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What’s new

● Treatments for specific symptoms
This new section looks at 
treatments that could target 
specific symptoms.

● Added more information on what 
effective treatment might look 
like

● Rituximab not recommended



Corrections to the last video

1. Those with severe food 
intolerances respond better 
to popular antihistamines, 
not worse.

2. If a person has failed an 
anti-histamine, the chances 
of succeeding with another 
are lower than what was 
previously stated.

My apologies for the errors.



Highlights

These interventions likely cause more harm than good:
● Exercise
● COVID vaccines
● SSRI anti-depressants (selective serotonin reuptake inhibitor)
● TCA anti-depressants (tricyclic antidepressant)

● Pacing strategies
● Gluten-free diet
● Low histamine diet
● Fasting
● Magnesium

● Antihistamines
● LDN (low-dose naltrexone)
● DAO enzymes
● Ivermectin
● Statins

HBOT looks like a proven treatment for Long COVID.

These interventions are promising: 



Sections in this presentation

1. Treatments supported by high-quality evidence from 
randomized controlled trials.

2. Treatments where only lower-quality survey data is 
available.

3. Whether or not there are treatments that can target 
specific symptoms.

4. What highly effective treatment might look like.



Randomized controlled trials 
(on Long COVID and ME/CFS)



HBOT (Hyperbaric Oxygen Therapy) - Success

Study details:

● The Shamir Medical Center in Israel funded a randomized 
controlled trial of HBOT.

● Control group participants were blinded with very mild 
‘sham’ HBOT.  This keeps the placebo effect the same in 
both groups.

● The trial was pre-registered at NCT04647656.  This helps 
safeguard against unreliable results fabricated through 
data mining.

● The results paper: https://doi.org/10.1038/s41598-022-15565-0 

https://clinicaltrials.gov/ct2/show/NCT04647656
https://doi.org/10.1038/s41598-022-15565-0


HBOT trial results

Improvements were mild.  The score improvement was modest- 5.9%.



Leronlimab (CCR5 antagonist) - Not a success

● Unfortunately, small clinical trial on 56 patients failed 
to prove a statistically significant benefit over placebo
○ “Although the study was not designed to show statistically 

significant differences due to the small sample size of 56 patients, 
clinically meaningful improvements in leronlimab over placebo were 
observed for cough, stuffy/runny nose, shortness of breath, tightness 
of chest, feeling of fast heartbeat, fatigue, muscle aches/cramps, 
muscle weakness, joint pain/swelling, chills/shivering, feeling hot 
or feverish, difficulty in concentration, sleep disturbance/insomnia, 
headache, dizziness, tingling/numbness, sense of taste, and sense of 
smell.” (Source: press release dated June 21, 2021)

● Same mechanism of action as maraviroc

https://www.globenewswire.com/news-release/2021/06/21/2250254/19782/en/CytoDyn-Inc-Announces-Positive-Preliminary-Results-of-Unblinded-Data-from-Long-Haulers-Trial-Showing-Greater-Improvement-in-Leronlimab-Group-over-Placebo-in-18-of-24-Symptoms.html


Rituximab - Not a success

● In ME/CFS patients, rituximab did not show a benefit in 
the 151 patients in the randomized controlled trial 
(DOI:10.7326/M18-1451).

● Immune suppressing drugs may cause long-term problems 
such as autoimmunity and cancer (?).

https://doi.org/10.7326/M18-1451


Patient survey data for long haulers



Treatment Outcomes survey

The survey and its preliminary analysis can be found at 
https://react19.org/treatment-outcomes/

Data on over 100 treatments can be found on that webpage.

The reality is that many patients are engaging in medical 
self-experimentation.  The survey tries to aggregate all of 
that data.

*Most charts use data from Oct 20.

https://react19.org/treatment-outcomes/
http://react19.org/treatment-outcomes/2022-10-20-living-survey-01.html


Some limitations of the survey data

Dosages and doing a treatment ‘incorrectly’: Some people may 
be trying treatments at low dosages that do not do anything 
(e.g. low doses of ivermectin).

General survey problems: People interpret survey questions 
differently, so data may be from ‘two different surveys’.  
Medical definitions tend to vary a lot between people.

Recruitment bias: Support groups for particular treatments 
(e.g. IVIG, HELP apheresis, maraviroc + statin) tend to be 
biased towards that treatment.



Scoring system used to 
rank treatments
A simple scoring system is used for 
analysis:

● 3 points for “Significant overall 
improvement

● 1 point for “Mild overall 
improvement”

● 0 points for “Not much benefit or 
harm”, ‘effect was unclear’

● -1 point for “Mild overall 
worsening”

● -3 points for “Significant overall 
worsening”

The Risk score only assigns points for 
worsening: 0,0,0,-1,-3.  It is a signal 
for the risk of an overall poor outcome.



Exercise and energy 
management
The most obvious finding is 
that most surveyees reported 
worsening from exercise:

● Intense exercise (with 
sweating)

● Light exercise (no 
sweating)

● Graded exercise therapy

Pacing strategies (e.g. ‘spoon 
theory’) ended up scoring #1.  
Pacing strategies consist of 
planning out uses of energy and 
not exceeding an individual’s 
limit (e.g. by avoiding chores, 
showering, etc.).



Resources on 
pacing strategies
MEpedia article on spoon theory

MEpedia article on pacing

https://me-pedia.org/wiki/Spoon_theory
https://me-pedia.org/wiki/Spoon_theory


Only physical over-exertion was surveyed

The survey did not ask 
about mental exertion such 
as holding a conversation 
for too long, reading a 
book, working a desk job, 
etc.  Some patients also 
find that emotional 
exertion can cause their 
symptoms to worsen.



Long haul patients have unusual negative reactions 
to drugs, supplements, and other interventions



Long haulers react negatively to COVID vaccines at unusually high rates

Out of 89,355 vaccinated clinical 
trial participants, 4 have gone 
public with their injuries so 
far.  The rate of injury in 
healthy people is likely less 
than 1 in 100.

Long COVID patients seem to 
report significant worsening of 
symptoms at a rate of around 1 in 
5.  This is much higher than 1 in 
100.  The rate is even higher in 
vaccine injured patients who are 
re-vaccinated.

In one Long COVID sufferer, 
vaccine injury set off a chain of 
events that ended in suicide.

Source: React19 Risk Factors survey (Survey #3).

https://girltomom.com/a-prayer/heidis-eulogy
https://girltomom.com/a-prayer/heidis-eulogy
https://react19.org/wp-content/uploads/2022/07/Risk-factors-survey-HIGHLIGHTS.pdf


The Treatment Outcomes Survey shows unusual reactions

Exercise was ranked significantly 
worse than everything else, 
including prescription drugs.

Acupuncture is generally considered 
to be very low risk.  Patients are 
reporting a high rate of worsening 
for some unknown reason.  The table 
on the right shows treatment ranked 
by negative overall outcomes.

Corticosteroids and antibiotics are 
generally considered to be 
lower-risk drugs.  They are in the 
top 10 when sorted by risk (out of 
the 56 most popular interventions).  
Statins are also rated poorly.



Some interventions likely cause more harm than good in long haulers
1. Exercise
2. COVID vaccines
3. TCAs
4. SSRIs

The current evidence suggests that 
these interventions cause more harm 
than good and should be avoided.  
Average scores are highlighted in 
yellow. 

The balance of evidence might shift 
if higher-quality evidence becomes 
available.  Fluvoxamine (a SSRI) may 
have favorable risk-benefit in those 
with severe cognitive difficulties 
(see the Treatments for Specific 
Symptoms section).



Lesser-known dangers of benzodiazepines (and SSRIs)
While patients rate benzodiazepines 
highly, please be careful.  They can 
lead to severe withdrawal problems 
and suicide.

The VIGIAccess database suggests 
that there are high rates of 
completed suicide for 
benzodiazepines (and SSRIs).  The 
green bars in the chart on the right 
show completed suicides.  Survey 
data may not accurately reflect 
these dangers.

For the vaccine injured, high rates 
of suicidal ideation may be a 
contraindiction for benzodiazepines 
and SSRIs.



Promising treatments



Using experimental treatments to fix 
the problems caused by experimental 
treatment is not always a good idea!



Promising treatments

● Pacing strategies (discussed 
earlier)

● HBOT
● Possibly MCAS-related: 

○ Diet
○ Antihistamines
○ LDN
○ DAO enzymes (not shown)

● Fasting
● Magnesium
● Ivermectin
● ? Blood thinning drugs
● Statins
● ? Mental and alternative 

treatments, e.g. prayer

*MCAS = Mast Cell Activation Syndrome



HBOT

HBOT at pressures above 1.5 ATA had better 
reported outcomes than 1.5 ATA or below.

HBOT was one of the highest-rated treatments on 
the survey.  The 2.0 ATA HBOT study from Shamir 
Medical Center found modest improvements but 
did not find a cure.

https://doi.org/10.1038/s41598-022-15565-0
https://doi.org/10.1038/s41598-022-15565-0


HBOT safety
There are anecdotal reports of 
long-lasting (possibly permanent?) 
worsening following HBOT.

A small portion of surveyees 
reported significant overall 
worsening regardless of air pressure 
/ ATA.  Oxygen toxicity is unlikely 
with only a few sessions at lower 
ATAs.  It is not clear why worsening 
is occurring.

*Veronica Smith reported worsening after 9 
sessions at 1.5 (?and 2?) ATA.  Negative 
symptoms became clearer following dives 4 
and 5.

https://odysee.com/@Firepuppy:9/hyperbaric-oxygen-therapy-%28hbot%29-and-red:8?r=2kLvrgzXgQajGBP26hRZPbVXt76QRdu4&lid=queue


Anti-microbial treatments
HBOT (>1.5 ATA), Plaquenil/hydroxychloroquine 
and ivermectin are among the top treatments in 
this category.  Ivermectin is one of the safer 
treatments.  Black seed oil from Nigella sativa 
(available as oil or capsules) is also among the 
lower/medium-risk treatments, though its average 
reported benefits are mediocre.

Everything in this category seems to have a risk 
of overall worsening (where there is sufficient 
data).  All of the anti-microbials seem to be 
double-edged swords.  It is possible that all of 
the ‘proven’ treatments like HBOT will turn out 
to be double-edge swords.



Diet
Gluten-free and low histamine 
were the two most popular 
diets.

People have different ideas 
about what an 
‘anti-inflammatory’ diet is, so 
the survey results for it may 
be unreliable.  However, it 
might suggest that the two most 
popular diets aren’t 
necessarily the best in all 
cases.

Plant-based and vegan diets 
were not rated as highly.



Diet: consider trying another if the first one does not work

Those who failed one of the 
two most popular diets (low 
histamine, gluten free) 
sometimes found success with 
the other diet.

The carnivore diet is 
another diet to consider, 
although it can be more 
difficult to implement and 
had interactions with 
medications.  The wiki page 
on meat-only diets contains 
more information on the diet 
and how to implement it.

https://www.longhaulwiki.com/index.php/Meat_only_diet
https://www.longhaulwiki.com/index.php/Meat_only_diet


Mast Cell Activation Syndrome 
treatments

Certain treatments are commonly 
used for Mast Cell Activation 
Syndrome (MCAS).  Those 
treatments tend to work better 
in those with severe food 
intolerances.

● LDN (low-dose naltrexone)
● Antihistamines

○ Zyrtec / Cetirizine
○ Pepcid / Famotidine

● Low histamine diet



Antihistamines: consider trying another H1 blocker if the 1st does not work

They who said that they 
didn’t respond to a H1 
blocker sometimes reported 
success from a different H1 
(or H2) blocker.



Blood thinning drugs 
(plus HELP apheresis)
Aspirin and Advil had only mild reported 
benefits, perhaps because they usually 
aren’t used for long periods of time.

3 out of 4 prescription drugs (plus HELP 
apheresis) had excellent reported 
benefits.  However, sample sizes were 
quite small for each individual 
treatment.

The small cohort may be over-represented 
by patients who go to great lengths to 
find experimental treatments.  They could 
be reporting outcomes more optimistically 
for their unconventional treatments.  
More data is needed to draw more reliable 
conclusions.



Blood thinning drugs versus bleeding and clotting disorders

The survey asked participants 
to report any bleeding and 
clotting disorders (clotting 
as in too much clotting).

Those who did not report a 
bleeding disorder may fare 
slightly better on 
prescription blood thinners.

Overall, underlying bleeding 
and clotting disorders did 
not seem to have much impact 
on reported outcomes (!).

No clotting:       score=1.27
Clotting disorder: score=1.30

No bleeding:       score=1.41
Bleeding disorder: score=1.07



Mental and alternative 
treatments
● Reported outcomes varied widely in 

terms of Score and Risk Score.  It is 
not clear why so many people reported 
negative experiences with acupuncture.

● Those who tried prayer had roughly the 
same improvement in severity as those 
who did not pray (see bottom right).  
Their walking ability, working 
ability, and self-reported suffering 
were about the same.

● Mental treatments likely have unique 
reporting biases that do not apply to 
other interventions (e.g. not a single 
person reported worsening from 
prayer).  The reported outcomes likely 
should not be compared to other 
treatments.

--  Change in severity score              –-
--  (-2 to +10, higher is more recovery)  --
Tried prayer                              1.89
Did not try prayer                        1.98

*Analysis from Oct 30.

https://react19.org/treatment-outcomes/2022-10-30-living-survey-01.html


Fasting
Fasting for more than 24 
hours was not tolerated well 
by all surveyees.

One-meal-a-day (OMAD) and 
intermittent fasting are 
reasonable fasting options.  
There is not enough data on 
fasting for longer than 48 
hours (multiday fasting).

Juices and cleanses during 
fasting may hurt outcomes, 
though there is very little 
data at the moment.



Over-the-counter supplements

Magnesium was the top-rated supplement 
and was tried by more than 2/3rds of 
the surveyees.  It seems to be one of 
the lowest-risk interventions.



Statins

Statins were popularized by the Bruce 
Patterson group (CovidLongHaulers.com) 
and early versions of the FLCCC 
protocol.

The (limited amount of) evidence 
currently available suggests that 
lower-risk interventions could be 
tried first before moving onto statins 
as a second-line treatment.

https://www.covidlonghaulers.com/


Treatments for specific symptoms?



For patients with severe 
food intolerances
In those with severe food 
intolerances, 3 groups of 
treatments had a greater effect 
(teal bar higher than blue bar):

● Certain diets - gluten-free, low 
histamine, and carnivore.

● LDN (low-dose naltrexone)
● Most antihistamines

○ Zyrtec / Cetirizine
○ Pepcid / Famotidine
○ Claritin / Loratadine
○ Clarinex / Desloratadine
○ Hydroxyzine
○ Benadryl Allergy Relief (UK) 

/ Acrivastine

Food intolerances did not have a 
large effect on reported outcomes 
from DAO enzymes.



Severe pain
Pacing strategies can avoid 
flaring of symptoms but does 
not treat the root cause.

Opiates can help, but they 
have downsides and lead to 
addiction/withdrawal.

Other pain relievers were 
rated very poorly by 
patients, even lower than 
NSAIDs.

HBOT (2.0ATA) was proven to 
have mild benefits on pain in 
Long COVID patients (see the 
earlier slides about the 
Shamir Medical Center study).



Severe POTS and 
Orthostatic Intolerance
Colchicine is rated highly 
for some unknown reason.

Beta blockers are commonly 
used in POTS patients, but 
they aren’t rated much 
higher when given to those 
with severe POTS or OI.

The survey did not ask about 
non-pharmacological 
treatments mentioned in the 
treatment guide by Bisaccia 
and colleagues.  Compression 
garments, salt, drinking 
water in the morning, etc.

https://www.mdpi.com/2308-3425/8/11/156/pdf
https://www.mdpi.com/2308-3425/8/11/156/pdf


Ivermectin, Pepcid 
(famotidine), fluvoxamine*, 
and acupuncture are rated 
higher in those with the 
severest cognitive 
difficulties.

*Please be aware that the 
fluvoxamine sample sizes are 
small as it was added 
separately to the chart.  
Fluvoxamine had 27 users in 
the severe cognitive 
difficulties group and 12 in 
the non-severe group.  The 
results may be somewhat 
unreliable.  SSRIs may also 
cause more harm than good.

Brain fog, memory problems, 
or cognitive difficulties

*Analysis from Oct 30.

https://react19.org/treatment-outcomes/2022-10-30-living-survey-01.html


Severe sleep issues
Treatments did not perform 
very differently in those 
with severe sleep issues.

Benzodiazepines and SSRIs 
are sometimes prescribed for 
sleep.

Melatonin performed roughly 
the same.



Severe depression
Treatments did not perform 
very differently, with the 
exception of CBT (Cognitive 
Behavioural Therapy).

SSRIs remained 
underperformers.



Recap

Overall, targeted treatments don’t exist for many 
debilitating symptoms.  The treatments that work well in 
general still tend to be the best treatments.

There are some notable exceptions such as food intolerances.



What effective treatment might look like



Current theories and their treatment outcomes

Current theories predict that particular treatments should perform 
very well:

● Spike persistence / autophagy: Intermittent fasting, etc.
● Spike persistence in monocytes: Leronlimab, maraviroc, statins, 

etc.
● Mast cell activation syndrome: Benzodiazepines, antihistamines, 

low histamine diet, quercetin, luteolin, etc.
● Microclots: Triple anticoag / blood thinners, HELP apheresis
● Dysimmune: IVIG, plasmapheresis (PLEX), corticosteroids

Unfortunately, a ‘silver bullet’ treatment has yet to be discovered.  
Few of the treatments outperformed high ATA HBOT, which is a proven 
treatment for Long COVID.



Only blood thinners (and HELP apheresis) 
were rated better than HBOT

Two prescription blood thinners 
(Clopidogrel and Eliquis) were rated 
above high-ATA HBOT.  Another 
prescription blood thinner, heparin, was 
not rated as well.  Sample sizes were 
small so the results may not be reliable. 

Anecdotally, HELP apheresis led to 
worsening of symptoms in a ME/CFS patient 
who was vaccine injured.  That worsening 
ended in suicide.  The survey data likely 
does not reflect that downside.

*Data from Nov 1.

https://react19.org/treatment-outcomes/2022-11-01-living-survey-01.html


Chronic illness likely has many moving parts

The data strongly suggests many different underlying 
mechanisms.  Chronic illness seems to draw from the same 
pool of underlying mechanisms, with each patient having a 
different combination of moving parts.



The analysis on the right 
split patients into a high 
and low recovery group.  
Both groups more or less 
tried the same treatments 
(percentage-wise).

The data suggests that 
people recover because 
they respond to treatment, 
not because they chose the 
‘right’ treatments.

Recovery is not about which 
treatments are tried



Response to treatment 
may be the key

Those in the high recovery 
group reported better 
treatment outcomes (on 
average).  They may have 
responded to treatment 
better.

(Or, they may have rated 
their treatments higher 
because they recovered more.  
Correlation does not prove 
causation.)

Ivermectin and HBOT were 
rated much higher by those 
with higher recovery.



Opposing paths to recovery

For certain treatments, there were 
opposing experiences among the 
mostly recovered.  Some reported 
significant improvement while others 
reported significant worsening.

There does not seem to be a single 
path to successful treatment.  
Treatments that work for one patient 
may not work for another.  Effective 
treatments seem to be double-edged 
swords that can cut either way.



Individualized treatment may be the key???

Right now, we don’t know how to predict which way treatment 
will go.  One possible strategy is to start with low dosages 
and to abandon treatment if things start going the wrong 
way.  However, it is unclear if this strategy will avoid 
long-lasting side effects from treatments that go the wrong 
way.

The next few slides will discuss recovery- how often it 
occurs and what it looks like.



Introducing a heatmap 
of illness severity

The first row shows people who 
reported the highest severity in their 
worst month.  Those on the left side 
of that row reported the lowest 
current severity.

Severity score is based on:

← Higher recovery

● 2 points: Unable to walk for more than 
1 minute

● 1 point: Only able to walk for 1-4 
minutes

● 3 points: Unable to work 
● 2 points: Only able to work part-time
● 1 point: Only able to work with 

accomodations
● 0-4 points for self-reported suffering 

from worst symptom
● -1 point if patient reported no 

symptoms



Moving along the 
severity spectrum

Illness seems to exist along a 
spectrum, with people drifting 
along that spectrum over time.

If treatment has an effect, the 
effect is likely small in most 
cases.  Surveyees usually didn’t 
drift too far away from their worst 
month.



Recovery is happening 
but is uncommon

The blue box contains the ‘mostly 
recovered’.  The ‘mostly recovered’:

● Can walk continuously for 5 or more 
minutes

● Can work their old job full-time
● Reported suffering of 0/1 out of 4, 

where 4 is the worst suffering 
imaginable.

About 6.9% of surveyees fall in the blue 
box.  Hopefully that number goes up.



Patients can methodically trial 
safe and promising treatments.  
It will take time to figure out 
which treatments are headed the 
wrong way.

Many treatments will not do much.  
If a treatment doesn’t succeed, 
patients can move onto the next 
treatment.

*Disclaimer: We may discover that this is 
not the best approach.

Slow and steady wins the race



Closing thoughts

Please contribute your data to the 
ongoing survey if you haven’t already.  
It takes just 3-9 minutes.  Thank you!

While there is no known cure, we will keep 
pushing forward.  We will continue the 
search for answers and better treatments.

https://docs.google.com/forms/d/e/1FAIpQLSdUdMgkWSUswVl7wQbltbVGLIE572IPYUl6vP18DlwQKIwKww/viewform?usp=pp_url&entry.1840324711=LongHaulWiki+Odysee
https://docs.google.com/forms/d/e/1FAIpQLSdUdMgkWSUswVl7wQbltbVGLIE572IPYUl6vP18DlwQKIwKww/viewform?usp=pp_url&entry.1840324711=LongHaulWiki+Odysee

