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Discontinuing Psychotropic Medications

Introduction

Antidepressant withdrawal symptoms
Although National Institute for Health and Care 
Excellence (NICE) guidance has for many years 
indicated that withdrawal from antidepressants is 

‘mild and self-limiting’,1 and the Royal College of 
Psychiatrists (RCPsych) and the Royal College of 
General Practitioners (GPs) widely promulgated 
the idea that discontinuing antidepressants ‘will 
not be a problem’ during the ‘Defeat Depression 
Campaign’ of the 1990s,2 there is now increasing 

The ‘patient voice’: patients who experience 
antidepressant withdrawal symptoms are 
often dismissed, or misdiagnosed with 
relapse, or a new medical condition
Anne Guy , Marion Brown, Stevie Lewis and Mark Horowitz

Abstract
Background: Stopping antidepressants commonly causes withdrawal symptoms, which can be 
severe and long-lasting. National Institute for Health and Care Excellence (NICE) guidance has 
been recently updated to reflect this; however, for many years withdrawal (discontinuation) 
symptoms were characterised as ‘usually mild and self-limiting over a week’. Consequently, 
withdrawal symptoms might have been misdiagnosed as relapse of an underlying condition, or 
new onset of another medical illness, but this has never been studied.
Method: This paper outlines the themes emerging from 158 respondents to an open invitation 
to describe the experience of prescribed psychotropic medication withdrawal for petitions 
sent to British parliaments. The accounts include polypharmacy (mostly antidepressants and 
benzodiazepines) but we focus on antidepressants because of the relative lack of awareness 
about their withdrawal effects compared with benzodiazepines. Mixed method analysis was 
used, including a ‘lean thinking’ approach to evaluate common failure points.
Results: The themes identified include: a lack of information given to patients about the risk of 
antidepressant withdrawal; doctors failing to recognise the symptoms of withdrawal; doctors 
being poorly informed about the best method of tapering prescribed medications; patients 
being diagnosed with relapse of the underlying condition or medical illnesses other than 
withdrawal; patients seeking advice outside of mainstream healthcare, including from online 
forums; and significant effects on functioning for those experiencing withdrawal.
Discussion: Several points for improvement emerge: the need for updating of guidelines to 
help prescribers recognise antidepressant withdrawal symptoms and to improve informed 
consent processes; greater availability of non-pharmacological options for managing distress; 
greater availability of best practice for tapering medications such as antidepressants; and 
the vital importance of patient feedback. Although the patients captured in this analysis 
might represent medication withdrawal experiences that are more severe than average, they 
highlight the current inadequacy of health care systems to recognise and manage prescribed 
drug withdrawal, and patient feedback in general.
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recognition of the problems faced by patients 
withdrawing from antidepressants.3–6 Recent sys-
tematic reviews of withdrawal symptoms from 
antidepressants have drawn attention to the fact 
that withdrawal symptoms are more common, 
more severe and longer-lasting than previously 
supposed,5,7,8 30 years after antidepressant with-
drawal symptoms from the new generation anti-
depressants were first reported,7 and 20 years 
after they were first demonstrated in a double-
blind, placebo-substitution randomised trial.9

Despite heated debate, there is general consensus 
that withdrawal affects at least a third or a half of 
patients stopping antidepressants5,10; evidence 
indicates that this is likely to be less common for 
short term users,11 and more common for long-
term users.5,12,13 Surveys of patients suggest that 
in about half of cases of withdrawal the symptoms 
experienced will be severe, with severity also 
found to be related to duration of use,5,12 although 
some commentators have suggested that survey 
data may have captured patients with more severe 
symptoms than average.11 Dissenting views have 
tended to focus on studies in short term antide-
pressant use (about 12 weeks),11 in which the 
withdrawal symptoms are, unsurprisingly, less 
common, given the recognised relationship 
between duration of use and severity of with-
drawal symptoms.12,13 Notably, in the reported 
surveys about half of respondents were on antide-
pressants for more than 3 years,5 very similar to 
the general British population of antidepressant 
users, of whom at least half have been on antide-
pressants for more than 2 years,14 with about a 
million people taking them for more than 3 years.3

Although data for establishing the duration of 
withdrawal effects are sparser, there is evidence to 
suggest that patients who have withdrawn from 
antidepressants can experience symptoms that 
last for months, and, sometimes, for years.5,15,16 
Consequently, both RCPsych and NICE have 
updated their guidance to recognise that antide-
pressant withdrawal can be more severe and long-
lasting than previously recognised; symptoms can 
last ‘months or more’ and can be ‘more severe for 
some patients’.1,4,17

Mistaking withdrawal for relapse or another 
medical condition
It has also been noted in several reviews of antide-
pressant withdrawal symptoms that such reac-
tions can be mistaken for relapse of the underlying 

condition for which the antidepressant was origi-
nally prescribed,18–20 and this has been high-
lighted in the DSM-521; however, the degree to 
which this occurs has never been quantified.22 
Furthermore, previous accounts have highlighted 
that when antidepressant withdrawal is not recog-
nised it may be mistaken for the onset of another 
medical illness, including stroke, other neurologi-
cal conditions, infectious disease and adverse 
effects of other medications the patient is taking, 
leading to unnecessary and expensive interven-
tions and management.23,24

It is probable that misdiagnosis of withdrawal as 
relapse or other medical illness occurs often 
because NICE guidance has, for more than a dec-
ade, characterised antidepressant withdrawal 
symptoms as ‘usually mild and self-limiting over 
about a week’.1 It would be understandable, fol-
lowing this characterisation of withdrawal symp-
toms, for GPs, or psychiatrists to believe that 
patients presenting with severe or long-lasting 
symptoms following reducing or stopping their 
antidepressant could not be explained by with-
drawal symptoms but must be due to an alterna-
tive, such as relapse or new onset of another 
medical disorder. This understanding of with-
drawal symptoms as mild and transient may also 
account for why doctors rarely inform patients of 
the risk of withdrawal symptoms when they are 
started on an antidepressant.12,25

The experience of patients with antidepressant 
withdrawal symptoms and their interaction with 
the health system
The experience of withdrawal symptoms by 
patients has been revealed by a series of studies over 
the last few years,12,25 which have found that with-
drawal symptoms are often experienced as severe,12 
and that GPs have differing responses to patient 
requests to come off their medication.26 Previous 
studies have also found that GPs lack confidence in 
their ability to manage antidepressant withdrawal 
and find existing guidance inadequate.27,28

However, previous research has not investigated 
the experience of patients who suffer antidepres-
sant withdrawal symptoms and seek help for these 
problems from the health system. The occasion of 
a general call for accounts of patients who experi-
enced dependence and withdrawal from pre-
scribed drugs (of which two-thirds concerned 
antidepressants) and their interaction with the 
health system for inclusion in petitions for the 
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Scottish and Welsh parliaments provided rich, 
qualitative accounts of the trajectory of patients 
though the health system, outlined in this paper.

Methods

Study design
People impacted by prescribed drug withdrawal 
symptoms were invited to submit personal accounts 
of their experiences as part of the process for two 
petitions lodged with parliamentary Committees in 
Scotland in 2017 and in Wales in 2018.29,30

For the Scottish petition, participants were invited 
to submit their experience in the form of emails to 
petition clerks, who then processed these submis-
sions. There was no prescribed structure to their 
accounts, allowing them to describe their experi-
ence in their own words. There was no restriction 
on age or country of origin. The opportunity to 
participate was circulated via social media and 
relevant online platforms.

Participants in the Welsh petition were invited to 
submit views by email to the Senedd Petitions 
team between February and March 2018.30 
Responders were invited to respond to four 
prompts about their experience:

1. Your experience of prescribed drug depend-
ence and withdrawal.

2. What support services are available to peo-
ple experiencing prescribed drug depend-
ence and withdrawal, particularly in Wales, 
and whether these are sufficient?

3. The extent to which prescribed drug 
dependence and withdrawal is a recognised 
issue amongst health professionals and the 
general public.

4. Any actions that can be taken to improve 
the experience of those affected by pre-
scribed drug dependence and withdrawal, 
including in terms of prevention, manage-
ment and support.

The opportunity to submit views was circulated 
by email to relevant patient, medical and interest 
groups and posted on relevant patient social 
media groups. The country of origin was restricted 
to Welsh citizens only, but the age of participants 
was not restricted.

An earlier analysis of the material captured in 
these petitions was included in the Public Health 

England review on ‘Dependence and withdrawal 
associated with some prescribed medicines’ in the 
category of ‘grey literature’3; the National 
Guideline Centre described the accounts as ‘a 
reasonable representation of patients’ experi-
ences’, with ‘high confidence in the findings’.31

Research team and reflexivity
Thematic analysis was performed by AG 
(PsychD), psychotherapist; MB (MBA), retired 
psychotherapist; SL [BA (Hons), PG DipIM], 
lived experience expert, with additional support 
from Susan Reid (PGDip), psychotherapist and 
ex-nurse, and Karen Espley (MBA), business 
consultant and ex-nurse, for response analysis, 
and David Cope (BSc) process mapping improve-
ment consultant and Catherine Maryon (MA) for 
data analysis. The lead researcher has a doctorate 
in psychotherapy (PsychD) as well as a back-
ground in process improvement in the financial 
services industry. Whilst some of the petition 
responders were known to the petitioners, the 
idea to analyse submissions only arose after they 
were all made – there was no direct contact with 
any petition responder.

Methodological orientation and theory
Mixed qualitative and quantitative methods 
were used to analyse the accounts collected. 
Formal thematic analysis was applied using a 
‘lean thinking’ approach,32 a process analysis 
and improvement philosophy now commonly 
adopted across private and public sectors, 
including the NHS.33 This analysis aims to iden-
tify systemic ‘failure points’ which generate sig-
nificant process ‘waste’ (that is, anything which 
does not improve or add value to patient care 
and experience). The two questions framing the-
matic analysis were ‘what went wrong?’ and 
‘what are the points for improvement?’ A the-
matic data capture tool was created based on 
common themes emerging from the patient data, 
consensually agreed upon by the three principal 
analysts. A cyclical process was employed 
whereby patient accounts were used to generate 
further themes until thematic saturation was 
achieved. Patient accounts were then analysed 
using the resultant thematic framework. Only 
one researcher had personal experience of pre-
scribed drug dependence and withdrawal and 
analysed 6% of the sample. Results from the 
data capture were summarised, reviewed and 
overlaid on a framework of two representative 
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patient ‘journeys’ covering initial prescription 
and withdrawal experiences, summarised as 
maps (see Supplemental Figures).

Results

Demographic characteristics of respondents
As the petition was not structured, demographic 
details were given at the respondents’ discretion. 
There were 158 participants. Of the 80% who 
reported gender, 75% were female, and 25% were 
male. Of the 21% who reported age, the average 
age (+/– SD) was 49.2 (+/–14.6) years (range 
21–73). Participants were mostly from the United 
Kingdom (UK; 28%), the United States (US; 
8%), Europe (3%), elsewhere (8%), with 54% 
not specifying where they were from.

Thematic summary
Thematic analysis was divided into two repre-
sentative patient ‘journeys’ – ‘Initial prescription 
and outcomes’, and ‘Withdrawal’. Each of these 

representative journeys revealed sub-themes, 
which are outlined below.

Initial prescription and outcomes
Description of initial prescription. Almost half of 
participants (44%) identified a significant life 
event as the precipitant that led to the initial pre-
scription of a psychotropic agent, with the remain-
ing proportion not specifically addressing this 
issue in their account (Figure 1): 13% reported 
illness, 11% reported trauma, 8% reported work 
stress, 8% reported having a child, 5% reported 
bereavement and 4% reported ‘other’ as the life 
events that prompted seeking help from a doctor.

A total of 97% of respondents were offered a pre-
scription on their initial consultation with a doc-
tor, 5% reported being offered talking therapy 
and 0.6% were offered lifestyle advice (with some 
patients offered more than one option).

Prescription characteristics. A total of 67% of 
patients were initially prescribed antidepressants, 

Figure 1. Patient Experiences of Prescribed Drug Dependence – Patient Journey Map: Initial Prescription and Outcomes.
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24% were prescribed benzodiazepines and 
z-drugs, 3% were prescribed antipsychotics, 3% 
were prescribed ‘other’ and 3% did not specify. 
For patients prescribed antidepressants the modal 
decade of prescription was 2010–2020 (37% of 
respondents), whereas for patients prescribed 
benzodiazepines the modal decade of prescrip-
tion was 2000–2010 (37%). In the 44% of patients 
who provided both starting year and ending year 
of their prescription, and so allowed calculation of 
duration of use, average period of use was 
9.8 years, with a standard deviation of 10.3 years. 
The duration of use varied from less than 1 year to 
41 years of total use.

Patient counselling about side effects and 
withdrawal
On receiving their first prescription, 46% of 
responders reported that they were not warned 
about side effects, 0% reported being warned and 
54% of patients did not address this issue in their 
account. One patient said:

‘GPs and psychiatrists have never warned me of the side 
effects [of venlafaxine] or difficulties I might face in 
withdrawal. They have all however been very keen to 
increase dosage and discharge me.’

On initiation of their prescription 47% of respond-
ers reported not being warned about withdrawal 
issues, 0% said they had been warned and 53% 
did not mention this in their account. Patient 
accounts include:

‘My baby. . .had convulsions at 8 h after birth directly 
attributed to withdrawal from maternal Anafranil [anti-
depressant]. Psychiatrist unaware this could be a problem’.

After I stopped the drug. . ..To this day I do not 
experience actual [sexual] arousal. . .Doctors didn’t tell 
me about such severe side effects, not to mention about 
them persisting for years on.

Antidepressant therapeutic effect and side 
effects
In terms of the therapeutic effects of the medica-
tion prescribed, 16% of respondents reported 
that the medication was helpful, 36% reported 
that it was not helpful and 48% did not mention 
efficacy.

In terms of side effects, 82% of patients reported 
side effects that arose from the medication they 

were prescribed, 1% reported there were no side 
effects and 17% did not mention side effects. 
Some of the side effects reported were agitation, 
‘brain fog’, ‘brain zaps’, burning sensation, 
insomnia, mania, paranoia, psychosis, sexual 
function impacted and suicidality. Of the patients 
who experienced side effects, 37% reported 1–4 
side effects, 24% reported 5–10 side effects, 6% 
reported 11 or more side effects and 33% did not 
report the number of side effects. One patient 
reported:

‘When I started taking Venlafaxine around July I was 
suffering low mood and migraine pain. By October my 
mood was completely haywire. Big highs followed by big 
drops. I went to my local GP who increased the dose. My 
mood deteriorated rapidly and my mood which was 
already highly unstable became totally unstable and I 
was experiencing highs and deep lows within a matter of 
hours as opposed to over the week. I thought I was losing 
my mind.’

When patients reported side effects to their phy-
sician, the response of their doctor varied widely: 
32% tried an alternative drug, 35% added 
another drug, 28% adjusted the dosage and in 
21% of cases the doctor dismissed the idea that 
the side effects were related to the prescribed 
drug.

Withdrawal and outcome
Process of withdrawal. In terms of the decision to 
withdraw from their medication, 54% of patients 
made the decision themselves, family members 
suggested this course of action in 1% of cases and 
doctors in 16% of cases; 29% of respondents did 
not include this in their accounts.

In terms of supervision of the medication with-
drawal process, 35% of responders self-managed 
their withdrawal, 23% were overseen by a GP, 
8% by a specialist and 1% by another doctor; 
33% of patients did not specify who oversaw their 
withdrawal.

Following reduction of their psychotropic dose, 
82% of respondent reported the onset of new 
symptoms. Some of the symptoms experienced 
by patients include: agitation, akathisia, anhedo-
nia, anxiety, ‘brain fog’, brain ‘zaps’, compulsive 
behaviour, difficulty concentrating, confusion, 
crying spells, de-personalisation, depression, 
dizziness, hallucinations, insomnia, muscle 
spasms, gastrointestinal upset, numbed feelings, 
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panic attacks, psychosis, seizures, sweating and 
vertigo, with further symptoms shown in Figure 
2. For people who reduced their antidepressant, 
7% reported experiencing 25 or more new onset 
symptoms, 12% reported 16–25 symptoms, 34% 
reported 5–15 symptoms and 30% reported 1–5 
symptoms (with 18% not specifying this); 91% 
of respondents described that these symptoms in 
overall effect were ‘severe’.

Response of the health system
Many patients approached their doctors for assis-
tance with their withdrawal symptoms, and dis-
cussed the response of their doctors to their 
complaints. Whilst 47% of responders reported 
that their treating doctors did not recognise their 
symptoms as being related to medication with-
drawal, 12% did; 41% of respondents did not 
mention this issue.

The response of the doctor to the onset of with-
drawal symptoms following reduction of their 
dose of antidepressant (or benzodiazepine) was to 
recommend attendance at the accident and emer-
gency department (7%), to recommend hospitali-
sation (15%), to offer additional medication 
(17%), to re-instate the original drug (16%) or to 
make the diagnosis of onset of a new medical con-
dition, such as medically unexplained symptoms 
(25%). In 22% of cases, the doctor recommended 
a slower taper to manage the withdrawal 
symptoms.

Some representative responses include:

‘I got no help from my doctors. Due to the extreme 
involuntary movements, my neurologists diagnosed me 
with a “functional movement disorder”, migraines, and 
chronic fatigue syndrome. I had none of these issues 
before taking and stopping the Venlafaxine.’

Figure 2. Patient Experiences of Prescribed Drug Dependence – Patient Journey Map: Withdrawal and Outcomes.
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‘The doctor started talking to me and acting like I was a 
junky - he advised that I stop taking them immediately.’
‘My psychiatrist wouldn’t entertain the idea of protracted 
withdrawal. My psychiatrist kept saying my symptoms 
were somatic or medically unexplained.’

The patients’ reports about the helpfulness and 
accuracy of prescribers’ knowledge about psycho-
tropic drug withdrawal varied: in 12% of cases the 
doctor denied that the symptoms were related to 
withdrawal, in 15% the doctors were helpful but 
inaccurate, 42% were unhelpful and inaccurate 
and 1% were helpful (Figure 2).

Some representative responses included:

‘Whilst on and trying to get off these meds (mainly 
SSRIs) I’ve experienced incredible denial and confusion 
amongst GPs and psychiatrists. At the point where four 
different psychiatrists gave me four different diagnoses 
and prescriptions in the same month this became very 
clear. You’re essentially on your own on this journey, and 
no, your friends and family probably won’t understand.’

‘The first time that I felt some sort of control over my 
condition was when we went for the second opinion – 
and everything that I said was believed. That...is vital 
to coping with dependence and, again, in withdrawal.’

As a result of their interaction with their treating 
doctor, many patients sought help elsewhere: 25% 
of responders sought help from websites (e.g. 
Surviving Antidepressants and BenzoBuddies), 
8% sought help from a prescription drug charity, 
18% of responders sought advice from Facebook 
groups and 1% sought advice from the National 
Health Service (NHS). Respondents commented:

‘I have nobody I can discuss any of this with and I am 
really shocked that there is no support or information 
whatsoever available to people in my position.’

‘The Surviving Antidepressants group [online discussion 
board regarding tapering from anti depressants] has been 
an oasis for me.

The impact of withdrawal
The responders reported a significant impact of 
their withdrawal symptoms: 47% reported loss of 
a job as a consequence of their withdrawal, 9% 
reported loss of their home, 20% reported loss of 
friends, 17% lost their relationship, 35% experi-
enced financial hardship, 27% lost hope and 
82% experienced a loss of health and wellbeing 

(Figure 2). Those who described these matters 
reported, on average, that 15 years of their life 
had been impacted.

Patients said:

‘If I had been offered a talking therapy 17 [years] ago 
instead of mind numbing, habit-forming drugs that my 
life, career and health would be in a much better place 
than it now is.’

‘I regressed from an amateur international athlete to a 
very ill, depressed and withdrawn individual. At low 
points I considered suicide.’ ‘I continue to fight to get 
my life back, I could write a novel on the amount of 
suffering I have endured thanks to SSRI use. It has 
effected (sic) every part of my life, I can’t work, I am 
not able to be active and even worse I can’t get help 
because the prescribers are in the dark about the true 
harms of the drugs they prescribe.’ ‘Before I was put in 
this situation I was a “normal” person doing things like 
most people are doing, have always supported myself, 
working full time. I have lost all savings, small 
investment and close to losing my home.’ ‘Words 
cannot describe the utter hell, torment and terror that I 
have lived [through] and continue to battle through 
every single day and not one ounce of help, empathy or 
sympathy from any doctor.’

Discussion
In the patient accounts analysed, there were sev-
eral common themes that emerged. These are 
discussed in terms of the common ‘failure points’ 
(that is, where the process generated ‘non-value’ 
added outcomes), and potential solutions to each 
of these are proposed.

Initial prescription
A prescription was offered as an apparent first 
course of action with little evidence of alternatives 
having been offered, including psychotherapy, 
social prescribing or ‘active monitoring’, as rec-
ommended by the NICE guidelines.17 In a cohort 
of patients prescribed antidepressants in New 
Zealand, 82% of patients were offered at least one 
recommendation of a non-pharmacological ther-
apy (mostly psychotherapy) when prescribed 
antidepressants,34 much greater than the 5.6% in 
the cohort presented here, suggesting that this 
cohort received less holistic care than usual.

There is ongoing debate about whether the small 
differences in depression scores after several 

https://journals.sagepub.com/home/tpp
http://tpp.sagepub.com


Therapeutic Advances in Psychopharmacology 10

8 journals.sagepub.com/home/tpp

weeks of treatment between antidepressants and 
placebo are clinically significant.35–37 These small 
effects should be placed in context with the risk of 
harms, including withdrawal effects from the 
medication.38 Treatment with these medications 
often occurs over many months or years so short-
term studies are of limited relevance, and there 
are few long-term studies. Consequently, it has 
been suggested that it is not evidence-based to 
recommend these medications for long-term use 
in the treatment of depression.39

Specifically, the current NICE guidance17 recom-
mending antidepressant use is based on a meth-
odologically flawed meta-analysis examining 
‘relapse prevention’ studies.40 In these discontinu-
ation studies, patients are switched either abruptly 
or very rapidly (most between 1 day and 4 weeks) 
from antidepressant to placebo, and their relapse 
rate compared with patients maintained on anti-
depressants. Relapse rates recorded in the group 
switched to placebo exceed those in group main-
tained on antidepressants and this forms the basis 
of the evidence for relapse prevention properties 
of antidepressants.17 However, in these studies, 
withdrawal effects from the rapid discontinuation 
of antidepressants are ignored, inflating the appar-
ent rate of relapse recorded in this group, there-
fore exaggerating the perceived ‘relapse prevention’ 
properties of antidepressants.20,41 Given these 
methodological flaws this evidence has been 
described as ‘uninterpretable’ and NICE guid-
ance based on this evidence should be updated 
appropriately, acknowledging the lack of robust 
evidence for relapse prevention properties.20

Minimisation of these methodological flaws has 
led to antidepressants being presented as more 
effective than is warranted by existing data.20,38,42,43 
As a consequence of the minimisation of their 
withdrawal effects, as well as a number of their 
other side effects (perhaps reflected in the infre-
quency with which GPs discuss these issues with 
patients), antidepressants have also been regarded 
as more safe that is warranted by existing data.42–45 
Moreover, the theory that depression is caused by 
a monoamine deficiency, now largely abandoned 
by academic psychiatry due to a lack of evidence,4 
continues to prevail in wider society influencing 
the decision to prescribe antidepressant medica-
tion, unjustifiably.44,46 An exaggeration of the ben-
efits of antidepressants and a minimisation of their 
harms has led to an overall impression that this 
class of medication is safe and effective, and GPs 
have therefore been encouraged to prescribe them 

widely, and have done so. Some of the conse-
quences of these actions have been outlined in 
these patients’ reports.

Therefore, preventative actions would involve 
updated guidance that reflects the methodologi-
cal flaws of existing research into antidepressant 
use, and the recommendation and provision of 
increased availability of non-pharmacological 
interventions for depression and anxiety, such as 
talking therapy or social prescribing. Further edu-
cation of the public and GPs about the benefits 
and risks of antidepressant medication would also 
manage expectations about what might be most 
helpful when people experience distress.

Lack of informed consent
There was a lack of information provided to 
patients about the side effects of antidepressants 
and the risk of withdrawal symptoms, with no 
respondents reporting that they had been informed 
about potential side effects and none about poten-
tial withdrawal effects (although many patients did 
not mention this issue explicitly). Other studies 
have found that a lack of informed consent around 
antidepressants is highly prevalent, including one 
study in UK adults which found that 40% of 
patients reported that they were not given enough 
information about adverse effects or withdrawal 
(although 48% felt they had received enough infor-
mation).26 In an international cohort, 0.6% of 
patients were told about the possibility of with-
drawal effects when they started antidepressants,12 
and 1% were informed in a cohort in New 
Zealand.25 The number of respondents in our 
sample who felt they had been given enough infor-
mation about side effects was much lower than in 
other cohorts, perhaps reflecting the earlier period 
at which many of them had been started on medi-
cation. However, the finding in our sample that 
patients are routinely not warned about withdrawal 
effects seems consistent across different samples.

All doctors should endeavour to provide patients 
considering antidepressants enough information 
to make an informed decision, and this includes 
information about potential adverse effects, the 
potential for withdrawal effects (including the 
possibility that these can be severe and long-last-
ing). In order for the updated NICE guidance on 
withdrawal effects to be adequately communi-
cated to patients, this information should be 
incorporated into medical education and contin-
uing professional education.

https://journals.sagepub.com/home/tpp


A Guy, M Brown et al.

journals.sagepub.com/home/tpp 9

Ongoing prescription of medication despite 
unfavourable harm/benefit ratio
Despite a proportion of patients having a signifi-
cant side effect burden in the context of minimal 
benefits from their medication, prescriptions were 
continued for long periods. Previous studies have 
identified a lack of regular reviews by GPs of 
patients on long-term antidepressant treatment 
and this may be one barrier to appropriate de-
prescribing of these medications.47 Furthermore, 
in response to reports of side effects in our sam-
ple, doctors either added another drug, switched 
to another drug, altered dose or dismissed the 
connection between the effect and the drug. In no 
case did the doctor stop the drug and consider 
alternative approaches; such an approach may 
have been beneficial.

Preventative actions therefore include regular 
review of antidepressant prescriptions, especially 
soon after initiation, and better training for doctors 
regarding side effects, including manic symptoms. 
In the case of unfavourable balance of harm and 
benefit GPs should feel confident in stopping medi-
cation and re-evaluating the role of non-pharmaco-
logical interventions before considering switching 
to another medication or increasing the dose.

Lack of access to effective management/
informed medical oversight of the withdrawal 
process
A common theme amongst respondents was a lack 
of access to effective management or supervision of 
the medication discontinuation process from their 
treating doctor. Many patients resorted to self-
management or advice through online websites, 
prescription drug charities or Facebook groups. 
Only 1% felt that their GPs were helpful sources of 
information. Few GPs correctly suggested that 
patients may need to reduce their dose more grad-
ually in response to their withdrawal symptoms.48

Patients reported that GPs recommended tapers 
that were too quick, causing intolerable with-
drawal symptoms. Previous research has identi-
fied that GPs do not feel confident in their 
knowledge of helping patients to come off antide-
pressants49; in particular, they described being 
dissatisfied with current NICE guidance, indicat-
ing that ‘it is unclear (especially regarding tapering 
regimes), limited, not accessible and at times not 
applicable to real patients’,50 with one GP describ-
ing the current NICE guidance on discontinuing 
antidepressants ‘as a bit pants’.50 A lack of 

sufficient information on discontinuation was also 
identified as a key issue for GPs.27,49 The same 
concerns were reported by GPs in Holland.28,51

This suggests that the NICE guidance on how to 
discontinue antidepressants needs to be updated, 
and new guidance on Safe Prescribing and 
Withdrawal from prescribed drugs associated 
with dependence will hopefully contribute to best 
practice in this area.52 Overall, there has been 
scant attention paid to the issue of antidepressant 
tapering previously in the academic litera-
ture,48,53–56 which has been focused primarily on 
starting medication.57 The ANTLER and 
REDUCE trials are ongoing, but further trials 
will be required in order to provide detailed advice 
to GPs on how to taper medications. It is notable 
that there is vast expertise that has been accrued 
by patients in peer support networks managing 
the issues of antidepressant and benzodiazepine 
withdrawal.56,58,59 It is also concerning that so 
many patients found that their treating physician 
dismissed the notion that their symptoms could 
be due to antidepressant withdrawal, meaning 
many patients were forced to turn to these peer 
support networks for support and medical advice.

Further training of GPs in this area is needed,54 
including planning for treatment ending when 
treatment is initiated; training in up-to-date infor-
mation on tapering strategies (that these patients 
predominantly accessed through online patient 
communities); and the need to warn patients 
about possible withdrawal effects and the need 
for slow tapering. A useful guide for GPs to dis-
cuss antidepressant discontinuation with their 
patients has been developed.54

Failure to recognise withdrawal symptoms
A common theme amongst respondents was the fail-
ure of their doctors to recognise their symptoms as 
related to antidepressant withdrawal. Most patients 
said that their doctor had either not correctly identi-
fied the new onset of symptoms following dose 
reduction as withdrawal, denied withdrawal, were 
unhelpful or gave inaccurate information, with only 
1% of patients reporting that their doctor was help-
ful. It is perhaps understandable that doctors form 
this view because of the inherited understanding that 
withdrawal symptoms are ‘usually mild and self-lim-
iting’ as articulated in NICE guidelines for many 
years, concluding that severe and long-lasting symp-
toms could not be withdrawal but must represent 
relapse or the onset of new illness.

https://journals.sagepub.com/home/tpp
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The issue of ‘relapse’ being mistaken for withdrawal 
symptoms has been a long-running issue of con-
cern amongst experts,18 including the DSM-5 
explicitly warning about this possibility.21 The 
experience of this sample brings to light, for the first 
time, the extent to which antidepressant withdrawal 
symptoms are mistaken for relapse, due to the 
widespread lack of awareness of withdrawal symp-
toms amongst GPs. There were several conse-
quences of this misdiagnosis. Respondents reported 
that the relationship with their treating doctor was 
undermined, with many losing faith in the ability of 
their doctor to manage their issues, leading to 51% 
of respondents seeking help from unregulated, 
non-medical sources, most often online.

Preventative action would include better educa-
tion of doctors about the likelihood of withdrawal 
symptoms, the possibility of severe and long-last-
ing reactions and the wide variety of symptoms 
that can be experienced by patients. The update 
to the NICE guidance is one step towards this; 
however, it needs to be bolstered by widespread 
updating of medical education and continuing 
professional development. GPs should be aware 
that withdrawal symptoms from antidepressants 
are common, and can be severe and long-lasting; 
the most useful response to this should be to rec-
ommend slower tapers of medication at a rate 
that is tolerable to the patients.4,48 Given esti-
mates that withdrawal occurs in up to 50% of 
patients stopping antidepressants,5,10 while 
relapse has been detected in 41% of such patients 
(with this value undoubtedly inflated by misdiag-
nosis of withdrawal symptoms),20 it should be 
recognised that withdrawal reactions are as com-
mon or more likely than relapse, and the index of 
suspicion adjusted accordingly. There are two 
withdrawal scales that may help physicians in 
monitoring withdrawal symptoms – the 
Discontinuation-Emergent Signs and Symptoms 
(DESS) and the Diagnostic Clinical Interview 
for Drug Withdrawal 1 (DID-W1).9,60

The lack of recognition of withdrawal led to 
unnecessary tests and referrals
A further consequence of this misdiagnosis of 
antidepressant withdrawal was that patients were 
diagnosed with a variety of conditions including 
‘medically unexplained symptoms’ (MUS), or 
‘functional neurological disorder’. The original 
petitioners felt that this had the effect of ‘disem-
powering and demoralising these patients still 

further’.29,30 Furthermore, this led to emergency 
presentations, hospitalisations, and further inves-
tigations all causing unnecessary costs to the 
healthcare system and distress to the patient. This 
phenomenon has been identified before,23 but 
how widespread this might be has not been quan-
tified; the current sample suggests that this issue 
may more prevalent than previously supposed.

In this sample, 25% of patients with antidepres-
sant withdrawal presenting to their GP were diag-
nosed with MUS, a ‘functional neurological 
disorder’ or ‘chronic fatigue syndrome.’ Many of 
the signs and symptoms associated with these 
medically unexplained disorders, captured in the 
often used PHQ-15,61 overlap with the symptoms 
of antidepressant withdrawal, including insomnia, 
feeling tired, nausea, indigestion, racing heart, 
dizziness, headaches and back pain.62 For physi-
cians who have been systematically educated to 
regard antidepressant withdrawal symptoms as 
‘mild and self-limiting’, the description of a wide 
constellation of symptoms persisting for long peri-
ods by patients who have stopped antidepressant 
may be more recognisable under the rubric of 
MUS. In addition to the unnecessary costs to the 
health system, many patients highlighted in their 
accounts how invalidating and distressing it was to 
not be believed by their doctors, while experienc-
ing incapacitating and severe symptoms.

If withdrawal had been identified accurately, and 
managed appropriately, resources would have 
been saved, and exposure of patients to unneces-
sary investigation and treatment, and the distress 
caused by this process could have been avoided. 
This further emphasises the benefits of training 
doctors to accurately recognise and manage 
withdrawal.

No dedicated nationwide NHS services to 
access for help
A near-universal theme amongst these respond-
ents was a lack of support for withdrawal. One way 
to remediate this need would be to institute a 
nationwide service, specialising in withdrawal from 
prescribed medications. This was recommended 
by Public Health England (PHE) review in 2019,3 
including the following policy recommendations:

1. the creation of a national helpline and asso-
ciated website to provide expert advice for 
prescribed drug dependence;
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2. an increase in provision of specialist ‘tiered 
support’ services

3. revised guidance for doctors on safe pre-
scribing, management and withdrawal of 
prescription drugs.

There is an urgent need to identify existing patients 
(including those given diagnoses such as ‘medically 
unexplained symptoms’) and to reach out to them 
to provide appropriate dedicated services.

There have been are varying responses in the UK 
following the submission of the petition that this 
survey was based upon.3 In England, NHS 
England and NHS Improvement have established 
a prescribed medicines oversight group to oversee 
implementation of the NHS recommendations 
from the PHE review on prescription drug depend-
ence. In Wales, while the Petitions Committee was 
clear in its recommendations that the government 
should as a priority investigate the national rollout 
of a prescribed medications support service (cur-
rently operating only in North Wales), the Health 
Secretary in his reply indicated his preference that 
‘primary care should be the first point of access’ 
and ‘drug treatment services should provide sup-
port where necessary’ – drug treatment services 
here refers to the substance misuse sector.63 The 
Scottish Government is currently progressing its 
own Short Life Working Group investigation to 
incorporate the results of the PHE review. Notably, 
deprescribing services exist outside of the UK – for 
example in Florence, Italy.64

Feedback from patients on their experience
A final ‘failure point’ is that there currently 
appears to be no effective review of performance 
for this system as a whole, involving collection of 
feedback from patients. This underlies many of 
the failure points outlined above, leading to 
patients being caught in a loop where their con-
cerns are not heard, services are not designed to 
match their needs and they resort to pursuing 
healthcare outside of traditional contexts.

This issue is not confined to patients suffering anti-
depressant withdrawal and is generalised to other 
conditions. For example, the Scottish Parliament 
commented during an inquiry into transvaginal 
meshes on: ‘the difficulties that patients face in 
being believed when they tell clinicians what they 
are experiencing’, expressed ‘alarm at the apparent 
disregard of patients’ evidence of the devastating 
and debilitating impact that mesh has had on their 

lives’ and recommended that the Scottish 
Government undertake an exercise to ‘understand 
why this is such a common concern and what steps 
can be taken to ensure that patient voices are lis-
tened to and heard’.65 This is echoed in the find-
ings of the Cumberledge report regarding the 
response of the health system to patients’ experi-
ence of harm from medical treatments: ‘The lack 
of such vigilant, long-term monitoring has been a 
predominant thread throughout our work. Its 
absence means that the system does not know the 
scale of the problems we were asked to investi-
gate’.66 This report found that patients harmed by 
medical treatments reported a lack of information 
to make informed choices, a ‘struggle to be heard’, 
‘not being believed’, ‘dismissive and unhelpful atti-
tudes on the part of some clinicians’, a sense of 
abandonment, life changing consequences, clini-
cians not knowing how to learn from patients, and 
‘a lack of interest in, and an inability to deliver, the 
monitoring of adverse outcomes and long-term 
follow-up across the healthcare system’, mirroring 
many of the themes in the present analysis.66 
Baroness Cumberledge cautioned ‘The system is 
not good enough at spotting trends in practice and 
outcomes that give rise to safety concerns. 
Listening to patients is pivotal to that’.66

Strengths and limitations
The cohort reported in this study is a self-selected 
sample of patients that volunteered their stories 
for two parliamentary petitions and not for a for-
mal research study. The major strength of this 
study is that it has given an opportunity for the 
‘patient voice’ to be heard, distinct from previous 
studies which have examined withdrawal symp-
toms using rigid lists of symptoms, allowing 
patients to convey the impact that withdrawal 
from prescribed drugs has had on their lives and 
the inadequacy of the help they have received 
from medical professionals in their own voice. 
Another strength of this study was that no struc-
ture was imposed on respondents, allowing a col-
lection of theme-rich data.

However, the limitations of this approach are that 
demographic and treatment characteristics were 
not robustly captured and that respondents had 
not commented on many aspects of the patient 
‘journey’, meaning that there is a significant pro-
portion of responses recorded as ‘not said.’ Given 
the theme of the petition it is probable that patients 
with negative experiences of medication with-
drawal were more likely to respond. Therefore, it 
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is possible that this cohort represents cases of 
more severe and protracted withdrawal than the 
average patient experiences. However, it should 
be noted that a recent systematic review has found 
that at least half of patients experience withdrawal 
symptoms from antidepressants, and half of those 
reported in surveys are severe,5 so while the expe-
riences reported here may be more severe than 
usual, they are unlikely to be isolated cases. There 
is also likely to be a large group of patients who 
were told that they were relapsing when experi-
encing withdrawal symptoms (as were many of the 
patients in this cohort) and who accepted this 
diagnosis and were therefore put back on medica-
tion, who are therefore unaware that they experi-
enced withdrawal symptoms.

In part the severity of symptoms reported in this 
cohort may be related to the long period of time 
for which these patients were on medication 
before discontinuation, known to be associated 
with worse withdrawal symptoms.12 The average 
period of use in this cohort was 9.8 years, although 
it included patients with use of less than 1 year, 
with the longest period of use of 41 years. 
However, it has been estimated that 3.5 million 
people in Britain have been on antidepressants for 
more than 2 years and almost a million people 
have been on them for more than 3 years,14,3 sug-
gesting that a portion of people may be suscepti-
ble to the effects captured in these reports, though 
perhaps not quite as severely.

A variety of different psychotropic medications 
were prescribed to respondents to this survey. 
The most common class of drug used was antide-
pressants, in two-thirds of respondents, and it 
was experience with this class of medication that 
was highlighted throughout. However, there is 
some confounding with the effects of using and 
stopping benzodiazepines, z-drugs, and, much 
less commonly, antipsychotics. It is noteworthy 
that although these drugs have different pharma-
cological mechanisms of action, the withdrawal 
symptoms from both benzodiazepine and antide-
pressants are phenomenologically remarkably 
similar,67 although there are distinctions between 
them.6

A portion of patients captured in this cohort were 
from countries outside the UK and therefore have 
given accounts of medical systems that are differ-
ent from the NHS. However, the majority of 
respondents who reported country of origin were 

from the UK meaning lessons can be taken from 
this survey to apply to the NHS, reflected in the 
designation of ‘high confidence’ in this evidence 
by the National Guideline Centre.31

Conclusion
We report here on a cohort of patients who were 
significantly affected by withdrawal from antide-
pressant (and other prescribed psychotropic) 
medication and found the response of the health 
system to their condition inadequate and distress-
ing. This inadequate response led to misdiagnosis, 
investigations and further treatment, and caused 
many respondents to lose faith in the health sys-
tem and seek help in unregulated peer-led ser-
vices. It is hoped that lessons can be taken from 
these experiences and, in line with the recent PHE 
recommendations, remediations should include: 
updated guidance about identification of with-
drawal symptoms and optimal tapering schedules, 
which should be widely disseminated and inte-
grated into physician education; dedicated ser-
vices for those with prescribed drug dependence 
and withdrawal, including a national help line and 
appropriately trained staff in primary and second-
ary care; and an improved feedback mechanism 
for patients. In this way, patients currently suffer-
ing from dependence and withdrawal issues from 
antidepressants, and other prescribed psycho-
tropic medication, as well as the large group of 
patients at risk of these problems, can have their 
health needs managed appropriately by health ser-
vices, rather than compounded by them.
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