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From August to September 2023, services providing ongoing clinical care for adults with
diagnosed HIV infection were invited to take part in this audit, with the following aims:

To understand the policies and practices employed by HIV clinics across the UK to support
engagement in care — Survey of HIV clinical services — completed once per service

To understand the circumstances resulting in hospital admission for people living with HIV,
focussed on whether this was because they were undiagnosed or had disengaged from HIV
care — Case-note review of the last 20 admissions, in a 12-month period, in which the HIV team
had active input into some aspect of clinical management

To understand the circumstances prior to disengagement from HIV care for patients who have
not attended clinic for >14 months and the efforts made to re-engage them back into care -
Case-note review of 10 patients not seen for at least 14 months — up to 24 months




To understand the policies and practices employed by
HIV clinics across the UK to support engagement in
care — Survey of HIV clinical services

113 valid responses
Covering 128 HIV clinics




Service design

92% have a protocol to
follow up people who

miss appointments

62% use electronic
information sharing
systems in an attempt to
locate disengaged

patients

91% have a system to
regularly identify
individuals who are not

in care

48% have a protocol for
exploring the reasons
for earlier
disengagement, in those

who have re-engaged

89% have a system for
automated text (or
voicemail) appt.

reminders

34% present
disengagement data at
management and
risk/quality governance

meetings




Most services have provision to access advice and support when required

/Psychological support available within HIV
clinic

Direct referral to mental health services via
an agreed pathway

Referral to mental health services via GP

None of the above

.
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Most services have provision to access advice and support when required

4 -

Peer support worker within clinic
Referral pathway to peer support
Policy for providing information on
yiore X

availability of peer support

Display posters for peer organisation

none of the above [ 8%

o reel/




Most services have provision to access advice and support when required

/ Specialist drug &/or alcohol support available 379 \
within HIV clinic or within your Trust :

Direct referral to addiction services via an

(0)
agreed pathway S

Referral to addiction services via GP 39%

None of the above 4%
K Drug and Alcohol misusy




50% of services have specific provision for those with
perinatally acquired HIV

Services with provision for Specific support available
patients with perinatally ,
red HIV Psychosocial support
acquire /voluntary sector 71%
Dedicated young . engagement
person clinic

Increased individual
Specific consultant(s) contact by 92%

text/phone/email
Enhanced support in
place

Increased frequency

(0]
of appointments e




Key conclusions

Clinic survey

e Most services have a protocol to follow up people who miss appointments (92%) and a system
to regularly identify individuals not in care (91%), however only 48% have a standard policy for
exploring the reasons for earlier disengagement

e Most services have provision available to access advice and support when required (financial —
97%, housing — 98%, substance misuse 96%, peer 92% and psychological 99%)

e 50% of services have specific provision for those with perinatally acquired HIV




To understand the circumstances resulting in hospital
admission for people living with HIV, focussed on
whether this was because they were undiagnosed or

had disengaged from HIV care — Inpatient case-note
review

975 submissions
85 units




Inpatient characteristics

_ Number %

Gender
Female (including trans woman) 351 36% Region of birth
Male (including trans man) 613 63%
Declined/not answered 6 <1% UK
Age
Median 50
Range 19-91 Africa
Perinatally acquired 21 2%
Year of HIV Diagnosis

Other 0
2023 184 19% 16%
2022 95 10%
2018-2021 67 7% Unknown 6%
Between 6-10 years ago 117 12%
More than 10 years ago 488 50%

Not known 20 2%




60% of admissions were either a new diagnosis (22%) or someone with
sub-optimal engagement (38%); with missed opportunities for either
earlier diagnosis or re-engagement of less engaged inpatients

Level of engagement on For new diagnoses, those
admission irregularly attending clinic and

isen tient
Unknown B2% disengaged patients

Revi d and missed
Not attended for >12 CVIEWEE and misse

months opportunities apparent
Missed 1 or more — Reviewed .a.nd no missed 3%
appts, in 12 months __21% opportunities apparent
Attending regularly No review conducted [l 12%
New diagnosis Unknown  [BL1%



90% of the admissions were unplanned; the most common conditions
managed during admission were: acute infections (50%), bacterial or
viral pneumonia (20%) and PCP (19%)

Admission related to HIV Diagnoses managed during admission
status:

AIDS defining illness 299, Other or multiple acute infections S 509
Symptomatic HIV 18% Other condition S ——— ) 7%,

AsymptomaticHIv Other bacterial-or viral pne.umonia E—— ) 0%
s dlieey nelkiee 48% Pneumocystis pneumonia (PCP) e 19%
Alcohol or drug related e 11%
to HIV status) Candidiasis (thrush) s 10%
4% Psychiatric illness mmmm 8%
Bacterial sepsis mm 8%
Cardiovascular disease mmm 8%
Other malignancy mmm 7%
Meningitis/encephalitis == 7%
Other neurological disease m== 7%




45% of admissions had at least 1 psycho-social risk factor
present at the time of admission

Psycho-social risk factors present at time of admission

- E
I 229

Mental health issues (suspected or diagnosed)

Alcohol and Drug issues
Homelessness/insecure housing

Intimate partner/domestic abuse/violence
Insecure UK residency status

None of these

Unknown




1 in 9 admitted patients were discharged without a summary letter.
28% had not been seen in an HIV clinic since discharge however 11%
were awaiting a booked appointment

Post discharge follow up

Evidence of discharge
summary sent

Awaited — has a booked appointment for HIV .
clinic. - 11%

Unknown — FU at another centre - 6% y to HIV clini
es—to clinic

d/or GP 80%
No —follow up appointment missed/DNA. . 5% =iy et
No — no discharge 10%
0]
No — no appointment booked. . 5% summary sent

NA — currently still 10%
NA — currently still an inpatient - 10% an inpatient ’



Key conclusions

Inpatient case note review

e 60% of admissions were either a new diagnosis (22%) or someone with sub-optimal
engagement (38%); with missed opportunities for either earlier diagnosis or re-
engagement of less engaged inpatients

e 90% of the admissions were unplanned. 29% with an AIDS defining illness and 18%
with symptomatic HIV. 48% of admissions were not directly related to HIV status.

e 45% of admissions had at least 1 psycho-social risk factor present at the time of
admission

e 1in9 admitted patients were discharged without a summary letter. With 5% missing
their follow up and 5% having no follow up arranged.




To understand the circumstances prior to
disengagement from HIV care for patients who have
not attended clinic for >14 months and the efforts

made to re-engage them back into care — Outpatient
case-note review

586 submissions
100 units




Disengaged patient characteristics

_ [Number | %

Gender Region of birth
Female (including trans woman) 130 31%

Male (including trans man) 402 68% UK
Declined/not answered 4 1%

Median 45

Range 21-80 Other -
Perinatally acquired 12 2%

Year of HIV Diagnosis Central & Eastern -

2022 8 1% Europe

2018-2021 64 11%

Between 6-10 years ago 144 26% Unknown 5%

More than 10 years ago 343 58%

Not known 6 1%




1in 5 patients had a viral load >1000 copies/ml

and 10% had a CD4 count consistent with 69%

, , MV \AL WA 10%
advanced HIV at the point of disengagement Not on ART 19%

Not known 2%
CD4 (cells/mm3) when last HIV viral load (copies/ml) when
measured last measured
0-50 3% 0-50 [N 69%

51-200 M 5%
201-1000 M 4%
1001-10,000 M 5%

51-100 [ 2%
101-200 [ 5%

201-350 9
B 14% 10,001-100,000 [l 8%
350+ [N 7%  Over 100,000 5%
Unknown [} 4% Unknown [ 3%



34% of patients had at least 1 psycho-social risk
factor present at the time of disengagement

Psycho-social risk factors present at time of disengagement

Recreational drug use || GGG 19%
Alcohol excess |IIEGN 11%

Homelessness/insecure housing [N 8%
High levels of internalised stigma [N 6%
Intimate partner/domestic abuse/violence [l 3%

Immigration issues [ 3%

Unknown |GG 12%
None of these | 5%



The majority of patients who disengage, had missed appointments
in the year before their last attendance with 35% missing 2 or more
appointments

359 Number of appointments missed in previous 12 months

flS% 35% - missed 2 or more \  16%

14% ,
appointments

7%

0% 3%
° 2% 2%
U B -y
0 1 2 3 4 5 6 7 8 O+ Unclear



There was no documented referral or signposting to drug (62%),
financial (85%), immigration (88%) or housing (79%) advice and
support for patients for whom this was relevant

Evidence patient was referred or signposted to appropriate
support

Drug misuse 38%
Financial advice 15%

Immigration issues 12%

Housing issues 20%

BMYes HMNo M Norecordof assessment




There was no documented referral to peer support (80%) or
psychological support (68%) in the 12 months prior to disengagement

Referral to peer support in the Referral to psychological
year prior to disengagement support in the year prior to
disengagement
Yes I 14%

Offered but .y
individual declined 9

o)




Key conclusions
Outpatient case note review

e 1in5 patients had a viral load >1000 copies/m| and 10% had a CD4 count consistent
with advanced HIV at the point of disengagement.

e 34% of patients had at least 1 psycho-social risk factor present at the time of
disengagement

e The majority of patients who disengage, had missed appointments in the year
before their last attendance with 35% missing 2 or more appointments

e There was no documented referral or signposting to drug (62%), financial (85%),
immigration (88%) or housing (79%) advice and support for patients for whom this
was relevant

e There was no documented referral to peer support (80%) or psychological support
(68%) in the 12 months prior to disengagement

e 96% of patients had an attempt to re-engage them, the most common method was
by phone, text, email or post



Recommendations

* All services should have mechanisms in place to monitor engagement in care in real time
with enhanced support pathways for those who miss appointments

* When possible direct referral to support services rather than signposting should be
utilised

* Efforts to re-engage those not in care should be personalised and repeated on at least 3
occasions at different time points

* All patients should be sent home with a discharge summary and a clear follow-up plan
that is communicated to HIV outpatient service

» Services should regularly review engagement data as part of
management/risk/quality/governance meetings
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Questions?
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