·-· i 
r·-·-·-·bs·-·-·-·-10ri b6 iati b6 :Sorry, I 
L--·-·-·-·-·-·-·-·-·-' 1-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·j L--·-·-·-·-·-• 

cannot be of more help. 

Best. 

Avi 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

From : i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·-___ : 
Date: Sunday, March 13, 2022 at 2:14 PM 
To: Nath, Avindra (NIH/NINOS) [E] 
i b6 : 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Subject: [EXTERNAL] Follow up toi b6 : 
L--·-·-·-·-·-·-·-·-· 

conversation 

CAUTION: This email originated from outside of the 

organization. Do not click links or open attachments 

unless you recognize the sender and are confident the 

content is safe. 

Dr. Nath, 

Since you talked withi b6 ifromi b6 : 
.L-.,..,..,..,..,..,.,!.,_, _____ , ':.-::..-::.-::.-::..-::..-::..-::..-::,_-::,.-::,_-::,_-::,.-::,_-::,_-::,.-::..-::..-::..-::..-::,_-::,.-::,_-:•-• 

on my behalf I havei b6 : 
:_ ____________________ b.,~---L--·---------_] I don't hardly sweat 
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anymore and I know this was acute onset due to the 
covi d shot .[ ______________________________________ b6 ________________________________ ! 

l_ ________ -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-__i My system 
was working great. Now I have dizziness and autonomic 

symptoms since the injection . I'm having trouble getting 

anyone to treat me with any sort of speed at all. I have 
i b6 iand am 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• . ·-·-·-·-·-·-·1 
desperate to try and get this under control.i b6 :won ' t 

•·-·-·-·-·-·-·. 
see me and it is taking 6 months to get into different 

places who then say they can't help meL__~~ __ jdoesn't 

have an autonomic specialist either. Can you bring me 

to the NIH for testing and treatment? I have also been 

talking tol ___________ ~~---·--·-·--jand she said it is at your 
discretion. Please help me. I know you have treated 
others as I have talked with them. 

Regards, 
L ______________ b6 _______________ .l 

Sent from my iPhone 
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From: Safav i, Farinaz (NIH/NINOS) [El [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

(FYDIBOHF23SPDLT)/CN=RECIPIENTS/CN=94807CE146E045D4B61655DA26AOC246L_ ______ b6 -·-·- ! 
Sent : 3/17/202110:38:18 PM 

To: i b6 ] Togias, Alkis 

'(NIH/NIAID) [El [/o=Exch angelabs/ou=E xchange Administrative Group 

(FYDIBOHF23SPDLT)/cn=Recipients / cn=c8b85408814d496194bed8d69d6143ebL ___ b6 ____ jMarks , Peter (FDA/CBER) 

[/o=Exchangelabs/ou =Exchange Adm inistrat ive Group 
(FYDI BOH F 23SPDL T)/ cn=Recip ien t s/ cn=b2e527 d bda2b4a86b8d72f06b813d4 71[_ ______ b6 ______ __! 

[ b6 !Nath, Avindra (NIH/NINOS) [El [/o =Exchangelabs / ou=Exchange Administrat ive 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·..,. 
Group (FYDIBOH F23SPDLT)/cn=Recip ients/cn=b81ca051950 b4d458d7 4037a6a86ead6:.___ b6 _ __.:Beavers, Suzann e 

(CDC/DDPHSS/CSELS/DSEPD) [/o=Exchangelabs/ou=E xchange Admi nistrative Group 

(FYDI BO HF 23SPDL T)/ cn=Recip ients/ cn=Offcb980af3a40189a07 46a453e4492 ~---·-·-· b6 ____ ___! Wal ensky , Rochel I e 
(CDC/OD) [/o=Exchangelabs/ou=Exchange Adm inistrative Group 

(FYDI BO HF 23SPDL T)/ cn=Recip ien t s/ cn=971e 7 c2ce 7f94e67 a 13565f9 bfaefOSSi.__ _____________________________ b6 _·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 
i b6 ! Richards , Paul (FDA/CBER) [/o=Exchangelabs/ou=Exchange Administrative 
0Grou PTFYDTBO-HF2.3SP-D°i:.T)!cn;RecTpie~ts/ en =aOe b3 f7 c91 f94 7 cca5 2 b 7 e 191 fflc984f- -·- - -·-·--·-·--·tis-·-·--·-·--·-·--·-·-1 

•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
i b6 i 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Subject: Re: Neurological reac t ion s to the Covid vacc ines 

Dear l_ _______ b6 _______ : 

We started this effort and trying our best to gather information from patients with vaccine side effects to 
thoughtfully organize the information and report them. 

If you look at VARES database there are more than 1000 neurological side effects already reported but in 
order to present it to scientific community we have to gather as much information as we can before sending it 
out. 

I promise you we will report your issue and other cases that we are reviewing now and I really appreciate if you 
kindly give us 1-2 weeks to collect comprehensive information before publicizing it. 

I would be happy to answer any question definietely will keep you in the loop when our report is ready. 
Thank you for your patience. 

Warm Regards, 
Farinaz 

From:i b6 ! 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Wednesday, March 17, 20216:14 :53 PM 

To: l_ _____________________ -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 -·-·-·-·-·-·-______________________________________________________________________ i Saf avi, Farin a z 
(NIH/NI N DS) [El r·-·-·-·-·-·-·-·-·-·-·-·b6·-·-·-·-·-·-·-·-·-·-·-·-]Togias, Al kis (NI H/N IAI D) [El r·-·--·-·--·--·-·--·b6-·-·--·---·---·-] Marks, Peter 

•-·- ·-·-· l ;-.::-.::-.::-.::-.::-.::-.::-.::-.::-..::-.::-.::-.::-.::-.::-.::-.::-.::-.::-.::-.::-.::-.::-.::-.::-.::--._·_·_ ·_·_·_ ·_·_·_ ·_·_·_ ·_·_·_ ·_·_·_ ·_·_·_ ·_·_·_ ·_·_·_ ·_·_·J, .... ,..... ..,. "'·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·1 

(FDA/CBER)i b6 :Nath, 

Avi ndra (NIH/NI N DS) [El ::~ : ~:~:~ : ~~~:~ : ~:~:~ : ~:~~:~~:~: ~:~:~ : ~:~:~ : ~:~:~J Beavers,_ Suzanne_( CDC/D DPHSS/CSE LS/DSEPD lL. ............ b6 ··········---· j ______ , 

Walensky, Rochelle (CDC/OD)i b6 ! 

: ________ ---·-·-·-·-·-·-·-~-~-_____ ---·-·-·-·-·-·-·-j Ri ~ha rd s, Pa u I (FDA/CB ER)[ _________ ---·-·-·-·-·-·-·-~-~------·-·-·-·-·-·-________ j . 
Subject: Neurological reactions to the Covid vaccines 

Hello ' :-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, .--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--
My name isi b6 i and many of you know me or have heard from me before. Briefly, I amt_ _______ b._~--------·J -·-·-·-·-·-·-·-·-·-·-·-·-1···········,-·-·-·-·-·-·-·-·-·-·-·-·-
i b6 i who developed a severe reaction to the Pfizer Covid vaccine 30 minutes after receivin g it and have 
'been very ill for the past three month s with severe paresthesias. In my search for informa tion, I wrote several comments 
after articles I read in j ournals stating that there were no neurolo gical adverse reactions to the vaccines. I have been 
contacted by many people from around the world now who have had very similar reactions to mine. Unf01t unately, we are 
unable to find medi cal care as the medical communi ty knows nothing about these reaction s. This group of people is 
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getting too large fo r me to handle and correspond with . I wonder if any of you have any recommendations as to where I 
should go from here. We have all repmied our reactions many times to VAERS and the appropriate agencies with no 
response . At this point , I appear to be the only resource in the world for people suffering like I have been. Maybe it is 
time for these reactions to be taken seriously and addressed appropriately . I would really appreciate some input and 
guidance from those of you who should be getting involved with this problem . It is really not a problem that I should be 
dealing with alone if at all. 
Thank you, 

! ·- ·-·-·- ·- ·-·- ·-·-·-·-·- ·- ·-·-·- ·- ·-·- ·-·-·-·-·- ·- l 

b6 
' ~----- -------- --~ 
Sent from my iPhone 

RE L0000229430 



From: 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 

Sent: 4/16/2021 5:05:05 PM 
To: Wiebold, Amanda (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients/cn=4491ee2ae9804610899c741100150540. b6 ! 
L --• - · • · • ••·•·•·•· • ·•·• · 

Subject: Re: COVID Vaccine Side Effect Potential 
Attachments: Request for Medical lnformation.jpg 

Hi Amanda, 

Apologies for the delay, it took longer to print the form than anticipated. I am set up to come down on Tuesday 
next week, but wanted to get you the authorization. 

Thanks, 
··-·-·-·-·-·-·-·-·-·-·-·1 
! b6 ! 
i·-·-·-·-·-·-·-·-·-·-·-·i 

On Mon, Apr 12, 2021 at 8:39 AM Wiebold, Amanda (NIH/NINDS) [E] l_ __________________ ~~-----------------·_jwrote: 

Helloi b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Attached is a medical records release form. Please fill out the sections highlighted in yellow and 

return to us. If you have not had any scans or biopsies done you can write NA in sections 2 and 

3. Please fill out a separate form for each facility you were seen at. 

Our scheduler will be reaching out to you to get you scheduled to come in for our study. I am also 

attaching a copy of our protocol consent for the study. Please review an let me or Dr. Safavi know if 
you have any questions. This is just for your review and does not get signed at this time. 

Thanks, 

Awicuuia,Wiebo-ld, 135N, RN, CNRN 

Research Nurse Specialist 

NINOS Section of Infections of the Nervous System 

10 Center Drive, Building 10/7C107, MSC 1430 

Bethesda, Maryland 20892 

Office: [__ _________ b6 __________ ___: 
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Cel l:[ ___________ b6 ________ __: 

Fax: 301-402-1137 

Em a i I: L ____________________ b6 ____________________ ] 

From:: b6 i 
Sent: Tuesday, April 6, 2021 9:58:17 AM ; 
To: Safavi, Farinaz (NIH/NINDS) [E] i b6 i 

-'---~-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

Cc: !._ __ -·-·--·-·--·-·--·-·--·-·--·-·--· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-J 
Subject: Re: COVID Vaccine Side Effect Potential 

Great, I sent it to my work email as well - Teams is connected to that email, so I will join from there - in case 
you need iti b6 i See you at 3pm. 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 

Thanks, 
i b6 ! 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

On Tue, Apr 6, 2021 at 9:33 AM Safavi, Farinaz (NIH/NINDS) [E] i b6 !wrote: 
L--· -·- ·-· -·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·- ·-· -·- ·-· -· 

Fantastic!Will send you Microsoft Teams link shortly. 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 
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From:[ ___________ b6 _____________ j 
Sent: Tuesday, April 6, 2021 9:31 AM 
To: Safavi, Farinaz (NIH/NINDS)J_El 
Cc:i b6 l 

'- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-1 

Subject: Re: COVID Vaccine Side Effect Potential 

I am pretty open this afternoon as well, let's do 3pm if that works . 

Thanks, 

On Tue, Apr 6, 2021 at 9:25 AM Safavi, Farinaz (NIH/NINDS) [E]t_ __________________ !l._~ _____________ __!wrote: 

Hi!_ _________ b6 __________ ] 

Thank you very much for contacting me. We have started a research effort at NIH to look into neurological 
complications of COVID vaccine. It would be great if we can meet through the televisit and discuss your 
symptoms . I have an availability today after 3pm ET. What time works for you? 

Please let me know 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:l b6 : 
Sent: Tuesday , April 6; 2021 9: 16 AM 
To: Safavi, Farinaz (NIH/NINDS) [El 
Subject: COVID Vaccine Side Effect Potential 
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Hi Dr. Safavi, 

My n eu rol og ist l._ ______________ b6 _____________ __! at !__ _______________________ b6 _______________________ __l recommended reaching out 
to you regarding my recent potential reaction to the COV ID vaccine. He noted you may be 
intere sted in speaking to me directly and taking some add itional blood work etc. I am happy 
to help and provide you access to any of my information if it would help with your research. 

Please fee! free to reach out You can reach me at this email: b6 i or ca 11 me at [-·-·--·-·--·-·-bf ·-·--·-·--·-·-1 ; ______________________ -·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·-_____ ! 

Kind Regards, i b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

RE L0000230003 
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From: Wiebold, Amanda (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 
(FYDIBOHF23SPDLT)/CN=RECIPIENTS/CN=4491EE2AE9804610899C741100150540L_ ________ b6 ___________ i 

Sent : 4/12/202112:39 :02 PM 
To: 

r-·-·-·-·-·-·-·-·-·-·-·-b·s-·-·-·-·-·-·-·-·-·-·-·-1 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

Subject: RE: COVID Vaccine Side Effect Potentia l 
Attachments : 15N0125 Standard Consent.pdf; NIH-1208 Author izat ion for the Release of Medical Information mod ified .pdf 

He 11 o i_ ___________ b6 ·-·-_____ __: 

Attached is a medical records release form . Please fill out the sections highlighted in yellow and return to us. If 
you have not had any scans or biopsies done you can write NA in sections 2 and 3. Please fill out a separate 
form for each facility you were seen at. 

Our scheduler will be reaching out to you to get you scheduled to come in for our study . I am also attaching a 
copy of our protocol consent fo r the study . Please review an let me or Dr. Safavi know if you have any 
questions . This is just for your review and does not get signed at this time . 

Thanks, 

A wz.a,ru;la., W Cebo-Ld,, 13SN, RN, CNRN 
Research Nurse Specialist 
NINOS Section of Infect ions of the Nervous System 
10 Center Drive, Building 10/7C107, MSC 1430 
Bethesda, Maryland 20892 

Office: : _____________ b6 ·-·-·-·-_ ___: 

Cel I:[_ _________ b6 __________ : 
Fax: 301-402-1137 
Ema i I: [ ____________________ b6 ____________________ : 

From::_ ____________________________ b6 ___________________________ i 
Sent: Tuesday, April 6, 20219:58:17 AM 

To: Safavi, Farinaz (NIH/NI N DS) [El[_ ______________________ b6 -·-·--·-·--·-·--·-·_: 
Cc:! b6 ! 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
Subject: Re: COVID Vaccine Side Effect Potent ial 

Great, I sent it to my work email as well - Teams is connected to that email, so I will j oin from there - in case you need it 

[_ _______________________ b6 _______________________ i See you at 3pm . 

Thanks, 

l __________ b6 ·-·-·-·-· ! 

On Tue, Apr 6, 2021 at 9 :33 AM Safavi, Farinaz (NIH/NINOS) [Eli b6 :wrote : 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Fantastic!Will send you Microsoft Teams link shortly. 
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Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

From :l_ ____________ b6 _____________ ] 

Sent: Tuesday, April 6, 2021 9:31 AM 

To: Safavi, Farinaz (NIH/NINOS) (El 
. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Cc::_ __________ b6 __________ . 
Subject: Re: COVID Vaccine Side Effect Potential 

I am pretty open this afternoon as well, let's do 3pm if that works. 

Thanks, 

r•- •-•-•- •-•-•- •-•-•- •-•-•- •-•-. 

! b6 i 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

On Tue, Apr 6, 2021 at 9:25 AM Safavi, Farinaz (NIH/NINOS) [E]j b6 :wrote: 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Hi! b6 i 
L--·-·-·-·-·-·-·-·-· . 

Thank you very much for contacting me. We have started a research effort at NIH to look into neurological 

complications of COVID vaccine. It would be great if we can meet through the televisit and discuss your symptoms. I 

have an availability today after 3pm ET. What time works for you? 

Please let me know 

Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 
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From:i b6 ! 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Tuesday, April 6, 2021 9:16 AM 

To: Safavi, Farinaz (NIH/NINDS) [El 

Subject: COVID Vaccine Side Effect Potential 

Hi Dr. Safavi , 

My neuro logist! b6 lati b6 1 recommended reaching out to 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

you rega rding my recent potential reaction to the COV ID vaccine. He noted you may be 
interested in spea king to me directly and taking some addit ional blood work etc . I am happy 
to help and provide you access to any of my information if it would help with your research. 

Please feel free to reach out You can reach me at this email! b6 !or ca 11 me at i·--·-·-·-·-·-·--· b6 -·-·-·-·-·-·--· : ; ___________________________________________ -·-·--·-·--·-·--·-·--·-·-__ ; 
1 ••••••••••••••••••••••••••••••••••••••••••• • 

Kind Regards ,[ b6 l 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

PRINCIPAL INVESTIGATOR: Avindra Nath, MD 

STUDY TITLE: Natural History Study of Inflammatory and Infections Diseases of the 
Nervous System 

STUDY SITE: NIH Clinical Center 

Cohort: Adult/Guardian Consent 

Consent Version: 03/l 7 /2020 

WHO DO YOU CONTACT ABOUT THIS STUDY? 

Principal Inv~stigator: Avindra ~ath , MD, J bG I 
Study Coordinator: Amanda Wiebold, RN,t_ ____________________________________________________________ _i 

This consent form describes a research study and is designed to help you decide if you would like 
to be a part of the research study. 

You are being asked to take part in a research study at the National Institutes of Health (NIH). 
Members of the study team will talk with you about the information described in this document. 
Some people have personal, religious, or ethical beliefs that may limit the kinds of medical or 
research treatments they would want to receive (such as blood transfusions). Take the time needed 
to ask any questions and discuss this study with NIH staff, and with your family, friends, and 
personal health care providers . Taking part in research at the NIH is your choice. 

If the individual being enrolled is a minor then the tenn "you" refers to "you and/or your child" 
throughout the remainder of this document. 

If the individual being asked to participate in this research study is not able to give consent to be 
in this study . Therefore , you are being asked to give permission for this person as their decision­
maker. The term "you" refers to you as the decision-maker and/or the individual being asked to 
participate in this research, throughout the remainder of this document. 

IT IS YOUR CHOICE TO TAKE PART IN THE STUDY 

You may choose not to take part in this study for any reason. If you join this study, you may change 
your mind and stop participating in the study at any time and for any reason. In either case, you 
will not lose any benefits to which you are otherwise entitled. However , to be seen at the NIH, you 
must be taking part in a study or are being considered for a study . If you do choose to leave the 
study, please inform your study team to ensure a safe withdrawal from the research . 

PATIENT IDENTIFICATION Consent to Participate in a Clinical Research Study 
NIH-2977 (4-17) 
File in Section 4 : Protocol Consent (1) 
Version Date : 02/24/2020 IRB NU l'v1BER: 15N0125 
Page 1 of 15 IRB APPROVAL DATE : 04/09/2020 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

WHY IS THIS STUDY BEING DONE? 

The purpose of this study is to learn more about how inflammation and infections hurt the brain 
and nervous system so we can develop better tests and treatments for them. 

BACKGROUND 

Inflammation is the way your body reacts to infection or injury. Signs of inflammation can include 
swelling, pain, redness or heat. Infections or inflammation in the brain can cause major health 
problems. Brain and nerve infections can be hard to find because we do not always have good tests 
for them. Sometimes inflammation in the brain can happen and doctors do not know what caused 
it. We would like to learn more about how diseases affect the brain and nerves so we can figure 
out better ways to test for them and treat them. We hope that with better and earlier testing and 
treatment , we can help people avoid serious health problems and death . 

STUDY POPULATION 

Up to l 000 people will take part in this study . 

VISIT SCHEDULE 

For this study, you may have several visits to the NIH Clinical Center in Bethesda , MD . The 
number of visits and the visit schedule depends on your individual case. In general, there will 

be an initial evaluation period where we may see you as often as every week for the first weeks or 
months. The frequency of visits during this period depends on how much testing you will need at 
the beginning and if you agree to the extra visits. After this initial evaluation period, we may ask 
to see you again , regularly or occasionally, depending on your condition and the research needs of 
this study. 

During one or more of your visits , you may have a brief interview with a Clinical Research 
Advocate (CRA) from the Human Subjects Protection Unit. The interview will see whether you 
understand about being in this research study. It will help decide whether you need to have 
someone else give consent for you to be in the study. The CRA will talk to you and the research 
team about the interview results. 

OVERVIEW 

During your study visits we will ask you about your history and do a physical exam. You will have 
a variety of tests . These tests are explained below . We may ask you to do additional research tests 
if we think that they would help us better understand your disease processes . This could include 
additional MRI testing, a special eye exam called optical coherence tomography (OCT) , or a brain 
wave test called an electroencephalogram (EEG) . You do not have to do these optional research 
tests if you do not want to . You can still be part of the study. There are no experimental drugs or 
devices used in this study . 
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BASELINE STUDY PROCEDURES: 

The following procedures will be required for all adults in the study. The research team may decide 
some of these procedures are not required based on your health status . For children, these studies 
will be done only if they are tolerated easily. 

History and Physical Exam: 

We will ask you for your medical, social, and family history. We will ask you about your 
medications. You will also have a thorough physical and neurological exam. This physical exam 
is for research purposes only and does not replace any examination you may receive from you own 
doctors . 

Blood Draw 

Blood will be drawn through a needle in your am1. We will draw no more than 2.3 cups of blood 
over 8 weeks for adults and no more than 2 cups of blood over 8 weeks for children. 

HIV Test 

As part of this study, we may test you for infection with the human immunodeficiency virus (HIV), 
the virus that causes AIDS. If you are infected with HIV you will still be able to participate in this 
study. 

Genetic Testing 

Your blood may be used for genetic research purposes. The genetic material, DNA, will be taken 
from the sample. Different types of genetic testing may be done, depending on your condition: 

1. It may be analyzed to identify the genes that might be causing your condition . This will 
help us understand how changes in the genes may cause symptoms. Genetic testing can 
be helpful in establishing a diagnosis. It may eventually lead to improved treatment or 
prevention. 

2. To try to identify genetic changes that may be associated with your condition we may 
sequence the part of the DNA that provides instructions for making proteins , called the 
"exome." The exome makes up about 1 % of your DNA. 

3. We may analyze the DNA and do "whole genome" sequencing. Whole genome 
sequencing provides information on most of your DNA . Sequencing takes months to 
complete. It may take even longer for us to analyze the results of the sequencing and to 
understand which genes might be involved in your condition. 

After the genetic sequencing and analysis are complete, you may meet again with the study team 
and the genetic counselor to discuss the results . Results about known or likely disease-causing 
gene variations will be given to you as part of genetic counseling. 

The genetic testing for this study will not detect all gene changes that are associated with known 
diseases. However, we will tell you if we find gene changes in your DNA that are known to have 
major and direct medical significance and are associated with illnesses or conditions that could 
benefit from early treatment. We call these "reportable gene changes." We suggest you share this 
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information with your own doctors and that you have a clinical laboratory confinn the "reportable 
gene change" before you take any action on this information. 

We will find individual DNA variations in everyone . We will not inform you of all gene variations , 
as not all of them have health implications . For example , we will not tell you about gene changes 
that only predispose to a particular disease--like a gene change that influences the risk for heart 
disease, but where the development of heart disease depends on other factors (such as diet and 
smoking) . We will also not tell you if you are a carrier of a recessive mutation , which means that 
you have one copy of a recessive mutation and one copy of the nonnal gene , if being a carrier 
causes no known health problems for you. 

The results from this research study will be preliminary. Further research may be necessary before 
they are fully understood. We do not plan to provide you with research results. However , if we 
obtain information that may be important for your health , we will share it with you . By 
participating in this study, you do not waive any rights that you may have regarding access to and 
disclosure of your records . 

MRI 

Magnetic resonance imaging (MRI) uses a strong magnetic field and radio waves to take pictures 
of your brain . The MRI scanner is a metal cylinder surrounded by a strong magnetic field . During 
the MRI , you will lie on a table that can slide in and out of the cylinder . You will be in the scanner 
about 60-90 minutes . You may be asked to lie still for up to eight minutes at a time . While in the 
scanner you will hear loud knocking noises, and you will be fitted with earplugs or earmuffs to 
muffle the sound. You will be able to communicate with the MRI staff at all times during your 
scan, and you may ask to be moved out of the machine at anytime. 

During the MRI scan you will receive gadolinium, a contrast agent , through an intravenous (IV) 
catheter. A needle will be used to guide a thin plastic tube ( catheter) into one of your arm veins. 
The needle will be removed , leaving only the catheter in the vein. The catheter will be taped to the 
skin to hold it in place. 

During part of the MRI you will receive gadolinium , a contrast agent, through an intravenous 
(IV) catheter. It will be done for both research and medical purposes. 

It is not known if MRI with contrast is completely safe for a developing fetus . Therefore , all 
women of childbearing potential will have a pregnancy test performed no more than 24 hours 
before each MRI scan with contrast. The scan will not be done if the pregnancy test is positive. 

Lumbar puncture 

For the lumbar puncture , you will lie on your side, curled up with your knees at your chest, or you 
will sit upright. Your lower back will be washed and a local anesthetic will be injected into your 
back to make it numb, which may sting for a few seconds. A needle will be insert ed through the 
numbed skin and into the space between the bones in your back. 

You may feel a sensation of pressure . About 1.5 tablespoons of cerebrospinal fluid (CSF) will be 
removed . It usually takes 5 to 20 minutes to collect the CSF . After the fluid is collected, the needle 
will be removed and you may get up and move around as soon as your doctor says you may. 
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If we cannot safely do your lumbar puncture without the help of an x-ray, your lumbar puncture 
will be done in the Radiology Department. If you are under 18 years of age the lumbar puncture 
(either at the bedside or in the Radiology Department) will only be done if it is needed for your 
clinical care. 

Banking and Sharing 

Your blood, saliva, urine, tissue sample, spinal fluid or blood cells samples and MRI and other 
clinical data will be stored securely on the NIH campus. Your data and samples may be sent to a 
repository for storage and may be released for research purposes . Your name and identifying 
information will not be on the samples and data. A code will be assigned. The key to the code will 
be kept at NIH in a separate, secure area. 

If you withdraw from this research study before it is complete, you may ask that your remaining 
samples be destroyed . Results obtained before you withdraw will be kept. Your privacy will be 
protected as much as possible. 

Your blood , saliva, urine , tissue sample, spinal fluid or blood cells samples and MRI and other 
clinical data may be used for other research projects , including those not related to your current 
condition. If you do not want your samples and data used for other projects , you should not 
participate in this study. 

OPTIONAL STUDY PROCEDURES 

The following procedures wil1 be done depending on your symptoms and diagnosis: 

Optical coherence tomography (OCT) 

OCT is short for optical coherence tomography. It is a test that measures the thickness of the nerve 
in the eye. This works similarly to an ultrasound , but instead of measuring sound, it measures the 
reflection of infrared light. It takes about 15 to 30 minutes. This test is optional. You don't have to 
have to do this test to take part in this study. 

Evoked Potentials 

You may be asked to have evoked potential testing. Evoked potentials measure the how fast signals 
travel along pathways of sensation, hearing or vision . You will have a few electrodes placed on 
top of the skin your head and you will receive sensory stimulation, listen to clicks or look at pattern. 
No hair is removed for this testing . The electrodes will be removed after the study. Evoked 
potentials typically take l hour. 

Electromyogram (EMG) and Nerve Conduction Study (NCS) 

You may be asked to have an EMO and NCS done to study how the muscles and nerves in your 
arms or legs work. During the EMO a small needle will be inserted into the muscles or an arm 
and/or leg and the activity of the muscle will be measured. NCS is a test during which small electric 
shocks are applied to the nerves in your anns or legs and the ability of your nerves to conduct 
signals is measured. EMO and NCS take 30 minutes to 1 hour. 
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Neuropsychological Testing 

Neuropsychological testing may include tests of your memory, attention, concentration , and 
thinking. This may include an interview , questionnaires, and a pen-and-paper or a computerized 
test. It takes 2-4 hours. 

Electroencephalogram (EEG) 

During an EEG, the electrical activity of your brain ("brain waves") will be recorded by placing 
small metal disc electrodes on your scalp with either glue, paste or an electrode cap. A conductive 
gel will be placed in the space between the electrodes and your scalp to make sure there is good 
contact between them . Your brain waves will be recorded while you are lying quietly , breathing 
deeply, watching bright flashes of light, or sleeping . The EEG usually takes l to 2 hours . The 
electrodes will be taken off once the EEG is completed. 

Skin biopsy (adults only) 

A small area of skin will be washed with iodine and alcohol. We will inject a local anesthetic to 
numb the area. Then we will remove a 1/4-inch piece of skin with a biopsy tool. After the biopsy, 
the site will be covered by a dressing. You will receive instructions on how to care for area. 

Urine Collection 

We will collect urine to look for viruses or other signs of infection. We will also do a urine 

pregnancy test for women and girls who are able to get pregnant. If you are a minor and have a 
positive pregnancy test , we will inform both you and your parents. If you object to having this 
required pregnancy test , you should not participate in this study . 

Saliva Collection 

We would like to see if certain viruses are found in the saliva of people with inflammation in the 
brain and nervous system. You will need to chew on a piece of sterile cotton for one minute. 

RISKS, INCONVENIENCES AND DISCOMFORTS OF MAIN STUDY PROCEDURES: 

History and Physical Exam 

There is minimal risk with doing history and physical exam; there could be minimal discomfort . 

Blood Draw 

You may have some discomfort and bruising at the site of needle entry. There is a very small risk 
of fainting. Infection in the area of the needle insertion is rare. 

Genetic Testing 

Genetic testing can provide information about how illness is passed on within a family. This 
knowledge may affect your emotional wellbeing. You might feel differently about your life if you 
learned that you or your children were at increased risk of a disease, especially if there were no 
treatment. Your children, brothers or sisters may find out that they are at risk for health problems 
because of your genetic information. This might affect your relationships. Other family members 
may also be affected by uncovering risks they did not want to know about. This information can 
cause stress, anxiety, or depression . 
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Some genetic testing shows if people are directly related. Some genetic tests can show that people 
were adopted or that their biological parent is someone other than their legal parent. If these facts 
were not known previously , they could be troubling. Genetic counseling is available at NIH to help 
you understand the implications of your genetic testing. 

Because of the emotional risk , some people do not want to know the results of genetic testing. It 
is our policy to not disclose the results of research genetic testing unless it may have direct medical 
implications for you or your family. 

Results of the research genetic testing in this study are often difficult to interpret because the testing 
is being done for research purposes only and the laboratories are not clinically certified. You may 
be referred to a CLIA certified laboratory, possibly outside of NIH, for additional testing or 
confirmation of the research results. NIH will not cover the cost of the additional testing. You or 
your insurer will be responsible for the cost. 

Your genetic infonnation will be kept confidential to the extent possible. The results of your 
genetic testing will be kept in a locked and secured manner at the NIH. 

HIV Testing 

If you test positive for HIV, this could be distressing news for you and your partner. We will tell 

you what the results mean and how we report newly diagnosed HIV infection . We will also tell 
you how to find care. We will tell you how to avoid infecting others and the importance of 
informing your partners at possible risk because of your HIV infection . 

Urine Collection 

There are no risks associated with urine collection. 

Saliva CoHection 

There are no medical risks and minimal discomfort with saliva testing. 

MRI 

People are at risk for injury from the MRI magnet if they have pacemakers or other implanted 
electrical devices, brain stimulators, some types of dental implants, aneurysm clips (metal clips on 
the wall of a large artery), metallic prostheses (including metal pins and rods, heart valves, and 
cochlear implants), permanent eyeliner, implanted delivery pump, or shrapnel fragments . Welders 
and metal workers are also at risk for injury because of possible small metal fragments in the eye 
of which they may be unaware. You will be screened for these conditions before having any scan , 
and if you have any, you will not receive an MRI scan. If you have a question about any metal 
objects being present in your body , you should inform the staff. In addition, all magnetic objects 
(for example, watches, coins, jewelry , and credit cards) must be removed before entering the MRI 
scan room. 

It is not known if MRI is completely safe for a developing fetus. Therefore, all women of 
childbearing potential will have a pregnancy test performed no more than 24 hours before each 
MRI scan. The scan will not be done if the pregnancy test is positive. 

People with fear of confined spaces may become anxious during an MRI. Those with back 
roblems ma have back ain or discomfort from l in in the scanner. The noise from the scanner 
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is loud enough to damage hearing, especially in people who already have hearing loss. Everyone 
having a research MRI scan will be fitted with hearing protection. If the hearing protection comes 
loose during the scan, you should let us know right away. Please notify the investigators if you 
have hearing or ear problems. You will be asked to complete an MRI screening form for each MRI 
scan you have. There are no known long-term risks of MRI scans . 

The risks of an IV catheter include bleeding, infection, or inflammation of the skin and vein with 
pain and swelling. 

Mild symptoms from gadolinium infusion occur in fewer than I% of those who receive it and 
usually go away quickly. Mild symptoms may include coldness in the arm during the injection, a 
metallic taste, headache , and nausea. In an extremely small number, fewer than one in 300,000 
people, more severe symptoms have been reported including shortness of breath, wheezing, hives , 
and lowering of blood pressure . You should not receive gadolinium if you previously had an 
allergic reaction to it. You will be asked about such allergic reactions before gadolinium is given . 

People with kidney disease are at risk for a serious reaction to gadolinium contrast called 
"nephrogenic systemic fibrosis" which has resulted in a very small number of deaths . A blood test 
of your kidney function may be done within the month before an MRI scan with gadolinium 
contrast. You will not receive gadolinium for a research MRI scan if your kidney function is not 
nonnal or if you received gadolinium within the previous month. 

Most of the gadolinium contrast leaves the body in the urine. However, the FDA recently issued 
a safety alert that indicates small amounts of gadolinium may remain in the body for months to 
years. The effects of the retained gadolinium are not clear. At this time, retained gadolinium has 
not been linked to health risks in people whose kidneys work well. Some types of gadolinium 
contrast drugs are less likely to remain than others. In this study, we will use the gadolinium 
contrast drugs that are less likely to remain, whenever possible. 

Please tel1 your research team if you have had any MRI scans in the past 12 months . We will 
also give you additional information called a "Medication Guide." Upon request, we will give you 
individual information about retained gadolinium we see on your studies 

Lumbar Puncture 

You may feel a brief pain or tingling sensation in your legs during the LP if the needle brushes 
against a nerve. If this happens, please let the doctor or nurse practitioner know right away. They 
will adjust the needle. You may have a mild backache after the LP at the place the needle was 
inserted. About one- third of people have a headache for a few days after a lumbar puncture. 
Usually the headache is not severe and improves without treatment other than a mild pain reliever. 
Headaches that last longer than 7 days happen with one in 50 to 200 lumbar punctures . They 
usually improve gradually over 2 weeks. In rare cases headaches have lasted longer. Prolonged 
headaches may be due to continued leakage of CSF from the area of the LP. You and your clinician 
may decide to perform a "blood patch" if your headache is prolonged. A blood patch requires 
removing blood with a needle from a vein in your arm and then injecting it into the area of your 
back where the lumbar puncture was done to seal off the leak of CSF. If you have your LP with an 
x-ray, you will be exposed to a small amount of radiation . 
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Radiation Risk 

This research study may involve exposure to radiation from up to 2 lumbar punctures under X-ray. 
This radiation exposure is not required for your medical care and is for research purposes only. 
The amount of radiation you will receive in this study is 0.026 rem which is below the guideline 
of 5 rem per year allowed for research subjects by the NIH Radiation Safety Committee. The 
average person in the United States receives a radiation exposure of 0.3 rem per year from natural 
sources, such as the sun, outer space, and the earth's air and soil. If you would like more 
information about radiation , please ask the investigator for a copy of the pamphlet, An Introduction 
to Radiation for NIH Research Subjects . 

While there is no direct evidence that the amount of exposure received from participating in this 
study is harmful, there is indirect evidence it may not be completely safe. There may be a very 
slight increase in the risk of cancer. 

Please tell your doctor if you have had any radiation exposure in the past year, either from other 
research studies or from medical tests or care, so we can make sure that you will not receive too 
much radiation . Radiation exposure includes x-rays taken in radiology departments, cardiac 
catheterization, and fluoroscopy as well as nuclear medicine scans in which radioactive materials 
were injected into your body. 

If you are pregnant or breast feeding, you may not undergo LP under X-ray. It is best to avoid 
radiation exposure to unborn or nursing infants since they are more sensitive to radiation than 
adults. 

Banking and Sharing 

We will remove any information that could identify you from data and samples that are sent to 
repositories or shared. Data and samples will be sent with a code. This linking code will be kept at 
NIH . However, there is a very small chance that the data or samples could be identified as yours . 

Research using data or samples from this study may lead to new tests, drugs, or devices with 
commercial value. You will not receive any payment for any product developed from research 
using your data or samples . 

RISKS, INCONVENIENCES Al"lD DISCOMFORTS OF ADDITIONAL STUDY 
PROCEDURES: 

OCT 

There are no known risks of OCT. 

Evoked Potentials 

The skin needs to be lightly rubbed to place the electrodes , which may cause mild irritation. You 
may also have slight discomfort of pain from the shock stimulation. If it is too uncomfortable, let 
us know and we will try to tum down the stimulus intensity. You may stop the test at any time. 
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EMGandNCS 

You may have pain when the needles are inserted. There is a very small risk of infection or 
bleeding. The nerve stimulation may cause discomfort or pain. If it is too uncomfortable, you can 
ask to have the test stopped. 

N europsychological Testing 

The neuropsychological tests are not harmful but may be frustrating or stressful. We only ask that 
you try your best. No one performs perfectly on these tasks. You may refuse to answer any question 
or to stop a test at any time and for any reason . 

EEG 

There is no risk associated with having an EEG. You may feel uncomfortable while the electrodes 
are attached to your scalp. The conductive gel sometimes causes some mild irritation You may not 
like the smell of the paste or the glue remover, but they are not harmful. If an electrode cap is used 
instead of the glue or paste, the cap may be uncomfortably tight and cause a headache. 

Skin Biopsy 

Pain at the biopsy site is usually minimal; bleeding and infection are rare. The biopsy site usually 
heals with a very small, nearly unnoticeable scar, but may leave a raised scar or visible lump. 

INDUCED PLURIPOTENT STEM CELLS (JPS) 

We may use your skin or blood cells to create adult stem cells, also called iPS (induced pluripotent 
stem) cells. Stem cells can be turned into different cell types . Studying different cell types from 
the iPS cells may help us better understand the conditions we are studying . The iPS cells will not 
be used for cloning. iPS cells cannot currently be used to grow artificial organs or organisms, but 
this may change in the future. 

ADDITIONAL RISKS 

Sedation 

You may request medicine to help relax you during your MRI or lumbar puncture . This 
medicine may have side effects. These side effects include upset stomach, vomiting, 
headache, dizziness, and mild allergic reactions. Some people may stay sedated (groggy, 
disoriented) for a longer time than others . Some people may not feel relaxed even after taking 
the medicine. You may feel irritable or restless. More serious risks are rare. These rare risks 
include slowed breathing , drop in blood pressure, change in your heart rate or rhythm, or 
death. We will ask you questions about your medical history to try to pick the best medicine 
to give you if you request it for your MRI or LP. We will watch you closely during your test 
if you are given a sedatingmedicine. 

ANTICIPATED BENEFITS 

If you are an adult, all procedures will be done for research purposes and there are no expected 
direct benefits for you in this study . 
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If you are a child, some procedures will be done only if it will help to diagnose your condition . 
This information may help your doctor treat your illness better. 

For both adults and children, this study will likely increase our general knowledge of how 
infections and immune conditions affect the brain , and will probably help us to diagnose brain 
infections and immune disorders earlier and manage patients better. The study results may help 
to develop new treatments in the future. 

RIGHT OF WITHDRAW AL AND CONDITIONS FOR EARLY WITHDRAW AL 

You may withdraw from the study at any time and for any reason without loss of benefits or 
privileges to which you are otherwise entitled. The investigator can remove you from the study at 
any time if she or he believes that continuation is not in your best medical interest or if you are 
unable to comply with the requirements of the study. 

ALTERNATIVES TO PARTICIPATION OR TREATMENT 

The alternative is not to participate. 

COMPENSATION, REIMBURSEMENT, AND PAYMENT 

Will you receive compensation for participation in the study? 

Some NIH Clinical Center studies offer compensation for participation in research. The amount of 
compensation , if any, is guided by NIH policies and guidelines . 

You will not receive compensation for participation in this study. 

Will you receive reimbursement or direct payment by NIH as part of your participation? 

Some NIH Clinical Center studies offer reimbursement or payment for travel, lodging or meals 
while participating in the research. The amount, if any, is guided by NIH policies and guidelines. 

Reimbursement of travel will be offered consistent with NIH guidelines. 

WiU taking part in this research study cost you anything? 

NIH does not bill health insurance companies or participants for any research or related clinical 
care that you receive at the NIH Clinical Center. 

CONFIDENTIALITY PROTECTIONS PROVIDED IN THIS STUDY 

Will your medical information be kept private? 

We will do our best to make sure that the personal information in your medical record will be kept 
private. However, we cannot guarantee total privacy. Organizations that may look at and/or copy 
your medical records for research, quality assurance, and data analysis include: 

• The NIH and other government agencies, like the Food and Drug Administration (FDA), 
which are involved in keeping research safe for people . 

• National Institutes of Health Intramural Institutional Review Board 
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When results of an NIH research study are reported in medical journals or at scientific meetings, 
the people who take part are not named and identified. In most cases, the NIH will not release any 
information about your research involvement without your written pennission. However, if you 
sign a release of infonnation form, for example, for an insurance company, the NIH will give the 
insurance company information from your medical record. This infonnation might affect ( either 
favorably or unfavorably) the willingness of the insurance company to sell you insurance. 

If we share your specimens or data with other researchers, in most circumstances we will remove 
your identifiers before sharing your specimens or data. You should be aware that there is a slight 
possibility that someone could figure out the information is about you. 

Further , the information collected for this study is protected by NIH under a Certificate of 
Confidentiality and the Privacy Act. 

Certificate of Confidentiality 

To help us protect your privacy , the NIH Intramural Program has received a Certificate of 
Confidentiality (Certificate). With this certificate, researchers may not release or use data or 
information about you except in certain circumstances . 

NIH researchers must not share information that may identify you in any federal, state , or local 
civil, criminal, administrative, legislative, or other proceedings , for example, if requested by a 
court. 

The Certificate does not protect your information when it: 

1. is disclosed to people connected with the research, for example, infonnation may be used 
for auditing or program evaluation internally by the NIH; or 

2. is required to be disclosed by Federal, State, or local laws, for example, when information 
must be disclosed to meet the legal requirements of the federal Food and Drug 
Administration (FDA); 

3. is for other research ; 
4. is disclosed with your consent. 

The Certificate does not prevent you from voluntarily releasing information about yourself or your 
involvement in this research . 

The Certificate will not be used to prevent disclosure to state or local authorities of harm to self or 
others including , for example, child abuse and neglect , and by signing below you consent to those 
disclosures. Other permissions for release may be made by signing NIH forms, such as the Notice 
and Acknowledgement of Infonnation Practices consent. 

Privacy Act 

The Federal Privacy Act generally protects the confidentiality of your NIH medical records we 
collect under the authority of the Public Health Service Act. In some cases, the Privacy Act 
protections differ from the Certificate of Confidentiality. For example, sometimes the Privacy Act 
allows release of inf01mation from your medical record without your permission , for example , if 
it is requested by Congress. Information may also be released for certain research purposes with 
due consideration and protection, to those engaged by the agency for research purposes, to certain 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

federal and state agencies, for HIV partner notification, for infectious disease or abuse or neglect 
reporting, to tumor registries, for quality assessment and medical audits, or when the NIH is 
involved in a lawsuit. However, NIH will only release information from your medical record if it 
is permitted by both the Certificate of Confidentiality and the Privacy Act. 

POLICY REGARDING RESEARCH-RELATED INJURIES 

The NIH Clinical Center will provide short-tenn medical care for any injury resulting from your 
participation in research here. In general , no long-term medical care or financial compensation for 
research-related injuries will be provided by the NIH, the NIH Clinical Center , or the Federal 
Government. However, you have the right to pursue legal remedy if you believe that your injury 
justifies such action . 

PROBLEMS OR QUESTIONS 

If you have any problems or questions about this study, or about your rights as a research 
participant, or about any research-related injury, contact the Principal Investigator, Avindra Nath , 
MD, i b6 i You may also call the NIH Clinical Center Patient 

l-•-•-•-•-•- •-•-•-•-•-•-•-•-•-•-•-•- •-•-•-•-•-•-•-•-•- •-•-•- •-•-•- •-•-•- •-•-•- •-•-•- •-J 

Representative at 301-496-2626 , or the NIH Office of IRB Operations at 301-402-3713 , if you 
have a research-related complaint or concern. 

CONSENT DOCUMENT 

Please keep a copy of this document in case you want to read it again . 
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REQUEST FOR MEDICAL INFORMATION FROM SOURCE OUTSIDE THE NATIONAL INSTITUTES OF HEALTH 

INSTRUCTIONS : Complete this form in its entirety and forward directly to the requesting facility. 

CC PATIENT IDENTIFICATION 

(Patient Name) (Patient Number) 

SOURCE OF INFORMATION REQUESTED 

(Name of Health Care Organ ization or Physician) • (Phone Number) 

(Street Address) (City) 

INFORMATION REQUESTED 

The purpose or need for disclosure: Review of clinical care and consideration for research study 

NIH Requestor/Point of Contact: Amanda Wieboldi ___________________________________ b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·__J 

Identify the specific items and related dates pertaining to the information to be released. 

1. Medical Reports: 

Laboratory results , clinic notes, and brain MRI or head CT reports from 

Send to: National Institutes of Health Clinical Center 
OR 

(State) 

date(s). 

National Institute of Neurological Disorders and Stroke 
Building 10, Room 7C103 
10 CENTER DRIVE MSC 1430 
BETHESDA, MD 20892-1430 

Fax to: (301) 402-1137 
Attn: Amanda Wiebold or 

Dr. Bryan Smith 
ATTENTION: Amanda Wiebold/ Dr. Bryan Smith 

2. MRI scans on CD from date(s). 

Send to: National Institutes of Health Clinical Center 
National Institute of Neurological Disorders and Stroke 
Building 10, Room 7C103 
10 CENTER DRIVE MSC 1430 
BETHESDA, MD 20892-1430 
ATTENTION: Amanda Wiebold/ Dr. Bryan Smith 

3. Tissue/Pathology Slides from 

Send to: 

AUTHORIZATION 

National Institutes of Health Clinical Center 
Laboratory of Pathology 
Building 10, Room 2B50 
10 CENTER DRIVE MSC 1500 BETHESDA , 
MD 20892- 1500 

date(s). 

I hereby authorize the release of the above-requested medical information. 

(Signature of Patient/Legal Guardian) (Printed Name of Patient) 

(Street Address) (City) {Sta te ) 

(Date of Birth) 

(Fax Number) 

(Zip Cade) 

(Date Signed) 

(Zip Code) 

Patient Identification Request for Medical Information From Source Outside The 
National Institutes of Health 
NIH-1208 (8-17) 
P.A. 09-25-0099 
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From: Safav i, Farinaz (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

(FYDI BOHF23SPDL T)/CN=RECI PIENTS/CN=94807CE146E045D4B61655DA26AOC246L_ _____ b6 ·-·-·-· ! 
Sent : 4/17/2021 4:09:34 PM 

To: 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b 6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i 

Subject : Re: myself 

Im sorry you need to speak with your internist.I am a neuroligist and practice medicine through emails does not 
make any sense. 

Farinaz 

From:f b6 : 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Saturday, April 17, 202112:09:01 PM 
To: Safavi, Farinaz (NIH/NINOS) [E]i b6 i '-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
Subject: Re: myself 

F arinaz, I ju st received l_ ____________________________ b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·__J and m yf- -·---·---·---·---·---·-bs---------·---·---·---·i I am very 
worr ied. Is there anyway we could speak briefly? 

Sent from my iPhone 

On Apr 17, 2021, at 9:03 AM , Safavi, Farinaz (N IH/NINDS) [E] :._ _________________________ !>._~-----·-·-·-·-·--·-·-·-·-: 
wrote: 

Even as a case series we need some objective findings.I am not talking about basic 
immunology work.When you try to publish a case series, people need evidence(at least clinical 
9..~~s). I have a coup le of people with [_ _·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~~---·-·-·-·-·-·-·-____________________________________ __] 
l~~Jbut 4 out of 40 is not enough in this kind of reports or for any reviewer. 

Additionally,case series do not give enough epidemioligical information.People can say 70 
cases out of 21 0 million vaccinated individuals mean ing 1 in 30 million .ls it really more than a 
baseline incidence of small fiber neuropathy?!!!!!! 

thats why we need to make a very strong case to show the importance if this findings. 

I understand your frustration but we need to be patient and scientifically follow the appropriate 
path to br able to push this work forward . 

You can give my email to her and we can discuss it with her if she is interested. 

Have a good weekend! 

Farinaz 

From:! b6 1 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Saturday, April 17, 202111 :50 :41 AM 

To: Safavi, Farinaz (NIH/NINOS) [E]l_ ______________ b6 ________________ : 
Subject: Re: myself 
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Thank you Farinaz. Why is there nothing been written about just the observation that so many 
people are having these reactions? Just that in itself will inform the medical community so they 
can try to help these people. Instead, they are being labeled with "anxiety" and functional 
disease. I understand your desire to work out the scientific basis of these reactions. This will take 
time. The medical community needs to know about this now! There are many many people who 
need help. 
Can I give Dr Janet Woodcock your name? She is the acting commissioner of the fda. If she is so 
inclined, could she contact you? 

Sent from my iPhone 

On Apr 17, 2021, at 8:41 AM, Safavi, Farinaz (NIH/NINDS) [E] 
i b6 :wrote: 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·.i 

I am really glad that your visit went well with new neurologist.I completely agree 
with him and actually I find it very helpful since L _________________ b6 _______________ Jshow 
us sane footprint of disease we easily can discuss treatment plan. 
You definietely can give my email to physicians contact you but I will be very 
selective to meet people for now because our protocol has approval for limited 
number of patients . 
I am trying to put together the information but in order to convince medical 
community we really need objective information .I have confirmatory results in 
some patients but I need more to build a strong case. 
I believe all of you and I really think there is a reaction causing neuropathic 
features post vaccine that usually slowly get better by its own or with apropriate 
treatment and trying my best to share this information in a proper scientific 
manner. 
Let me know about the results ofL ___________ b6 __________ _isince it might be very helpful. 

Farinaz 

From: L ____________________ b6 ___________________ : 

Sent: Saturday, April 17, 202111:14:05 AM 
To: Safavi, Farinaz (NIH/NINOS) [E] i b6 : I.---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
Subject: Re: myself 

Hi Farinaz, I had a nice visit with[ _________________ b6 _______________ :yesterday. 
He is a very kind man who patiently listened to my story. He told me that he has 
one other female patient who had a similar reaction and is slowly improving after 
three months. I told him your impression of what is going on and he agreed it 
probably is a small fiber neuropathy. He said this is often related to underlying 
autoimmune disease such as rheumatoid arthritis and scleroderma. I explained to 
him thati b6 i 

[ ________________ '. _______ !>~------·-·-·-·-·-·-·-·-·-·-j He really had no other ideas about my vaccine ' 
reaction. He did schedule me for:-·· --------------b-6-------------7 I need to haver·· ·-b·s··-1 

··-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-•4 '-·-·-·-·-·-·-·-·- ·-·~ 
L__ b6 _]before I can do these tests in his office and was unable to get one late 
yesterday so it will have to be scheduled next week. He said I could receive 
l_ ___________________ b.,~----·-·-·-·-·-·-·-·jif I don't improve , as you recommended . 
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He recommended that I:______________ _____ _____ _____ _____ __ _b6 !_I_ ~~!~.!~Y.--·, 
it again. He drew more labwork including:._ __________________________ b6 ___________________________ i 
l_ ___________________________________ -·-·-·-·-· b6·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-__.] I asked him if he would speak 
to you and he said he will copy you on his consult note. If you wou ld like to 
contact him, I can forward you his phone number. Like everyone else, he is 
unaware of what is going on or what to do about it. I did not find the visit helpful, 
but at least I have some one who is willing to offer me medical care . With your 
help, hopefully I will get better. My symptoms fluctuate from day to day. My last 
bad day was 3 days ago. I am keeping my fingers crossed that my symptoms will 
subside. 

In the meantime Farinaz, I am being contacted daily by people 
experiencing similar neurological reactions to the vaccines. i b6 : 
,-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
! 

b6 
' ! j 

'unfortunately , there is nothing else you can read on the Internet about these · 
reactions as nothing has been published. I believe there are thousands of people 
who have had similar reactions to mine. I am even being contacted now by 
physicians in i b6 ! who have heard about my reaction and are asking for 
advice for their patients as they can't find any information to read about. I spoke 
with two physicians yesterday. I believe you are the only resource In the country 
who has had any experience or has any theories about what is occurring. So many 
of the people that have joined my group ( over 70 now) have seen doctors at 
excellent centers such as Stanford, UCSF, Harvard etc . and these doctors are 
uninformed. l _______________________ b6 _______________________ :is now a member of my group 
with a severe vaccine reaction . She can't get help! I'm sure she will be contacting 
you. 

I wrote another letter to Drs. Peter Marks and Janet Woodcock at the FDA 
pleading for them to take these reactions seriously and stop ignoring them so the 
medical world will know about them and try to help all of these poor patients who 
are not getting help. Janet Woodcock responded quickly that she would like to 
help but then responded again saying: 

"I am so very sorry for your ordeal. It seems what is missing is what they call a 
"research definition", in other words a syndromic framework to describe what is 
being experienced, since it may not fit into current diagnostic categories. Possibly 
one of the academic researchers you have consulted could work on that. I don't 
have insight into how this could be approached from a treatment 
standpoint". Janet Woodcock 

In otherwords, they are not interested in hearing about these reactions. It is 
shocking to me that they completely blow off these reports of l00's and l000's 
suffering with severe reactions . I would think they would want to know as much 
as possible about these reactions . Something is very wrong and these adverse 
reactions to the vaccines are being covered up. It is a great disservice to so many 
who are suffering like me . 

I know you are getting close to publishing and I hope you are in touch with Peter 
Marks and Janet Woodcock. Hopefully they will pay attention to you. From the 
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large number of people contacting me, I can only imagine how many more people 
there are out there suffering. This is not a rare problem . 

_ With_great thanksL _____ _ 

l·-·-·-·-·-·-·-·-·-·-·-~-~-·-·-·-·-·-·-·-·-·-·-.! 

Sent from my iPhone 

On Apr 17, 2021, at 5:39 AM, Safavi, Farinaz (NIH/NINDS) [E] 
l_ _________________________ b6 ___________________ __: wrote: 

Hi !_::::::::::)s :: ::::: :::: i 
Please update me with your neuroligy visit.Would be happy to 
help. 
Farinaz 

Farinaz 

From: L _________________________ b6 ______________________________ ] 

Sent: Monday, April 12, 2021 7:15:04 PM 
To: Safavi, Farinaz (NIH/NINOS) [E]! b6 ] 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
Subject: Re: 

Thank you Farinaz. I assumed that would be your answer but I told 
her I would ask. She contacted me out of the blue today. Obviously 
there is a lot of resistance to publish anything that is negative about 
the vaccines. Our group is still having great difficulty getting 
medical care. I hope I can get treatment with this new neurologist, 
with your help. I really need help. My facial paresthesias are 
incapacitating and at times excruciating. They seem to be getting 
worse. I am not functioning. It is a very hard way to live. I wonder 
what I did to deserve this punishment. I will be seeing him on 
_Friday: Thank you for all your help. 
! b6 i 
i--·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-' 

Sent from my iPhone 

On Apr 12, 2021, at_4:02 _PM,_ Safavi,_Farinaz 
(NIH/NINDS) [E] i b6 i wrote: 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

Hi!_ ________ b6 _______ _! 

Thank you for your email. We prefer to complete 
our findings with scientific evidence first before 
getting to any press release.Please be patient,I am 
really working hard to prepare this infom1ation in 
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the organized fashion to inform medical 
community. 

Farinaz 

PS;please let me know when you see your 
neurologist and I would be hapoy to discuss with 
him about next steps. 

REL0000230183 



From: i b6 I 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Sent : 4/19/202 1 4:40 :06 PM 

To: Safavi, Farinaz (NIH/NINDS) [El [/o=Exchangelab s/ou=Exchange Administrative Group 
(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e04 5d4b61655da26a0 c246j_ ___ b6 _______ i 

Subject: Re: Severe reaction to Pfizer Covid vaccine 

Thank you Farinaz. I have been feeling much worse the last few days. It's been very difficult. I aml b6 :on 
l- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

WednesdayJ b6 jis not scheduled till the following Wednesday. I will try to get it done sooner by my 
dermatologi~t :-·1-·~j-~-~--h~~-~-;-~ appointment to see an allergis t today and I'm trying to get in to see [~~~~~~~~f~~~~~] at! _____ b6·--·i 
who was referred by:__ _____ b6 ______ _!1 think she is a mast cell expert . Over the weekend, a friend allergist started me on 
i b6 !and told me to r--·---·---·--bif-·---·---·--11 am very worried about:-·-·-·-·-·--·-·--·-b6·-·--·-·--·-·--·-·;and believe 
'·-·- ·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·~ '-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-•-' '·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! 
there is a systemic process going on that is quite serious . I will be speaking with a hepatologist hopefully today .: _____ b6 ____ ! 

t~~~-~~-~~~-d~~Tt·h~-t-iI~~~~ ~~~~ ~~ ~~ ~~ ~~~~-~~~~~~~~~~~ ~~~~ ~~ ~~~~ ~~~~~~~~f ~ ~~~~ ~~ ~~~~ ~~~~~~ ~~ ~~~~~~ ~~l~~~~~~~~~~~~~!i I::~~ I~~~; k ~~ a~: :h1~~~~~~~~~!i~~~~~~J My in tern i st 

Thanks, 

! b6 ! 
j_·-·-·-·-·-·-·-·i 

Sent from my iPhone 

On Apr 19, 2021, at 6:34 AM, Safavi, Farinaz (NIH/NINOS) [Eli b6 I wrote: 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

Hil ____ b6 ___ ___: 

I am sorry to hear about your symptoms and I believe you need to be seen by an internist regarding your 

[~--~--~--~--~--~--~--~~~--~--~--~--~--~--~Junfortunately as a neurologist I am not well qualified to comment on[~~~~~~~~f~~~~~~J 
Regarding neurological symptoms ,! believe getting the work up; b6 ; ASAP may help us to 

l--·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
expedite proceed with potential treatments. 
Best Regards, 

Farinaz Safavi MD, PhD 
Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

Fromt_ _______ b6 _________ ] 
Sent: Sunday, April 18, 2021 2:31 PM 
To:f b6 l 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
Cc: Togias, Alkis (NIH/N IAID) [El; Woo dcoc k, Janet (FDA/OC);[ ______________ b6 ____________ __:Safav i, Farin az 
(NIH/N I NDS) (El;: _______________ b6 ______________ i 
Subject: Re: Severe reaction to Pfizer Covid vaccine 

I'm going to the ER now . I am so ill. My whole body is numb and vibrating. 

Sent from my iPhone 

> On Apr 18, 2021, at 11:27 AM , I b6 ; wrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-J 

> 
> HI 
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> I am so sorry to hear. I know thatl_ ___________ b6 _________ ___! atj __ b6 _: is great and I hope you can get an appt to 

see her. 

> I hope this helps and please let me know if I can help in any way. 

> All the best 
> L _____ b6 _____ _.! 

> 
> 
> -----Original Message-----
> From :l_ ________________________________ b6 _________________________________ i 

> Sent: Sunday, April 18, 2021 9:15 AM 

> To: Togias, Alkis (NIH/NIAID) [E] i b6 i Janet Woodcock 
l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

: b6 i 

r;:L"""""""""'" b 6 """"""""'"'"',, '''i~:;;~::,::;:~;;:::::::::::::::::::1
,,~!>,,,,,,,,,,,,,,,,,,,,,,: 

' ' i.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 
> Subject: Re: Severe reaction to Pfizer Covid vaccine 

> 
-·-·-·-·-·-·-·-·-·-·-

> Thank you. I have been seriously ill fori b6 inow. I am getting worse. I have seen many many 
doctors who do not know what is wrong\vith--mit1 have sought care in [--·---i:is ______ lwhere I live as well 

as[ _____________ b6 ___________ ] and NIH. I have spoken to many experts. My case was presented at CDC grand 

rounds. I have yet to hear of their recommendations. I have no diagnosis. My illness started 30 minutes 

after receiving the vaccine . I was fine prior to getting the vaccine. 

> 

> Yesterday I got:·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-___: 
!._ _____________________________________________ b6 ___________________________________________________ j I became dram ati ca I ly worse 
through the day with burning, numbness, vibration, tremors and twitching throughout my body. I 

worried that I might die last night. I believe I must have mast cell activation syndrome . i b6 : 
:-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-·--·-·--·-·--·-: N Ow with :-·--·-·--·-·-b6-------7·-·-·-·-·-·-·" 

·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·" L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

i b6 j I am very alarmed. I fear that I will not survive this. 

'> I need to find a mast cell expert in[~:~--~--~~~~~--~--~:~·.] I have tried to reach[~~~~f~Jfor two weeks now with 
no luck. I was hoping she could go over the recent labs she ordered on me and give me direction re. my 

: ____________ b6 __________ :and my unbearable symptoms. I would also like to know what the CDC's 

recommendations were . 

> If anyone can help me I would me so grateful. 
> Thank you, 

> i_ ______________ b6 -·-·-·-·-·-·-·-! 
> 
> 
> Sent from my iPhone 

> 

» On Apr 18, 2021, at 6:22 AM , Togias, Alkis (NIH/NIAID) [E]L_ ________________ ~~----·-·--·-·--·-·--jwrote: 
>> 

» Dead b6 i 
l-·-·-·-·-·-·-·-·-·-·' 

» I continue to be very sorry hearing that the symptoms you have experienced following your 

vaccination have not subsided and that none of the clinicians you have consulted has been able to offer 

a good explanation or a solution. As I have mentioned to you before, I have kept looking for any 

researcher(s) who may be investigating this matter and I have discussed it with[ ______________ ~~----·-·--·-·___: 
[ __ b6 __ _] Unfortunately, my searches have not produced anything helpful. I will continue keeping my 

eyes open. 

>> Sincerely, 
» Alkis Togias 

>> 
» On 4/15/21, 8:41 PM,! b6 !wrote: 

l- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·• 
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>> 

>> Hi Doctor Togias, Marks and Woodcock, 
>> It is nowl_ ______ b6 ____ ___ithat I have been suffering from severe paresthesias in my face , tongue, scalp, 

chest wall and limbs as well as tremor, twitching, weakness, headache and imbalance since receiving the 
Pfizer Covid vaccine on: ________ b6 _____ ___: I was previously healthy and am now incapacitated. I have seen many 

prominent doctors in l__ -·-·--~~ -·-·-___ jas we 11 as l_ __ -·-·--·-· b6 ·- -·-·- -·-· iat L _____ -·-·--·-·--·-·----~~----·-·--·-·--·-·-____ __i at 
L_ ___ b6 _____ iand Dr. Nath's group at the NIH (Farinaz Safavi MD). I am seeing a 4th neurologist tomorrow in 
r-·-·-·-·-·tis·-·-·-·-·-} and Dr. Safavi plans to help him treat me for c-·-·--·-·--·-·--·-·--·-·--·-·--·-·hif--·-·--·-·---·---·---·---·--: 

i b6 1 She is the only person who acknowledges this reaction to the vaccine. 
I.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
>> 

>> My case has even been presented at the CDC grand rounds on March 23, 2021, but I am yet to get 
any of their recommendations other than to haveL_ _______ b6 ______ ___!follow me. Ironically, she will no longer 

follow me because I am out of state! 
>> 

>> My ordeal has been agonizing, but what is even worse is that there are so many others with similar 

reactions to mine . They contact me from all over the world, finding me through comments I wrote abou t 

my reaction. I have a group of close to 100 people with similar reactions . There are thousands 

more . None of us have been able to get medical care or acknowledgement from the medical 

community, as they know nothing about this. Most of these poor people have been referred to 

psychiatrists. We have reported our reactions over and over to VAERS, the FDA, CDC, Pfizer, Astra 

Zeneca and Moderna with no response. I have been contacted by reporters who want to publish our 

story but face resistance to publishing anything negative about the vaccines. 
>> 

>> There are many people with severe neurological reactions to these vaccines . If I know of 100, I can 
only imagine how many l000's there are . As my story has started spreading throughi._ ______ !l_~ _____ _j 
doctors are actually calling me to get information to help them treat their patients, as they know 

nothing and can find no information anywhere . Two doctors called me today . 
>> 

» It took six blood clots to halt the J+J vaccine. I know there are many other vaccine complications and 

deaths numbering in the many l000's . 
>> 

» Why is this being kept a secret? When will the public be made aware so we can get treatment? Will 

we recover? You have no idea the pain and suffering that many people have been going through . I wish 

you could experience what we are exper iencing to understand my pleas. It is very difficult to live this 

way-l.__·---·--·-·-·-·-·-·--·---·-- ·-·-·-·-·-·--·- b6 -·-·-·-·-·-·--·---·--·-·-·-·-·-·- -·-·--·-·--___ilt is so shocking to me that this suppression 
of informat ion and the truth can occur in our country. As a[ ________ b6 _____ __j I never imagined this could occur 

here in the United States, with our great medical system and regulato ry agencies. 
>> Please bring these reactions public so medical care will be available to the many like me who are 

suffering agonizing symptoms resulting from these vaccines. Eventually, the truth will be told . We need 

help now. 
>> 

>> Sincerely, 

:: 1-·---·---·--b·6--·-------i 
>>! 1 

L-- ·- ·-·- ·-· -·- ·- ·-·- ·- ·-·- ·- ·-·- ·-· -·- ·- ·- ·- ·- ·-·- ·-' 

>> 

» Sent from my iPhone 

>> 

»» On Feb 11, 2021, at 4:48 AM, Togias, Alkis (NIH/NIAID) [E] i b6 iwrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

»> Deari b6 i ~---·-·-·-·-·-·-·-·-·-·-·' 
»> I am truly very sorry to hear that t he problems you experienced after your COVID-19 vaccination 

have continued. As you must be aware, problems like yours have been reported by other people; so the 

various agencies and the companies know about them. On the other hand, I am not aware whether any 
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research is being conducted to understand their nature . I will continue checking with colleagues and if I 

hear something that could be helpful to you, I will let you know. 

>>> With kind regards, 

»> Alkis Togias 

»> Alkis Togias, M.D. 

>» Branch Chief, Allergy, Asthma and Airway Biology DAIT/NIAID/NIH 
>>> 5601 Fishers Lane, Room 6B40 

»> Bethesda, MD 20892-9827 
>» email:i b6 i 

»> tel:[ ____ , -·-· b6 ________ ___! , 

»> For Courier Mail please use the following ZIP code: Rockville, MD 

»> 20852 
>» Disclaimer: The information in this e-mail and any of its attachments is confidential and may be 

sensitive. It should not be used by anyone who is not the original intended rec ipient. If you have 
received this e-mail in error, please inform the sender and delete it from your mailbox or any other 

storage devices. The National Institute of Allergy and Infectious Diseases shall not accept liability for any 

statements made that are sender's own and not expressly made on behalf of the NIAID by one of its 

representatives. 

»» On 2/10/21, 3 :08 PM,i b6 iwrote: 
l.·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-' 

>>> Hi Dr. Togias, 

>» Sorry to bother you again. I am just feeling very desperate. I am still very ill with neurological 
symptoms:._ _______ b6 ______ ___:after receiving the Pfizer vaccine. I think I have told you about my reaction that 

occurred 30 minutes after receiving the vaccine in prior emails to you . Despite my reporting this to the 

FDA, CDC, VAER's and Pfizer multiple times, there is no response from any agency or any documentation 

of my adverse reaction.[ ______ l?.~----- ·-jat[ ______ b6 ____ __!has reached out to the NIH as has my neurologist, 
L__·---~~- ---- ·-_jati ______________ p_6 ________________ ___]in:_ _______ "-~---- ·--] No one seems to know anything about this 
or what to do for me . I have been completely incapacitated forl_ ________ b6 ________ ]now with severe 

paresthesias in my face, tongue, chest wall, limbs as well as headache, dizziness and tremor. 
>>> Do you know anyone in the country who is studying these neurological reactions and who might be 

able to help me in some way recover? I would very much like to return to my prior life which was active 

and healthy . I feel very despondent over my prognosis. This has been devastating for me. 
-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 

>>> With great appreciation for any help you can give me,i b6 i : : :r·----------_____ ti_s_ -------------·-; L-----------------------------------· 

l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· · 

>>> Sent from my iPhone 

»»> On Jan 3, 2021, at 9:14 AM,L_·-·--·-·--·-·-·-·-·-·-·-·-·-·-·-·-b6·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-___jWrote: 
>>>> Thank you. I am experiencing some type of immunological/neurological 

>>>> reaction to the vaccine. The most prominent symptom is burning and numbness of my face and 
tongue. I have reached out to many people and no one can help me.l_ _____ b6 ___ ___ihas given up on me and I 

don't feel these symptoms are allergic-:._ ____________________ b6 --·--·-·-·-·-·-·--·-:do not help. I have reported my 
symptoms to VAERS, v safe, Pfizer multiple times but have had no response from anyone. This has been 

a very difficult experience . I just pray that this resolves. I was previously healthy and am very 

uncomfortable now. I feel very helpless. If you know anyone that might be able to help me I would 

greatly appreciate it. 

>>>> Thank you. 

>>>> Sent from my iPhone 
»»» On Jan 3, 2021, at 8:56 AM, Togias, Alkis (NIH/NIAID) [E][_ _________________ b6 ________________ __iwrote : 

»»> Good morning[ _____ ~~---__: 
»»> I am so sorry to hear that the problems continue . I have not heard of such a situation but that 

does not mean anything because we do not get reports from patients at NIH, nor do we see 

patients. Have you reported this to the VAERS website? It is important that the CDC gets these reports. 
»»> As I mentioned before, if I hear anything of relevance, I will let you andl_ ______ b6 _____ ]know. 

>>>>> Kind regards, 
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>>>>> Alkis Togias 

» » » 0 n 1/2/21, 7: 13 PM,:__ _______________________________________ b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-______ : wrote: 
>>»> Hi Dr. Togias, I am so sorry to bother you but I am frightened and don't know what to do. I 

continue to be ill since I received the Pfizer Covid vaccine on[ _______ b6 _______ j I was healthy prior to the vaccine. 

I have a remote history oft_ _____________________________________________________________ b6·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-···-·-· i I was also on 
l_ _____________________________________________________________________ b6 ___________________________________________________________ j I deve Io ped burn ing in my 

face 30 minutes after I received the vaccine and then had a pre-syncopal event with dizziness , 

tachycardia and chest tightness. I was basically in bed for the next six days wit h severe malaise, chest 

tightness, anorexia, burning of my face and tongue and occasional ext remities. The malaise and chest 

tightness have resolved. Symptoms that I am left with are constant burning in my face and intermittent 

tingling and numbness of my face and tongue. I occasionally get burning in diffe rent areas of my arms 

and legs briefly. No muscle weakness. I have been on[ ________________________________________________ ~~---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·j 
r-- --1>-s"-·-·:doesn't know what to do for me. He has spoken toL_ _______________________________ b6 -·-·--·-·--·-·--·-·--·-·--·-·--·-·] 

L~~~~=~~~~==~~==~~=l:>~~=~~==~~==~~==~~J I spoke with a rheumatologist and immunologist today and wnc ·.~-~~--~~r~~--~.J 

L___·--·-·--·-·--·-·--·-·-~-~----·--·-·--·-·--·-·--___l They believe I am having some time of immunological/neurological 
reaction . Have you heard of this? Do you know of anyone who can he lp me? 

»>» Today isl_ ___ b6 _ ___iand I am feeling worse today. 

»»> Thank you . I am trying to get help and no one knows what to do for me. 

>>>>> Sincerely, 
• i 

>>>>>! b6 ! 

>>>>>i ! '·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
>>>>> Sent from my iPhone 

»»»> On Dec 29, 2020, at 5:39 PM,i b6 !wrote: 
L--•- •-•-•- •-•- •- •-•- •- •-•-•- •-•-• -• -•-•- •-•-•- •-•-•- •-•-•- •-•-•- •-•-•- •-•-•- •- I ~~-•- •-• -•- •- •-•- •-•- •- •- •-•- •. 

>»»> Thank you so much Dr. Togias. This has been very frightening for me.L_ ____________ b6 _____________ :seems to 

be easing the burning in my face . Please be in touch if you hear anything new. 

>>>>>> Sincerely, 
>»»> :__ ________ b6 __________ i 
>>>>>> Sent from my iPhone 

»»»» On Dec 29, 2020, at 5:26 PM, Togias, Alkis (NIH/NIAID) [El l_ _________________ b6 __________________ _:wrote : 

> > > > > > > Hi L_ _______ !>~---·-·-·-l 
»»»> I am very sorry to hear that things have gotten worse. I called[_ ___________ b6 __________ __.: and I think he is 

doing the best he can for a situation that is very difficult to assess given its unusual nature and our lack 

of knowledge of a potential mechanism. I toldl_ ______ b6 _____ __lthat I will let him know if we hear of more 

people having developed the type of reaction you had and how t heir physic ians have approached it. 

>>>>>>> I hope you feel better soon. 

>>>>>>> Kind regards , 

>>>>>>> Alkis Togias 

»»»» On 12/29/20, 7:29 PM,i b6 i wrote: 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

»»»> Dr Togias, I am so sick . I thought I was better yesterday. Felt fine yesterday evening. Today 

much worse. Face and legs burning. Face fe lt numb and swollen. Hard to get a deep breath butL ____ bs ___ __i 

[~~~~~~~~~~~~~~~~~=~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~]Symptoms come in waves. I am really afraid. Today is[~:~:~:~:~~~:~:~:~:)ince I 
received the Pfizer vaccine . This all sta rted about 30 minutes after receiving it . I was fine prior.[·--·---~-~----__.: 

c~~~I~Jis helping me but I don't think anyone knows what to do . He has spoken to[~--~--~~~-r~--~~-J I have 

left her 2 messages. I am on l_ _______________________ b._~------------------·-l I have been:._ _________________________ b6 -·-·-·-·-·-·-·-·-·-·-·-·-·J i b6 11 haver-- ·--- --- --- -- -- ------- -- -b6 _______________________ lNo other meds. I have a 
l.--·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-· . L --·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·' 

remote_ history _ of[ ___________________________ b6 _________________________ __: I_ have been L,_,_,_,_,_,_,_,_ b6 __ ,_,_,_,_,_,_J 
i b6 : I '-·-·-·-·-·-·-·-·-·-·-·-·7---------------------------------. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· -·-·-·-·-·-·-·-·-·-·-· 
just started[_ ______________ ~"'"'"'"'"'"~~"''"'"'"'"'"·-- ·-·--- ·-·-- ·J If you have any other thoughts, please let me o( ___ ~~------j 
know. His number isL ________ b6 ________ j This has been very scary for me . I am fearful that something worse 

will happen to me and don't know how long this will last for. So sorry to bother you. 

>>>>>>> Thank you, 
r-·- ·- ·-·- ·- ·- ·-·- ·- ·-·- ·-·- ·- ·-·- ·-, 

»»»>! b6 ! 

>>>>>>) ! ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

REL0000230217 



>>>>>>> Sent from my iPhone 

»»»»> On Dec 28, 2020, at 4:48 AM, Togias, Alkis (NIH/NIAID) [Eli ___________________ b6 _______________ ___!wrote: 

»»»» I am glad you are seeing[~--~-~-~~~--~--~-] I know him well. He may be able to contact[~~~~~~~~~~~~~~~~~~~] 
as well. 

>>>>>>>> I hope this goes away soon! 

>>>>>>>> Alkis 

» » » » > 0 n 12/27 /2 0, 8 :46 PM, [__ ________________________________ b6 ______ -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i wrote : 
»»»» Thank you for your kind response . I have been very ill today. An allergist,! b6 : 

~-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 
has been help ing me. I believe he knows you . I have had burning in my face and extremities, headache, 
chills, chest tightness, malaise. No fever or cough_r--·--·-·--·-·--b"if·-·--·-·--·-·-11 have been takingi _________ b_6 ________ ] 
[-·-·-·-·-·-·-·-·-·-·-·-·-·iis-·-·-·-·-·-·-·-·-·-·-·-·-·-l__________ ~--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· •-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

>>>>>>» I will contac( ______ b6 ______ ___!and get labs drawn tomorrow. I hope this reaction that I am having 

ends soon. I hope I survive it. It has been quite severe. 

>>>>>>>> Sincerely, 

> > > > > > » [_ _______________ b6 ·-·-·-·-·-·-·-· ! 
>>>>>>» Sent from my iPhone 

»>»»»> On Dec 27, 2020, at 5:04 PM, Togias, Alkis (NIH/NIAID) [E]l ___________________ ~~---- ·-·-- ·-·-- ·-·--j wrote : 
>>>>>>»> Dear! b6 i 

l -- ·-·- ·- ·-·- ·- ·-·- ·- ·• 

>>>>>>»> Thank you very much for your note. I am sorry to hear you experienced such a reaction with 

the Pfizer vaccine and I can understand your hesitancy for receiving the second dose . Not being able to 

assess your situation in more detail, I do not want to risk an interpretation or a recommendation. Your 

reaction does not sound as typical anaphylaxis although hypertensive systemic allergic reations have 

been described. As you have heard, we have not identified a mechanism behind reactions to the Pfizer 

vaccine (there has also been at least one case with the Moderna) and we hope that, if various logistical 

issues are addressed, we will be able to conduct the study you have probably heard about to help get 
more insights . Due to your reaction you would probably not qualify for that study, but I suggest you 

contact a specialist who may be able to do some testing that may help assess some hypotheses . The 
person that I know ini-·-·-·-·bs·-·-·-·-i who has been actively working in this field, isi--·-·--·-·-bs-·-·--·-·-·-·:at 
L ____ b6 _______ i It may be ~~~t·h-~~~-t-~cting her. '-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

>>>>>>»> With kind regards , 
>>>>>>»> Alkis Togias, M .D. 

»»»»> Branch Chief, Allergy, Asthma and Airway Biology DAIT/NIAID/NIH 

>>>>>>»> 5601 Fishers Lane, Room 6B40 

>>>>>>»> Bethesda, MD 20892-9827 

» » » » > em a i I :L_ _______________ b6 ·-·-·-·-·-·-·-·-·___: 
»»»»> tel :l_ ________ b6 _______ __: 
>>>>>>»> For Cour ier Mail please use the following ZIP code: Rockville , 

>>>>>>»> MD 20852 

>>>>>>»> Disclaimer: The information in this e-ma il and any of its attachments is confidential and may 

be sensitive. It should not be used by anyone who is not the original intended recipient . If you have 

received th is e-mail in error, please inform the sender and delete it from your mailbox or any other 

storage devices. The National Institute of Allergy and Infectious Diseases shall not accept liability for any 

statements made that are sender's own and not expressly made on behalf of the NIAID by one of its 

representatives. 

»»»»» On 12/25/20, 2:11 PM,i b6 !wrote: 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

>>>>>>>>> Hi Dr. Togias, 
»»»»> My name is!_ _______ b6 __________ i I am ( ______________ b6 l_ in[_ ______________ b6 ___________ _jl 
received the Pfizer BioNTech Covid vaccine the morning ofl_ ______ b6 ___ ___: I left the hosp ital after 15 minutes 

feeling fine but 30 minutes after receiving the vaccine, I developed burning and tingling of my face, 

tightness at the base of my tongue, shortness of breath, heart racing, chest tightness and had a near 

syncopal event. I immediately took i b6 :and called 911. By the time the paramedics 
arrived, I felt alittle better but my B'P wasi b6 : My face continued to burn as did my arms and I felt 

L .• .• .•.• .• . ~-·- ·-·-·• ·•·•·• ·•·•·• ·•·-·- ·-·-·• ·•·•·1 

mild chest tightness for 12 hours and stayed on!._ __________________ b6 -·-·-·-·-·-·-·-·-·-j By 10 pm, the symptoms 
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completely resolved . I felt perfectly fine the next day until 10 pm when all the symptoms recurred as 

well as swelling and hives on my face. I have continued[ _______________________ b6 -·-·-·-·-·--·-·--___: and continue with 
tingling of my face and slight chest tightness . I believe I am having a significant allergic reaction to the 

vaccine. I did notify all the online sites including VAERS, Pfizer . I wonder if I haveL __ ·---·---·---~~-----·---·-·--·-j 

[__·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--· b6 ____________________________________ ___: If you are interested in my case, I am happy to help. I am 
also very nervous about receiving the second dose of the vaccine. If you are not the appropriate person 

to receive this info, would you direct me to who would be interested in this info? 

>>>>>>>>> Thanks so much, 

>>>>>>>>> 1 b 6 i 

>>>>>>>>>I 
>>>>>>>>>i ! 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
>>>>>>>>> Sent from my iPhone 
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From: 
(·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-] 

Sent: 4/17/2021 4:28:31 PM 
To: Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246:._ ___ b6 ___ _j 
Subject: Re: myself 

I don't know what to do or who can help me. I am very very worried . 

RE L0000230245 



b6 
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Sent from my iPhone 

On Apr 17, 2021, at 9:09 AM, l.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·!l._~.---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·J wrote: 

Farinaz , I just received my! b6 iand my i b6 : 
[·-i:i6 ___ ]I am very worried. Is there-anyway-·we-couid-sp~ak briefly? 

Sent from my iPhone 

On Apr 17, 2021, at 9:03 AM, Safavi, Farinaz (NIH/NINDS) [E] 
l _____ -·-·--·-·--·-·-_ b6 _______________ __:wrote: 

Even as a case series we need some objective findings.I am not talking about 
basic immunology work.When you try to publish a case series , people need 
evidence(at least clinical ones).I have a couple of people withi b6 i 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
! b6 but 4 out of 40 is not enough in this 
0

kind of reports or for any reviewer. ' 

Additionally,case series do not give enough epidemioligical information.People 
can say 70 cases out of 210 million vaccinated individuals meaning 1 in 30 
million.ls it really more than a baseline incidence of small fiber neuropathy?!!!!!! 

thats why we need to make a very strong case to show the importance if this 
findings. 

I understand your frustration but we need to be patient and scientifically follow 
the appropriate path to br able to push this work forward . 

You can give my email to her and we can discuss it with her if she is interested . 

Have a good weekend! 

Farinaz 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
From: i b6 : 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 
Sent: Saturday, April 17, 202111:50:41 AM 

To: Safavi, Farinaz (NIH/NINDS) [Eli b6 i 
~---------------~ 

Subject: Re: myself 

Thank you Farinaz. Why is there nothing been written about just the observation 
that so many people are having these reactions? Just that in itself will inform the 
medical community so they can try to help these people. Instead, they are being 
labeled with "anxiety" and functional disease. I understand your desire to work 
out the scientific basis of these reactions. This will take time. The medical 
community needs to know about this now! There are many many people who 
need help. 
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Can I give Dr Janet Woodcock your name? She is the acting commissioner of the 
fda. If she is so inclined, could she contact you? 

Sent from my iPhone 

On Apr 17, 2021, at 8:41 AM, Safavi, Farinaz (NIH/NINDS) [E] 
i b6 !wrote: 
L-- •-•-•- •-• -•- •-• -•- •-• -•- •- •-• - •-• -•- •-• -•- •-• -•- •• ••• • •••. 

I am really glad that your visit went well with new neurologist.I 
completely agree_with_hi_m and actually I find it very helpful since if 
i b6 ishow us sone footprint of disease we 
L •• ••••••••• ••• •••••••••••• ••••• • ••• ••• •••••••••••••••• } 

easily can discuss treatment plan. 
You definietely can give my email to physicians contact you but I 
will be very selective to meet people for now because our protocol 
has approval for limited number of patients. 
I am trying to put together the information but in order to convince 
medical community we really need objective information.I have 
confirmatory results in some patients but I need more to build a 
strong case. 
I believe all of you and I really think there is a reaction causing 
neuropathic features post vaccine that usually slowly get better by 
its own or with apropriate treatment and trying my best to share 
this information in a proper scientific manner. 
Let me know about the results ofl_, _____________ b6 ___________ _,Jsince it might 
be very helpful. 

Farinaz 

From: L _____ -·-·--·-·--·-·--·-·--·-·-__ b6 ·-·--·-·--·-·--·-·--·-·--·-·-_ ___: 
Sent: Saturday, April 17, 202111:14 :05 AM 
To: Safavi, Farinaz (NIH/NINOS) [E] i b6 i 

L ••••••••••••••••••••••••••••••••••••••••••••••••••• } 

Subject: Re: myself 

Hi Farinaz, I had a nice visit with! b6 :yesterday. 
He is a very kind man who patiently listened to my sto~y. He told 
me that he has one other female patient who had a similar reaction 
and is slowly improving after three months. I told him your 
impression of what is going on and he agreed it probably is a small 
fiber neuropathy. He said this is often related to underlying 
autoimmune disease such as rheumatoid arthritis and scleroderma. 

) _explained. to _him _that L_ __ -·-·--·-·--·-·--·-·--·-·--·-·--· b6 ____ -·-·--·-·--·-·--·-·--·-· . -·-____ : 
! b6 !He 
i ......................................................... .. .... ...... .. .... .. .... .. .... ...... .. .... .. .... .. .... ...... .. .... .. .... .. ... I 

really had no other ideas about my vaccine reaction. He did 

__ schedule me for:_ __ ·-·--·-·--·-·--·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·iI need to have L _____ b6·-·-·-·-· ! 
i_ __ b6___:before I can do these tests in his office and was unable to get 
one late yesterday so it will have to be scheduled next week. He 
said I could receive!_, ______________ b6·-·--·-·---·-_iifl don't improve, as you 
recommended. 
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He recommended that Ii b6 l 
[_ _______ ~~----JI will try it aga

1

in. He drew more labwork includingf-·bs·-i 
. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-'- ....................... __ 
: b6 i 
i.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
i._ ________________ b._~-------·---·---·lI asked him if he would speak to you and 
he said he will copy you on his consult note. If you would like to 
contact him, I can forward you his phone number. Like everyone 
else, he is unaware of what is going on or what to do about it. I did 
not find the visit helpful, but at least I have some one who is 
willing to offer me medical care. With your help, hopefully I will 
get better. My symptoms fluctuate from day to day. My last bad 
day was 3 days ago. I am keeping my fingers crossed that my 
symptoms will subside. 

In the meantime Farinaz, I am being contacted daily by people 
experiencing similar neurological reactions to the vaccines.! b6 i 
1·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ; 
! b6 
[ _·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·-______________ _l U nf miunatel y, there is ; 
nothing else you can read on the Internet about these reactions as 
nothing has been published. I believe there are thousands of people 
who have had similar reactions to mine. I am even being contacted 
now by physicians ini_ _________ b6 ________ __!who have heard about my 
reaction and are asking for advice for their patients as they can 't 
find any information to read about. I spoke with two physicians 
yesterday. I believe you are the only resource In the country who 
has had any experience or has any theories about what is occurring. 
So many of the people that have joined my group (over 70 now) 
have seen doctors at excellent centers such as Stanford , UCSF, 
Harvard etc. and these doctors are uninformed. L __________ b6 __________ __: 

i b6 iis now a member of my group with a severe 
'vaccine reaction . She can' t get help! I'm sure she will be 
contacting you. 

I wrote another letter to Drs . Peter Marks and Janet Woodcock at 
the FDA pleading for them to take these reactions seriously and 
stop ignoring them so the medical world will know about them and 
try to help all of these poor patients who are not getting help. Janet 
Woodcock responded quickly that she would like to help but then 
responded again saying: 

"I am so very sorry for your ordeal. It seems what is missing is 
what they call a "research definition", in other words a syndromic 
framework to describe what is being experienced, since it may not 
fit into current diagnostic categories. Possibly one of the academic 
researchers you have consulted could work on that. I don't have 
insight into how this could be approached from a treatment 
standpoint". Janet Woodcock 

In otherwords, they are not interested in hearing about these 
reactions. It is shocking to me that they completely blow off these 
reports of I00's and I000's suffering with severe reactions. I 
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would think they would want to know as much as possible about 
these reactions. Something is very wrong and these adverse 
reactions to the vaccines are being covered up . It is a great 
disservice to so many who are suffering like me. 

I know you are getting close to publishing and I hope you are in 
touch with Peter Marks and Janet Woodcock. Hopefully they will 
pay attention to you . From the large number of people contacting 
me, I can only imagine how many more people there are out there 
suffering . This is not a rare problem. 

_With_great thanks,, 
i b6 i 
i·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-i 

Sent from my iPhone 

On Apr 17, 2021, at 5:39 AM, Safavi, Farinaz 

(NIH/NIND S) [E] 1-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-___]wrote: 

Hi! _____ b6 ____ ! 
Please update me with your neuroligy visit.Would 
be happy to help. 
Farinaz 

Farinaz 

From:i b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·J 

Sent: Monday, April 12, 2021 7:15:04 PM 
To: Safavi, Farinaz (NIH/NINOS) [E] 

1-·-·-·-·-·-·-·-·-·-·-·-·b-6·-·-·-·-·-·-·-·-·-·-·-i 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Subject: Re: 

Thank you Farinaz. I assumed that would be your 
answer but I told her I would ask. She contacted me 
out of the blue today. Obviously there is a lot of 
resistance to publish anything that is negative about 
the vaccines . Our group is still having great 
difficulty getting medical care. I hope I can get 
treatment with this new neurologist, with your help. 
I really need help. My facial paresthesias are 
incapacitating and at times excruciating. They seem 
to be getting worse. I am not functioning. It is a 
very hard way to live. I wonder what I did to 
deserve this punishment. I will be seeing him on 
Friday. Thank _you for all your help. 
i b6 i 
i_•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•- I 

Sent from my iPhone 
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On Apr 12, 2021, at 4:02 PM, 
Safavi, Farinaz (NIH/NINDS) [E] 

i_ _____________ b6 ______________ ]wrote: 

Hii b6 i 
L--·- ·-·-·- ·-· -·- ·-· -·- ·-·-J 

Thank you for your email. We prefer 
to complete our findings with 
scientific evidence first before 
getting to any press release.Please be 
patient,! am really working hard to 
prepar e this information in the 
organized fashion to inform medical 
community. 

Farinaz 

PS;please let me know when you see 
your neurologist and I would be 
hapoy to discuss with him about next 
steps. 
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From: 
t·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! 

Sent: 3/31/2021 5:51:35 AM 

To: 1 b6 : Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange 
Acimfn-f strative-Gr.ou-p (FYDI.BOHF°i3SP6i T) / en= Recipients/ c n=9480 7 ce 146 e045d4b61655d a 2 6a0c246r-·-·-bs·-·-J 

Subject: 
f RE: Myself -- b6 -- ____________ _._j b6 i 

HI 

Thanks and let's see what your doctors say and I am happy to weigh in through a research capacity. 

All the best and hope you are feeling better, 

L __________ b6 -·-·-·-·-·_J 

From: i._ ________________________ -~-~-_____________________________ __! 
Sent: Tuesday, March 30, 20211:11 PM 

To: 1 b6 : Farinaz_Safavi.l_ __________________ b6 _________________ __: 
i b6 ! 

l·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-· i ' 
Subject: Myself 

! H e_re _ a_re _ my_ recent _I ab_ res u Its .~
6 
=,,,=,=,"='='='='='='='='='='='='='='='='='='='='='='='='='=' i-·-·-·-·-·-·-·-·-·-·-·-b6 _·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i 

t-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·- ·-·-·- ·-· -·- ·- ·-·- ·- ·-·- ·- ·-·- ·-· -·- ·- ·-·- ·- ·-·- · ! 

I am overall better with occasional flareups. I do have constant milder paresthesias in my face, scalp, tongue and chest 

wall which are not as severe as they were previously. 

My case was supposed to have been presented to CDC grand rounds last week and I am waiting to hear the outcome of 

this. 

I am concerned that1 b6 :I will await[ b6 :input on this. 
•·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·- · L-- ·-·- ·- ·-·-·- ·-· -·- ·-· -·-

I am also concerned that1 b6 : 
i 

I 

b6 i 

l _ --_ --_ --_ -,a,a~,a,a,a,a,a,a,a,a,a~,a,a,a,c -- _ -·- _ -·- _ -·- _ b6_ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ -·- _ i Cou Id this be related to my vaccine ; 
reaction ori__ ____________ b6 ___________ , 

Thank you for all of your help. 

Sincerely, 

1·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·1 

i b6 i 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

Sent from my iPhone 
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From: 
t.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! 

Sent: 3/30/2021 8:11:04 PM 
To: i b6 1 Safavi, Farinaz (NIH/NINDS) [El [/o=Exchangelabs/ou=Exc hange 

··-·- ·-·- ·- ·- ·-·- ·-·-·- ·-·-·- ·-·- ·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·- ·- ·- ·-·- ·-·-·- ·- ·-·- ·-·- ·- ·- ·-·- ·-J 1·- ·-·- ·- ·-·- ·- ·-·- ·- · 

Administrat ive Group (FYDIBOHF23SPDLT)/cn=Recipients/cn=94807ce146e045d4b61655da26a0c24&. b6 i 
··-·- · -·-·- ·-· -·- ·-· -·- · -·-·- · -·-·- ·-· -·- ·-· -·- · - ·- ·- · - · -·- ·-· -·- ·-· -·- · - ·- ·- · - · -·- ·-· -·- ·-· -·- · - ·- ·- · - · -·- · - · -·- ·-· -·- ·-·- ·- · - · -·- ·-· -·- · - · -·- ·-·- ·- · - · -·- · - · -·- · - · -·- · - ·- ·- · - · -·- ·-· -·- ·-· -· ~ ........................... 1. 

i -·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·~~--- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·J 

Subject: 
: b6 : 
•Myself ; 

Attachments: Business Card Mar 30, 2021.pdf 

I am overall better with occasional flareups. I do have constant milder paresthesias in my face, scalp, tongue and chest 
wall which are not as severe as they were previously. 

My case was supposed to have been presented to CDC grand rounds last week and I am waiting to hear the outcome of 
this. 

I am concerned that l_ ________________________________ b6 _____________________________ __i I will await l _______ b6 _________ :input on this. 

I am also concerned thati b6 i 
i ~ b6 

1

l 

l.___ -·-·-. __________ ,"""""='"'"='"'"='"'"='"'" _ -·-·-·-·-·-·-·-·-·-·-·-·-·b6 ·-·-·-·-·-·-·-______________________________________________________ f Could this be related to my vaccine , 
reaction or L_ ____________ ~~---·--·-·-·-i 

Thank you for all of your help . 

Sincerely, 

i b6 ] 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·_,_ 

Sent from my iPhone 
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b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



b6 

REL0000230443 .0001 



From: ! b6 : 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Sent: 9/23/202112:15:15 AM 
To: Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246! b6 ! 
L--·-·-·-·-·-·-·-·J 

Subject: Re: Moderna Adverse Reaction 

Forgot_ to. attach the .do cum en t -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, 

b6 

On Wed, Sep 22, 2021 at 5:01 PMi b6 ! wrote: 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Hi Dr. Farinaz, 

I reached out earlier this year about my internal vibration and other side effects from the Modema vaccine. I 
asked two different neurologist and one allergist to reach out to you but I don't believe they have. I have my 
V AERS ID#i_ _______ b6 ·-·-·-· iwhich now says serious and permanent disability. Unfortunately my doctors are still 
treating me like I have a psychological issue. Do you know any resources I can reach out too? I'm going on[~~] 

L._._b6 __ ___:like this and still have symptoms. Any information would be appreciated. I also attached my 14 panel 
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blood cytokine test that's shows i b6 !Just thought I share ju st in case you might have some 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-• 

insights. 

Thank you for your time, i b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

On Tue, May 11, 2021 at 2:28 PM Safavi , Far inaz (NIH/NINDS) [E] [ b6 [wrote: 
H o:-·-·-·-·1,5-·-·-·-·1 '-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·-·-·-·-·· 

'-·-·-·-·-·-·-·-·-·-· . 
I am so glad your symptoms have been improving.I will be happy to speak with your neuroligist when you 
see her/him and share our understanding about these adverse events. 
Hope it helps 

Farinaz 

From:i b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- J 

Sent: Tuesday, May 11, 2021 2:48:00 PM 

To: Safavi, Fa ri naz (NIH/NI N DS) [ El:_ _______________________ b6 ·-·-·-·-·-·-·-·-·-·-·__! 
Subject: Re: Moderna Adverse Reaction 

Hello Dr. Farinaz , 

We haven 't had the opportunity to touch base yet but I was wondering if you had any information on 
what test to have done for these issues. I'm on [ _______ b6 _____ ___iand luckily my internal tremor isn't as intense 
anymore. I see a neurologist on the 17th. Any tips or info would be appreciated. 

Thank you, i b6 i 
L--•-•- •-•-•- •-•-•- •-•-•-•-•-•-•-•- •- •• 

On Sat, Apr 3, 2021 at 1:43 PM Safavi, Farinaz (NIH/NINDS) [E] i b6 iwrote : 
De a r [-·-·-·-·b6-·-·-·-·j '·--·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·--·' 

Sorry to hear about your illness. 
We are in the process of some change and improvement in our workforce.I will get back to you in a week to 
coordinate a televisit with you. 
Best 

Farinaz 

From:[_ __________________________ b6 ______________________ i 
Sent: Tuesday, March 30, 2021 5:21 :21 PM 
To: Safavi, Farinaz (NIH/NINDS) [E]! b6 i 
Subject: Moderna Adverse Reactio~ ' 

My nam e is i b6 iand I am writing to you in regards my Moderna adverse reaction. I got your 
inforn1ation 'from a small Fr~cebook grou p that' s going through the same issues as me. On L·----~~--_ ___]I received 
mv first shot of Modema . l was told to stay 30m in because. b6 il also received a flu shot 3 

.., ~ '-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
weeks prior. After 15 min I started to feel tingling in my face and throat tightness. As time passed, l started 
to feel like I couldn't breathe at one point. As I continued to have issues breathing and started getting 
nauseous and lighth eaded, they informed a nurse to look over me . The nurse had a student nur se do my vitals 
manually. She gives outr·~~-~-~~-~-~~-~-~b~-~-~-~-~~~~-~~~~_Jheart rate and[~~j~f~]blood pressure. My norma l blood 
pressure is L ___________________ ~~----·--·-·--·-·--·-·__JI had to be picked up due to feeling unwell. I we nt home took Tylenol 
and slept. 
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The next few weeks I kept feeling zaps of sharp pain in my chest area. On the 12th day after the vaccine, I 
had a panic attack . The panic attack started with a sharp pain in my neck and when I inhaled it hurt. I got 
heart palpitations and again felt like I couldn't breat he. I never suffered from a panic attack, so we called 
911. The EMTs came my blood pressure was i .----------~ b6 ! 
r-·--·-·iiif ______ !It was suggested I go to the ER sin~e1 ........... _b6 . .. . .. . .. . . _:fii-tl-ie-ITitTTofrrtlie-do-i.io"i:·-a'Go-iifiny 

··vacciiie-·inc id e nt. _ They L ........................................................................................... b6 ........ , ························-·-·-·-·-_ .................................. ,., ... ______ j 
! b6 Ll\!Iv! b6 ! 

Y.":.~-~-:-~-~-:-~.:.·:.~Jif:.~-~-:-~-~-:-~-~-:.JI was then diagnosed with[ :::::::::::::~~:::::::::J I was sent home' and 'after a few hours I ' 
started to feel an internal tremor. 

I descri be the tremor as having a cell phone on vibrate its usually is in my lower abdomen to pelvic area. My 
blood pressure [ _______________________ ~_6._ ________________________ _ll kept reaching out for help by going to ER once more, 
3 urgent care visits and my primary . No one could help me, and l kept getting labeled as[_ ____ ~~---___] 
l_ ________________________ b6 _______________________ JMy primary doctor said I could be having adverse reaction to the vaccine, but ljust 
have to \.Vait it out. The internal tremor I feel constantly and sometimes it's in my chest. I have muscle 
twitching, tingling in my lower limbs , muscle pain , and: _______________________ b6 ___________________ __JI do feel like my symptoms 
cause anxiety because ill have these spells where I feel adrenaline running through me which will cause 
anxiousness. r·-·-·-·-·-·-·-·-·b6·-·-·-·-·-·-·-·-·-iis getting better, but I still f b6 land have had another panic attack. 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' •-·-·-·-·-·-·-·-·-·-·-·-·-·,. 

I have been on i b6 i Dur ing that time. my svmptoms 
have not impro'v ed,l _____________________ -·-·-·-·-·-·-·-· b6 ________________________________________ J I never had ~n y of these issue~ pri o / I don 't 
drink , smoke or do any drugs besides the medication prescribed . 

On 3/30/21, l reached out to my psychiatrist again and went into more detail about everything and she said 
she believes me about the vaccine side effects. She recommended I go back to my primary care doctor and 
ask to be referred to UCSD covid long haulers study to see if they can help me . 
I wanted to share my information to sec if it might be help to your research . 

Thank you for vour time, r·-·-·-·-·-·-·-b6-·-·-·-·-·-·-·1r1ere is mv phone number if you need anymore information! b6 : 
r·-·- ·- ·-·- ·- ·-·- ·-· -·- ·-: .J l-· -·- ·-· -·- ·- ·-·- ·-· -·- ·-· -·- ·-· -·" ..; . . ., •·-· -·- ·-· - ·-·-• 

! b6 i 
i·-·-·-·-·-·-·-·-·-·-·-·-· 

RE L0000230520 



From: i b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: 10/1/2021 7:03:10 AM 
To: Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246i b6 i 
L-·-·-·-·-·-·-·-·-·-J 

Subject: Re: Quick question 

Attachments: WHO scale post-COVID september.docx 

Hi Dr.Safavi, 
Attached is the WHO scale with my updated scores. For an update of my symptoms: the paresthesias in my 

face has really progressed as compared to when it first started in terms of intensity. It feels like someone is 
pouring acid onto my face and yesterday it spread into my ears and scalp too. It's incredibly uncomfortable; 
hopefully I can get L _________________ b6 ·-·--·-·--·-·--·-· irelatively quickly to take the edge off soon. I had initially planned to 
only take it at night to start but took it TID today to try and help with the pain in my face. I feel like some of my 
autonomic symptoms are worsening. Since Saturday I feel like my temperature regulation is off, or at least my 
perception of temperature. What I mean here are things like wearing winter clothes in the house_for_4_ days _and 
then yesterday evening /today switching to being hot. I've been having night sweats as well. Myl_ _________ b6 _________ : 
issues which I hadn't had in a month or so has come back this week, last night I couldn't sleep and early in the 
morning I noticed my HR was in th( ____ b6 _____ ___:for hours for no good reason. I've also noticed my HR jumping 
up with standing/walking today intermittently and a couple other times earlier this week too. I've been having 
some GI issues this week which are unusual for me. 

Today I !_ _______________________________ ~~-----------·-·--·-·--·-·--·-·--·-·--·-·--·j I really hope to see an improvement soon. It's 
surprising, frustrating, and if I'm being honest a bit scary too , to have my symptoms continue to progress with 
time. 

,Best_ Regards,_ 
! b6 i 
j-•-•-•-•-•-•-•-•-•-•-•-•-•-•-• I 

On Wed, Sep 29, 2021 at 5:49 PM Safavi, Farinaz (NIH/NINDS) [E]i b6 iwrote: 
r•-•-•-•-•-•-• •-•-•-•'I ••-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•• 

Dear! b6 ! 
i..·-·-·-·-·-·-·-·-·-·-·i 

Thank you very much for update.I am very glad that your headaches have improved significantly. 
Please let me know ifI can be any help. 
Best 

Farinaz 

From~ b6 1 
Sent: Wednesday, September 29, 2021.5:46:27 PM 

To: Safavi, Farinaz (NIH/NINOS) [E] i b6 : 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Subject: Re: Quick question 

Hi Dr.Safavi, 
Good news about my headache; it was mild yesterday and thus far today I haven't had it at all. Today has 

been wonderful, I'm really happy to be back at my level of functioning L---~~---j I did talk about it with my local 
neurologist today in the event that the headache were to come back this evening for example and he 
recommended continued conservative management, things are clearly healing and there's no reason for it not to 
continue . 

I had a good appointment with my neurologist overall and it's in large part due to having the documentation 
and diagnostic testing from you and your team. Thei b6 Jin particular helped open doors for 
conversation. I have now been prescribed[ b6 ~ Tan·crw·e-·are-·arso-'go{i'.ig to try L~~~~~~~~~f~~~~~~Jto see if it helps 
with the brain fog. It's been a long!_ _______ b6_ L ___ _] I'm really thankful to try different things to help me get my life 
back. 

RE L0000230529 



Best Regards, 
i b6 ! 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

PS-tomorrow I will send you the updat ed WHO post-COVID scale scores 

On Wed, Sep 29, 2021 at 12:45 PM Safavi, Farinaz (NIH/NINDS) [E] i b6 : wrote : 
L--·-·- ·-·-·- ·- ·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·-·-·- ·-·-·- ·- ·,J 

Hi! __________ b6 -·-·-·-·_.] 

Hope all is well.Can you update me with status of your low pressure headache and your discussion with your 
health care provider? 

Thank you 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH , Bethesda , MD 

From:! b6 : 
Sent: Monday, September 27, 2021 5:52 PM 
To: Safavi, Farinaz (NlH/Nl NDS) IE) 
Subject: Re: Quick question 

All sounds good to me, my next local appt is this Wednesday , I will keep you posted. 

Thanks! 

i b6 i 
•·-·-·-·-·-·-·-·-·-·-·-·-·-· 

On Mon, Sep 27, 2021 at 5:00 PM Safavi, Farinaz (NIH/NINDS ) [E] ! b6 :wrote: 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Nothing to be worried[ ......... b6 ...... ..l 

RE L0000230529 



The reason I said you may speak with your local physicians was that you might be able to get it much faster 
than us coordinating it. Otherwise I can discuss with the team and see how we can proceed with it here. 
However your headaches are not that severe and might go away soon but still I will speak with Dr.Nath and 
the team to see what their thoughts are.Please you also inform me when you discuss it with your physicians 
and we can find the best way. 

From: l_ ________ b6 ·-·--·-·-· i 
Sent: Monday , September 27, 2021 4:46 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] 
Subject: Re: Quick question 

Hi Dr.Safavi, 

I usually lay down once the headache's get to a 5 and then they improve quickly. I will try and push 
through them more today and tomorrow than what I did this weekend and see how it goes. I do worry about 
whether I need! b6 !or not, I've been conflicted about it, it's always hard to have clarity when the 
health issues ar~ your own. It sounds like you recommend that I should talk about it more with my local 
physicians. It's disheartening to hear that because I remember during the research consent process that you 

told me if I needed:·-------·---·---·---·---·---·---~~-------------·---·---·---·---·-_lthat the NIH would do that for me . I hope it 
wasn't anything that I did on my end that has made things different; if I did anything that upset you or the 
team, please accept my apologies for that. I am incredibly grateful for what you and everyone else has done 
to find diagnostic answers as well as treatment solutions to help me get my life back. 

i ·-·-·-·-· b6 ·-·-·-·-·! 
'·-·-·-·-·-·-·-·-·-·-·-·-·. 

On Mon, Sep 27, 2021 at 4:22 PM Safavi , Farinaz (NIH/NINDS) [E] l_ ____________________ b6 ·--·-·--·-·--·-·--___iwrote: 

Hi , 

How bad are your headaches from 1-1 O? 

I discussed it with the team and they said if it is very severe you may go to ED to ge( ________ b6 _________ jlf not 
that severe, then it will go away with hydration and rest eventually. 

Farinaz 

RE L0000230529 



From:l_ ______ b6 _______ i 
Sent: Monday, September 27, 2021 4:18 PM 
To: Safavi, Farinaz (NJH/NINDS) [El 
Subject: Re: Quick question 

Hi Dr.Safa vi, 

Thank you for answering my questions, all mak es sense to me. I'm still hav ing issues with positi onal 
headaches unfortunately. I'm still spending a ton of tim e on the couch due to them. 

On Mon, Sep 27, 2021 at 3:06 PM Safavi , Farinaz (NIH/NINDS) [E] i b6 iwrote: 
l-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-1 

Hi, 

[--·---bs·---·-ld oes n at show any ti nd in gs consistent with[·--·-·--·-·--·-·--·-·--·-·--·-·-·bs-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-1 

c:.·:.·::.·:.·::~·f :.·:~---·-·-·-·j so that we L_ -·---·---·---·----~~---·--·-·--·-·--·-·--·---~cf d1fion"aiiy)~iiW-~§:B.l?.§.}~§:T~:~I.6~.--·-·--·-
of new Ab was found to be associated with small fiber neuropathy.We [_ _______________ b6 -·--·-·--·-·--·-·-__i 

! __ b6_1since as long as I know it has not become commercialized in reliable labs yet(i checked 
afew weeks ago though).We did a very extensive research lab measuring for every single 
antigen in the body from a pooled sera of post vaccine patients and no Ab was detected so 
that we incline to say the process is less likely Ab mediated however we are working on many 
more methods to confirm this findings . 

BTW,How is your headache?feeling better? 

Farinaz 

p•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
From:! b6 ; 

i.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
Sent: Monday , September 27, 2021 2:52: 11 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] L ______________________ b6 ________________________ i 
Subject: Quick question 

RE L0000230529 



Hi, 
__ I_ have a_ quick question_ for_ you. __ I was wondering ifL_ _________________________________________________ ~~----·-·--·-·--·-·--·-·--·-·--·-·---·--·-·-j 
L ________________________________ ---~~----_____________________________________ µ' ve connected with many others with similar health 
issues to mine- There is aL. b6. !that reported that she tested positive for l-·--·-·--·-·-·-·-·-·-iis-·-·-·-·-·-·-·-·-·-·-·-·1and a 

second person reported that she tested positive for l_ _______________________________ ~~---·--·-·--·-·--·-·--·-·--·-·--·-·--jWith their 
health stories being extremely similar to mine, it made me wonder if it was something that I had 
already been tested for. 

Thanks! 
1·-·-·- ·- ·-· -·- ·-·- ·- ·-·-, 

i b6 ! 
'-·-·-·-·-·-·-·-·-·-·-·-·. 

b6 

b6 

RE L0000230529 



.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
' ! 

b6 

b6 

b6 
' i...-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
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b6 
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From: Fouanta , Ladifatou (NIH/NINOS) [El [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

(FYDIBOHF23SPDLT)/CN=RECIPIENTS/CN=A5EBAA8DODA84114AB63 1D6A3B913706{._ ______ b6 _________ _: 
Sent : 12/27 /20216:27 :49 PM 
To: Safav i, Farinaz (NIH/ NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDIBOHF23SPDLT)/cn=Recipien t s/ cn=94807ce146e045d4b61655da26a0c246:._ ____________________ b6 ·--·-·--·--·-·--·-·-·j 
;-·-·-·-·-·-·-·-·-·-·-·-·-· b6·-·-·-·-·-·-·-·-·-·-·-·-·-·1 

·-·-·-·-·-·-·-·-·-·1 
Subject: ! 

Attachments: b6 
i..-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-.i 

Hi Dr Safavi and i b6 1 
I have attached ~ome info about! b6 i 

i,_,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_ ,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_,_. 

Thanks, 

Ladifatou (Ladi) Fouanta , BSN, RN, CNRN 
Research Nurse Specialist 
NINOS Section of Infections of the Nervous System 
10 Center Drive, Building 10/7C103, MSC 1430 
Bethesda,_ Maryland __?0892 
Office:: _____________ b6 ·-·-·-·-·-·-! 
Fax : 301-480-5594 
Email:i b6 : 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

From: Safavi, Farinaz (NIH/NINOS) [E]L ___________________ b6 _________________ __i 
Sent: Monday, December 27, 202112:57 PM 
To: Fouanta, Ladifatou (NIH/NI N DS) [El [ ________________________________ b6 _______________________________ ___i 

1

Subject: C~~~·-·~~~· bG ·-·~~~· b6 -·~~~·-·~·~·-·~·~_1~~~J 

Hi Ladi, 
I had a televisit with[ __________________________ b6 __________________________________ J.1 am wondering whether we have any 

information pamphlet that can be sent to her for her own information. 
Thank you 

Farinaz Safavi MD, PhD 
Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

REL0000230587 



b6 
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b6 
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b6 

RE L0000230587 .0001 



From: 

Sent : t 1/24/202i 8:05:47b:M-·--·-·--·-·--·-·--·-·--·: 

To: Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administ rative Group 

CC: 
Subject : 

(FYDI BO HF 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246l b6 i f ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·b-6·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·1 •-·-·-·-·-·-·-·-·-·-·-·· 

i[EXTERNAL] Pfizer Vaccine Death Confi'rmed Via Autopsy Report 

Attachments : [ b6 i 
! i 
L-- ·- ·-·- ·-· -·- ·-·- ·- ·- ·-·- ·- ·-·- ·-· -·- ·-·-· - ·- ·-·- ·- ·-·-·- ·-·-·- ·-· -·- ·-· - ·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· • 

Dear Dr. Farinaz Safavi, 

Greetings. My name is r-·-·--·-·-bs--·-·--·-·-; a Ion g __ wit h _my parents L ___ ·--·-·--·-·--·-·--·-b6 __ -·-·--·-·--·-·------- i __ \/y__f!_ __ ~_~_f!. _______________ _ 
emailing to discuss my i b6 : who passed away on i b6 : 

l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-• L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

We have received an extensive autopsy report and the findings concurred_that_his death was caused 
directly due to the Pfizer booster vaccine that he had received on:_ ____________ b6 ______________ ]The pathologist 
performed scans of his heart and gathered 22 slides which confirmed thati b6 ihad severe 
myocarditis from the Pfizer booster vaccine that led to his death. L ' 

Please give us answers and follow up to why this occurred. We are devastated. 

Lot #'s 

Pfizer 1st dose j b 6 i 
Pfizer 2nd dose! i 
Pfizer booster - [ ______________________ : 

Autopsy, death certificate, vaccine cards , and apple watch heart rate data are attached 

Thank you, 

! b6 i 
>-----------~·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 

b6 
' ' i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-; 

RE L0000230630 



·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
' 

b6 

L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 
RE L0000230630 .0001 



·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
' 

b6 

L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 
RE L0000230630 . 0002 



·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
' 

b6 

L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 
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From: Safavi, Farinaz (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 
(FYDI BOHF23SPDL T)/CN=RECI PIENTS/CN=94807CE146E045D4B61655DA26AOC246:__ ____ b6 _______ i 

Sent: 6/13/20211:32:12 AM 
To: i b6 ! 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 
Subject: Re: a couple of quest ions 

Hii b6 ! 
'-·-·-·-·-·-·-·-·-·-·-·. 

Thanks for the update. Have you discussed your new symptoms with your physicians?! believe the best course 
of action is speaking with your physicians and discuss your new symptoms plus asking for further evaluation if 
there is a concern about dysautonomia. 
I would be more than happy to speak with any of your physicians as needed. 
Best 

Farinaz 

From:[_ __________________________ b6 _____________________ _: 

Sent: Sunday, May 30, 2021 7:48:09 PM 

To: Safavi, Farinaz (NIH/NINOS) [El[------------~~------------.: 
Subject: Re: a couple of questions 

I apologize it was!·--·--·-----·--·---~~-----·--·---·--·-_j 

On Sun, May 30 , 2021 at 11: 13 AM j_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·___i wrote: 
Hi Dr. Safavi, 

I wanted to update my review of symptoms since I last saw you as things have changed. 

cv:i._ _______ ~~------·J(my HR is fluctuating ancr--·---·---·---bs°---·---·---·---·~ i cannot seem to control it, it changes 

from rest, to standing to moving. When m?Hi°fre-acfiesL: __ :_: __ :_: __ :_:_:_::. ______ ~~---·-·-·-·-·-·-·-·-·-·-·-·-·-·-j But for the most part-
my HR is [-·-·--·-·--·-·--·-·-bif--·-·--·-·--·-·--·: R hand and R foot is still swollen- but it has gone down since when I got the 

vacc ine. When I was at the weakest I have ever been I was having shortness of breath after every 
activity. Yesterday, I had to go to advanced urgent care due to chest pain and exhaustion, I barely did an_)'.thing 
all day but I think walking to the mailbox may have triggered the chest pain. He checkedi._ ______________ b6 ___________ __: 

: b6 i 
'; b6 : I am getting really tired after every activity , I have to take a break and ' 

\~?.!:_}~~--~?.!.-~1:.~~-~~!)_t __ t~ __ g?._i!):g__<?!l_~t!~ i b6 j 
i b6 ! 
; ' 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-j 

GI: i ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·: 

r·-·-·-·-·!.. ·-·-· ·-·-· ·-·-· ·-·-· ·-·-· ·-·-· ·-·-· ·-·-· ·-·-· ·-·-· ·-·-· -·-· bs-·-· -·-· -·-· -·-· -·-· -·-· ·-· ·-· ·-· -·-· ·-· ·-· -·-· -·-· I . 
i.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Neuro: generalized muscular weakness /muscular fatigue/tightness and the symptoms I had with it are 
r-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·bif-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-n have noticed the difference it makes when off of it twice and 

·:~i:~~:u~:lweakii<SSL .................. bs ... • ..................... i·····~ll_ ........................................................................................ l I feel like 

Still have:+tremors +paraesthesias- burning, tingling 
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Symptoms in general get worse with exercise/activity. Each time that I became more mobile with 
l_ ____________________________ b6 __________________________ i is when I staiied experiencing the other symptoms more which explains why in 
the beginning it was just in the background. 

I am suspecting this might be partly due to autonomic dysfunction, I also watched a youtube video that also 
explained autonomic dysfunction in long haulers ( except I think mine was caused by vaccine). This doctor 
explains things very well even for a provider! 
https :/ /wwv,1.youtubc.com/watch?v=DgJKAgxpF 4k 

I'm not sure if the chest pain I am having is related to[ ________ b"if _______ lMany people arc getting[:.~~~-:.~-~-:.~-~~-~-:.~~~-:.~-~-] 

checked. and_ I_ was_ wondering if this . can be _checked_ for_ me_ now. that _my symptoms_ have_ changed, _I_ knowyou_, 
i b6 ! 
i b6 i I am speaking with a father whose young son ' 
L-·-·-·- ·-·-·- ·-·-·- ·-·-_- ·-· _·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-•-.l .- --·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -, 

was in the ICU for weeks after pfizer vaccine and on him they j b6 i 
r•- • - • -•- • - • -•- • - • -•- • - • -•- • - • -•- • - • -•- • - • -•- • - • -•- • - • -•- • - • -•- • - • -•- • - •- •- • 1 1-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-

! b6 ! 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

Thanks! 

.-•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
: b6 : 
i.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

On Wed, Apr 14, 2021 at 10:47 AM Safavi, Farinaz (NIH/NINDS) [E]i b6 !wrote: 
L-- ·- ·-· -·- ·-· -·- ·-·- ·- ·- ·- ·- ·-· -·- ·-· -·- ·-·- ·- ·- ·- ·- ·-·- ·- · 

Dear[__ _______ b6 _________ l 

Thank you for your email. Of course,! already forwarde your email tol_ ______ b6 ______ __iteam in order to schedule 
you.They will reach out for next step. 

Regardingj_b6_~ou definictely can think about it and let me know. 

Best 

Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINDS, NIH , Bethesda , MD 

From:! b6 ! 
l --·-· - ·- ·-·- ·-· -·- ·- ·-·- ·-·-· - ·- ·-· 

Sent: Tuesday, April 13, 2021 7:50 PM 
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To: Safavi, Farinaz (NIH/NINDS) [El 
Subject: Re: a couple of questions 

Dear Dr. Safavi, 

Apologies for not getting back sooner, I had been thinking about the best course of action and I for now will 

start with[-_-~-~-~~~--~-~~_)eam for work-up with[~~~~~~~~~~~~~~~~~~~~~~f~~~~~~~~~~~~~~~~~~J do you know what kind of testing is done 
or what he is evaluating for? However, I would like a chaperone on that visit. I started a treatment plan a 
medical friend helped me with and my weakness has been getting a lot better but is still there. I have new 
neurological symptoms developing like tingling in my legs that are recurring more and burning sensations the 
more normal I try to be. I would like to talk to my doctor about whether! __ b6 _ : would be necessary and take 
into consideration both of your opinions. 

I will look out for the email to schedule the appointment. 

Thank you for your time and all that you are doing! 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
i b6 i 
i.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

On Wed, Mar 31, 2021 at 9:21 PM Safavi, Farinaz (NIH/NINDS) [E]i bG ]wrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Unfortunately tomorrow is a very busy day for me. 

here is the outline of our discussion 

We believe you have developed some symptoms post vaccine and we would be happy to try our 
best to help you. 

We all agreed that the cause of your weakness is less likely due to immune mediated process.In 
order to test and make sure this is correct,there are a couple of tests available that can be done in 
! b6 :lab.You can get both tests to evaluater-·-·--·-·--·-·--·-·-bs--·-·--·-·--·-·--·-·1with him in one visit. 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-' L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

It was another discussion about your fatiguibility and exercise intolerance that might be due to 
,.some_immune_ mediated _ _process.For that_ we_can_bring_you back_ and i bG .! 

i b6 ! 
[__ ______ b6 ________ 7 ! 

everyone agreed that physical therapy would help you to return to your normal function and 
enourage you to continue. 

Please kindly think through our suggestions and let me know how you like to proceed and we can 
coordinate accordingly. 

Best Regards, 

Farinaz 

REL0000230728 



From:i b6 j 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

Sent: Wednesday, March 31, 2021 4:~_?_:?._5-_ _1->M ______________________________________ _ 
To: Safavi, Farinaz (NIH/NINDS) [E]i b6 i 
Subject: Re: a couple of questions L 

Good afternoon , 

I am not available on Friday. Just tomorrow afternoon (04/01) or next week. 

Some updates /clarification: 

1. I had my grip strengt h measured with the device Physical Therapist has-i_ ___________________ b6 -·---·---·--- ·---·--__l 
i b6 ! 
~·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

2. When I mean I have to rest after activity, it means discontinue use of muscle. I do not go to sleep or nap. 

3. I tried[._ ____ b6 _______ :for two days . Day 1- before bedtime the front of my thighs started burning . I fell asleep 
and woke up with the back of my neck burning. As I was doing my at home exercises, more muscles started 
to burn. Day 2: same exact thing happened again along with some impairment of coordination. Upon 
discussion with my Doctor we discontinued use. He also did not know why my muscles would burn when 
taking that. 

Thanks Dr. Safavi! 

. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·, 

l·-·-·-·-·-·-·-·-·b6 ·-·-·-·-·-·-·-·-· i 

On Tue, Mar 30, 2021 , 9:27 PM Safavi, Farinaz (NIH/NINDS) [E] i_ _____________________ b6 ______________________ ]wrote: 

Dear [ -·-·--·-·-b6 ·-·--·-·--· i 

We discussed our case in our group.There are afew things that I would like to communicate with 
you. 

We can do a short televisit on Friday at 9am ET. 
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Please let me know if this time works for you. 

Best 

Farinaz 

From: [ ____________________________ b6 ___________________________ ___! 

Sent: Monday, March 22, 2021 1 :28:01lM _________________________ , 
To: Safavi, Farinaz (NIH/NINDS) [E] i b6 i 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
Subject: Re: a couple of questions 

Dear Dr. Safavi, 

Here are some of the symptoms I have: 

Daily Baseline weakness (even with rest) post-vaccine: 
UE 
- objects feeling heavier than normal which this morning I stumbled on "if you can't hold onto something, 
you can't lift it" which now makes sense, goes back to when I initially complained of having to squeeze 
hard in order to lift gatorade and spoon and why I have difficulty lifting a mug off the table when it's full of 
milk, and it is true, I experimented today- ifl squeeze really hard it's easier to lift, but still feels very heavy. 
I cannot go about lifting like a normal person would on everyday objects.had a couple of episodes of 
clumsiness, +poor grip strength 
- difficulty with fine motor movements- clipping nails, the smaller the object is the harder it is to pick up, 
opening up ziploc bags, etc 
-doing activities over shoulder activities is difficult (no issues with range of motion) 

LE 
-limping (whichL_ _________________________ ~~-----·-·--·-·--·-·--·-·jbut when left weakness started was limping again) 
-doing leg movements standing up are difficult 
-delay in initiating muscles to move on command when sitting down or laying down, once gets past that 
with assistance the rest of the motion is easier. 

Head 
- no mental fatigue 
-no vision changes 
-no headache 
-wakes up fully rested every morning 

With activity (pain usually comes last as a symptom-when I've done too much, weakness usually stops me 
before I get there): 
UE 
- flexion of right arm with continuous repetition and/or sustained flexion causes burning at deltoid which 
gets worse with continuous activity 
-sustained use of grip causes inability of hand to close all the way and pain 
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-ROM activities/exercises with repetition causes popping/clicking of joints, pain, heaviness, tightness, and 
may lead to decreased ROM and having shoulder lower than normal (have to hold arm upwards as if getting 
it back into place) 

LE 
-walking for long periods of time causes further limping, slowing down of pace, leg does not want to 
physically move, difficulty standing for long, foot pain, foot swelling 
-ROM activities/exercises with repetition causes popping/clicking, slowing down of pace, pain 
-muscles become tight when lifting leg from laying down position 

Neck/upper back/chest- repetitive ROM and sustained use causes tightness to the point that the muscles 
cannot support the weight of head, affects throat, (thinking from the pressure of the tight muscles), once felt 
a burning sensation at back of neck when it was really really tight 

Symptoms that arise due to activity, feel better after rest. Baseline weakness remains. Stopping ROM 
exercises and starting Isometric exercises is helping to still be functional with baseline weakness without 
the other symptoms that come along with activity. My muscles fatigue quickly, the stiffness comes after 
prolonged sustained use. I think I have difficulty with both, initiating mostly in the legs and sustaining with 
all muscles . 

I hope that helps- I was reading about multifocal motor neuropathy, I'm not sure if this is something similar. 

1·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
i b6 ! 
i-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-· 

On Sun, Mar 21, 2021 at 9:36 PM Safavi, Farinaz (NIH/NINDS) [E]i b6 !wrote: 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Hi L ____________ b6 ____________ : 

I have a couple of questions for you. 

Do you feel any stiffness in your extremities leading you weakness feeling? 

Does activity aggravate your symptoms?if so do you have any achiness with symptoms? 

Do you feel your issue is to initiate or sustaining use of muscle? 

Please let me know 

Thanks 

Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 
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NINDS , NIH, Bethesda, MD 
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From: Safavi, Farinaz (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 
(FYDI BOH F 23SPDL T)/CN =RECI Pl ENTS/CN =94807CE146E045D4B61655DA26AOC249 _________ b6 _______ _: 

Sent: 4/12/202112:16:43 PM 
To: i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-J 
Subject: RE: Pfizer reaction follow up -[ b6 ! 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

,-·-·-·-·-·-·-·-·-·-·-·-·-\ 
! b6 ! 
'-·-·-·-·-·-·-·-·-·-·-·-·--' 
We all have been learning about the process.If the symptoms now last for more than a month,1 think it would be 
reasonable to! b6 ! 

i..·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 
Where are you located? 

Farinaz Safavi MD, PhD 
Division of Neuroimmunology and Neurovirology 
NINOS, NIH, Bethesda, MD 

From=l_ _________ b6 _________ : 
Sent: Monday, April 12, 2021 8:13 AM 
To: Safavi, Farinaz (NIH/NINOS) [El 
Subject: Re: Pfizer reaction follow up i __________ b6 _________ ___! 

Dear Dr. Safavi, 

No, I have noti b6 i I was under the assumption that you thought these reactions were going to 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

disappear with time - so I wanted to hold off on i b6 Pf I didn't 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

need too/ if the doctors thought it was going to go away. Please let me know your thoughts. 

Sincerely,: ____________ b6 ___________________ i 

On Mon, Apr 12, 2021 at 7:24 AM Safavi, Farinaz (NIH/NINOS) [El: b6 i wrote: 
i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Unfortunately , I do not have any comment abouti b6 iand its effect on your disease. We really do not have 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

that much information about these reactions.Can you remind me whether you[ b6 : 
l·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·-·-·-·-·- ·-·- ·-·-·-· 

Thank you 

Farinaz 

............................................................................................. .... i "" 
From~ b6 : 

L.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·_. 
Sent: Thursday, April 8, 2021 8:45:04 AM 
To: Safavi, Farinaz (NIH/NINOS) [Eli b6 i 
Cc: Wiebold, Amanda (NIH/NI NDS)0 [El i-·--·-·--·-·--·-·--·-·- b6 _____________ , ·----·: 

1·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-~-·-·-·-·-·-·-·--
Su bj ect: Re: Pfizer reaction follow up -! b6 : 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· • 

Dear Dr. Farinaz, 

Ok, what do you think about mei_·-·--·-·-- ·--·-·--- ·--- ·-·-- ·--·-·--~~-- --·--·--·-·--·-·-·--·-·--·--·-·--__.!Do you think that would be beneficial 
for the symptoms? I just don't want to aggravate any symptoms and possibly make it worse, however not sure 

[_ ______________ b6 ____________ __] is positive either . Please let me know your thoughts on this. 

Sincerely, 

REL0000230735 



On Wed, Apr 7, 2021 at 6:32 PM Safavi, Farinaz (NIH/NIN DS) [El[_ __________________ b6 ·--·-·--·-·--·-·-__iwrote: 

Hii b6 : 
Sorry to hear your symptoms continue.Actually I think it woukd be helpful to be evaluated by neurologist 
again and get the work up like! b6 : if your symptoms are 
bothersome which may guide us through sone disgnosis or treatment. 

I cc Amanda in this email to send you medical record release form and consent you for sample only.I believe 
she will contact you. 

Farinaz 

Sent: Wednesday, April 7, 20214:00:08 PM 

To: Safavi, Farinaz ( NIH/NIN DS) [El l_ __________________ b6 -·-·--·-·--·-·--·-· i 
Subject: Pfizer reaction follow up-! b6 i 

L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

Dear Dr. Safavi, 

Hope all is well. My name isL ___________ b6 jand I previously emailed you regarding my adverse COVID 19 
pfizer reaction last week. I spoke withT._ _________________ b6 __________________ __i we had a telehealth visit where she collected 
some medical information from me. The reason I am following up with you is because I feel completely lost 
in terms of what I should be doing/how I should be getting treated at this point. I went to a neurologist who 
referred me to another neurologist- both saying its anxiety/ stress. I don't feel like my health is being taken 
seriously and that the pfizer vaccination could be the cause despite my numerous attempts explaining this and 
I do not know where else to turn. 

My neurologist just wanted to prescribe mei._ ___________ b6 __________ _]and I picked up the medication but refused to 

take it. Most of myL_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-·!>..~.--.-·--·-·--·---·-·--·---·-·--·-·--·-·-JShe claims nobody else has come into her 
office with these symptoms from the vaccination. She didn't day she didn't believe me but she recommended I 
speak with a psychologist regarding "all the things happening in the world". I still have not taken a single 
ounce of medication since this whole situation began, and I am not looking to mask my symptoms but to help 
cure what's happening to me. You are the only doctor that seems to understand what is happening to others 
from the vaccinat ion and I really need some guidance because I do not know who else to turn to anymore. I 
have been to two different neurologists, a cardiologist, a gastro, my PCP, orthopedist, and will be seeing an 
allergist later this month. I was thinking of trying to schedule an appointment with a rheumatologist but I 
don't know if that's even something I need. 

Any recommendation would be so helpful. I really want to feel better, but I feel like nobody is prescribing me 
anything to do so. The symptoms have gotten better with time, but I feel like I could be doing more for my 
body then nothing. I saw my gynecologist today for a check up and he recommended[_ __________ b6 __________ _: 

i b6 i I think I will take his recommendation but I don't want to 
L--•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•- I 

cause more havoic in my body. 

My Story: 
I am a[ _________________ ~~---·--·---·--·_jfrom: ___________ ~~---·-·-·-·jl received your email addresses from the facebook group I'm a part 
of regarding reactions to various COVID 19 vaccinations. 

REL0000230735 



I have no past medical history, I have always been a super healthy person. I played sports in college, 
I work out pretty consistently, not a big drinker or anything like that, and a VERY healthy eater. I have been 
taking[ __________________________________ b6 ___________________________ i 

I received my first Pfizer vaccination on[__ ____________________________________________________ b6 __________________________________________________ i I didn't 
experience any sort ofreaction from the first dose the next day. Shortly after (maybe 2-3 days after the first 
dose) I experienced a bit of an itch on my right foot, but went away. Then felt it again the next day. It traveled 
,~~!~(~XX~?.! __ ~~~}-~!-~!!~~_.f~~_l}!]-_g __ t~~-~~-!i_~g!_!l?:K~~~~-~tions on my right leg. Thought maybe I had sciatica i_ __ ~-~-.J 
i b6 i The tingling would come and go. It moved to my left 
0

leg and then my arms. I also felt the tingling in my elbows, fingers, neck, boob area, abdomen. My lower back 
was a bit sore and felt tight. I didn't totally put the vaccine and these symptoms together. I was also 
experiencing chest pains, like pressure on my chest that would come on and I feel that my heart rate would 
increase. I would just breathe through these pains and they would disappear in about a minute. I figured 
maybe it had to do with stress. 

I received the second dose of Pfizer on[ ___ b6 ___ !and experienced the "typical" symptoms I've heard: body aches, 
fatigue, low grade fever. The symptoms disappeared within 24 hours, and I did not feel any tingling. The 
following day at night, I started experiencing severe tingling. My stress/anxiety went up immediately; crying 
a lot and not understanding what was happening to me. The following day I felt the tingling all over my body: 
legs, torso, forehead, back of head, vagina, tongue, back, etc. I got super scared. It's like my nerves were 
firing off with nowhere to go. I went to the ER two days later, and they basically told me to go home, saying I 
should see a neurologist and that I wasn't dying. Days afterwards, I felt this horrible pin pricking sensation 
down my spine and topical numbness in my right leg that went away. I also began experie ncing some muscle 
twitching. It started in my right leg but I can feel it in various parts of my body (thighs, buttock, calves, arms, 
hand, and right underneath armpit on my back). I went to a neurologist and she told me it was "anxi ety 
paresthesia" and to de-stress my life. I had a bad flare up a week and a half after that (no idea what it was 
from). 

My current situation: I have a burning sensation mostly in my thighs, forearms (near elbows area), and upper 
shoulders. I have pin pricking sensations around my body. And I have muscle twitching in my arms, legs, and 
hand . I also have been experiencing diarrhea for the past month and a half (almost two months now). My 

n euro 1 og is t to 1 d me L.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-·-·-·-·-·-·-·-b6 -·-·-·-·-·-·-·-·-·-·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-_____ _____ _____ _____ _____ i 
! b6 ! 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·-·-·-·-·-·-·-·-) 

To be completely honest, I am quite frightened of this whole situation and just looking for some clarity. I have 
i b6 i from my neurologist that I could easily send you if need be. [ _________ b_e" _________ i assistant 
0

has not reached out tom~ yet regarding!_ ___________________________________ b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-___i 

My email address is r·--·-·--·-·--·-·--·-·bs·--·-·--·-·--·-·--·-·--! my phone number is i -·-·--·-·--· b 6 ·--·-·--·-·-] Please feel free to 

reach out to me in whiieverTasfi-1oii·-suits"you:Tiook forward to your ~espo-iiser-·-------·-

Any recommendation would be so kind of you . 

.. Thank you, ______________ _ 
! b6 i 
i- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
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From: Safavi, Farinaz (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 
(FYDI BOH F 23SPDL T)/CN =RECI Pl ENTS/CN =94807CE146E045D4B61655DA26AOC246L__ ____ b6 _______ i 

Sent: 10/1/2021 6:13:17 PM 
To: 

l·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-· i 
Subject: RE: Quick question 

Yes It is correct but I suggest you i--·---·-- ·-·--·-·--·-·-- ·-·-b6- ·-·-- ·-·-- ·-·-- ·-·--·-·-- ·-·-: to see the real effect of it before taking:--·-·-bs-·-·-1 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' ·-·-·-·-·-·-·-·-·-·-·" 

Let me know if I can be any of help 

Farinaz Safavi MD, PhD 
Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

From: i _________ b6 ________ ___: 
Sent: Friday, October 1, 2021 2:09 PM 
To: Safavi, Farinaz (NIH/NINOS) [El 
Subject: Re: Quick question 

Hi Dr. Safavi, 
I will reach out to my neurologist today about it. Thank you for your offer to speak with him if needed, I will pass it 

along and let you know. Is the dosing that you recommend: ___________________________________________________ b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·___: 

Best regards, 
,-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 
! b6 ! ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--' 

Sent from my iPhone 

On Oct 1, 2021, at 2:03 PM,i b6 !wrote : 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

Sent from my iPhone 

Begin forwarded message: 

From: 11 

Safavi, Fa rinaz (NIH/NI N DS) [ El II i_ _______________________ ~~---·-·-·-·-·-·-·-·-·----1 
Date: October 1, 2021 at 12:14:47 PM EDT 
To:L_ ______________ b6 ________________ : 
Subject: RE: Quick question 

Hi: _____________ b6 -·-·-·-·-·___: 

Thank you for the update. I discussed your case with Dr.Nath. We suggest you speak 
with your neurologist whether it is possible to consideri b6 ifor you. I would 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·" 
be more than happy to speak with him and share our understanding with him . 

Please let me know 
Hope you feel better 

RE L0000230856 



Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

From:l b6 ! 
L.-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- · . 

Sent: Friday, October 1, 2021 3:03 AM 

To: Safavi, Farin az (NIH/NIN OS) [E] 
Subject: Re: Quick question 

Hi Dr.Safavi , 

Attached is the WHO scale with my updated scores . For an update of my symptoms: 
the paresthesias in my face has really progressed as compared to when it first started in 

terms of intens ity . It feels like someone is pouring acid onto my face and yesterday it 

spread into my ears and scalp too . It's incredibly uncomfortable; hopefully I can get[ ____ b6 __ j 
L_ ________________ b6 _____________ __:relatively quickly to take the edge off soon . I had initially planned to 

only take it at night to start but took it TID today to try and help with the pain in my 

face. I feel like some of my autonomic symptoms are worsening . Since Saturday I feel 

like my temperature regulation is off , or at least my perception of temperature . What I 

mean here are things like wearing winter clothes in the house for 4 days and then 

yesterday evening/today switching to being hot. I've been having night sweats as well. 

Myi b6 ]issues which I hadn't had in a month or so has come back this week, last 
~-------~ r-----~ 

night I couldn't sleep and early in the morning I noticed my HR was in the: b6 lfo r 
hours for no good reason . I've also noticed my HR jumping up with standi~g/walfo~g 

today intermitten t ly and a couple other times earlier this week too. I've been having 

some GI issues this week which are unusual for me. 

Today q ___________________________________ b6 --·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·J really hope to see an 
improvement soon. It 's surprising, frustrating, and if I'm being hone st a bit scary too, to 

have my symptoms continue to progress with time. 

Best Regards, 
i ·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·1 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

On Wed, Sep 29, 2021 at 5:49 PM Safavi, Farinaz (NIH/NINOS) [El 

!·-·-·-·-·-·-·-·-·-·-·-· b6 _·-·-·-·-·-·-·-·-·-·-· l wrote : 
Dear:_ ________ b6 _______ __i 
Than k you very much for upda t e.I am very glad th at 

your headaches have impro ved signifi cant ly. 

Please let me know if I can be any help. 

Best 

Farinaz 

<FE8757DEE4E34ABOB42656F8348B59E6.png> 

From:: _____________________ b6 ___________________ __: 
Sent: Wednesday, Septembe r 29, 2021 5:46 :27 PM 

To: Safavi, Farinaz (NIH/NINOS) [El 
i b6 i i,_, _____ , _____ , _____ , _____ , _____ , _____ , _______________ ; 

Subject: Re: Quick question 

RE L0000230856 



Hii b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Hi Dr.Safavi, 

Good news about my headache; it was mild 

yesterday and thus far today I haven't had it at all. 

Today has been wonderful, I'm really happy to be 

back at my level of functioningl_ ___ ~~---J did talk 
about it with my local neurologist today in the event 

that the headache were to come back this evening 

for example and he recommended continued 

conservative management, things are clearly healing 
and there's no reason for it not to continue. 

I had a good appointment with my neurologist 

overall and it's in large part due to having the 

documentation and diagnostic testing from you and 

your team. The[_ ______________ b6 ______________ ]in particular 
helped open doors for conversation. I have now 
been prescribedl_ ________ b6 _________ :and we are also going to 

try[ b6 ;to see if it helps with the brain fog. 

lt's
1 

been a longi_ ______ b._~------jl'm really thankful to try 
different things to help me get my life back. 

Best Regards, 

! b6 ! 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

PS-tomorrow I will send you the updated WHO post­

COVID scale scores 

On Wed, Sep 29, 2021 at 12:45 PM Safavi, Farinaz 

(NIH/NI N DS) [ E] l_ _________________ b6 _________________ __j wrote: 

Hope all is well.Can you update me with status of your low pressure headache 
and your discussion with your health care provider? 

Thank you 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda , MD 

RE L0000230856 



r-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-1 

From:! b6 : 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Monday, September 27, 2021 5:52 PM 
To: Safavi, Farinaz (NH-I/NINDSUEl 
Subject: Re: Quick question 

All sounds good to me, my next local appt is this Wednesday, I will keep you 
posted . 

Thanks! 

r·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·1 

: b6 : 
i.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

,on Mon , __ Sep 27,_ 202_1 __ at ~:00 PM Safavi, Farinaz (NIH/NINDS) [E] 
: b6 ;wrote: 
i..-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-' 

Nothing to be worried; b6 : 
l•- •- •-•- •- •- •- •- •- •- •- •-•- •- •-•• 

The reason I said you may speak with your local physicians was that you might 
be able to get it much faster than us coordinating it. Otherwise I can discuss 
with the team and see how we can proceed with it here. However your 
headaches are not that severe and might go away soon but still I will speak 
with Dr.Nath and the team to see what their thoughts are.Please you also 
inform me when you discuss it with your physicians and we can find the best 
way. 

From:! b6 : 
•·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Monday, September 27, 2021 4:46 PM 
To: Safavi, Farinaz (NIH/NINDS) [El 
Subject: Re: Quick question 

Hi Dr.Safavi, 

I usually lay down once the headache's get to a 5 and then they improve 
quickly. I will try and push through them more today and tomorrow than what 
I did this weekend and see how it goes. I do worry about whether I need[ ____ b6 ____ I 

[ ___________ b6 ________ ___ior not, I've been conflicted about it, it's always hard to have clarity 
when the health issues are your own. It sounds like you recommend that I 

RE L0000230856 



should talk about it more with my local physicians. It's disheartening to hear 
that becau se I remember during the research consent process that you told me 

if I neededl.___·-·-·-·-·-·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-· b6·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-·--· :that the NIH would do 
that for me. I hope it wasn't anything that I did on my end that has made things 
different; if I did anything that upset you or the team, please accept my 
apologies for that. I am incredibly grateful for what you and everyone else has 
done to find diagnostic answers as well as treatment solutions to help me get 
my life back. 

[ ___________ b6 ___________ i 

On Mon , Sep 27, 2021 at 4:22 PM Safavi, Farinaz (NIH/NINDS) [E] 
i b6 :wrote: 
1--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

Hi, 

How bad are your headaches from 1-1 O? 

I discussed it with the team and they said if it is very severe you may go to 
ED to get[ _________ b6 _________ ]If not that severe, then it will go away with hydration 
and rest eventually. 

Farinaz 

From:i b6 : 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Sent: Monday, September 27, 2021 4:18 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] 
Subject: Re: Quick question 

Hi Dr.Safavi, 

Thank you for answering my questions, all makes sense to me. I'm still 
having issues with positional headaches unfortunately . I'm still spending a 
ton of time on the couch due to them. 

RE L0000230856 



On Mon, Sep 27, 2021 at 3:06 PM Safavi, Farinaz (NIH/NINDS) [E] 
i b6 :wrote: 
I.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Hi, 

[:: :::~f::: :Jdoes_not. show any _findings cons,istent with [_~~~~--~~~~~~f-~-~-_J 
i b6 :so that we :-·-·-·-·-·-·-bii-·-·-·-·-·-·1 

L·-·-·-·-·-·-·-·-·-·~~-·-·-·-·-·-·-·-·-·_JAdditionally Anti TS-HOS Ab is kind ~f ·new Ab .. 
was found to be associated with small fiber neuropathy.We L_. __ .b6 ._._._i 

L_·-·-·-·-·-·-·-·-·~~.-·-·-·-·-·-·-·-·_._isince as long as I know it has not become 
commercialized in reliable labs yet(i checked afew weeks ago 
though).We did a very extensive research lab measur ing for every 
single antigen in the body from a pooled sera of post vaccine 
patients and no Ab was detected so that we incline to say the 
process is less likely Ab mediated however we are working on 
many more methods to confirm this findings. 

BTW,How is your headache?feeling better? 

Farinaz 

<2357B3EC861F461FBC695033493C7FS 
C.png> 

From: L._ --·--·-·--·-·--·-·--·-·-b6 ·-·--·-- ·-·-·-·-·-·-·-·-·-·-·-·-· i 
Sent: Monday , September 27, 2021 2 :~_2-J.LP..:~•L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, 
To: Safavi , Farinaz (NIH/NINDS) [E] i b6 i 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
Subject: Quick question 

Hi, 

I have a quick question for you. I was wondering ifL __ ·-·--·-·--·-·-?..~--·---·---·---i 
! b6 i 
;.,------------r·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
i b6 !I've connected with many others with similar health issues to 
0m1ne=ther~ is a[_~_~)hat reported that she tested positive for[:.:: .:.:~~:.:.::.] 
i b6 :and a second person reported that she tested positi ve for 
i..------------ ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-·-·- ·-·-·- ·-·-·- ·-· 

L--·---·---·---·---·---·---· b6 --·--- ·--- ·------ ·------ : With their health stories being 
extremely similar to mine , it made me wonder if it was something that I 
had already been tested for. 

Thanks! 
! b6 i 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

RE L0000230856 



.-•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-· .. 
' 

b6 
' L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--
' ! 

b6 
' ; 

l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·j 

b6 
RE L0000230856 



b6 
' ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-1 

b6 

b6 

RE L0000230856 



From: Safavi, Farinaz (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 
(FYDI BOH F 23SPDL T)/CN =RECI Pl ENTS/CN =94807CE 146E045D4B61655DA26AOC246l_ _____ b6 ____ __! 

Sent: 10/2/202110:14:53 PM 
To: i b6 ! 
Subject: LRe: Pfizer reaction follow up -l ________ b6 ______ _! 

Hil__ ___________ b6 _____________ ] 
Sorry it seems that I missed replying your email. 
We believe the symptoms imptove overtime but all we know so far is anecdotal.We need large scale 
epidemioligical study to answer these questions. 
I also would like to ask you is it possible whether you send us youri b6 ] 
please let me know ' 

Farinaz 

From:! b6 i ··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
Sent: Wednesday, August 18, 2021 2:40 :50 PM 
To: Safavi, Farinaz (NIH/NINOS) [E]i b6 : 

l .•.•.•. ~----~ 

Subject: Re: Pfizer reaction follow up -i b6 i 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-.I 

Dear Dr. Safavi, 

Thanks for your reply. Have you noticed people becoming 100% overtime, is that the outlook that I should be 
getting ? Some doctors say they don't really know what the prognosis will be, others say it should go away over 
time , so it ' s a bit confusing what to really think about it. 
Is there any medication you recommend that you've found to be helpful ? 

Thank you, 

p••·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 
! b6 ! 
i.. .•. - ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-; 

On Wed, Aug 18, 2021 at 11:11 AM Safavi, Farinaz (NIH/NINDS) [E]i b6 !wrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Dear! b6 ! 
L--·-·-·-·-· -·-·-·-·-·-·; 

Thank you very much for the update. I am glad you feel partly better. Time definietely helps to recover from 
these symptoms. We have not published the paper yet but of course I can send it to you when it gets published. 

In terms of samples,we checked pooled sera from several patients for thousands of autoantibodies but we were 
not able to find any so that we stopped checking them.If we find more information I will let you know. 

Best 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

RE L0000230866 



NINDS, NIH, Bethesda, MD 

From: i _________________ b6 ________________ i 
Sent: Monday, August 16, 2021 1:26 PM 
To: Safavi, Farinaz (NIH/NINDS) [El 
Subject: Re: Pfizer reaction follow up -i b6 i 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Hi Dr. Safavi, 

Would you be able to send me the research paper when it is complete? I never ended up hearing back ifl had 
any markers in my blood that was interesting and/or relevant to the research. 

I still feel the paresthesia's everyday, I did get prescribed1 b6 m 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

helped slightly, i think time has been the most helpful but I am disappointed that I continue to feel the 
burning/tingling/shock sensations everyday. Some days are better than others. Overall, it has gone from 
February . My neurologist tried to prescribe meL_ _______ b6 _______ ibut I didn't end up taking it. So I've just been taking 
a few vitamins here and there, but overall I haven't been getting treated with medication. 

Have you found anything in your research that could be helpful for me- in terms of treatment or just in 
general? Have you been finding people have been recovering? 

It's hard to try and stay positive when I continue to feel the paresthesia's everyday , do you think it will go 
away in time ? 

Thank you so much. 

Sincerely, 

RE L0000230866 



On Sun, Aug 15, 2021 at 1:55 PM Safavi, Farinaz (NIH/NINDS) [E]i b6 :wrote: 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-• 

HiL_ ________ b6 _________ : 

Hope all is well. 

I am in the process of submitting our research paper and I would like to know how is every thing going with 
you? 

Didi ____________________ b6 _________________ ___!help you and how are you feeling? 

Please let me know 

Thanks 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH , Bethesda, MD 

From:: b6 i 
Sent: Monday,-May-3, 2'021 11:07 AM 
To: Safavi, Farinaz (NIH/NINDS}.lEJ 
Cc: Wiebold, Aman da (NIH/NINDS) [El 
Subject: Re: Pfizer reaction follow up -i b6 ] 

l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· .. 

Yes my cell number is l ______________ b6 ______________ j 

Sincerely,! b6 : 
L--·-·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·,J 

On Mon, May 3, 2021 at 11:05 AM Safavi, Farinaz (NIH/NINDS) [E]i b6 ]wrote: 
'--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

RE L0000230866 



Hii b6 J 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Can you send me your cell phone number?! wou ld like to speak with you 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:i b6 ! 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Sent: Monday , May 3, 202110:25 AM 
To: Safavi, Farinaz (NIH/NINDS) [El 
Cc: Wiebold, Amanda (NIH /NINDS) [Ej 
Subject: Re: Pfi.zer reaction follow up -i b6 ! 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Dear Dr. Safavi, 

I have sent over my medical release fom1s and my doctors should have sent over all my current testings 
performed (the doctors are: neurologist , gastro, cardiologist, and allergist/immunologist) . As per your 
, request , _I did!b 6 J 

! b6 ! 

'•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•--•-•-•-•-•-•-•-•-,...•--•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•I 

She has been wanting to prescribe me !_ _____ b6 ____ __!for the nerve pain , however I would like medication to 
actually treat what is going on with me, perhaps a more auto-immune approach. 

Again, I ami b6 ino prior medical history , no allergies to anyth ing. Received two doses of 
pfizer vacci~e. I just really do not understand how I was completely healthy before the vaccine and after now 
IL_ _____________ b6 __________ __! In your pro fessional opinion, do you think this can go away with time? 

What should I be taking to try and get rid ofi b6 ] 
l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

RE L0000230866 



My neurologist's name is[·--·-·--·-·-bEf-·-·--·-·-1her phone number is[ ___________ bi~------·---·-l Would you be able to 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' •-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

co lla borate on a treatment strategy? 

I know you have a lot of patients, but I feel totally lost and don't really know what to do anymore. 

Sincerely, L __________ b6 _________ _! 

On Mon, Apr 12, 2021 at 12:33 PM Safavi, Farinaz (NIH/NINDS) [E]l _____________________ b6 ______________________ ___iwrote: 

I was speaking with our research nurse and wondering have you sent us the medical release form. 

I cc Amanda in this email and appreciate if you contact her for paperwork and consent then we can send 
you the kit or collecting samples from you. 

Thank you 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From: i._ _____________ b 6 _____________ _J 
Sent: Monday, April 12, 2021 8:13 AM 
To: Safavi, Farinaz (NIH/NINDS) f]J 
Subject: Re: Pfi.zer reaction follow up -i b6 ! 

L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Dear Dr. Safavi, 

RE L0000230866 



No, I have noti b6 iI was under the assumption that you thought these reactions 

were going to disappear with time- so I wanted to hold off onL_·-·-·-·-·-·--·-·--·-·--·-·--·-·--·-·-·-·-~~-----·-·--·-·--·-·--·-·--·-·--·-·--·-·-j 
L ____________ b6 __________ _jifI didn't need too/ if the doctors thought it was going to go away . Please let me know 
your thoughts. 

Sincerel y,[_ ___________ b6 __________ __! 

On Mon, Apr 12, 2021 at 7:24 AM Safavi, Farinaz (NIH/NINDS) [E]i b6 Jwrote: 
. L--·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·• 

Unfr)rtuna tely , I do not have any comm ent about i ______________ ~_6-__________ __J and its effect on your disease . We really 
do not have that much informati on abou t these reactio ns .Can you rem ind me whether you havei b6 i 

•·-·-·-·-·-·-·-·-·-·-·-·-·• L---·-·-·-·-·-·-·-·-·-·-·-·-·t 

i b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·i 

Thank you 

Farinaz 

From:i b6 : 
Sent: Thursday , April 8, 2021 8:45:04.A.M __________________ ~----- ·-·-- ·-·-- ·-·-- ·-·s 
To: Safavi , Farinaz (NIH/NINDS) [E] [____ b6 _ : 

Cc: Wiebold, Amanda (NIH/NINDS) [~JL.. ............................ ~~··••.-·-·--·--·-·--·-·-·--·j 
Subject: Re: Pfizer reaction follow up -i b6 : 

L---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Dear Dr. Farinaz, 

Ok, what do you think about mei b6 
1
Do you think that would 

be beneficial for the symptoms? '1 just don't want to aggravate any symptoms and possibly make it worse, 
however not sure i b6 iis positive either. Please let me know your thoughts on this. 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Sincerely, 

. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

'·-·-·-·-·-·-·-· b6 ________ _: 

On Wed, Apr 7, 2021 at 6:32 PM Safavi, Farinaz (NIH/NINDS) [E]i b6 : wrote : 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-• 

RE L0000230866 



Hi l_ _____________ b6 ____________ __! 

Sorry to hear your symptoms continue.Actually I think it woukd be helpful to be evaluated by 
neurologist again and get the work up likei b6 : if 
your symptoms are bothersome which may guide us through sone disgnos is or treatment. 

I cc Amanda in this email to send you medical record release form and consent you for sample 
only.I believe she will contact you. 

Farinaz 

From:! b6 : 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Wednesday, April 7, 2021 4:00:08 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] i b6 : 

;-•-·-· ... ~~~~~~~~~~~~~~~,·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
Subject: Pfizer reaction follow up -!._ ____________ b6 __________ __i 

Dear Dr . Safavi, 

Hope all is well. My name isl_ __________ b6 ____________ :and I previously emailed you regarding my adverse COVID 
19 pfizer reaction last week. I spoke with L_ ______________ b6 ______________ ___: we had a telehealth visit where she 
collected some medical information from me. The reason I am following up with you is because I feel 
completely lost in terms of what I should be doing /how I should be getting treated at this point. I went to a 
neurologist who referred me to another neurologist- both saying its anxiety/ stress. I don't feel like my 
health is being taken seriously and that the pfizer vaccination could be the cause despit e my numerous 
attempts explaining this and I do not know where else to tum. 

My neurologist just wanted to prescribe me! b6 1and I picked up the medication but refused 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

to take it. Most of my blood work has come in- all completely normal. She claims nobody else has come 
into her office with these symptoms from the vaccination. She didn't day she didn't believe me but she 
recommended I speak with a psychologist regarding "all the things happening in the world". I still have 
not taken a single ounce of medication since this whole situation began, and I am not looking to mask my 
symptoms but to help cure what's happening to me. You are the only doctor that seems to understand what 
is happening to others from the vaccination and I really need some guidance because I do not know who 
else to tum to anymore . I have been to two different neurologists, a cardiologist, a gastro, my PCP , 
orthopedist, and will be seeing an allergist later this month. I was thinking of trying to schedule an 
appointment with a rheumatologist but I don't know if that's even something I need. 

Any recommendation would be so helpful. I really want to feel better , but I feel like nobody is prescribing 
me anything to do so. The symptoms have gotten better with time, but I feel like I could be doing more 
for my body then nothing . I saw my gynecologist today for a check up and he recommended I!_ ________ b6 _____ _! 
: b6 ii think I will take his recommendation but I don't 
'want to cause more havoic in my body. ' 

RE L0000230866 



My Story: 
I am a [__ ________________ b6 ____________ __Jfrom! _________ ~~----·-·-JI received your email addresses from the facebook group I'm a 
part of regarding reactions to various COVID 19 vacc inations. 

I have no past medical history, I have always been a super healthy person. I played sports in college, 
I work out pretty consistently, not a big drinker or anything like that, and a VERY healthy eater. I have 
been taking L_ _____________________________ b6 _________________________________ : 

I received m first Pfizer vaccination on r---b6 ---] from work; I am ;·-·-·-·-·-·-·-·-·-·-·-·-·-·i:is-·-·-·-·-·-·-·-·-·-·-·-·-·1 I didn't 
y •-----·-·-·-·-·-·-·-· -·-·-·-·-·-·-·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·-·-·-· 

experience any sort of reaction from the first dose the next day. Shortly after (maybe 2-3 days after the 
first dose) I experienced a bit of an itch on my right foot, but went away. Then felt it again the next day. It 
traveled out of my foot and I started feeling these tingling sensations on my right leg. Thought maybe I 
had sciatica l._ _____________________________________________ ----~~---________________________________________________ j The tingling would come and go. It 
moved to my left leg and then my arms. I also felt the tingling in my elbows, fingers, neck, boob area, 
abdomen. My lower back was a bit sore and felt tight. I didn't totally put the vaccine and these symptoms 
together. I was also experiencing chest pains, like pressure on my chest that would come on and I feel that 
my heart rate would increase. I would just breathe through these pains and they would disappear in about 
a minute. I figured maybe it had to do with stress. 

I received the second dose of Pfizer onL__b6___:and exper ienced the "typical" symptoms I've heard: body 
aches, fatigue, low grade fever. The symptoms disappeared within 24 hours, and I did not feel any 
ting ling. The following day at night, I started experiencing severe tingling. My stress /anxiety went up 
immediately ; crying a lot and not understanding what was happening to me. The following day I felt the 
tingling all over my body: legs, torso, forehead, back of head , vagina, tongue, back, etc. I got super 
scared. It's like my nerves were firing off with nowhere to go. I went to the ER two days later, and they 
basically told me to go home, saying I should see a neurologist and that I wasn't dying. Days afterwards, I 
felt this horrible pin pricking sensation down my spine and topical numbness in my right leg that went 
away. I also began experiencing some muscle twitching. It started in my right leg but I can feel it in 
various parts of my body (thighs, buttock, calves, arms, hand, and right underneath armpit on my back). I 
went to a neurologist and she told me it was "anxiety paresthesia" and to de-stress my life. I had a bad 
flare up a week and a half after that (no idea what it was from) . 

My current situation: I have a burning sensation mostly in my thighs, forearms (near elbows area), and 
upper shoulders. I have pin pricking sensations around my body. And I have muscle twitching in my 
arms, legs, and hand. I also have been experiencing diarrhea for the past month and a half. ( almost two 

~ months now). __ My_ neurologist_ told me: _____________________________________________________________ b6 ___________________ -·-·-·-·-·-·-·-·-____ -·-·-·-·-·-·-___ __: 
i b6 i 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

To be completely honest, I am quite frightened of this whole situation and just looking for some clarity. I 
have [:~:~:~:~:~:~:~:~:~:~:~§:f~:~:~:~:~:~:~:~:~:~J from my neurologist that I could easily send you_ if need be. r-·-·--·-bs ___________ ] 
assistant has not reached out to me yet regarding sending overl ________________ b6 _______________ __: 

My email address isf ________________ bf ·---·---·---·---·-; my phone number if _________ b6 ___________ 1Please feel free to 

reach out to me in whatevei"Jasfii"oii"sults-you~Tlook forward to your respons-ec-·--·--·---• 

Any recommendation would be so kind of you . 

. Thank _you, ____________ _ 
! b6 ! 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

RE L0000230866 
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From: Safavi, Farinaz (NIH/NINOS) [El [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

(FYDI BOH F 23SPDL T)/CN =RECI Pl ENTS/CN =94807CE146E045D4B61655DA26AOC246L_ _______ b6 _______ i 
Sent: 2/2/2022 5:32 :42 PM 

To: . b6 ! '-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
CC: Nahar, Kymani (NIH/NINOS) [C] [/o=Exchangelabs/ou=Exchange Adm inistrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients/cn=4f432f899337490ea 7cbde0a4b52effbi b6 !Fouanta, Ladifatou '-·-·-·-·-·-·-·-·-·-· 
(NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients/cn=a5ebaa8d0da84114ab631d6a3b913 706. b6 ] 
1-·-·-·-·-·-·-·-·-·-·-·-·' 

Subject: RE: [EXTE RNALl Re;l _______________ -·-· b6 ___________________ i 

Hi [_ ____ b6 ____ i 
We bring you back for exam and! b6 We do not have any biomarker to follow after 

[-bG-:because there is no scientific• evidence at this point that: ___________________ j~-- --·--·-·--·-·-- ·-·-- ·Jcan be a biomarker to predict 

patient clinical features. 

I will definitely let you know when we have any results but research based assays take months sometime since we have 

to run all patients samples at the same time. 

Farinaz 

From:!._ _________________________________ b6 ___________________________ --·-·--· i 
Sent: Wednesday, February 2, 2022 12 :29:06 PM 

To: Safavi, Farinaz (NIH/NINOS) [El : b6 : 
Cc: Nahar, Kymani (NIH/NINOS) [C]L_ __________________________________ _iFouanta, Ladifatou (NIH/NINOS) [E] 

l·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
Subject: Re: [EXTERNAL] Re: [_ _________________ b6 -·-·--·-·--·-·--·-__! 

Hi Dr. Safavi, 

I very much appreciate your response. Will you keep me updated on the results you find regarding[_ ______ b6 _____ __i 
i b6 :I am not sure if the results will update automatically in the portal. 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

I am working to reschedule my treatment for hopefully earlier than March with Kymani now. I was wondering 
what kind of tests I should expect to repeat following!__ ______________ b6 -·-·-·-·-·-·-___i 

Thank you, 
-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
L_._,_,_,_,_, b6·-·-·-·-·-·-·__l 

On Tue, Feb 1, 2022 at 9:18 AM Safavi, Farinaz (NIH/NINDS) [E]i b6 iwrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
Hi i b6 ; 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-J 

RE L0000230903 



Sorry for delay respond.We can schedule yourL_ __________ b6 __________ __!in your convenient time and its ok with us 
whether you see her before or afteri b6 ! 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

i-·-·-·-·-·-·bs"-·-·-·-·-·:result has not been back.I will follow up withf·-·--·-·--·bs-·-·-·-·-·-·-·:again .Fori b6 :all the tests 

' we sent wasl_ ___________________________ ~-~----·---·---·---·---·--___] Since this is a research protocol ~e keep all L---~~~~~~~~~~~6-~~~~~~~~~~~~J 
and: b6 :so 
that 'we i b6 ! (Research aspect of the work usually takes' loner 
than regular medical tests). So far[-------·---·---·---·---·---b6 ___ -·-·--·-·------------------·-·-·-·-·-1w e plan to send for[~~~~~~~~~~~~~~~~~~~~~] 

f b6 i 
L.--·- ·- ·-·-·- ·- ·-·-·-·-·-·-·-·-·- ·-·- ·- ·-·-·-·-·-·-·-·-·- ·-·- ·- ·-·-·- ·-·-·- ·- ·-·- ·-·- ·. 

Our[ _______________________________________ b6 ________________________________ _Jw e adjust i b6 : 

b6 
Hope it helps. Kymani and Ladi will kindly help to sched ule! b6 iin mutual convenient time .I plan to 
go on annual leave in 3rd week of march in case you prefer t~ be scheduled' earl ier than that time. 

Best Regards 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:[::::::::::: J>s:: ::::: ::::: ::J 
Sent: Wednesday, January 26, 2022 1:00 PM 
To: Nahar, Kymani (NIH/NINDS) [C] 
Cc: Fouanta, Ladifatou (NIH/NINDS) lf:J; Safavi, Farinaz (NIH/NINDS) [~J 
Subject: Re: [EXTERNAL ] Re:i b6 ] 

~---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 
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Hi Kymani and Dr. Safavi, 

I have been working relentlessly to coordinate my leave at work and schedule an appointment with:_ _________ ~_6-_________ j 
(thank you, Dr. Safavi, for the recommendation - I tremendously appreciate it). Unfortunately, the first 

available appointment with!_ __________________________________________________________________________ b6 _____ -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-__j 

! b6 ! 
1L _________________ _!1_6-____________________ _J Is· this ·possible? I'd-like· to· wait a -coup 1 e-more· weeks.·-·-·-·-·--·---·--·-·-·-·-·-·--·---·-·-·-·-·-·-·-·--·-·--·-· : 

I also wanted to follow up on any additional results that may have come in. I was wondering about i b6 ! 
! b6 ~ : 
l.- ·-· -·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·-· -·- ·-· -·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·-·-·- ·-· -·- ·- -·- ·- ·- · - ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! ~1-·-·-·-·-·-) 
know a common trend among those experiencing adverse reactions to the vaccine is elevated ACE2 & MAS 1 
autoantibodies. 

In_addition,_I_wanted _to_ inquire aboutL ~6 j 

b6 
··-·-·-·-·-·-·-·-·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Thank you, 

On Mon, Jan 24, 2022 at 12:50 PM Safavi, Farinaz (NIH/NINDS) [E] L ____________________ b6 _______________ _]wrote: 

DearL_ _____________ b6 ·-·-·-·-·-·-·-· i 

Hope all is well. 
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I discussed your case in our team .We will start the process to i b6 i 

1 

b6 ~-----------------------------------------------------
1 

i i 
i i 
i i 
i i 
l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

Hope it helps you to set up an appointment with a neurologist who takes care of your symptoms. 

I emailed L _____________________________________ b6 _____________________________________ __jand will get back to you as soon as I have any results. 

[ _____________________________________ b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i 

Please let me know if you have any questions /concerns . 

Best 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH , Bethesda , MD 

From: [_ _______________________ b 6 ______________________ ___! 

Sent: Friday , January 21, 2022 9:34 AM 
To: Safavi , Farina z (NIH!NINDS) [E] 
Cc: Fouanta, Ladifatou (NIH/NINDS) [El 
Subject: Re: [EXTERNAL] Re: i b6 ! 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Hello Dr. Safavi (and Ladi!), 
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I hope your week is going well. I was finally able to meet with a neurologist fromL_ _________ b6 _______ __:I requested 
a neuro -immunologist but was given the first available doctor from the team given the urgency ,:_ __________ b6 __________ ] 

[~~~~~~(~~JHe was not very helpful with my case[ ______ ~!> ____ ___iHe was confused why I was seeing a neurologist and 
sent me a referral to a rheumatologist. 

I was wondering if you could recommend a neurologist that your other patients have worked with that 
understands these vaccine side effects? In addition , I was wondering if it would be possible to[___ ___________ b6 ______________ i 

L----bG ____ lto see if it helps as I am searching for a neurologist. This process is quite daunting and takes a lot of 
time to send over test results, identify a doctor, schedule an appointment, etc. I had to call!__ ____________ b6 _____________ j 
everyday to keep the process moving and it truly exhausted me and the doctor was not even helpful. Is there 
someone specific I can request that would understand my case? 

Also, given the similarity to Long COVID, have any of your patients successfully enrolled into Long COVID 
clinics? I am continuously turned away by doctors because my symptoms are very multi-system and they say 
they do not treat this. I feel that I need a team of doctors working with me such as internist, neurologist , 
rheumatologist, immunologist /allergist, endocrinologist, gastroenterologist, physical therapist, etc. My PCP is 
also not very useful because he does not understand these vaccine side effects. 

Is the NIH able to help with documentation for: __________ b6 __________ ]Have other patients been able to receive this? 

Lastly, I wanted to thank you one more time for taking on my case . It really means the world to me and gives 
me a ray of hope. 

Thank you, 

On Thu , Jan 6, 2022 at 8:01 PM Safavi , Farinaz (NIH/NINDS) [E][ ______________________ b6 _____________________ _jwrote: 

You should pick your PCP and neurologist and have a visit with them.In a meanwhile we can sta1i the 
process and see when can we bring you in for treatment.If your physicians need to speak with us ,I would be 
more than happy to contact them or they can email me(please share it with them) and I will share our 
understanding about your symptoms with them. 

RE L0000230903 



Hope it helps. 

Please let us know if you would like to receive the treatment and we can proceed accordingly. 

Thanks 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS , NIH, Bethesda, MD 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
F . ' ro m: l._ _______________ b6 __________________ : 
Sent: Thursday, January 6, 2022 7:56 PM 
To: Safavi, Farinaz (NJH/NINDS) [El 
Cc: Fouanta , Ladifatou (NII-I/NINDS}.LEl 
Subject: Re: [EXTERN AL] Re:!._ ______________________ I?§. ________________________ j 

Thank you very much, Dr. Safavi. 

One last question - what is the process to get sta1ied? Will I need to arrange a meeting with my new PCP and 
neurologists and the team at NIH? I am just thinking ahead to what I will need to accomplish before then. 

Thank you, 

r·-•- ·-·-•- ·-•-·- ·- •-·- •-·- •- ·• 

! b6 ! 
i.·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·i 

On Thu, Jan 6, 2022 at 7:35 PM Safavi, Farinaz (NIH/NINDS) [E]i b6 !wrote: 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
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Hii b6 : 
L·-·-·-·-·-·-·-·-·-·-·-·. 

Sorry for delayed respond. Last afew days were quite busy for me. 

Here is my answers to your questions 

Treatment Effectiveness and Durability: 

• Dr. Safavi - during our conversation, you mentioned that several of your patients have received this 
treatment. Could you please clarify if 50% of the patients received the treatment or if 50% of those 
that received treatment had a positive effect? If the former , have all the patients that received it 
benefited from the treatment? We can not predic t the outcome of treatment in patients or know its 
effic iency withou t clinical trials.What l said was our anecdota l experience shcrrvccl that pat ients vvho 

L_ __________ ~_6-_______ __!sho \ved sorne improvcrnent (sornc patients rnore sif_,J11ific ant than othen,) 
• You also mentioned you are writing a paper. Would you have any preliminary data to share from 

the patients you have treated so far? \Ve are submittin g the paper fr)r pub lication as case series again 
this is just obser ·vationa l study not clin icat trial 

• How many treatments are patients with my condition needing? Dr. Safavi - you mentioned some 
patients get to 80% and do not return to their baselin e and improve from there on their own. Does 
that mean one treatment can be enough? In reading about this treatment, it seems many patients 
receive it on some kind of a cadence for life . In what you have seen, how many treatments are 
typically needed unti~ b6 !can be stopped and the patient does not return to original symptoms? 
From what I understo~d, one treatment can work or most patients need one or two rounds. However, 
reading aboutl_l?.~ _ __iit seems like it's possible to return to \ :YT had patient s showed improvement with 
one round and we bad othe rs requ ire more rou nds ,ve n::aUy can not ans"ver this question based 
on our limi ted data.every patien t resp ond differently and we stiH do not have enough data to come 
\Vith definite treatment regimen . 

• If I end up needing a second round of the treatment, will this be with my neurologist and outside of 
NIH? \ 'c s 

• Will you still be in touch as thought leaders and available for guidance if something comes up? 
Y cs,of course 

Treatment Process and Potential Side Effects: 

• If I do receive the treatment, will I only need to have a neurologist or also a primary care physician? 
Dr. Nath also mentioned needing a strong PCP (I currently go toi b6 iand my PCP is very 
basic). I bel ieve it wou ld he good to have both PCP and neurologi st ' 

• In terms of the treatment itself, did I understand this correctly: it will be[._·-·-·-·-·-·-·-·-·-·-·-·-·b6 ________________________ ___i 

i b6 l Is this 

• 

'correct ? You may have son w side cftc cts within i b6 --·:but again it is 
.. L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~-----,-·-·-·-·-·-·-·-·-·-·-·~ .. 

individual bas ed I can not reailv predict ho\v vour bodv react to i b6 : 
This seems like ar·-·--·-bs-·--·-·1and I am curious -~bout th; rationa1tYs-·t"fi-;;·1h}nking that:--·-·--·-·--b"ii-·-·--·-·--·1 
·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- L:=:= :=: =:= :=: =:= :=:= : . ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 1:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.:-.:.. 

b6 
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• How long will I be at risk for the side effects? For example, there is a risk of blood clots , kidney 
problems, bleeding problems - is this only during treatment or for a longer time? Usually body 

• 

• 

• 

• 

: ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-bs·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· · 

i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

How is the brand of medicine determined? Is there a brand that works especially well for vaccine 
injuries? No, \Ve usc the one NIH pharrnac y prov ides us 
I have read that i b6 i results in fewer side effects. Is this an option? 
Could it be an opt1on-down-theTfr1e·-ff"ino-re·treiii'nents are needed? No f.b6-·-·:has different 
indications . For i b6 ] is useful 
How long do I have to make the decision whether to receive this.treatment? you need to infrmn us as 
early as you can specia lly no1v 1vith Omicro n situation wc arc on lirnited staff and it may take !onger 
than normal to arranrrc the t reatrncnt 
Are there any altern;tives toi b6 :Time? Antihistamines? Supplements? Exercises? Not as we know 

, . "·-r-................... i.i' . , . . 

and eve n our expenence w1tb L_ b6 _ :1s very I muted to o. 

Post-Treatment and Considerations: 

• 

• 

• 

• 

For how long will I need to tell doctors that I have used this medication? i b6 : 
c·--·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-66-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-·--·-·--·-·--·-·--·1 As l m C nt io ncd ab O V cL_ ___ -·-·--· b6 ____ -·-·-____ / 

! b6 : 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Are there any long-term things to be aware of? For example, things to tell doctors, medication I 
won't be able to take, other restrictions I need to be aware of if I proceed with[ ___ b6 _ __!You need to 
inftxm your physic ians you rece ived it but no specifi c instructio n from our standpoint unless your 
phys icians have reason based on th eir own practice 
Are there any COVID-specific implications? Will this treatment help to have a better outcome ifl 
end up getting COVID? Will it help me fight other infections? (I ask because I seem to handle even 
the most minor colds with a lot of difficulty now). In other words, will it help my immune system 
stabilize? Sorry ifl am thinking about it incorrectly! I am trying to understand if[_ ___________ b6 _________ __: 

!_ ________ b6 __________ i will make me more or less susceptible to infections/ improve my immune 
response. Bas ically! b6 i 
-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ; 

! 
; 
; b6 
i_____ ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

!_ _______________________ ~-~----·--·-·--·-·--·-·-Jln terms of COVID , you need to do aH precau tions to not contract th e 
infection hut if you get COVlD the process wou ld he the same as othe r patients. same prot oco l that 
your PCP can help you with. 
What were patients receiving this treatment surprised by or brought up as a concern? Is there 
anythin g that I haven't thought of to ask that should go into my decision-ma king pro cess? l do not 
have any further cornment to add . would be happy to ans\ver any further questions if it cornes up. 

Best wishes and let us know your deci sion . 

Farinaz Safavi MD, PhD 

Division ofNeuroimrnunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

RE L0000230903 



From:: b6 i 
Sent: Monday , January 3, 2022 10:07:46 AM ' 
To: Safavi, Farinaz (NIH/NINDS) [E] i b6 ! Fouanta, Ladifatou (NIH/NINDS) [E] 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· '-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
! b6 i 

; Subject: [EXTERNAL] Re: [ ·---·-·-·-·-·-·-·--·-·-·-b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

Thank you very much, Dr. Safavi and Ladi. I really appreciate the extra information oni b6 lI hope you 
'·-·-·-·-·-·· 

both had a nice break and I wish you a Happy New Year! 

As I have been reading about this treatment option, a few more questions have come to mind that I was 
hoping to get your help with . Would it be possible to schedule another appointment? Dr. Safavi - I know 
you are out next week so I am also including the questions below in case it is easier for you to respond by 
email. However, I think it would be most helpful to talk through them as you offer so much helpful 
information and anecdotes from your research. 

Treatment Effectiveness and Durability: 

• Dr. Safavi - during our conversation , you mentioned that several of your patients have received this 
treatment. Could you please clarify if 50% of the patients received the treatment or if 50% of those 
that received treatment had a positive effect? If the former , have all the patients that received it 
benefited from the treatment? 

• You also mentioned you are writing a paper. Would you have any preliminary data to share from 
the patients you have treated so far? 

• How many treatments are patients with my condition needing? Dr. Safavi - you mentioned some 
patients get to 80% and do not return to their baseline and improve from there on their own. Does 
that mean one treatment can be enough? In reading about this treatm ent, it seems many patients 
receive it on some kind of a cadence for life . In what you have seen, how many treatments are 
typically needed untili b6 ~an be stopped and the patient does not return to original symptoms? 
From what I understo~d, one treatment can work or most patients need one or two rounds. However, 
reading about[_b6_iit seems like it's possible to return to 
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• If I end up needing a second round of the treatment, will this be with my neurologist and outside of 
NIH? Will you still be in touch as thought leaders and available for guidance if something comes 
up? 

Treatment Process and Potential Side Effects: 

• IfI do receive the treatment, will I only need to have a neurologist or also a primary care physician? 
Dr. Nath also mentioned needing a strong PCP (I currently go toi_ _________ b6 ________ __]and my PCP is very 
basic). 

• In terms of the treatment itself , did I understand this correctly: it will be!_ _________________ b6 ·-·--·-·-·--·-·--·--___i 

L_ -•---•--•--•---·--•-- "•-·--•-·--•-·--•--Ms •- -•- · - -•- · -•- - · -•- - •- - b
5 

•-·-•---•--•- -•-·- -•-·-•--·-•--•- -•-·- -•-·-•--·-•--- -•-·- -•-·-•--·-•--•-_J!~ _t~~8-.~~E1:~~!?. ___ _ 
• This seems likel_ ______ ~-~-----·-__iand I am curious about the rationale. Is the thinking thati b6 i 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
! 

b6 
! ! 
L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

• How long will I be at risk for the side effects? For example, there is a risk of blood clots , kidney 
problems, bleeding problems - is this only during treatment or for a longer time? 

• How is the brand of medicine determined? Is there a brand that works especially well for vaccine 
injuries? 

• I h_ave read that L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~~-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·j results in fewer side effects . Is this an option? 
Could it be an option down the line if more treatments are needed? 

• How long do I have to make the decision whether to receive this treatment? 
• Are there any alternatives to L_ b6_ rrime? Antihistamines? Supplements? Exercises? 

Post-Treatment and Considerations: 

• For how long will I need to tell doctors that I have used this medication? If there are l_ ____________ b6 ____________ ] 

: b6 : 
i..·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·--·-·-·-·-·-·-·-·-·-·-j 

• Are there any long-term things to be aware of? For example, things to tell doctors, medication I 
won't be able to take, other restrictions I need to be aware of if I proceed with l_ ___________ b6 _____________ ] 

• Are there any COVID-specific implications? Will this treatment help to have a better outcome if I 
end up getting COVID? Will it help me fight other infections? (I ask because I seem to handle even 
the most minor colds with a lot of difficulty now). In other words, will it help my immune system 
stabilize? Sorry ifI am thinking about it incorrectly! I am trying to understand ifl_ ___________ b6 _________ __i 
i b6 i will make me more or less susceptible to infections / improve my immune 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· .. 
response. 

• What were patients receiving this treatment surprised by or brought up as a concern? Is there 
anything that I haven't thought of to ask that should go into my decision-making process? 

I very much appreciate you working with me! 

Thank you, 

i b6 1 
L--·-·-···-·-···-·-···-·-···-·-·· 

On Mon , Dec 27, 2021 at 1:28 PM Fouanta, Ladifatou (NIH/NINDS) [E]i b6 1 
L---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

wrote: 

RE L0000230903 



Hi Dr Safavi and Anna, 

I have attached some info abouti b6 : 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-. L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

i_ ___________ b6 -·-·-·-·-·__! 

Thanks, 

Ladifatou (Ladi) Fouanta, BSN, RN, CNRN 

Research Nurse Specialist 

NINOS Sect ion of Infections of the Nervous System 

10 Center Drive, Building 10/7C103, MSC 1430 

Bethesda, Maryland 20892 

Fax: 301-480-5594 

Email:! b6 i 
i·- ·-·-·- ·- ·-·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-· 

From: Safavi, Farinaz (NIH/NINDS) [E] !_·-·-·-·-·-·-·-·-·-·-·-·-·-~-~---·-·-·-·-·-·-·-·-·-·-...J 
Sent: Monday, December 27, 2021 12:57 EM.--·-·-·---·--·--·---·--·-----·--·---·--·-----·--·---·--·-----·--·---·--·--, 
To: Fouanta, Ladifatou (NIH/NINDS) [E] i b6 i 

. · -·- · - · -·- · - · -·- · - · -·- · - · -·- · - · -·- · - · -·-·- · -·-·- · -·-·- ·- ·-·- · -·-·- · -·-·~ t, _,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_,_ ,_,_,_,_,_,_,_,_,_,_,_,_ ,_,_,_,_,_,_.,1 

: b6 : 
L--·-·-·-·-·-·-·-·-·-1·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-· .. 

Subject: i b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- • 

Hi Ladi, 

I had a televisit with i b6 : 
r-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·.i.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

i b6 ! 
L--·- ·-·-·- ·-·-· -·-· -·- ·-· -·- ·-·-·- ·-·-· -·-· -·- ·-· -·- ·- ·-·- ·- ·-·- ·-· -·- ·-· -·- ·-·- ·- ·- ·-·- ·-· -·- ·-· -·- ·-·- ·- ·- ·-·- ·-· -·- ·- ·-·- ·-·- ·- ·- ·-·- ·-· -·- ·- ·-·- ·-·- ·- ·- ·-·- ·-· -·- ·-· -·- ·-· . 

Thank you 

RE L0000230903 



Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINDS , NIH, Bethesda , MD 

RE L0000230903 



From: Safavi, Farinaz (NIH/NINOS) [El [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

(FYDIBOHF23SPDLT)/CN=RECIPIENTS/CN=94807CE146E045D4B61655DA26AOC246L_ _______ b6 ·-·-·-· i 
Sent: 7/29/2021 3:37:35 PM 

To: 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·! 

CC: Wiebold , Amanda (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Adm inistrative Group 

(FYDIBOHF23SPDLT)/cn=Recipients/cn=4491ee2ae9804610899c741100150540: _________ b6 ______ ___: 

Subject: RE: Pfizer reaction follow up~ b6 i 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

From:[ b6 : 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Sent: Monday, May 3, 202111 :07 AM 
To: Safavi, Farinaz (NIH/NINOS) [E] 
Cc: Wiebold , Amanda (NIH/N INOS) [E] 
Subject: Re: Pfizer reaction follow up 7 ___________ b6 ___________ i 

Yes my cell number is[ b6 ] 
l--•-·-·-•-·-•-·-•-·-·-•-·-•-·-·-•-• 

Sincerely,[ b6 ] 
L-- •-•- •- •-•- •- •-•- •- •-•- •- • 

On Mon, May 3, 2021 at 11:05 AM Safavi, Farinaz (NIH/NINOS) [E]i b6 :wrote: 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Hi!_ ________ b6 -·-·-·-· : 

Can you send me your cell phone number?I would like to speak with you 

Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

From: [ ___________ b6 __________ __! 
Sent: Monday, May 3, 202110:25 AM 
To: Safavi, Farinaz (NIH/NINOS) [El 
Cc: Wiebold, Amanda (NIH/NINOS) [E] 
Subject: Re: Pfizer reaction follow up-{__ _________ b6 ____________ i 

RE L0000230936 



Dear Dr. Safavi, 

I have sent over my medical release forms and my doctors should have sent over all my current testings performed (the 

doctors are : neurologist, gastro, cardiologist, and allergist/immunologist). As per your request, [ b6 i 
L--·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-• -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-; 

b6 
! 

' ' i- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·- ·- ·-·-·- ·-·-·- ·-·- ·- ·-·- ·- ·-·-·- ·- ·-·- ·-·- ·- ·-·- ·- ·- ·-·- ·- ·-·- ·-·- ·- ·-·-·- ·- ·-·- ·- ·-·- ·-·- ·i 

She has been wanting to prescribe mei b6 ifor the nerve pain, however I would like medication to actually treat 
'·-·-·-·-·-·-·-·-·-·-·-·' 

what is going on with me, perhaps a more auto-immune approach . 

Again, I am i b6 ino prior medical history, no allergies to anything. Received two doses of pfizer vaccine. I just 

really do n~t understand' how I was completely healthy before the vaccine and after now q ____________ b6 ___________ : In your 
professional opinion, do you think this can go away with time? 

What should I be taking to try and get rid ofi b6 i 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

My neurologist 's name isr-·-·-·-·-·-i;-s-·-·-·-·-·-iher phone number is:-·--·-·--·-·-b-6-·-·--·-·--·7would you be able to collaborate on a 
l-·-·-·-·-·-·-·-·-·-·-·-·-·-·' L·-·-· -·- ·- ·-·- ·-·-·-·-·-·-·- ·-·- ·- ·-·• 

treatment strategy? 

I know you have a lot of patients, but I feel totally lost and don't really know what to do anymore . 

Sincerely,l_ ______ b6 _______ _j 

On Mon, Apr 12, 2021 at 12:33 PM Safavi, Farinaz (NIH/NINOS) [E] i b6 :wrote: 
L·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·. 

Hi:_ ________ b6 ________ i 

I was speaking with our research nurse and wondering have you sent us the medical release form. 

I cc Amanda in th is email and appreciate if you contact her for paperwork and consent then we can send you the kit or 

collec t ing samples from you. 

Thank you 

Farinaz Safavi MD , PhD 

RE L0000230936 



Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

From :! b6 ! 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

Sent: Monday, April 12, 20218:13 AM 
To: Safavi , Farinaz (NIH/NINOS) [Ej 

Subject: Re: Pfizer reaction follow up ·L ______________ b6 ____________ i 

Dear Dr. Safavi, 

No, I have not[ __________________ b6 _________________ ! I was under the assumption that you thought t hese reactions were going 

to disappear with time - so I wanted to hold off on! b6 !if I 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·" 

didn't need too/ if the doctors thought it was going to go away. Please let me know your thoughts. 

Sincerely ,! b6 : 
'-- ·- ·-·- ·-· -·- ·- ·-·- ·- ·-·- ·- ·-·.,J 

On Mon , Apr 12, 2021 at 7:24 AM Safavi, Farinaz {NIH/NINOS) [El! b6 :wrote: 
L-- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- · . 

Unfort unately, I do not have any comm ent aboutl_ ______________ b6 _______________ :and its eff ect on yo ur d isease. We really do not 

have th at m uch info rm at ion about th ese reactio ns.Can you remind me w heth er youl_ _______________________ b6 _____________________ ___: 

Thank yo u 

Farinaz 

From:i b6 , 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--

Sent: Thursday, April 8, 2021 8:45 :04 AM 

To: Safavi, Farinaz (NIH/NINOS) [El! b6 : 
Cc: Wiebold, Amanda (NIH/NI NDS)0 [Ei:---·--------------bff _________________ 1 

.1. ..... ............................ ~. .. . ............ 1·-·- ·- ·-·- ·- ·-·- ·- ·-J 

Subject: Re: Pfizer reaction follow up L_ ________ b6 ___________ j 

RE L0000230936 



Dear Dr. Farinaz, 

Ok, what do you think about me getting off[ __________________________________ _!>_6 _________________________________ ___i Do you think that would be 

beneficial for the symptoms? I just don't want to aggravate any symptoms and possibly make it worse, however not 
sure! b6 i is positive either. Please let me know your thoughts on this. 

L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-.4 

Sincerely, 

L·-·-·-·-·-·-·-·b6 ____ , __________ ! 

On Wed, Apr 7, 2021 at 6:32 PM Safavi, Farinaz (NIH/NINOS) [El l_ __________________ b6 _________________ __iwrote: 

Hi L ________ b6 _______ 1 

Sorry to hear your s ym pto r,D§:> __ g.9-0Ji_o~~:AgJ~_c.)_IJ_y_.L_tb_i_o_~j!._vy.9-1,_1!<_q _l?_~ __ b_~_!2f y.lJgJ>_~--~ va I u a ted by n e u rol og i st 
again and get the work up! b6 iif your symptoms are 

l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

both ersom e which may guide us through sone disgnosis or treatment. 

I cc Amanda in this email to send you medical record release form and consent you for sample only.I 
believe she will contact you . 

Farinaz 

From 1 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-bs"-·-·-·-·-·-·-·- -·-·-·-·-·-·-·-·- -·-·- -·: 

l --· -·- ·-· -·- ·-· -·- ·- ·-·- ·-· -·- ·-· -·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-· -·- ·; 

Sent: Wednesday, April 7, 2021 4:00 :08 PM 
To: Safavi, Farinaz (NIH/NINOS) [Eli b6 ] 
Subject: Pfizer reaction follow up -i b6 T · 

l-·-•-·-•-·-•-·-·-•-·-•-·-·-•-·-•-·-•-·-' 

Dear Dr. Safavi, 

Hope all is well. My name isl_ ___________ b6 _____ :and I previously emailed you regarding my adverse COVID 
19 pfizer reaction last week. I spoke withl_ _______________ b6 ______________ __.!we had a telehealth visit where she collected 
some medical information from me. The reason I am following up with you is because I feel completely lost 
in terms of what I should be doing/how I should be getting treated at this point. I went to a neurologist who 
referred me to another neurologist- both saying its anxiety/ stress. I don't feel like my health is being taken 

RE L0000230936 



seriously and that the pfizer vaccination could be the cause despite my numerous attempts explaining this 
and I do not know where else to turn. 

My neurologist jus~:'Y.~!.!!~4._!<? __ p~~~-~r._i!:<::._1!.!<::L. ____________ !>_~----·-·-·-·-·-·-__i_~l].~J. picked up the medication but refused to 
take it. Most of my!.__ _______________________________________________ !>._~-----·-·--·-·---·--·-·--·-·--·-·--·-·--__.1 She claims nobody else has come into 
her office with these symptoms from the vaccination. She didn't day she didn't believe me but she 
recommended I speak with a psychologist regarding "all the things happening in the world". I still have not 
taken a single ounce of medication since this whole situation began, and I am not looking to mask my 
symptoms but to help cure what's happening to me. You are the only doctor that seems to understand what 
is happening to others from the vaccination and I really need some guidance because I do not know who 
else to turn to anymore. I have been to two different neurologists, a cardiologist, a gastro, my PCP , 
orthopedist , and will be seeing an allergist later this month. I was thinking of trying to schedule an 
appointment with a rheumatologist but I don't know if that's even something I need. 

Any recommendation would be so helpful. I really want to feel better , but I feel like nobody is prescribing 
me anything to do so. The symptoms have gotten better with time , but I feel like I could be doing more for 
my body then nothing. I saw my gynecologist today for a check up and he recommended IL ______________ b6 ______________ ___: 

i b6 : I think I will take his recommendation but I don't want to 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

cause more havoic in my body. 

My Story: 
I am al_ ___________ b6 ___________ __!froml_ _____ b6 _____ __: I received your email addresses from the face book group I'm a 
part of regarding reactions to various COVID 19 vaccinations. 

I have no past medical history , I have always been a super healthy person. I played sports in college, 
I work out pretty consistently, not a big drinker or anything like that, and a VERY healthy eater. I have been 
taking l_ _______________________________________ b6 ________________________________________ ] 

I received my first Pfizer vaccination on: ________ ~-~---·___] from work; I am r·-·-·-·-·-·-·-·-·-·-·--·bs·--·-·-·--·-·--·--·-·-i I didn't 
L-- ·-·-·- ·-·-·- ·-·- ·-·-· - ·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- · 

experience any sort ofreaction from the first dose the next day. Shortly after (maybe 2-3 days after the first 
dose) I experienced a bit of an itch on my right foot , but went away. Then felt it again the next day. It 
traveled out of my foot and I started feeling these tingling sensations on my right leg. Thought maybe I had 
sciatica i b6 lThe tingling would come and go. It 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
moved to my left leg and then my arms. I also felt the tingling in my elbows , fingers, neck, boob area, 
abdomen. My lower back was a bit sore and felt tight. I didn't totally put the vaccine and these symptoms 
together. I was also experiencing chest pains, like pressure on my chest that would come on and I feel that 
my heart rate would increase. I would just breathe through these pains and they would disappear in about a 
minute. I figured maybe it had to do with stress. 

I received the second dose of Pfizer onl_b6 __ ]and experienced the "typica l" symptoms I've heard : body 
aches, fatigue , low grade fever . The symptoms disappeared within 24 hours , and I did not feel any tingling. 
The following day at night, I started experiencing severe tingling. My stress/anxiety went up immediately; 
crying a lot and not understanding what was happening to me. The following day I felt the tingling all over 
my body: legs, torso , forehead, back of head, vagina, tongue, back, etc . I got super scared . It's like my 
nerves were firing off with nowhere to go. I went to the ER two days later , and they basically told me to go 
home , saying I should see a neurologist and that I wasn't dying. Days afterwards , I felt this horrible pin 
pricking sensation down my spine and topical numbness in my right leg that went away. I also began 
experiencing some muscle twitching. It started in my right leg but I can feel it in various parts of my body 
(thighs, buttock, calves, arms, hand, and right underneath armpit on my back). I went to a neurologist and 
she told me it was "anxiety paresthesia" and to de-stress my life. I had a bad flare up a week and a half after 
that (no idea what it was from). 

RE L0000230936 



My current situation : I have a burning sensation mostly in my thighs , forearms (near elbows area), and 
upper shoulders. I have pin pricking sensations around my body. And I have muscle twitching in my arms, 
legs, and hand. I also have been experiencing diarrhea for the past month and a half. ( almost two months 
now). My neurologist told m eL_ _________________________________________________________ b6 _____________________________________________________ -·-·-·-·-·-·-·-__.! 
i b6 i 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

To be completely honest, I am quite frightened of this whole situation and just looking for some clarity . I 
have [~~~~~~~~~~~~~~-~~-~~~~~~~~~~~~~~~]from my neurologist that I could easily send you if need be .L_ __________ ~-~-----·-·--·_i 
assistant has not reached out to me yet regarding l ___________________________ b6 ____________________ __: 

My email address is:i ___________________ b6 _________________ 1my phone number is[ ____ =--~--~~f-_-~---_=]Please feel free to 

reach out to me in whatever fashion suits you. I look forward to your response! 

Any recommendation would be so kind of you. 

i Thank ~6u, _________ 1 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

RE L0000230936 



From: Safavi , Farinaz (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

Sent: 
(FYDI BOHF23SPDL T)/CN=RECI PIENTS/CN=94807CE146E045D4B61655DA26AOC246! b6 ! 

9/29/2021 9:48:03 PM ' ' 

To: i b6 ! 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Subject: Re: Quick question 

From: L _______________________ b6 ______________ -·-·-·--·-· ! 
Sent: Wednesday, September 29, 2021 5:46:27 PM 
To: Safavi, Farinaz (NIH/NINOS) [E]! b6 ! 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
Su bj ect: Re: Quick question 

Hi Dr.Safavi , 
Good news about my headache; it was mild yesterday and thus far today I haven't had it at all. Today has been 

wonderful, I'm really happy to be back at my level of functioningl_ ___ b6 ___ __iI did talk about it with my local 
neurologist today in the event that the headache were to come back this evening for example and he 
recommended continued conservative management, things are clearly healing and there's no reason for it not to 
continue. 

I had a good appointment with my neurologist overall and it's in large part due to having the documentation 
and diagnostic testing from you and your team. Thei b6 iin particular helped open doors for 
conversation . I have now been prescribed[::: :::~~:::::'] and we are also going to try [:.·:.:lif:.:.:.Jto see if it helps 
with the brain fog. It's been a long[_ _____ b6 _____ ] I'm really thankful to try different things to help me get my life 
back. 

Best Regards, 
. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, 
1 b6 ! 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

PS-tomorrow I will send you the updated WHO post-COVID scale scores 

On Wed, Sep 29, 2021 at 12:45 PM Safavi, Farinaz (NIH/NINDS) [E][_ _________________________ b6 ____________________ Jwrote: 

Hi L_ ________ b6 _________ : 

Hope all is well.Can you update me with status of your low pressure headache and your discussion with your 
health care provider? 

Thank you 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

RE L0000230938 



From:! b6 ! 
i..·-·-·-·- ·-·-·-·- ·-·- ·-·-·i 

Sent: Monday, September 27, 2021 5:52 PM 
To: Safavi, Farinaz (NIH/NINDS) [Fl 
Subject: Re: Quick question 

All sounds good to me, my next local appt is this Wednesday, I will keep you posted. 

Thanks! 

i b6 i 
! ' '-·-·-·-·-·-·-·-·-·-·-·-·-· . 

On Mon, Sep 27, 2021 at 5:00 PM Safavi, Farinaz (NIH/NINDS) [E]! b6 ]wrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Nothing to be worried! b6 ! 
L--·-·-•-·- ·-·-·- ·-·-·• 

The reason I said you may speak with your local physicians was that you might be able to get it much faster 
than us coordinating it. Otherwise I can discuss with the team and see how we can proceed with it here. 
However your headaches are not that severe and might go away soon but still I will speak with Dr .Nath and 
the team to see what their thoughts are.Please you also inform me when you discuss it with your physicians 
and we can find the best way . 

From:! b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-' 

Sent: Monday, September 27, 2021 4:46 PM 
To: Safavi, Farinaz (NIH!NINDS) [El 
Subject: Re: Quick question 

Hi Dr.Safavi, 

I usually lay down once the headache's get to a 5 and then they improve quickly. I will try and push through 
them more today and tomorrow than what I did this weekend and see how it goes. I do worry about whether I 
need a[_ _________ b6 _______ ___!or not, I've been conflicted about it, it's always hard to have clarity when the health issues 
are your own . It sounds like you recommend that I should talk about it more with my local physicians . It's 
disheartening to hear that because I remember during the research consent process that you told me if I 

RE L0000230938 



neededi__·-·--·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-~~---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-jthat the NIH would do that for me. I hope it wasn't 
anything that I did on my end that has made things different; if I did anything that upset you or the team, 
please accept my apologies for that. I am incredibly grateful for what you and everyone else has done to find 
diagnostic answers as well as treatment solutions to help me get my life back. 

On Mon, Sep 27, 2021 at 4:22 PM Safavi, Farinaz (NIH/NINDS) [E] i b6 : wrote: 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- •-' 

Hi , 

How bad are your headaches from 1-1 O? 

I discussed it with the team and they said if it is very severe you may go to ED to get! b6 jlf not 
L--·-·-·-·-·-·-·-·-·-·-·-·-·,. 

that severe, then it will go away with hydration and rest eventually. 

Farinaz 

From:! _________ b6 _______ ___: 
Sent: Monday, September 27, 2021 4:18 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] 
Subject: Re: Quick question 

Hi Dr.Safavi, 

Thank you for answering my questions, all makes sense to me . I'm still having issues with positional 
headaches unfortunately. I'm still spending a ton of time on the couch due to them. 

On Mon, Sep 27, 2021 at 3:06 PM Safavi, Farinaz (NIH/NINDS) [E]!_ _____________ b6 _______________ __]wrote: 

Hi, 

RE L0000230938 



[__ ________ b6 _______ ___!does not show any findings consistent with r·---------------·---·---·-bs--·---·---·---·---·---·--] 

[ _________________ !>._~---·-_______ )o that we :_ _________________________ -~~---·-___________________ _Addition a I ly Anti T_~:tl!?.§_~~--~~---~!-~-~----____ _ 
of new Ab was found to be associated with small fiber neuropathy.We :_ ___________________ b6 ___________________ _: 

L_b6_isince as long as I know it has not become commercialized in reliable labs yet(i checked 
afew weeks ago though).We did a very extensive research lab measuring for every single 
antigen in the body from a pooled sera of post vaccine patients and no Ab was detected so 
that we incline to say the process is less likely Ab mediated however we are working on many 
more methods to confirm this findings. 

BTW, How is your headache?feeling better? 

Farinaz 

~·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
From: i b6 i 

l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
Sent: Monday, September 27, 2021 2:52:11 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] i b6 : 
Subject: Quick question ' 

Hi, 

_ I have a quick question_ for you._ I was wonde~ing ifi_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-~~----·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-__.] 
!_ _________________________ ~~- -,-""""""""'-_______________ _JI've connected with ma!1.Y -~!g~F.~-~!lt~i-~i!?_r_g_~alth 
issues to mine- There is al b6 ~hat reported that she tested positive fori_ ___________ ~-~-----------·jand a 
second person reported thaTsiie tested positive for [===================~~======~~==~~=====-~==-~=]With their 
health stories being extremely similar to mine, it made me wonder if it was something that I had already 
been tested for. 

Thanks! 
. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, 
i b6 : 
1---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' ; 
; 
; 
; 
i 

b6 
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,--·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-. 

! b6 ! 

' l•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-• . 

b6 

b6 

! ! 

b6 
' ' i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 

RE L0000230938 



r·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
j i 
i i ; b6 ; i i 
i i 
i i 
i i 
i i 
i i 
i i 
i i 
i i 
j_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- i 
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From: 

Sent: 
To: 

Subject: 

! ·-·--·-·--·-·--·-·--·-· b6 - -·-·--·-·--·-·-·-·-·-·-·: 
l.--·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·-· -·-·-·-·-·-· . 

4/19/2021 3:27:06 PM 
Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246f b6 i 
L --• - · • · ••• ·•·•·•· • ·•• 

Re: Re :Covid-19 Vaccine Adverse Reaction 

Good Morning Doctor, 

}.J.~5-t __ ~~~t_e._~-!~ __ l_e._t_.Y._~1!-~~?~}--~~~--~Ji b6 ·-·-·-·-·-·-·: 
i b-6 : 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

I am continuing to get better with each passing day, although some days I still have set backs. I feel that I am 
just on the verge of being "cured," and then the next morning I wake up with the internal tremors in a new 
location. Recently face and stomach, instead of spine. 

I know it is hard for you to really recommend anything since you have not physically seen me, but could I still 
benefit from r-·-·-·-·-·-·-·-·-·-i;-s-·-·-·-·-·-·-·-·-·-1 There is a lady in our Face book group that had[_ ________________________ b6 -·-·--·-·--·-·--·-·--·-__: 

!._ _________________ b6 _________________ __iand had great success. Is this something that you have heard of, and would recommend 
if I was your physical patient? 

My neurologist has basically said that I am "normal" and there is nothing else he can do for me. My 
Allergist/Immunologist said that he does not recommend anything else, other than what I am doing. I am still 

:"-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-bs - ·-·-·- ·- ·-·- ·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-· · 

j ,·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 

L-------------------------------------------------------------------------------------------~-~-----------------------------------------------------------------------------------------·-·j 

I still have hope in the fact that this will eventually vanish, but I do feel that since you are literally the only 
doctor that I have talked with that has any clue as to what is going on, I would ask to see if there is anything you 
can recommend to try and see ifl can finally get all the symptoms to completely subside. 

As always, I appreciate your responsiveness and attentiveness to this unfortunate event. I know that you have 
helped so many people that I have connected with via our facebook group. We are a hope for those that are 
experiencing these same horrible side effects. I know it may be overwhelming, but you are the light in the 
darkness for many, including myself! 

Thanks so much! 

,·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 
i b6 ; 
i-·-·-·-·-·-·-·-·-·-·-·- ·-·- ·-·-·- ·-·-·-·-· 

On Wed, Apr 7, 2021 at 7:19 PMi b6 ]wrote: 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· •::::::::::·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

b6 
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b6 
' ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 

On Wed, Apr 7, 2021, 7:07 PM Safavi, Farinaz (NIH/NINDS) [E]i b6 iwrote: 
. '·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

Actually this is a great idea.I would like to speak with your neurologist and discuss your issues. 

Can you send me his information 

Thanks 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:i b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Sent: Wednesday, April 7, 2021 8:05 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] 
Subject: Re: Re :Covid-19 Vaccine Adverse Reaction 

Ok, I was seeing a Neurologist, but he dismissed me and said I looked great neurologically. He has no 
concerns from any of my tests and wanted me to see the immunologist. I do still have my foot in the door 
though. He told me to call ifl needed anything else from them. Let me see what the immunologist wants to do 
tomorrow, and I will let you know. It might be a great advantage to have you get with the immunologist or 
neurologist, so that they can be better educated on what you have seen and heard going on with the vaccine 
reactions. 

RE L0000231002 



On Wed, Apr 7, 2021, 6:40 PM Safavi, Farinaz (NIH/NINDS) [E] !._ ___________________ b6 _________________ iwrote: 

I also thought you may benefir to see a neurologist there and I would be happy to communicate with them. 

They are most likely more familiar with post covid type complications.Some one with neuromuscular 
subspeciality. 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:L_ __________ b6 ·-·-·-·-·-·___: 
Sent: Wednesday, April 7, 2021 7:39 PM 
To: Safavi, Farinaz (NIH/NINDS) [fil 
Subject: Re: Re :Covid-19 Vaccine Adverse Reaction 

Yes, I have family ini b6 i I will certainly ask for a referral if we feel this is 
L·- ·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·~ 

necessary. 

On Wed, Apr 7, 2021, 6:36 PM Safavi, Farinaz (NIH/NINDS) [E]L_ ________________________ l?,~-----·-·-·-·-·--·-·-·-·jwrote: 

Usually neurologists or cardiologists can do autonomic testing. 

Are you close toL__ ___________________________ b._~---- ·-·-·-·-·-·-·-·-·-·-·-·-·_j is a very good. 

Farinaz 

RE L0000231002 



From: i b6 i 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

Sent: Wednesday, April 7, 2021 7:31 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] 
Subject: Re: Re :Covid-19 Vaccine Adverse Reaction 

Ok, I will mention it tomorrow. What type of doctor specializes in autonomic dysfunction? If we don't have 
someone here, I can find someone in a bigger city near by. 

On Wed, Apr 7, 2021, 6:02 PM Safavi, Farinaz (NIH/NINDS) [E]i b6 ]wrote : 
L-·-·-·-·- ·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 

That really can come from autonomic dysfunction.Now we know post covid infection people 
develop dysautonomia.l really think you should get autonomic evaluations 

Farinaz 

1·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-1 
From:! b6 ! 
Sent: Wednesday, April 7, 2021 6:59:25 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] [_ ____________________ !3..~---·-·-·-·-·--·-·--·-___! 
Subject: Re: Re :Covid-19 Vaccine Adverse Reaction 

I just started having issues after the vaccine. I have always had low to normal blood pressure, likel_ _____ b6 ______ i 
c~~If~J Some days it is[::~~::J or the highest it got was l-·-·---~~---·--·J 

On Wed, Apr 7, 2021, 5:54 PM Safavi, Farinaz (NIH/NINDS) [E] i b6 !wrote : 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Actually your blood pressure fluctuation does go with autonomic dysfunction.your doctor may 
refer you to a person who does autonomic testings.How long have you develooed fluctuation in 
blood pressure? 

Thanks 

Farinaz 

From:i b6 i 
'--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Sent: Wednesday, April 7, 2021 6:51: \~_1->M ______________________ , 
To: Safavi, Farinaz (NIH/NINDS) [E]i b6 i 

L--•-•- •-•-• - •- •-•- •-•-•- •-•-•- •-•-• - •- •-•- •- •-•- •- •-•- •- •-J 

Subject: Re: Re :Covid-19 Vaccine Adverse Reaction 

RE L0000231002 



My doctor wanted i_ __ -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 _ _____ _____ _____ _____ _____ _____ _____ _____ _____ _____ _____ _____ _____ ] I have my 
doctor's appointment tomorrow, so I can ask about the autonomic dysfunction. I was reading that the 
kidney issues could be due to nerve problems as well. Which is right up the same alley as all the other 
issues I am having. 

Thank you for your response 

On Wed, Apr 7, 2021, 5: 14 PM Safavi, Farinaz (NIH/NINDS) [E] L_ _____________________ b6 ·---·--·-·-·-·-·-·-__i wrote: 

Hi i -·-·--·-·-b6 __________ j 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Thank you very much for updating me. 

Sometimes autonomic dysfunction can present as bowel or urinary symptoms.What were your 
symptoms originally that get the work up for? 

I am not sure what is the availability of autonomic testing in the city you live? You may benefit 
from it but I really can not comment or practice medicine long distance and through emails. 

Best 

Farinaz 

From: :_ ______________________________ b6 __________________________ ! 
Sent: Wednesday, April 7, 2021 2:01 :12 PM 
To: Safavi, Farinaz (NIH/NINDS) [E] [ __________________________ b6 ______________________ i 
Subject: Re: Re :Covid-19 Vaccine Adverse Reaction 

Hi Dr. Safavi, 

I wanted to let you know that I had [ ___________________________________________________________ b6 ________________________________________________ j 
,-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

b6 
i------·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
·-·-·-·-·~~---·-·-·JI was assuming since this is, again, a new symptom since the vaccine, that I should let you 

RE L0000231002 



know. I have an appointment with my Immunologist tomorrow, and I was going to ask him about the[ ___ b6__j 

[ ____ b6 ____ jyou had suggested, is there anything else that I should ask? 

I am still feeling well enough L-·--·-·--·-·--·-·--·-·--·-·--·-·--·~~---·--·-·--·-·---·---·---·---·--jbut the vibrations or pulsing 
currents that run down my spine never stop. It has lessened in severity, but it is still very noticeable 24/7. 
My neurologist dismissed me, and did not want to run any other tests. I can ask the Immunologist about 

l ______________ b6 _____________ ___!or perhaps they will be on the list of things to do now that I am having a kidney issue? ... 

I appreciate your time always, and the help you are giving to navigate these uncharted waters . 

. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--
; b6 1 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

On Fri, Mar 26, 2021 at 12:59 PMi b6 iwrote: 
l .•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.• .l 

Ok, I will be sure to ask the Allergist /Immunologist. They may be able to get me in forl_ ______ b6 ____ ___:next 
week. They just don't have any appointments to visi t with the doctor any sooner than April 8th. 

On Fri, Mar 26, 2021, 9:37 AM Safavi, Farinaz (NIH/NINDS) [E]i b6 ]wrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

I am so glad! b6 :which was my expectations as well.I probably check bellow 
panels in ymir case to make sure we do not miss any thing but ofcourse leave it to you and your 
providers. 

b6 
' -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

I am not worried about : ___________ b6 ________ ___ijust recheck it in a few weeks and hopefully it comes down . 

We also gonna run many other research assays on the serum you sent us and will let you know if 
anything comes back abnormal. 
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Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:! b6 : 
'·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Sent: Friday, March 26, 2021 10:01 AM 
To: Safavi, Farinaz (NIH/NINDS) (El 
Subject: Re: Re :Covid-19 Vaccine Adverse Reaction 

Good Morning Doctor! 

I was going to get with you today also. My neurology visit went fairly well. He just said that there is 

i nothing wrong. withmeNeurologica~{-_L:~~::~~::~~::~~::~~::~~::~~::~~::~~::~~::~~:_bS :.~-i and.he wants-me-to·--·-·--·-·--·-·] 

continue to see the Allergist/Immunologist specialist here in town. He told me that he didn't need to see 
me anymore. 

I had an appointment with the Allergist/Immunologist a few weeks ago, and they only did[ ________ b6 __________ ] 

This is one of the reasons I was going to reach out to you today. [_ _________________________ ~_6-__________________________ __J 
! ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6-·- ·-·-·- ·-·-· -·-· -·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·- ·-·- ·- ; 

j_•-•-•- •-•- •-•-•- •-•-•-•- •-•-•- •-•- •-•-•- •-•-•-•- •-•-•-•-•- •-•-•- •-•-•-•- •-•-•-•-•- •-•-•- •-•-•-•- •-•-•-•-•- •-•-•- •-•-•-•- •-•-•-•-•- •-•-•- •-•-•-•- •-•-•-•-•- •-•-•- •-•-•-•- •-•-•-•-•-•-•-•- •-•-•-•- •- •-•-•-•-•-•-•- •-•-•-•-•-•-•-•-•-•-•-• I ,-·-·-·-·-·-·-·-·-·-· ... 
! b6 : '·-·-·-·-·-·-·-·-·-·-·. 

So, as of now, the A/I has scheduled for me to have! b6 il do 
L•-• -•- •-• -•- •-• -•- •- •-•- •-• -•- •- •-•- •-• -•- •• •-•- ••• -•- ••• ••- •-• -•- •• •-•- ••• -•- •-• ••- •-• -•- •• • -•• •-

n ot see the All until April 8. I can have themi b6 iif necessary? 
'-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- J 

I was feeling really good for over a week. Very minimal vibrations, more energy, and good overall 
feeling. Then just last night I started having chills followed by sweats, then more intense vibrations 
disrupting my sleep. 

I am always happy to do whatever I need to do to find answers for this mysterious side effect! Just let 
me know what you think I should do. 

, b6 , 
i..·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-· -·- ·-· i 
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On Fri, Mar 26, 2021, 8:43 AM Safavi, Farinaz (NIH/NINDS) [E]l_ _________________________ b6 ______________________ : wrote: 

Hii b6 : 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Hope all is well and your symptoms have been improving. 

I would like to know how your neurology appointment went and I am also wondering can your 
neurologist sends somel _________ b6 _________ ito investigate your symptoms. I definitely would be more than 

"-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
happy to speak with him/her as well. 

Please keep me in the loop. 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From: Safavi, Farinaz (NIH/NINDS) lEl 
Sent: Monday, March 22, 2021 3:28 PM 
To:! b6 i 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Subject: RE: :Covid-19 Vaccine Adverse Reaction 

Deari_ ____ b6 ____ ] 

Thank you very much for your email and update . Unfortunately, I can not comment aboutl_ __________ b6 ___________ i 
i b6 ! and its correlation to your post vaccine symptoms . As we discussed in our 
'televisit , I also believe post vaccine symptoms gradually improve by decreasing the intensity of 
immune response so that I really can not comment if this improvement related to medication you have 
been taking or due to natural course of your vaccine reaction. Either way, I am very glad that you feel 
better. I would love to hear about your neurology visit and would be happy to provide any assistance. 

Thank you very much to send usL_ _________ b6 __________ !We plan to run several tests on patient samples and will 
let you know if we find anything to help your management. 

Best Regards, 
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Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH , Bethesda, MD 

From: ! ______________ b6 __________ i 
Sent: Monday, March 22, 2021 2:05 PM 
To: Safa.vi, Farinaz (NIH/NINDS) [E] 
Subject: Re: :Covid-19 Vaccine Adverse Reaction 

Good Afternoon Doctor, 

I wanted to let you know that my Neurologist had a cancellation this Wednesday for me to be seen at 
2:30 in the afternoon. I will discuss with them face to face about our tele-health visit from March 9th. 
I have left multiple messages with the nurse, but they just assure me they are putting notes in my file, 
and I have to wait until I can meet with the Neurologist. I am hopeful! 

Second, I recently came across an article abouti_ ___________________________________ ~~---·--·-·--·---·---·---·---·---.JI called my 
Rheumatologist to talk with them about it, and they said they had never heard of it. Is this something 
that you have heard of, or know of the procedures for diagnosis? I ask, because after I read the article, 
things started adding up for me. I had 10 out of 13 symptoms on the list. I also had a yearly 
dermatologist appt. on March 17 and she noticed I have l_ _____________________________ ~~-------·--·--·-·--·-·---·-.J She said 
that it was no big deal , usually brought about from some sort of immune response. So, I asked her if it 
could be the negative reaction I was having to the vaccine. She said with it being so new , she couldn't 
say for certain. I have never had these lesions on my skin ever , and they just suddenly popped up?!? 
She put me onf·--·-·--·-·-bif-·-·--·-·--] and told me that if they didn't go away she would[ :::=:::=::::::~~=::::::::::::] 
r-·-------·bs---------·-7 I researched a little more about thei ________ b_6 ________ iand it led me to r-·-------·--i,s-·---·---·-·--i 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· L--·-·-·-·-·-·-·-·-·-·-·-·-·1 L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

diagnosis. That is when I realized I had almost every symptom listed. So, I started the recommended 
treatment of1 _______________________________ ~-~----·---·---·---·---·---·---·-__]since it is so benign. This was Wednesday 
March 17, and by Saturday March 20 I was starting to notice my symptoms easing. I am still doing 
the regimin e, as well as adding !._ __________________________________________________________________ b6 _________________________________________________________ i 
I am not 100% better by any means , but I would put my functionality at about 30-50% before I started 
this, and I would put my functionality at about 75-80% now. I am getting more energy daily, the 
tremors in my hands have almost stopped, the vibrations I have running through my body are still 
there, but less intense. I still have temperature regulation problems, and a little dizziness, but I feel so 
much more improved . I don't know if this needs to be explored more, or if my case is just a little 
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different than others, but I am going to kee p doing what I am doing, until someone tells me otherwise. 
This is the most I have felt like myself since1 b6 i I hadi b6 1 

••-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•I L•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•- 1 

L ____________ b6 ______________ i I hop e thi s can give some answers? I will let you know how my Neurology appt. 
goes Wednesday as well. 

Thanks, 

1 b6 j 
i.--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

On Thu, Mar 18, 2021 at 7:15 PM Safavi, Farinaz (NIH/NINDS) [E]l_ _________________________ b6 ________________________ ___i 

wrote : 

H iL _______ b6 ______ __i 

Thank you very much for updating me.Were you able to arrange [ b6 ! 
:·--·bs·-·-1 as soon as poss ib I e? '-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·---~ 
l-·- ·-·-·- ·-.. · 

I would be more than happy to speak with the NP you saw and ask her tol_ __________ b6 _________ __i 

I think you can definietelyl ________________ ~~----·-·--·-·--·-·-_JHow about you speak with one of your 
providers andi b6 i 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-J 

_ We_ usu a II~ can L_ ____________________________ -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-________________________________________ ___! 
1 b6 : 
l-·-·-·-·-·-·-·-·-·-·-·-·-· . 

U wish you could see a neurologist earlier than April 20th then I could communicate with 
her about possible treatments. 

Farinaz 

PS;lt would be great if we have i b6 :then at least we can some tests to find the 
L--·-·-·-·-·-·-·-·-·-·-·-·--

ca use. 

Farinaz 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
From:! b6 ! 

l-- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
Sent: Thursday, March 18, 2021 7 :54:?-?._.P_M _____________________________ , 

To: Safavi, Farinaz (NIH/NINDS) [E] L_ ________________________ ~ -~---·-·-·-·-·-·-·-·-·--·-·j 
Subject: Re: :Covid-19 Vaccine Adverse Reaction 

Good Eve ning Doctor, 

RE L0000231002 



I received the kit yesterday, and I have been in touch with Amanda. I have an appointment Monday 
March 22nd, at 9:00 am . I have had an awful time here lately. My symptoms seem to wax and 
wane, but there have been more bad days than good recently. I did get in to see the Rheumatologist 
on March 10, the day after our visit. He placed me onl_ ______________________________________ b6 _____________________________________________ i 

[ ______ b6 _________ : That seemed to help for about a week. _My_ symptoms _ are just so intense they are still 
felt 24/7, even through medication. I asked about i b6 i and he didn't seem interested 
in that just yet. They did prescribe me [:::::::=::::::::: _____ ~-~------·--·-·--·-·--___jb~cause the day of my appt. 
my blood pressure was [ _______ b6 _______ l I do believe this was due to anxiety about my appointment, and the 
ever constant pain in my body. I have taken my blood pressure 4 times a day since March 10th, with 
very normal readings, so I did not start the [-----·-bs ____ J I have heard that[ ::::::::::::~:(:: :::::::::::Jcan help 
with nerve related issues, but I didn't want to chance having my blood pressure bottom out while I 

_3-~L~~~~~~~~~~~~~~~~!:~~~~~~~~~~~~~~~~~~l-~?-~ __ I __ ~~~l_j~~!-~?.-~!i~t:~_!?._.~?.-~~t-°-1~--~l_l?._~:._I_~_i~-~!~!.!-~?.~e 
! b6 iDo 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-' 

you have any insight on this , or any other medications /combinations that you have heard are 
working? I am wondering if I should be more adamant about getting started oni_ ___________________ ~-~----·-·-·-·-·-·-·___] 
as you suggested? 

I did have! _________________ b6 _______________ ion March 10, and they called me the next day to tell me 
[_ _________________________________________________________ b6 _______________________________________________ [ am still awaiting the results for 

L-·-·-·-·-·-·-·-·---·--·-·-·-·-·-·--·---·--·-·-·-·-~-~-----·--·-·-·-·-·-·--·---·--·---·-·--·---·-_] I just don't know how much longer I can 
take this. The vibrations run through my body so violent ly at times, that there is no way to rest. I 
don't have another appt. with my Rheumatologist until March 30, and the Neurologist April 20. I 
hate to be a complainer, and don't mean to burden you. I sincerely appreciate all that you are doing! 
I guess each day I wake up expecting to feel better, or have some encouraging news, but it is always 
the same. No news, and no changes. I hope for brighter days ahead! 

Thanks for what you're doing! 

r•- •-• -•- •-• -•- • -•-•- •-• -•- •-• -•- •-• -•- • -•-•~ ; b6 . i I 

i..·- ·-· -·- ·-· -·- ·-· -·- ·-· -·- ·-· -·- ·-· -·- ·-· - ·i 

On Tue, Mar 16, 2021 at 11 :29 AM Safavi, Farinaz (NIH/NINDS) [E] l_ __________________________ !'-~---·-·-·-·-·-·-·-·-·-·-·-·_] 
wrote: 

Hi:_ _________ b6 _________ i 

Hope all is well and you feel better. 

I just wanted to inform you our research nurse sent you the kit fo~.._ ____________ b6 ·-·--·-·--·-·-___! 

Please let me know how you are doing?and if you have any questions 
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Farinaz 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:: ____________________________ b6 ___________ --·-·--·-·--·-·--·-__i 
Sent: Thursday, March 4, 2021 2:04:41 PM 

To: Safavi, Farinaz (NIH/NINDS) [E] l·-·-·--·-·--·-·--·-·--~~---·--·-·--·-·--·-·--·j 
Subject: Re: :Covid-19 Vaccine Adverse Reaction 

I just received it. That works great too! 

Again thank you so much! 

i b6 : 
L--·-·-·-·-·-·-·-·-·-·-·-·-·i 

On Thu, Mar 4, 2021, 12:45 PM Safavi, Farinaz (NIH/NINDS) [E] i b6 i 
L-- ·-·- ·- ·-·- ·- ·-·- ·- ·-· -·- ·-·- ·- ·- ·- ·- ·-·- ·- ·- ·-·- ·-·- ·- ·-.I 

wrote: 

Our research nurse(Amanda) already sent you a televisit link for Tuesday 3pm ET. 

Best 

Farinaz 
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-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
From: i b6 : 

i·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·-· -·- ·-· -·-; 

Sent: Thursday, March 4, 2021 9:33 AM 
To: Safavi, Farinaz (NIH/NINDS) [E] 
Subject: Re: :Covid-19 Vaccine Adverse Reaction 

If Friday March 5th is still available I will take it. If not, I can do any of the other 2. 

Thank you ... thank you ... thank you! 

--------------------
i_·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-· i 

On Wed, Mar 3, 2021, 10:25 PM Safavi, Farinaz (NIH/NINDS) [E]l _____________________ ~~-----------------1 
wrote: 

. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 
Dearl b6 , 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

I am really sorry to hear about your illness. We started an effort at NIH to look at neurological 
side effects of COVID 19 vaccines. I suggest we set a time and have a televisit to discuss your 
symptoms. 

I have availabilities on 

Friday 3/5 4-Spm ET 

Tuesday 3/9 3-Spm ET 

Thursday 3/11 3-Spm ET 

Please let me know which date/time works for you and one of our team member will send you MS 
teams link. 

Best Regards, 

Farinaz Safavi MD, PhD 

Section oflnfections of Nervous System 
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Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

From:i b6 l 
l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Wednesday , March 3, 2021 11:00 PM 
To: Safavi, Farinaz (NIH/NINDS) [E]; Nath, Avindra (NIH!NINDS) [E]; Wiebold, Amanda 
(NIH!NINDS) [E]; Smith, Bryan (NIH!NINDS) [E] 
Subject: Potential SPAM:Covid-19 Vaccine Adverse Reaction 

To whom this may concern , 

Good evening , 

My name is[_~-~-~-~-~f~-~-~-_JI am a[~-~-~--~-~~~:~·:Jthat_lives _in_[~:~:~~I:~:~]1 am a r-- ·--- ·--- ·----b6-·---·---·---·--1that 
willing received my Pfizer covid-19 vaccine i b6 : I have sent messages to the CDC, FDA, Pfizer, 
and VAERS . No answers to date from any government or pharmaceutical agencies, but I did get an 
acknowledgment email from VAERS . I have emailed direct person's with each agency as well, with still no 
answers. 

I have also found information, and been in contact with others experiencing this same reaction, one of which 
is:_ _________ b6 ________ Jwho has been in contact with you also . All of these person's have been ignored by government 
and pharmaceutical agencies as well. We want to tell our stories in hopes for answers . We have gone from 
scared, to frustrated, and now to being angry . 

I want to tell you my story ... 

i b6 ii was inoculated with the Pfizer covid-19 vaccine in my left deltoid . The day I received 
the vaccine I had an imm~diate reaction, but I didn't realize it at the time . I thought I was having a hot flash/slight 
panic attack . My blood pressure spiked, I was hot, felt like I couldn't breathe, and had instant heart palpitations, 
fast heart rate and respirations. This resulted in me being monitored an extra 30 minutes. I have never been 
afraid of vaccines, and willingly get the flu shot every year, so this reaction seemed "off ." 

In the middle of the night of[ ______ b6 ____ _: I woke up and thought the bed was vibrating, and I had a sharp pain 
in my left scapula . I tried to go back to sleep thinking that the heater kicked on and was making the wall vibrate , 
and that I was sleeping in a wrong position that my scapula area was sore . 
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I wake upi_ ____ bs_. __ . _ _!and as I am drinking my coffee, I notice this vibrating sensation was coming from 
inside me. I can feel it from my scapula down my left arm. It continues all day, so I now think I have a rib out of 
place and it has pinched a nerve. 

I wake up i b6 :and the vibrations have started down my right arm as well. This continues for a few 
days , until I c~n-·see-·a-·c"fifropractor. I get inr-·--·-·-bs·--·-·--!get adjusted, and think I have a little relief, but it was 
only momentarily . That afternoon and evening still no improvement. 

i b6 !I'm in urgent care . I am miserable at this point, because now I have vibrations running up and 
down·-my-whoTe spine, up my neck, and still down both arms . The UC physician gives me[-·--·-·--·-·-bs--·-·--·-·--·: 

:_ _____ b6 ____ ___:tells me I'm having muscle spasms . 

L-·---~~----j I proceeded to the ER in the m?.!.!:1l~9.;_I.~§l!:1~t-~~E:~!?.~ no appetite, constant vi~C~~<.?.!1.:5.~Y.E:~~~.r~ 
,.!1-°-~!._t~~.mors, and my poor family has not had l. .. ·-·-···-·-··· b6 -·-··-·-··-·-:for days now. They do a L-·-·-·-·-·-·-·-~~.-·-·-·-·-·-·-·-j 
l.. __ .bs_. _ __!Tell me to see my PCP . Well, my PCP unfortunately passed away this last year , so now I get to find 
someone new that knows nothing about me, and I have this weird reaction going on in my body. ER says:._ .. bs ... _! 

i._···-·-···-·····-·-···-·-···-· b6 ·····-·-···-·-···-·-···-····___irefers me to see a neurologist, and sends me on my way . 

,r.e.f~~;~l.:.~~;:i~~ .~~~~<.?.!~~l~t; .~9. !o i ~:~ r~~;g;;~~c:~=~e ~~~·~·-;-:~ ~~~:~ ~-~t-~:s~·;~ ~~~:~-.~.-~-.~.-~-.~.-~~~~i~~.5-~~·~· J 
L ................. -............. ~.~·····························.i I should interject , that my lower lun;.b..l:!.Ct~9J<!.!1_?!J~l~.tlryie, has massive 
mobile and slightly tender lymph nodes present. Then she puts me ont._·-·-·-·-·-·-·-b6 ···--···--···-! 

Flash forward to today. I have seen the chiropractor, PCP, urgent care doctor, ER NP, and now the 
neurologist. No one knows what is wrong . My chiropractor is the only one that is listening to me. She is 100% 
with me that the covid vaccine has caused this . My other providers are not dism issing that it was the vaccine, 
but want to rule everything else out first. But... I was a perfectly healthy[ b6 !With no med hx of 
anything,:- ·-·-··-·-··-·- ··-·- ··-·- ··-·- ··-·- ··-·- ····- ····- ····- ····- ····- ····- ····· ·· bs -····-····-····-, -~~~~~ .L. ... _ ··· ·- -·· - -·· - ··· - ··· - -·· - -! 

l.~--~--~--~--~--~--~--~--~----b6 ·-·-·-·-·-·-·-·-·-·-· 1-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-·-·- ·- ·-· .. 

I had my[ b6 !I don't think it will really show anything , but I just keep 
trying to get answers, or rule things out at least. I feel these vibrations all the time! It is like an electric current 
runs through my body . It makes me fee l like I am in someone else's body. This is not the!._. b6·-· I was. It has been 
i b6 :that I have had to live like this. 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

I have seen videos of people with the same reactions I have going on . Some are the same , some are lighter , 
and some are more severe . I consider myself lucky that I am in the middle of the road category . I can still do 
most day to day functions , as well as, be present forl__·-·· ···· ···· ···b6 .. _ ....... __ !But some days I can't do 
anything, because I am mentally , physically, and emotiona lly exhausted. Spir itually I know God is weathering 
this storm with me, and that he is the ultimate physic ian. 

I tell you my story , because I am a real person, with a very real adverse reaction to the covid-19 vaccine . I 
need help!! I would not be pursuing so many peop le for help if I were not 100% certain of this. I am al_ .. .. b6 . .... i 

i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-bs·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·===========7 

'The re is a face to my name that carries multiple facets. Others have sto ries just like mine as well. I plead with · 
you to listen and ask for your help. Thank you! 

Sincerely, 

L. -·-·· -·-·· b6 _·-·· -·-·· _.: 

RE L0000231002 



l I l 

Farinaz 

RE L0000231002 



From: 

Sent : 
: b6 : 
'7 /2/20214.:24 :14. PM -·-·--·-·--·-·--·-·--·-·--·-·-·-·-·-·-·' 

To: Safavi, Farinaz (NIH/NINDS) [El [/o=Exchangelab s/ou=Exchange Administrative Group 
(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0 c246:._ ____ b6 _____ i 

Subject: Re: post vaccine patient 

Good morning Dr Safavi! 

I will do better at putting the numbers in next week, so it's not a picture . Loi 

~--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
I am really surprised at what has changed so far . I have alreadyl._ __________________________________________________ b6·--·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·-__! 

Also, this completely fixed my embarrasing GI issues. And I no longer feel like I have a UTI all the time ... many times 

blood coming up in my urine . S000000 all good things. 

My POTS is still there, but the weakness and tremors are really way better. 

Makes me tear up actually. 

Thanks again. You are a hero in my eyes. 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
! 

b6 

On Jun 28, 2021 , at 1:06 PM, Safavi, Farinaz (NIH/NINDS) [E] i b6 j wrote : 
L--·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-

REL0000231075 



Dear! b6 : 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Hope all is well. 

Can you please fill out attached scoring a week after the last one you did at NIH and send it back to me? 
Thank you 

Farinaz 

From: L _______________ b6 _______________ i 
Sent: Monday , May 17, 20219:38 AM 
To: Safavi, Fari naz (NIH/ NINOS) [El 
Cc: Nath. Avindra (NIH/NINOS) [El 
Subject: Re: post vaccine patient 

Thank you Dr Safavi 

On May 17, 2021, at 7:35 AM, Safavi, Farinaz (NIH/NINOS) [ElL_ __________________ b6 ______________ __i 
wrote: 

Dearj b6 ] 
We ~ould be hap.py to bring you here at NIH and perform some work up and some 

treatment as Dr.Nath suggested in his previous email.I believe our research nurse, 
Amanda, will be in touch with you to coordinate next steps . 
Best 
Farinaz 

From=L_ ___________ b6 ______________ i 
Sent: Monday, May 17, 20219:29 AM 
To: Nath, Avindra (NIH/NINOS) [Ej 
Cc: Safavi, Farinaz (NIH/NINOS) (El 
Subject: Re: post vaccine patient 

I am sorry to bother you both, as it appears you are working around the clock helping 
people. This must be very taxing and exhausting for you, so I very much appreciate your 
time. 

I am! b6 !post vax and I feel this electrical current so bad in my brain and body 
'-·-·-·-·-·-·-·-·-·-·-·-·· 

that I could light a light bulb. It also painful but the pain is likely something I could learn 
to live with. I am left with this parkinson-like tremor that is so bad at night for some 
reason that it's hard to roll over in bed. And other issues. 

REL0000231075 



I have cut out most food in an attempt to get the vibrating head to stop ... did end the 

Diareah. I break out in a rash for any reason, like afterl b6 ! 
:--·-·--·-·-bif-·-·--·-·-jAnd the additional inflammation respo~~~--fr~-~-i b6 :~~de1 

L.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- · L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·_, 

the strange and scary dissociation/brain fog return for a time .... which really terrifies 

me. I haven't felt myself since the vaccine and really just feel like glass. 

I went from mountaineering the weekend before my shot and teaching my classes the 
day of , to what feels like my brain and body being put in a prison, struggling to walk for 

a time ., 

I am so so afraid I am stuck this way. I have tried really hard to do everything I can to 

"recover". I sti 11 can't evenL__·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i 
has been working from home and caring for all of us, but will be called back into work in 

person! __________ b6 ________ i 

I have no idea how to get help for this. Or what else I can do :( 

! b6 ! 
i- ·-·-·- ·-·-·- ·-·-·- ·-·-·; 

On May 13, 2021, at 12:19 PM,! b6 ! 

!._ _______________ b6 -·--·-·--·-·--·-·--· i wrote : ' 

We a I so h~~~J___ __________________ b6 ____________________ ! res u Its from! b6 ~~~!-~E: __ _ 
can send. ) b6 
i ' b6 ! ) 
L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

I can upload if Amanda sends a link again. 

! b6 ! 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

On May 12, 2021, at 9:08 PM, Nath, Avindra 

( NIH/NIN DS) [E] [ ______________ b6 _______________________ !wrote : 

Deaf[ _____ b6 _____ __: 
We have furthe r discussed L ____ b6 ____ isymptom s. We are 
wondering if we should bring her to NIH for further 

testing and cons ider treatment with! b6 ! 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- I 

Would that be possible? 

Avi 

From: !_ _______________ b6 ·-·-·-·-·-·-·-·-__] 

i.-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 
Date: Wednesday, May 5, 2021 at 12:08 PM 
To: Nath, Avindra (NIH/NINDS) [E] 
. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, 
! b6 i 
L-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-· . 

Subject: :_ _________________________ b6 __________________________ i 
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<WHO scale.docx> 

Dr. Nath, 

r·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·1 
i i 

! b6 1 

'----~•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•I 

:._ ______ b6 _______ :The attached pre-print shows evidence of 

novel antineuronal antibodies from COVID. This patient 

responded favorably to IVIG. 

:-·--·-b6·-·-·-irem a ins symptomatic, now r--·-·--·-·bs ___ -·-·--·! Most 
'·-·-·-·-·-·-·-·-· -· L·-·-·-·-·-·-·-·-·-·-·-·-·-·-• 

of her testing has:_ ____________________________________ b6 ·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-j 
! b6 !Her care teams are attempting to 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· .. 
treat symptoms, with no response. 

Your thoughts on this? Any updates from! b6 ! r-·-·-------f;s _____ ------·-1 , -------------------------_, 

Thanks, 

https ://www .biological psych i atryjou rnal .com/ action/ sh 
owPdf?pii=S0006-3223%2821%2901215-4 

REL0000231075 



From: Wiebold, Amanda (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

(FYDIBOHF23SPDLT)/CN=RECIPIENTS/CN=4491EE2AE9804610899C741100150540l b6 : 
··-·-·-·-·-·-·-·-·-·-·-·-·-· 

Sent : 1/15/2021 4:46 :38 PM 

To: 
[·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i 

Subject: RE: NIH Study 

Then I will requestl__·-·--·---~~----·--·-__i 

Thank you, 

Amanda 

From: i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 
Sent: Friday, January 15, 202111:41 AM 
To: Wiebold , Amanda ( N I H /NI NOS) [ El r-·-·-·-·-·-·-·-·-·-·-·-·-·-b·f ·-·-·-·-·-·-·-·-·-·-·-·-·-: 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
Subject: Re: NIH Study 

We don 't have access toi _________________ b6 _____________ ] I will send the lab results and visit summaries in the next couple days. 

i ·-·-·-·-·-·-·-·-b6·-·-·-·-·-·-·-·-·1 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

On Jan 15, 2021, at 9:39 AM, W iebold , Amanda (NIH/NIN OS) [El L_ _________________________ b6 ________________________ ___]wrote: 

They look excellent on my end. Is there anything for me to request or are you sending me all 

the medical records by secure email? Is there anyL _________ b6 _________ Jfor me to get? 

Thanks, 

Amanda 

From : L _____________________________________ b 6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-___i 
Sent: Friday, January 15, 202111:33 AM 

To: Wiebold , Amanda (NIH/NI NOS) [El: ________________________ b6 ___________________________ : 
Subject: Re: NIH Study 

Amanda, 
I have attached the signed consent and records request forms. 

Best 
.. --·-·-·-·-·-·-·-·-·-·-·-· .. 
i b6 i i..,_, _____________________ ,i 

On Jan 15, 2021, at 7:32 AM, Wiebold, Amanda (NIH/NINOS) [El 
i b6 !wrote : 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Good morning, 

REL0000231137 



I will call the number below at 10:00 AM EST. I will send the secure email link 
shortly. 

Thank you, 
Amanda 

From =l_ _______________________________ b6 ____________________________ __i 
Sent: Friday, January 15, 2021 9:30 AM 

To: W i e bo Id, Amanda ( N I H /NI ND S) [ E] [__ _________________________ b6 ·-·-·-·-·-·-·-·-·-·-·-·-__.l 
Subject: Re: NIH Study 

Amanda, 

Thanks you for your email. She is available to take your call anytime 10:00-3 :00 today, 
your time. 

A secure email for medical records would be easier for us. 

i b6 l 
i-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- · i 

On Jan 14, 2021, at 7:51 PM, Wiebold, Amanda (NIH/NINOS) [E] 

l_ __________________________ b6 -·-·-·-·-·-·-·-·-·-·-·-·___: wrote: 

i-·-·-·-·-·-·-·-·-b6 ·-·-·-·-·-·-·-· l 

I am the research nurse that works with Dr. Nath. I would be 

happy to go over the consent with L-----~-~------j Let me know when a 
good time to talk on the phone would be. 

I am attaching two forms. 
1. The consent form. Please review prior to our telephone 

call. Do not sign it until after we talk on the phone. This 
will give us permission to receive specimens. 

2. Medical Records Release form . Please fill out the sections 
highlighted in yellow and return to me. This gives us 
permission to request and to review your medical records. 

If you have any medical records you can fax them to us directly or 
I can provide you with secure email access. If you have any 
imaging you can upload them directly following the instructions 
here htt ps:// vvwv,;.cc.nih.qov/ cicrl/ imaqingEbray.ht_ml. 

Let me know if you have any questions. 

Thanks, 

REL0000231137 



A~ W Ceho-u:4 13SN, RN, CNRN 
Research Nurse Specialist 
NINDS Section of Infections of the Nervous System 
10 Center Drive, Building l0/7Cl07, MSC 1430 
Bethesda, Maryland 20892 
Office: [ b6 : 
CellT - b6 : ·-·- -· 

L-- ·- ·-·- ·- ·-· - ·- ·-· - ·- ·-· - ·- ·-· . 

Fax: 301-402-1137 
Email :i._ _________________________ b6 __________________________ ] 

<15-N-0125 .2.Consent .200422 .pdf> 
i b6 i 
' ! 
j•-•- •-• -•- •-•-•-•-• -•- •- I 

<NIH-1208 Authorizatio n for the Release of Medical Information 
modified .pdf> 
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From: Wiebold, Amanda (NIH/NINOS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 
(FYDIBOHF23SPDLT)/CN=RECIPIENTS/CN=4491EE2AE9804610899C741100150540j ________ b6 _______ j 

Sent : 1/15/2021 2:51 :37 AM 
To: L·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-· 1 
Subject: NIH Study 
Attachments : 15-N-0125 .2.Consent .200422 .pdf; NIH-1208 Authorization for the Release of Medical Information modified.pdf 

i b6 i 
L-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-• 

I am the research nurse that works with Dr. Nath. I would be happy to go over the consent withl_ _____ b6 ____ __.! Let 
me know when a good t ime to talk on the phone would be. 

I am attaching two forms. 
1. The consent fo rm. Please review prior to our telephone call. Do not sign it until after we talk on the 

phone. This will give us permission to receive specimens. 
2. Med ical Records Release form . Please fill out the sections highlighted in yellow and return to me. This 

gives us permission to request and to review your medical records. 

If you have any medical records you can fax them to us di rectly or I can prov ide you with secure email 
access. If you have any imaging you can upload them directly fol lowing the instructions here 
htto sJ/\-vww.cc.nih.qov/dc ri/ imagingf br·ary.htm l. 

Let me know if you have any questions. 

Thanks, 

A mcvvi.da., W lebotd,, 13SN, 'RN, CN'RN 
Research Nurse Specialist 
NINDS Section of Infect ions of the Ne.rvous Syste m 
10 Cent er Drive, Buil ding 10/7Cl07, MSC 1430 
Bethes da, Marylan d 20892 

g~~~~r L~:~:~: b/6 
-~:~:~:r__: 

Fax : 301-402~1137 
Email:i ·--·-·--·-·--·-·--·-b6 ·--·-·--·-·--·-·-·-·-·: 

~----------------- · 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

PRINCIPAL INVESTIGATOR: Avindra Nath, MD 

STUDY TITLE: Natural History Study of Inflammatory and Infectious Diseases of the 
Nervous System 

STUDY SITE: NIH Clinical Center 

Cohort: Biological Samples Only Consent 

Consent Version: 03/l 7 /2020 

WHO DO YOU CONTACT ABOUT THIS STUDY? 

Principal Investigator: Avindra Nath, MD, i b6 j 

Study Coordinator: Amanda Wiebold, RN,i i 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

This consent form describes a research study and is designed to help you decide if you would like 
to be a part of the research study. 

You are being asked to take part in a research study at the National Institutes of Health (NIH). 
Members of the study team will talk with you about the information described in this document. 
Some people have personal, religious, or ethical beliefs that may limit the kinds of medical or 
research treatments they would want to receive (such as blood transfusions). Take the time needed 
to ask any questions and discuss this study with NIH staff, and with your family, friends , and 
personal health care providers . Taking part in research at the NIH is your choice . 

If the individual being enrolled is a minor then the term "you" refers to "you and/or your child" 
throughout the remainder of this document. 

If the individual being asked to participate in this research study is not able to give consent to be 
in this study, you are being asked to give permission for this person as their decision-maker. The 
tenn "you" refers to you as the decision-maker and/or the individual being asked to participate in 
this research, throughout the remainder of this document. 

IT IS YOUR CHOICE TO TAKE PART IN THE STUDY 

You may choose not to take part in this study for any reason. If you join this study, you may change 
your mind and stop participating in the study at any time and for any reason. In either case, you 
will not lose any benefits to which you are otherwise entitled. However, to be seen at the NIH, you 
must be taking part in a study or are being considered for a study. If you do choose to leave the 
study, please infonn your study team to ensure a safe withdrawal from the research. 

WHY IS THIS STUDY BEING DONE? 

The purpose of this study is to learn more about how inflammation and infections hurt the 
brain and nervous system so we can develop better tests and treatments for them. 

PATIENT IDENTIFICATION Consent to Participate in a Clinical Research Study 
NIH-2977 (4-17) 
File in Section 4 : Protocol Consent (2) 
Version Date : 3/17/2020 IRB NU l'v1BER: 15N0125 
Page 1 of9 IRB APPROVAL DATE : 04/09/2020 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

BACKGROUND 

Inflammation is the way your body reacts to infection or injury. Signs of inflammation can 
include swelling, pain , redness or heat. Infections and/or inflammation in the brain can cause 
major health problems . Brain infections can be hard to find sometimes because we do not 
always have good tests for them. Sometimes inflammation in the brain can happen and doctors 
do not know what caused it. We would like to learn more about how diseases work and affect 
the brain , so we can figure out better ways to test for them and treat them . We hope that with 
better and earlier testing and treatment, we can help people avoid serious health problems and 
death. 

This consent form describes the participation of those who are sending biological samples 
(such as blood or spinal fluid) collected during care procedures to NIH for analysis. 

STUDY POPULATION 

Up to 1000 people will take part in this study . 

• 

PROCEDURES/STUDY OVERVIEW 

Your own clinician outside of NIH will collect blood, tissue, and/or other samples from you, 
such as cerebrospinal fluid (CSF) as part of the care for your condition. These samples will 
be sent to the NIH. We may ask you to send us additional blood , urine, and/or saliva for 
research. We will analyze your samples using research tests to try to give you and your own 
clinicians more information about your illness. Your samples may be processed in new ways 
that cannot currently be done by your own clinicians. 

Induced Pluripotent Stem Cells (iPS) 

We may use your skin or blood cells to create adult stem cells, also called iPS (induced 
pluripotent stem) cells. Stem cells can be turned into different cell types. Studying different 
cell types from the iPS cells may help us better understand the conditions we are studying . The 
iPS cells will not be used for cloning. iPS cells cannot currently be used to grow artificial 
organs or organisms, but this may change in the future . 

Genetic Testing 

Your blood may be used for genetic research purposes. The genetic material, DNA , will be taken 
from the sample . Different types of genetic testing may be done, depending on your condition: 

1. It may be analyzed to identify the genes that might be causing your condition . This will 
help us understand how changes in the genes may cause symptoms. Genetic testing can 
be helpful in establishing a diagnosis. It may eventually lead to improved treatment or 
prevention. 

2. To try to identify genetic changes that may be associated with your condition we may 
sequence the part of the DNA that provides instructions for making proteins, called the 
"exome." The exome makes up about I% of your DNA. 

PATIENT IDENTIFICATION Consent to Participate in a Clinical Research Study 
NIH-2977 (4-17) 
File in Section 4 : Protocol Consent (2) 
Version Date : 3/17/2020 IRB NU l'v1BER: 15N0125 
Page 2 of9 IRB APPROVAL DATE : 04/09/2020 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

3. We may analyze the DNA and do "whole genome" sequencing. Whole genome 
sequencing provides information on most of your DNA. Sequencing takes months to 
complete. It may take even longer for us to analyze the results of the sequencing and to 
understand which genes might be involved in your condition. 

After the genetic sequencing and analysis are complete, you may meet again with the study team 
and the genetic counselor to discuss the results . Results about known or likely disease-causing 
gene variations will be given to you as part of genetic counseling . 

The genetic testing for this study will not detect all gene changes that are associated with known 
diseases. However, we will tell you if we find gene changes in your DNA that are known to have 
major and direct medical significance and are associated with illnesses or conditions that could 
benefit from early treatment. We call these "reportable gene changes ." We suggest you share this 
information with your own doctors and that you have a clinical laboratory confirm the "reportable 
gene change" before you take any action on this information . 

We will find individual DNA variations in everyone. We will not inform you of all gene variations , 
as not all of them have health implications. For example , we will not tell you about gene changes 
that only predispose to a particular disease--like a gene change that influences the risk for heart 
disease, but where the development of heart disease depends on other factors ( such as diet and 
smoking). We will also not tell you if you are a carrier of a recessive mutation , which means that 
you have one copy of a recessive mutation and one copy of the normal gene, if being a carrier 
causes no known health problems for you. 

The results from this research study will be preliminary. Further research may be necessary before 

they are fully understood . We do not plan to provide you with research results . However, if we 
obtain information that may be important for your health , we will share it with you. By 
participating in this study, you do not waive any rights that you may have regarding access to and 
disclosure of your records. 

Banking and Sharing 

Your blood , saliva , urine, tissue sample , spinal fluid or blood cells samples and MRI and other 
clinical data will be stored securely on the NIH campus . Your data and samples may be sent to a 
repository for storage and may be released for research purposes . Your name and identifying 
information will not be on the samples and data . A code will be assigned. The key to the code will 

be kept at NIH in a separate, secure area. 

If you withdraw from this research study before it is complete, you may ask that your remaining 
samples be destroyed . Results obtained before you withdraw will be kept. Your privacy will be 
protected as much as possible. 

Your blood, saliva , urine, tissue sample , spinal fluid or blood cells samples and MRI and other 
clinical data may be used for other research projects , including those not related to your current 
condition . If you do not want your samples and data used for other projects , you should not 
participate in this study . 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

RISKS, INCONVENIENCES AND DISCOMFORTS 

There are minimal risks to you from sharing your samples collected by your outside clinician 
with us. 

Genetic Testing 

Genetic testing can provide information about how illness is passed on within a family. This 
knowledge may affect your emotional wellbeing. You might feel differently about your life if 
you learned that you or your children were at increased risk of a disease, especially if there were 
no treatment. Your children, brothers or sisters may find out that they are at risk for health 
problems because of your genetic information. This might affect your relationships . Other family 
members may also be affected by uncovering risks they did not want to know about. This 
information can cause stress, anxiety, or depression. 

Some genetic testing shows if people are directly related . Some genetic tests can show that 
people were adopted or that their biological parent is someone other than their legal parent. If 
these facts were not known previously, they could be troubling . Genetic counseling is available 
at NIH to help you understand the implications of your genetic testing. 

Because of the emotional risk, some people do not want to know the results of genetic testing. It 
is our policy to not disclose the results of research genetic testing unless it may have direct 
medical implications for you or your family. 

Results of the research genetic testing in this study are often difficult to interpret because the 
testing is being done for research purposes only and the laboratories are not clinically certified. 

You may be referred to a CLIA certified laboratory , possibly outside of NIH, for additional 
testing or confirmation of the research results. NIH will not cover the cost of the additional 
testing . You or your insurer will be responsible for the cost. 

The results from this research study will be preliminary. Further research may be necessary 
before they are fully understood. We do not plan to provide you with research results. However, 
if we obtain information that may be important for your health, we will share it with you. By 
participating in this study, you do not waive any rights that you may have regarding access to 
and disclosure of your records. 

Your genetic information will be kept confidential to the extent possible . The results of your 
genetic testing will be kept in a locked and secured manner at the NIH . 

Banking and Sharing 

We will remove any information that could identify you from data and samples that are sent to 
repositories or shared. Data and samples will be sent with a code. This linking code will be kept at 
NIH. However, there is a very small chance that the data or samples could be identified as yours. 

Research using data or samples from this study may lead to new tests, drugs, or devices with 
commercial value . You will not receive any payment for any product developed from research 
using your data or samples. 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

ANTICIPATED BENEFITS 

There are no expected direct benefits for you in this study. This study will likely increase 
our general knowledge of how infections and immune conditions affect the brain and will 
probably help us to diagnose brain infections and immune disorders earlier and manage 
patients better. The study results may help to develop new treatments in the future. 

RIGHT OF WITHDRAW AL AND CONDITIONS FOR EARLY WITHDRAW AL 

You may withdraw from the study at any time and for any reason without loss of benefits or 
privileges to which you are otherwise entitled. If you withdraw from this research project 
before it is complete, any remaining samples you have contributed will be discarded. Results 
obtained before you withdraw will be kept and your privacy will be protected . 

CONFLICT OF INTEREST 

The National Institutes of Health reviews NIH staff researchers at least yearly for conflicts of 
interest. The following link contains details on this process 
http://ethics.od.nih.gov /forms/Protocol-Re view-Guide.pdf. You may ask your research team 
for additional information or a copy of the Protocol Review Guide. 

RESULTS FROM THIS STUDY 

We will share the results of the tests performed in this study with you . With your written 
permission , we will discuss and/or send test results and a letter to your doctors . 

ALTER.l~ATIVES TO PARTICIPATION 

This study does not provide treatment and you do not have to stop any treatment in order to 
participate.You may choose not to participate in this study, but to receive diagnostic and treatment 
care from your own physicians. The alternative is not to participate . 

COMPENSATION, REIMBURSEMENT, AND PAYMENT 

Will you receive compensation for participation in the study? 

Some NIH Clinical Center studies offer compensation for participation in research. The amount 
of compensation, if any, is guided by NIH policies and guidelines. 

You will not receive compensation for participation in this study. 

Will you receive reimbursement or direct payment by NIH as part of your participation? 

Some NIH Clinical Center studies offer reimbursement or payment for travel , lodging or meals 
while participating in the research. The amount, if any, is guided by NIH policies and guidelines. 

This study does not offer reimbursement for, or payment of, travel, lodging or meals . 

Will taking part in this research study cost you anything? 

NIH does not bill health insurance companies or participants for any research or related clinical 
care that you receive at the NIH Clinical Center. 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

CONFIDENTIALITY PROTECTIONS PROVIDED IN THIS STUDY 

Will your medical information be kept private? 

We will do our best to make sure that the personal information in your medical record will be kept 
private. However, we cannot guarantee total privacy. Organizations that may look at and/or copy 
your medical records for research, quality assurance, and data analysis include : 

• The NIH and other government agencies , like the Food and Drug Administration (FDA), 
which are involved in keeping research safe for people . 

• National Institutes of Health Intramural Institutional Review Board 
When results of an NIH research study are reported in medical journals or at scientific meetings, 
the people who take part are not named and identified . In most cases, the NIH will not release any 
information about your research involvement without your written pennission. However, if you 
sign a release of infom1ation form, for example, for an insurance company, the NIH will give the 
insurance company information from your medical record. This information might affect ( either 
favorably or unfavorably) the willingness of the insurance company to sell you insurance. 

If we share your specimens or data with other researchers, in most circumstances we will remove 
your identifiers before sharing your specimens or data. You should be aware that there is a slight 
possibility that someone could figure out the information is about you. 

Further, the infonnation collected for this study is protected by NIH under a Certificate of 
Confidentiality and the Privacy Act. 

Certificate of Confidentiality 

To help us protect your privacy, the NIH Intramural Program has recei ved a Certificate of 
Confidentiality (Certificate). With this certificate, researchers may not release or use data or 
information about you except in certain circumstances. 

NIH researchers must not share information that may identify you in any federal , state, or local 
civil , criminal, administrative , legislative , or other proceedings, for example , if requested by a 
court . 

The Certificate does not protect your information when it: 

1. is disclosed to people connected with the research, for example, information may be used 
for auditing or program evaluation internally by the NIH; or 

2. is required to be disclosed by Federal, State , or local laws, for example , when information 
must be disclosed to meet the legal requirements of the federal Food and Drug 
Administration (FDA) ; 

3. is for other research ; 
4. is disclosed with your consent. 

The Certificate does not prevent you from voluntarily releasing information about yourself or your 
involvement in this research. 

The Certificate will not be used to prevent disclosure to state or local authorities of harm to self or 
others including, for example, child abuse and neglect , and by signing below you consent to those 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

disclosures. Other permissions for release may be made by signing NIH forms, such as the Notice 
and Acknowledgement of Information Practices consent. 

Privacy Act 

The Federal Privacy Act generally protects the confidentiality of your NIH medical records we 
collect under the authority of the Public Health Service Act. In some cases, the Privacy Act 
protections differ from the Certificate of Confidentiality. For example, sometimes the Privacy Act 
allows release of information from your medical record without your permission, for example, if 
it is requested by Congress. Infonnation may also be released for certain research purposes with 
due consideration and protection, to those engaged by the agency for research purposes, to certain 
federal and state agencies , for HIV partner notification, for infectious disease or abuse or neglect 
reporting, to tumor registries, for quality assessment and medical audits, or when the NIH is 
involved in a lawsuit. However , NIH will only release infom1ation from your medical record if it 
is permitted by both the Certificate of Confidentiality and the Privacy Act. 

POLICY REGARDING RESEARCH-RELATED INJURIES 

The NIH Clinical Center will provide short-term medical care for any injury resulting from your 
participation in research here. In general, no long-term medical care or financial compensation for 
research-related injuries will be provided by the NIH, the NIH Clinical Center, or the Federal 
Government. However, you have the right to pursue legal remedy if you believe that your injury 
justifies such action. 

PROBLEMS OR QUESTIONS 

If you have any problems or questions about this study, or about your rights as a research 
participant, or about any research-related injury, contact the Principal Investigator Avindra Nath, 
MD, i b6 iYou may also call the NIH Clinical Center Patient 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
Representative at 301-496-2626, or the NIH Office of IRB Operations at 301-402-3713, if you 
have a research-related complaint or concern . 

CONSENT DOCUMENT 

Please keep a copy of this document in case you want to read it again. 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

Adult Research Participant: I have read the explanation about this study and have been given the opportunity 
to discuss it and to ask questions. I consent to participate in this study. 

Signature of Research Participant Print Name of Research Participant Date 

Legally Authorized Representative (LAR) for an Adult Unable to Consent: I have read the explanation 
about this study and have been given the opportunity to discuss it and to ask questions. I am legally authorized 
to make research decisions on behalf of the adult participant unable to consent and have the authority to provide 
consent to this study. As applicable, the information in the above consent was described to the adult participant 
unable to consent who agrees to participate in the study. 

Signature ofLAR Print Name of LAR Date 

Parent/Guardian of a Minor Participant: I have read the explanation about this study and have been given 
the opportunity to discuss it and to ask questions. I give permission for my child to take part in this study. 

Signature of Parent /Guardian Print Name of Parent/Guardian Date 

Signature of Parent/Guardian (as applicable) Print Name of Parent/Guardian Date 

Assent: (Use this section only when this process is approved by an !RB for older minors . Do not use if an !RB 
requires a separate assent form for this population.) 

I have had this study explained to me in a way that I understand, I have been given the opportunity to discuss 
it, and I have had the chance to ask questions. I agree to take part in this study. 

Assent of Minor: (as applicable) 

Signature of Minor 

Investigator: 

Print Name of Minor Date 

Signature oflnvestigator Print Name oflnvestigator Date 
Witness to the oral short-form consent process only: This section is only required if you are doing the oral 
short-consent process and this English consent form has been approved by the IRB for use as the basis of 
translation. 
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MEDICAL RECORD CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCH STUDY 

Witness: 

Signature of Witness* Print Name of Witness Date 

*NIH ADMINISTRATIVE SECTION TO BE COMPLETED REGARDING THE USE OF AN 
INTERPRETER: 

An interpreter, or other individual, who speaks English and the participant's preferred language facilitated 
the administration of informed consent and served as a witness. The investigator obtaining consent may not 
also serve as the witness. 

__ An interpreter, or other individual, who speaks English and the participant's preferred language facilitated 
the administration of informed consent but did not serve as a witness. The name or ID code of the person 
providing interpretive support is: 
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REQUEST FOR MEDICAL INFORMATION FROM SOURCE OUTSIDE THE NATIONAL INSTITUTES OF HEALTH 

INSTRUCTIONS : Complete this form in its entirety and forward directly to the requesting facility. 

CC PATIENT IDENTIFICATION 

(Patient Name) (Patient Number) 

SOURCE OF INFORMATION REQUESTED 

(Name of Health Care Organization or Physician) • (Phone Number) 

(Street Address) (City) 

INFORMATION REQUESTED 

The purpose or need for disclosure: Review of clinical care and consideration for research study 

NIH Requestor/Point of Contact: Amanda Wiebold: b6 i 

Identify the specific items and related dates pertaining to the information to be released. 

1. Medical Reports: 

Laboratory results , clinic notes, and brain MRI or head CT reports 

Send to: National Institutes of Health Clinical Center 
OR 

(State) 

National Institute of Neurological Disorders and Stroke 
Building 10, Room 7C103 
10 CENTER DRIVE MSC 1430 
BETHESDA, MD 20892-1430 

Fax to: (301) 402-1137 
Attn: Amanda Wiebold or 

Dr. Bryan Smith 
ATTENTION: Amanda Wiebold/ Dr. Bryan Smith 

2. MRI scans on CD 

Send to: National Institutes of Health Clinical Center 
National Institute of Neurological Disorders and Stroke 
Building 10, Room 7C103 
10 CENTER DRIVE MSC 1430 
BETHESDA, MD 20892-1430 
ATTENTION: Amanda Wiebold/ Dr. Bryan Smith 

3. Tissue/Pathology Slides 

Send to: 

AUTHORIZATION 

National Institutes of Health Clinical Center 
Laboratory of Pathology 
Building 10, Room 2B50 
10 CENTER DRIVE MSC 1500 BETHESDA , 
MD 20892- 1500 

I hereby authorize the release of the above-requested medical information. 

(Signature of Patient/Legal Guardian) (Printed Name of Patient) 

(Street Address) (City) {State) 

(Date of Birth) 

(Fax Number) 

(Zip Cade) 

(Date Signed) 

(Zip Code) 

Patient Identification Request for Medical Information From Source Outside The 
National Institutes of Health 
NIH-1208 (8-17) 
P.A. 09-25-0099 
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From: L_ _______________________ -·-·-·-·-· b6·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-___i 
Sent: 1/15/2021 4:33 :01 PM 
To: Wiebold, Amanda (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDIBOHF23SPDLT)/cn=Recipients/cn=4491ee2ae9804610899c741100150540l b6 i 
L-- •- ·- ·- •- ·• ·• •• ·• ·•· 

Subject: Re: NIH Study 
Attachments: Scan01152021.pdf; Scan01152021-2.pdf 

Amanda, 
I have attached the signed consent and records request forms. 

Best 
r-·-·-·-·-·-·-·-·-·-·-·-·-·-·-•-. 
! b6 : 
l .•.• . •.•.• . •.•.• . •.•.• . •.•.• . •. • 

On Jan 15, 2021, at 7:32 AM, Wiebold, Amanda (NIH/NINOS) [E]! b6 !wrote : 
L .•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.• ) 

Good morning, 

I will call the number below at 10:00 AM EST. I will send the secure email link shortly. 

Thank you, 
Amanda 

From:[ _____________________________ b6 _____________________________ i 
Sent: Friday, January 15, 2021 9:30 AM 

To: Wi ebo Id, Amanda ( N I H /NI NOS) [ E ]l. _________________________ b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·l 
Subject: Re: NIH Study 

Amanda, 

Thanks you for your email. She is available to take your call anytime 10:00-3:00 today, your time . 

A secure email for medical records would be easier for us. 

: b6 ] 
'-· -·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·-·-·- ·-j 

On Jan 14, 2021, at 7:51 PM, Wiebold, Amanda (NIH/NINOS) [E] 

l_ _______________ b6 _____________ __: wrote: 

I am the research nurse that works with Dr. Nath. I would be happy to go over 
the consent with! ______ !>_~ ______ ! Let me know when a good time total k on the phone 
would be. 
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I am attaching two forms. 
1. The consent form. Please review prior to our telephone call. Do not sign 

it until after we talk on the phone. This will give us permission to receive 
specimens. 

2. Medical Records Release form. Please fill out the sections highlighted in 
yellow and return to me. This gives us permission to request and to 
review your medical records. 

If you have any medical records you can fax them to us directly or I can provide 
you with secure email access. If you have any imaging you can upload them 
directly following the instructions here 
htt ps://www.ccn ih.<Jov/dcri/irnaq1n<Jlibrary.ht ml. 

Let me know if you have any questions . 

Thanks, 

A ~ W Ceboul,, 13S N, RN, C NR. N 
Research Nurs e Specialist 
NINDS Section of In fections of th e Nervous System 
10 Center Drive, Building 10/7Cl07, MSC 14 30 
Bethesda , Maryland 20892 
Office: [ _____________ b6 ·-·-·-·-·-·-j 
Cell : l_ ________ b6 __________ i 
Fax: 301,402 ,1137 
Email:i b6 : 

l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

<15-N-0125 .2.Consent.200422.pdf> 

<NIH-1208 Authorization for the Release of Medical Information modified .pdf> 
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REQUEST FOR MEDICAL INFORMATION FROM SOURCE OUTSIDE THE NATIONAL INSTITUTES OF HEALTH 

INSTRUCTIONS: Complete this forrn in its entirety and forward directiy lo the requesting fadlity. 

CC PATIENT IDENTIFICATION 
i ·- ·- ·- ·- ·-·-·- ·-·- ·- ·- ·-· - ·-·- ·- ·- ·- ·-· -·- ·-·-·-·-· - ·- ·-·- ·- ·-·- ·- ·-·-· i 

; b6 ; ! ! 
'·1Pated Name 1 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--- ------- (Patient N,irnber) 

i b6 ._J 
(Date ot Birth) 

SOUR.CE OF INFORMATION REQUESTED , ·-·-·--·-·-- ·-·-·--·-·-·-·-·-·-·--·--·, 

i b6 . ! b6 . i b6 ! 
'----------,--------------- ----- -• - --- ---'-----------'-----_;_,,_.=~=.U:,.IJ:Ul'.LUIUU ft>fttftUUftUUft-•-•- •-•- •-i 
(Name of Hea!th Care Orgarizafon or Physk;i1;n) y;wne Number) (h,x Ne.1rnber) 

!-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·b6._._._._._·_·-·-·-·-·-·-·-·-·-·-·-·-· '1---i ------i i b6 i __ _ __,,[ __ b_6_-
1

--.i b6 . 
(Street Addrets ) :·-·-·-- ·-n:;w;-r~-·-·-·l ($fate) (Zip Code) ' 

INFORMATIQN REQUESTED 

The purpose 6r need for disclosure : RE.,visw cf c:in,cai care an<:i consideration for research studv . . . 
. - -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

NIH RequestqriPoint of Contact Amanda Wleboki ! b6 : 
·- ·- ·- ·- ·- ·-·-· - ·- ·- ·- ·- ·- ·- ·- ·- ·-·- ·- ·- ·-· - ·- ·- ·- ·-·-· - ·-·- ·- ·- ·- ·- ·-·-· -.i 

Identify the srfocific items and related ciates p,Jrta,ning to the :nformation to be released . 

1. Medical Reports: 

Natio nal Institutes of Hea!th C!inical Center 
OR. National institute of Neurological Disorders and Stroke 

Bui!ciing 10. Room 7G!03 
10 CENTER DRIVE MSC 1430 
BETHESDA, MD 20SS2-1430 

F:ix to: (301) 402•1137 
Attn: Amanda Wieb<>kl or 

Dr. Bryan Smith 
ATTENTION: ,Amanda vViebok1i Dr Bryan Smith 

~. MR scans ori. .. 9-=D'------------------

Send to Nationa! Institutes cf Hea!th Ciin,cai Center 
Nationa ! lnstililte of Neurnlogical Disorders and Stroke 
Building 10, Room 7C1G3 
'10 CENTER DRIVE MSC 1430 
BETHESDA, MD 20&'.'.!2-1430 
,A.TTENTION: Amanda Wieboldi Dr. Bryan Smith 

3. ~T~is~s~ue="~;P~a~th~o_!c~ic~y_S_li~d_es~------··· ····················----------- _________________ _ 

Send to: 

AUTHORIZATION 

National lnstitutBs of Health C!inicai Center 
Labo ,·ato,y of Pathology 
Building 10, Room 2850 
10 CENTER DRIVE MSC 1500 BETHESDA. 
MD 20892--1500 

! hereby ae.1thprize the r·e!ease of the above••reqt,est&d me<:iical information. 

,·-·-·-·-·-·-·-·-·-·-·-· -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . . ! 

. b6 
L{S"igNimrir-cn-,.al1er1vi.:.;;-g-crf'vD-.1rm:emr-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-.}-··········· 

I - •-•-•-•-• - •- •- •- •-•- •- •-•- •- •- •- •- •-•-• - •-•- •- •-•- •- •-•-• - •-•-•-• 1 

i b6 ! . ; 

1·- ·-·-· - ·- ·- ·- ·- ·- ·- ·- ·- ·- ·-·-· - · 

i b6 ! 
L--·-·-•-•- •-·- ·- ·-·-·-·-·-·-·-·. 

{Printed Na,ne d Patient) (Date Signed) 

;,·.-~.:,·il- ·r--e·-____ ·-IT·-_,·"i-· ·a-·~~·(i-e·-_s·-_::;··-n·-_·-_·-_·-_·.-_·-_b_·.-_6_·-_·.-_·-_·-_·-_·-_·-_·-_·-_·-_·-_·-_·-_·.-_·-_·-_·-_·-_·-_1-1 , ·-·-·-·-·-·-·-·-·-·-·-·-·-·b 6 ·-·-·-·-·-·-·-·-·-·-·-·-·-· .... 1; --~ !-·-·-·-·-·-·bs·-·-·-·-·-·-t !-·-·-·-·-·-·-ti6-·-·-·-·-·-·-1 
"' .,... " ... - ·- ·-· -· -.·~ -·- ,;.- ·~·-·-· • •- •- ·• ·- j••······-· ....-.L .• . _. __ -;,n;r-•- ·:;u,-;..-;r·;\ - ·- ·-·- ' 
1 ' ·-· - ·- ·- ·- ·- ·- ·-·- ·- ·- ·- ·- ·- ·- ·-·-· - ·-· -·- ·- ·-·- ·- ·- ·- ·- ·-·-· - ·· \ ~ta,e ! 1t..1p ,.,.,.,e., 

--- --~-----~·· ······················ .. ··········································---- ~ ~------~~- -----~-- - -----~~---
Patient ldentifcation Request for Medical Information From Source Outside The 

Natona: Institutes of Health 
NIH-'1208 (8-17) 
PJ\. 09-25 -0099 . 
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REQUEST FOR MEDICAL INFORMATION FROM SOURCE OUTSIDE THE NATIONAL INSTITUTES OF HEALTH 

INSTRUCTIONS: Cornpieie this form in its entirety ar,d forward ,Jrecty tG the requesting fodity . 

CC PATIENT IDENTIFICATION 
! ·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-· . 

. b6 , 
1(P;itient ·Name)·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--······ ················· (Patient Nurnher) 

INFORMATION REQUESTED 

The purpose or need for disc!osuw Re11\.Y.t..of dnical care and consideration for· research slt;dy 

NIH RequestodPoint cf Contact 6manda Wieboidi b6---·-----------·----: 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-; 

identify the specific items and related dates pertaining lG tt0e i11forn1afon to be released. 

·1. Medical Reports 

,-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
i b6 i 
'(t,ate of Birth) -·--·-·-' 

Laboratory results. clinic notes. and brnin MRi er head CT r~~P,.:,Occrt"'-s---- ·- -- ---------------

Send to: National institutes of Health Clinical Center 
National Institute of N,::urolcgical Disordws and Stroke 
Build,ng 10, Room 7C 103 
l O CENTER ORNE MSC 143D 
BETHESDA, MD 20892-1430 
J\,TTENT!ON Amanda W,eboki / Dr. Bryan S,r ith 

2. MR! scans on q.:...l _ ___ __ _ ___ _ 

Sen,j to: National lnsUu tes of Health Clinical Cent<er 
National Institute of Neuro:ogicai Disorders and Stroke 
Building 10. Room 7C103 
10 CENTER DRIVE MSC 1430 
BETHESDA, MD 2Dfl92-1430 
ATTENTiON: Amanda Wieboid! Dr. 8rym Smitl1 

3. Tissue/ Patholog,· Slides 

Send to: 

AUTHORIZATION 

National Institutes of Health Clinical Center 
Laboratory of Pathology 
Building 10, Roon-, 2850 
10 CENTER DRiVE MSC 1500 BETHESDA. 
MD 20Bi'.J2-1500 . 

I hereby authorize the release of the abo'H1-requested rndi oai information. 
- - - - - --- - - -·- - - ---- - -·- - - --·--·- - - - -I - - • • •• - - -•- - - - • • • • - -•- • - -j 

b6 
i-..·: ·--~ .. ·- ·- ·- ·-·- ·- ·- ·- ·- ·-·- ·- ·-·- ·- ·- -· - ·-·- ·- ·-·- ·- ·- ·- ·- ·- ·- ·- ·- ·- ·-·- ·- ·- ·- ·- ·-·- ·- ·-·- ·- ·- ·-· - ·-· r-

OR 
Fax to : (301) 402 -1137 
Attn: Amtlhdtt Wiebold or 

Dr. Bryan Smith 

,-·-·-·-·-·-·-·-·-·-·-·-·-·--

i b6 r 

. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--' . 

! b6 . b6 i . .;._ __ _,_ _____ __. 

Patient Identifi cation 

(~ilate) (Zip Code) 

Request for Medical Information From Source Outside The 
National !nstiMes of Hea!tt1 
N!H-1208 (S-17) 
P A 00-2G-0099 

REL0000231149.0001 



M.EDlCAL RECORD CONSENT TO PARTJC!PA TE lN .AN NIU CLJN!CAL RESEARCJJ STUDY 

PRIN CI PAL .INVESTIGATOR: A.vindra Nath~ MU 

STUDY TlTLE: NMural Historv Studv of lnflamm~Horv and Infectious Diseases of the .,,., ., ~· 

Nervous System 

STUDY SITE: NIH Clinical Center 

Cohort: Biological Samples Only Consent 

Consenr Version: 03/17/2020 

WHO DO YOU C'ONTACT AB(H Tr THIS STUDY? 

l~rincip~'.l lnv_estigator: Avindra,,Natl~, f\-1D .. I b6 l 
Srndv C oordtnato r: Amanda Wieb()id, RN,! : 

+' ' l·- ·-·- ·-·-·- ·-·-·- ·- ·-·- ·-·- ·-·-·-·- •-·- ·- ·-·- ·- ·-·- ·-·-·- ·- ·-·- ·-· - ·- ·- ·-·-· - ·- ·- ·-·-·- ·-·-·- ·j 

This consent form describes a research study and is designed to help you decide if you would like 
to be a part of the research study. 

You are being asked to take part in a research study at t!1e National Institutes of Health (NHO. 
:\-1ernbers of the study rearn \Vill talk \Vith you about the inforrnat:on described in rhis docun1ent. 
Some people have personai, rel igious. or ethical belie!\ that may limit the kinds of medical or 
research treatments they 1.vould warn to receive (such as b.loocl transfusions). Take the time needed 
to ask any questions and. discuss rhis study \Vith NIH stafC and \Vith your family, friends, and 
personal health care providers. Taking part in research nt the NIH is your choice. 

Jf the individual beinv: enrolled is a minor then the term "vott" refers to ''vou and/or vour child'' '-' ... ,,: ..,. 

throughout the rcJTtainder of this document. - ~ 

lf the individunl being asked to ran :clpat.e in this research study is not able to give consent to be 
in this study, you are being asked to give permission for this person as their decision-maker. The 
tenn "yo u" refers to you as the ckci~-ion-maker anclior the individual being asked to participate in 
this research, throughout the rernainder of this docurnenL 

JT IS YOUR CHO ICE TO TAKE PART lN THE STUDY 

You may choose not to take part in this study for any reason. lfyoujoin this study, you 1nay change 
your mind and stop participating in th~~ study at any rime and for any reason. Tn either case, you 
,vill not lose any benefits to which you are otherwise entitled. However, to be seen at the NIH, you 
must be taking pan in a study or are being considered for a srudy. lf you do choose to leave the 
study, please infrwrn your study ream ro ensure a safe \Vithdrmvai from the restar ch. 

\VHY IS TlH S STLDY BElNC DONE'? 

The purpose of this study is to ]earn more about hmv inflammation and infections hurt the 
brain and nervons system so we can develop betrcr lests and treatments for them. 

PATlENT IDENTfflCATJON • Consent to Participate in a Cli nical Research Study 
NlH-2077 (4-17 J 

!.k L\ Nl J\.EJER: 151\0125 
IRH AFPR(JVAL DATE: i}i.O\i.)010 
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MEDICAL RECORD CONSENT TO PARTICIPATE JN AN NIII CUNJCAL RESEARCH STUDY 

HACKGROtND 

lnflarnmation is the ,vay your body reacts ti) infocrion (Jr injury. Signs of inflammation can 
include swelling, pain, redt1C'.SS or hear. infections and/or inflammation in the brain can cause 
major health probkrns. Bra:n int~ction:s can be hard to find sonietimes because \ve do 1101. 

ahvays have good tests for them. Sometimes inflammation in the brain can happen and doctors 
do not know \Vhat caused it. \Ve ,v1rnld like to learn more nbout bmv diseases work and affect 
the brain, so we can figure out better \vays to test for them and treat 1.h1:in1, \Ve hope that \Vitb 
better and earlier testing and treatme nt \VC can help people avoid serious health problems and 
death. 

This consent form describes the participation of those \Vho are sending biological samples 
(such as blood or spinal fluid) collecred during care procedures ro NIH lbr analy~.is. 

STUIJY POPULA THJN 

Up to l 000 people \vi 11 take part in this study. 

PROCEDFRES/STUUY OV[RVIE\V 

Your O\vn clinician outside of Nlll will collect blood. tissue, ancl!or other samples from you, 
sud1 as cerebrospinal fluid (CSF) as part of the care for your condition. These samples will 
be sent to the NHL \Ve may ask you to send us nddltional blood, urine, and/or saliva for 
research. We will analyze your samples using research tcsrs to try to give you and your own 
clinicians more information nbout your illness. '{om sarnpks may be processed in nt' W \.Vays 
that cannot currently be done by your own clinicians, 

Induced Pluripotent Stem CeiJs (iPS) 

We may use your skin or blood cells to create adult stem cells , also called iPS (induced 
pluripotent stern) ce!ls. Stem cells rnn be turned into different cell rypes. Study ing di.fferenl 
cell types from the iPS cells may help us better understand the conditions we are studying. The 
iPS cells will not be used for cl:)ning. iPS cell:s cannot currently be used ro grmv artificial 
organs or ornanisms, but this mav charnz:e in the future. 

'-,,• ........ ,' .,. ·-·· 

Genetic Testing 

Your blood may be used for genetic research purposes. The genetic material, DNA, will be taken 
from the sample, Different types of genetic testing rnay be done. depending on your condition: 

L It mav be anah'Zed to identifv the D:em~s that might be causirisz vour condition. This \Vill 
.. . ,I ~· ..... . ...... -.. ... 

help us understand bmv changes in the genes m.ay cause symptoms. Genetic testing can 
be helpful in establishing a diagnosis. It may eventually lead to improved treatment or 
prevention. 

2. To try to identify genetic changes that may be associated ,vith your condition we may 
sequence the part uf the DNA that provides instn1ctions fr:ir making proteins, called the 
"exome." The exome makes up about ! !Vi, of your DN/\. 

-----,-- - - - ---- - ····------
PATIENT H)ENTIFICATION Consent to Participate in a Clinical Research Study 

Nfll-2977 (4-17) 
Fik ia Se,:! ion ,L l'rnh,,:,,! C,irH'lll (1 j 

VS S\(Hl Date: 3il7 !2/J2() mB NU\-Llf '.L: I3N0!25 
h1gc 2 of9 lRU i\P!'R ( )\/AL DAIL: (),+09/2020 
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•1 c•,, ')N. -SI·? :-1·· ,.!.,()- p,,\R'1··rc1P ,\-·t···1·: ·tN ·" N N 1·1··! ('I .·f N'l(> L R·E::5r:_ .,.-R(:[-:l s·1··r l f)·v _ ( . •. .-s '>i . . . · '. < - • ,·"\ • •• •• ,.,., •• ,\ • • c,.\ . .. ·- . u .l. 

-------------'· ···· . 

MEDlCAL RECORD 

J, \Ve rnay analyze the DNA and do ' \vhole genome .. sequencing, Whole genome 
sequencing provides information on most of your DNA. Sequencing takes months to 
complete. lt may take t\en longer for us to analyze the results of the sequencing and to 
understand v;hicb genes 1nigh1 be involved in your condition. 

After the genetic sequencing and analysis arc cornpletl\ you rnay meet again Yvith the study tearn 
and the w:enetic counselor to discuss the resllits_ Results about knos.vn or likelv disease-causing ._, ,,. "-· 

gene variations will be given to you as part of genetic counseling. 

The genetic testi11u: for this studv will nur detect all ~ene chanu:es that are associated with known ...... .. .. · " '-· '-

diseases. However, \Ve \Vil! tell you if \Ve find gene changes in your DNA that are known to have 
1najor and direct medical significance and are associated with illnesses or conditions that could 
benefit from early treatnient We call these ··reportable gene changes.'' We suggest you share this 
infrmnation \Virh vour 0\\ n doctors and that vou have a clinical laboratorv confirm the "reoortable ~ ,,, ,,,. t 

gene change" befr,re you rake any action on this infonnarion. 

We \vill find individual DNA variations in everyone. We \Vin not infrm11 you of all gene variations, 
as not all of thern have health implicmions. For example, we \Vi!! not tell you about gene changes 
that only predispose to a particular disease--like a gene change that influences the risk for heart 
disease, but ,vbere the development of heart disease depends on other foctors (such as diet and 
smokirnI). We \Vil! also not tell vou if vou are a cnrrier of a recessive mutation, which means tliat ~.,., ~ ~' .. 

you have one copy of a recessive rnutation and one eopy of the nonnal gene. if being a carrier 
causes no knovrn health prnbicms fr1r you. 

The results from this research study \Vill be preliminary. Further research rnay be necessary before 

they are fully understood. We do not plan to provide you with research results, However, if \Ve 

obtain infrmnation that 1nay be important for your health .. \Ve will share it \Vitb you. By 
participating in this study, you do not 1vaive any rights that you may have regarding access to and 
disclosure of your records. 

Hanking and Sharing 

Your blood, saliva, urine, tissue sample. spinal fluid or hiood cells samples and Iv!Rl and other 
clinical data ,vilJ be stored securely on the NIH campus. Your data and samples may be sent to a 
repository for storage and may be released for research purposes. Your name and identifying 
information \vill not be on the samples and data, A code ,vill be assigned. The key to the code 'Nill 

be kept al NIH in a separate, secure area. 

ff you YVithdra\v from this research study befrlre it is cornpkte, you may ask that your rernaining 
saniples be destroyed. Rcsu!is obtained before you witbdra\v \Vil! be kept 'Y'our privacy will be 
protected as much as possible, 

Your blood. salivn, urine, tissue sample. spinal fluid or blood cells samples and tv1Rl and other 
clinical data may be used for other research projects, including those not related to your current 
condition. Tf you do not ,vanr your sarnpics and data used for other projects, you shou!d nor 
participate in this study, 

PATIENT IDENTIFICATJON Consent to Participate in a ClinicaJ Research Study 
N !! 1-2977 (-4-17) 

·v ersion J)att~: J: l 7/2020 
l\,g.(;· 3 ,11' 9 

mn NF M[H;R: l 5NfH25 
IRE \ F PROV \ L DATE: O-V09,:2020 
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MEDICAL RECORD ..... , CONSENT TO PARTlCIPl\ TE lN A\ NIH CLINICAL RES.EARCH STUDY 

RISKS, JNCONVENIENCES AND DISCOMFORTS 

There are minimal risks to } i.)U from sharing your smnp!cs collected by your outside clinician 
with us. 

Genetic Testing 

Genetic testing can prov1de information about bo\v illness is passed on within a fainily. This 
knmvledge may affect your ernclional \Vcllbeing. You might foci differently about your life if 
you learned that you or your children \Vere at increased risk of a disease, especially if there \\ere 
no treatment. Your chiidren. brothers or sisters may find out that rhey arc ar risk for health 
problems because of your gent tic infrmnat ion. This might affect your relationships. Other fami!y 
members may also be nffectcd by uncovering risks they did not want to knovv about. This 
information can cause stress. anxiety, or depression. 

Some genetic testing sho,vs if people are directly relakd. Some genetic tests can show that 
people ,vere adopted or that tbeir biologirnl parent is son1eune other than their legal parent. If 
these facr.s \Vere not known nrcviouslv, thev could be troublinz, (renetic counselirur is available ,. .,r .· ~· ,.,_.. '-~· 

at NJH to help you understand the implications of your genetic testing. 

Because of the emotional risk, some people do not ·.vant to know the results of genetic testing. It 
is our policy tu not disclose the l's:·sults of research generic resting unicss it may have direct 
medical i1nplications for you or your fomily. 

Results of the research generic resting in this study are often difficult to inteq,ret because the 
testing is being done for research purposes only nnd the laboratories are not clinically certified. 

You may be referred to a CU:\ cerfrl'ied laboratory, possibly outside of NIH, for additional 
t.esting or confinnation of the research resu:1s. NlH will not cover the cost of the additional 
testing. You or your insrn\:r \Vill be responsible for rhe cost 

The results fron1 this re.search studv will be nreliminarv. Further research mav be necessarv 
.... ,I. .. ., ... • 

before they are fully understood, We do not plan to provide yott \Vitb research results . However, 
if we obtain information that tray be iniporrnnt fi)r your hcahh, ,ve will share it \Vith you, By 
participating in this study. you do no( waive any rights that yon may have regarding access to 
and disclosure of your records. 

Your genetic infrmnation vdll be kept confidential to the extent possible, The res1..1lts of your 
genetic testing \Vill be kept in a locked and secured manner at the NIH. 

Baniiing and Sharing 

We \\ill remove any information that could idenrifY you from datn and samples that are sent to 
repositories or shared. Data and samples \Vill be sent with a code. This linking code will be kept at 
Nff:L Hmvever. there is a very small chance rhat the data or samples could be identified as yours. 

Research using data or sarnples from this study may lead to ne\v tests, drugs, or devices with 
commercial value. You will not receive any payrnent for any product deve.loped from research 
using your data or sarnples. 

PATIENT lDENT!FICA TlON Consent to Participate in a Clinical Research Study 
NlH-2977 (4•17) 
l'ik in S,.,:cU\iil 4: l'n,tGcol Co1Jscnt (2) 

i IRB NUM!\ER: J 5!'-it11}5 
Page 4 oi9 ., IRU AF!'R()V/,L DA.TL: iJ:L-09/?020 
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ANTl(]PATEl) BENEFrrs 

There are no expected direct benefits for you in rhis srndy. This study will likely increase 
our general kno\vkdge of how infr\ctions and immune conditions affoct the bra.in and will 
probably he-!p us 10 diagno sl': brnin infections and immune disorders l':arlier and n,,uingc 
patients better. The study results may help to develop nev, treatments in the future. 

RlGHT OF \VlTllDRA WAL AND CONDJT JONS FOR EARLY \VITHDRA \:VAL 

'{ou rnav \Vithdravv from the srndv at anv time and frir anv reason ,vithout loss of benefits or ., .,; ,,. .,. 

J)rivileges to which vou arc othcrv/se entitled. If vou \Vithdraw from. this research oro1·ect 
-1..~ .. ... ,. ,. 

before it is complete. any remaining samples you bwe contr.ibuted v/ll be discarded . . Results 
obtained before you withdraw \Vill he kepl and your privacy will be protected. 

CONFLICT OF IN 'rEREST 

The National I nstitures of Health revie\YS l\ l H staff researchers at least yearly J<)r conflicts of 
intere st. The fd lowing link contains details on th.is process 
http :/iethics.od. nih. gov /forms!Protoc(i 1-Rev ie,v-G ,ride .pdf. You rnay ask your research team 
for additional infonriation or a ccipy of the Protocol Rcvie\V Guide. 

RESULTS rROM 'l'HlS S'HJDY 

We tvill share the results of the tests perforrncd in this study with you. With your written 
permission. \Ve \.\ill discuss and/or send test results and a letter to your doctors . 

ALTERNATIVES TO PA.RTICIPATIO·N 

This study does not provide treatn1ent and you do not have to stop any treatnient in order to 
participate. You may choose not to participate in this study, but to receive dingnostic and treatment 
care from your own physicians. Th.e alternative is not ro participate. 

COl\-lPENSATION, REIIVHH)RSEMENT, AND PA '{l\1ENT 

Will you receive compensa tion for participation in the study? 

Some N[H Clinical Center studies offer compensation for participation in research. The amount 
of compensation. if any. is guided by NIH policies and guidelines. 

Ymt \Vin nor receive con1pcnsation ft..,r participation in this swdy. 

Wm you receive rcin1hu rsement or direct payment by NIH as part of your par t icipation? 

Some NIH Clinical Center studies offer reimbursement or payment for travel. lodging or meals 
,vhileparticipating in the research. The mnoun1, if any. is guided by NIH policies and guidelines. 

This study does not offer reimbursement fi)L or payment of, travel. lodging or meals. 

Wm taking part in this research study cost you anything? 

NUI does nor bi1l health insurance conipanies or participants fr1r any research or related clinical 
care that you receive at lbe NIH Clinical Centt·r. 

............. ___________ - -- ------------------ -- ----
PATIENT IDENTIFICATION l Consent t.o .Participate in a Clinical Research Study 

NlH-:2977 (4- i 7) 
File in Su :tion .;L P1\il1x\il Cntis1:nt (2) 
\\,T~inn D:!tt: 317!2(.CO JkH NUivlllER: !5NfH25 
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M.EDlCAL RECORD CONSENT TO PARTICIPATE IN AN Nf H CLINICAL RESEARCl-i STUDY 

CONFIDENTIALITY PROTE("IlONS PROVJ.DED IN THIS STUDY 

wm your medical information b<' kept private': 

\Ve will do our best to rnnke sure that the persona] information in your medical record will be kepi 
private. llo\vever. \Ye cannot guarnnke total privacy. Organizations thar may look at and/or copy 
your medical records for research. quality assurarn::·--~ .. and data analysis inciude: 

• Tbe N !JI and other 110,ernrnent a2encies. like the Food and Drt.m Administration (FDAL -· , ... - , ... , , / 

\vhich are involved in keeping reSf;'.,m:h safi~ for peopie. 
• National lnstitutes of Health lntramura! Institutional Review Board 

When results of an NIH research study are re-ported in rr1edical journals or at scientific meetings, 
the people who take part are nm n::irned and identified. ln most cases, the NIH will not release any 
information about your research involvement \Vithout your written permission. However, if you 
sign a release of information kmn, for exarnple, for an insurance co1npany, the Nlll will give the 
insurance company information from your 1nedical record, This in.formation might affect (either 
favorably or unfavorably) the \villingness of tbe insurance company to sell you insurance. 

If \Ve share your specimens or data ,vith other researchers, in most circumstances \Ve will rernove 
your identifiers bc1<n-t~ sharing your specimens or data. You should be aware that there is a slight 

rJossibilitv that sornc-one could fo.wre out the infonnarion is about VOLL "' ,.. .. 

Further, the information collected for this study is protected by NTH under a Certificate of 
Confidentiality and the Privacy Act. 

Certificate of Confidentiality 

To help us protect your privacy, the NfH lntranrnra! Progrnn1 bas received a Certificate of 
Confidentiality (Certificate). With this certificate. researchers may not release or use data or 
information about you except in certain circurnstances. 

NIH researchers nmst nm share information that may identify you in any federal, state, or local 
civil, criminal. administrative, :egisla!ive. or other pro;;·eedings, for example, if requested by a 
court. 

The Ce1tifkate does nc,t protect. your infr,rmation when it: 

l, is disclosed to p,~ople connected with the research. for example, infrwmation may be used 
for auditing or program evaluation internally by the NIH: or 

2. .is required to be disclosed by Federal. State, or local laws. for example, \Yhen information 
1.nust be disclosed to rneet the legal requirements of the federal Food and Drug 
Administration (FDA 1: 

3. is for other research: 
4. is disclosed with your consent. 

The Certificate does not prevent yc)u from voluntarily releasing inf1)n11ation about yourself or your 
involvement in this research. 

The Certificate will not. be used to prevent disclosure to state or local authorities of harm to self or 
others induding, for exan1pk , child abuse and neglect. and by sign ing below you consent to those 

--------- ---- --,.- -----·· .. ----- -- --
PATIENT IDEN'Hfl( '.ATION Consent to Participat<' in a Clinical Research Study 

NII 1-297'7 (4- l 7) 
I ik in Sectimi 4: l'ro:r,clll Cnnscnt (.2) 

HU\ NUM:11-:R; l 5Nf! i25 
IRFl A.J'PR()VAL I)i\IT : C<l.!0'1/2020 

REL0000231149.0002 



1\-:tEDICA.L RECORD CONSENT T() PARTICJPATE lN AN NIH CLINI{'AL RESEARCH STUDY 

disclosures. Other permissions for re:case may be made by signing NIH forms, such as the Notice 
and Acknowledgernent of Information Practices consent. 

Privacy Act 

The Federal Privacy Act generaliy protects ibe confickT1tialiry of your NIH medical records we 
collect under the authority of the Public Health Service Ac. In some cases, the Privacy Act 
protections differ froin the Certificate of Co11fidentiality. For exam pie. soffH:tirnes the Privacy Act 
alimvs release of information from your medical record without your permission, for example, if 
it is requested by Congress. Inforn-iation may also be released for certain research purposes with 
due consideration and protection. to rhose eng3ged by the agency for research purposes, to certain 
federal and state agencies. for HJ V partner notification, for infix:tious disease or abuse or neglect 
reporting, to tumor registries, for quality assessn.ient and medical audits, or \Vhen the NlH is 
involved in a !a\vsuit However, NIH \Vili only release information from your 1nedical record if it 
is permitted by both the Cenificate cd' Confidentiality and the Privacy Act. 

POLICY REGARDING RESEA.RCI-1-RELA'fED JN.H!RlES 

The NIH Clinical Center will provide short-term medical care for any injury resulting from your 
participation in research here. l n general. IH) lon_g-term 1nedica! care or financial compensation for 
resean::hNrelated injuries v/11 be provided by the NJH, the NIH Clinical Center, or the Fcckral 
Government. Ho\vever, you have the right to pursue legal remedy if you believe that your injury 
justifies such action. 

PROBLEMS OR QUESTIONS 

If you have any problenis or questions about this study, or about your rights as a research 
participant or ubour any reseaTch-related injury, contact the Principal Investigator Avindra Nath, 
!v1D, L· -·-·-·-- ·-- ·- - -·~---- ·-· b6 _____________________________ 1 You may also call the N !fl Clinical Center Patient 
Representative at 301-496<'.626, or the NIH Office of !RB Operations at 301-402-3713, if you 
have a research-related complaint or concern, 

CONSENT DOCUf\lENT 

Please keep a copy of this document in case you ,vant to read it again, 

------ - ····--- - -----
PATIENT lDENTlFlCATION Consent to Part.idpate in a Clinical Researth Study 

\lH-2977 {4-17) 
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.M.EUlCAL RECOR D CONSENT TO PARTICIPATE IN AN NIH CLINICAL RESEARCFl STUDY 

Adult Research P:articipant: l have rend the ex.planation about this study and have been given the opportunity 
to discuss it and to ask questions. l consent to participare in this study, 

1 ·- Signature· of R ese~~ •aruu pant --·-----·--· ·~ 

. ·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- · ! 

, b6 : 
i. -:::.::::::.:;~,:;·:.:,":: :r. .'«.':.;N . ..,,.'.<::.'<:'(.,:>:'~,:i: .. ":',=.,,:,:\.\~ .,.""""'"·"'"·'"'- ·''"·"-""·""'·"''"'·"''"'"''"'' ............... i 

Print Name of Research Participant 

Lega lly Aut hor ized Re pr esentati ve (LAR) for an i\ dult t na hle to ( '.onsen t : I have read the explanation 
about this studv and have been ~iH·n the OJ)oortunitv to diS(;ll.SS it and to ask ouestions . I am legallv autlH.ffJZed ... ....,- . t V '! '- f<' 

to make research decisions on behalf of the adult participant unnble to consent and have the authority to provide 
consent to this study. /\s applicable, the information in rhe above consent was described to the adult participant 
unable to consent who agree s to participate in the study, 

Signature of LAR Print Nnrne of LAR Date 

Pa.rent/Guardian of a Vli nor Partici pant : l have read the explanation about this study and have been given 
the opportunity to discuss ir and to ask questions. I give penn ission for my child to rake part in this study, 

------ -------- -- - - -- -
Signature of Parent/Guardian Print \fame of Parent/Guardian Date 

---- ·······················----
Signature of Parent/Guardian (as uppiicab!eJ Print Name of Patenl/Ciuardian Date 

Assent: (Use this seuion onfv when this pro cess is approved hy on IRBjhr older 1ninors. Do not use if"an !RB 
requires a separate asscntji>nnfhr £his population.) 

I have had this study explained to me in a \VHY thar ! understamL l have been given the opportuni ty to discuss 
it and J have had the chance to ask questions. r agree 1.0 take part in this study . 

Assen t of Mino r: (as appiicahi e) 

______ ........... - -- -~·- ···--· .. ······~---·--- --
Signature of Minor Print Name of Minor Dare 

In vestigat or : 

.• • v • ••• • ,..,..,..,.,, ... ........,.,.,. •• •• , ,. _ _, ,,, ., •••••• •••• • • ••--- -

Signature of lnvestigatur Print Name of Investigator Date 
'Wit ness l o the or a l short-form consent process only: This sec1ion is only required if you arc doing the oral 
short-consent process and this English consent fr)rrn has been approved by the lRB for use as the basis of 
translation. 

PATI EN T IDENTff ICA' rl ON • Consent to Par ticipa te in a Clinical Rese a rch Study 
N lll ·2977 (4-1 7) 
.Fik· in Sectinn ~t ; Prot~)col (\,nsent (2) 

Vcrsiun L\di:: 3/ 17/2020 trtn 1'-1l,l\.1D,LR: l5t~C12S 
l'age 8 u1·9 IRB i\YPR1)VAL f )i\T L: ()4.fJ9,? J2U 
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MEDICAL RECORD .... 1 CONSENT TO PARTlClPi\TE IN. AN NlH CLINICAL RESEARCH STUDY 

Witness: 

...... ········--- ·····················~---·"-----......-.. ... 

Siunature of Witness* 
V 

Print Nanie of Witness Date 

----···-··· ···········""· ---······••-'••·-· ··•----- --·--··-·····--· ··"'"'""'""'-'"··------····· ···-- .................. -.••··· 

,¾NlH AD!VHNISTRA 1TVE SECTlON TO BE COlVIPLETED REGARDlNC THE lJSE OF AN 
lNTERPRETER: 

\ . . 1 . d' ' -1 ' l I. C ,, l J ' . > • • " 
1 l j' '1' ' __ hJl mterpreter, or or wr rn· 1Vli.,ua1, \V 10 spear<s 1.:ng:11s 1 an,1 tne pamcipant s prererreo anguage ·ac1 1tateo 

the administration of informed consent and served as a \Vitness. The investigator obtaining: consent may not 
also serve as the witness. 

An internreter. or otber individual, \Vho soeaks Eni.!-iish and the 1xmicipant ' s 1xeferrcd lan2:ua2:e facilitated 
-- t 1 ~ • - ~ -

the administration of informed consent but did not serve as a \Vitness. The narne or l D code of the person 

providing interpretive ~upport is: ·-- ---------···--· --- ·········---···-- ·-------

------------- ---.---- --· ·-· -·---------
PATIENT IDENTIFICATION Consent to Participate in a Clinical Research Study 

\ !l J-_2t)77 ( 4-17 ) 
Fi k in Section °~: Pn,iocui Co llS(;lll (2) 
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From: 

Sent: 
19/19/2021 9 :55:4::M-·- - -·- -·-·-·-·-·-·-___ _: 

To: Mina, Vair (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients/cn=991b96ac7afa4b5f9ec560d23 7ce2e 76i b6 i 
'--·-·-·- ·-·-·- ·-·-·J 

CC: Nath, Avindra (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Admin istrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6! b6 ! 
[-·-·-·-·-·-·-·-·-·-·-·-·-·-·-bs- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-]wi ebold, Amanda (NIH/NI N DS) [El [/ o=Excha~g;L~b-~/~-~=Excha nge Administrative 

Group ( FYDIBOH F2 3SPDL T)/ cn=Reci pients/ en =4491ee2ae9804610899c 7 41100150540[ _____________________ b6 ____________________ i 

Subject: 
L.-..,.,.,._.,.,._.,.,. .• ,., •.• ,.,.. b6_., .--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·_l 
Re:! b6 l 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Patient Name:: b6 , 
;_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

Email: l_ _________ 
1 
••• •••••••••• b6 ..................... ,__: 

Cell Phone:[._______ ___ b6 ___________ _! 

I would be happy to present the _patient _at that time _andget _all_ ofyour _ input _as to the best_ course _of·-------·-------·· 
_management. He has hadl__·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ___ -·-·-·-·-·-·-·-·-_____ -·-·-·-·-___________________________________________ i 
1 b6 i 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-, 
Thank you so much ! 

On Sun, Sep 19, 2021 at 3:33 PM Mina , Yair (NIH/NINDS) [E]i b6 I wrote: 
Hi r·-·-·-·t,s·-·-·-·-1 L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

Our next meeting is on Monday 10/4 at 1pm 
Please let me know if you would be able to present the case there (a short 15-20 minutes discussion). 
Regardless, you can have the patient contact Amanda so we can start the process ofrecords release and review. 
Her contact info is below. 
We can also review any imaging if it is uploaded using this link 

https://www .cc.nih.gov/dcri /imag inglibrary .html 

Let us know 
Thanks 
i b6 i 
l-·-•-·-•-·-•-·-·-•-·-•-·-·-} 

A m.cuuia, W ~ 135N, RN, CNRN 
Research Nurse Specialist 
NINOS Section of Infections of the Nervous System 

10 Center Drive, Building 10/7C107, MSC 1430 
Bethesda, Maryland 20892 
Office : 1 b6 : 

____ i •.•. ~----~----~----~~---·· 
Cell:! b6 i 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-J 

Fax: 301-480-5594 

Email:! b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-" 

From: "Nath, Avindra (NIH/NINDS) [E]" ! ____________________ b6 _______________ __! 

REL0000231155 



Date: Saturday, September 18, 2021 at 16:37:45 

TO: L---------------------b6 --------------------~ J .·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·, 
Cc: :.-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·---~-~-----·-·--·-·--·-·--·-·--·-·-_ -·-_ -·-_ -·-_ -·-_ -·-_ -·-_ -·-_: ''Mina, Y air (NIH/NIND S) [E] '' 
[:~.-~:~:~.-~:~:~.-~:~:~ ~-~~~::.:.:~:~:.:~:~:.:~:J.~'_Y'!_i_~?~-l~,--~ma n da (NIH/NIND S) [E] '' [~~~--~~~~--~~~~--~~~~--~~~~-~r~~~~--~~~~-~~~~~-~~~~~-~~~~J 
Subject: Re: :_ _____ -·-·--·-·---~-6-. ___ -·-·--·-·-_ ___! 

Wonderful. We have a Neuro-ID /immunology case presentations every Monday at 12 noon-1 pm. One ofus 
would need to present him to our group. A decision would then be made by the group to see if he would meet 
the criteria for our protocol and what the plan would be for his further workup. I have copied Yair Mina , our 
clinical fellow who directs the meetings. Would it be possible for you to do a brief presentation? I have also 
copied our research nurse who can consent the patient. Our protocol requires that the patient or their legal 
guardian directly contact us for that purpose . 

Agree, he has some very unique findings and would be good to get to the bottom of it. 

Best. 

Avi 

Avindra Nath MD 

Chief, Section oflnfections of the Nervous System 

Clinical Director, 

National Institute of Neurological Disorders and Stroke 

National Institutes of Health, Bethesda , MD 

i b 6 jcoffice) 

i k cell) 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 

l-·-·-·--·-·--·---·b6 ·--·-·------- j 

r-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 

From:: b6 i 
Date: Saturday, September 18, 2021 at 9:10 AM 
To: . Na th,_ A vindrn (NIH/NIND S) . [E] [ __ -·-·--·-·--·-·--·---~-~--·-·--·-·--·-·-_____ !_ _____ -·-·--·-·--·-·, 
Cc:: b6 : 
Subject: Re: L-~-~-~-~-~-~-~-~-~-)(·~ -~-~-~-~-~-~-~-] ; 

I will send off1 b6 i 
L.--·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-- ·-·- ·-·-·- ·-·-·-- ·-·-·- ·-·-·- ·- ·- ·-·-·-·- ·-·' 

REL0000231155 



How do I facilitate him going to see you at the NIH for a clinical appointm ent and testing? Should I have him 
contact anyone in partic ular and shou ld I have him block off a number of days for testing etc? 

I am so grateful for your help. He is a very special patient and I am concerned and perplexed . 

Best, 

! b6 i 
i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

On Fri, Sep 17, 202 1 at 10: 11 PM Nath, Avindra (NIH/NINDS) [E] l _____________________ b6 ______________________ ___! wrote: 

That is fine. Still good to send:_ ________________________________________ b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i 

Avi 

From:: b6 : 
Date: Friday, September 17, 2021 at 6:04 PM ; 
To: Nath, A vindra (NIH/NINDS) [E] i b6 i 
Cc:: ,b6 : 

i.-·-·-·-·-·-·-·-·-·-·,-................................................... ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-j 
Subject: Re: i b6 : 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- · 

Thank you so mu ch! 

l b6 ! 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

,_Should I send him _to, see you? This is all so new - and only since the J&J vaccine. He is a healthy athleticL_ b6 j 
! b6 ! 
L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·---

On Fri , Sep 17, 2021 at 5:26 PM Nath, Avindra (NIH/NINDS) [E] i b6 j wrote: 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

Looks _ like_L ___________________________________________________ b6 _________________________________________________ _] 

! ! 

b6 
' 

L·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-·-·- ·-·-·- ·-· -·- ·-· -·- ·- ·-·- ·- ·-·- ·-· -·- ·-· -·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-· -·- ·-· -·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-·-·- ·-· -·- ·-· -·- ·-· -·- ·-· ! 

Hope this helps. 

Avi 

REL0000231155 



A vindra Nath MD 

Chief Section oflnfections of the Nervou s System 

Clinical Director, NINDS , NIH 

Bldg 10; Rm 7C-103 

l 0 Center Drive 

Bethesda , MD 20892 

. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
' ' ; b6 ; i i 
i i 
i i 
i i 
i i 
i i 
! ! 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

His: b6 :is cc'd as well. 

Any guidance is most appreciated! 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
; 
; 
; 
; 
; 
; 
; 
; 
; 
; 

I b6 ; 
; 
; 
; 
; 
; 
; 
; 
; 
; 
; 
; 
! 
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·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·1 ; 
; 
; 
; 
; 
; 
; 
; 
; 
; 

b6 I ; 
; 
; 
; 
; 
; 
; 
; 
; 
; 

! ; 
l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·1 

b6 

··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-; 
; 

I b6 ; 
; 
; 
; 

!·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

; 
; 
; 
; 
; 
; 
; 
; 
i 
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From: 

Sent : 
To: 

Subject: 

Ok. 

i b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
7/12/2021 5:24:52 PM 
Safavi, Farinaz (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 
(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246L._._._._._ b6·-·-·-·-·-· i 
Re: Covid 19 Pfizer vaccine myelit is?? With stroke 

Sent from my iPhone 
-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
' 

b6 
' L--·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- · I 

On Jul 12, 2021, at 10 :59 AM, Safavi, Farinaz (NIH/NINOS) [EJL_·--·-·--·-·--·-·-b6 -·-·--·-·--·-·--._.iwrote: 

Hi, 

I sent you a link for Wed 4pm EST. 

Thanks 

Farinaz Safavi MD, PhD 

Divis ion of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

. ! 

From:l_. ___ . ___ b6 ·- -- ·--- ·_: 
Sent: Sunday , July 11, 202111:16 PM 

To: Safavi, Farinaz (NIH/N INOS) [E] 

Subject: Re: Covid 19 Pfizer vaccine myelitis?? With stroke 

Sure 

Let me know what time and mention EST or CST. 

Also just wondering if you had a chance to discuss with i b6 : 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

. b6 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 

On Sun, Jul 11, 2021 at 9:16 PM Safavi, Farinaz (NIH/NINOS) [Ell._·-·-·-·-·-·-·-·--·-·b6 __ ._. __ ._. __ ._. _ _._:wrote: 

Dear L·-·-·-·-·-· b6 -·-·-·-·-·-· ! 

RE L0000231227 



I was under impression that my 2pm meeting is for one hour but actually it is a two hour meeting . Can we schedule our 

televisit for Wed afternoon? I am flexible after 2pm EST 

Please let me know. 

Thanks 

Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

From:f b6 i 
L--·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-' 

Sent: Friday, July 9, 202110:57 AM 

To: Safavi, Farinaz (NIH/NINOS) (El 
Subject: Re: Covid 19 Pfizer vaccine myelitis?? With stroke 

Ok 3pm ESt. 

My number is l_ __________ b6 __________ _.:in case televise system is not working well. 

Sent from my iPhone 

b6 

On Jul 9, 2021, at 9:52 AM, Safavi, Farinaz (NIH/NINOS) [E] i b6 iwrote: 
L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

RE L0000231227 



Unfortunately I dont have any spot on my schedule on Monday. 

We can go with 3pm EST if works better for you. 

please let me know 

Farinaz 

< 10E913129B964C7297FFB18FC0E03EA0.png > 

From: i _______________________________ b6 _________________________________ __: 

Sent: Friday, July 9, 202110:49:02 AM 
To: Safavi, Farinaz (NIH/NINOS) [Ell ____________ b6 ____________ i 
Subject: Re: Covid 19 Pfizer vaccine myelitis?? With stroke 

Yes I can. 

Is it 2pm CST or EST. I am at CST inL ____________ b6 -·-·--·-·-·-·-·l 

It would be better on Monday. I do have my eye exam 8am that day along with cardiology appt at 11am. Later is better 
in case they are running behind. 

Sent from my iPhone 

b6 

On Jul 8, 2021, at 8:45 PM, Safavi, Farinaz (NIH/NINOS) [E]i_ ___________________ b6 _____________________ ___iwrote: 

RE L0000231227 



Deari b6 i 
1--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

I am sorry for your illness.We can schedule a televisit to speak about your disease. Does next Tuesday 
afternoon at 2pmnwork for you? 

Thank you 

Farinaz 

< l 0E913129B964C7297FFB 18FC0E03 EA0 .png> 

From:! b6 i 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

Sent: Thursday, July 8, 202111:52:16 AM 

To: Nath, Avindra (NIH/NINOS) [Eli b6 i 
Cc: Safavi, Farinaz (NIH/NINOS) [Eli 1 

1--·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-·- · 
Subject: Re: Covid 19 Pfizer vaccine myelitis?? With stroke 

Thanks. 

I can be reached ati b6 icell 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

Or my husband numberl_ ______________ b._~----·-·-·-·-__.] 

I went ahead and! b6 iand starting to feel Better in terms of neurological symptoms . R. Sided 
paresthesia gone 

0

after--3hrs-:-M·y-b·r·ain._feeTs-·,;cl~arer" weird?. Usually last time,[ ___________ b6-·-·--·-·---;my motor and balance 

symptoms we re minima l. However dyspnea with mild exertion and heart arrhythmia were major issues w ithL ______ b6 ________ j 

f ~:~~::·b6 -~~::~~-i 

Sent from my iPhone 

b6 

RE L0000231227 



On Jul 7, 2021, at 8:50 PM, Nath, Avindra (NIH/NINOS) [E]! b6 !wrote: 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-J 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
De a r ! b6 i 

i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-.i 

Sorry to hear of all your symptoms and for the difficulty in getting an appointment atL_ ___ b6 ____ ii have copied Dr. Safavi 

who is a clinical fellow working with me. She has kindly agreed to talk to you to get a better understanding of your 

illness and then see what we might be able to do to help. 

Best wishes. 

Avi 

From:[_ ______________________________________ b6 __________________________ -·-·-·-·-·-·-· i 
Date: Wednesday, July 7, 2021 at 5:47 PM 
To:! b6 7 
Cc: 'Nath, Avindra (NIH/NINOS} [E] i b6 i------·--------·--·---·--·-----·--·---·--·-----·-; 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
Subject: Re: Covid 19 Pfizer vaccine myelitis?? With stroke 

Hi 

I am following up with new information for urgent appt to get treatment : 

1 (-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

21 b6 
4) as 1l_ __________________________________ b6 __________________________________ ]my L.hip sacroilitis pain started coming back with L.LE and LUE, L.eye 

and check feels tight and walking not as smooth in terms of gait and balance. 

5) one rash on R. Hand with blister noted on index finger! b6 ] 
1.-- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·· 

Sent from my iPhone 

p•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-. ; 

b6 ' ; 

; 
! 

; ' 
i- ·-·-·- ·-·-·- ·- ·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-.i 

RE L0000231227 



i b6 i ' ; 
i.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 

On Jun 14, 2021, at 10:18 AM,t_ _________________________ b6 ___________________________ ]wrote: 

Hi 

I am L ________________________________________ !l_6-______________________________________ j I am reaching out as["--=·--:-·--·-·--·-·--·1;-s=-·--·-·--·-·--·-·--·-·1 

[~~~~~~~~~~~~If~~~~~~~~~~~]with assistance of Infectious Disease. No one could figure out here since[~~~~~~~~~~~~~~~~] had to read 
myself and collaborate with ID and neurology . They are t rying their best since this episode of! _____ b6 __ ___: My impression 
was combination of reactivation of dormant germ as well as autoimmune mimicry molecule neuropathy/vasculitis 
since stabbing burning migratory paresthesia was Post vaccine only while erythema multifo rme like Bullae (2) I had one 

time before vaccine:._ _____ b6 _____ i post diar rhea but after vaccine every month or so with weakness/fatigue all over. 

However irt._ ____ b6 _____ j it was intense and I was non functional with hand and feet stiffness and pain of PiP joints unable 

to make a fist properly . Had to take! b6 !to be funct ional. 
L--·- ·-·-·- ·-·-·- ·-·-·-.I 

For symptoms and summary of case, please read attached email I sent to Dr Avindra Nath. Main issue is ongoing 
stabbing burning migratory paresthesia left greater than right with additional L. Sided "c.a.lds!;!nsation" and spasticity 
on left LUE and LLE and endurance 30 min walking (before fatigue & HA sets in) after th~ b6 i event. Since he has 

.-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-•-; L-·-·-·- ·-·• 

!._ ________________ b6 ______________ ___!and I was having problems reaching directly to you r team, on my request he has been kind 

to provide me you r contacts fo r sooner than late r assistance before further deterioration And prevent anothe r majo r 

event like paralys is. 

As an update, workin_g diagnosis isf b6 

b6 

i~;~;~:o;~:~:t•gnosis.iS[:==b•====::b• :::bS ::=::!My.symptoms a,e waxing and········ l 
waning still but more prominent on left head to feet. Now additional intermittent "itchiness" has developed with 

typical rash papular where I scratch. It is not erythema multiforme like. 

RE L0000231227 



I will appreciate if a quick either hospital admission or outpatient appointment is setup for management of this . I will 

appreciate if we can have telephone conversation sooner than later . I can be reached atL_ __________ b6 ·-·-·-·-·-·-jcell. 

Hoping for an early reply . 

Sent from my iPhone 

r---------------~ 
! i 

~ b6 ! 

L ... -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 

f b6 i ' ; i_,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, ___ ,_, _____ , _____ , _________________________________________________________________________________________ , _____ , _____ , _____ ,_, ___ ,_, ___ ,_, ___ ,_, __ j 

Begin forwarded message: 

From: "Nath, Avindra (NIH/NINOS) [E]"i b6 i 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

Date: May 31, 2021 at 10:31:43 PM CDT 

To:j b6 : 
Subject: Re: Covid 19 Pfizer vaccine myelitis?? 

DearL ___________ b6 ·-·-- ·-·-- ·: 

Sorry to hear of your illness. We have seen several patients with neurological complications following the COVID 

vaccine. Some have responded to treatmenti b6 ]Wonder if you might consider such 
l •.•.• . •.•.• . •.•.• . •.•.• . •.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•. l 

intervention 

Avi 

From:!_ ______________________ b6 ____________________________ i 
Date: Monday, May 31, 2021 at 10:44 PM 
To: Nath, Avindra (NIH/NINOS) [E]i b6 i 

L--·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-

Su b j ect: Covid 19 Pfizer vaccine myelitis?? 

Hi 

I wonder if you remember me . I had discussed with you about[ ______________________________________ ~_6-_____________________________________ ___: 
i b6 I 
1-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

RE L0000231227 



Guess what! I may need a personal favor about me . I ami b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·J 

: b6 : 
i..·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

Recently orL ____ b6 __ ___:, I developed suddenly L.sided "heaviness" with mild weakness with spasticity (endurance) from 
head to toe with neck stiffness and some immediate memory of "names". I already had ongoing waxing-waning 
stabbing-burning patches that were migratory on my bilateral UE and LE since 4th day of my Pfizer #1 vaccine on[ b6 1 

[ b6 iHowever this time 2 days before that my above paresthesia had increased to trunk, neck, face and head on left ' 
'-·-·-·-·' 
side. 

History is that right at 24hrs after #1 vaccine I suddenly developed total weakness all over and somnolence, unable to 
continue to type or walk with foggy brain . I tooki b6 :and slept for 2hrs in my office and felt fine . But at 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-• 
day 4, developed migratory and fleeting stabbing-burning paresthesia patches on my UE and LE but no motor function 
issue. Looking back I do have issues in memory of names (recalling a name) but could be age. Other complication is that 

I get these weird initially bulae 1-2 on my LLE which became bil UE in[: _:-~f:Jand theni__b6 __ ]1 had it on my upper 
Thorax near neck. 

I improved with[ b6 ] but not resolved totally in 48hrs . 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

However the bulae 1-2 occurred before the vaccine but I wasr-·-·-·-·-·-·-·-·-·-·-·iis-·-·-·-·-·-·-·-·-·-·-·7First occurred sincJ b6 ! 

post severe gastroenteritis (woken from sleep) with nausea(·-·-·-·-·-·-·-·-·-·-·-·-·-·bs·-·-·-·-·-·-·-·-·-'-·-·-·-·-·10r so. So I got'tested since 1' 

still had issues and found: ___________________ !1_6-__________________ jor so. I kept having 1-2 blisters/bulae that I would find du ring showe r 
since warm water would make it sting and forced me to see. I also had episode of[ ____________________ b6 _________________________ i 

So in short, I felt I have reactivation of done "dormant infection" causing recurrent blister and an autoimmune mimicry 
molecule attacking my nervous system . 

Here are some timelines»> 

-migratory paresthesias started only after vaccine day 4l_ ___ b6 ___ __!after extreme weakness 24hrs. 

-HOW§.l(~L~.IJ.?Jers/bulae first time occurred L---- ---~~-- ---- --~fter severe diarrhea and after that intermittently occurred 
from L_ ___ b6 _____ i w/o diarrhea issues. 

b6 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

-Severe Diarrhea with nausea needing hospitalizations First occurred l_ ______ b6 _____ Jmoved to new city and drank tap 

water or ate fruit??) almost every month untili b6 iwhen Ii b6 :I 
.-·-·-·-·-·-·'-·-·-·-·-·-·-·-·-·-r L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

didnot have any episode for 1 year until:_ ____________ ~_§ ___________ __iwhen workup confirmed[~~-~:~~"}>~6~-~:~~-~:~]No diarrhea after that. 

Hope to hear soon as to which di rection to go for further workup. I really had to steer this myself with ID and 
neurology . I have been reading extensively sincei b6 : I am in the process ofi b6 i 

L--·-·-·-·-·-·-·-·-·-• L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ________________________________________________________ ___: Hopefully I can so rt my person a I adverse event 

RE L0000231227 



from Pfizer (I anticipated due tor-·-·-·-·-·-·-·-·-·i,-s·-·-·-·--·-·--·-·;as we continue thinking out of box. Working diagnosis is:-·--·-·bs·--·-·1 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· '· f 

b6 
Hope to hear from you soon and help me link to right time to figure this before it worsens or I get paralyzed. 

Sent from my iPhone 

b6 
i b6 i 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

RE L0000231227 



From: 
t·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 

Sent: 4/19/2021 8:10:33 PM 
To: Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246[ b6 ! ·-·-·-·-·-·-·-·-·-·-·.,/ 
Subject: Re: COVID Vaccine Side Effect Potential 

Perfect, thank you. I will do so, sorry I didn't have it to bring . 

Sent from my iPhone 

On Apr 19, 2021, at 4:07 PM, Safavi, Farinaz (NIH/NINDS) [E]L. ____________________ ~~-----·-·--·-·--·-·--·-·] 
wrote: 

Great.Since we need the actual CD,it might be better you pick it up when you can and directly 
send it to us. 
We will coordinate with you when you have it. 
Thank you 

Farinaz 

--------------------- ----------
From:: ______________________________ b6 _____________________________ ! 
Sent: Monday, April 19, 20214 :01:57 PM 

To: Safavi, Farinaz (NIH/NI N DS) [El[ ____________________ b6 --·-·--·-·--·-·--__j 
Subject: Re: COVID Vaccine Side Effect Potential 

Yes, definitely. I will request right now - should I have them sent to your attention? 

Sent from my iPhone 

On Apr 19, 2021, at 3:01 PM, Safavi, Farinaz (NIH/NINDS) [E] 
i b6 !wrote: 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-• 

I dont think so we need!_ ____ b6 ____ _jto upload it in our system.Can you request it 
from medical records and mail it to us later if you can not get it now with the short 
notice. 
Farinaz 

Farinaz 

From:[__ __________________________________________ b6 _____________________________________ _.i 
Sent: Monday, April 19, 2021 2:56:44 PM 
To: Safavi, Farinaz (NIH/NINDS) [E]i b6 : 

L-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
Subject: Re: COVID Vaccine Side Effect Potential 

Hi Dr. Safavi, 

RE L0000231305 



} don't have_a_CD_withL ____ b6 ______ ]but I do have access to the records from 
i b6 :I signed the form and sent through to share data. Is there 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- • 

a way I can havei __________ l_?.~----·--·-jforward to you? 

Thanks 
r•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•,. 

i b6 i 
i- ·-· -·- ·-· -·- ·-· -·- ·-·-·-·-·-·-·-.i 

Sent from my iPhone 

On Apr 19, 2021 , at 2:46 PM, Safavi , Farinaz (NIH!NINDS) [E] 
i b6 :wrote: 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Hii b6 i 
I j~-sfwa-ntecfto make sure you bring youd b6 :CD with you when 

L--·-·-·-·- • 

you come to NIH If Amanda has not told you yet. 
tahnk you 
Best 

Farinaz 

From:! b6 i 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- • 

Sent: Tuesday, April 6, 2021 9:58:17 AM 

To: Safavi, Farin a z ( N I H /NI NOS) [ El:._ ______________________ ~~--- ·-·-·-·-·-·-·-·-·-·-·j 

Cc:! b6 : 
L--·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·- ·- ·-·- ·- ·-·- ·-· . 

Subject: Re: COVID Vaccine Side Effect Potential 

Great, I sent it to my work emai l as well - Teams is connected to 
that email, so I will join from there - in case you need it 
l _____________________________________ b6 ______________________________ _j See you at 3pm. 

Thanks, 
.. --·-·-·-·-·-·-·-·-·-·-·-·-
i b6 I 
i-·- ·- ·- ·-· -·- ·- ·-·-·- ·-·-.i 

On Tue, Apr 6,_ 2021_ at 9:_33_ AM Safavi, Farinaz (NIH/NINDS) 
[E] i b6 : wrote: 

'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Fantastic!Will send you Microsoft Teams link shortly . 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunolog y and Neuroviro logy 

NINDS, NIH , Bethesda, MD 

RE L0000231305 



From:i b6 : 
Sent: Tuesday, April 6,' 2021 9:31 AM 
To: Safavi, Farinaz (NIH/NINDS) [E] 
Cc:i b6 i 

·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
Subject: Re: COVID Vaccine Side Effect Potential 

I am pretty open this afternoon as well, let's do 3pm if that works. 

Thanks, 

! ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-· ! 
, b6 , 
'-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·i 

On Tue, Apr 6, 2021 at 9:25 AM Safavi, Farinaz (NIH /NINDS) 

[E] !_ ______________________ b6 -·-·-·-·-·-·-·-·-·-·-·-___! wrote: 

Hi[ _______ b6 _____ ___: 

Thank you very much for contacting me. We have started a 
research effort at NIH to look into neurological complications of 
COVID vaccine. It would be great ifwe can meet through the 
televisit and discuss your symptoms. I have an availability today 
after 3pm ET. What time works for you? 

Please let me know 

Farinaz Safavi MD, PhD 

Division ofNeuroimmunology and Neurovirology 

NINDS, NIH, Bethesda, MD 

RE L0000231305 



From :i b6 : 
L·-·- ·- ·-·- ·-· -·- ·- ·-·- ·- ·-·- ·- ·-·- ·. 

Sent: Tuesday, Apr il 6, 2021 9:16 AM 
To: Safavi, Farinaz (NIH/NINDS) [fil 
Subject : COVID Vaccine Side Effect Potential 

Hi Dr. Safavi, 

.. MY __ n eu '.o I og is t L ___________________ ~_6-___________________ j at l_ ______________________ ~~- --·-·-·-·-·-·-·-·-·-___! 

l_ _____ b6 ___ J recommended reach ing out to you regarding 
my recent potential reaction to the COVID vaccine. He 
noted you may be interested in speaking to me directly 
and taking some additiona l blood wo rk etc . I am happy 
to help and provide you access to any of my 
information if it would help with you r research . 

Please feel free to reach out. You can reach me at this 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· ,-·-·-·-·-·-·-·-·-· . 

email i b6 i or call me at: b6 : 
1·- ·-·-·- ·-·- ·- ·-'·-·- ·-·-·- ·-· - ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-·- ·-·- ·- ·-·-.I '-·- ·-· - ·- ·-·-·- •- •..f 
! b6 i 
i,,_ ,_,_, _ , ___ ,_ , ___ ,_ , ___ ,_ , I 

Kind Reg a rd s, !__ ________________ b6 ·-·-·-·-·-·-·-·__J 

RE L0000231305 



From: 

Sent: 
To: 

Subject : 

! b6 ! 
L4/19 /2021 ·s :44 :49 -PM·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Safavi, Farinaz (NIH/NINOS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 
(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246j__ ____ b6 ____ j 
Re: Vaccine adverse event 

Hi Dr . Safazi, I have reached out to my neurologist). b6 !and am waiting to hear back from him so 
l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

you two can be in contact . 

Also, I wanted you to know that I would be willing to travel to Bethesda if need be. I am desperate to get 

better and coming up there would be no big deal for any furthe r diagnostic studies or possible treatments, 

especially if there are any issues doing it here in:_ _________ ~-~---·--·-·-! 

Thanks so much for all your help. 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! ______________ b6 _____________ i 

From: Safavi, Farinaz (NIH/NINOS) [E]i b6 ] 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Sent: April 19, 202112:30 PM ___________________________________ _ 
To:i b6 i 

L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 
Subject : RE: Vaccine adverse event 

I will send you a MS teams link now. 

Thanks 

Farinaz Safavi MD, PhD 

Division of Neuroimmunology and Neurovirology 

NINOS, NIH, Bethesda, MD 

From:!_ ____________ b6 -·-·-·-·-·-·___i 
Sent: Monday, April 19, 2021 3:29 PM 

To: Safavi , Fari naz (NIH/NINO S) [E] 

Subject: Re: Vaccine adverse event 

Yes, I am free the rest of this afternoon and also anytime after 3 tomorrow or 1 Wednesday. 

Sent from my iPhone 

On Apr 19, 2021, at 3:10 PM, Safavi, Farinaz (NIH/NINOS) [E]! b6 :wrote : 
I.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Hi! b6 i 
I.-·-·-·-·-·-·-·-·-·-·-·-·. 

Can we shortly speak about your condition? 

When do you have time? 

RE L0000231317 



Farinaz 

From:! b6 i 
j_•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-• I 

Sent: Monday , April 19, 20213 :06 PM 
To: Safavi, Farinaz (NIH/NIND S) [E] 
Subject: Re: Vaccine adverse event 

Hi Dr. Safazi, 

I signed a release form and gave it to Amanda, this will allow! b6 ]to send 
l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

you the i-·---·-·--·-·-bii _____________ ] I was also wondering how long thei b6 ]usually take to get 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- '-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

results? 

I saw Rheumatology last week. Myl_ ____________________ b6 _______________ __:although I am so far not meeting full 
criteria for[ ___ b6 ___ id i agn osis.i_ __________________________________ b6 ____________________________________ ] He 
sent r·--·-·--·-·--·-·--·-·-i;-s--·-·--·-·--·-·--·--lto f U rt her eva I U ate f Or[~:~:~:~:~:~:~:~:~:~:~:~:~:~:~:~:~~~:~:~:~:~:~:~:~:~:~:~:~:~:~:~:~:] 
:-·-·--·-i>s·-·--·-·:H e noted l_ ___________________________________________________ b6 _____________________________________________ __:I am 

[ ________________ b6 _________________ !which has helped a bit with fatigue and the leg pain, but also seems to 
exacerbate pain. I'm currently! b6 ii am staying here until we get the 

•·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
rest of the results and can figure out a treatment plan. I will keep you updated and share 
records as they come in. 

Thanks for your help, 

<AA5709D6DEDF499487845A6EF648A70E.png> 

From: Safavi, Farin a z ( N I H/N INDS) [ E] [__ _____________ -----~~ ___________________ _l 
Sent: April 15, 20213:25 PM 

To: l_ ____________________________ -·-·-·-·-·-·-·-· b 6·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·_: 
Subject: Re: Vaccine adverse event 

Dear[_ ______ b6 _______ i 
My apologies for delayed respon d and sorry to hear t hat your symptoms have not improved. 
I think getting a full Rheum work up is impo rtant to make sure we are not missing any other 
inflammator y diseases that has been unmasked by vaccinat ion. 
If Rheum agrees that your symptoms can not be explained by any other diseases t hen we can attribute 
to an immune mefiated disease happens post vaccination. 
We currently think if no ot her disease explain t he symptoms, it can be due to antibody mediated process 
to subunits of spike protein. However, this is just hypo th et ical thought.In that case glucocorticoid may 
help . 

Can you by any chance send us your i b6 !we may be able to do some further staining. 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Please let me know,lf I can be any help. 
I wou ld be more than happy t o speak with your physicia ns and share our thoughts. 

RE L0000231317 



Best 

Farinaz 

<AA5709D6DEDF499487845A6EF648A70E.png> 
FromJ ~ : 

l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: Monday , April 12, 20214:34:22 AM 

To: Safavi, Farinaz (NIH/NI N DS) [E] :__ __________________ b6 -·-·--·-·--·-·--·-__! 
Subject: Re: Vaccine adverse event 

Hi Dr Safazi, 

I was meaning to email you today, unfortunately my! b6 !I will upload 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·..,. 

my report. 

I had been doing a bit better and had gone back to work. I had a bad stomach virus about 2 weeks ago 

and seemed to recover fine. Over the past week I started having severe fatigue. It got to the point on 

Thursday that I couldn't function at work. My husband had to come get me because I was so weak , they 

took me to his car in a wheelchair. 

I am having joint pain in my feet, left knee, hips and back. My legs feel tired and sore all the time as do 

my upper back and shoulders. I am trying to see rheumatology this week. If I walk around the house or 

get up for more than a few hours, I hit the wall of fatigue and have to go to bed . 

I think i _ m e_nt ion ed_ th at_ I_ had L..~.~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-b6·-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-! 
! b6 ! 

! ' L--·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·-·-·- ·-·-·- ·-·-·- ·-· -·- ·-·-·- ·-·-·- ·-·-·- ·-· -·- ·-·-·- ·-·-· . 

I suspect[::::::::~I::::::::Jbut will need labs done first. I am[~~~~~~~~~J(~~~~~~~~Jand quite concerned. I do have 
neuropathy but it is intermittent. I never had neuropathy before the vaccine . 

Any thoughts from you would be much appreciated. I'm definite quite concerned about my relapse. My 

: __ b6 ___ :isn't really bothering me much, but the profound fatigue and body pain is worse in many ways . 

Take care, 

Sent from my iPhone 

On Apr 11, 2021, at 10:59 PM, Safavi, Farinaz (NIH/NINOS) [Ew-·--·-·--·-·--·-·-bif·-·-·-·-·-·-·-·-·-·-·-·1 

wrote: 

Dear! b6 i 
·-•-•-•-•-•-•-•-•-•-•-•-•I 

Hope all is well and your sympto ms have recovered completely.I remeber you told me 
aboutr--·-----bif ________ iand wondering what was the results for! ______ b6 _____ ! 

l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' •·-·-·-·-·-·-·-·-·-·-·-·-) 

Really appreciate if you let me know . 

Thank you 

Farinaz 

RE L0000231317 



<F60D8295E91F48448F4B42FAE3845839 .png> 
From:l b6 : 

1-·-·-·-·-·-·- ·-·- ·-·-·- ·-·-·-·-·-·-·- ·-·- ·-·-·- ·-·-·-·-·-·-·- ·-·- ·-·-·- ·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-· . 
Sent: Friday, March 26, 202110 :44 :25 AM 
To: Safavi, Farinaz (NIH/NINOS) [E]l b6 i 

••-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•I 

Subject: Re: Vaccine adverse event 

Hi Farinaz, 

Thank you for the recommendation . I have already heard from your assistant. I 
appreciate the recommendations! 

Take care, 

l b6 l 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Sent from my iPhone 

On Mar 26, 2021, at 10:42 AM, Safavi, Farinaz (NIH/NINDS) [E] 
!__ ______________________ b6 _____________________ __:wrote: 

H n:::::::::::)(: ::::::::: : 
It was nice talking to you yesterday. Following our discussion, I was 
thinking I may check!_ ___________________ b6 _______________ Jto make sure we do 

not miss anything but of course I leave it to you and your providers. 

b6 
; 

' ; 
i--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 

Our research nurse is already aware and get back to you(if she has not 
already) for paperwork. 
Please let me know if I can be any help . 
Best 
Farinaz 

Farinaz Safavi MD, PhD 
Division of Neuroimmunology and Neurovirology 
NINOS, NIH, Bethesda , MD 

From:l b6 : 
L--·-•-·-·-·-·-·-·-•-·-•-·-·-•-·-·-·-·. 

Sent: Thursday, March 25, 2021 2:11 PM 
To: Safavi, Farinaz (NIH/N INOS) [El 
Subject: Re: Vaccine adverse event 

Okay wil try 

RE L0000231317 



Sent from my iPhone 

On Mar 25, 2021, at 2:04 PM, Safavi, Farinaz 
(NIH/NINOS) [Ell b6 iwrote : 

l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 

It seems that you can connect to teams.How about you 
leave and join again? 

Farinaz Safavi MD, PhD 
Division of Neuroimmunology and Neurovirology 
NINOS, NIH, Bethesda, MD 

From:! b6 ! 
i.--·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-' 

Sent: Wednesday , March 24, 20211 :37 PM 
To: Safavi, Farinaz (NIH/NINOS ) [E] 
Subject: Re: Vaccine adverse event 

Sounds great , thanks! I look forward to it 

Sent from my iPhone 

On Mar 24, 2021 , at 1:35 PM, Safavi, 
Farinaz (NIH/NINOS) [El 

[_ _____________ b6 ____________ i wrote : 

Lets meet at 2pm.l have another 
patient at 3pm. 
I can send you the link 

Farinaz Safavi MD, PhD 
Division of Neuroimmunology and 
Neurovirology 
NINOS, NIH, Bethesda, MD 

From:i b6 i 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

Sent: Wednesday , March 24, 20211:32 
PM 
To: Safavi, Farinaz (NIH/N INOS) [E] 
Subject: Re: Vaccine adverse event 

Hi there , if a later time is available (2:30 
onwards) that would be great. If not, I 

RE L0000231317 



will make 1:30 work. Please let me 
know. 

Thank you so much, I look forward to 
speaking with you. 

Thank you, 

i ! L_ ____________ b6 ____________ : 

Sent from my iPhone 

On Mar 24, 2021, at 
1:10 PM, Safavi, Farinaz 
(NIH/NINOS) [E] 

!-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-· 1 
> wrote: 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
Dear i b6 : 

i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

I am really sorry to hear 
about your symptoms 
and illness.I would be 
happy to speak with 
you and go through 
your course of disease 
and see how we can 
help. 
Can we talk tomorrow 
at 1:30pm ET? 
Please let me know. 
Farinaz 

Farinaz Safavi MD, PhD 
Division of 
Neuroimmunology and 
Neurovirology 

NINOS, NIH, Bethesda, 
MD 

From:! ___________ b6 __________ ! 
Sent: Tuesday, March 
23, 202110:20 PM 
To: Safavi, Farinaz 

(NIH/NINOS) (El 
Subject: Vaccine 
adverse event 

RE L0000231317 



> Hi Dr Safazi 

> 
> I got your info from a 
colleague who also has 
had issues since the 
covid vaccine. 

> 

,.> I _am _al... •.•.•.•.• b6·····•·-·___: 
[_ _____ -·-·-·-·-·-~~----·-·-·-·-·-·-·-ji n 
i b6 l I received the 
L-- ·-·- •- ·- ·- ·- ·- ·' 

Pfizer vaccine on 
i--·--ba-·-·--]and[ -·-· b6 ______ i 
Immediately after each 
vaccine I had flushing, 
tachycardia , mild ly 

elevated BP, and 
dizziness. It lasted 
about an hour the first 
time. The second time I 
anticipated the reaction 
and thought maybe the 
first time was due to 
anxiety. I had the 
fishing again and laid 
down to let the 
tachycardia settle. It 
lasted 20 min. I got up 
and left and then it 
started again much 
more severely while I 

was driving home . 

> 
> I felt achy and had 
brain fog for a few days 
after the 2nd shot. A 
few days later:.___ b6 __ ___i 

: b6 1 

! !1 am 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
not sure if I myself 
contracted it. Over the 
next 2 weeks I felt 
severely fatigued, brain 
fog , nausea, diarrhea. I 
then started having 
severe flushing and 
tachycardia episodes 
along with diarrhea. I 
had two severe 
episodes at work and 
was taken by 
ambulance to! b6 l 

l -- ·-·- ·- ·-•-· - ·-·--' 

REL0000231317 



My[ ___________ b6 _________ i 

b6 
' ; L _______________ _ 

> 
> I have seen cards and 
been diagnosed with 

b6 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
! b6 ;i was started 
'-·-·- ·-·-·-·- ·-·-·- ·-·-) 
on! b6 7 

1 • b6 j 
~ ..................... -·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-i 
L __ b6 ___ i I ended up taking 

l.-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·! 
[ ____ ~-~--jwhich helped 
reduced the flushing 
and tachycardia at rest . 

> 
> I continue to have 
intermittent 
neuropathy in my feet . 

i b6 ii 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
am awaiting results of 

b6 
; 
i._ •••••••••••• •••••••••••••••••••••••r ·-·-·- ·-·-·- · 

i b6 ii am 
L--·-·- ·-·-·- ·- . 

havingj b6 i 
tomor r

0

ow due to some ' 

facial numbness I have 
had. 

> 
> I had to takei b6 i 

'-·-·-·-·-·-·-·-·-·-·-·-' 
i b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
due to the severity of 
my symptoms.L_ ____ !>~ _____ j 

i b6 i °f'.,.,.,.,.,.,., b6 ,.,.,.,.,.,.,. ]but I . 

; still struggle withl_
0 

__ _ b6 _____ J 
i b6 i 
L -- ·•·• · • · •·• · • · •·• · • · •·• · - · •·• · • · •·• · • · •·• · • · •·• · - · •·• · • · • 

RE L0000231317 



neuropathy, fatigue, 

diarrhea , and other 

vague symptoms . 

> 
> I am hoping you can 

help me or shed light 
on this reaction. I am 

desperate to get my life 

back. 

> 
> Thank you for tak ing 

the time to read my 

email. 

> 
> Sincerely, 

> .. -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, . i 

b6 ! 

' i ' i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 
> 
> 
> Sent from my iPhone 

RE L0000231317 



From: 

Sent : 

To: 

CC: 

Subject: 

: b6 ! 
's/ 31/2022-1:14:35 PM _________ , 

Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Admin istrative Group 
(FYDI BOHF23SPDLT)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6L_ b6 __ i 
Marques, Adriana (NIH/ NIAID) [El [/o=Exchangelabs/ou=Exchange Administrat ive Group 
(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=014a2 le4bacf 454a8399589cba b58d3cL._ _____ b6 _______ _! 

Re: [EXTERNAL] NCT02435810, 150125, Inflammatory and Infectious Diseases of the Nervous System 

Hello Dr Avi, Dr Marque 
Thank you very much fo r your very kind response and recommendations to see Dr Marque. She looks to be a top expert in her field 
and I am hopeful she can help to solve some of these life changing health challenges the infections have caused. 
I look fo rward to her response and further direct ions? 
Sincerely 

r•-•- • -•-•- • -•-•- • -•-•- • -•-•- •~ 
i . 

i b6 
i..·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 

Sent from my iPhone 

On Aug 30, 2022, at 10:49 PM, Nath, Avindra (NIH/NINDS) [E]:_ __________________ b._~---·-·--·-·--·-__jwrote: 

Dear[ ____ b6 __ __.: 

Sorry to hear of you r illness. I have copied Dr. Marque who is an expert in tick borne illnesses to see if 

she might be able to help. 

Tick borne illnessess are out of my area of expertise . 

Best. 

Avi 

From:i b6 : 
l--·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-· • 

Date: Tuesday, August 30, 2022 at 7:59 PM 

To: Nath, Avindra (NIH/NI N DS) [E] !.__ _______________________ b6 ·-·--·-·--·-·--·-·--·i 
Subject: [EXTERNAL] NCT02435810, 150125, Infl ammatory and Infectious Diseases of the 
Nervous System 

Hello 

My name i g' __________ -~-~---·-_______ ] I am !__ ________________ b6 _____________ Jiving in th e[=~~==~-~s~~~==~~J area. 

I had seen the study underway on Inflammatory and Infectious disease of the nervous system. 

I have struggled with my health on and off for a number of years. Approximate ly 10 years ago I came 

down with a mystery illness that flattened me. So many st range symptoms all over and neu rological 

issues. After a number of years I was diagnosed withL_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-~~----·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-.! 
f b6 : I went under treatment for a number of years. 

'We had been Ii vi ng in . the[__ ______________________________________ -·-·-·-·-·-·-·-·b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· i went through 
a recovery program with! b6 · 

I had been very active voLI ~-~t~~~-i~g-~ith :_ ___________________________ - - -~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~] 
!_ ___ b6 ____ !Training my Golden Retriever to be a volunteer therapy dog (walk 2 plus miles day) Pilates and 

watching my grand children. 

I was bitten again by a tick about a year or two ago and started experiencing many strange symptoms 
a ain . i-·--·-·- ·-·-·-·-·-·-·-·-·-·-·-·bs-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·: In i b6 6f 2022 I had a severe reaction to a J&J Vaccine 

g '-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•""' L--·- ·- ·-·- ·-· -·-' ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·1 
Booster terrible vertigo , shortness of breath, heart pvc, fatigue,[ ___________ b6 _________ ___! balance issues, 

neurological over reaction to everything in your everyday life. I had seen many specialists had many 

tests. In March tested positive fori b6 i 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
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[ a I sol_-·~-~--~-~-b6··~-~-·~-~-·r·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-__iwith many long ha u I symptoms now 

I now am left with a severely over reactive nervous system , vertigo , balance, shaking , chills , over 

reactive lights, stores, people, extremely fatigued, severe headaches all over and base of neck, low 

grade fever on and off. Severe inflammation in body and brain. Alsol_ ___________________ b6 ___________________ __i 

l·-·-·-·-·-·-·-·-·-·-b6 ·-·-·-·-·-·-·-·-·-· j 
I h avei·-·--·-·--·-·--·-·--·-·--·-·--·-·--·-·-b6 ________________________________ i extensive testing at i ________ b6 _______ i last year was 

norm a I. I' rri___·--·-·--·-·--·-·--·-·--·-·--·-·--·-·--___________ b6 ____________________________________________ : No other major i 11 nesses 
or conditions. 

I have unfortunately had to give up most of the things I love doing because I'm so ill. 

I believe these numbe r of! b6 !and long Covid may make me a 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

possible candidate for your study due to the enormous neurological problems they have caused. 

Sincerely, 
. ! 

, b6 , 
' ' i..·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-.i 

Sent from my iPhone 

CAUTION: This email originated from outside of the organization. Do not click links or open attachments 

unless you recognize the sender and are confident the content is safe. 
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From: 

Sent : 
To: 

Subject: 

Dr. Nath, 

! b6 : 
0 5 / 6/20 il 2: 29 :4i PM -·-·--·-·--·-·--·-·--·-·--·-·--·-·--·. 

Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Admin istrative Group 
(FYDIBOHF23SPDLT)/cn=Recipients/cn=b81ca0519 50b4d458d74037a6a86ead6[ b6 i 

·-·-·- ·-·-·- ·-•-•J 
Re: Novel anti -neuronal antibodies 

Sorry to bombard you with information. I came across a review article that may shed some light on the pathophysiology 
of COVID, it's connection to "long hauling" and potentially to vaccine reactions . I have speculated that the common 
thing with each was the spike protein . Science is discovering that the free spike protein is pathogenic by itself. 

Please review the attached article . Potential treatments could include a class of drugs already FDA approved, the 
angiotensin receptor blockers (ARBs) several clinical trials are listed , proposing ARBs as treatments for acute Covid. 

Respectfully , 

i ' [. _________________ b6 ________________ : 

On May 5, 2021, at 8:43 PM, Nath, Avindra (NIH/NINOS) [E] ! b6 iwrote: 
~---·-·- ·-· -·- ·- ·-·- ·- ·-· -· - ·-·- ·- ·-·- ·- ·-·- ·- ·-·- •4 

Sorry, for not getting back to you. Let me look into it further and then get back to you. 
Avi 

From:[ __________________________________ b6 ________________________________________ i 
Date: Wednesday, May 5, 2021 at 12:08 PM 
To: Nath, Avindra (NIH/NI N DS} [E]L ____________________ b6 ____________________ i 
Subject: Novel ant i-neuronal antibodies 

Dr. Nath, 

[·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 
[ _______________________________________________________ b6 __________________________________________________ j The attached pre-print shows 

evidence of novel antineuronal antibodies from COVID. This patient responded favorably to IVIG. 

r---·tiif·--1 remains symptomatic, now i-----·--b6 _______ 1 Most of her testing hasi-·-·-·-- ·-·-- ·-- ·-·-- ·-b"if·-·--·-- ·-·-- ·-·-·--·1 
'-·-·- ·-·-·-·-·-·- '·-·-·-·-·-·-·-·-·-·-·-·-·-•4 '- ·-·-·-·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
: b6 !Her care teams are attempting to treat symptoms, with no response. 
i.--·- ·- ·- ·- ·- ·- ·- ·- ·- ·- ·-·- ·- ·-·- ·- ·- ·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-' 

Your thoughts on this? Any updates fromi b6 : 
L..-- ·-·-·- ·-·-·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-· 

Thanks, 
! b6 : 
L--·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-· . 

https ://www .biologicalpsychiatryjournal.com/action/showPdf?pii=S0006 -3223%2821%2901215 -4 
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From: 

Sent: 
To: 

Subject: 

l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! 
5/6/20212:30:20 PM 
Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 
(FYDIBOHF23SPDLT)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6l b6 i 
Re: !-·-·-·--·-·--·--·-·--·-·-b6·-·--·--·---·--·--·-·-: '·--·-·--·-·--·· 

Attachments : ACE2-Spike .pdf 

Failed to attach. 

On May 5, 2021, at 8:43 PM, Nath, Avindra (NIH/NINOS) [E]!_ ______________ b6 _______________ :wrote: 

Sorry, for not getting back to you. Let me look into it further and then get back to you. 
Avi 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 
From:i b6 ; 

··-·-·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-J 

Date: Wednesday, May 5, 2021 at 12:08 PM 
To: Nath, Avindra (NIH/NINOS) [E] i b6 : 

l-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Subject: Novel anti-neuronal antibodies 

Dr. Nath, 

:--·--bii--·-·:remains symptomatic, nowi b6 i Most of her testing has r--·-·--·-·--·-·--·-·-bii--·-·--·-·--·-·--·-·-: 
L--·-·-·-·-·-·-·-·.;; L--·-·-·-·-·-·-·-·-·-·-·-·-·-) L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·,. 

i b6 J Her care teams are attempting to treat symptoms, with no response. 
L --·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·-· -·- ·- ·-·- ·- ·-·- ·- ·-·- ·-· -·-·- ·-·-·- · . 

Your thoughts on this? Any updates from[·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 _____________________________ : 

Thanks, 

l b6 : 
·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

https://www.biologicalpsychiatryjournal.com/action/showPdf?pii=S0006-3223%2821%2901215-4 
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Abstract 

COVID- 19 is an infectious disease caused by the SARS-CoV-2 virus that can affect lung physiology encompa ssing a 
wide spectrum of severit ies, ranging from asympt omatic and mild symptom s to severe and fatal cases; the latt er 
including massive neutroph il infi ltration, stroke and mult iple organ failure. Despite many rec:ents find incJs, a clear 
mechanistic: description underlying sympto mato logy is lacking 
In th is article, we thoroughly review the available data involving risk factors, age, gender, comorbiditi es, sympt oms 
of disease, cellular and molecular mechanisms and the details beh ind host/p athogen ir1teraction that hints at the 
existence of different pathophysiological mechanisms of disease. There is clear· evidence that, by target ing the 
angioten sin-convertir1g enzyme II (ACE2) --its natura l receptor--, S/\RS-CoV 2 w ould mainly affect the renin ­
an~1ioten sin-aldoste rone system U~M ,S), w hose imbalance tri~19ers diverse symptomato logy-associated patholo gical 
processes. Dow nstream actms of the RAAS cascade are identified, and their interaction w ith risk factors and 
comorb idities are pr·esented, rational izir1g why a specific subgroup of individuals that present already lower· 1\CE2 
levels is part icularly more suscept ible to severe forms of d isease. Finally, the notion of endoty pe discovery in the 
cont ext of COVID-19 is introduced. 
We hypoth esize that COVID-19, and its associated spectrum of severit ies, is an umbre lla term covering different 
pathoph ysiologic:al mechanisms (endoty pes). This appmach should dramatically accelerate our understand ing and 
treatment of disease(s), enabling furt her d iscovery of pathoph ysiologic:al mechanisms and leading to 
the identifi cation of specific: group s of pat ients that may benefit fro m personalized treatments. 

Keywords: SARS-CoV-2, COVID-19, Pathoph ysiology, RAAS, Flisk factor s, Cornorbiditie s, Endotypes 

Introduction 
The recently described SARS-Co V -2 virus is the latest 
addition into the group of pathogenic human corona­
viruses (HCoV). The Coronavirinae subfamily encom­
passes four different genera: alpha , beta, gam1na and 
deltacoronavirus. The genetic and serologic groups aifa­
and betacoronav irus includes pathogens that mainly infect 
mammals (except pigs) [l ]. The normally circulating 229E 
and NL63 are alphacoronaviruses whereas OC43 and 
HKUl are betacoronaviru ses. During the last twenty years, 
three additional HCoVs from zoonotic origin have sur­
faced: SARS-CoV, MERS-Co\/ and SARS-CoV-2,all 

* Correspondence: daivarezpagg i@infant.org.ar 
11NFANT Fou ndat lo n, Buenos Aires, Argent ina 
2CONICET, Buenos Aires, Arge nt ina 
Fu ll iist of author informatio n is avaiiab le at the end of t he artlcle 

belonging to the betacoronavirus genus. While the usual 
HCoV are normally associated with common cold symp­
toms, these last pathogens may elicit infections that range 
from asymptomatic carrier to severe pneumonia, leading 
to acute respiratory distress syndrome (ARDS). A com­
mon feature of SARS-CoV and SARS-CoV-2 is that viral 
attachment occurs via interaction of the viral spike (S) 
protein -which is primed by the Transmembrane Serine 
Protease 2 (TMPRSS2)----- to the host angiotensin­
converting enzyme 2 (ACE2), allowing viral entry [2, 3]. 
Interestingly, this feature is shared with the NL63 HCoV, 
while the other HCo\/s employ different receptors such as 
dipeptidyl peptidase 4 and ami11opeptidase N [4]. The SI 
ACE2 i11teraction gives place to a cross-talk point between 
viral infection and the renin-angiotensin -aldosterone 

BMC 1:;l The f',uthor(s). 2020 Open Access This article is licensed uncjE•r a Creative Commons Att ribution 4.0 International License, 
which perrnits use, sharing, adaptation, distribution and rE:production in any medium or forr:1at, as long ii S you give 
appropriate credit to thE: od~;inal author(s) and the source, pmvide a link to the Creative Cornrnons licence, and indicatf' if 
changes were rnade. n-,e images or other third party material in this article are included in the article's Creative Commons 
licence, unless indicated otherwise in a credit line to the material. If material is not included in the article's Creative Commons 
licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will need to obtain 
permission directly from the copyright holder. To view a copy of this licence, visit http://creativecomrnons.org/ licenses/by/4.0/ . 
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system (RA.AS), and there is mounting evidence th at this 
interplay may crucially affect disease severity (see below). 

SARS-Co V-2 causes COVID-19, a disease that pre­
sents a wide range of clinical manifestations, from 
asympto mati c to severe ARDS and may resul t fatal due 
to respiratory insufficiency, stroke , thro mb otic complica­
tions [5] and, finally, multi organic failur e [6]. Although 
an accurate mechanistic description is lacking, it is pro­
posed that an uncontrolle d and excessive release of pro ­
inflammato ry cytokines (called "cytokine storm") may 
cause some of the symptoms, including shock and tissue 
dam age, and massive neutrophil infiltr ation [7]. Current 
consens us is th at older people, irnmunocomprom ised or 
patients with significant underly ing conditions and co­
mor bidities such as diabete s and hypertension are more 
likely to experience severe COVID -19 symptoms [8]. 

Assessment of the mechanisms underly ing SARS­
Co V-2-induced disease and severity has focused mainly 
on the immunopathological features (7, 9, 10], and have 
resulted in some unexpected find ings: th e unus ual sero­
conversion processes involving IgM and IgG tite rs 
among infected patients [11], the age-depe ndent cyto­
kine storm-i ndu ced redu ction and functional exhaustio n 
of CD4' and CDS+ T cells ------both critical to eliminate 
virus-infec ted cells and for achieving successfu l recovery 
(12]-, and the possible link between severity and gen­
etic var iations in chemokine receptors and blood group 
loci [13], among others . The se findings clearly hint at 
the existence of distinct pathophysiological bases of dis­
ease in COVI D-19. In addition, other actors have been 
identified or proposed, such as endocrine and metabolic 
pathways [14] and the role of infected endothelial cells 
(15) in disease severity. However, a com prehensive and 
cohesive evaluation of these factors is lacking. In the fol­
lowing sections, we pres ent a detailed review attempt ing 
to ident ify molecular bases of disease severity based on 
the specifics of hos t/pathoge n interplay, with an em­
phas is on the endocrine-imm une interactions involved. 
Finally, we specu late that COVID-19 is actually an um ­
bre lla term that includes several pathophysiological 
mechan isms, known as endotypes, originated in the 
indiv idual-specific: host/pa thoge n interact ions, which 
simult aneously depend on the functional status of the 
RAAS. 

The entry point of SARS-CoV-2: ACE2 and TMPRSS2 
ACE2 is a centra l component of the RAAS 

The coronavi ruses SARS-CoV, SARS-CoV-2 and NL63-
CoV rely on binding of their S protein to ACE2 (2, 16] 
for attach m ent and cell entry, being able to infect many 
of the organs wher e it is expresse d [17---19]. Human 
ACE2 is a transmembrane enzyme that contains differ­
ent functional domains: a C-terminal anchoring region, 
a N-terminal signal peptide region , and an extracellular 
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HEXXH zinc-binding metalloprot ease domain [20-22 ). 
ACE2 is a membe r of the RAAS, that involves a var­
iety of hormo nes and enzymatic: reactions whose pri ­
mary role cons ists of regulating the homeostasis of 
the cardiovascular and ren al systems [23, 24], playing 
also a critical function in inflammatory respo nse [25]. 
This system consists of two ma in axes: th e classic 
angiotens in-converting enzyme (ACE)-ang iotens in II­
ATl receptor, and th e ACE2-an giotensin-(l-- -7)-Mas 
receptor axis, tha t was discove red rather recently 
(Fig. l). 

Both ACE and ACE2 are found in the cytoplasmic: 
membrane of arterial and veno us endot helial cells, and 
art erial smooth mus c:le cells [26, 27]. ACE2 is expressed 
in several organs such as the heart , kidney , lung and tes ­
tes, among others [17, 19). In part icular, it is present in 
human nasal epitheliu m, alveolar and small intestinal 
cells [28). ACE and ACE2 have been largely studied as 
pivotal members of the RAAS. As shown in Fig. 1, they 
play antagonistic roles by processing the ren in-cleaved 
decape pt ide angiotensin both competiti vely or in an al­
ternat e fashion. The main role of ACE2 is countering 
ACE activity by reducing angiotensin 2 (Angll) -a po­
tent vasopressor an d sodium -and -water retaini ng octa­
peptide- bioavailability and increasing angiotensin-( 1-
7) (Ang-(1- 7)) formation -a vasodilator and diuretic 
peptide----, although alternative catalytic pathways exist 
[29-31] . In this context, an imbalance in ACE2/Ang-(l-
7) and ACE/Angll axes may be critical in the develop­
ment of cardiovascular diseases [32). Activation of the 
ACE-mediated classic axis leads to deleter ious effects: 
vasoconstriction, fibrosis, migrat ion , fluid retention, 
thrombosis and inflamma tion; on the other hand, the 
ACE2-centered via exerts protective vasodilation, and an ­
tithrombotic , ant iarrhy thmic and anti- inflammatory ac­
tions (33, 34]. 

S induces downregulation of ACE2 after complex 

formation 

The extracellu lar domain of ACE2 can be cleaved from 
the tra nsm embr ane domain by at least two different en ­
zymes, ADAM metallopeptidase domain 17(ADAM17) 
and TM PRSS2, and the resulti ng soluble protein is re­
leased into the bloodstrea m and ultimately excreted into 
urine [3, 35). TM PRSS2 is a type II transmembrane 
serine protease expressed in the airway epithe lial cells 
and several tissues. It partic ipates not only in SARS­
Co V-2 infection, but is also requ ired by other respiratory 
viruses such as human influenza and metapneumo­
viruses [36, 37). TMPRSS2 increases the infective cap­
acity of both NL63 S- and SARS CoV S- pseudotyped 
HIV as well as auth entic: SARS-CoV and SARS-CoV-2, 
even in cells with low levels of ACE2 expression, indu­
cing ACE2 shed ding and thereby loss of its physiological 

RE L0000231777 .0001 



Goldin et al. Translational Medicine Communications (2020) 5:15 

A 

in~ct!vn 
fragme r.ts 

B 

RAAS physiology 

AngiotenslriO.Jer. 

~ 

RAAS imbalance 

Angiotens1n,J>acr. 

~ 

rec~ ptor 

.!J 
Hyp,e-nt~nsor .._:end pro­
lnf:ammGto ry eff -ects-

HypentM sor and pro - inflamm atory 
effects 

SARS-C:oV,2 - RAAS Interaction 

$-
Vas~di:a1or an,:::l l3n1i• 
inflammatory Q(;fion 

Vlrai entry 

rnc0ptor • Viral entry Vasod ilafor and ar;H~ 
inft3mmatory 3c1km 

Page 3 of 12 

Fig. 1 a Key pivot al mod u!ating and antago nistic roles of AO: and ACE2 in tc1e R,\ AS, and SARS--Cov-2 bi r1d,ng to ACE2 and TMPRSS;!. ACE 

catalyzes the co nversion of Ang, into Ang li. thereby ind ucing hypertensive and pro- inflammatory eff ects, w hi!e ACE2 med iates the fo rmation of 

angiotens in-(1- 9) fro rn /\ ngl. ACE2 also co un ters ACE activity by reducing Ang il bioavailabi!ity and increasing Ang- (1--7) for mat ion, which acts as a 

vasoc1ilator and exerts an iinflarnrrn tory act,v ities trir oug h Mas recep to rs. SARS-CoV-2 interacts and down reg uiates ACE-2. b In thi s co ntext, an 

irn baiance in ACE2/.Ang-(1- 7) and ACE/Angl! axes w ould be G iticai in the developrne'lt of severe COVID-19 symptomato logy 

function [2, 37-39] (Fig. 1). The role of TMPRSS2 enab­
ling viral entry would consist of: i) ACE2 cleavage, pro­
moting viral uptake, and ii) S cleavage in two distinct 
sites, allowing viral fusion to a host membrane [3, 37, 
4-0], In th e case of SARS-CoV, both mechan isms are in­
dependent since ACE2 processing by TMPRSS2 is ne­
cessary to incr ease SARS-CoV S-driven entry but is 
dispensable for SARS-CoV S activation [3]. In additio n , 
SARS-Co V S and, to a lesser extent, NL63-Co V S can 
also induce ADAM-17 dependent cleavage of ACE2 in vi­
tro [38, 39]. 

The interaction energies of different CoV S proteins 
with ACE2 have been shown to follow a NL63-Co V < < 
SARS-CoV < SARS-CoV-2 [41, 4,2] order due to overlap­
ping but not identical binding interfaces and amino acid 
variations in the S prot ein among the different viruses 
[42, 43], Inte restingly, altho ugh the interactio n energy 
bel:\veen SARS-CoV-2 receptor bindi ng domain (RBD) 
and ACE2 is higher than that observed for SARS-CoV 
RBD, SARS-CoV-2 RBD is less accessible, resulting in 
similar apparent binding affinities [44]. The interplay be­
tween S and ACE2 complex formation and the 
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activation of host proteases suggests th at although the 
viral entry mechanisms are similar between NL63-CoV, 
SARS-CoV and SARS-CoV-2, ACE2 downregulation 
levels might correlate with the binding affinities involved 
in complex formation, which may play a key part in 
COVID-19 symptomatology. 

SARS-CoV-2-induced RAAS imbalance results in 
inflammation and other severe COVID-19 
symptoms 
The role of unbalanced RAAS as a central player in 
ARDS and acute lung injury is nowadays well established 
[45]. ACE-generated Angil triggers inflammatory pro­
cesses, stimulating proliferation of mononuclear cells 
and regula ting the recruitment of proinflammatory cells 
(by expressing vascular permeability factors and adhe­
sion molecules, among others) [ 46], rendering the 
AngII-degrading ACE2 as an essential actor for homeo­
stasis. ACE2-deficient animal s are significantly more sus­
ceptible to severe pulmonary damage in the context of 
SARS coronavirus, Influenza H7N9 virus or bacteria in­
fections, as well as LPS inhalation [4,7-50]. These facts 
hint at a counterintuitive role of ACE2 expression levels 
in determining the severity of SARS-CoV-2 infection: al­
though SARS-CoV-2 entry is dependent on ACE2, it is 
established that lower levels of this molecule can cause 
exacerbated inflammation , at least to some extent. In 
mice, during lung infection the initial reduction of pul­
monary ACE2 is crucial for recruiting the inflammatory 
neutrop hils to combat the infection, and the subsequent 
recovery of pulmonary ACE2 is critical to prohibit ex­
uberant neutrophil accumulation. It was found that 
ACE2 modulated neutrophil infiltration through IL-17-
mediated ST AT3 signaling, which also recruits factors 
from the inflamed microenvironment [48]. Confounding 
factors that either prevent the ACE2 dynamics from 
occurring or disrupt it are detrim ental to the host, 
resulting in either compromised host defense capabil­
ity or heightened inflammatory lung diseases [48]. 
Evidence shows that SARS-CoV S protein, which is 
not infective, exerts proinflammatory effects: intraperi­
toneally inoculation with recombinant SARS-Co V S 
worsens the severity of acid asp ira tion -ind uced acute 
lung injury in wild-type mice [47], increasing Angil 
levels in the lungs. Furthermore, when AngII receptor 
type 1 (ATlR) was blocked, acute lung injury in S­
treated mice was attenuated [47]. Complement system 
also plays a role: infection of C3 deficient mice with 
mouse-adapted SARS-CoV exhibited less respiratory 
dysfunction and fewer neutrophHs, inflammatory 
monocytes and lower cytokine levels in lungs than 
wild-type mice [51]. 

Endothelial cells continuously express ACE2, consti­
tu ting an optimal infection target for SARS-CoV and 
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SARS-Co V-2 [52, 53]. This allows infection spreading 
and affect-; the RAAS ecosystem of each organ, and en ­
tails direct injury in the endothelium leading to endothe ­
liitis (53], higher vascular permeability and hemostatic 
dysfunction [54]. In addition, such constitutive expres­
sion would explain the significant thrombotic disorders 
recently reported in the autopsies of COVID-19 patients 
[55]. In addition , many of the observed severe symptoms 
or causes of death are represented over different organs. 
The major complications observed are ARDS [56-60], 
acute cardiac injury [56, 58, 60], heart failure [56, 61], 
shock [56, 58, 60], acute kidney injury [56, 58- 60], hyp ­
oxic encephalopathy [56], lymphopenia [60] and acute 
pulmonary embolism [62], which could all be at least 
partially ascribed to disbalancing of the RAAS. 

Recent studies have shown a high incidence of neuro­
logical symptoms in COVID- 19 cases. Although most of 
them are minor (like headache, nausea, and a loss of sense 
of smell and taste), more complicated symptomatology, 
such as convulsions, stroke and thrombotic complications 
have been also reported (63-65]. There is a strong possi­
bility that these complications arise, at least in part, from 
downreg ulation of ACE2. It is now heavily documented 
that one of the important effects of ACE2 / Ang-(1--· 7)/mas 
receptor axis is on the brain and cerebral blood vessels 
[66], exert ing protection against stroke [67] and there is 
evidence supporting the overall concept that the aging in­
creases the sucseptivility of the cerebrovasculature to the 
effects of RAAS disbalance [68]. 

Taking into account the results obtained in mice 
models and SARS-CoV, and its similarities with SARS­
CoV-2, there is strong evidence that differences in ex­
pression levels of ACE2 in the context of SARS-CoV-2 
infection may constitute a molecular basis of exacer­
bated inflammation (Fig. 2). This is further supported by 
the observation that patients with severe COVID-19 
show an increase in neutrophil count and in the 
neutroph.il-to lymphocyte ratio and elevated levels of 
proinflammatory cytokines [7], consistent with in vivo 
results of neutrophil infiltration after ACE2 downregula­
tion [48]. Moreover, a correlation between the ratio of 
pro- and anti- inflammatory cytokine concentrations and 
symptom severity has been observed [69]. It can be spec ­
ulated that only a few cases of HCoV-NL63-
induced severe cases have been reported due to the 
lower SJ ACE2 comp lex affinity that results in milder 
dysregulation of ACE2 levels. However, patients with a 
subgenotype of HCoV-NL63 were hosp italized with se­
vere lower tract infection in 2018. That subgenotype 
presented one mutation in its RBD that enhances viral 
entry into host cells, hinting at ACE2 downregulation 
underlying the severe symptomatology [70]. Further­
more, another few cases of HCoV-NL63-positive pa­
tients (82 yo median age) emerged , showing distress 
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ACE2 expression levels and pathophisiology of disease 

Fig. 2 The effec t cf ACE2 express:o n levels en COVID- I9 d :sease and severity. Age, gene tics, and d ifferent comor bid,ties affect the pre-irifection 

ACE2 expression ieveis in a subset of ind ivid uais (left ), rende ring them suscept ible to severe forms of disease. Du,,ng infect ion (right), upo n 

interact ion of SARS-CcV-2 S prote in w ith ACE2 and TMPRSS2, ACE2 ieveis are do w meq ulated . Those ,nd ividu als w,t h !ow pre-infect ion ACE2 leve ls 

reach a threshoid crit ical vaiue co rrespond in;J to the onset of severe syrnptomatho log ies due to RAAS irnbaiance 

syndrome, with symptoms including pneumonia, mul­
tiple organ failure and death, although the subgenotype 
is unknown [71, 72]. 

Crucially, the RAA.S presents a complex interplay with 
cyclooxygenase-2 (COX-2 [73, 741) which is rapidly in­
ducible in several cell types in response to growth fac­
tors, cytokines, and pro- inflammatory molecules . It is 
largely responsib le for the onset of inflammation, partici­
pating in the synthesis of proinflammatory prostaglan­
dins and triggers production of other proinflammatory 
chemokines and cytokines , and playing a role in hyper­
tensio n [75]. Int erestingly, while inh ibitio n of COX -2 ex­
pression exerts a suppressive effect on lung 
inflammat ion [76], it has been shown that both S and 
the nucleoprotei n (N) of SARS-CoV upregulate COX-2 
[77] through different molecular mechanisms. Consider­
ing the high identity sequence of S and N proteins be­
tween both viruses (75 and 90%, respect ively [78]), 
SARS-CoV-2 may also elicit upregulation of COX-2, fur­
ther exacerbating inflammatio n. 

Finally, ACE genotypes may affect the SARS-CoV-2/ 
RAAS interp lay. A critical ACE polymorphism cons ists 
of the presence (insertion , I) or absence (deletion, D) of 
a 287-bp Alu sequence in intron 16 [79], being the Da l­
lele associated with increased activity [80]. Intensive unit 
care patients bearing the D allele or DD genotype are 
more susceptible not only to develop ARDS, but also to 

present a less favourable outcome [81], with a higher 
risk of mechanical ventilation [82-84]. Interestingly , the 
D allele was in a higher frequency in those patients who 
developed the most severe symptoms of SARS-CoV in­
fection [82]. In addition, a recent analysis of the preva­
lence of ACE (I/D ) genotype in different countries 
showed that as the 1/D allele frequency ratio increases, 
the COVID -19 recovery rat e in each count ry also in ­
creases [85]. 

Pathophysiological contributions of COVID-19 risk 
factors 
Hypertension and diabetes 

Despite the large number of SARS-CoV-2 positive pa­
tients, understanding COVlD-19 pathogenesis remains 
elusive. Available reports indicate that the most frequent 
comorbidity in severe COVID-19 is hyperten sion, 
followed by diabetes and coronary heart disease [86]. Re­
ports on the clinical characte ristics of patients with 
COVID-19 show that 2.5 to 14.5% of SARS-CoV-2 posi­
tive patients presen t cardiovascular diseases, 12,8 to 
56.6% of patients present hypertens ion and 5.3 to 33.8% 
patients have diabetes [87]. 

Ang -(1-7) has multiple beneficial cardiovascular ef­
fects: protection against heart failure, natriuretic and an­
tithrombotic , among others [88]. In a mice model of ang 
II-dependent hypertens ion, blood pressures were higher 
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in the ACE2 -deficient mice than in wild-type specimens 
[89]. ACE2 expression in heart is also necessary for 
structural and functional regul ation . After a myocardial 
in farct ion , ACE2-deficient mice presented an enhan ced 
suscept ibility to a second event, with increased mortality, 
infarct expansion and adverse ventricular remodeling. 
Loss of ACE2 also led to increased neutro phil infiltration 
in the infarct and peri infarct regions , resulting in upreg­
ulatio n of inflammatory cytokines [90]. 

The kidney is highly sensitive to RAAS perturbation. 
Several stud ies demonstra ted an increased activity of this 
system involved in the development and progr ession of 
diabetic renal damage [91]. ln mice models of either type 
1 and type 2 diabetes mellitus , ACE2 expression is ele­
vated in early stages of diabetic nephropathy while de­
creasing in the late phase of the disease, suggesting that 
ACE2 may part icipate in a compensatory mechanism in 
the diabetic kidney prior to illness onset [92]. Moreover, 
in a murine model of diabeti c nephropathy, recombinant 
ACE2 admin istra tion improv es kidney function and 
structure [93]. In agreement with thes e results, it was 
shown that ACE2 expression is decreased in the tub ules 
in human diabet ic nephropa thy [94]. The imb alance of 
the RAAS system in favor of Angil in the cont ext of dia­
betes resu lts in a more severe kidney damage in males 
than in females, which is even increased if ACE2 is 
downreg ulated [95, 96]. 

Age 
Age is a major factor affecting the severity of COVID-19 
disease , corr elating with both suscept ibility to infection 
and manifestation of clinical symptoms . Therefore, inci­
dence of clinical cases in countri es with younger popula­
tions is expected to be lower than older populatio n 
countries, despit e the prevalence of other comorbidities 
[97). It has been propos ed that ATlR-mediated signaling 
is involved in th e aging process per se by promoting sev­
eral age-related patholog ies, such as cardiovascular dis­
eases, diabetes, chro nic kidney failure, demen t ia, 
osteoporos is and even cancer [98, 99]. lncreased AngII 
bioavailabil ity due to reduce d catabolism may result in 
overactivat ion of these receptors. In line with this, sev­
eral authors have observed that ACE2 expression levels 
are reduced with age [26, 100, 101]. 

ACE and ACE2 exert catalytic effects on severa l pro­
teins beyond the RAAS. This apparent promiscuity con­
fers these enzymes eno ugh plasticity to reach the same 
physiological effects through alternativ e pathways, 
thereby prod ucing quicke r, more intense and coor di­
nated respo nses. Thus, age-re lated alteration in th e 
ACE/ ACE2 activity does not only affect the physiology 
of the RA.AS, but also another particular system in 
which both proteins have a prominen t role: the 
kinino gen -kinin-kallikre in (KKK). As shown in Fig. 3a, 
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ACE has been demonstrated to be one of the primary 
proteases responsibl e for the hydrolysis of the kinin 
bradykinin and, to a lesser extent , its derivative des­
Arg9 -bradykinin. It is worth remark ing that ACE is con­
sidered first a kinin ase, being known as kinina se II [102], 
and then an angiotensinase, due to its »SO-fold higher 
affinity for bradyki nin with respect to AngJ (11). Jn fact, 
the cough presented by some patient<; treated with ACE 
inhibi tors has been attributed to th e blockade of the 
bradykinin metabo lism [103]. ACE2, on th e other hand, 
degrades des-Arg9 -bradykinin but no other forms of 
bradykinin (4). There are two types of kinin receptors: 
BRl, selectively sensit ive to kinins lacking the C­
terminal Arg residue like des-Arg9-bradykinin; and BR2, 
optimally stimulated by the full sequen ce of bradykinin. 
While BR2 is constitutive and widely expressed in differ­
ent tissues and mediates vasodilator and anti­
inflamm atory effects, the gene enco ding BRl is regulated 
by a promote r region with binding sites for trans cription 
factors such as the activator protein-1 and the nuclear 
factor kappa B (NFkB), which are up-r egulated during 
inflammation [104]. By acting on BRl receptors, des­
Arg9 -bradykinin induces vasocontraction and pro­
inflammatory action s [104]. Thus, SARS-CoV-2 infection 
would favor the overactivation of the BRl with deleteri ­
ous effects in th e affected tissue (Fig. 3b). In agreement 
with this, rece nt works point out to des-Arg 9 -bradykinin 
as a key med iator of lung injury caused by LPS [104, 
105]. By employi ng ACE2-deficient mice, Sodhi and col­
laborato rs found th at this enzyme is crucial in counter­
acting such mech anism giving its ability to inactivate 
des-Arg 9-bradyk inin , and thus th e BRl signaling [105]. 
Moreover , these authors repo rted that LPS-media ted in­
flammation downregulated ACE2 bioavailability by a 
NFkB-involved mechanism. Of not e, AngII induces 
NFkB express ion through ATlR [4-5]. 

Aging does not only affect the KKK system through 
the ACE/ ACE2 balance, but also directly altering th e 
pharm acology of BRl and BR2. It has been observed tha t 
although the serum levels of kinins increas e with age, 
the responsive ness of target cells is limited or altered 
[106]. In this respect, bradykinin- induced vasorelaxation 
is actually affected by the BR1/BR2 ratio in the vascula­
ture [107]. In older subjects, the den sity of BR2 is re­
duced whereas that of pro-inflammatory BRl seems to 
be elevated, the reby changing the balance towards a 
vasoconstrictor response [108] that could result more 
deleterio us in the context of SARS-CoV-2 infect ion. 
Most tellingly, both aging and kinins up-r egulate the ex­
pression of pro- inflammatory COX-2 in several tissues 
[109---111). 

In summary, the aging-re lated re-ada pt ation of the 
RAAS, KKK and COX-2 pathways may put older people 
in a new equilibr ium situatio n much more sensit ive to 
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Fig. 3 a 1\ctim1 of ACE and ACE2 enzymes ir1 the K;, K system. ACE degrades bradykinin, a vasodi'ato r pept ide acting rnair, ly throug h flR2 
receptors. This kir1in can be also c.ccwe,ted by b 1inase ; icito des--Arg9-bradyk inin, wh ich promotes vasornns tr ict ion and p,o-i11flarnmatory effects 
upo r, interact io n w ith BRI receptors. ACE2 participates in the degradation of des-Arg9-brady kinin, a process eventualy inh ibited by SARS-CoV-2-

induced ACE2 dow megu lafon . b SARS-CoV-2-rned iated im balance in the KKI< system wi th predo minant pro-inflammator y effect of des-Arg9-

bradykinin. c ,\ge -related variations in the RAAS, KKK system and COX-2 and ACE D !sofo rrn as enhancers of the suscept ibility of older· ad ults to 
present severe COVID-19 symptom s 

m inor fluctuat ions and with a limited margin of re­
sponse, rend ering them more suscept ible to inflamma­
tory proc esses. These mechanisms and the ACE isoform 
D are summarized in Fig. 3c as crucial factors incr easing 
COVID-19 severity. 

Conclusions: towards endotypification of COVID-19 
\life are experiencing the first global pand emic since the 
dawn of precision med icine: an approach that leaves out 
a "one-drug-fi ts-all" model, in favor of customization of 

healthcare. In this context, ident ifying different endo ­
types -su btypes of a con dition with different underly ing 
path ophysiological mec hanisms- should become centra l 
for clinical resea rch because it helps to rationalize ex­
periment al resu lts and enhances reproducibil ity: hetero­
geneous groups of patients consisting of varying 
unid entified end otypes are prone to obfuscate statistical 
analysis of clinical trials for potentia l vaccine candidates 
and therapeutic tr eatments and hinder th e ident ification 
of different factors that modulate disease severity, among 
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others. Endotype discovery has been particularly success­
ful in the treatm ent of other respiratory illnesses, such 
as asthma [112] and bronchiolitis [113, 114] usually 
combining trajectory analysis of meaningful variables 
along time, cytokine profiles and multi-omics analysis. 
\'ve speculate there is mounting evidence showing that 
COVID-19, with its associated degrees of severity and 
heterog eneous symptomato logy, is actually an umbrella 
term that may include several endotypes (Fig. 4,). The 
available data about age, gender, genotyp es, polymor­
phisms, comorbidities and symptoms of disease points 
to the existence of different endotypes , with a probable 
central role of the RAAS involved in severe cases . Most 
SARS-CoV-2 cases are asymptomatic, with reports ran­
ging between 50 to 70% of tota l cases [103]. The 
rema ining occurrences are further split between mild, 
presenting cold- like symptoms , and severe cases. Con­
sidering the current lack of absolute numbers regard ing 
total infect ions, it is likely that the percentages of severe 
cases are overestimated, and these may be further subdi­
vided between i) th ose with other under lying factors, ii) 
oth ers that are aggravated by comorbidities, and iii) 
those that are specifically affected by imbalance of the 
RAAS throughout the infection proc ess. We hypothesize 
that there is a strong possibility that this particular sub­
set of individm1ls are thrown off-balance by SARS-CoV-
2 infection, constituting a distinctive endotype. For these 

Clinical 

Endotypes 

Fig. 4 COVID-19, w ith its associated deg rees of severity, is likely an 
umb rella term er,com pass,ng mult iple pathop hyslolog ical bases of 

d isease. Endotype d iscovery sho uld oramatica ily accelerate our 

understand ing and treatm ent of d isease(s), enab 'e further· d ,scovery 

of pathoohy siolog ical mechanisms and lead to ide ntification of 

specific ;i rou ps of patien ts that may benefit from 

personalized t reatments 
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patients , personalized treatments shou ld address critical 
open questions such as how to manage ACE inh ibitors 
[115] that are used in clinical practice for treating hyper­
tension and other cardiovascular diseases: Although 
ACE inhibitors do not interfere directly with ACE2 ac­
tivity [17], discrepancies exist regarding their effects on 
ACE2 expression levels in different tissues [116-118] 
raising th e quest ion of whether these drugs would be 
harmful for COVID-19 patients. Despite this, current 
consensus is to continue treatment until conclusive data 
emerge [119- 121]. 

A constellation of factors may underlie the particular 
susceptibility of a RA.AS-imbalanced endotype. Single 
nucleotide polymorphism (SNP) present in ACE2 can be 
classified as harmful or protective, depending on their 
effect on the binding affinity of the S/ ACE2 complex 
[122], rendering them as possible factor underlying se­
verity across different populations [123]. Aging may pre­
dispose to an exacerbated inflammatory response by 
downregulation of ACE2 and upregulation of COX-2, 
and gender, genotypes, SNPs and hypertension may play 
similar roles. Differences in the prevalence of comorbidi­
ties among sex -males are more likely to present comor­
bidit ies than females - may also partially explain the 
increased incidence ( 4-1 to 76% in males vs 24 to 56% in 
females) and mortality (55 to 64% in males vs 36 to 45% 
in females) observed in COVID-19 male patients 
[124,]. These factors are expected to intersect at the 
regulation of ACE2: low expression levels render individ­
uals particularly vulnerab le to SARS-Co V-2, that in turn 
further downregulates ACE2 levels through shedding, 
critically affecting RAAS, bradykinin and COX-2 fimc­
tion. In particular, COX-2 may directly be affected by 
the inter action with N and S protei ns. This is expected 
to onset proinflamrnato ry mechanisms that are likely to 
establish a positive feedback with the ongoing viral in­
fection, thu s resulting in pneumonia and the observed 
cytokine storm, prothrombotic activity, and many of the 
severe symptoms detected in COVID-19. Although 
lower levels of ACE2 expression may seem protective as 
it would hinder viral entry, they appear to play a key role 
in the onset of severe symptomatolob'Y· 

Other iden tif ied or proposed key factors that must 
be considered to identify different underlying endo­
types include antibody-dependent enhance m ent [ 125], 
the role of previous infections with other corona­
viruses, imm uno logical profiles and genetic variations 
[ 9, 11---13]. A critical discussion of risk factors, co­
morbidit ies, pathophysiological basis of disease and 
th eir t ranslat ional applications within the appropriate 
theo retical framework is prone to enable better un ­
derstanding of the molecular basis of disease and, 
therefore, the design of successful strategies for per­
sonalized treatments. 
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Abbreviation s 
ACE: Ang io tensin-co nvert ing enzyme ; ACE2: 1'.ngi oten sin-co nverti ng emym e 

II; ,\ DN, 117: ADAM met allopept idase do ma in 17; Ang- (1- 7): Angiotensi n-{1---

7); A.ng !: A.ng iotensi n 1; Ang il: Ang io tensi n 2; ARDS: Acut e resp iratory d istress 

syndrom e; /,T l R Ang H receptor t ype l ; COX-2: Cyciooxy9 en ase-2; 
HCoV Human coro navi ruses: KKK: Kall,krein-ki n inog en- k,ri n system ; N: Vira! 

nucleopr o te i:i prote in; ~JFKB: Nuclea r factor kappa -lig ht -ch ain-enh ancer cf ac­

t ivated B cells; RA/1S: Ren in -angi o te nsin-a ldos tero ne system; Rfl D: Recept or 

b,nd ing p rote :n; S: Viral sp:ke prot ein; TMPRSS2: Trans mem brane Ser:ne 

Protease 2 

Acknowledgments 
I\Jo t app licab le. 

Authors' contributions 
CJG, F:V an d D/1,-P w rote t he ma nuscr ipt and prepared the fig ures. The au­

thors read and app roved the frnal m anuscr ipt. 

Funding 
Th is research was financ ially supp o rted by the Ag enci a Nac ion al De 
Promoc i6n Cient inca y Tecnol6 9 ica (A Nf' CyT) f',C r 20 17-38 98. ePP 

ackno w ledges fu nd ing fro m tbe Bill and Me,i nda Gates Found at ion. RV 

ackno w ledge s fund ing from E2DG 

Availability of data and mate rials 
Because th is is a rev iew art,cle, no 'ndivi cluai data in an y fo rm is incl uded 

ins ide t he m anuscrpt 

Ethics approval and consent to participate 
Not app licab le. 

Consent for publicat ion 
Not app licab le 

Competing inte rests 
The aut hor s declare t hat t hey have no comp eting in tere sts. 

Author details 
1iNFANT Fou ndat io n, Bue nos Aires, Arge nt ina. 2CONICET, Buen os Aires, 

A rge nt ina. 3Eariy Drug Deve lopme nt Gro up (E2DG), Bou log ne-Bi!!anco urt, 

France . 4Fon dazione !st it uto Ita liano d i Tecno log ia, Mi lan, Italy . 

Receive d : 23 July 2020 Accepted: 15 September 2020 
Published online: 22 September 2020 

References 
1- Ratificatio n vote on taxonomic proposal s to the Internat iona l Comm ittee on 

Taxonom y of Viruses (20 13) I SpringerUnk [lme rnetj [cited 2020 Aug 27] 

Available fro m: http s/ / link.springe r.corn/a rt icle/ 10.1007 /s00705-01 3-1688-5. 

2. Hoffmann M, Kleine -V✓eber H, Schroeder S, KrC!ger ~~ , Herrler T, Erichsen S, 
et aL SARS-CoV-2 cell ent ry dep end s on ACE2 and TMPRSS2 and is blocked 

by a clinically pro ven protease inhibitor Cell. 2020;0(0) [o ted 202.0 Apr 4] 
Available fro m: htt ps/ / ww w cell.com/ cell/ abstracti S00928674(20 )30229~l 

3_ Heuric h A, Hof mann-Winkler H, Gierer S, Liepo ld T, Jahn 0 , Pohlmann S_ 

TMPRSS2 and ADAM l 7 cleave ACE2 d ifferentially and only pro teo lysis by 

TMPPSS2 augmen ts entry dr iven by rhe severe acure respiratory syndrome 

co ronaviru s spike protein. j ViroL 2014;88(2):1293- 307_ 

4_ Blais C, Fort in D, Rouleau Jl, Mol inaro C, Adam A. Protective effect of 

o rnapat rilat, a vasopep t idase inhibi to r, on the metabolism of bradykinin in 

norm al and failing human hearts. J Pharmacol Exp Ther. 2000;295(2):62 1- 6. 

s_ Hess DC, Eldahshan W, Rutkow ski E COVID-19-related stroke. Transl Stroke 

Res. 2020[cired 2020 May 8]; Available from . hrtp s://doi.org /', 0.1007 /s ·, 2.975-

020-008 189. 

6. Connors JM, Levy JH. COVID- 19 and its imp lications for t hrombos is and 

anticoagu lation. Blood . [cited 2020 May SJ; Availab le from: http s/ / 

ashpu blicarions.org/ blood /a rticle/ doi/ 1 0 1 l 82/ blood .2020006000/4 5·1646/ 

COVID-19-and- its-imp lication s-fo r-th rombosi s-and_ 

7. Cao X. COVID-19: immunop ath olog y and rts impli cations for th erapy. Nar. 

Rev lmm unol. 2020:9:,-2 . 

Page 9 of 12 

8. Wang L, He W, Yu X, e, al Coronavirus d isease 2019 in elderly patient s: 

Characte ristics and proqn ost ic factor s based on 4week follow-u p. j Infect 

2020;80(6):639--45 https://do i.o rg/ 10 l Ol 6/ j j inf202 0.03.0 19_ 

9. Tay MZ, Poh C/v'1, Renia L, IVlacAry PA, tlg LFP. The trinity of CO/ ID-19: imm unity, 

inftamrnation and intervention. Nat Rev lmrnunol. 2020:20(6):363- 74. 

10. Merad M, Mart in JC Pat ho logi cal inflarnrna, ion in patients wi th COVID-19: a 
key ro le for mo nocytes and macropha 9es. Nar Rev lmrnuno l. 2020;20(6): 

355-62 . 
11 Long Q, Liu B, Deng, H. er al. An tibody responses to SARS-CoV-2 in patient s 

w ith COVID-19. Nat Med . 2020;26:845- 8. hrtps// do i.org/ 10.0 038/s4159 1-020-

0897- l 

12. Diao B, Wang C, Tan Y, Chen X, Liu Y, Ning L, et al. Reduction and 

fun ct ional exhaust ion of T cell s in patients w ith co ronavirus disease 2019 

(COVl[ l-19). From lrnrnunol. 2020;1 l [cited 2020 ju n 22] Availab le from : 

h trps:// vwvwJ rontiersin.o rg/ a rt icles/1 0 3 389/fi rn mu2 02C .0082 7 / fu I I 7utrn_ 

source,0 fwe b&utrn_ rnecliurn,0 nb log&utm _camp aign ~ ba-sci--A1r1mu-covid ­

tcell-exhaustion. 

13. Elling haus D, De9e nhardt F, Bujanda L, et al_ Ceno mew ide Association 

Study of Severe Covid- 19 w i,h f1espirato ry Failure [published on line ahead 

of prin t, 2020 Jun 17} ~J Engl J Med. 2020;NEJMoa2020283. https / /d oi.org/ 

-, o 1056/ tm Moa2020283 

14. Bornstein SR, Dalan H, Hop kins D, et al. Endocrine and metabolic link to 

corona virus infec tion. Nat Rev Endocr inol. 2020;16:297- 8. 

15_ Teuwen L, GeldhofV, f'a su, /\, et al. COVID-19: th e vasculature unleashed. 

t~at Rev lrnrnu nol. 2020;20:389- 91 http s://d oi.o rg/ 1O_1038/ s4 l 577-020 0343-

0 
16. Li W, Moo re MJ, Vasilieva N, Sui J, Wo ng SK, Berne MA, et ,J Ang iote nsin­

converti ng enzyme 2 is a funcrional recept or for the SARS coronavirus. 

Nature. 2003 Nov;426(6965i:450--1 

17. Mary D, Frank H, Elizabeth B, Kev in G, Michael G, Nancy S, et al. A nove l 

angimens in-converti ng enzyme -r elated Carbo xypepr.idase (ACE2) co nverts 
angimens in I m ang io tensin 1-9. Circ Res. 2000;87(5):el --9_ 

18 Tipnis SR, Hoo per ~lfvl, Hyde R, Karran E, Christie G, Turn er AJ. A human 

horno log of angiotens in-co nverting enzyme. Clon ing and fu nct ion al 

expressirn as a captop ril-insensit ive carbo xypep tidase _I Biol Chern_ 2000; 

275(43i33238 -4 3 

19. K.uba K, lrnai Y, Pennin ge r JM . Mult iple func tio ns of ang iote nsin-co nve rting 

enzyme 2 and its relevance in cardiovascu lar di seases_ Circ J Off _I Jpn Circ 

Soc. 2013;77(2):301- 8. 
20. Tow ler f', Staker 8, Prasad sc;, Menon S, Tang .J, Parsons T, et al. ACE2 X-ray 

structu res reveal a large hing e-bendi ng rno tio n im por tant fo r inh ibitor 
bind ing and catalysis_ i Bio l Chern . 2004;279(17):17996- 8007 

21 Turne r AJ, Tipnis SR, Guy JL, Rice GI, Hoo per NM_ ACEH/,I\CE2 is a novel 

rnarnna lian rnecalloc:arboxypept idase and a ho rnolcgue of ang iotensin­

converti ng enzyme insensit ive to ACE inh ibitors. Can J Physiol Pharrnaco l. 

2002;80(4):346-5 3 

22. Ang iotensin-Conve rting Enzyme 2 - an overv iew I ScienceDirect Top ics. 

[cited 2020 Apr 14]. Available from: http s:// ww w_sciencedirect_com /t opi cs/ 

biochem ist ry-gen et ics-and-molec ular-bio log y/ ang ioten sin-convert ing ­

enzyme-2. 

23. Patel S, Rauf A, l(han H, Abu-lzneid T. Henin-ang iote nsin -aldoste rone (RAAS): 

the ubiqu itous system fo r homeos tasis and patho logies . Biomed 

Pharmaco:h er Biomedecine Pharrnacot her. 2017;94:317--25. 

24 . Mirabito Colafella l<M, Bovee DM, Danser N U The renin-ang iote nsin ­

aldosterone system and ii> rherapeut ic ,argets. Exp Eye Res. 2019;186: 

-:07680 

25. Chaszczew ,ka--!vlarkows ka M, Sagan IVI, Bogu nia-Kubik I( The renin­

angiotens in-aldo sterone system (RAAS) - physiolog y and mo lecular 

mechanism, of functio ning . Postepy Hi-~ Med Dosw (Online). 2016;70(0): 

9 17- 27 

26. Xudo ng ><, Junzhu C XingxiansJ W, Furong Z, Yamo ng L. Age-- and 

gend er-related differe nce of ACE2 express io n in rat lung . Life Sci. 2006; 

78(19):2166- 71 

27. ChensJ H, \Nang Y, Wang G-Q. Organ-protect ive effect o f angiote nsin­

converti ng enzyme 2 and irs effect on the progno sis of COVID--, 9. j Med 

Virol. 2020[cited 2020 Apr l 3j; .l\vailable from htt ps/ /doi.org/ 10.1002/)m v 

25785. 
28 Sungnak VV, Huang N, Becavin C, Berg M, t\Jetwork HLB. SARS-Co\/-2 entry 

genes are Most highly expressed in nasal goblet and ciliated cel ls w ith in 

human airways. fl at Med. 2020; [cited 2020 May 10]; Availab le from: htt p// 

arxiv.o rg/ a bs/20030 6122. 

RE L0000231777 .0001 



Goldin et al. Translational Medicine Communications (2020) 5:15 

29. Allred 1'lJ, Diz DI. Ferrario CM, Chappell MC. Pathways for angiotensin-(1--7) 
metabolism in pulmonary and renal ,issues. Arn J Physiol-Ren Physiol. 2000; 
279(5)F841--50. 

30. Pereira MGAG, Souza LL. Becari C. Duarte DA, Camacho FRB, Oliveira JAC, 
et al. Angiotensin II independent angio,ensin-(1-7) formation in rat 
hippocarnpus: involvernem of thimet oligopeptidase. Hypertens Dallas Tex 
1979. 2013:62(5):879-85. 

31. Santos HA, Brosnihan KB, Jacobsen OW, DiCorlew PE, Ferrario CM 
Production of angiotensin-(1- 7) by human vascular endothelium 
Hypertension. 1992; Feb [cited 2020 Apr 13]; Available from: hrtps://www. 
ahajournals.org/doi/abs/ 10.1161/0 I .hyp.192_suppl.ii56. 

32. Crackower MA, Sarao R, Ot;dit GY, Yagil C, Kozieradzki I, Scanga SE, et al. 
Angiotensin--converting enzyme 2 is an essen,ial regulator of heart function. 
tlature. 2002 Jun;417(689i):822- 8. 

33. Bader M_ ACE2, angiotensin-(1-7). and mas the mher side of the coin_ l'fl Og 
Arch - Eur J Physiol 2013;465(1)79--85 

34. Silva AS e, Silveira KD, Ferreira AJ, Teixeira MM. ACE2 an9iotensin-(1-7) and mas 
receptor axis in inflammation and fibrosis. Br _i PharrnacoL 20i3;169(3)477-92_ 

35. Xiao F, Burns KD. Measurement of angiotensin converting enzyme 2 acrivity 
in bioloqical fluid (ACE2). Methods Mol Biol Clifton NJ 2017;1527:101- 15. 

36. Zrnora P, Hoffmann M, Kollmus H, Moldenhauer A-5, Danov 0 , Braun A, 
e, al. TMPRSS 11 A activates the influenza a virus hemagglutinin and the 
MERS coronavirus spike protein and is insensitive against blockade by HAI-I 
J Biol Chern. 2018;293(36):13863--73 

37. Shulla A, Heald Sargent T, Subrw 1anya G, Zhao J, Perlman S, Gallagher TA 
transmernbrane serine protease is linked to the severe acute respiratory 
syndrome coronavirus receptor and aCiivates virus entiy. J Virol. 2011 ;85(2): 
873- 82. 

38. Haga S, Yamamoto r~. Nakai-Murakami C, Osawa Y, Tokunaga K, Sala T, e, al. 
Modula,ion of TNF-alpha--converting enzyme by ,he spike protein of SARS-­
CoV and ACE2 induces H<F-alpha production and facilitates viral entry. Proc 
l~atl Acad Sci lJ SA 2008:105(22)1809- 14 

39. Glowacka I, Bertram S, Herzog P, Pfefferle 5, Sreffen I, Muench MO, et al. 
Differential downregulation of ACE2 by the spike proteins of severe acute 
respiratory syndrome coronaviru', and human coronavirus Nl.63. _i ViroL 
2010;84(2):1198- 205. 

40. Belouzard S, Chu VC. Whittaker GR Activation of the SAF,S coronavirus spike 
protein via sequential proteolytic cleavage at two distinct sites. Proc r~atl 
Acad Sci LIS A 2009;106(14)5871--6_ 

41. Ma,hewson AC. Bishop A, Yao v, Kemp F, Ren J, Chen H, et al. lntercction of 
severe acute respiratory syndrorne--coronavirus and r~L63 coronavirus spike 
proteins with angiotensin converting enzyme 2. J Gen Virol. 2008;89(Pt 11)· 
274 1-5. 

42. Wang Q, Zhang \', Wu L, Niu S, Song C. Zhang Z, et al. Structural and 
functional basis of SARS-CoV-2 entry by using human ACE2. Cell. 2020; 
[cited 2020 Apr 12]; Available from: http://www .sciencedirect.corn/science/ 
a rticle/pii/S0092867 4203 0338X. 

43. Li F. Receptor recognition mechanisms of coronaviruses a decade of 
structural studies. (;off SP, editor.! ViroL 2015;89(4) 1954- 64 

44. Shang J, '.Van Y, Luo C. Ye G, Geng Q, Auerbach A. et al. Cell entry 
mechanisms of SARS-CoV-2. Proc Nari Acad Sci. 2020;117(21 ):11727- 34. 

45. (;addarn R, Chambers S, Bhatia M_ ACE and ACE2 in innarnrnation: 2 

tcile of two enzymes lnfiamrn Allergy-Drug Targets_ 2014 Jul 13;13(4)· 
224-34. 

46. Ruiz-Ortega M, Lorenzo 0 , Su21Jki Y, Ruperez M, Egido J Proinllamrnatory 
actions of angimensins. Curr Opin rlephrol Hypertens. 2001;10(3):321--9 

4-7. Kuba K, Imai Y, Hao S, Gao H, Guo F, Guan 8, et al. A crucial role of 
angiotensin converting enzyme 2 (ACE2) in SARS coronavirus-induced lung 
inJury. Nat Med. 2005;11 (8):875- 9 

,18 Sodhi CP, r~guyen J, Yamaguchi Y, Werts AD, Lu P, Ladd MR, et al. A 
dynamic varia,ion of pulmonary ACE2 is required to modulate Neutrophilic 
inflarnrnation in response to Pseudornonas aeruginosa lung infecrion in 
mice. J lmmunol. 2019;203(11 ):3000-12 

49. Ye R, Liu Z. ACE2 exhibits prmective effects a9ainst LPS--induced acute lung 
injury in mice by inhibiting the IJ' S-TLR4 pathway_ Exp Mol PathoL 2020 
Apr;113:104350. 

50. Yang P, Gu H, Zhao Z, Weng W, Cao B, Lai C. et al. Angiotensin-converting 
enzyme 2 (ACE2) mediates influenza H7N9 virus-induced acute lung injury. 
Sci Rep. 2014;4( 1): 1--6 

51. Gralinski LE, Sheahan TP, IV\orrison TE, Menachery VD, Jensen K, Leist SR, 
et 21. Complement activation contributes to severe acute respiratory 

Page 10 of 12 

syndrome coronavirus pathogenesis. rnBio. 2018;9(5) [cited 2020 Apr 11]_ 
Available from: https// mbio.asrn.org/contenV9/5/e0; 753 18_ 

52 _ Ye J, Zhan,1 B. Xu .i, Chang Q, McNutt MA. Korteweg C. e, al. Molecular 
pathology in rhe lungs of severe acute respiratory syndrome patients. Arn J 

PathoL 2007;'; 70(2):538-4 5_ 
53. Varga Z, Flarnmer AJ, Steiger P, Haberecker M, Anderrnmt R, Zinkernagel AS, 

et al. Endothelial cell infection and endotheliitis in COVID-19. Lancet. 2020; 
395(10234) 14·; 7-8 

54. Frantzeskaki F, Arrrnganidis A, Orfanos SE. lrnmunothrombosis in acu,e 
respiratory disrress syndrome: cross talks between inflammation and 
coagulation. Respir Int Rev Thorac Dis. 201 7;93(3):212- 25. 

55. Luo W, Yu 1-1, Gou J, U X, Sun Y, Li J, et al. Clinical pathology of critical patient 
with novel coronavirus pneumonia (C0\ ,10-19) 2020; [cited 2020 May I OJ; 
Available from htrps//www. preprints.org/ rnanuscrip,/202C02.0407/v1. 

56. Chen T, Wu D, Chen H, Yan W, Yang D, Chen (~. et al. Clinical characteristics 
of 113 deceased patients with coronavirus disease 2019: retrospective study. 
BMJ 2020;368 [ci,ed 2020 Apr 14]_ Available from: https://wv,w.brnj.corn/ 
contenV368/brnj rn 1091 

57 Wu Z, McGoogan !M_ Characteristics of and important lessons from the 
coronavirus disease 2019 (COVID-19) outbreak in China: surnrnary of a 
report of 72 314 cases from the Chinese Center for Disease Control and 
Prevention. jA MA 2020;323(13):1239- 42_ 

58 \Nang D, Hu B, Hu C Zhu F, Liu X, Zhang .J, et al. Clinical characteristics of 
·; 38 hospitalized patients with 2019 novel coronavirus-infected pneumonia 
in Wuhan, Chrna. JAMA 2020;323(11):1061- 9_ 

59 Arentz M, Yim E, Klaff L, Lokhandwala S, Riedo FX, Chong M, et al. 
Characteristics and ou,comes of 21 critically ill patients with COVID-19 in 
Washington state_ JAMA. 2020; [cited 2020 Apr 14]; Available from: https!/ 
jamanetwork.com/jouroals/jarna/fullarticle/2763485. 

60. Cao J_ Tu W-J, Cheng W, Yu L, Liu '1-K, Hu X, et al. Clinical features and 
short--terrn outcomes of 102 patients with Corona virus disease 2019 in 
Wuhan, China. Clin Infect Dis. [cited 2020 Apr 14]; Available from: httpsJ/ 
acadernic.oup.com/cid/advance-article/doi/ 10 I 093/cid/ciaa243/5814897. 

61 _ Xu Z, Shi L, W,rng Y, Zhang _J, Huang L, Zhang C. et cl. Pathological findings 
of COVID-1 9 associated with acute respirarory distress syndrome. Lancet 
Respir Med. 2020;8(4):420- 2 

62. Danzi GB, Loffi M, Calea12i (j , Gherbesi E . . Acute pulmonary embolism and 
COVID-19 pneumonia: a random associarion7 Eur Hear, J [cited 2020 Apr 
14]: Available from: htt ps://acadernic.oup.com/eurheartj/advance-anicle/ 
doi/10.1093/eurheartj/ehaa254/581 3284. 

63. Klok FA. Kruip Mj HA, van der Meer ~UM, Arbous M5, (;ornrners DAMPJ, Kant 
~:M, et al. Incidence of thrombot ic complications in critically ill ICU patients 
with COVID-19. Thrornb Res. 2020: [cited 2020 A.pr 16]; Available from 
h np/ /www sci encedirect.corn/science/art icle/pii/50049384820301 20 I 

64. Mao L, Jin H, VVcing M, Hu Y, Chen S, He Q, et al. Neurologic manifestations 
of hospitalized patients with coronavirus disease 2019 in Wuhan, China_ 
JAMA NeuroL 2020; [cited 2020 Apr ·;6]; Available from https// 
ja rna network.corn/jour na ls/ja rna neurol 0<.Jy/fu I la rticle/2764 549 _ 

65 Kumar A Pareek V, Prasoon P, Faiq MA. Kumar P, Kumari C, et al. Possible 
rou,es of SARS--CoV-2 invcsion in br2in: in context of neurological 
symptoms in COVID 19 patients _J Neurosci Res. 2020;00:l -8. 

66 Pena-Silva RA, Heistad DD_ Stages in discovery: ACE2 and stroke. 
Hypertension. 2015;66(1):1 S--6 

67. Bennion DM, Haltigan E, Regenhardt RW, Sreckelings UM, Sumners C 
Neuroprotective mechanisms of the ACE2-angiotensin-(1-7)-mas axis in 
stroke. Curr Hypertens Rep. 2015 Feb;l 7(2):3 

68. Pena SRA, Vi C. Miller Jordan D, Mitchell Ian J, Penninger Josef M, Faraci 
Frank M, et al. lrnpaG of ACE2 deficiency and oxidative stress on 
cerebrovascular function wirh aging. Stroke. 2012;43(12):3358-63 

69. Long Q-X, Teng X-_J, Shi Q-L. Li Q. Deng H-.1, Yuan _J, et al. Clinical and 
immunological assessment of asyrnpwmat ic SARS--CoV-2 infections. ~lat 
Med. 2020;18:1- 5_ 

70. Wan,1 Y, Li X, Liu W, Gan M, Zhang L, Wang J, et al. dif. Emerg Microbes 
Infect. 2020;9(1 ):246--55. 

71 Hand J, Rose EB, Salinas A, Lu X, Sak,hivel SI<, Schneider E, et al. Severe 
respiratory illness outbreak associated with human coronavirus NL63 in a 
Long-term care facility. Emerging lnfec Dis J- CC:C 2018;24(10) [cited 2020 Apr 
12]; .Available from: https/ /wwwnc.cdc.gov/eid/article/24/ 10/18-D862_article. 

72. Galante 0 , Avni 'IS, Fuchs L, Ferster 0.11, Almog \'_ Coronavirus NL63-
induced adult respirator; distress syndrome. Arn j Respir Crit O re Med. 
2015;193(1) 100- 1 

RE L0000231777 .0001 



Goldin et al. Translational Medicine Communications (2020) 5:15 

73. Green T, Gonzalez AA, Mitchell KD, Navar LG. The comp lex interplay 
between COX-2 and angiotensin II in regulating kidney function. Curr Opin 
Nephrol Hypertens. 2012:21(1):7-,.14 

74. Kohlstedt K, Busse R, Fleming I. Signaling via the an9 iotensin-converting 
emy me enhances the expression of cyclooxygenase-2 in endothelial cells. 
Hypertens Dallas Tex !979. 2005;45(! ):126- 32. 

75. Fara S, Virginia F( Francisco S, Castells MT, Llinas MT, .Javier SF. Hypertension 
and sex differences in the age-related renal changes when Cyclooxy\Jenase-
2 activity is reduced during ~lephrogenesis. Hypertension. 2009;53(2):33 i - 7 

76. Lebedeva ES, Kuzubova ~JN, Titova or,, Surkova FA Effect of 
cyclooxygen2se-2 inhibit ion on lung intlarrnnat ion and hypoxia-inducible 
factor-I signalling in COPD model. Eur Respir J 2017;50(suppl 61) [cited 
2020 Apr ·16]. Available from: https!/e rj .ersjournals.corn/content/50/ 
suppl_61/PA3926 

77. Surjit M, Lal SK. The SARS-Co\/ nucleocapsid protein: a protein with 
multifarious activities. Infect Genet Evol J Mol Epidernio l Evol Genet Infect 
Dis. 2008;8(4):39 7- 405 

78. Cralinski LE, Menachery VD. Return of the coronavirus: 2019-nCo\/. Viruses 
2020;12(2):135 

79. Rigat B, Hubert C, Alhenc-Gelas F, Carnbier·, F, Co~1ol P, Soubrier F. An 
insertion/deletion polymorphism in the angiotensin I-converting enzyme 
gene accounting for half the variance of sen;m enzyme levels. J Clin Invest. 
1990;86(4):' 343- 6. 

80. Buikema H, Pinto YM, Rooks C, Cirandjean JC, Schunkert H, van Ci ilst WH. 
The deletion polymorphism of the angiotensin-converting enzyme gene is 
related to phenotypic differences in human arteries. Eur Heart J 1996;17(5): 
787-9 4. 

81. Marshall RP, Webb S, Bellingan CJ, Momgomery HE, Chaudhari B, McAnulty 
RJ, et al. Angiotensin converting enzyme insertion/deletion polymorphism is 
associated with susceptibility and outcome in acute respiratory distress 
syndrome. Arn J Respir Crit Care Med. 2002;166(5) 646-50 

82. ltoyama S, Keicho N, Quy T, Phi NC, Long HT, Ha LD, et al. ACEl 
polymorphism and proqression of SARS. Biochem Biophys Res Commu n. 
2004;323(3):1124-9 . 

83 Yende 5, Quasney MW, Tolley EA, VVunderink RG. Clinical relevance of 
angiotensin-corwerting enZ';m e gene polymorphisms to predict risk of 
mechanical ventila,ion af ter coronary ar,ery bypass graft surgery•. Read 
Online Crit Care Med Soc Crit Care Med. 2004;32(4):922- 7 

84. Jerng _i-S, Yu C-J, \,Vang H·C, Chen K-Y, Cheng 5 . .1_, Yang f'-C Polymorphism 
of the angiotensin-converting enzyme gene affects t he Ot;tcome of acute 
respirator; distress syndrome. Crit Care Med. 2006;34(4):1001- 6. 

85. Hatami N, A.hi S, Sadeghinikoo A, et al. Worldwide ACE (1/D) polymorphism 
may affect COVID-19 recovery rate: an ecological meta-regression. 
Endocrine. 2020;68:479- 84. http s://doi.org/ 10.1007/s 12020-020-02381-7. 

86. Zhou F, Yu T, Du R, Fan G, Liu Y, Liu Z, et al. Clinical course and risk factors 
for mortality of adult inpatients with COVID-19 in Wuhan, China: a 
retrospective cohort study. Lancet. 2020;395(10229):1054--62. 

87. ~lishiga M, Wang DW, Han Y, Lewis DB, Wu JC COVID-19 and cardiovascular 
disease: from basic mechanisms to clinical perspectives. Na, Rev Cardiol. 
2020:-, 7(9)543--58 

88. Te Riet L van Esch JI-IM, Roks AJM, van den Meiracker AH, Danser AHJ. 
Hypertension: renin--angiotensin-aldosterone system alterations. Circ Res. 
2015;", 16(6):960·••75 

89. Gurley SB, Allred A, Le TH, Griff iths R, Mao L, Philip t~. et al. Altered blood 
pressure responses and normal cardiac phenotype in ACE2-null mice . .I Clin 
Invest 2006:116(8):2218- 25. 

90. Zamar·<ch K, Jiuchang Z, Guo D, Rarnadeep B, Wang X, Liu PP, er al. Loss of 
angiotensin-converting enZ'ym e 2 accelerates maladapt ive left ventricula 
remodeling in response to myocardial infarction. Circ Heart Fail. 2009;2(5):44G- 55. 

91. Bonino B, Leoncini c;, De Cosmo S, Greco E, Russo GT, Giandalia A, et al. 
Amihypertensive treatment in diabetic kidney disease: the need for a 
parient-centered approach. Medicina (Mex) 2019;55(7) [cited 2020 Apr !t i] 
Available frorn: ht,psJ/www.ncbi.nlrn.nih.gov/ prncJarticle'i/PMC668, 235/. 

92. Bindorn SM, LaZilrtigues E. The sweeter side of ACE2: physiological evidence 
for a role in diabetes. Mol Cell Endocrinol. 2009;302(2Y, 93- 202. 

93. Oudit CY, Liu CC, Zhong J, Basu R, Chow FL, Zhou J, ec al. Human 
recombinant ACE2 reduces ,he progression of diabe,ic nephropathy. 
Diabetes. 2010;59(2)529- 38 

94. Mizuiri S, Hemrni H, Arita M, Ohashi Y, Tanaka Y, Miyagi M, et al. Expression 
of ACE and ACE2 in individuals w ith diabet ic kidney disease and healthy 
controls. Arn J Kidney Dis Off ; l, atl Kidney Found. 2008;51(4):613- 23. 

Page 11 of 12 

9' Whi,e MC, Fleeman 11, Arnold AC Sex differences in the metabolic effec s of 
the renin angiotensin system. Biol Sex Differ. 2019;10(1)NA-~JA 

96. Clotet-Freixas S, Soler MJ, Palau V, Anguiano L, Girneno J, Konvalinka A, 
et al. Sex dimorphism in ANGIi-mediated crosstalk between ACE2 and ACE 
in d iabetic nephropathy. Lab lnvestig ; Tech Methods Pathol. 2018;98(9): 
1237-4 9. 

97 Davies NG, Klepac P, Liu Y, Prem K. Jit M, Eggo Rr,A Age-dependent effects 
in the transmission and control of COVID-19 epidemics. Nat Med. 2020; 
26(8) 1205- 11. 

98 V'3mo T, Akazawa H, Komuro I. Pleiot ropic effecrs of angiotensin II receptor 
signaling in cardiovascular homeoSlasis 2nd 2ging. Im Heart J 2015;56(3): 
249- 54. 

99 Oudit G, Ka1siri Z, Pa,el M, Chappell M, Butany J, Backx P, et al. Angiotensin 
ll··rnedi2ted oxidative stress and inflarnrn2tion mediate the age-dependent 
cardiornyopathy in 1\ CE2 null mice. Card iovasc Res. 2007;75(1 ):29- 39 

100. Booeshaghi AS, Pachter L. Decrease in ACE2 rnRNA expression in aged 
mouse lung [internet] Mol Biol. 2020; [cited 2020 Aug 31]. Available f rom: 
http/ / biorxiv.org/ lookup/do i/ 10.110112020 04 02.021451 

101. Chen J, Jiang Q, Xia X, Liu K, Yu Z, Tao W, et al. Individual variat ion of the 
SARS-CoV2 receptor ACE2 gene expression and regulation; 2020. [cited 
2020 Apr 5]; Available from: https:/i www.preprints.org/manuscript/2 02003. 
0 191/v l . 

102. Casarini DE, Boim MA, Stella F<CR, Schor N. Endopeptidases (kininases) are 
able to hydrolyze kinins in tubu lar fluid along the rat nephron. Am J 
Physiol-Ren Physiol. 1999;277(1):F66- 74. 

103. Vickers C, Hales P, Kaushik \/, Dick L, Gavin J, Tang i, et al. Hydrolysis of 
biological peptides by human angiotensirl -convert ing enzyme-related 
carboxypeptidase. J Biol Chem 2002;2 77(17):14838- 43 

104. Carnpanholle G, Landgraf Re;, Con~alves c;M, Paiva \IN, Martins JO, Wang 
PHM, et al. Lung inflammation is induced by ren2I ischernia and reperfusion 
injury as part of the systemic inflammatory syndrome. lnflarrnn Res. 2010; 
59(10) 86-,--9 

105. Sodhi CP, 1//ohlford-Lenane C, Yamaguchi Y, Prindle T, Fulton WB, Wang S, 
et al. Att enuation of pulmonary ACE2 act ivity impairs inactivation of des­

Arg9 bradykinin/BKBl fl axis and facilitates LPS-induced neutrophil 
infil tration Am J Physiol Lung Cell Mol Physiol. 2018;314(1):Ll 7- 31. 

106. Perez V, Velarde\/, Acuna-Castillo C c;ornez C, Mishirnura S, Sabaj V, et al. 
Increased Kinin levels and decreased responsiveness to Kinins during aging. 
i Ceromol A Biol Sci Med Sci. 2005;60(8):984-90 

107 Siltari A, Korpela R, Vapaatclo H. Bradykinin -induced vasodilatalio n: role of 
age, ACE1-inhibitory pepride, mas- and bradykinin receprors. Peptides 2016; 
85:46- 55. 

108. Mantelli L, Arnerini S, Ledda F. Bradykinin-induced vasod ilation is changed 
to a vasoconstrictor response in vessels of aged normotensive and 
hypertensive rats. lnflamrn fles Off J Eur Histamine Res Soc Al. 1995;44(2): 
70- 3. 

109. Schmaier AH. The kallikrein-kinin and the renin-·anqiotensin sySlerns have a 
mult ilayered interaction. Am J Physiol-Regul lntegr Comp Physiol. 2003; 
285(l ) Rl -1 3. 

i 10. Chung HY, Kim HJ, Ki m KW, Choi .JS, Yu BP. Molecul2r inflammation 
hypothesis of aging based on the ant i-aging mechanism of calorie 
restriction. Microsc Res Tech. 2002;59(4):264- 72 

i 11. Stewart KC, Yunlong Z, Davidge Sandra T Aging increases P(;HS·)­
dependent vasoconstrict ion in rat rnesenteric arteries. Hypertension. 2000; 
35(6):1242- 7. 

112. Lbtvall J, Akdis CA, Bacharier LB, Bjermer L, Casale TB, Custovic A, et al. 
Asthma endotypes: a new approach to classification of disease emities 
within the asthma syndrome. J Allergy Clin lrrnnunol. 2011 ;127(2):355·-<i0. 

11 3. Paggi DA, Polack FP. Toward personalized medicine in bronchiolitis. Am J 
Respir Crit C.are Med. 2019;199(12):!456- 8 

-, 14 Haseqawa K, Dumas 0 , Hartert TV, Camargo CA .Ir. Advancing our 
understanding of infant bronchioli tis through phenotyping and 
endotyping: clinical and molecular approaches. Expert Rev Respir Med. 
2016;10(8):891--9 

11 5. \/aduganarhan M, Vardeny 0, Michel T, IV1clV1urray JIV, Pfeffer MA, Solomon 
SD. Renin- angiotensin- aldosterone system inhibitors in pa,ients wi,h 
Covid-19. I~ Engl J Med. 2020:0(0):null. 

116. Ferrario CM, .Jessup J, Chappell MC, Averill DB, Brosnihan KB, Tallant EA, 
et al. Effect of angiotensin-conw rting enzyme inhibition and ancJiotensin II 
receptor blockers on cardiac angiotensin-converting enzyme 2. Circulation 
2005;111(20):2605-1 0 

RE L0000231777 .0001 



Gold in et al. Translational Medicine Communications (2020) 5:15 

117. Hamming I. Van Goor H, Turner Al. Rushworth CA, Michaud AA. Corvo! P, 
et al. Differential regulation of renal angiotensin-converting enzyme (ACE) 
and ACE2 during ACE inhibition and dietary sodium restriction in heal,hy 
rats. Exp Physiol. 2008;93(5):631 -8 . 

118. Vuille-dit-Bille R~I. Camargo SM, Emmenegger L, Sas,e T, Kummer E, Jando J, 
et al. Human intestine lurninal ACE2 and amino acid transporter expression 
increased by ACE-inhibitors. Amino Acids. 2015;47(4):693--705. 

119 Rossi Cf', Sanga V, Barton M. Potential harmful effects of rfacontinuing ACE­
inhibitors and AHBs in COVID-! 9 patients. eli fe 9 [cited 2020 Sep 3]. 
Available from. l1ttps://www.ncbi.nlm.nih.gov/prnc/articles/PMC7198232J. 

120. Zhang J, Wang M, Ding W, Wan J lhe interaction of HAAS inhibitors with 
CO\JID··; 9: current progress, perspective and future. Life Sci. 2020;257: 
118142. 

121 .l\lbini A, Di Guardo c;, Noonan DM, Lombardo M. The SARS-CoV-2 receptor, 
ACE-2, is expressed on many different cell types: implications for ACE­
inhibitor- and angiotensin II receptor blocker-based cardiovascular therapies. 
Intern Ernerg Med. 2020;15(5)759--66. 

122. Calcagnile M, Forgez P, Iannelli A, Bucci C, Alifano M, Alifano P ACE2 
polymorphisms and individual susceptibility to SARS·-CoV-2 infection: 
insights frorn an in silico study. bioRxiv. 2020;2020.04.23.057042. 

123. K.aiserMar. 27 j, 2020, Pm 3:25. How sick will the coronavirus make you? The 
answer may be in your genes [internet]. Science I A,A.AS. 2020; Lcited 2020 
Apr 1 Available from: https://www.sciencernag.org/news/2020/03/how­
sick-will-coronavirus-make-you-answer-may-be-your-genes 

124 Chakravarty D, f~air 5S, Hammouda t{ Ratnani P, Gharib Y, Wagaskar V, et al. 
Sex differences in SARS-CoV-2 infection rates and the potential link to 
prostate cancer. Cornrnun Biol. 2020;3(1):l--!2. 

125 Fu Y, Cheng Y, Wu Y Understanding SARS-CoV-2-rnediated inflammatory 
responses: from rnechanisrns to potential therapeutic tools. Virol Sin. 
2020[cited 2020 Apr I 6]; Available irorn. https:/ /doi.org/ 10.1007 /s 12250-020-
002074. 

Publisher's Note 
Springer ~lature remains neutral with regard to jurisd,ct ional claims ,n 
pub ,isc1ed maps and institut iona l affi!iations. 

Page 12 of 12 

Ready to submit your research? Choose BMC and benefit from: 

• fast, convenient online submission 

• thorough peer review by experienced researchers in your field 

• rapid publication on acceptance 

• support for research data, including large and complex data types 

• gold Open Access wh ich fosters wider collaboration and increased citati ons 

• maximum visibility for your research: over 100M website views per year 

At BMC, research Is always In progress. 

Learn more blomedcentral.com/submlsslons ■ BMC 

RE L0000231777 .0001 



From: 

Sent: 

To: 

CC: 

Subject: 

1 b6 : • 5/13/2021· 3:31 :51 AM ______________________________ . 

Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 
(FYDIBOHF23SPDLT)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6{ b6 i 
Safavi, Farinaz (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group · 

(FYDI BOH F 23SPDL T)/ cn=Recip ients/ cn=94807 ce 146e045d4b61655da26a0c246[ _______ b6 _______ i 
Re: post vaccine patient 

Dr. Nath, 

Yes, she would love to be further evaluated and considered for treatment. 

Thank you, 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
i b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 

On May 12, 2021 , at 9:08 PM, Nath, Avindra (NIH/NINOS) [E] i b6 :wrote: 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-•-·-" 

Dead b6 ! 
'·-·-·-·-·-·-·-·-·-·-·-·· 

We have further discussed[ ______ b6 _____ ;symptoms. We are wondering if we should bring her to NIH for 
further testing and consider treatment with! b6 jwould that be possible? 

l--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

A vi 

From:1 b6 ; 
L-- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·• 

Date: Wednesday, May 5, 2021 at 12:08 PM 

To: Nath, Avind ra (NIH/NI N DS) [E]: _____________________ b._~---------------__] 
Subject: Novel anti-neuronal antibodies 

Dr. Nath, 

: b6 : 
.i ............................................................................................................................................................................................................................................................................................................................................................................... -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 
[_ _____________________________________________ b6 _______________________________ --·-·--·-·--·-·-iThe attached pre-print shows 
evidence of novel antineuronal antibodies from COVID. This patient responded favorably to IVIG. 

! b6 lremains symptomatic, now r-·-·-·-·-·-·bif-·-·--·-·1 Most of her testing hasr-·---------·-·--·-·--fis-·-·---------------·1 
~~-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·, L·-·-·-·-·-·-·-·-·-·-·-·-·-·-· L·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·- ·-·-·- ·-· -·- ·-· -·- ·-· -·-· 
l_ ______________________________ b6 ____________________________ ___i Her care teams are attempting to treat symptoms, with no response. 

Your thoughts on this? Any updates fromt_ _____________________________ b6 _____________________________ ] 

Thanks, 
,-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-. 
! b6 ! '-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

https ://www.biologicalpsychiatryjournal.com/action/showPdf?pii=S0006-3223%2821%2901215-4 
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From: l__·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-b6 _____________________________________ i 
Sent: 5/5/20214:06:26 PM 
To: Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6i b6 i 
l-·-·-·-·-·-·-·-· . 

Subject: Novel anti-neuronal antibodies 
Attachments: PIIS0006322321012154.pdf 

Dr. Nath, 

! b6 i 
i·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-j 

i._·--·-·--·-·--·-·--·-·--·-·--·-·-·-·-·-·-·-·-·-b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· !The attached pre-print shows evidence of novel antineuronal 
antibodies from COVID. This patient responded favorably to IVIG. 

i b6 iremains symptomatic, nowf- -·---·-bs--·---·--iMost of her testing has r-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-iis-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-1 
L--·-·-·-·-·-·-·-·-·• - L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' •-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·• 
l_ ____________ b6 ___________ __iHer care teams are attempting to treat symptoms, with no response. 

Your thoughts on this? Any updates fromi b6 ! 
~----------------------

Thanks, 

i-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-! 

https:/ /www.biologicalpsychiatryjoumal.com/action/showPdf?pii=S0006-3223 %2821%2901215-4 
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1 To the Editor: 

2 COVID-19 patients are at increased risk for developing new or recurrent psychosis.(1) 

3 Viral infections-including SARS-CoV-2 (2-4)-can cause psychosis in the context of 

4 autoimmune encephalitis.(5) However, some individuals with para-infectious psychosis do not 

5 meet criteria for autoimmune encephalitis, yet respond to immunotherapy.(6, 7) We present a 

6 case of COVID-19-associated subacute psychosis that did not meet criteria for autoimmune 

7 encephalitis, yet remitted after treatment with intravenous immun6globulin (IVlg). We 

8 subsequently identified a novel lgG class anti-neuronal autoahtibody in the patient's 

9 cerebrospinal fluid (CSF). 

10 

11 Case: 

12 A 30-year-old man without mediCal, psychiatric, or substance use history developed 

13 fever and malaise. The following day, developed a delusion that the "rapture" was 

14 imminent. On day a nas<:>pharyngeal swab was positive for SARS-CoV-2 by RT-PCR. He began 

15 a 14-day isolation but n,aintained daily contact with family. He did not have anosmia, ageusia, 

16 or respiratory symptoms, nor did he receive treatment for COVID-19. He initially suffered from 

17 hypersomnia and slept 22 hours per day. He then developed insomnia, sleeping only 3-4 hours 

18 per day. During this time, he began pacing and rambling about "lights." He worried that he was 

19 dying and said that he had been speaking to deceased relatives and God. 

20 

21 On day 22, he kicked through a door and pushed his mother, prompting an emergency 

22 department (ED) evaluation. In the ED, he endorsed speaking with the dead, falsely claimed to 

REL0000231782 .0001 
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23 be a veteran, and worried about being experimented on with "radiation." He did not have 

24 suicidal ideation, homicidal ideation, or hallucinations . Non-contrast head computed 

25 tomography was normal, and urine toxicology was negative. He was started on haloperidol 5 

26 mg by mouth twice daily with significant improvement of his agitation and delusions. After 48 

27 hours he was discharged to outpatient follow-up. Outpatient magnetic resonance imaging 

28 (MRI) of the brain with and without gadolinium was unremarkable. 

29 

30 After discharge, his restlessness, insomnia, and cognitive sldwing recurred, as did his 

31 fears that he would be experimented on "like a guinea pig.II .On day 34, he punched through a 

32 wall and was hospitalized to be evaluated forautbirffml..ine encephalitis. A detailed neurological 

33 exam was unremarkable . He had a flat affect,sJowed speech, and akathisia, which resolved 

34 after decreasing haloperidol and startinghehztropine and lorazepam. A 12-hour video 

35 electroencephalogram was nonpal. Blood studies were notable for an elevated ferritin and D-

36 dimer, suggesting systemicjnflammation (Table 1). CSF studies, including a clinical autoimmune 

37 encephalitis autoantibqdy panel, were only notable for an elevated lgG of 4.8 mg/dl (ref. 1.0-

38 3.0 mg/dL) with a normal lgG index (see Table 1). 

39 

40 Lacking focal neurologic symptoms, seizures, MRI abnormalities, or CSF pleocytosis, his 

41 presentation did not meet consensus criteria for autoimmune encephalitis.(7) Nevertheless, his 

42 subacute psychosis, cognitive slowing, and recent SARS-CoV-2 infection raised concern for 

43 autoimmune -mediated psychosis. Therefore, starting on day 35, he received a total of 2 

44 grams/kilogram of IVlg over 3 days. His cognitive slowing and psychotic symptoms remitted 

REL0000231782 .0001 
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45 after the first day of treatment. His sleep cycle normalized, and he was discharged without 

46 scheduled antipsychotics. He returned to work immediately after discharge and remained 

47 symptom-free three months later. 

48 

49 Because his robust response to IVlg indicated an underlying autoimmune process, we 

50 tested his CSF for anti-neural autoantibodies using anatomic mouse bra.in tissue staining {8); a 

51 validated and standard method performed by incubating rodent brai.n sections with CSF and 

52 counterstaining with a human lgG-specific antibody. At a 1:4dilutidh, his CSF produced a novel 

53 immunostaining pattern that we have not observed in screens of CSF from other 

54 patients with neuroinflammatory disorders. 

55 

56 His lgG prominently immunosfairiedSatb2-expressing upper layer (layer 11/111) pyramidal 

57 neurons in the anteromedial cQrtex(Figure la), a population of excitatory callosal projection 

58 neurons necessary for thejntegration of intercortical information.(9) We also observed 

59 relatively uniform punc,i:a in the corpus callosum (Figure lb), consistent with immunostaining of 

60 callosal projections. In the olfactory bulb, mitral cell bodies and the external plexiform neuropil 

61 were immunostained (figure le). In the dentate gyrus, linearly organized puncta resembling 

62 axonal transport vesicles and oblong neurons were apparent in the hilus (Figure 1d). In the 

63 thalamus, linear and less organized punctate staining was observed (Figure le). In the 

64 cerebellum, Purkinje cell bodies were modestly stained, while the overlying molecular layer was 

65 densely stained with variably size puncta (Figure 1f). 

66 
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67 Discussion: 

68 We identified a candidate novel neuronal autoantibody in the CSF of a COVID-19 patient 

69 with antipsychotic-refractory subacute psychosis, whose symptoms rapidly and completely 

70 remitted after treatment with IVlg. This autoantibody primarily localized to layer 11/111 callosal 

71 cortical neurons, which have been implicated in schizophrenia.(10) Although anti-neural 

72 autoantibodies are present in some neurologically impaired COVID-19?patients(11-13), 

73 autoantibody studies are rarely performed in cases of COVID-19-assgciated psychosis.(14-22) 

74 

75 Importantly, early initiation of immunotherapy for autoimmune disorders of the central 

76 nervous system significantly improves outcornes / (23}Although autoimmune encephalitis can 

77 be established on clinical grounds, the diagnosis requires neurologic, MRI, and/or CSF 

78 abnormalities.(7) To identify individuals with potentially immune-responsive acute psychosis 

79 without neurological impairmetjt, Pollak et. al. proposed criteria for autoimmune psychosis. 

80 (24) While "possible" autoimmune psychosis relies solely on clinical factors, "probable" and 

81 "definite" require abnormal imaging or laboratory studies. 

82 

83 Our patient's subacute psychosis and cognitive dysfunction qualified him for possible 

84 autoimmune psychosis. However, he had several "red flags" for autoimmune psychosis: 

85 infectious prodrome, rapid progression, and insufficient response to antipsychotics.(24) 

86 Moreover, his mood dysregulation, cognitive slowing, and hypersomnia were evocative of the 

87 mixed symptomatology more typical of autoimmune encephalitis.(25, 26) Given his overall 

88 clinical picture, we administered IVlg with apparent clinical response. Although our patient 
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89 might have later developed autoimmune encephalitis, consideration of autoimmune psychosis 

90 can prompt earlier immunotherapy and potentially improve outcomes. Only by relying on 

91 ancillary criteria were we able to justify immunotherapy for our patient, suggesting that re-

92 evaluating the criteria for autoimmune psychosis may improve its sensitivity.(27) 

93 

94 Even so, this case should be interpreted with caution. Psychoticdisorders are protean 

95 by nature, mixed symptomatology does occur, and most psychotic presentations are unlikely to 

96 be immune-mediated. However, given the scale of the COVID/ l.9 pandemic, psychiatric 

97 

98 psychosis. 
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Table 1. Clinical Studies. 
Source Test Result {reference) 

Nasopharyngeal SARS-CoV-2 RNA PCR Day 2: Positive 

Swab Day 34 : Negative 

Urine 9 drug toxicology screen Negative 

Serum Basic Metabolic Panel Within acceptable limit s: 
Na 146 mmol/L (136-144 mmol/L) 
K 3.1 mmol/L (3.3-5.1 mmol/L) 

Prothrombin time 11.5 seconds (9.6-12.3 seconds) 

International normalized 1.07 
ratio (INR) 

··•·· 

Complete blood count Day 24 WBC: 6.9 (4.0 - 10.dx 1,000/µL) 
Day 34 WBC: 5.4 (4.0 - 10,0xJ. ,OOO/µL) 
MPV 11.6 fl (6.0-11.0 fl) 

Thyroid Stimulating 2.520 ulU/mL (0.270 J4.200ulU/mL) 
Hormone 
D-dimer 1.89 mg/L (<=b .5Qrrig/L) 

Liver enzymes AST 156 U/L {<35U/L) 
ALT 372U/L(<59 U/L) 

C-reactive protein 1 ... 7 mg/L (<i. O mg/L) 
Ferritin 1124 ng/ml (30-400 mg/ml) 

Ammonia 27 umol/L (11-35 umol/L) 

Albumin ·\ · .... 4.2 g/dL (3.6-4.9 g/dL) 

lgG \ .. \ 1230 mg/dL (700-1600 mg/dL) 
.·•· .. 

CSF Cell Count 
/ •···•.· 0 nucleated cells ... 

Protein 
< 

41.2 mg/dL (15-45 mg/dL) 

Glucose . ··•···\\ ... 60 mg/dL (40-70 mg/dL) 

Culture 
··•· 

No growth 

Oligodonal banding None 

Albumih 25.8 mg/dL (10-30 mg/dL) 

lgG ...... 4.8 mg/dL (1.0-3.0 mg/dL) 

lgG Index 0.67 (<0.7) 

Autoimmune Negative for AMPA Ab, amphiphysin Ab, 
encephalopathy panel anti-glial nuclear Ab, neuronal nuclear Ab 

(types 1, 2, and 3), CASPR2, CRMP-5, DPPX, 
GABA-B receptor, GAD65, GFAP, lgLON5, 
LGll-lgG, MGLURl, NIF, NMDA receptor, 

Purkinje Cell Cytoplasmic Ab (types Tr, 1, 
and 2) 

Imaging CT Head without contrast No acute intracranial findings. 

MRI Brain with contrast No acute intracranial abnormality or 
definitive structural abnormal ity ident ified. 
Specifically, no imaging findings suggestive 
of encephalitis or acute demyelination . 

Electroencephalography Normal prolonged (>12h) awake and asleep 
inpatient video EEG 
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Figure 1. Characterization of anti-neuronal antibody staining. Mice were perfused with 4% 

paraformaldehyde. 12µm frozen sagittal brain sections were immunostained with cerebrospinal 

fluid {CSF) at a 1:4 dilution and counterstained with an anti-human lgG secondary antibody 

{green) {Jackson #709-545-149 at 2µg/mL). Nuclei were labeled with DAPI {blue). In all panels, 

scale bars are l0µm. A. Cortical immunostaining of pyramidal neuron cell bodies and proximal 

processes in layer II of the anteromedial cortex. Staining of neuropil also observed. Inset -

CSF immunostains Satb2-expressing {red) neurons {filled arrowheads) hut not surrounding 

Satb2-negative cells {unfilled arrowhead) {Abeam #ab51502 atlµg/mL); B. Relatively uniform 

punctate staining along the ventricular wall {filled arrowheads) and overlying corpus callosum; 

C. Olfactory bulb immunostaining of mitral cellbddies(filled arrowheads) and neuropil of the 

external plexiform layer {ep). gc = granule celllayer, ip = internal plexiform layer, me= mitral 

cell layer; D. Hippocampal immunostainihg bf an axon-like process in the hilus of the dentate 

gyrus {filled arrowheads) and of hilar cell bodies {unfilled arrowheads). gc = granule 

cell layer, h = hilus. v = yentricle; E. Thalamic axon-like {filled arrowhead) and scattered {unfilled 

arrowhead) punctate i111munostaining. bv = blood vessel; F. lmmunostaining of cerebellar 

Purkinje cell bodies {filled arrowheads) and neuropil of the molecular layer {m). gc = granule cell 

layer, pc= Purkinje cell layer. 
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From: l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·_i 
Sent : 10/5/202 1 3:48 :02 AM 
To: Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Admin istrative Group 

(FYDIBOHF23SPDLT)/cn=Recipients/cn=b81ca0519 50b4d458d74037a6a86ead6L_ ___ b6 ____ : 

Subject: Re: Update 
Attachments : Cov-Sars2 Vaccine Persistent Neuro Symptoms Survey 10-5.pdf 

Good evening Dr Nath . 

I do hope you are faring well. 

I am doing good afteri b6 j Feeling the best I have since this started . 
.. --·- ·- ·-·.L·-------------'- ·-·- ·- ·-·- ·- ·-·- ·- ·- ·- ·- ·- ·- ·- ·- ·· 

My doc wants toi b6 i 
l_ ________ b6 _______ __.!thinks that[ _____________________________________ b6 _______________ ' -·--- ·--- ·--- ·-- ·-·-- ·iAny thoughts on this? I guess we 

will find out. 

I am hopeful that I will be able to finallyL_ __ b6 ____ __:soon and if the next few month s consistently stay on this tra jectory, 

maybe I canl_ _________________________ b6 __________________________ j 

Attached, find our updated survey . I went back to our survey pool and asked some follow-up questions regarding 

timelines and symptoms progression . 

New slides are at the end of the document. 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-; 
! 

' 
b6 

! _________________________________________________________ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. ___ ._. _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . _____ . __________________ ! 

On the FDA front, I expressed my concerns to Dr Woodcock regarding their refusal to investigate, and then met with 

Peter Marks today . He recognized that it is challenging for the VAERS system to identify syndromes that consist of a 

myriad of symptoms. He committed to work with his programmers, and the several neuropathy terms we gave him, in 

order to develop a system that may identify the more easily overlooked safety signals. 

He assumed that paresthesias (and other issues) was a temporary short-term issue, so he was surprised when I 

mentioned it is consistently one of the top 3 complaints people have. 
The GOOD news is he didn't try to send me off to another agency again! :) 

i b6 i 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 

r-·-------·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·b·6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-: 

! i 
l--·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-· - ·-·- ·-·-·- ·-·-·-·-·-·-· -· -·- ·- ·-·- ·-·-·-·-·-·-·- ·-·- ·- ·-·- ·-·-·-·-·-·-·- ·-·- ·- ·-·- ·-·-·-·-·-·-·- ·-·- ·- ·-·- · . 
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Covid Vaccine Persistent Symptoms Survey 
Survey Gathered from 508 patients suffering persistent neurological symptoms after receiving the 

Sars-Cov2 Vaccine in the United States - 10/5/21 

Gender Age: 

10-19: 20-30: 30-40: 40-50 : 50-60: 60-70: 
rs 

www.r eAct19.o rg 
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Brand of Covid Vaccine 

# of Doses Received 
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Medical History 

Have you ever had a positive Covid 
infection? 

Are you the only one in your family to have a persistent 
adverse reaction to the vaccine? 
Yes: 142 
No: 13 

Have you had EBV in the past: 
Yes: 30 
No: 24 

High Cholesterol pre vax: 
No: 101 
Yes: 23 

Do you have any known mutations to the mthfr gene? 
Never been tested: 93 
Yes: 19 
No: 13 

REL0000231806.0001 



Constitutional HEENT Gastrointestinal Allergy/Immunology 
Fatigue: 411 Tinnitus : 180 Nausea : 146 Lymphadenopathy : 96 

Exercise I ntolera nee: 178 Visual disturbance/ loss: 141 Diarrhea: 76 New Food Allergies : 44 
Insomnia : 150 Sound Sensitivity : 83 Abdominal Pain: 102 

Chills: 53 Dry eyes: 72 Dysphagia: 12 Musculoskeletal 
Night Sweats: 66 Light Sensitiv ity: 62 Heart Burn/Indigestion : 74 Muscle Twitching: 254 
Excessive Sleep: 60 Sore Th roat : 41 Bloody Stool: 4 Joi nt Pain : 226 
Weight Loss: 40 Jaw Pain: 55 Muscle Aches: 204 

Genitourinary/ Reproductive 
Heavi ness in Low er 

Extre mit ies: 194 

Neurologic Respiratory: Frequent Ur ination : 65 Muscle Atrophy: 82 
Paresthesia (burning, tingling): 343 Shortness of Breath : 154 Irregular Menstrual Periods : 81 Sw elling in Ext re miti es: 40 

Brain Fog: 346 Cough: 30 

Dizziness: 277 Endocrinologic Dermatologic 

Persisting Headaches: 209 Cardiovascular: Heat Intolerance: 143 Skin Redness or Swelling: 35 
Nerve Pain: 211 Pa I pitat ions : 275 Adrena line Surges: 118 

Memory Loss: 125 Tachycardia: 182 Inc reased Thirst: 83 Psychiatric 
Difficulty with Speech : 34 Chest Pain: 160 Hair Loss: 41 Depression : 131 
Paralysis: 14 High Blood Pressure : 74 Disturbance in glucose levels : 29 Anxie t y Attacks: 201 

Low Blood Pressure : 50 

Arrythm ia: 17 Hematologic 

DVT: 4 
Bulging Veins: 47 
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SY T s 
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SYt\/lPTrJl\llS Tll\ll~BIN~ t\ND rJ\l~R\/l~VV 

did symptoms begi TOP 20 REPORTED SYMPTOMS 
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Are you improving? 
Staying the same? 

Getting worse? 

~ lmroving 

:; Getting 

Worse 

ff Not Better, 
Symptoms 
Evolving 

Staying The 
Same 

HELPING WITH SYMPTOMS: 

Time 

Rest 

Supplements 

Gentle Exercise 

Anti-inflammatory Diet 

Positive Outlook 

Antihistamines 

Meditation, vague nerve 
exercise 

Acupuncture 

Distraction 

Fasting 

lvermectin 

Steroids 

Red Light therapy 

Miraviroc 

Gabapentin 

Antidepressants fluvox / 
doxepin 

IVIG 

CAUSES SYMPTOMS TO WORSEN: 

110 Lack of Sleep 93 
80 Stress: 92 
59 Overdoing: 67 

36 Heat: 55 
28 Menstrual Cycle: 36 

25 Sunlight: 23 

28 Humidity: 19 
Heavy Endurance Training: 19 

6 Unhealthy food: 13 
4 Dairy: 12 

12 Walking: 11 

11 Gluten 10 

7 Too much screen time: 10 
10 Those with Neuropathy 
2 warm water: 9 
2 Those with Neuropathy 
8 cold water: 4 

:: 

Caffeine: 9 
4 Greasy foods: 3 

3 
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SYMPTOMS TIMELINE 

!N WHAT MON T H DID SYMPTOMS BEGIN TO LEVEL OFF? 

1 2 3 4 5 6 7 8 9 never did 

MONTHS 

!N WHAT MON TH DID SYMPTOMS BEG IN TO IMPROVE? 

1 2 3 4 5 6 7 8 9 Never 
did 

REL0000231806.0001 



SYI\/IPT()I\/IS PR()IRmSSl()N - 1 

Fatigue 

El Staying 

The Same 

Improving 

Getting 
Worse 

Tingling/ Numbness 

m Staying 
The Same 

tH Improving 

Getting 
Worse 

Brain Fog 

Dizziness 

m Staying 
The Same 

,, Improving 

Getting 
Worse 

m Staying The 
Same 

Improving 

;m Getting 

Worse 

Burning Sensation 

rrn staying the 
same 

Improving 

Getting 
Worse 

Muscle Twitching 

!fill staying 

the same 

:'·; Improving 

Getting 
Worse 
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SYI\/IPT()I\/IS PR()IRmSSl()N - 2 

Heaviness In Legs 

!I Staying 
The Same 

Improving 

Getting 
Worse 

Heart Palpitations 

l!llil Staying The 
Same 

!I Improving 

Getting 
Worse 

Internal Vibrations 

11 Staying 
The Same 

w Improving 

Getting 
Worse 

Nerve Pain 

11 Staying The 
Same 

"'" Improving 

Getting 
Worse 

Tinnitus 

New Persistent 
Headaches 

11 staying 
the same 

;:m Improving 

Fi Getting 
Worse 

filt staying the 
same 

Improving 

Getting 
Worse 
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SYI\/IPT()I\/IS PR()IRmSSl()N - 3 

Insomnia 

trn staying the 
same 

w Improving 

Getting 
Worse 

Lymphadenopathy 

trn staying the 
same 

: Improving 

Getting 
Worse 

Visual Disturbances 

!I Staying The 
Same 

Improving 

Getting 
Worse 

Irregular Menstrual Cycle 

lliill staying the 
same 

mi Improving 

Getting 
Worse 

Anxiety 

Tremors 

rm staying the 
same 

Improving 

Getting Worse 

trn staying the 
same 

@IJ Improving 

rm Getting 
Worse 
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From: i b6 i 
··-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Sent: 9/19/2021 6:18:40 PM 
To: Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6i b6 1 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- '·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·--' 
i b6 ! 

Subject: 
'-·-·-·r------------------- : 
Re:! b6 : '·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-

Excellent, 
How can he contact you to give consent- he is cc'd above on this email for any information you need from 
him. 
I will contact the fellow to arrange at time to present his case thus far . It could beL_ ________________________ b6 ·-·--·-·--·-·--·-·-__i 
i b6 i 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
Thank your for all of your help. 
Best 
l_ __________ b6 __________ _j 

On Sat, Sep 18, 2021 at 4:37 PM Nath, Avindra (NIH/NINDS) [E]i b6 iwrote: 
L .•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.•.• 

Wonderful. We have a Neuro-ID /immunology case presentations every Monday at 12 noon-1 pm. One ofus 
would need to present him to our group. A decision would then be made by the group to see if he would meet 
the criteria for our protocol and what the plan would be for his further workup. I have copied Yair Mina, our 
clinical fellow who directs the meetings. Would it be possible for you to do a brief presentation? I have also 
copied our research nurse who can consent the patient. Our protocol requires that the patient or their legal 
guardian directly contact us for that purpose . 

Agree, he has some very unique findings and would be good to get to the bottom of it. 

Best. 

Avi 

A vindra Nath MD 

Chief, Section oflnfections of the Nervous System 

Clinical Director, 

National Institute of Neurological Disorders and Stroke 

National Institutes of Health, Bethesda, MD 

i b 6 j(Office) 

i i( cell) 
L--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 
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From:: b6 i 
Date: Saturday, September 18, 2021 ~!_2JQ __ ~_M ______________________ , 
To: Nath , Avindra (NIH/NINDS) [E]i b6 i 
Cc:i ,--------

0

b6 ! Subject: Re:: _______________ -~~---_____ -·-·-·-___ .(·- -·-·--·--·---·--·--·-·--·-·-·--·-·--·--·-·-·-·-·-·--·-·--·-·-·-·-·-·-·; 

I will send o ffL__·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-_______________________ i 

How do I facilitate him going to see you at the NIH for a clinical appointment and testing? Should I have him 
contact anyon e in particular and should I have him block off a number of days for testing etc? 

I am so grateful for your help. He is a very special patient and I am concerned and perplexed . 

Best, 

On Fri, Sep 17, 2021 at 10: 11 PM Nath, Avindra (NIH/NINDS) [E] [_ _______________ b6 ______________ __!wrote: 

That is fine. Still good to sendi b6 : 
l·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-· . 

Avi 

From:i b6 : 
Date: Friday, September 17, 2021 at 6:04 PM · 
To: Nath, A vindra (NIH/NINDS) [E] i b6 i 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-J.. ....................................................................................... ,_._._,_,_._,_,_._,_,_._,_,, 

Cc:! b6 ! 
i.·-·-·-·-·-·-·-·-·-·~------~·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·~ 

Subject: Re: L_ ______________ ---~~----_____________ _J 

Thank you so much! 

t__·-·-·-·-·-·-·-·-·-·-·-· b 6 -·-·-·-·-·-·-·-·-·-·-·-·-! 

Should I send him to see you? This is all so new - and only since the J&J vaccine . He is a healthy athletiq ____ b6 ___ j 

L-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·__! 
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On Fri, Sep 17, 2021 at 5 :26 PM Nath , Avindra (NIH/NINDS) [E] i_ _____________________ b6 ·-·-·-·-·-·-·-·-·-·-·___: wrot e: 

Looks like i b6 : 
!-·-·-·-·-·-·-·-·-·-·-·-· 

b6 
---------------·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·' 
i b6 ! 
l-- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·.,; 

Hope this helps. 

Avi 

A vindra Nath MD 

Chief Section oflnfection s of the Nervous System 

Clinical Director , NINDS , NIH 

Bldg 10; Rm 7C-103 

10 Center Drive 

Bethesda , MD 20892 

I •-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•! 
i ! ; b6 ! 
i ! 
i ! 
i ! 
i ! 

! i 
i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

From:i b6 i 
L--·- ·- ·-·- ·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-} 

Date: Friday , September 17, 2021 at 3:37 PM 
To: ,Nath, A vindra_(NIH /NINDS) [E ]l_ _______________ b6 ____________________ ! _____________________ . 
Cc:i b6 : 
Subject: L._ _______________ b6 _________________ i 

His! b6 :is cc'd as well. 
i.·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

Any guidance is most appreciated! 

,-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-. 
' ' ; b6 ; i i 
i i 
i i 
i i 
i i 
! i 
' ; 
i,- ·-·-·- ·-·-·- ·-·- ·- ·-·- ·- ·-·-·- ·-·-·- ·- ·- ·-·- ·- ·-·- ·-·-·- ·-·-·- ·- ·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-; 
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b6 

1·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-. i 

b6 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 

-•-•-•- •-•-•-•-•-•- •-•-•-•-•-•- •-•-•-•-•-•- •-•-•- •-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•-•- I 

i 

b6 

.---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 
' ! 

b6 ' ; 
i-·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-i 
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I b6 I 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 
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From: 
l·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6 -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! 

Sent: 9/18/202111:56:04 AM 
To: Nath, Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Administrative Group 

CC: 
(FYDIBOHF23SPDLT)/cn=Recipients/cn=b81ca051950b4d458d74037a6a86ead6[ _____ ~.~---·-j 

f ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· b6·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·! 
Subject: Re:[_ ______________ b6 _______________ ] 

Thank you for keeping me in the loop on this. 

He called me last night that he feels like he had a setback over the last couple days . He feels like his walking to getting 
worse. I am going to see him next week in the office . I can!_ ____________ b6 __________ ___i 

.-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
! 

b6 
' ; 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

CONFIDENTIALITY NOTICE: This e-mail, including any attachments, contains information, which may be confidential or 

privileged. The information is intended to be for the use of the individual or entity named above. If you are not the 

intended recipient, be aware that any disclosure , copying, distribution or use of the contents of this information is 

prohibited by federal regulations. If you have received this e-mail in error, please notify the sender immediately by 

"reply to sender only" message and destroy all elec t ronic and hard copies of the communication, including attachments. 

On Sep 17, 2021, at 10:11 PM, Nath, Avindra (NIH/NIN DS) [El l_ __________________ b6 ·-·--·-·--·--·-·__: wrote: 

That is fine . Still good to send [_·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·b6 _________________________________________ ] 
Avi 

From:[_ __________________________________ b6 ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-: 
Date: Friday, September 17, 2021 at 6:04 PM 

To: Nath, Avind ra (NIH/NI N DS) [E] l_·-·--·-·--·-·--·-·--~~---·--·-·--·-·--·-·__j 

Cc: l_ __________________________________________________________________________ b6 -------------·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-___i 
Subject: Re: i b6 : 

'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Thank you so much! 
~---·-·-·-·-·-·-·-·-·-·-·bs-·-·-·-·-·-·-·-·-·-·-·-· ! 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·J 
Should I send him to see you? This is all so new - and only since the J&J vaccine. He is a healthy 
athletic[ ___________ b6 __________ : 

On Fri, Sep 17, 2021 at 5:26 PM Nath, Avindra (NIH/NINOS) [Eli b6 ]wrote: 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Loo ks Ii ke: _______________________________________________________________________________ b6 ____________________________________________________________________ ] 
. ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-1 
1 b6 ! 

' ; 
I,..--·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 
i b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-' 

RE L0000231817 



Hope this helps. 

Avi 

A vindra Nath MD 

Chief Section oflnfections of the Nervous System 

Clinical Director, NINDS , NIH 

Bldg 10; Rm 7C-103 

10 Center Drive 

Bethesda , MD 20892 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-! 

b6 
' 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 

From:i b6 i 
I.---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Date: Friday, September 17, 2021 at 3:37 PM 

To: Nath, Avindra (NIH/NINOS} [E] :_ ____________________ ~~----·-·--·-·--·-·--·-J 

Cc: [ ____ -----~------- ·-·-·-·-·-·-·-~-~---·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·j 
Subject:!__ _____________ ----~~-_______________ __! 

Hisi b6 !is cc'd as well. 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Any guidance is most appreciated! 

b6 

RE L0000231817 



·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-, 
i 

b6 
' -·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

RE L0000231817 



From: 

Sent: 
To: 

CC: 
Subject: 
Attachments: 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-
! b6 ! 
;_9/17 /2021 7:35:42 PM·-·--·-·-·-·-·-·-·-·-·-·-·-·-·; 

Nath , Avindra (NIH/NINDS) [El [/o=Exchangelabs/ou=Exchange Admin istrative Group 

(FYDI BOHF23SPDL T)/cn=Recipients / cn=b81ca051950b4d458d74037a6a86ead6i b6 ! 
··- ·- ·-·- ·- ·- ·-·- ·- ·-·- ·-·- ·- ·-·- ·- ·- ·-·- ·- ·-·- ·-·- ·- ·-·- ·- ·- ·-·- ·1 '-·-·- ·- ·-·- ·- ·- ·- ·- ·-· 
! ! 

b6 
' i.·-·- ·-·-· -·-· -·- ·-· -·- ·-·-·- ·-·-· - ·-· -·- ·-· -·- ·-·-·- ·-·-· - ·-· -·- ·i 

His i b6 i is cc'd as well. 
'- •- •- •- •- •- •- •- •- •- •- •- •- •- •-•- •- •-•- •- • -•- •- • -•- •- •- I 

Any guidance is most appreciated! 

-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· ! 

b6 
' i. ... ... ... .. .. .. .. .... .. .... ... ... .. ... . .. .... .. .... ... ..... ... . .. .... , . . _,_·-·-·-·- ·-· - ·- ·-·- ·- ·- ·-·- ·- ·-·- ·-· - ·- ·-

RE L0000231821 



b6 

REL0000231821.0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821.0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821.0001 



b6 

REL0000231821.0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821 .0001 



b6 

REL0000231821.0001 



From: Nath, Avindra (NIH/NINDS) [E] [/O=EXCHANGELABS/OU=EXCHANGE ADMINISTRATIVE GROUP 

(FYDI BOH F 23SPDL T)/CN =RECI Pl ENTS/CN =B81CA051950B4D458D7 4037 A6A86EAD6L_ ________ l_?.~---·-·-·-j 
Sent : 5/12/2021 6:07 :15 AM 
To: 
Subject: 

! ! 

! b6 ! 

I talked to a research lab ini b6 ]since they had set up the assay similar to 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

what had been done in Germany. They said they will get back to me soon. 
Avi 

From:: b6 : 
i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·i 

Date: Tuesday , May 11, 2021 at 9:31 PM 
To: Nath, Avindra (NIH/NINDS} [E][ _______________________ b6 ____________________ ! 
Subject: Re: L_ ______________ b6 _______________ i 

Dr. Nath, 

Any updates from i b6 :that might aid her local care team in providing care? I know that your team 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

has been treating other vaccine reaction patients at the NIH, wha t is helping them? 

Thank you , i ·-·-·-·-·-·-·-·-· b6 ·-·-·-·-·-·-·-·-·i 
L ••••••••••••••••••••••••••••••••••••••••• • 

On May 5, 2021, at 8:43 PM, Nath, Avindra (NIH/NINOS) [E] i b6 iwrote: 
'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 

Sorry, for not getting back to you. Let me look into it further and then get back to you . 
Avi 

From:: b6 i 
i-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Date: Wednesday, May 5, 2021 at 12:08 PM 
To: Nath, Avindra (NIH/NINDS} [E] i b6 i "'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-) 
Subject: i b6 : 

"'·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· . 

Dr. Nath, 

i"-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·-·-bs·-·- ·-·-·- ·-·-·-·-·-·- ·-·-·- ·-·-·- ·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·: 

i b6 iThe attached pre-print shows ' 
•-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·· 
evidence of novel antineuronal antibodies from COVID. This patient responded favorably to IVIG. 

1·-·-·-bf ·-·-·:remains symptomatic, now i b6 iMost of her testing has:-·--·-·--·-·--·-·--·-·-b6·--·-·--·-·-·-·-·-·-·-·-·: 
L·-·-·-·-·-·-·-·-·.:. '·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·• •·-·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-·-·- ·-• 
i b6 !Her care teams are attempting to treat symptoms, with no response. 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-• 

Your thoughts on this? Any updates fromi b6 : 
L·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-· 

Thanks, 
i b6 i 
'-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·-·. 

https ://www. bio logicalpsychiatryjou rna I .com/ actio n/showPdf? pii =S0006-3223%2821 %2901215-4 

REL0000231870 




