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Pre-exposure prophylaxis for HIV provision in Wales

Pre-exposureprophylaxisor HIV (PrER)rovision started in sexudlealthclinics in Walesn 14" July 2017.
Data are being collected through the existing Sexual Health in WalegeillanceSystem (SWS)This report is
an overview of PrEprovisionbetween F' July andl® December2017 covering prescriftn, adherence and
acceptability as at™ January 2018.

Key points
26 1 people prescribed PrEP Ofthe 429 people assessed for PrEP eligibility between 1st Ji
2 6 1 and 1st of December 201378 (88%)were deemed eligible and
’ 51 not eligiblg(12%)(assessed to eligibility ratio 1.1:Twenty

seven percenbf the assessed individualgere relatively new to
' 74 the service (not more than 2 monthg)nd 15%were completely
‘ 3 3 new tothe servicewhen they were assessedt least 3 new
diagnoses of HIV have been made in people being assessed
‘ 1 0 PrEP (direct communication from clinics).

All but three of the eligible gople were in the eligibility categon
(MSM at high risk of acquiring HIV).

Of those eligible, 26(69%)started PrEP, and 720%)declined.
Ten(3%)did not start because of medical contraindication due
abnormal renal function or other relevant gnorbidities No
further information is available 083 (9%)eligible people at
present.

Figure 1. Age distribution of persons stargirPrEP Of the 261 people who started PrEP 98% were male, of whon
15! July 20171* December 2018, Walds=261) 96% were MSM. The age range was696with a median of 33
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Of 261 patients who started Of those who started, 18¢70%)people are still on PrEP, 27
PrEP. . (10%)have recently finished a prescription and3b6)have
}EOSD% are currently stopped. Of the remaining 44 people, G%)are currently
taking PrEP considered lost to follow up (over 2 months since their last
27 prescription should have finished), and fa¥ (5%)there is no
people have recently . .
finished a prescription further information.

Of those people considered lost to follow up, 31/44 have not
people have stopped . .. . .
taking Prep returned to ther clinic sinceghey werelastprescribed PrER he
44 other 13 have returned to the servidmit have not been coded

people are lost to for PrepP.
follow-up/unknown

Reason for stpping PrEP is available for three people: two
stopped due to medical contraindication, one for personal
choice.
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In total 261 people received 433 prescriptions. PrEP is prescr
in courses of 30, 60, or 90 tablets at a time. Frequency of dos
was reported ér 333 prescriptions and for 94% of these PrEP
was prescribed daily (as opposed to eveased).

Attendances where prescriptions are repeated are opportuniti
to assess adherence to the previous prescription of PrEP. Of
187repeat prescriptions, 158 (84%) had an adherence
assessment in terms of risk episodes covered by PrEP. 87%
these assessments considered that all risk episodes had beel
covered, and 4% that most risk episodes had been covered,
whilst 9% (n=14) concludetat some or no episodes had been
covered. PrEP was taken daily (rather than exzaged) in all
148 prescriptions for which this information was available.

Reasons for declining PrEP may be useful to assess accepta
of PrEP. However, these were not available at the time of this
report for people attending Swansea and Cardiff clinics, due t
technical issue, and not all declines have had a reason report
Forty eight reasons for declining PrEP were available for 39
people. The most common reason was not believing oneself :
risk of HV 33%), closely followed by concern around side effe
(31%), and preference for other risk reduction metho@g%).

There have been no diagnoses of HIV in people taking PrEP.
However, 17 people were diagnosedm20 STIs whilst on PrEF
9 gonorrhoea diagnoses, 7 chlamydia diagnoses, 2 syphilis a
hepatitis A.



Methods

Preexposureprophylaxisor HIV (PrEP) datxebeing collected from sexual health clinics in Wales since the
start of PrEP provision in July 20hraugh the existing Sexual Health in Watsveillance ytem (SWSA
series of33 codeswasadded to SW® capture activity around PrEicludingcodes for eligibility for PrEP,
outcome of the offer of PrEP, reasons for declining or stopping, frequamd number of doses, adherence
and coverage of risk episodésgure2 and Appendix B A code for eligible people who did not st&tEP
because of medical contraindication was added after the sthRrEP distribution in clinicshe data

included inthis report around this was obtained from clinics filling in a short questionnaire.

Sexual Health in Wales Surveillance System: data flow

Sexual health clinics code their activity in their clinical managesystemsduring or after patient
attendanceslin order to report to SWSJinic staff send weekly exports of their clinical management systems
to Public Health Wales (PHWisually on Friday®nce the data reacRHW theinformaticsdepartment

make surehey areuploaded toSWS and made availablettte Communicable Disease Surveillance Centre
(CDSCusually within 23 days. Data analystan then clean the data ready for analy@igure 2)

In theory, under routine circumstances the data coded dutiregpatient attendancecould reach CDSC level
in under 2 weeks. However, all of the above steps can add delays to the protegseptional
circumstancesthe whole process can be sped up by a joint coordin&téoit.

Figure 2. Data flow diagram of the Sexual Health in Wales Surveillance System (SWS)

Patient - Activity code » Data transfer to » Data available in
attendance entered in CMS PHW (Friday) SWS for analysis

Time Variable 0-7 days 2-3 days

CMS: clinical management system
PHW: Public Health Wales
SWSSexual Health in Wales surveillance system

Coding for PrEP

Sexual health clinics code PrEP actiifigure 3)n their clinical management systerasing a series of 33
codes(Appendix B).

Figure 3. Flow diagram of data collected on persons assessed for PrEP*

Patient assessed Eligible (with - Started . Continued Stopped
for PrEP N category)
\
\\ Prescription: Adherence:risk Adherence:risk
\ N number of doses episodes covered episodes covered
Y| Not-eligible Not started: medically
contraindicated Prescription: Adherence: Adherence:
frequency of doses frequency of doses frequency of doses
: Prescription: Reason(s) for
Declined number of doses stopping
- Prescription:
Reason(s) for decline frequency of doses

* a complete list of codes with definitions can be found in Appendix B



Data transfer and dataset extract

For the purpose of PrEP monitoring, clinics were asked to send albtteridances since*1July 2017,
therefore covering the whole PrEP provision period.

The data presented were exported from SWS Bhlanuary 2018. Clinic clients assessed for PrEP, starting on

PreP, or declining litetween F' July ando 1% December 207 were included as data had been received for
all clinics up to that date.

Data cleaning and recoding assumptions

Cleaning oPrEP codemainlyinvolved capturing codes with typasd differing formatsAny duplicate codes
(in terms of person and date)exe deleted.

In people for whom the eligibility code was not completed, eligibility was assunogioeif codes
G R2 ¢y a i Nelgibiltyhad BeEn completedanydeclined, started, continued, prescription, adherence,
stopped codes)

Inthe absence df & a U |, KB RrEPG&rRvEs assumed for people witer & R 2 6 Y & (i NRdodase
(PrERcontinued, prescription, adherence, stopped codes)

ly aFaaSaaSRéeé OFNRIFIO6ES o1& Qeafd SR F2NJ aSftA3IA0
LY GOGSYRIyOS®DtOYRBSRESERKNE! | § RSy 2
Ly GGSYyRIFIy0Sa O2RSR 6AGK | &dad2LIISR NBFazyé |

A prescription was assumexzhch timeany of thetwo types of prescription codes were used (number
prescribed codes drequency prescribed codes)

Men who have sex with men were identified from the patient sexuality data field and from the eligibility
codes (Eligibility category 1 is used for MSM at high risk of acquiring HIV).

Definitions
Definitions of the PrEP data tmitedcan be found on the code definition list in Appendix B.
Current status

People who started PrEP were classified in the followirg dzNNJB y grougsuisingialiiziieédata available
in the system at the time of the data extract{danuary 2018)

- stopped:;if there were codes indicating PrEP stop
OR:

- currentlyon PrEPIf within 30 days after their last theoretical dogassuming daily dose taking from
their last prescription date, given the number of doses prescribed is known)

- recentlyfinished a prescriptianf between 31 and 60 days since their last theoretical dose.
- lost to follow upjf over 60 days since their last theoretical dose.

- unknown;if the number of doses of their last prescription was not available

t

NJ



Data quality

- SWS has gone from a passive surveillance system for STls, to having to also collect precise data around PrEl
which requires higher data quality.

- An audit of the data transfdrom two clinics to SW&vealed #85% match in PrEP codf72 out of 705

PreP codes matched)f the 33 unmatched codes, 28 explained by a mapping issue at PHW level
FFFSOGAYI GNBlFazya F2NJ RSOtAySé FyR GNBlFazya F2NJ
Swansea and Cardiff clinicghis wil be fixed in future data extracts and analysis.

- Codes areompleted as much as possible at the cleaning phase in PHW. For ingtgpeaple for whom

the eligibility codevas not completedeligibility was assumeifiother codest R 2 ¢ y & (i Nligibighad2 F

been completedanydeclined, started, continued, prescription, adherence, stopped co@es) details in
methods)LY 2 NRSNJ G2 1SSLI GNXO]l 2F (GKS tS@St 2%hedd yO2 YL
possible. In the current dataset, % (42/378) of eligible people were assumed eligible because of
GR2gyaiNBIYé O2RSaz | pédplewereassungdsianed flarihe fame réagon. NEisS R
should capture mogpeople receivindP’rEP, but it does not help for codes that are at thd ef the process,

4 GRSOfAYSR tNRPté FYR Gad2LIJISR tNBPté O2RSaX gKAO
assuming all prescriptions had been coded with either or both required codes (one for number of doses and
one for frequency), 3% of presgtions (414/433) missed codes on number of doses and 20% (333/433) did

not have frequency codes. Of the adherence check opportunizi#® (39/187) wermissing codes for

frequency, and 16%29/187) for risk episodes covered.



Appendix A: Summary Table by LHB

Table 1. Summary of PrEP data by Local Health Board (LHB), 1 July 2017-1% December 2018, Wales

People assessed for PrEP eligibility

Not eligible

Eligible
Eligibility category:
Category 1
Category 2
Category 3
Unknown category (assumed eligibility)

Of those eligible
Started

Declined
In process/Unknown/Contraindicated*

Current Status of those who started
Stopped
Currently on PreP
Recently finished a prescription
Lost to Follow-up
Unknown

Prescriptions provided to those who started
Prescription: number of doses
30doses
60 doses
90 doses
Unknown
Prescription: frequency of doses
Daily
Event based
Unknown

Opportunities to check for adherence

Adherence: Risk episodes covered by PrEP
All risk episodes covered
Most risk episodes covered
Some risk episodes covered
No risk episodes covered
Not reported

Adherence: frequency of doses
Frequency taken: daily
Frequency taken: other
Frequency taken: event based
Not reported

51
378

333

42

261
74
43

182
27
30
14

433

248
16
150
19

312
21
100

187

138
6

6

8
29

148
0

0
39

12%
88%

88%
1%
0%

11%
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20%
11%
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70%
10%
11%
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19%
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13%
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0%

13%
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14

59
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76
14
59

65

43
3
3
1

15
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0
0

12

17%
83%

90%
1%
0%
9%

74%
14%
12%

3%
68%
8%
14%
7%

51%
5%
38%
6%

51%
9%
40%
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*10 eligible patients did not start because of medical contraindication (data source: clinic questionnaire)



Appendix

B: PrEP codes*

Eligibility codes

contraindicated

O3 | PrEP eligibility: category 1 For those who, after a risk assessmanget PrEP
eligibility category ; MSM who have had an HIV
negative test orthe day of starting PrEP and have had
another HIV negative test in the precediygnr and report
condomless intercourse fhe past 3 months and affirm
likelihood ofcondomless intercourse in the nexn®nths

O32N | PrEP eligibility: category 2 For those who, after a risk assessmenget PrEP
eligibility category Z; HIV negative partner of an HIV
positiveperson not known to be virally suppressed
condomless intercourse is anticipateefore treatment of
the HIV positive partndakes effect

O33N | PrEP eligibility: category 3 For those who, after a risk assessmenget PrEP
eligibility categonB ¢ HIV negative persons who are
considered tde at a similar risk of HIV acquisition as
those in category 2

O34V | PrEP eligibility: not eligible For those who, after a riskssessment, did not meet PrE
eligibility categories 1, 2 or 3

Decline of PrEPrEP not starteccodes

035N | Outcome of the offer of PrEP: For those offered a new course of PrERhat current

PrEP offered and declined attendance who decline to takep PrEP.
0O35aV | Reasons for PrEP dectin®o not Does not believthat they are at risk of HIV
believe themselves at risk *use all that apply
0O35bV | Reasons for PrEP dectin®refers Prefers to use other risk reduction methods
other methods *use all that apply
O350V | Reasons for PrEP dectinside effects| Concerned about side effects
concern *use all that apply
O35dV | Reasons for PrEP dectin®oes not | Does not want to have medication
want medication *use all that apply
035aV | Reasons for PrEP dectin®oes not Does not want to be pnitored
want to be monitored *use all that apply
O35 | Reasons for PrEP decfinélad it in Had it in the past and did not like it
the past and did not like it *use all that apply
0999W| Outcome of the offer of PrEP: For thosewho are eligible to receive PrEP based on the
Not started: Medically entraindicated criteria laid out but who, when put through preparatory
investigations, are found to have eoorbidities that
preclude them from PrEP
Started/continuedPrERcodes
O3 | Outcome of the offer of PrEP: For those starting a new course of PrEEhatcurrent
PrEP started attendance.
038N | Outcome of the offer of PrEP: For those continuing PrEP at the current attendance
PrEP continued regardless of who supplied PrEP patients should be
coded atevery attendance (even where tlatendance is
not specifically relatedo PrERe.g.attended with STI
symptoms to be treated please also code P38

StoppedPrERodes

O39VN | PrEP stopped PrEP stopped at the curreattendance

039aN | Reasons to stop PrEP: no longer No longer eligible (e.g. change in risk behaviour)

eligible

039V | Reasons to stop PrEP: personal choj Personal choice (but still eligible). Please code further
"Reasondor decline code" (see O3%2351)

0398V | Reasons to stop PrEP: now Now contraindicated (e.g. toxicity)




Prescriptioncodes: frequency (daily/event based), and number of doses

040N | PrEP regimen: daily Daily PrEP regimen prescribed at thitendance for
those starting or continuin@rEP

O41W | PrEP regimen: event based Eventbased PrEP regimen prescribedhis attendance
for those starting orcontinuing PrEP

O42N | PrEP prescribed: 30 tablets To indicate the number of tablets prescrib&gthose
starting or continuing PrEP (3&blets)

O43N | PrEP prescribed: 60 tablets To indicate the number of tablets prescrib&gthose
starting or continuing PrEP (&&blets)

O44N | PrEP prescribed: 90 tablets To indicate the number of tablets prescribtthose

starting or continuing PrEP (8@blets)

Adherencecodes: frequency (daily/event based/other), and coverage of risk episodes

045N | PrEP dose taken: daily (or neadbily) | To assess whether daily doses of PrieRe taken for
those continuing or stoppinBrEP at this attendance
Patients must be taking at leasddses of PrEP per week
to qualifyas! R Af 8k yYSI NI & RFAf @

040N | PrEP dose taken: event based To assess whether event based dosesRyEP were taken
for those continuing ostopping PrEP at this attendance
O4AN | PrEP dose taken: other To assess how doses of PrEP were td@ethose

continuing or stopping PrEP at tleitendance where
dosing was neithedailynor event based)

048N | PrEP adherence: All risk To assess the proportion of sexual rigksodes covered
episodes covered by PrEP (all) since lagsit

O49N | PrEP adherence: Most risk To assess the proportion of sexual rigksodescovered
episodes covered by PrEP (most) since lagsit

O50N | PrEP adherence: Some risk To assess the proportion of sexual rigksodes covered
episodes covered by PrEP (some) since lasgdit

O5MW | PrEP adherence: No risk To assess the proportion ofxagal riskepisodes covered
episodes covered by PrEP (none) since lagsit

Other codes

0O36W | Outcome of the offer of PrEP: For those eligible for PrEP but akeeadyobtainingonline
PrEP being obtaineahline and will continue to do so

CHEM | Chem sex Use of recreational drugs before/during sex in the last 3

months

O60N | PrEP patient characteristic: Gender identity changed since birth

Transgender

*Codes irPrEP Operational guide July 2017, with the addition of O99@wé: Mill clinics use the codesA (i K |
ddzFFTAE AyadilSleR: PREP3IWinstédd 6f ORI FTAE 6

Coding guidance:

If codedeligible also codestartedor reason(s) for declin@r not startingPrEP)and vice versa.
At/around first prescription: 4 codesligibility, start, 2 prescription codehumber and frequency)

At subsequent prescriptions: 5 codesntinued 2adherence codéqrisk episodegovered and
frequency), drescription codeghumber and frequency)

If PrEP stoppedit least3 codesreason(s) for stoppin@ adherence codéqrisk episodesovered and
taken frequency)

If patient attends between prescriptions: please give consideration to whether PrEP codes are a
applicable. k., if other STIs are diagnosed, you may want to code PrEP. If patient cordim&ekP,
consider coding 3 codesontinued 2adherence codéqrisk episodegovered and taken frequency)

Code chensex and transgender if applicable, in patients whose eligibility is assessed (once is en

*adherence since last time adherence wasarded- whether it was in a prescription attendance or between
prescriptions and up to current date or to stopped date

at wot

SO

ough).



