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Introduction

In 2017, the United Kingdom (UK) met the UNAIDS 90:90:90 target to have over 90% of
those living with HIV being diagnosed (92%), over 90% of those diagnosed being on
antiretroviral therapy (ART, 98%), and over 90% of those on ART having an undetectable
viral load (97%).! This demonstrates the significant progress the UK has made in HIV care
since the identification of the virus in 1983.2 Despite this, HIV remains a stigmatised, socially

complex and often traumatic diagnosis.?

The British HIV Association (BHIVA) Standards of Care for People Living with HIV
provide guidance to support the delivery of quality HIV care nationally. Since 2013, these
Standards have recommended that people newly diagnosed with HIV be fully assessed by an
HIV specialist clinician within two weeks of receiving a positive HIV test result (target:
>90%).* Timely review is not only beneficial to the clinical outcomes of individuals newly
diagnosed with HIV, but also has the added advantage of minimising the risk of onward
transmission through patient education, partner notification, and if ART is commenced,

through treatment as prevention (TasP).°

The BHIVA guidelines for the treatment of HIV-1-positive adults with ART (2015)
recommend that ‘people with HIV start ART’, immediately if the person is diagnosed during
primary HIV infection, and within two weeks of commencing antimicrobials in those who are
diagnosed with a CD4 count <200 cells/mm?3and either an AIDS-defining infection or serious
bacterial infection. For those not meeting these criteria, prompt ART initiation should be

encouraged but should ultimately be guided by the individual’s readiness to start.® Notably,



the NHS England Quality Dashboard uses the proportion of newly diagnosed adults who start
ART within 3 months (91 days) of diagnosis, as one of series of surrogate markers for quality

of care.’

The purpose of this audit was to review the management of those newly diagnosed with HIV
in the UK using the BHIVA Standards of Care as a benchmark for best practice. Our primary
outcomes were to assess the time from initial positive/reactive test to 1) assessment by an
HIV specialist clinician and 2) ART initiation. Our secondary outcomes were to explore the
topics discussed at initial HIV clinician specialist review and the documented reasons for any

delays in ART initiation.

Methods

UK specialist HIV services were invited to retrospectively review case notes of the last 40
adults (aged 16 years and over), assessed as newly diagnosed with HIV at their centres,
between 1 January 2018 and 31 March 2019, or all such individuals if fewer than 40.
Responses were submitted electronically via a dynamic online web-based questionnaire
(LimeSurvey GmbH, Hamburg, Germany), with each service being identified via a unique

code.

Data requested were: demographics; probable HIV exposure category; presence or absence of
disabilities or language difficulties; type of initial positive/reactive HIV test (laboratory-based
or point of care) and setting where sample was taken; dates of testing, first being seen by an

HIV specialist clinician following positive/reactive test, first discussion of ART initiation,



and ART initiation, which were used to calculate intervals and then group into timeframes;
whether specified topics had been covered at or before first discussion of ART initiation; and
the reasons for any delay in ART initiation, if applicable, which respondents could select

from various listed options with free text space also provided.

As this is a clinical audit, ethical approval was not required. Data were analysed in
Microsoft® Excel 2010 (Microsoft Corporation, Redmond, Washington USA) using numbers
and percentages for categorical data and medians and interquartile (IQR) ranges for
numerical data. Results were based on summary statistics from each clinic. Median
calculations were made based on an event having occurred, rather than using a Kaplan-Meier

approach.

Results

Patient characteristics

Among 186 services thought to be providers of specialist HIV care, 132 provided data for
2281 eligible individuals for this audit. Of these services; 49 each submitted 1-9 cases, 37
each submitted 10-19 cases, 30 each submitted 20-39 cases and 16 each submitted > 40 cases.
Three additional services reported that they had not assessed any eligible newly diagnosed

individuals during the audit period.

As shown in table 1, compared to new HIV diagnoses reported in UK national surveillance

data,® the audited population included higher proportions of individuals who were aged 50 or



over (24.5% vs 21.3%), of white ethnicity (60.0% vs 48.2%) and with heterosexual exposure
to HIV (41.6% vs 35.2%). There was a higher proportion of missing data (‘not available”) for
‘ethnicity’ and ‘exposure’ characteristics in the UK national surveillance data when

compared with the audited population.

[Insert Table 1]

Test settings

The settings in which the initial positive/reactive HIV specimens were taken, in descending
order, were: 968 (42.4%) genitourinary medicine (GUM)/sexual health or HIV clinic settings;
319 (14%) inpatient settings; 289 (12.7%) general practice; 273 (12%) other outpatient
clinics, including antenatal clinics; 100 (4.4%) self-sampling or self-testing at home; 84
(3.7%) emergency departments; 66 (2.9%) ‘other’, which were mainly abroad or for visa
purposes (n=24), prison or immigration (n=13), private or occupational health service (n=12),
blood donor service (n=6); 56 (2.5%) acute medical unit (AMU); and 56 (2.5%)
community/voluntary organisations or outreach settings. Seventy (3.1%) cases were

submitted as ‘not known/answered’.

Time from initial positive/reactive HIV test to first HIV specialist clinician review

Over two-thirds (n=1544, 67.7%) of newly diagnosed patients were seen by an HIV specialist



clinician with two weeks of receiving their test result. This increased to 83.1% (n=1896)
within four weeks and 88.6% (n=2022) within 6 weeks, although the time interval varied

widely between participating clinical services (Figure 1).

[Insert Figure 1]

The shortest times to specialist review were when testing was undertaken in an AMU or an
inpatient setting, both of which demonstrated narrow interquartile ranges around a median of
4 days (Figure 2). Longer and more variable times to specialist review were seen where
testing was initially undertaken in general practice (median 10 days) and non-sexual health,
outpatient settings (median 9 days). However, for all test settings, a minority of individuals
took much longer to be seen, with particularly long delays of 50 days and longer for those

tested in general practice or in home settings (either self-testing or self-sampling).

[Insert Figure 2]

Time in weeks from initial positive/ reactive HIV test to ART initiation

Almost half (n=1099, 48.2%) of newly diagnosed patients commenced ART within four
weeks of their initial diagnosis (Figure 3). This increased to three-quarters (n=1700, 74.5%)
at 8 weeks and 83% (n=1894) at 13 weeks. By the time of data collection, 141 (6.2%)

patients had not initiated ART at the clinical service where they were initially assessed.



[Insert Figure 3]

Reasons for delay in ART initiation

Among individuals starting ART, the proportion with reported reasons for delay in doing so
increased with the actual time from diagnosis to ART initiation (Figure 4). For those who
initiated ART within 8 weeks, delays were predominantly due to either clinical reasons i.e.
concomitant illness/medication or service factors i.e. time to receive test results or the need
for virtual clinic approval for a non-standard regimen. Among those who initiated ART more
than eight weeks after diagnosis, delays were more likely to be attributed to the individual not
wishing to start ART when first offered, postponing or re-scheduling appointments, or not

attending for booked appointments although clinical reasons remained important.

[Insert Figure 4]

Topics documented as covered at (or before) the first discussion of ART initiation

The benefits of ART were documented as discussed with 85.8% (n=1957) of individuals
(median 92%, IQR 79-100) at, or before first discussion of ART initiation. Similarly, partner
notification was discussed with 85.7% (n=1954) of individuals (median 93%, IQR 83-100).

Documentation of discussions regarding the availability of peer or community support, and



the evidence that viral suppression on ART means a person cannot sexually transmit HIV
(“undetectable equals untransmittable”, U=U) was less frequent; 61.4% (n=1401) and 56.6%
(n=1290) respectively. There was wide variation between participating clinical services in the
proportion of individuals with whom the latter two topics were discussed; this was evidenced
by an IQR of 44-86% (median 65%) for discussions regarding the availability of peer or

community support and an IQR of 35-84% (median 56%) for ‘U=U" discussions.

Discussion

This clinical audit of the routine management of adults newly diagnosed with HIV showed
substantial variation between participating services in the times from the initial
positive/reactive HIV test, to being seen by a specialist clinician and to ART initiation, and in
the topics discussed at the first discussion of ART initiation. Reassuringly, in line with the
BHIVA Standards of Care, the majority of individuals were reviewed by a specialist clinician
within two weeks of a positive/reactive result (67.7%) and were subsequently commenced on
ART within 13 weeks of diagnosis (83%); the latter corresponding to the NHS England

Quality Dashboard measure.*’

The largest proportion of positive/reactive HIV tests originated from the GUM/Sexual Health
or HIV clinic setting (42.4%), however, it did not follow that these individuals were seen by
an HIV specialist clinician most promptly. This was the attainment of the inpatient setting,
accounting for the second highest proportion of positive/reactive HIV tests (14%), and where
newly diagnosed individuals were reviewed within a median of four days (IQR 1-9 days)

from diagnosis, compared with a median of 8 days (IQR 3-15 days) in the GUM/Sexual



Health and HIV setting. The shorter time to HIV specialist clinician review in the inpatient
setting potentially reflects individual clinical need and readily accessible internal referral
pathways.® Conversely, individuals tested in general practice (12.7%) and ‘other’ outpatient
clinics (12%) had the longest median wait to be reviewed by an HIV specialist clinician;

within 10 days (IQR 5-21 days) and 9 days (IQR 4-21 days) respectively.

Concerningly, although the median days from positive/reactive HIV test to an HIV specialist
clinician review for all test settings was within the BHIVA recommended time interval, a
minority of individuals tested in general practice and in home settings experienced an
unacceptable wait of 50 days or longer before being reviewed. This result demonstrates the
importance of ensuring a seamless and rapid transition from test setting into specialist care.
This is especially important for individuals tested outside of HIVV-aligned services, who may
be less likely to be expecting an HIV diagnosis, which has a been shown to have a negative

impact on readiness to commence ART.10:11

The time from initial positive/reactive test to commencing ART is intrinsically dependent on
the time from test to first HIV specialist review, as in the UK the former is a prerequisite for
the latter. In this audit population, 17.5% of individuals commenced ART at initial specialist
review and a further 53.7% did so within the subsequent 28 days, thus demonstrating the
benefit of early linkage into specialist care. The exact timing of ART initiation should be
guided by both clinical presentation and individual readiness to commence ART (‘ART
readiness’).!%1! Soon after diagnosis, delays in ART initiation were primarily attributed to
‘clinical reasons’ i.e. concurrent opportunistic illnesses and infection, although overall those

with primary or advanced HIV were more likely to commence ART sooner (data not shown),



in line with BHIV A guidance. With increasing time from positive/reactive test, delays in
commencing ART reflected individuals initially declining ART, postponing or not attending
appointments; these factors potentially serve as surrogate markers for ART readiness,
especially in those initially declining, and demonstrate the importance of reviewing
individuals who have not commenced ART within 8 weeks of diagnosis, in order to offer

additional support.t!

ART readiness is a complex concept being influenced by, amongst other things, an
individual’s understanding of HIV infection and the benefits of ART, and according to
Gebrekristos et al., the ‘drive to live’, which encompasses psychological factors such as
shame, stigma, fear of death and protective factors such as social support and personal
resilience.!! The benefits of ART were documented as being discussed with the majority of

individuals at, or before, the first discussion of ART initiation.

In contrast, discussions regarding the availability of peer and community support were
variable. This could potentially reflect discrepancies in the provision of these services
nationally,'? but may also reflect a historical emphasis on physical health over mental
wellbeing in medical practice.'® Despite the knowledge that an undetectable viral load on
ART renders HIV sexually untransmittable (U=U),* this topic was only documented as being
discussed with 56% of individuals, again with significant between-clinic variation. However,
the proportion of these discussions did increase over the audit period, possibly reflecting
increasing clinician confidence in conveying this message following its international
endorsement (data not shown).56 [t is crucial that efforts are made to ensure topics advised

in the BHIVA Standards of Care are delivered to newly diagnosed individuals.



Limitations

The findings of this audit may have been impacted by data which was not available to us, this
includes information from HIV services that did not engage with the audit process and
information from clinician-patient discussions which were not documented in the case notes.
As our data was solely submitted from specialist HIV services, individuals tested but not
linked into care would not be represented. Based on surveillance of laboratory tests, 94% of
adults newly diagnosed with HIV in the UK in 2017 were linked to HIV care within three
months®’, but there may also be undisclosed reactive self-tests undertaken in home settings.
In addition, although the data is illustrative of the United Kingdom, it is not representative
because each HIV service was asked to submit data for 40 individuals which represents a

relative under-sampling from larger clinics.

Conclusion

Overall, the findings of this audit are positive, demonstrating that the majority of individuals
newly diagnosed with HIV are reviewed by a specialist clinician and commenced on ART
promptly. However, the findings also suggest a need for more streamlined pathways into HIV
care, especially for those diagnosed outside of GUM/Sexual Health/HIV and inpatient
settings; review of individuals who have not commenced ART within 8 weeks of diagnosis to
identify possible support needs, and the development of protocols to ensure relevant topics

are discussed with all newly diagnosed individuals.
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Individual characteristics

Audit number

UK national

(percent) data percent
Gender: Male 1704 (74.7) 73.6
Female* 560 (24.6) 26.4
Not available 17 (0.7) 0.0
Age (years): 16-24** 220 (9.6) 10.7
25-34 643 (28.2) 316
35-49 818 (35.9) 36.4
50-64 467 (20.5) 17.5
65 and over 91 (4.0) 3.8
Not available 42 (1.8) 0.0
Ethnicity: White 1368 (60.0) 48.2
Black-African 436 (19.1) 18.2
Other 407 (17.8) 19.8
Not available 70 (3.1) 13.8
Exposure: Sex between men 1109 (48.6) 43.3
Heterosexual 950 (41.6) 35.2
Injecting drug use 46 (2.0) 2.1
Other 37 (1.6) 1.8
Not available 139 (6.1) 17.6

Table 1. Individual characteristics: audit population compared with UK national surveillance

data for new diagnoses during 2018. *including 13 transwomen;** 15-24 in UK data.
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Figure 1: Variation between participating clinical services in time from initial positive/
reactive HIV test to first being seen by an HIV specialist clinician: each cross represents one

service, with median across services indicated by a double-headed arrow.
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