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Abstract
Introduction: People who inject drugs are at high risk of blood- borne infections. 
We describe the epidemiology of HIV among people who inject drugs in England, 
Wales, and Northern Ireland (EW&NI) since 1981.
Methods: National HIV surveillance data were used to describe trends in diag-
noses (1981– 2019), prevalence (1990– 2019), and behaviours (1990– 2019) among 
people who inject drugs aged ≥15 years in EW&NI. HIV care and treatment up-
take were assessed among those attending in 2019.
Results: Over the past four decades, the prevalence of HIV among people who 
inject drugs in EW&NI remained low (range: 0.64%– 1.81%). Overall, 4978 people 
who inject drugs were diagnosed with HIV (3.2% of cases). Diagnoses peaked at 
234 in 1987, decreasing to 78 in 2019; the majority were among white men born in 
the UK/Europe (90%), though the epidemic diversified over time. Late diagnosis 
(CD4 <350 cells/µl) was common (2010– 2019: 52% [429/832]). Of those who last 
attended  for HIV care  in 2019, 97% (1503/1550) were receiving HIV  treatment 
and 90% (1375/1520) had a suppressed viral load (<200 copies/ml).
HIV testing uptake has steadily increased among people who inject drugs (32% 
since  1990).  However,  in  2019,  18%  (246/1404)  of  those  currently  injecting  re-
ported  never  testing.  The  proportion  of  people  currently  injecting  reporting 
sharing needles/syringes decreased from 1999 to 2012, before increasing to 20% 
(288/1426) in 2019, with sharing of any injecting equipment at 37% (523/1429).
Conclusion: The HIV epidemic among people who inject drugs in EW&NI has 
remained relatively contained compared with in other countries, most likely be-
cause of the prompt implementation of an effective national harm reduction pro-
gramme. However, risk behaviours and varied access to preventive interventions 
among people who inject drugs indicate the potential for HIV outbreaks.
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INTRODUCTION

In 2019– 2020, an estimated 1 in 11 adults in England and 
Wales aged 16– 59 years  reported using an  illicit drug  in 
the last year, equal to approximately 3.2 million people [1]. 
The size of the population of people who inject drugs in 
England is unknown; however, the number of people aged 
15– 64 years injecting heroin or crack was last estimated in 
2011– 2012 at 87 302 (95% credible interval: 85 307– 90 353) 
[2]. This does not include the range of other drugs that can 
be injected, such as amphetamines and powder cocaine.

People who inject drugs are vulnerable to a wide range 
of infections, including skin and soft tissue infections, bac-
terial sepsis, and blood- borne viruses (BBVs), resulting  in 
high  levels  of  morbidity  and  mortality  if  untreated  [3,4]. 
BBVs,  including  human  immunodeficiency  virus  (HIV), 
hepatitis B virus (HBV), and hepatitis C virus (HCV), are of 
particular concern, as exposure can lead to chronic infec-
tion with long asymptomatic periods. Public health moni-
toring of infectious diseases and the associated behaviours 
among the injecting population is essential to better under-
stand disease burden and risk factors for acquisition and for 
assessing the effectiveness of prevention measures.

In  the  United  Kingdom  (UK),  national  surveillance  for 
new HIV and acquired immune deficiency syndrome (AIDS) 
diagnoses was introduced in 1981 and, over the past 40 years, 
has  allowed  for  monitoring  of  the  epidemic  among  peo-
ple acquiring HIV through injecting drug use (IDU) as well 
as  through other exposures.  In  response  to concerns  in  the 
late 1980s about the potential for rapid transmission of HIV 
through IDU, enhanced surveillance among people who inject 
drugs in England and Wales was introduced in 1990 through 
the  Unlinked  Anonymous  Monitoring  (UAM)  Survey.  The 
UAM Survey, which expanded to Northern Ireland in 2002, 
allows for the monitoring of HIV prevalence and estimation 
of undiagnosed infection and risk and protective behaviours.

In this article, we describe trends in HIV and changes in 
behaviours among people who inject drugs in England, Wales, 
and Northern Ireland (EW&NI) over the past four decades in 
an effort to inform prevention efforts and care delivery.

MATERIALS AND METHODS

Data sources

National surveillance data of people diagnosed with HIV 
across EW&NI are held at the UK Health Security Agency 
[5]. HIV diagnoses data have been reported by clinicians 

and local laboratories since 1981. Follow- up information 
on  people  who  subsequently  access  HIV  care  has  been 
reported by NHS specialist HIV outpatient services since 
1995. Data  items  include gender, age, ethnicity, route of 
HIV  exposure,  AIDS  diagnosis,  antiretroviral  therapy 
(ART) uptake, and clinical biomarkers. Data on all- cause 
mortality  among  people  with  HIV  are  obtained  through 
clinician reports and by linking with the Office of National 
Statistics national death register.

The  UAM  Survey  is  a  repeated  cross- sectional  survey 
of  people  who  inject  drugs  across  EW&NI,  that  has  been 
running  annually  since  1990  (London  Research  Ethics 
Committee: MREC/98/2/51) [3]. People who have ever in-
jected psychoactive drugs are recruited through specialised 
agencies providing drug-  and alcohol- related services (e.g. 
addiction  and  harm  reduction)  and  asked  to  complete  a 
brief questionnaire and provide a biological sample, which 
is tested for HIV, HBV, and HCV. The survey questionnaire 
covers topics including sexual and injecting risk behaviours 
and experiences of homelessness,  imprisonment, and ser-
vice use. The survey has evolved over time in terms of the 
biological sample collected (dried- blood spot since 2009/10, 
previously oral fluid) and the questions included, with rel-
evant additions including age at last injection (to calculate 
injecting duration) in 1993; self- reported HIV status in 1995; 
year  of  last  HIV  test  and  sharing  of  injecting  equipment 
other than needles and syringes, including cottons, spoons, 
and  filters,  in  1996;  and  sexualised  drug  use  (gamma  hy-
droxybutyrate/butyrolactone, mephedrone, cocaine, meth-
amphetamine, crack, amphetamine) in 2018.

Inclusion criteria and definitions

For HIV surveillance data, people who inject drugs were de-
fined as those acquiring HIV through IDU. Analyses were 
limited to adults (aged ≥15 years) resident in EW&NI using 
data collected to the end of December 2019. Region of death 
was used where region of residence was missing (n = 14).

Late  HIV  diagnosis  was  defined  as  having  a  first  CD4 
count <350 cells/µl within 3 months (91 days) of diagnosis 
and AIDS as a presentation with an AIDS- defining illness. 
Newly diagnosed people who inject drugs were considered 
linked to HIV care if they had evidence of either a CD4 count 
taken after diagnosis or HIV clinic attendance. ART cover-
age was used to describe the proportion of people who inject 
drugs on treatment regardless of CD4 count, not including 
those missing treatment status (0.19%). The proportion vi-
rally suppressed was the number of people who inject drugs 
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on treatment with a viral load <200 copies/ml, not including 
those missing a viral load measurement (2.1%).

In the UAM Survey, participants were defined as injecting 
drugs if they had ever injected a psychoactive drug (i.e. both 
current and former IDU). Those who reported injecting in the 
month (28 days) prior to survey participation were considered 
to be currently injecting and at ongoing risk of HIV infection. 
Data on adults (aged ≥15 years) participating in any survey 
year up to the end of 2019 were included in these analyses.

Data analyses

Descriptive analyses were performed to characterise peo-
ple  who  inject  drugs.  Pearson  χ2  tests  were  used  to  as-
sess  differences  in  proportions  (statistical  significance 
p  <  0.05).  Unless  otherwise  stated,  all  proportions  pre-
sented  are  where  data  are  known.  Analyses  were  per-
formed using STATA v15.1 (College Station, TX, USA).

RESULTS

HIV diagnoses

Between 1981 and 2019,  there were 4978 reports of HIV 
diagnoses  among  people  who  inject  drugs  in  EW&NI, 
equivalent to 3.2% of all adults diagnosed. Annual diagno-
ses declined from a high of 234 in 1987 to 78 in 2019, with 
small peaks in diagnoses in 1991, 1995, and 2006, driven 
by an increase in cases in London and— in 2015— by an in-
crease in cases in England, outside of London (Figure 1).

Overall, most people who  inject drugs diagnosed with 
HIV were men (73%; 3619), aged 25– 34 years (49%; 2435), 

and of white ethnicity (85%; 3864). The majority were res-
ident in London (47%; 2352) or the rest of England (50%; 
2501).  Where  country  of  birth  was  reported  (59%  com-
plete), half of all newly diagnosed people who inject drugs 
were born in the UK (48%; 1389), whereas 42% (1230) origi-
nated from other European countries. The majority of peo-
ple who inject drugs diagnosed with HIV born outside the 
UK were from Portugal (21%; 319/1529), Poland (11%; 171), 
Latvia (10%; 159), Italy (10%; 157), and Spain (6.9%; 106).

Over  the  four  decades,  the  ratio  of  HIV  diagnoses  made 
among  men  compared  with  women  increased  from  2:1  in 
1981– 1989 to 4:1 in 2010– 2019 (p < 0.001) (Table 1; Figure S1a). 
Diagnoses among older age groups also  increased, with 11% 
(123/1101) of  those diagnosed in 2010– 2019 aged ≥50 years, 
compared with <1% (4/856) of those diagnosed in 1981– 1989 
(p < 0.001) (Table 1; Figure S1b). Median age at HIV diagno-
sis increased steadily from 27 years (interquartile range [IQR]: 
23– 31)  in  1981– 1989  to  37  years  (IQR:  31– 44)  in  2010– 2019 
(p < 0.001) (Table 1). People diagnosed with HIV became more 
ethnically diverse, with the proportion of people categorized as 
of “other” ethnicities increasing from 3.4% (23/674) in 1981– 
1989  to  12%  (123/1068)  in  2010– 2019  (Table  1;  Figure  S1c). 
Completeness of country of birth has improved drastically over 
time, especially since follow- up of missing data was introduced 
in the late 1990s (Table 1). The proportion of people born out-
side the UK increased from 20% (36/177) in 1981– 1989 to 59% 
(618/1048) in 2010– 2019 (p < 0.001) (Table 1; Figure S1d).

Late diagnosis, AIDS, and deaths

Of  people  who  inject  drugs  diagnosed  with  HIV,  half 
(49%; 2447) had a CD4 count taken within 3 months of di-
agnosis; this improved over time to 76% (832/1101) among 

F I G U R E  1  New HIV diagnoses among people who inject drugs by region of residence: England, Wales, and Northern Ireland, 1981– 2019
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T A B L E  1   Characteristics of HIV diagnoses among people who inject drugs: England, Wales, and Northern Ireland, 1981– 2019

Variables

Total 1981– 1989 1990– 1999 2000– 2009 2010– 2019

N % N % N % N % N %

Total 4978 892 1619 1366 1101

Gender

Men 3619 73% 593 66% 1133 70% 1015 74% 878 80%

Women 1359 27% 299 34% 486 30% 351 26% 223 20%

Median age at 
diagnosis 
(IQR)

32 (27– 38) 27 (23– 31) 31 (27– 36) 33 (28– 39) 37 (31– 44)

Age at diagnosis (years)

15– 24 634 13% 268 31% 168 10% 135 9.9% 63 5.7%

25– 34 2435 49% 483 56% 961 60% 611 45% 380 35%

35– 49 1662 34% 101 12% 464 29% 562 41% 535 49%

≥50 206 4.2% 4 0.47% 21 1.3% 58 4.2% 123 11%

Not reported 41 -  36 -  5 -  0 -  0 - 

Ethnicity

White 3864 85% 582 86% 1278 87% 1117 83% 887 83%

Black 354 7.8% 69 10% 117 8.0% 110 8.2% 58 5.4%

Other 337 7.4% 23 3.4% 73 5.0% 118 8.8% 123 12%

Not reported 423 -  218 -  151 -  21 -  33 - 

Region of birth

UK 1389 48% 141 80% 245 50% 573 48% 430 41%

Other Europe 1230 42% 32 18% 200 41% 491 41% 507 48%

Elsewhere 299 10% 4 2.3% 42 8.6% 142 12% 111 11%

Not reported 2060 -  715 -  1132 -  160 -  53 - 

Region of residence

London 2352 47% 486 54% 955 59% 586 43% 325 30%

Rest of England 2501 50% 394 44% 634 39% 744 54% 729 66%

Wales 93 1.9% 7 0.78% 25 1.5% 29 2.1% 32 2.9%

Northern 
Ireland

32 0.64% 5 0.56% 5 0.31% 7 0.51% 15 1.4%

Median CD4 
at diagnosis 
(cells/µl) 
(IQR)

320 (137– 544) a 308 (150– 540) 314 (125– 550) 332 (141– 550)

Diagnosed late 
(CD4 <350 
cells/µl)

1306 53% a 340 56% 531 53% 429 52%

Diagnosed very 
late (CD4 
<200 cells/µl)

818 33% a 204 33% 339 34% 273 33%

AIDS- defining 
illnesses at 
HIV diagnosis

555 11% 52 6.0% 278 17% 144 11% 81 7.4%

Ever linked to 
HIV care after 
diagnosis

3849 77% 292 33% 1173 72% 1307 96% 1083 98%

(Continues)
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those diagnosed in 2010– 2019 (Table 2). Over half (53%; 
1306/2447)  of  people  who  inject  drugs  diagnosed  each 
year were diagnosed late. Overall, the median CD4 count 
at  diagnosis  was  320  cells/µl  (IQR:  137– 544),  which  did 
not change significantly over time (p = 0.216). Late diag-
nosis was more common among men (57% [1019/1801]) 
than among women (44% [287/646]) and more common 
among  older  people  (15– 24  years:  28%  [54/192];  25– 34 
years: 51% [559/1091]; 35– 49 years: 58% [594/1021], ≥50 
years:  69%  [99/143]).  Late  diagnosis  remained  high  and 
stable across the 39 years (p = 0.366) (Figure S1e). In total, 
11% (555/4978) of people who inject drugs presented with 
an AIDS- defining illness at HIV diagnosis between 1981 
and 2019. The proportion of those with AIDS at HIV diag-
nosis dropped drastically in the mid- 1990s and continued 
to decline to 7.4% (81/1101) in 2010– 2019 (Table 1).

Overall,  77%  (n  =  3849)  of  people  who  inject  drugs 
were  linked  to  HIV  outpatient  care  post- diagnosis.  Of 
the  1430  deaths  among  people  who  inject  drugs  with 
HIV,  nearly  three- quarters  (72%;  1025)  occurred  before 
2000 and one- fifth within a year of HIV diagnosis  (20%; 
288)  (Table 1). The median age of death  increased  from 
36  years  (IQR:  32– 44)  among  those  diagnosed  in  1981– 
1989 to 42 years (IQR: 37– 51) among those diagnosed in 
2010– 2019 (p < 0.001).

Quality of HIV care

Of  the  3548  people  who  inject  drugs  diagnosed  with 
HIV not reported as having died by the end of 2019, 21% 
(737) had no evidence of attending  for HIV care  follow-
ing diagnosis, and 35% (1258) last attended prior to 2019 
(Table 2). Of those who last attended for HIV care in 2019, 
74%  (1134/1530)  had  a  last  CD4  count  of  ≥350  cells/µl, 
97% (1503/1550) were reported as being on ART, and 90% 
(1375/1520) had a suppressed viral load (92% [1360/1479] 

among those on ART) (Table 2). There was no difference 
in last CD4 count by gender, age at last attendance, ethnic-
ity, region of birth, or residence (Table 2). A lower propor-
tion of people who inject drugs who were of younger age 
at  last care attendance were on  treatment and/or virally 
suppressed compared with older people who inject drugs 
(p = 0.003 and p = 0.002, respectively) (Table 2). In sen-
sitivity analysis, when people who  inject drugs  last  seen 
for care between 2010 and 2018 (no further follow- up or 
death reported) were included and assumed to not be on 
treatment or virally suppressed, ART coverage in the in-
jecting population was 70% (1503/2153), and overall viral 
suppression was 65% (1375/2123).

Risk and protective behaviours

From 1990 to 2019, an average of 2947 people who inject 
drugs participated in the UAM Survey annually, with 3208 
participants in 2019 (demographic profile Figure S2a– e). 
Similar to previous years, the majority of people who inject 
drugs taking part in 2019 were men (71%; 2264/3201), born 
in the UK (93%; 2865/3067), and recruited in England, out-
side of London (76%; 2426/3208). In 2019, 17% (533/3208) 
of  those  recruited  were  aged  ≥50  years  compared  with 
<1.0% (4/1515) in 1990 (p < 0.001) (Figure S2b). The me-
dian age of participation increased steadily from 26 years 
(IQR:  23– 31)  in  1990  to  40  years  (IQR:  35– 47)  in  2019 
(p < 0.001), as did the median injecting duration (6 years 
[IQR: 2– 12] to 15 years [IQR: 7– 22]; p < 0.001). The pro-
portion of survey participants that reported currently in-
jecting increased from 58% (874/1499) in 1990 to a peak of 
77% (2020/2628) in 2001, then declined over the last two 
decades to 48% (1475/3103) in 2019 (Figure S2e).

Over  time,  the  proportion  that  reported  ever  testing 
for  HIV  increased  steadily  among  all  participating  peo-
ple  who  inject  drugs,  from  49%  (740/1510)  in  1990  to 

Variables

Total 1981– 1989 1990– 1999 2000– 2009 2010– 2019

N % N % N % N % N %

Death following 
HIV diagnosis

1430 29% 374 42% 651 40% 324 24% 81 7.4%

Death within a 
year of HIV 
diagnosis

288 5.8% 41 4.6% 139 8.6% 77 5.6% 31 2.8%

Note: Proportions may not add up to 100% because of rounding.
Completeness: gender 100%, age at diagnosis 99%, ethnicity 92% (1980– 1989: 76%; 1990– 1999: 91%; 2000– 2009: 98%; 2010– 2019: 97%), region of birth 59% 
(1980– 1989: 20%; 1990– 1999: 30%; 2000– 2009: 88%; 2010– 2019: 95%), region of residence 100%, CD4 count at diagnosis 53% (1980– 1989: 1.2%; 1990– 1999: 38%; 
2000– 2009: 73%; 2010– 2019: 76%), AIDS at diagnosis 100%.
Abbreviation: IQR, interquartile range.
aData not presented because of low completeness.

T A B L E  1   (Continued)
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81%  (2455/3014)  in  2019  (p  <  0.001),  as  well  as  among 
those currently  injecting,  from 51% (442/873)  in 1990  to 
82%  (1158/1404)  in  2019  (p  <  0.001). The  proportion  of 
those  currently  injecting  who  reported  being  tested  for 
HIV  in  the current or previous year  increased  from 28% 
(646/2325) in 1996 to 43% (598/1404) in 2019 (p < 0.001) 
(Figure 2). However, in the most recent survey year, 18% 
(246)  of  those  currently  injecting  reported  never  being 
tested for HIV.

Overall,  HIV  prevalence  among  people  who  inject 
drugs  fluctuated  around  1.0%  (range:  0.63%– 1.8%)  over 
time  (Figure  3),  with  no  difference  between  people  re-
porting currently versus formerly injecting (p = 0.331). In 
2019, HIV prevalence was 0.83% (26/3139); in people who 
inject drugs, HIV was more common among  those born 
outside of the UK than those born in the UK (2.8% [7/250]) 
vs.  0.68%  [19/2806],  respectively;  p  =  0.001)  and  among 
those recruited in London than those recruited outside of 
London (3.6% [16/443] vs. 0.37% [10/2696],  respectively; 
p < 0.001). Awareness of HIV infection has also fluctuated 
over time, rising from 56% (23/41) in 2005, when aware-
ness was lowest, to 100% (23/23) in 2019, though numbers 
are small.

Underlying risk behaviours among people who  inject 
drugs  have  evolved  since  the  beginning  of  the  HIV  epi-
demic.  The  proportion  of  those  currently  injecting  who 
reported sharing needles/syringes peaked in 2002 at 34% 

(588/1735) before decreasing to a low of 14% (224/1617) in 
2012 (Figure 4a). Since 2012, sharing of needles/syringes 
has increased by 6% to 20% (288/1426) in 2019 (p = 0.050). 
In parallel, sharing of needles/syringes and injecting par-
aphernalia such as spoons and filters declined from a high 
of 60% (1386/2329) in 1999 to a low of 34% (546/1613) in 
2012 (Figure 4a). Since 2012, sharing of needles/syringes 
and injecting paraphernalia has remained stable and was 
37% (523/1429) in 2019 (p = 0.250).

In  terms  of  sexual  risk  behaviours,  the  proportion  of 
people who inject drugs reporting vaginal and/or anal sex 
in the last year steadily declined from 90% (1342/1489) in 
1990 to 61% (1851/3050) in 2019 (p < 0.001) (Figure 4b). 
The proportion of those reporting sex in the past year with 
two or more partners declined slightly over  the 30 years 
(p  <  0.001);  in  2019,  this  figure  was  39%  (700/1778). 
Similar  trends  in  consistent  condom  use  among  those 
with two or more sexual partners in the past year can be 
seen in Figure 4b, with a slight decline since 1990 to 23% 
(130/571) in 2019 (p < 0.001). In 2019, 69% of people who 
inject drugs reported sexualised drug use in the last year.

DISCUSSION

The  HIV  epidemic  among  people  who  inject  drugs  in 
EW&NI has been relatively contained compared with in 

F I G U R E  2  HIV testing history among (a) people who have ever injected drugs and (b) those reporting currently injecting in the last 
month by survey year: England, Wales, and Northern Ireland, 1990– 2019. Completeness: ever tested for HIV 97% (year of last test collected 
from 1996 onwards)
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other  countries  [6– 10].  New  HIV  diagnoses  among  peo-
ple who inject drugs have declined over the past 30 years 
since  the  peak  in  the  mid- 1980s.  While  HIV  prevalence 
has  fluctuated  over  time,  it  has  remained  relatively  low 
at  around  1.0%,  despite  those  participating  in  the  UAM 
Survey  having  had  a  long  duration  of  injection  risk  ex-
posure.  The  prompt  introduction  and  high  coverage  of 
harm  reduction  measures,  such  as  needle  and  syringe 
programmes  (NSPs)  and  opioid  substitution  therapy, 
early  on  in  the  epidemic  dramatically  limited  the  trans-
mission  of  HIV  among  people  who  inject  drugs  [11,12]. 
The diversification of new diagnoses among people who 
inject drugs, with a higher proportion of older people and 
those born outside of the UK being diagnosed over time, 
is  likely reflective of changes in the underlying injecting 
population (e.g. ageing cohort) and of the underlying ex-
pansion  of  HIV  testing  outside  of  traditional  settings  in 
the UK to reach previously underserved groups [13– 15]. 
The shift in geography of diagnoses over the last 40 years 

reflects the increase in IDU outside of London since the 
early 1990s [13,14]. The small peaks  in diagnoses across 
regions is likely to reflect local testing patterns and case- 
finding efforts.

In other countries in Europe, HIV prevalence in the in-
jecting population has been reported  to be much higher 
[16,17], such as in Estonia (60%), Spain (48%), and Poland 
(18%)  [10].  In  the  last  decade,  HIV  diagnoses  among 
people  who  inject  drugs  in  Europe  have  increased,  with 
outbreaks  in  Greece  and  Romania  in  2010– 2011  [17– 
21],  Luxembourg  in  2014  [22]  and  Ireland  in  2015  [23]. 
These outbreaks are thought to be associated with a rise 
in  the  injection  of  stimulant- based  novel  psychoactive 
substances  and/or  a  result  of  national  economic  crisis, 
leading  to  an  increase  in  homelessness  and  substantial 
cuts  to  harm  reduction  initiatives  targeted  to  the  inject-
ing  population  [16– 23].  Despite  high  coverage  of  harm 
reduction  interventions,  the high  levels of homelessness 
and  incarceration and a  shift  to  the  injection of  cocaine 

F I G U R E  3  HIV prevalence among people who have ever injected drugs participating in the Unlinked Anonymous Monitoring (UAM) 
Survey and those who reported currently injecting in the last month by survey year: England, Wales, and Northern Ireland, 1990– 2019. 
Completeness: 98% of UAM Survey samples able to be tested for antibodies to HIV
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have contributed  to an ongoing outbreak of HIV among 
people who inject drugs in the Greater Glasgow and Clyde 
area  of  Scotland,  with  high  case  numbers  since  2015 
[24,25]. These outbreaks and the rise in new HIV diagno-
ses among those born outside the UK emphasise the im-
portance  of  the  continued  monitoring  of  infections  and 
behaviours among people who inject drugs in an effort to 
maintain the low prevalence of HIV seen in EW&NI, espe-
cially as UAM Survey data from the past decade show that 
stimulant use is on the rise in EW&NI. Injection of crack 
cocaine in the last month increased by 28% since 2010 to 
57% in 2019, and injection of powder cocaine in the last 
month increased by 10% to 17% in 2019 [3].

Bio- behavioural  data  from  the  UAM  Survey  indicate 
there is still room for improvement in the coverage of HIV 
prevention  interventions  in  EW&NI. Though  the  uptake 
of HIV testing has  increased over  time  in EW&NI,  there 
has been no change over the last decade; in 2019, one in 
five  people  currently  injecting  drugs,  considered  at  risk 
of  acquiring  HIV,  reported  never  having  been  tested  for 
HIV,  with  another  two  in  five  not  having  been  tested  in 
the last 2 years. This is despite having been in contact with 
drug-  and alcohol- related and other health care services, 
demonstrating  missed  opportunities  for  testing  [26,27]. 
UK HIV testing guidelines recommend people who inject 
drugs be tested for HIV on an annual basis and that drug 
services offer testing at the first assessment and consider 

repeat testing with ongoing risk [28,29]. This is supported 
by these analyses of HIV surveillance data on late diagno-
sis of HIV among people who inject drugs. Late diagnosis 
is the most important predictor of morbidity and mortality, 
with those diagnosed late having a 10- fold risk of death in 
the year following diagnosis [30]. The proportion of people 
who inject drugs diagnosed late has not declined in the last 
decade,  and— compared  with  other  risk  groups— people 
who inject drugs are disproportionally affected [26]. There 
has also been no reduction in levels of sharing of injecting 
equipment  in the  last 10 years, with one  in  five of  those 
currently injecting reporting sharing needles/syringes and 
two  in  five  sharing  needles/syringes  and  other  injecting 
equipment in 2019. Only two- thirds of people who inject 
drugs  report  adequate  NSP  provision  [3,4].  These  data 
showing suboptimal uptake of testing and NSP, which are 
key public health  interventions  for  the reduction of HIV 
transmission  among  people  who  inject  drugs,  highlight 
the potential for an increase in cases, especially in the con-
text of the ongoing HIV outbreak in Scotland and the rise 
in stimulant use. This risk is compounded by a significant 
reduction  in  funding  and  accountability  for  drug  treat-
ment in the UK in recent years, as well as restricted access 
to  harm  reduction  services  as  a  result  of  the  COVID- 19 
pandemic  [4,31,32]. There  is also a growing unmet need 
among  people  who  inject  drugs  with  regard  to  mental/
physical health, housing, and employment [31,32].

F I G U R E  4  Injecting and sexual risk behaviours among people who inject drugs: England, Wales, and Northern Ireland, 1990– 2019. 
(a) Sharing of injecting equipment among people reporting currently injecting drugs. (b) Sexual behaviour in the last year among people 
who have ever injected drugs. Completeness: sharing of needles/syringes 94%, sharing of needles/syringes/other equipment 96%, sex in the 
last year 97%, sexual partners 97%, condom use 90%. Sharing data from 1990 were excluded because only a small sample of participants 
answered the question as this question was introduced during 1990 (n = 22)
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Encouragingly, the majority (98%) of people who inject 
drugs diagnosed with HIV  in EW&NI  in  the  last decade 
were linked to specialist outpatient care. Overall, 97% of 
people who inject drugs and were in care in 2019 were on 
ART, and 92% of those were virally suppressed and non- 
infectious.  In 2018, 94% of  the 2300  (95% credible  inter-
val: 2200– 2600) people who inject drugs living with HIV 
were estimated  to be diagnosed [26]. These data suggest 
that  the Joint United Nations Programme on HIV/AIDS 
(UNAIDS)  90– 90– 90  targets  for  the  elimination  of  HIV 
transmission have likely been met among people who in-
ject drugs  in EW&NI  [33]. Previous  research has  shown 
that people who inject drugs have patient outcomes com-
parable to those acquiring HIV through sex between men 
and heterosexual sex [34]. The high standards of care can 
be attributed to the specialist service delivery in the UK, 
where  care  and  ART  are  both  free  and  easily  accessible 
[35]. However, there is some evidence that people who in-
ject drugs in EW&NI experience delays in accessing HIV 
care in the year after diagnosis, and these analyses show 
disparities  in outcomes among younger individuals [36]. 
Furthermore, surveillance data indicate that 21% of people 
who inject drugs who were ever diagnosed with HIV never 
attended for care, with no further HIV clinical follow- up. 
This  may  be  a  true  reflection  of  poor  engagement  with 
services or due to data issues (such as an under- reporting 
of  deaths),  a  lack  of  reporting  of  outward  migration,  or 
individuals diagnosed  in  the early years of  the epidemic 
testing under a false name so their patient records cannot 
be merged. If those people are still alive and not accessing 
care or ART, then viral suppression in the injecting popu-
lation is likely much lower. People who inject drugs face 
significant structural and social barriers to accessing med-
ical services, such as laws criminalising drug use, stigma 
and discrimination by service providers, psychosocial in-
stability, homelessness, and unemployment [37,38].

Though HIV prevalence is low in the UK, people who 
inject  drugs  are  disproportionately  affected  by  other  in-
fections, particularly HCV [3,4], the prevalence of which 
was high in 2019 in EW&NI, with 54% of people who in-
ject drugs having antibodies to HCV and 23% chronically 
infected.  In  total,  65%  of  people  who  inject  drugs  with 
HIV  had  HCV  co- infection  [3].  HCV  incidence  has  not 
declined over the last 5 years [4,39]. In 2019, only 30% of 
people who  inject drugs were aware of  their chronic  in-
fection and 87% had ever been  tested  for HCV [3]. HBV 
prevalence among people who inject drugs in EW&NI was 
9.5% in 2019, and 38% of individuals who injected drugs 
in  the  last  year  reported  having  a  sore,  open  wound,  or 
abscess at an  injection site, possible symptoms of a bac-
terial  infection  [3,4].  Comprehensive  services  for  people 
who inject drugs must be maintained and BBV testing and 
treatment expanded to reduce transmission.

This  is  the  first  national  study  to  describe  the  last 
40  years  of  the  HIV  epidemic  among  people  who  inject 
drugs  in  EW&NI.  However,  it  is  important  to  note  the 
limitations. Importantly, the sample of people who inject 
drugs  recruited  to  the  UAM  Survey  are  those  in  contact 
with specialist drug and alcohol services; people who in-
ject drugs not in contact with these services are not cap-
tured and represent a small sub- group of people who are 
highly marginalised and underserved, at much higher risk 
of BBV infection [40]. In addition, these analyses do not 
include men who acquired their HIV through sex between 
men who also reported IDU;  in  the routine archiving of 
HIV  surveillance  data,  probable  acquisition  route  is  as-
signed based on hierarchical likelihood of risk. It is likely 
these individuals are also under- represented in the UAM 
Survey data; given the differences in drugs used, men who 
have sex with men are possibly less likely to attend drug 
and  alcohol  services,  which  are  focussed  on  heroin  and 
crack cocaine. Risk behaviours are self- reported by people 
who inject drugs and may be influenced by both recall and 
social desirability bias. Nevertheless, self- reporting of risk 
has been found to be reliable [41]; social desirability bias 
was reduced through self- completion of the questionnaire 
and  limiting  the  demographic  information  collected.  As 
identifiers  were  not  collected,  participants  in  the  UAM 
Survey could not be de- duplicated if they took part across 
multiple years and could not be followed over time to look 
at changes in behaviour. The UAM Survey questionnaire 
does not ask about uptake of HIV pre- exposure prophy-
laxis (PrEP), a key component of any HIV prevention pro-
gramme. HIV PrEP has been found to be both a feasible 
and  an  acceptable  prevention  approach  for  people  who 
inject  drugs,  particularly  among  those  at  higher  risk  of 
sexual  acquisition  of  HIV  [42– 44].  However,  barriers  to 
PrEP utilisation among people who inject drugs need to be 
addressed,  including  low PrEP knowledge and concerns 
about side effects [43].

The HIV epidemic among people who inject drugs in 
EW&NI has remained relatively contained compared with 
in  other  European  countries,  most  likely  because  of  the 
prompt implementation of an effective national harm re-
duction  programme.  However,  reported  risk  behaviours 
among  people  who  inject  drugs  indicate  the  potential 
for  outbreaks  and  for  HIV  cases  to  increase.  Investment 
is needed to maintain and strengthen services for people 
who inject drugs and eliminate gaps in provision [32]. HIV 
testing must be readily available and offered across a vari-
ety of settings, including low- threshold services, to reach 
people  who  inject  drugs  who  are  underserved  and  most 
vulnerable. Prompt linkage to HIV care and treatment and 
support for retention in care and ART adherence among 
people who inject drugs are essential to ensure the elimi-
nation of HIV transmission and reduce inequalities.
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