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UKHSA Positive Voices (PV) 2022 Team

= Dr Nicky Connor - Chief Investigator

= Dr Adamma Aghaizu - Survey Coordinator & Principal Scientist (Epidemiology)
= Carole Kelly - Senior Scientist (Epidemiology)

= Amber Newbigging-Lister - Scientist (Epidemiology)

= Hanisha Patel - Survey Administrator




Academic partner 2022: UCL

Positive Voices is the first component of the NICHE programme grant (a person-centred
needs informed model of care for people living with HIV (PLWH)

» Chief Investigators: Professor Alison Rodger & Dr Fiona Lampe
* Programme Manager: Dr Janey Sewell

NICHE aims to improve mental and physical health of PLWH through:

- identifying unmet psychosocial and health needs currently considered most
important to PLWH (Positive Voices 2022 data)

* designing a targeted psychosocial intervention to address the identified needs
(future RCT)

* integrating the intervention into routine HIV care, if beneficial to patients and cost- R

effective
www.niche.ac/positivevoices2022 n |Che

00000
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Agenda for meeting

« Background to PV

« 2017 findings

* What's new in 20227

 Study timeline

* Local R&D approvals

A breakdown of the study materials and process
* End of study actions

* Q&A
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What I1s Positive Voices?

A national cross-sectional survey of adults K‘.’"“dedm
receiving HIV care in the UK ‘ 'ingdom@

« Explores met and unmet needs of people living Lele;oLiMan 6)A Q
with HIV (PLHIV) | Q@faa/,a?

* First round in 2017: 73 clinics recruited — 4,422 *W?Nd", w. o
patient responses 0 9y QQ 99

» Next round early 2022; 100 clinics signed up and o : 9%’{919399
>6000 responses expected 9% 0 QVA&'&&.,

* New collaboration with academic partner [NICHE 98 e sQargQQQQQQQQQ
group, UCL) with funding from NIHR and Gilead 0¥ O VI

. Channel
\\b‘\
‘(.\\q-
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Aims of the survey

To determine:
 How satisfied PLHIV are with their current models of HIV care

» The prevalence of chronic diseases (CVD, metabolic
conditions, mental/neurocognitive disorders) and risk factors

 Current patterns of accessing care for HIV and associated
chronic conditions

« How prevalent HIV-related stigma and discrimination is

* The prevalence and determinants of sexual and other health-
related risk behaviours among PLHIV

* How the COVID pandemic has impacted on the health and
well-being of PLHIV
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Strengths of PV

* The only nationally representative survey of PLHIV
* Largest survey of PLHIV in the world - 5% of PLHIV in UK in 2017
* Collects data on what PLHIV need (met and unmet)

* Used to develop standardised PROMS and PREMS (outcome and
experience measures)

 Feeds into intervention designs for improved self-management of HIV and
associated health conditions.

* Initiatives/project contributions/collaborations

W emies HIVOUtcgmes TheKingsFund (i @Gy IRITTOTN (07500

MEDICINE <=
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Key outputs from 2017

Positive Voices: The National
Survey of People Living with HIV

Positive Voices Final report Findings fromthe 2017 survey
Women and HIV in the United Kingdom

Wiginton, J. M., et al. (2021). HIV-related stigma and J Chonging
discrimination in health care and health-related quality of life ——
among people living with HIV in England and Wales: A latent .‘{
class analysis. Stigma and Health.

- e
Rai, T., et al. (2019). Experience of primary care for people with l.i, -
HIV: a mixed-method analysis. BJGP open, 3(4). Talking obout HiV

and our needs

Kirwan, P. D., et al. (2021). HIV prevalence and HIV clinical ,,m e, 7 Pt
outcomes of transgender and gender-diverse people in i T
England. HIV medicine, 22(2), 131-139.

Chanqing Perceptions- Relationships

Women and HIV in the United Kingdom
Data o end of Decarmber 2017

42 y
a

Changinqg Perceptions- Attitudes F ¢

L7

Changing Perceptions- Unmet Need Tolking abgut HIV

and our relationships

1]f

o @ 1S9SS
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https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/857922/PHE_positive_voices_report_2019.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/912615/Women_and_HIV_in_the_UK_2017.pdf
https://changingperceptions.co.uk/wp-content/uploads/2020/09/TalkingAboutHIVAndOurRelationships.pdf
https://changingperceptions.co.uk/wp-content/uploads/2020/09/TalkingAboutHIVandAttitudes.pdf
https://changingperceptions.co.uk/wp-content/uploads/2020/09/TalkingAboutHIVandOurNeeds.pdf

PV2017: Key Findings (n=4,422)

High satisfaction with HIV clinical services

Half of the participants reported symptoms of depression and anxiety on
the day of the survey (general population: 30%)

58% had ever been diagnosed with a long-term condition in addition to HIV

1in 10 avoided seeking healthcare when they needed it, due to stigma

1 in 5 felt that they had been refused or delayed healthcare because of their

HIV status o

_ _ 1 4 /o of people
Unemployment among PLHIV was three times higher than the general with HIV experienced
population discrimination in the

Greatest unmet need: 75% of those who needed help dealing with loneliness NHS last year

and isolation did not receive it
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What's new in 2022

Questionnaire topics:

HIV treatment and diagnosis

Non HIV medical conditions
Health service use and satisfaction
Met and unmet needs

Health and well-being

Sex and relationships

Lifestyle

Stigma and discrimination
Socio-demographic

Impact of COVID

10 What’s new in 2022

U=U questions, exploring how well this
concept is understood and if it affects how
people feel about their status

‘ Exploring whole health care usage,
expanded list of services used by PLHIV

‘ Health & well-being: new tools to measure anxiety
and depression (PHQ-9, GAD-7) ; functional
social support questionnaire (FSSQ), Resilience
Scale (RS-14)

‘ Stigma and discrimination: internalised stigma
guestions, stigma scale

Whole new section on how COVID has
impacted needs and unmet needs




Study timeline

11t April 2022 10 October 2022
Dec 2021 -
FZZ 2022 Assign a Positive Voices Champion Final Study Log
R it tt llocated f

ecrul ngchypaiiaen('zca eator End of Study Return
Local R&D P Form sent to PV Team
approvals Start recruitment!

Feb/March 2022 End of each month Nov/Dec 2022
Study Log to PV team you
Site initiation report
meeting
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Local R&D approvals

For new sites, R&D office have received:

Organisational Information Pack
Protocol

IRAS form

Copy of the survey materials
Summary of activities

a kb

e

All approvals in place

Ethical approval granted by Harrow Research Ethic Committee: Project ID 13/LO/0279
On NIHR CRN Portfolio
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Survey materials

ELECTRONIC
Your clinic will be sent electronic copies of
all the study documentation in a zip file:

e Study Protocol

« Manual of Operations

« Study Log

 Reminder letter template

» Posters for waiting room

* End of Study Returns Form

PAPER
You will

receive a paper survey pack for

each participant, each in a sealed envelope
labelled with the patient’s clinic number,

your cli

nic name, and their Survey Access

Code. Each pack will include:

Questionnaire booklet (includes £5
digital voucher code printed on the front)
Participant information sheet
Signposting leaflet

Freepost envelope
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Questionnaire

Online
* Link: https://snapsurvey.phe.org.uk/positivevoices

* Need the Survey Access Code to enter (in Study Log and

on the gquestionnaire)

« Patient information sheet and privacy notice are also
available on this link. They also have their own links
PIS: https://snapsurvey.phe.org.uk/pv/pv_pis.pdf

| ¢

| Y
| Agency

i Posvitive\éioes ‘niche

Thank you for agreeing to complete this questionnaire!

Please remember: your answers are strictly confidential. All information collected is stored securely and your
pearsonal detalls will ot be used in any reporns,

The survey will take about 20 to P depending on your answers.

The survery #ake scom pamceal questions and wil relescce HIV Brcughoul, Ws sdviae that you complels e survy
In privang, somentsrs where you will not Do disturbed
gxderat -
r ey,

P 150

RIALO L I 10 read the nformabion aboust By
v Participant Information Shees

v Privacy Notice

1T ot have Turmar Questions and woukd ) h the U
PESAYR.LOCES SRR QuY.UK
Click NEXT 10 procsed 10 1he sunvey
O N | ~»
UK Hoelth ‘niche
Securty
Agency ., .

Privacy: https://snapsurvey.phe.org.uk/pv/pv_privacy notice.pdf

Paper booklet

» Can be posted or received face-to-face in the clinic

» Once competed, it should be sealed in the FREEPOST
envelope supplied and returned to the PV team, either via the

clinic staff or by post

14  Questionnaire

e mational survey of prople living with NIV

Complete online &
wrapnrvey phe arg uk positivesraces %

=

MOObo0 or 302 Moy OF Nt I yOur v

POU v A1 VAR e i reRee B PRERTVONT ITTIN AL S
VL. Mt St Erggrt, 19 Coivetins Avram. Limahets WV B00

We want to hear from you!

o Voroen i o srvey of pecpie ey with M0V St iy



https://snapsurvey.phe.org.uk/positivevoices
https://snapsurvey.phe.org.uk/pv/pv_pis.pdf
https://snapsurvey.phe.org.uk/pv/pv_privacy_notice.pdf

Please sne below a £3 digital gt voocher as & tank yau for your
kined conmideration.

Voucher number: 12285078 Valdation code. ABCDEFG

To s 19 Vo, s it
s Vwerw vouc P sl Wi ange SOl

P rnead ey o progn breg weh 1A

Paper survey materials

Thes vt caan be s b many gt gt steet rtabers and is
webet Ut Judy 191 2025, ou wil not Nt B0 s your naeme 0 mcken
10t voucher Phease L "LIKHEA" se your fdt nperw aned "00001" s
your sararTe

Camrpiets ardie
www.uckac.uk/voloes o
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We want to hear from you!

1. Questionnaire booklet

Sacurty

S %51 o ‘ -

e L e L

UK Host

Paper survey pack for each participant,
each in a sealed envelope labelled with
the patient’s clinic number, your clinic
name, and their Survey Access Code.

Each pack will include: . : R
- ) GRS - . T

162

INFORMATION LEAFLEY FOR PARTICIPANTS

ot

UK Heaith
Security
Agency

Hospital name

Hospital: <<gjtename>=
Clinic No: <<gJinicid>>
<<*barcode*>> Survey Enclosed

Record number - — 1{(&25@)1‘.{—»;;55{&&;:} ------ [lDeciined  [INon-recruitable L

ordered by clinic

number \

UKHSA study identifier

h

Clinicr T

Yy

y
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Study Log

AutoSave t.EJ l-‘-‘) = r&\l Study Log Template 2021 verZ.xlsx - Saved Carole Kelly r?‘
File Home Insert Draw Page Layout Formulas ﬂ Review View Help ACROBAT Power Pivot 1% Share {7 Comments
le [EI [%9 rw [T Queries & Connections A»L . ? = gj EZ @ @ ]| = Data Analysis
@ [% [D Refresh D Sii%s GEDE[Ph = z Sort Filter Text to EL 5 Whatzlf Forecast | Outline
Data E All~ ey l T’Advanced Colurnns EGI @ Analysis ~  Sheet
Get & Transform Data Queries & Connections Data Types Sort & Filter Data Tools Forecast Analysis
D2 v F
A B C D E F G H I
Is this _Su_rveg_{ Mode of Name of
) ) distribution L. .
Unique Clinic's patient due method initial Date of clinic
Identifier A Date of to attend Date of next contact (In L. staff
Patient ) ) ) consented to initial )
(Access Birth during the | appointment person/post/ making
ID A (In person/ A contact .
Code) recruitment i email/text/ initial
eriod? postiemail/ phone) contact
' P ] text/phone)
2 |ABCDEF F111111 01/01/1990
3 GHIJKL F111112 02/01/1990
4 MNOPQR F111113 03/01/1990
o STUVWX F111114 04/01/1990
6 YZABCD F111115 05/01/1990
Sheetl *® 1 »
Ready H 0 - ] + 190%
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Study Log (continued)

AutoSave (@ Off) £ ~ @~ =

File Home Insert Draw

Page Layout

Study Log Template 2021 ver2.xlsk - Excel

Formulas

Data Review View Help

ACROBAT

£ Search

Power Pivot

o
Carole Kelly . [

& Share

Eal = O

[L From Text/CSV [B Recent Sources EQueries&Connections A 'I_‘ = ﬁFlaSh Fill 3= Consolidate r = = Data Analysis
[§FromWeb [gExisting Connections ’rf?} |:| @ Em Zl ? S2 ﬁRemoveDuplicates E‘E @ g‘@ EE %E E = ’
DSt:tv B From Table/Range R::Ejh |_—‘>~ Stocks Geography |= il sort Fiter EAdvanced CETE:L ,:'——6 Data Validation ~ rﬁﬂManage Data Maodel A]:;T;::fv FDSLE;::t Grliup Ung:oup subtota
Get & Transform Data Queries & Connections Data Types Sort & Filter Data Tools Forecast Outline ] Analysis
J2 h e
A B C J K L M N O P Q
If non-
. recruitable, Date of Date of Recruitment
Unique L, . reason non Date . )
e Clinic's Recruitment status . Date . . first second of patient
Identifier - Date of A recruitable questionnaire . i L
Patient . Accepted/declined survey . reminder | reminder finalised? |Comments
(Access Birth i (e.g. no longer| ,. .. received by . . .
ID /non-recruitable . distributed (if (if (Automatically
Code) attending for UKHSA . . .
care. invalid ID applicable) lapplicable) filled)
no.
1 )
2 |ABCDEF F111111 01/01/1990
3 GHIJKL F111112 02/01/1990
4 MNOPQR F111113 03/01/1990
S STUVWX F111114 04/01/1990
6 YZABCD F111115 05/01/1990
Sheetl ) 1
Ready H o = 1 + 190%
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Approach

The following is an example of the approach to use when recruiting participants, in
order to keep the study invitation simple and to maintain a consistent approach:

/ Our clinic is participating in a survey about the health and \
needs of people living with HIV. You are being invited to take
part in this survey.
All the information you need can be accessed via this link:
https://snapsurvey.phe.org.uk/positivevoices
You will need your Survey Access Code to enter this site,
which is: ABCDEF

K Enclosed is £5 as a thank you f(MJ

To optimise response rate, patients should be encouraged to complete the
guestionnaire as soon as possible.

18  Approach



https://snapsurvey.phe.org.uk/positivevoices

AutoSave (@ Off) »  Study Log... jo. Carole Kelly é‘.

Filer Home Insert Draw Pagel Formu Data Reviev View Help ACROP Power [

Follow up B2 R2 @ | Y|E] ==

[& [B

Get Refresh Stocks Geography | = Sort 8¢ Data Farecast | Outline
Data ~ E All |__L\" SR Filter ~ | Tools ~ -

Get & Transform... | Queries & C... Data Types -~

At the end of each month, the PV team wiill 2 ’ = ’
email all sites a list of patients that have A
completed the survey and a list of those that A B c M
need to be followed up

* The Positive Voices Champion should decide -
the mode of follow up N9Ue 1 Clinic's Date

_ _ _ _ Identifier Patient Date of questionnaire

* Areminder letter template is provided which (Access D Birth received by
can be emailed/posted. Alternatively, patients Code) UKHSA
can be approached at their next face-to-face
appointment, if they haven’t been already

ABCDEF F111111 01/01/1990
'GHIJKL  F111112 02/01/1990
'MNOPQR F111113 03/01/1990
STUVWX F111114 04/01/1990
YZABCD F111115 05/01/1990

Sheet1 () 1 3
Follow up t

Ready FH 0 - ] +  190%

An SMS Text can be sent using the same
wording as the invitation, prefixed with the
word REMINDER

O Uk, WN =
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End of study

* Five months into the study, all sites will be
emailed a final list of patients to follow up

« At the end of the six month recruitment
period, the final Study Log should be
submitted to the PV team at UKHSA

* The End of Study Form should be
returned to UKHSA

* You will received your Positive Voices
survey data clinic report

- A
4 | - e e 8
Sl BRI
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Overall process

Appoint a Positive Voices Champion who will receive paper questionnaires and the
Study Log with each patient’s Survey Access Code

4 )\
Go through sample list to see who consented to communication by email, text or post If NON-RECRUITABLE,
Record in the Study Log. Record as “Non-recruitable” in the Study Log
& J
s Contact the recruitable patients by their preferred method. Would they like to b If NO,
participate? Record as “Declined” in the Study Log.
\ Record in the Study Log )
4 )\

If YES, send details about survey, patient access code and URL link by preferred method.
Record in the Study Log

\. ~/ Ve ™\ 4 For patients not completed )
For patients not and when the patient is due
- N completed, send to attend within six months,
Assigned PV Champion will send Study Log back to the PV team monthly and in return reminder letter by OR give questionnaire at next
the PV team will update champions on completed questionnaires preferred method appointment.
- g \Record in the Study Log./ \_ Record in the Study Log. )

PV team will notify you which patients have completed their questionnaires!

21  Recruitment process



News: study updates and progress, and FAQs

All (patient-facing) study materials will also be available on this website:

www.niche.ac/positivevoices2022

This website will also show the progress of the patient recruitment at each site
across the UK and survey-related newsletters

Any questions, please email positive.voices@phe.gov.uk

For emails containing patient information INCLUDING ALL STUDY LOGS,
please email hanisha.patel5@nhs.net

22  News: study updates and progress, and FAQs


mailto:positive.voices@phe.gov.uk
mailto:hanisha.patel5@nhs.net

Any questions?
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