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About this report

This report was prepared as part of the ESTICOM (European Surveys and Training to
Improve MSM Community Health) Project, which is a three year project from September
2016 to August 2019 funded by the Consumers, Health, Agriculture and Food Executive
Agency (Chafea) of the European Commission. The ESTICOM Project involves nine
European organisations under a consortium led by the Robert Koch Institute (RKI) in
Berlin, Germany.

The purpose of the ESTICOM project is to strengthen the community response and raise
awareness about the persisting legal, structural, political and social barriers hindering a
more effective response to the syndemics of HIV, hepatitis viruses B and C, and other
sexually transmitted infections (STI) among gay, bisexual and other men having sex
with men (MSM). To achieve this purpose, the consortium will deliver on three inter-
linked projects or objectives over the next three years:

e Objective 1: A European online survey of gay, bisexual and other MSM (EMIS
2017);

e Objective 2: A European online survey of community health workers (CHW)
who provide sexual health support in a community setting directly to gay,
bisexual and other MSM (ECHOES);

e Objective 3: Development and piloting of a training programme for MSM-
focused CHW to be adaptable for all EU countries.

This report falls under Objective 2 which is built on four Work Packages (WP): a review
of CHW knowledge, attitudes and practices relating to the sexual health of gay, bisexual
and other MSM, including existing surveys and training materials (WP5); a CHW online
survey design (WP6); promotion and execution of the survey (WP7) and; an analysis
and survey report (WP8). The tender specification for this report (Work Package 6) was
outlined as follows:

Work Package 6: To develop a questionnaire that will assess the knowledge, attitudes
and practices of community-based health workers (CHW) providing sexual health
services to gay men, bisexual men and other MSM.

This report was written and prepared by members of Work Package 6:
o Dr Nigel Sherriff and Professor Jorg Huber (School of Health Sciences,

University of Brighton);

e Dr Nick McGlynn (School of Environment and Technology, University of
Brighton;

e Dr Carrie Llewellyn (Brighton and Sussex Medical School, University of
Sussex).



Acknowledgements

We would like to thank all those who have provided expert review and support for the
ESTICOM Project, including members of the Advisory Board: Cinthia Menel Lemos
(Chafea), Wolfgang Philipp, Velina Pendelovska and Jean-Luc Sion (DG Sante), Teymur
Noori (ECDC), Thomas Seyler and Julian Vicente (EMCDDA), Keith Sabin (UNAIDS), Sini
Pasanen and Luis Mendao (Civil Society Forum on HIV/AIDS).

We would also like to particularly thank colleagues from Work Package 2 for their
support and input into the CHW survey design including: Peter Weatherburn, Ford
Hickson, and David Reid (all at LSHTM).

Finally our thanks to Alex Pollard (Brighton & Sussex Medical School) for his early input
into WP6, and to all those who responded to the pre-testing, consultation, cognitive
debriefing, and piloting phases of the CHW survey development including (in no
particular order):

Ross Boseley (East Sussex County Council), Travis Cox (THT), Marc Tweed (THT), Daniel
Richardson (Brighton and Sussex University Hospitals NHS Trust), Aryanti Radyowijati
(ResultsinHealth), Matthias Kuske (Deutsche AIDS Hilfe), Percy Fernandez Davila, Cinta
Folch, and Jordi Casabona (CEEISCAT), Deirdre Seery (The Sexual Health Centre Ltd),
Jonas Jonsson (The Swedish Federation of Lesbian, Gay, Bisexual, Transgender and
Queer Rights), Veaceslav Mulear (GENDERDOC-M" Information Centre), Petar
Tsintsarski (Queer Bulgaria and Association Health without Borders), Florent
Jouinot (Aids-Hilfe Schweiz), Barrie Dwyer and Cary James (THT), Anthony West
(HORIZON Drugs & Alcohol Harm Reduction, Assertive Outreach, together with Non
Clinical Sexual Health Harm Reduction Services), Uli Marcus (RKI), Caoimhe Cawley
(RKI), Mark Sergeant (Sensoa), Kristina Ingemarsdotter Persson (Public Health Agency
of Sweden), Oksana Panochenko (Deutsche AIDS Hilfe), Michael Bochow, Miran Solinc
(SKUC), Mick Quinlan (Gay health network), Michael Tappe (Deutsche AIDS Hilfe),
Sladjana Baros (Institute of Public Health of Serbia), Cinthia Menel Lemos (Chafea),
Tatiana Kazantseva (LaSky-Moscow project), Suzanne Jackson (University of Toronto),
Richard Stranz (AIDES), Miguel Rocha (GAT/Checkpoint), Erik Mattsson and Sini
Pasanen (Positiiviset ry, HivFinland), Tony Furlong (METRO), Karen Skipper (Spectra),
Giulio Maria Corbelli and Maria Dutarte (European AIDS Treatment Group), Olivia
Castillo Soria (Ministry of Health, Social Services and Equality); and the anonymous
participants of the pre-testing and piloting surveys, and the cognitive debriefing
interviews.

July, 2017. 5



Table of Contents

7Y oo 181 o o o [ E=T = T o o 4
Yol g Lo )Y (=T Lo = o a =] L 5
[ o) i e T = PP 7
LISt Of BabDI@S . 7
A D EVIAE ONS ettt e 7
I o 'o Yo [ Tl o o HEU PP 8
1.2 Aim and structure of the report .. i e 8
2. MEENOAS 1.ttt 9
2.1 Brief scoping exercise (M1-M2 / Sept-Oct 2016)......cieiuiieiiiiiiiiiiii e 9
2.2 Development of conceptual map and logic model (M3 / Nov 2016) ........cevuvvnen. 9
2.3 Questionnaire design (M0-M11 / Aug 2016-Jul 2017).civiiiiriiiiiiiiiieieeeeeee 11
2.4 Pre-testing (M6-M7 / Feb-Mar 2017 ) cuiuiiiii it neenae s e nnennennenes 12
2.4.1 Pre-testing methodology (Stage 1) ..cciiieiiiiiiiiii e 12
2.4.2 Pre-testing key findings and amendments.......c.coviiiiiiiiiiiiin e 13

2.5 Cognitive Debriefing Interviews (M8 / May 2017) (stage 2) ...ccoovvviiieiiininnnnns 14
2.5.1 Cognitive debriefing interview methodology .......ccooviiiiiiiiiiiieeee 14
2.5.2 Cognitive debriefing interviews key findings and amendments.................. 15

2.6 Online piloting (M9 / May 2017) (Stage 3) ceiviiiiiiiiiiii e eas 17
2.6.1 Online pilot Methodology .. .cviiiiiii e eees 17
2.6.2 Online piloting initial demographic findings and amendments ................... 17
2.6.3 Online piloting standardised question testing and initial findings................ 23
2.6.4 Online piloting initial superordinate practice domain findings and amendments
................................................................................................................ 26

2.7 Conclusion on methods used to develop ECHOES and pilot findings ................ 29
3. Proposal for a European Community Health Worker Survey ........ccoeviviiininnnnnnns. 30
3.1 Final survey - ECHOES ... et e e neens 30
3.3 Launch and post-launch maintenancCe ... 33
LSS =T 1= Lol P 34
Appendix A: Cognitive Debriefing Interview Participant Information Sheet ............... 36
Appendix B: Cognitive Debriefing Interview Consent FOrm .........ccovviiiiiiiiinininnnns. 39
Appendix C: Cognitive Debriefing Semi-Structured Interview Schedule.................... 40
Appendix D: Invitation to take part in online piloting......c.cooviiiiiii 41
Appendix E: Comments on pre-pilot following survey completion (n=24)................. 43

Appendix F: Proposal for a European online survey of community health workers (CHW)
who provide sexual health support in a community setting directly to gay, bisexual and
OthEr MSM (ECHOES) 1uiti ittt ittt et et s st s s ae e s s s e s e s e s e s e s e s e s e ean e nsnnannannennens 45

July, 2017. 6



List of figures

Figure 1. The ECHOES survey 10GiC Model........o.iieiiiiii e 11
Figure 2. Frequency of location by COUNTry ......coiiiiiiiii e 19
Figure 3. Employment status of CHWS......oiiiiiiii e 22
Figure 4. Number of CHWs involved in superordinate practice domains. .................. 26
Figure 5. Time allocation to superordinate practice domains as a percentage of overall
time involved in these activity practices (mean 4+ SD). ..ccvviiiiiiiiiiiiii e 27
Figure 6. Time allocation (%) to superordinate domains by European region............ 27
Figure 7. Number of CHWs involved in a range of prevention practices. ................... 28
Figure 8. Number of CHWSs involved in a range of screening and testing practices.....28
Figure 9. Number of CHWs involved in a range of treatment practices..................... 29

List of tables

Table 1. CHW J0b TitleS ittt ittt e ettt eaa e aaees 21
Table 2. Years working @s @ CHW ..ot e e 22
Table 3. Overview of scales: reliability (Cronbach’s alpha), observations and findings.
...................................................................................................................... 25
Abbreviations

AIDS Acquired Immune Deficiency Syndrome

BSMS Brighton and Sussex Medical School

Chafea Consumers, Health, Agriculture and Food Executive Agency

CHW Community Health Worker

CPD Continued Professional Development

ECHOES European Community Health Worker OnlinE survey

EMIS European online survey among gay, bisexual and other MSM

ESTICOM European Surveys and Training to Improve MSM community health

HBV Hepatitis B Virus

HCP Health Care Providers

HCV Hepatitis C Virus

HIV Human Immunodeficiency Virus

IDU Injecting Drug Users

LGBTI Lesbian, Gay, Bisexual, Transgender, and Intersex

MS Member States

MSM Men who have Sex with Men

NGO Non-Governmental Organisation

PEP Post-Exposure Prophylaxis

PLWHA People Living With HIV/AIDS

PoCT Point of Care Testing

PrEP Pre-Exposure Prophylaxis

STI Sexually Transmitted Infections

UoB University of Brighton

VCT Voluntary Counselling and Testing

WHO World Health Organisation

WP Work Package

July, 2017.



1. Introduction

The overarching task of WP6 is to develop an online survey for people who currently
provide sexual health support in community settings directly to gay, bisexual and other
men who have sex with men (MSM). Sexual health support in ECHOES includes services
related to HIV/STI and/or viral hepatitis (Hep B & C), and other issues which can affect
or influence sexual health.

To achieve this, a number of key tasks were identified:

e A scoping exercise examining any existing surveys (if available) used to
address CHWSs providing sexual health services for MSM including questionnaires
focusing on outreach workers and community based VCT services for HIV/AIDS,
STIs, and viral hepatitis;

e Development of a proposal for a European CHW survey (D6.1);

e Pre-testing of the initial draft online survey aligned with WP2 (using
demographix.com) in English, including a detailed consultation with ESTICOM
contacts and an online pre-pilot survey;

e Cognitive debriefing interviews to identify comprehension issues and
improve the clarity, intelligibility, accessibility and acceptability of the online
survey;

e An online pilot of a revised draft online survey, including item analysis to test
the usefulness of data items;

e Creation of a final version of the European Community Health Worker OnlinE
Survey (ECHOES) for approval by the Contracting Authority (D6.2);

e Coordinated (with WP2) online translation via demographix.com into relevant
EU/EEA languages.

ECHOES has been developed by colleagues working at the University of Brighton in the
UK, in collaboration with the ESTICOM Consortium and the wider extended network.

1.2 Aim and structure of the report

The aims of this brief report are to provide insight into the development of ECHOES
since the version submitted as D6.1; and to present a final proposal for ECHOES, as an
online survey for people who currently provide sexual health support in community
settings directly to gay, bisexual and other men who have sex with men (MSM).

The report comprises three main Sections including this introduction (Section One).
Section Two provides detail of the methods utilised in the development of the ECHOES
survey since D6.1. Section Three summarises the ECHOES survey and details how it
meets the tender agreement. This section also provides the next steps we propose for
the translation and launch of ECHOES. A paper version of the final proposed ECHOES
survey is included as Appendix F, pending approval by the Contracting Authority.

July, 2017. 8



2. Methods

This section outlines the steps taken to develop the ECHOES survey, the final version of
which is presented as Appendix F of this report. For full transparency, Subsections 2.1
to 2.4 of this Section replicate information provided in the previous report D6.1, with
some additions for additional clarity in this final report. Subsections 2.5 to 2.8 present
further steps taken since D6.1 in developing the final version of the ECHOES survey.

2.1 Brief scoping exercise (M1-M2 / Sept-Oct 2016)

Within the ESTICOM tender specification for Objective 2, the four work packages (WPs)
were designed to complement and inform, and be informed by, each other. For WP6 this
meant that ideally the activities and outcomes of WP5 should be available to inform the
design of the survey. WP5 aimed to review CHW knowledge, attitudes and practices
relating to the sexual health of gay, bisexual and other MSM, including behaviour and
lifestyle factors, and the situation with regards to HIV/AIDS, STI, and viral hepatitis in
the EU and neighbouring countries (see Folch et al., 2017).

Due to project timelines this meant that WP5 output was only finalised once a draft
version of the ECHOES survey was already available for pre-testing, an additional review
was conducted by the WP6 team in order to begin the survey development activities
and to determine 1) a working definition of CHW for European contexts, and 2) explore
any existing CHW surveys in Europe and elsewhere.

Findings from the WP6 scoping activities were broadly in line with the findings of WP5
showing a lack of both peer reviewed and grey literature on CHWs involved in providing
sexual health support aimed at gay, bisexual and other MSM in Europe. Moreover, it
was clear that the term CHW is not one used routinely across Europe and is more
commonly used in the United States and in many African countries. Therefore, this
means that close attention will need to be paid during the marketing and promotion of
the ECHOES survey (WP7) to ensure it reaches the ‘right’ people needed to complete it.

2.2 Development of conceptual map and logic model (M3 / Nov 2016)

In parallel to the scoping activities above, following the project kick-off meeting
(September 2016), work commenced on developing the conceptual map informed by
the findings of the WP6 scoping exercise. During this time, within Objective 2 it was
agreed to arrange an additional meeting in Berlin (hosted by Deutsche AIDS-Hilfe)
during October 2016 in order to finalise a CHW working definition (from WP6 scoping
and WP5 scoping), and agree and define the conceptual map for the CHW survey.

Prior to the meeting a brief online survey using Survey Monkey was sent by WP6 to
Objective 2 colleagues in order to collate their views as experts on a number of issues
including®: screening (who to include/exclude), the relative importance of different

1 www.surveymonkey.de/r/CHW_concept_map
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proposed areas of interest for the CHW survey (demographics, CHW activities/roles,
settings, motivations, attitudes, knowledge, barriers, CHW development and support,

training needs, and open text to propose any additional area), as well as estimates of
the extent of data to be collected. Findings of this short survey were presented briefly
during the Berlin meeting as an aide to consider and come to broad consensus on the
main topic areas via discussion and note-taking, and achieved a good level of consensus,
acceptability and prioritisation.

In terms of a working definition it was agreed that in ECHOES the following definition
would be used:

Community Health Workers (CHWSs) are known by a variety of titles including outreach
worker, volunteer, health promoter, peer educator, community health advisor etc., so
wherever you see the term ‘Community Health Worker’ (or ‘CHW’) in the survey, we mean:

“"Someone who provides sexual health support around HIV/AIDS, viral hepatitis and other
Sexually Transmitted Infections (STIs) to gay, bisexual and other men who have sex with
men (MSM). A CHW delivers health promotion or public health activities in community
settings (non-clinical).”

With regards to the conceptual map, a first draft was produced for the Berlin meeting
as per the project timeline (M3: Creation of conceptual map and consensus on core
themes reviewed by the Consortium partners prior to further questionnaire
development), and then revised subsequently. A third iteration was developed further
during January 2017, later transforming to become the survey logic model (see Figure
1).

July, 2017. 10
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Figure 1. The ECHOES survey logic model

The ECHOES logic model is informed broadly by ideas coming from the theory of planned
behaviour (Ajzen, 1991; Ajzen & Fishbein, 1980) and other conceptual frameworks such
as the health belief model (Becker & Maimon, 1975) both used widely in health
psychology, public health and health promotion. Figure 1 indicates the key elements to
be covered by ECHOES. Practices around prevention, screening and testing, and
treatment form the core of the questionnaire. Practices are embedded in roles and
settings, and are shaped by beliefs including knowledge and more enduring person
characteristics (self-efficacy and wellbeing). Demographics, training and organisational
parameters are other factors shaping CHW practices. Experiences of CHWs shape beliefs
regarding future and ‘job’ satisfaction. Ultimate outcomes of CHW practices/services are
not assessed as part of the survey as they are out of scope, but may be an important
area to consider for a future phase of ECHOES.

2.3 Questionnaire design (M0-M11 / Aug 2016-Jul 2017)

Following broad consensus amongst Objective 2 partners on the CHW working definition
and conceptual map for the ECHOES survey, it was agreed that there would be five
overall aims of the ECHOES survey, to:

1) Assess the knowledge, attitudes and practices of CHWs providing sexual health
support in a community setting directly to gay, bisexual and other MSM.

July, 2017. 11



2) Understand who CHWSs in Europe are, what they do, where they do it, how,
and why they do it.

3) Identify gaps in CHWs’ knowledge and skills, and identify training needs.

4) Inform the content, structure and approach of WP9 which involves the
design of CHW training materials.

5) Identify the barriers and challenges to CHWs who provide sexual health
support in @a community setting.

2.4 Pre-testing (M6-M7 / Feb-Mar 2017)

2.4.1 Pre-testing methodology (stage 1)

With these five aims in mind, an initial first full draft of the survey was developed by
the end of February 2017 (M6) both on paper and online via demographix.com. A pre-
testing phase was used to make an initial assessment of ECHOES. The first full draft
was used for several small rounds of online pre-piloting and a more detailed consultation
exercise with key partners.

The iterative rounds of small scale online pre-piloting were undertaken during February-
March 2017 (M6-M7), both informally and internally at UoB/BSMS, as well as externally
with CHWs known to the research team. The purpose of these pre-pilots was to test out
discrete sections of the questionnaire as they became available, checking for
acceptability, completeness, comprehension, phrasing, and ease of use. As part of this
process, respondents were asked to attempt to answer the draft sections followed by
feedback to add/adapt/delete questions as necessary to make them relevant to the
target sample.

Following completion of the series of online pre-tests, a broader consultation exercise
was conducted utilising ESTICOM's wider networks. In collaboration with WP2 (Objective
1), the draft ECHOES survey was sent out for its first consultation simultaneously with
the second round of consultation for EMIS-2017, on the 24™ March (M7) 2017. It
remained open until 10t April (M8) 2017 (16:00 hours UK time). The draft survey was
emailed (via Objective 1 coordination team) using MailChimp to 412 unique email
addresses of ESTICOM subscribers. The consultation document remains available at
http://sigmaresearch.org.uk/files/ECHOES-draft-questionnaire-for-consultation-
22032017.docx. Participants were asked to download the full draft of the proposed
questionnaire, and use the ‘Review-Comment’ tool (Microsoft Word) to answer the
following three questions which we reproduce here verbatim:

1) Is there anything crucial that we have not asked which you think should be
asked bearing in mind the need for the survey to be reasonably short?

2) Whether anything should be removed. Please strikethrough (using the Font
menu in Word) those questions which you can live without.

3) Are there any questions which you do not understand at all, or you cannot
follow? Please highlight the questions or words using colour (again using the
Font menu) and add comment in CAPITALS.

July, 2017. 12
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On the 6™ April 2017, a reminder email was sent about the consultation to the whole
email list, reminding them that the consultation closed on Monday 10% April 2017.

2.4.2 Pre-testing key findings and amendments

Overall, 28 responses to the consultation were received from 18 countries representing
25 organisations including European agencies and national government departments as
well as specialist NGOs (e.g. in sexual health, HIV, and LGBTI issues), Checkpoints,
Public Health agencies, other organisations (see D6.1 for details). The consultation
provided a very clear steer on modifying the ECHOES survey to develop it further for
online piloting and finalisation. In responding to the outcomes of the consultation, every
nomination for amendment (e.g. cut/add/change), comment, and criticism was
considered via the WP6 development team. Respondents identified typos and routing
errors which were subsequently rectified. Discussion by the research team led to the
de-selection, modification and addition of numerous questions which are listed and
discussed below. A full itemised list of responses from the pre-testing consultation
exercise is available on request.

a) Race/ethnicity

The initial version of the survey included a demographic question regarding respondents’
self-identified race/ethnicity. At this stage the WP6 team already understood that such
questions are extremely difficult to implement in an international European context and
especially in translation (Simon 2007, 2011). Respondents agreed that this question
was at best unwieldy with problematic categories for multiple European contexts. Having
received this feedback, the team temporarily removed this question for further
consideration. In consultation with the WP2 research team it was later reintroduced as
a routed free text question:

Q6. Do you consider yourself a member of an ethnic or racial minority in
the country you live in?

1=No

2=Yes

[If Q6=2]

Q6a. What minority are you a member of?
[Free text]

The WP6 team understands that this may result in additional labour for the WP8 analysis
team. However we believe this is justified given a) the importance of identifying CHWs
from a minority ethnic background in particular countries, and b) the issues involved in
universalising diverse socially constructed racial/ethnic categories.

b) Substance use

The original survey used the term ‘substance misuse’. Four respondents suggested that
this was a potentially stigmatising term and that ‘substance use’ is the preferred term
amongst CHWs. Two advised that these questions might be perceived as sensitive or
prying. The survey was amended to use the term ‘substance use’ throughout, and these
potentially sensitive questions were moved to the final page of the survey to ensure

July, 2017. 13



respondents did not drop out earlier. These questions were also introduced with new
text to remind respondents of the survey’s anonymity: 'This final section asks just a few
more questions about you. Some might seem quite personal. We are trying to
understand how you may be connected to the communities you work with. Remember,
all of your answers are anonymous and cannot be traced back to you.’

c) Synergy with D2.2 (EMIS)

Respondents were keen to ensure synergy between this survey (ECHOES) and
ESTICOM’s other survey, EMIS-2017, which is targeted at gay, bisexual and MSM
throughout Europe. Three noted particular areas where identical questions and data
items could be used: language fluency, countries of living/working, and currency. It was
also suggested that the term ‘EU’ be minimised as the remit of the survey goes beyond
EU Member States.

To implement these suggestions, the WP6 research team consulted with the WP2 team
and altered these respective questions. In place of the term ‘EU’, the survey was
amended to refer to the specific countries included - 'EU Member States as well as
Bosnia Herzegovina, Iceland, Moldova, Norway, Russia, Serbia, and Switzerland.’

d) PrEP and PEP

In the pre-testing survey, data items on Pre-Exposure Prophylaxis (PrEP) and Post-
Exposure Prophylaxis (PEP) were placed in Section 3C (Treatment and/or Support).
Respondents advised that although the line was blurry they would usually expect these
to be placed under Section 3A (Prevention). The survey was revised in line with this.

2.5 Cognitive Debriefing Interviews (M8 / May 2017) (stage 2)

2.5.1 Cognitive debriefing interview methodology

In slight variation to the original timeline, after revisions from the pre-testing phase
were implemented, a small number of cognitive debrief interviews (e.g. Beaty & Willis,
2007) were conducted. The aim of these interviews was to gather a richer evidence base
to assess and improve the clarity, intelligibility, accessibility and acceptability of the
online survey. Data generated from the interviews was used to further revise the online
survey before the wider online piloting (Section 2.6).

Seven participants with experience in CHW work/volunteering or appropriate fields of
sexual health were asked to complete the revised draft ECHOES survey online.
Participants were all aged at least 18 years of age, able to read and speak English, and
without any hearing or cognitive impairment which would impede participation.

Participants were sent a URL link to the draft online survey and asked to complete it as
though it were the final version. A cognitive debriefing interview was then conducted
and audio recorded within two days of completion. Four interviews were conducted in
person, and three by telephone or Skype VOIP software. Each interview took between
30 and 45 minutes. Participants were informed of the project’s nature in advance with
a participant information sheet (Appendix A), and agreed their participation through a
signed consent form (Appendix B).

July, 2017. 14



During the interviews participants were asked about their experiences of completing the
online survey. They were also asked to identify words, terms, or concepts that they may
not have understood (for the schedule of this semi-structured interview see Appendix
C). Participants could also provide direct feedback through a final free-text question in
the online survey, and when solicited at the end of the interview. As well as audio
recording each interview the researcher took written notes to help identify potential
issues. A full itemised list of responses from the cognitive debriefing interviews is
available on request.

2.5.2 Cognitive debriefing interviews key findings and amendments

Once the interviews were complete, the interviewing researcher compiled a list of key
points to be addressed by the WP6 research team. A particular focus was placed on
whether:

e Items were interpreted as intended;

e Sufficient response options were provided;

e The recall period was acceptable;

e Questions were perceived as intrusive; and
e The question asked for relevant information.

A number of additional minor issues were addressed by the interviewer on an item-by-
item basis. Some other key points were repeated by multiple respondents. The WP6
research team decided on a consensus basis whether to retain, revise or eliminate items,
or revise the survey, based on these key points:

a) CHW Roles

The cognitive debriefing interviews highlighted that CHWs work in a wide variety of
organisations, beyond organisations specialising in gay/bisexual/MSM’s sexual health
and/or HIV/AIDS. For example, one respondent performed their CHW role as part of
their work for an organisation supporting those with learning difficulties. Another
performed their CHW role in a student union.

Based on this evidence, the wording of questions and data items throughout the survey
was reviewed and revised to ensure that it could capture responses from:

e Those who have a CHW role as part of their wider job;
e Those who volunteer unpaid;

e Those who do not currently have a CHW role but did within the past 12
months, and;

e From those whose CHW role involves gay/bi/MSM as well as those who do not
fall into this grouping (e.g. heterosexual men, women, etc).

b) CHW Definition

As CHW is an unfamiliar term to most, it is imperative that its definition in ECHOES is
clear and that respondents can easily identify with it. All seven respondents said that
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they found the definition easy to understand, that they intuitively identified with it, and
that they believed other CHWs they worked with would also identify with it. Three
respondents explicitly said that they were pleased the ESTICOM project was pioneering
such an encompassing term. Given the diversity of organisations CHWs can work for (as
noted above), the WP6 team saw this as an important positive finding emerging from
the pre-testing activities.

c) Location of CHW Work

All participants in the cognitive debriefing interviews raised an issue with a question in
Section 1 of ECHOES, which asks respondents about the area they do their CHW work
in:
As a CHW, do you work in...

1=A very big city or town

2=A big city or town

3=A medium-sized city or town

4=A small town

5=A village / the countryside
Respondents pointed out that the wording of this question would place a very large city
such as London (population ~8.8 million) in the same category as the very large town
of Milton Keynes (population ~249,000); while the medium sized city of Brighton & Hove
(population ~273,000) would be placed in the same category as the medium-sized town
of Haywards Heath (population ~34,000). When asked whether adding approximate
population sizes for each item would help, only 1 respondent said that they would know
this, and 2 respondents suggested this would make them avoid the question for fear of

giving an incorrect answer. Accordingly, the question was revised in the final ECHOES
survey with revised categories and simplified population sizes:

As a CHW, do you work in...
1=A village/rural area - up to 5,000 people
2=A small town - up to 20,000 people
3=A large town/small city - up to 100,000 people
4=A medium-sized city - up to 500,000 people
5=A big city - more than 500,000 people

This question differs from that used in EMIS 2017 but variable recoding during the
analysis phase will enable data comparison.

d) Completion Time

Respondents took between 15 and 30 minutes to complete the survey. Respondents
associated scrolling down individual pages with a perception of length. To minimise the
necessity to scroll down during completion, several additional page breaks were added
to the survey.
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e) Potentially Sensitive Questions

Regarding potentially sensitive questions around sexual and gender identity, HIV
testing, and illegal drug use, respondents universally said they felt comfortable
answering these questions honestly. However they also agreed that it was appropriate
to keep the latter two areas of questioning towards the end of the survey, as
respondents may drop out when encountering sensitive questions.

f) Positive Feedback

Overall feedback from participants was very positive, particularly regarding the wording
of questions, the breadth of questioning, the appearance, and the careful routing. Three
respondents offered their impression that the survey had been designed by experts in
both sexual health and LGBT issues. The WP6 research team considered this a valuable
justification of design choices made, especially given the diverse CHW backgrounds of
the participants. This feedback also confirmed that the coverage of topics in the survey
was both appropriate and comprehensive.

2.6 Online piloting (M9 / May 2017) (stage 3)

2.6.1 Online pilot methodology

Following the cognitive debriefing interviews, final adjustments were made to the survey
and then transferred onto Demographix for the launch of a second pilot survey. An
additional final question for this pilot survey solicited feedback about the ECHOES
survey. The aims of the pilot survey were to test the ECHOES survey in its most
complete form, and to provide sufficient data for validity checking of particular
questions. Subsequent revisions could then be implemented before the survey was
submitted for approval by the Contracting Authority via this document (D6.2), and
circulated for translation. Recruitment for the pilot test aimed for a sample size of 50
with a spread across European regions; however the pilot would be available in English
only. The limited sample size was fixed in order not to exhaust the potential CHW
population.

The second pilot survey was opened for responses on the 12" June (M9) 2017. It
remained open until the predetermined closing date of 20" June 2017 (10:00 hours UK
time). An invitation to complete the pilot survey (see Appendix D) was emailed using
MailChimp, and Consortium partners were also asked to circulate the invitation through
their own relevant networks. Reminder emails were sent on June 15 and June 19%. At
the time of closing, the survey had achieved 54 responses.

2.6.2 Online piloting initial demographic findings and amendments

The first analysis of the data from the online piloting explored some of the direct
feedback from participants (open-text comments) as well as frequencies on
demographics to explore briefly the profile of the sample to check the demographic
questions were working well and generating useful data. Some of this initial analysis
(but not all) is presented here.
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a) Direct Feedback

When asked for any comments at the end of the survey, 44% (n=24) of participants
provided responses (see Appendix E). Of these 24, half (n=12) explicitly gave positive
feedback such as:

“It’s a good survey”.
"Seems comprehensive...hope it helps”
“Thanks for giving us time to be heard”

"The survey made me think about some areas that I should work on a bit
more considering HIV prevention and treatment. It was very useful. I
liked the form and all the detail in it.”

"Good job, well done! Congrats for the initiative :)”

“"Great survey!”

Half (n=12) of those who provided additional comments felt the survey was too long:

“"Survey is long, there’s no denying that, however, I will be interested
especially in the results of what connects those working in the area to the
people they support. I will be interested to see the findings overall really.”

"Too long. I've spent more than 1 hour to do it.”

"Very long and sometimes seems a bit repetitive”

"It is a bit too long... But otherwise very good. Thank you!”
“"Lengthy survey”

"Way longer than expected :)”

A number of suggestions and comments were also provided regarding particular
additional answer options, question re-phrasing, colour of the status progress bar,
additional free text options (e.g. to explain details of CHW work), and the need for the
survey to be available in different European languages.

c) Source of responses

The majority of CHWs completed the survey using Windows or Apple desktop PCs
(88.9%; n=48) and the remaining proportion using a mobile device (11.1%; n=6).
Responses were recorded from 24 different countries within the remit of ECHOES (Figure

2).
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Figure 2. Frequency of location by country

e) Age, Gender, Sexual Orientation

CHWs completing the online survey were fairly evenly distributed in terms of age
between 25yrs and 63yrs.

Most CHWs identified as men (70.4%; n=38) but a relatively high proportion identified
as women (25.9%; n=14) and two identified as non-binary (3.7%; n=2). Of the 52
CHWs who identified as men or women, all reported being assigned this at birth
suggesting that none of them were transgender.

Most CHWs identified as being gay (59.3%; n=32) or heterosexual (31.5%; n=17), with
1 CHW identifying as a lesbian (1.9%), 2 as bisexual (3.7%), and 2 reporting that they
use another term (3.7%). In terms of ‘outness’, for those identifying as non-
heterosexual the vast majority (85.2%; n=46) reported they were out to all or almost

all.

g) Education

A high proportion of CHWs reported having educational qualifications for which they
received a certificate (n=48; 88.9%) and a similar proportion (94.4%) reported that
they had a professional, vocational or other work-related qualifications for which they
received a certificate. In terms of level, around one half of CHWs reported holding a
higher degree (Masters, PhD) or post-graduation qualification (n=30; 55.6), with a
further one quarter holding a first degree or equivalent (n=24; 25.9%), 11.1% having
a qualification below degree level, and 3.7% other qualification.

These questions were subsequently removed after consultation with the WP2 research
team. A replacement question was included:
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Q9. How many years have you spent in full-time education since the age of 16?

[drop down list]

VCoONIIGANWNN

10
More than 10

h) Income

Similar proportions of CHWSs reported that they were currently either living comfortably
on their present income (38.9%; n=21) or neither comfortable nor struggling on present
income (44.4%; n=24). 11.1% (n=6) reported really struggling on their present income
with just 5.6% (n=3) reporting that they were living really comfortably on their present
income.

i) Language

Almost one third of CHWSs reported that English was their native/mother tongue (27.8%;
n=15). Serbo-Croatian was the next most common mother tongue reported
(14.8%/n=8). Almost two thirds those with a non-English mother tongue reported
speaking English fluently (64.8%; n=35). The data revealed 5 instances of respondents
repeating their mother tongue when answering which other languages they spoke
fluently. To minimise the additional recoding labour this would cause for the WP8
analysis team, the question was modified:

Q12. Aside from your native/mother tongue, which of these most commonly
spoken languages do you also speak fluently? (tick all that apply)

j) CHW Job Titles

When developing the survey, the WP6 team was aware that the term 'Community Health
Worker' is rarely used in Europe. This is evidenced by many anecdotal conversations
amongst ESTICOM consortium members, and the fact that the term is not used in
scientific literature or advocacy/campaigning materials in Europe. Thus, participants
were asked by using free text to answer the following “"How would you describe your job
title? (e.g. outreach worker, sexual health worker, health promoter, etc.)”. The
extensive and highly varied range of titles used (see Table 1, below) suggests that the
definition of CHW used by ECHOES successfully engages the target population. This
supports the findings of the cognitive debriefing interviews (Section 2.5).

Through exploring the findings regarding this question, we noted that the promotion of
the pilot using MailChimp, EATG, SIALON II, and ILGA-Europe’s networks appears to be
reaching CHWs beyond those who work for Checkpoints or HIV/AIDS NGOs. This is a
promising finding, and suggests that survey promotion for the main launch would benefit
from a myriad of specific strategies to reach CHWs in the various sectors and
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organisations hinted at below. This will ensure maximum coverage and variation in the
sample, providing the comprehensive picture of CHWs demanded by this research.

Table 1. CHW Job Titles

Activist or Life Coach or Peer-2-Peer
Counsellor

Organizer and host CheckPoint

Community Empowerment O