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Introduction

Online support forums and websites
Studies have reported on Facebook groups sup-
porting all manner of ailments from alopecia to 
cancer.1–3 There are literally thousands of groups 

providing information and support to millions of 
people. A systematic review of data on the use of 
social media for public health topics in general 
concluded that qualitative benefits can be derived 
in terms of learning and education for both patients 
and physicians.4 The authors also concluded there 
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are both negatives and positives from this form of 
learning and support.

Previous studies have reported on online forums 
and websites assisting people withdrawing from 
all forms of psychiatric medications. In particular, 
the Surviving Antidepressants forum has been a 
major focus,5–7 along with some interest in benzo-
diazepine-withdrawal groups.7,8

Researchers have used forum posts to estimate 
the longevity and prevalence of withdrawal from 
antidepressants,6 and instances of selective sero-
tonin reuptake inhibitor (SSRI)-induced with-
drawal anxiety and mood disorders,5 but did not 
report on the actual numbers of participants on 
the sites. Direct, verbatim reports of severe SSRI 
and serotonin-norepinephrine reuptake inhibitor 
(SNRI) withdrawal symptoms were reported in 
both studies. Surviving Antidepressants has around 
14,000 members and 6000 longitudinal case 
reports, all of which are publicly visible on the 
site, as are the detailed guidelines for safely taper-
ing most psychiatric medications.

Fixsen and Ridge examined the role of online 
support forums in the management of benzodiaz-
epine withdrawal.8 They looked at the way in 
which patients withdrawing from this class of 
drug articulated their experiences and suffering 
during the process. They concluded that, although 
benzodiazepine withdrawal is unique to the suf-
ferer, their experiences should be of great interest 
and value to practitioners and researchers and 
should be influencing support strategies in gen-
eral practice. Unfortunately, there is no evidence 
this is happening. Fixsen herself wrote a heartfelt 
and emotional account of her own experience of 
benzodiazepine withdrawal, during which it 
seems she received little or no professional sup-
port.9 Most of her support came from online 
communities. As an example of such online sup-
port forums, Benzo Buddies (http://benzobuddies.
org) had 72,716 members on 9 June 2020.

Antidepressant withdrawal
Following the publication of a systematic review of 
the incidence, severity and duration of antidepres-
sant withdrawal,10 the subject gained traction in 
the global media.11 The review concluded that 
56% of those taking antidepressants suffered some 
form of withdrawal reaction when trying to stop 
the medication. A further 46% of those suffering 
had severe symptoms. Another study found that 

61% of participants reported withdrawal symp-
toms and 44% of those affected reported symp-
toms as severe.12 Ostrow et al. reported that 54% 
of their participants rated withdrawal symptoms as 
severe.13 Many other studies have also reported on 
withdrawal symptoms experienced by patients.14–19

Antidepressant withdrawal is characterised by 
many and varied symptoms that appear days, 
weeks or months after stopping a medica-
tion.10,17,18 The symptoms are often far in excess, 
in terms of both quantity and intensity, of the 
problems for which the drugs were initially pre-
scribed.10,20 Moreover, the symptoms are physical 
as well as emotional and for some they persist for 
months or years,21–23 sometimes even after a very 
slow and careful taper.13,19 Despite this evidence, 
many doctors and psychiatrists are reluctant to 
accept patients are presenting with withdrawal 
from the medications.19,24–26

Recent data on antidepressant prescribing rates 
show large year on year increases.27,28 In England, 
prescription rates doubled in the decade to 2018 
and, in that year, 70.9 million antidepressant pre-
scriptions were issue in the United Kingdom 
(UK).29 This was a 4.3% rise on 2017 and an 
8.2% rise on 2016. In Wales, Northern Ireland 
and Scotland, the percentage decadal increase in 
prescribing was 107%, 101% and 75%, respec-
tively.29 In the United States (US) a similar pic-
ture has emerged. Antidepressant use ‘in the past 
month’ increased from 7.7% of the general popu-
lation in 1999–2002 to 12.7% in 2011–2014, a 
65% increase.30

When considering these prescribing statistics, it is 
reasonable to assume that many more patients will 
require help and support in the future when they 
eventually wish to stop taking their medications. In 
the UK some traction has been gained in changing 
clinical guidance for withdrawing patients from 
antidepressants, following the publication of an 
evidence review on dependence and withdrawal by 
Public Health England.28 The previous UK guide-
lines can be described, at best, as vague so a 
National Institute of Care Excellence (NICE) 
modification of its antidepressant withdrawal 
guidelines was welcome.29 In addition, the Royal 
College of Psychiatrists also publicly announced its 
own new stance on antidepressant withdrawal,31 
accepting that withdrawal can be difficult and long 
lasting for some patients. Finally, in September 
2020, the College published much improved and 
more accurate information on the subject and 
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course of antidepressant withdrawal, which was 
greatly welcomed.32 It remains to be seen if this 
new advice will result in an increased awareness 
amongst practitioners of the issues people face 
when trying to stop these medications. In the 
meantime, online communities still appear to be a 
very important avenue of choice for patients seek-
ing support when tapering off these drugs.24 Once 
they realise their doctor cannot help them safely 
withdraw, or mis-diagnose their withdrawal symp-
toms as relapse or emergence of a new illness,26 
there are few alternate options for support.

Aims of this study
This study aims to begin to fill an important gap 
in the literature by mapping the size and role of 
online groups in relation to antidepressant with-
drawal. We also consider the impact of these 
groups on the acceptance of the issue of antide-
pressant withdrawal by those who should be help-
ing patients. Are these groups dealing with an 
issue that deserves greater attention, in terms of 
both research and treatment possibilities, from 
the psychiatric and medical professions?

Method

Ethics
The study was approved by the University of East 
London Research Ethics Subcommittee 
(Application ID: ETH1920-0260). The people 
whose quotes are presented in Tables were pro-
vided with Participation Information Sheets 
before completing Consent Forms in July 2020.

Group data collection approach
All data in this study comes from Facebook 
groups. There are two group types on Facebook: 
public groups, to which anyone can contribute, 
and private groups requiring people to apply to 
join. Applying may involve answering questions 
designed to filter out those without a genuine rea-
son for joining or a simple checklist asking the 
person to agree to the group rules. This approach 
is applied to all Private Facebook withdrawal sup-
port groups. Private groups can also be secret and 
therefore only joined by invitation. None of the 
groups examined were secret, although many 
secret withdrawal support groups do exist on 
Facebook. A total of 16 groups were examined. 
For ease of identification the groups were num-
bered 1–16 (Table 1).

Group information came from two sources. The first 
was using the search function on Facebook to locate 
groups that are supporting people withdrawing from 
antidepressants. The second source type is detailed 
in the description of the examination of Group 1 
data, below. The selection criteria for this study were 
focussed solely on locating public and private groups 
providing information and withdrawal support to 
their members. Groups were found by searching 
using key words ‘antidepressants’, ‘antidepressant’, 
‘withdrawal’ and ‘support’ in various combinations. 
Once located, groups were recorded by their Internet 
Uniform Resource Locator (URL). Only groups 
using the word ‘withdrawal’ in the group name or 
group description were recorded.

Data on the total number of members for groups 
1–4, 6–10 and 13–16 (see Table 1) was collected 
on five dates: 5 May 2019, 16 October 2019, 29 
January 2020, 23 March 2020 and 10 June 2020. 
On 29 January 2020, Groups 5, 11 and 12 were 
added to the survey. There are three membership 
observations for these three groups. The observa-
tions of group membership are actual member-
ship numbers on each date, which considers new 
members and those who left the groups.

Membership growth rates were calculated from 
the period over which membership numbers were 
observed, and the growth in membership over the 
same period was recorded (13.1 months for 
groups 1–4, 6–10 and 13–16; 3.1 months for 
groups 5, 11 and 12). Data on the number of 
Administrators (Admins) and Moderators 
(Mods) was collected on 25 January 2020 as was 
the number of years the group had been in exist-
ence. Group age is displayed to the nearest whole 
year as shown in the group description on 
Facebook. There is no requirement to be a group 
member to observe this data.

Detailed examination of group 1 data
The second data source was via the Facebook 
‘Group Insights’ function. It provides the data 
recorded by Facebook on group activities. It can 
be accessed only by group Admins. Both Edward 
White and Sherry Julo were Admins of Group 1 
during the study period. Sherry Julo is the found-
ing member of Group 1 and remains the owner of 
that group. Access to group data was facilitated 
through the roles of these authors.

The Group Insights function captures the follow-
ing data:
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 • membership numbers and growth;
 • the number of members approved or 

declined with time;
 • group post, comment and reaction data;
 • details of members,
 • Admin and Mod activities by day and time 

of day;
 • age and sex data;
 • member location data by country and by 

city.

Any data that identified members personal details 
have been omitted from the analysis.

Data collected from one private group (group 1) 
was used to examine details of group composition 
and activities. Group Insight data for Group 1 
was gathered for the period 25 January 2019–25 
January 2020.

Facebook only makes 1 year’s data available via 
Group Insights, but S.J. was able to supply mem-
bership growth data for group 1 from her own 
records from its inception in 2013.

Results

Group membership numbers and growth rates
Table 1 lists the data collected from the 16 
Facebook groups that met the selection criteria. 

Of these, 3 were public and 13 were private. On 
10 June 2020, there was a total of 67,125 mem-
bers in all 16 groups. Of this total, 60,261 were in 
private groups. Figure 1 shows the total number 
of members in the sampled groups at each sample 
date during the study period. The percentage 
increase of 13 groups’ membership, sampled on 
five dates, was 28.4% (between the first and last 
sampling date). For all 16 groups together, the 
percentage increase in membership between the 
first and last sampling dates was 7.2%.

By far the largest group by membership was 
Group 3, Cymbalta Hurts Worse, with 24,282 
members on 10 June 2020. The second largest 
was Group 1, Effexor (Venlafaxine) Side Effects, 
Withdrawal and Discontinuation Syndrome, with 
6162 members. Of the remaining groups, all but 
two (Groups 11 and 16) had a membership of 
between 1000 and 5000 people.

Membership growth rates vary (Table 1), but 15 
of the 16 groups grew their membership in the 
study period. The fastest growing private groups 
were Group 3 (386 new members per month in 
the study period), Group 11 (231), Group 10 
(125), Group 13 (108) and Group 1 (85). Group 
14 was the only one to lose members during the 
study period (–18 per month). All three public 
groups grew their membership. The increase in 
observed membership is net of recruitment of 

Figure 1. The total membership of the studied Facebook groups between 5 May 2019 and 10 June 2020. Solid 
circles represent the total membership of Groups 1–4, 6–10 and 13–16 (13 groups, recorded on five dates) and 
solid squares are the total membership of all 16 groups (recorded on three dates).
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new members and loss of existing members dur-
ing the period between observations.

Where group membership growth was positive 
(n = 15) there was a strong correlation between the 
number of members in the group and membership 
growth rate (Pearson correlation coefficient = 0.90, 
t = 7.59, p < 0.001; Figure 2). This suggests people 
are attracted to the groups where membership  
is higher, although it is possible that Facebook 
 algorithms present these larger, more frequented, 
groups to more prospective members.

It appears the Facebook withdrawal group phe-
nomenon is relatively new as the studied groups 
had a mean age of 6.1 years [standard deviation 
(SD) ± 1.9 years].

Medications focussed on by the sampled groups. All 
the groups sampled support members withdrawing 
from SSRI and SNRI antidepressants. Most private 
groups are drug specific (Table 1). Of the 13 private 
groups sampled, 10 catered for one medication only, 
namely duloxetine (3), venlafaxine (2), paroxetine 
(2), sertraline (2) or citalopram (1) (see Figure 3).

Figure 2. Relationship between total group membership on 10 June 2020 and membership growth rate during 
the study period (5 May 2019–10 June 2020) where group membership growth was positive (n = 15).

Figure 3. Cumulative number of private group (n = 13) members per medication. Numbers above bars are the 
number of groups for each medication.

https://journals.sagepub.com/home/tpp
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The SNRI duloxetine was the medication with 
the most group activity (as measured by mem-
bership totals and number of groups) in the 
study. The five duloxetine groups had 34,852 
members. Three of these groups were private 
with a total membership of 30,412 (Figure 3). 
Sertraline (SSRI) was second (9649 members in 
two private groups) and venlafaxine (SNRI) third 
(8290 in two private groups). The three groups 
supporting either those withdrawing from or on 
all medications were Groups 14, 15 and 16. 
Group 15 is a well-established campaign group, 
but many members also support each other 
 during withdrawal.

Group administration and moderation. Most of 
the groups studied were initiated in the US and 
are administered and moderated predominantly 
by individuals from this region. Clear exceptions 
were groups 11 and 15, both administered from 
the UK. The number of Admins and Mods man-
aging each group was recorded on 29 January, 
2020 (Table 1). All the private groups had at 
least one Admin, and most had several. The 
Admin and Mod accounts were visible in each 
group description and the number and sex were 
noted. Some Admin or Mod accounts were 
generic (e.g. Facebook accounts named the same 
as the group or other generic names) and it was 
not possible to record gender. The three public 
groups had only one Admin, which was always a 
generic account.

Of the 101 Facebook accounts visible as Admins 
or Mods, 74 (92.5% of those identifiable by gen-
der) were female and only 6 (7.5%) were male. 
The remaining 21 were generic accounts.

The ratio of group members per group admins 
and mods total was calculated during the study 
period for each private group (Table 1). For pri-
vate groups where multiple Admins and Mods 
were observed, the highest ratio was for Group 3 
at 1734 members per Admin/Mod total. Group 3 
also had the highest membership total. The low-
est ratio was from Group 16 at 51. Group 16 was 
the smallest of the groups observed.

As far as we know, all Admins and Mods of these 
groups were volunteers, although it is possible 
some may be part of organisations dealing with 
medication withdrawal, campaigning or charities. 
For example, Groups 2, 5, 9 and 10 are run by 
the International Coalition for Drug Awareness 
(https://www.drugawareness.org).

Group descriptions and mission statements. All 
groups except Group 6, 9 and 10 had a visible 
description or mission statement (Table 2). Most 
described the groups objectives and intentions for 
members, such as the approach to tapering the 
medication the group focuses on, which was 
always a very slow ‘10% of the previous months 
dose per month’ as a guide; warning members on 
the perils associated with the wrong withdrawal 
approach; the perceived hazards of the medica-
tions and the groups intention to provide a safe 
environment to enable members to privately dis-
cuss their medication withdrawal and be guided 
though a safe taper. Some descriptions express 
very negative opinions about the medications, 
related mainly to known side effects, withdrawal 
symptoms and issues with long-term use.

Some strong metaphors are used to articulate the 
groups’ missions and stances. The words ‘hate’, 
‘toxic’, ‘risk/risks/risky’, ‘distressing’, ‘horrible’ 
and ‘danger/dangerous’ appear. From a positive 
perspective, the words ‘caring’, ‘safe/safest’, ‘con-
fidentiality’ and ‘support’ are used.

The groups also provide information on appropri-
ate dietary changes, supplement use and self-care 
advice for people tapering off the medications.

Detailed examination of Group 1: effexor 
(venlafaxine) tapering, discontinuation 
syndrome and protracted withdrawal
Group 1 membership growth data. The member-
ship of Group 1 has grown continuously since it 
was first established in 2013 (Figure 4). A growth 
rate of 984 new members per year (85 per month 
in the study period) was calculated. New mem-
bers applied to join the group daily. Each pro-
spective member was screened though their 
answers to the questions they are required to 
complete as part of the application process, before 
being admitted to the group.

Using the answer to the questions as a means of 
filtering new membership, 39% of applicants 
were declined in the year to 25 January 2020. 
Reasons for not admitting new members varied. 
The most common reason was them not wanting 
help and support to taper off venlafaxine. Other 
reasons are those just starting the medications, 
who want information about side effects or who 
want more focused support for their emotional 
distress are not admitted. If possible, suggestions 
for other groups to join are provided.

https://journals.sagepub.com/home/tpp
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Table 2. Group descriptions or mission statements for each group as published on Facebook, where available.

Group 
number

Group mission or description (first paragraph only if extended length)

1 GROUP RULES and MISSION!
Our mission is to provide a safe, caring space for those needing help tapering safely and/or experiencing 
discontinuation syndrome or protracted withdrawals. We provide information on the risks of long-term 
antidepressant use and the harm reduction approach to tapering. We believe replacing one antidepressant with 
another is very risky and do not support this. Rather than treat our symptoms with drugs, we are discovering and 
working toward wellness by resolving underlying conditions with non-pharmaceutical approaches. This group is not 
intended to be a good fit for everyone.

2 This is an anti-psychotropic drug group. Do you feel like you have just woken up from a fog in which your mind 
crackles, you can’t remember a thing, your thinking is totally disorganized and you have alienated and angered 
nearly everyone you love thanks to your insane behaviour? Or have you woken up to realize that you have actually 
done something that absolutely horrifies you – something you would only do in your worst imaginable nightmare? 
Or maybe a loved one on Effexor has stopped loving you, took no interest in sex or relationships and has become a 
lethargic shadow of themselves. It most likely is the Effexor!

3 This group is a resource for Cymbalta/duloxetine information and tapering guidelines. If you are looking for the safest 
way known to get off Cymbalta/duloxetine please read our file on recommended tapering methods. We are not fans of 
Cymbalta and other psychotropics. The community is growing at a rapid pace due to the problems that are rarely warned 
about by doctors. We used to welcome each new member but due to time constraints it just isn’t practical anymore.

4 Cymbalta Survivors Support Group HATES Cymbalta and Warns Strongly AGAINST starting all Rx psychotropic drugs!
Welcome to the “CSSG” where we strive to support, warn, educate and provide a safe place to share personal 
testimonials.
We teach patient rights, Allergy Alerts, how to deal with uncooperative Drs and supporters, and how to safely wean off 
these dangerous and highly addictive Rx drugs. We also help supporters understand and offer them our help, too.

5 Welcome to the “Cymbalta (Duloxetine) Should Be Illegal” group which is a group owned by author and the 
Executive Director of the International Coalition for Drug Awareness Ann Blake-Tracy. One of Ann’s main websites is 
drugawareness.org. Ann is also an admin for the group along with <names> This group provides information on the 
dangers of psychotropic drugs and support for tapering off of Cymbalta and information on good nutrition along with 
vitamins and supplements to help with healing from taking Cymbalta. These are for both before and after getting off of 
Cymbalta. There are also tips on how to manage withdrawal symptoms better as well as tapering instructions. Please 
see the files section for more information. Never hesitate to tag an admin if you should need immediate assistance!

7 Mission
To offer safe weaning methods, teach what the FDA BLACK BOX warning label on drugs and products means and 
looks like, and warn of the dangers of all Rx Antidepressants especially problematic Rx Cymbalta. Those unaware of 
the dangers of this drug, are at far greater risk of the dangers, as reported by the FDA.

8 The Citalopram Withdrawal Facebook page is a place for people to talk about citalopram withdrawal symptoms. Visit 
us for more information at: www.citalopramwithdrawal.com (Authors note: site off line at 10 June 20)

11 Following some very distressing personal experiences we have decided to form this group so that people who are 
prescribed this medication can discuss how it has affected them both on and withdrawing from this drug

12 For fellow users or, colleagues in discontinuation, withdrawal or about to taper, who require advice, help or 
assistance, setting up safe, effective programmes, off these highly toxic, devastating medications. We are here to 
help!!! Our style is simple, we advise safely, frankly and in a focused, channelled manner. Let us help you heal your 
brain, safely and slowly during your Paxil/Paroxetine/Seroxat, Prozac or, SSRI experience.

13 This group was formed to help and support those in need of help coming off of the SSRI (selective serotonin reuptake 
inhibitor) known by the name of PAXIL, SEROXAT or generically as PAROXETINE. We also welcome members who are 
withdrawing from similar antidepressants.
Although your physician/psychiatrist/psychologist may recommend a different approach to quitting this drug, this 
group would also like to suggest that you use the 10% taper, which is pinned to the top of the page, and further 
suggest that you tell your doctor about the ‘10% Taper”. Most doctors do not take Paxil, therefore are unaware of 
its horrible withdrawal symptoms, because they have not been through the withdrawal symptoms themselves. We 
advocate a slower, gentler, safer withdrawal which is much more effective.

(Continued)
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Figure 4. Cumulative growth of membership in Group 1, effexor (venlafaxine) side effects, withdrawal and 
discontinuation syndrome since group inception in November 2013.

Group 
number

Group mission or description (first paragraph only if extended length)

14 Welcome to our group. We come from all walks of life and share one thing in common; Our lives and/or the lives of 
friends or family, have been negatively affected by SSRI & SNRI medications. Every member’s contribution to this 
group is valuable and all opinions are welcomed. Members are encouraged to actively participate and to share freely, 
anything from a scientific journal excerpt, to a controversial/opinion-based essay, or even a light hearted comic 
picture. Please be mindful that this is a closed group, meaning that only members can see posts. Any written posts 
made within this group page are to stay here on the page, unless you gain permission of the original poster to share 
it, to help assure an environment of safety and confidentiality.

15 Welcome to the Let’s Talk Withdrawal Podcast Group. This is a place to discuss issues around psychotropic drugs 
such as antidepressants, antipsychotics and benzodiazepines. This group doesn’t offer specific tapering support but 
we do host lively discussions and members have plenty of experience of taking and coming off psychiatric drugs. We 
don’t offer medical advice, partly because we know that medical advice is sorely lacking in this particular area. As 
with all other FB groups, please respect each other. Thank you

16 This group is to support people who are coming off psych drugs, opting not to take them, or experiencing withdrawal 
or protracted withdrawal. We are here to support each other in a positive way and share our own experiences rather 
than tell others what to do. We can say what has worked or not worked for us.
This group is not for arguing whether or not to come off, but rather to support people in their own self-determination. 
We are here to share resources, research, information and personal experiences. We are experts on ourselves only. 
Thanks for being a part of our community.

Groups 6, 9 and 10 did not publish a description or mission statement.

Table 2. (Continued)

Group 1 membership age and sex data. Figure 5 
shows the age range distribution of men and 
women in Group 1; 82% of group members were 
female. Of those, 61.6% of the total membership 
were aged between 25 and 54; 14.1% of men were 
in the same age range.

Origin of Group 1 membership. Figure 6 shows 
per country membership distributions for 

Group 1. Facebook records membership details 
for the top 100 countries. Where country mem-
bership was greater than 20 (Figure 5), 94.5% 
of the total group membership was accounted 
for by five countries. The US was by the far the 
most common country of origin (51.2% of 
members on 29 January 2020). The UK had 
17.3%, Canada 9.2%, Australia 6.8% and New 
Zealand 3.2%.

https://journals.sagepub.com/home/tpp
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Figure 5. Percentage of male and female members in Group 1 by age range (years) and sex in June 2020; n = 6162.

Using country population data to the nearest mil-
lion people (from https://www.worldometers.
info/world-population/population-by-country/), 
it was possible to show a correlation between the 
total country population and the number of group 
members from each country (Pearson correlation 
coefficient = 0.76, n = 14, t = 7.59, p < 0.001; 
Figure 5). This suggests that the number of group 
members and therefore the prevalence of the 
withdrawal issue in each country is relative to 
population size.

Group 1 Facebook post and comments activity
Group 1 activity as measured by the number of 
posts and comments from the group membership 
during the year to 25 January 2020, was 7127 
posts (daily mean and SD = 20 ± 6) and 103,670 
comments (285 ± 91). The mean daily number of 
active members in the group generating this activ-
ity was 1428 ± 212.

Group 1 administration and moderation. Of the 
10 Admins and Mods managing group 1, 7 were 

Figure 6. Country distribution of Group 1 members where country membership is greater than 20. Recorded 
on 29 January 2020.
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from the US, two from the UK and one from 
Australia. Previous Admins and Mods have also 
come from Canada and Australia. All these peo-
ple have either withdrawn, or are withdrawing 
from, venlafaxine.

Why do people join Group 1? Table 3 shows a 
sample of typical Posts made by members in 
Group 1 when expressing why they sought out 
and applied to join the group. All these posts 
described issues experienced when faced with 
clinician-led withdrawal protocols. It is clear 
these group members were not able to withdraw 
safely from the medication (venlafaxine) when 
following their doctor or psychiatrist instruc-
tions. Failed clinician-led tapers off venlafaxine 
were by far the most common reason (estimated 
at 80–90%) for requesting to join Group 1.

Discussion

Group membership numbers, growth rates and 
reasons for seeking peer support
We believe this is the first study to examine the role 
of Facebook groups in supporting people discon-
tinue antidepressants or indeed, any psychiatric 
medication. Other studies have examined certain 
facets of mental health support via Facebook 
groups,33–36 but none have looked at the role such 
groups play in ending a patient’s treatment with anti-
depressants or any other medications. In addition, 
there appears to be no studies that look at the growth 
in membership of this type of peer support group.

Although the sample of groups in this study is by 
no means exhaustive, it is clear this form of peer 
support is growing rapidly. There are also many 

Table 3. Examples of Group 1 members’ reasons for seeking support online.

Post date Post content

16th January 
2020

I think we can all agree that venlafaxine/Effexor is utter poison and anyone wrongly prescribing this should 
be prosecuted……so why has nobody sued their doctors and has there not been and criminal investigations 
etc? Sorry if this is a really dumb thing to as. I’m just angry that we are all in this position and being robbed of 
‘living’. I’m currently trying to taper from 37.5mg and struggling to cope with life at the moment.

2nd April 2020 Doctor is suggesting I taper 75mg to 37.5mg. Take the 37.5mg for one week then stop. This is the only option I 
have to do it as they won’t call in anymore….has anyone done it this fast? I know its gonna be torture. I wanna 
cry just thinking about it. Please help.

21st April 2020 “Counting out those tiny beads is difficult especially in the midst of the brain zaps. I’ve put together four days 
worth so far, just generally feeling achy and foggy. Brain zaps are milder....last time I tried to discontinue 
rapidly ( at a doctor’s instructions!!) and they were intolerable. I’m tapering from a low dose so I hope it won’t 
take a year! I was only on 75mg per day”.

20th April 2020 “I started this medicine in January. My doc progressed me up to 150mg. I started last week to get off of it with 
the “help” of my doctor. She had me go from 150 to 75. I felt bad the next day so I bumped it up to 112.5. Felt 
better 4 days later and then dropped to 75mg last Tuesday (so 7 days ago). 48 hours after dropping to 75, I felt 
symptoms. It got better each day but it’s now getting worse again”.

17th January 
2020

“Short story is in October my doc said I can just stop it once I hit 37.5mg. Took their advice and just stopped. 
Got very ill very quickly so did 2 weeks of one tablet every other day (docs advice again!) and ended up in A&E. 
The psych docs at the hospital sent me home with sedatives to help ride out the withdrawals as I refused to 
go on another antidepressant. The next day I found this Facebook group and decided to reinstate asap. My 
new doctors gave me 37.5mg venlafaxine called Bluefish which are 3 tablets within the capsule. I went from 3 
- 2.5 -2 -1.5 -1 and now trying to cut the last tablet in half. This is now an issue for me as I’m not able to cut/
measure the tablet accurately and now I’m suffering”.

16th April 2020 “I am currently on 112.5 mg/day of Effexor. Started on 300mg last April and knew within a few months I 
wanted off as my anxiety was worse, fear of being alone and long term and short-term memory loss. I started 
tapering August 2019 dropped 75mg every 7 days as per my GP. When I reached 75mg I had a seizure. My 
doctor put me back up to 112.5mg and I have been afraid to taper since. I had another seizure April 15th 
of this year and again today. I am actually just waiting for a call from the neurologist regarding my sleep 
deprived EEG. My MRI showed ‘something’ going on in the left frontal lobe….I know seizures are listed as a 
side effect but has anyone else had seizures, either while tapering or on a steady dose? UPDATE: my EEG 
results were normal and the ‘small white spots’ on my MRI they see a lot and apparently means nothing”.
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other withdrawal support groups on Facebook 
that were not included in this study. It is therefore 
likely the total group membership recorded in this 
study is an underestimate of the overall number 
of people using Facebook groups as a source of 
support to withdraw from antidepressants and 
other psychiatric medications. What this research 
also shows is the far reaching and borderless sup-
port these groups provide.

By far the most common reason for people seek-
ing out and joining these groups is following failed 
doctor- or psychiatrist-led tapers. Most clinicians 
use the standard doses of the medications to taper 
patients over short periods of, at most, months 
but often weeks or days. This approach frequently 
leads to significant patient suffering and distress, 
followed by a complete loss of belief and faith in 
the ability of their clinician to support them to 
safely taper. Hence, they seek support via these 
groups, where they find an array of support 
options, and as demonstrated by this study, often 
focusing on the drug they are trying to taper off. 
Here they can ask questions and find answers to 
questions directly relating to other people’s expe-
riences and knowledge of the symptoms, and of a 
safe tapering process.37,38

In most groups, members are guided through a 
carefully managed tapering process usually start-
ing at 10% of the previous dose per month and as 
directed by the group rules, advice and Admin 
and Mod input. These protocols are well estab-
lished and documented,39–41 with extensive docu-
mentation on open forums such as https://
survivingantidepressants.org and https://with-
drawal.theinnercompass.org. However, despite 
being publicly available, they are rarely adminis-
tered by clinicians, who tend to be bound by gov-
ernmental and healthcare agency guidelines.

What is clear is that these groups play a significant 
role in supporting those who have been failed by 
the medical and psychiatric approaches used to 
taper patients off these medications. Both the 
overall growth of the studied groups and the 
apparent ability of the well-established, larger 
groups to attract considerable numbers of new 
members is remarkable and should be very worry-
ing from a care delivery perspective. Indeed, the 
overall ethos and attitude of these groups towards 
the established medical and psychiatric approaches 
to supporting patients withdrawing, can be 
described as at best unsympathetic and at worst 
dismissive.

Medications focussed on by the sampled groups
The groups followed in this study concentrated on 
some of the more commonly prescribed SSRI and 
SNRI medications. No groups were found support-
ing those withdrawing from the older tricyclic and 
monoamine oxidase inhibitors (MAOI) antidepres-
sants. However, there were groups supporting those 
withdrawing from novel antidepressants such as 
Mirtazapine (e.g. two groups with a total of 2075 
members on 5 May 2020 https://www.facebook.
com/groups/RemeronandMirtazapine/; https://www 
.facebook.com/groups/324433844869045/). The 
latter of these two groups is approximately 1 year old 
but had already gained 1121 members. There are 
also some groups supporting those withdrawing from 
second-generation antipsychotic medications such as 
quetiapine (e.g. two groups with a total of 1249 
members on 5 May 2020 https://www.facebook.com/
groups/605535796261627/; https://www.facebook.
com/groups/384836649074075/) and Olanzapine  
(e.g. two groups with a total of 1078 members  
on 5 May 2020 https://www.facebook.com/groups/ 
1514958838828543/ https://www.facebook.com/groups/ 
1851655491831047/), but data from these groups 
were not fully reported in this study.

Duloxetine is a widely used SNRI medication in 
the US (https://clincalc.com/DrugStats/Drugs/
Duloxetine) with over 16.5 million prescriptions 
issued in 2017, which may account for the high 
numbers of group members wanting to withdraw 
from it. That said, venlafaxine has comparable 
prescribing statistics (https://clincalc.com/
DrugStats/Drugs/venlafaxine), but fewer group 
members were found. Like venlafaxine and par-
oxetine, duloxetine has a short half-life, which 
does make it harder to withdraw from.11,19,42–44 
However, it is possible the group membership 
numbers attributable to the different medications 
are simply an artifact of the way the Facebook 
searches were executed in this study.

Group administration and moderation
The private groups supporting people tapering 
from antidepressants are very likely all managed by 
those with lived experience of tapering off these 
drugs. In Group 1, all the administrators and mod-
erators have either experienced severe, long-lasting 
withdrawal or have been long-term users of the 
medication and are tapering themselves while they 
also support others during the same process. They 
have all been recruited from the group member-
ship. Merely joining and browsing some of the 
other groups studied (Edward White is a member 
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of Groups 1, 3, 11 and 15) suggests the situation is 
similar in most of the private groups.

Group descriptions and mission statements
The language used in the group descriptions and 
mission statements makes it clear these groups 
are rarely supportive of the use of the medications 
they help people to withdraw from. Although it is 
likely that some group members had previously 
found these medications helpful, as in other with-
drawal ‘population’ studies,5,12 these groups do 
not exist to help people stay on them. Most con-
centrate entirely on assisting members to safely 
taper off.

Group 1: effexor (venlafaxine) tapering, 
discontinuation syndrome and protracted 
withdrawal
Membership is truly global but is dominated by 
countries that have adopted the western model of 
medicalised psychiatry. What is overwhelming 
obvious, however, is the dominance of women in 
both the group membership and the administrator 
and moderator communities. Other studies have 
found similar female:male ratios in patient popula-
tions, for example, 70.8% female,44 76% female,45 
and 66.9% female.46 One possible explanation of 
this female dominance may be due to prescribing 
rates. Taylor and colleagues reported that antide-
pressants were prescribed to women at 1.8 times 
greater rate than for men.28 Pratt and colleagues 
found that women were twice as likely to have 
taken this class of medication than men.30 Women 
also seem to be far more prone to over-medication, 
resulting in almost a doubling of adverse drug 
events compared with men and therefore may have 
a greater desire to taper off.47 Off-label use of these 
medications for pain, fibromyalgia and menopau-
sal symptoms may also contribute.46

Limitations
The data is this study cannot be used to estimate 
the incidence or severity of antidepressant with-
drawal in the general patient population. 
Similarly, we are unable to use these data as an 
estimate of the proportion of patients on antide-
pressants finding their way to these groups.

The numbers of administrator and moderators 
change in the groups as people start and leave the 
roles. Only one observation was made for these 
data, so current numbers may have changed.

It is quite possible that group members who have 
completed their taper successfully remain to sup-
port others on their journey and boost apparent 
membership numbers. It is also probable that 
some double counting may have occurred, in that 
some people may have been members of more 
than one group.

Why do these groups exist and what is their 
context in the antidepressant withdrawal issue?
Research suggests those who are fully supported 
during drug withdrawal, either by peers (via 
groups such as those followed in this study), 
healthcare experts or support staff have a more 
successful outcome.8,13,48 Yet very few funded 
healthcare organisations support patients with-
drawing from psychiatric medications if they are 
unable to do so via clinician-led tapers. It is clear, 
however, that the longer patients take these medi-
cations, the more severe the withdrawal symp-
toms they may experience and the more difficult 
and protracted their withdrawal experience may 
be.20,42,44,49 Hence, far greater investment is 
required in terms of coaching patients and guid-
ing them through a process that can be difficult 
and complicated and, for some, unpredictable 
and debilitating if completed too quickly.14

Fully informed consent is crucial and currently 
severely lacking,50,51 as most of the people who 
seek support from Facebook groups are question-
ing the diagnosis of their healthcare provider when 
withdrawal symptoms emerge. A major aim of the 
process of reducing or stopping a patient’s medi-
cation is the minimisation or avoidance of adverse 
outcomes and severe withdrawal symptoms. This 
point raises several important questions in the 
context of the existence of Facebook withdrawal 
support groups and other forums and sites helping 
patients taper off and recover from the use of anti-
depressants. It seems these groups exist because 
clinicians either do not understand how to taper 
patients off antidepressants safely or do not have 
the time to guide each person as these groups can. 
It also appears that patients get better advice on 
how to taper medications in these groups than 
they do from clinicians. That said, those clinicians 
that realised patients need to taper more slowly 
than standard doses allow are clearly hampered by 
the lack of available manufactured dose sizes to do 
this. More importantly, clinicians do not recog-
nise the symptoms of antidepressant withdrawal, 
often misdiagnosing it as relapse of previous symp-
toms.21,24,26 There is also evidence of huge denial 
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of withdrawal severity and duration from clini-
cians.9,52 These appear to be the primary reasons 
patients seek help elsewhere. Their clinicians are 
relegated to the role of providers of the medication 
they need to safely taper, often without the knowl-
edge their patient is doing so.

So how should clinicians be educated to recognise 
the symptoms of withdrawal when they occur and, 
subsequently, how to taper patients safely off these 
medications?26,53 There is no doubt that the 
required guidance from governments and health 
agencies to clinicians need to be revised. Next, cli-
nicians must work with patients and allow them to 
taper medications at their own pace and not 
enforce fast tapering regimes on them. Many group 
members find doctors’ tapers difficult to tolerate 
and are seeking a more responsive approach to 
their desire to taper slowly off their medication. At 
present the guidance received from healthcare 
 providers risks causing significant patient harm.

Apart from the Horowitz–Taylor tapering 
method,20 and the work of Peter Groot and Jim 
van Os in the Netherlands,54–56 there seem to be 
no good studies on how to safely taper patients 
off these medications. This may be due to the 
lack of opportunity to conduct such research and 
the lack of means available to clinicians to slowly 
taper patients. Certainly, a lot of the existing lit-
erature on this matter does not describe ‘slow 
and safe tapering’. Therefore, more research is 
urgently needed, especially in the context of the 
growing peer support communities and their 
approach to successfully tapering members off 
their drugs.

Meanwhile many ‘depression’ websites, where 
some will look first for help, are drug company 
funded, espouse a bio-genetic view of the causes of 
depression, promote antidepressants and minimise 
the adverse effects, including withdrawal effects. 
Unsurprisingly perhaps, they offer no support for 
people wishing to reduce or withdraw.57,58

Conclusion
This study clearly shows that tens of thousands of 
people’s experiences remain hidden, on social 
media platforms, from clinicians, researchers and 
policy makers, whilst they taper off their medica-
tions under the guidance of lay experts or ‘experts 
by experience’. Most seek out this form of sup-
port due to failed clinician-led tapers, despite 

instructions for more appropriate and safe means 
of tapering being publicly available on the 
Internet. As has been previously suggested for 
other online communities,33 clearly a wealth of 
data on patient experiences (of antidepressant 
tapering or discontinuation) exists within the pri-
vate groups examined in this study, as do the 
required protocols to safely taper. The overarch-
ing question is, at what point do their experiences 
persuade clinicians, healthcare organisations and 
governments that there is an issue that needs to 
be fully addressed?55 Even with the relatively 
small membership of these groups compared with 
the likely number of people in the general popula-
tion who are taking antidepressants, the numbers 
are still significant. These people deserve more 
credence and support than they are getting from 
the clinicians they have mostly deserted, or been 
deserted by. In the UK, they deserve that all the 
recommendations made by the recent Public 
Health England report,28 including withdrawal 
services embedded in the National Health Service 
(NHS), are implemented rapidly.

It is encouraging that a recent survey of UK gen-
eral practitioners (GPs) (albeit with a curtailed 
sample size due to Covid-19) just reported that 
although there was ‘a marked lack of consistency 
in GPs’ knowledge about the incidence and 
duration of withdrawal effects’ two-thirds said 
they would welcome more training on these 
matters.59

Lastly, the lay people who run these groups 
deserve a great deal of credit. They give support 
to patients who want to taper off medications that 
they may otherwise continue to take for an unnec-
essarily extended period, suffering side effects, 
having dosages increased, or worse still have other 
drugs added to treat their withdrawal symptoms. 
Although there will always be an important role 
for peer-support, these people are currently 
undertaking a complex, stressful, unpaid, under-
valued role that should be provided by the origi-
nal prescribers.
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