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Forward

It is pleasure to introduce the first report of our Special Emphasis Surveillance Activity (SESA)
conference on African communities in Britain. This represents a further strengthening of our initiatives
to improve access to, and utilisation of, information on the sexual health of these communities. In
this our first conference report, we bring together information on the HIV and STI epidemics in Britain,
the behaviours that underpin their transmission, and outline ways in which the Health Protection
Agency may further improve the dissemination of information to our stakeholders.

Since hosting this conference, the HPA and our UK Collaborative Group for HIV and STI Surveillance
partners have published our 2004 annual report “Focus on Prevention”, available at www.hpa.org.uk/.
This contains more up-to-date epidemiological data as well as information on the outcomes of several
national prevention programmes. Taken together, we hope that both reports will continue improve the
utility of the available surveillance and research information on HIV and STls among Africans in
Britain today.
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Improving information about HIV and sexually transmitted infections
among the UK African population

Feedback form the SESA Conference

Summary

Introduction

Special emphasis surveillance activities (SESA)
were established by the HIV and Sexually
Transmitted Infections Department at the
Communicable Disease Surveillance Centre
(CDSC) during 2003 with the aim of providing a
more integrated, prevention-orientated approach to
surveillance among populations in the UK that are
disproportionately affected by HIV and STIs.

During February 2004, over 100 representatives
from agencies and community groups working with
African populations in HIV prevention, treatment,
surveillance and research activities gathered for the
first of the conferences to emerge from the Centre’s
special emphasis surveillance activities.

Conference Aims

The SESA conference was hosted by the

Communicable Disease Surveillance Centre with

the aim of improving access to information about

HIV and STIs among those working with

populations in the UK that are disproportionately

affected by HIV and STls. The objectives of the
conference were to:

* raise awareness of the range of activities at
CDSC that generate data on the epidemiology
of HIV and STIs among Africans in the UK;

e obtain feedback from professionals working
with African populations on their information
needs and views on the data produced by
CDSC;

» provide insight into the latest trends in HIV and
STIs among the UK African population; and

» explore ideas for enhancing data outputs.

Feedback from participants

The conference programme was structured to
provide participants with opportunities to share their
experiences of accessing and interpreting
information about HIV and STIs. CDSC scientists
presented the latest data for the UK (summarised in
Section 3) and facilitated small discussion groups
with participants to explore reactions to current
trends and to identify ways of improving the
coverage and dissemination of data reported by
CDSC (discussed in Section 4). Participants then
provided feedback from their discussion groups to
the rest of the conference. A copy of the conference
programme is included (see appendices).

Respondents to the evaluation questionnaire
agreed that the conference provided insight into the

latest trends in HIV and STIs and that the
presentations were informative. Despite excellent
feedback, many participants commented that the
presentations tended to be too technical or
contained jargon. However, the vast majority left
the conference feeling that the event had raised
awareness of activities at CDSC and that they had
learnt something new. In terms of discussion, there
was sufficient time for this. The discussion groups
were regarded as being useful, particularly the
focus group moderation and the opportunity to
share views and review issues with others from
similar professional backgrounds interested in the
same data. Respondents had been able to express
their information needs and views of CDSC data
and agreed that the conference had provided
opportunities to explore ideas for enhancing data
and to share views.

Key issues emerging from the conference
African men who have sex with men were identified
by workshop participants as a group that was
regarded as poorly represented in UK HIV and STI
surveillance data. Cultural perceptions of same-
sex activity and masculinity together with worries
about discrimination or exclusion were thought to
prevent some African men from feeling confident
about disclosing their sexuality or same-sex
experiences when they test for HIV, are first
diagnosed or first seen for treatment.
Consequently, any same sex activity that may have
arisen is not identified during the routine reporting
activities that occur in clinics and are used to inform
national surveillance data. Conference participants
were concerned that prevention initiatives and the
development of appropriate treatment pathways
would not reflect the needs of African men who
have sex with men if this group remained under-
represented.

Participants also discussed problems in obtaining
comprehensive ethnicity data and felt that
improvements could be made to the collection of
ethnicity data during clinical reporting. There was a
perception that ethnicity data could contain
discrepancies due to variance in both the
assignment of a patient’s ethnicity by health
professionals and in self-assigned ethnicity.

Surveillance data, particularly SOPHID data, was

put to a wide range of uses by conference
participants in their different areas of planning,



training prevention and treatment related work.
Participants stressed the importance of accurate
data in fulfilling these needs. More information
about Africans living outside London was requested
as well as more locally specific information, greater
coverage of other regions outside London and
guidance on the relevance of national trends to
local situations. Commissioners required evidence
to further understanding of the care needs of
Africans. Requests were made for training in how
to use surveillance data, surveillance systems and
the role of the HPA, for example what the HPA can
and cannot do in terms of data provision and better
management of expectations of the HPA'’s services
and outputs. Participants were sometimes unclear
about how to analyse and interpret data, the uses
that could be made of it and which datasets were
appropriate their different information needs.

Participants queried a perceived focus on skin
colour in the categorisation of HIV diagnoses,
inferred by the use of the term ‘black African’ in
data outputs. Some regarded the use of the term
‘black Africans’ in data categories as stigmatising
and expressed the view that such terminology could
sometimes be offensive. There was also a view
that such categorisation led to the needs of other
significant African populations in the UK being
overlooked, for example Asian / Indian-Africans,
East Africans, North Africans and Somalis. There
was a view that country of infection would be a
more appropriate form of categorisation, but also a
concern that estimates of the probable country of
infection were driven by in-country prevalence at
the expense of other explanatory factors. There
was also a perception among some that the HPA
could be over sensitive regarding adverse reactions
to publicising routes of transmission or country of
acquisition and as a consequence not provide
sufficient information regarding where Africans
living with HIV in the UK acquired the virus or which
communities were at risk and in need of targeted
services.

The addition of a social science dimension to data
outputs to aid interpretation and understanding of
the data was widely supported by conference
participants. Contextual information, for example
socio-economic data and links to other data sets
such as Home Office data was regarded as
essential in the application of surveillance outputs
to the formation of appropriate prevention and
treatment initiatives. Better understanding of
demographic factors aside from ethnicity was
requested, for example common features of the
experiences of young African and Caribbean
people.

A number of problems in accessing surveillance
data were identified, the most significant of which
was difficulty in finding HIV and STI data on the
existing HPA website. Other problems included:

» Difficulties encountered downloading graphs
from website;

» Fearfulness and lack of clarity about how local
data can be used when it is issued with the
proviso that it is confidential and should not be
repeated; and

*  Where to access quarterly figures on a regional
basis.

Recommendations

Surveillance activities

» Investigate concerns that black African men
who have sex with men (MSM) may not
disclose same sex activity when seen for care
and are under-represented in surveillance data.
Consult with clinicians regarding ways of
improving disclosure and reporting.

* Enhance surveillance activities with social
research to provide interpretation and
contextual explanations and further
understanding of care needs.

* Investigate reasons why more women than
men are included in reports of newly diagnosed
infections.

* Review reporting of ethnicity data and whether
improvements are required.

Delivery of surveillance data
» Data categories
o0 Review the categorisation of data by
ethnicity, nationality and route and
country of infection and provide
rationale for use of term ‘black African’.
o Consider use of census age categories.
*  Website
o Improve the site so that it is more user
friendly, for example better signposting
and shorter pathways to HIV and STI
data;
o Core tables relevant to the black
African population are highlighted and
located together to improve access
* Access
o Presentations and written outputs to
use simple, non-jargonistic language
that can be understood by data users
that do not have training in statistics or
epidemiology.
0 More data that is relevant to the
regions outside London, guidance on
where to access regional data on a
regular basis and how to use local data
that is issued on a confidential basis.
o Inclusion of explanations for statistical
terminology and technical language.

Support for users of surveillance data users

* Repeat the SESA conference on a regular
basis.

e Publish regular thematic briefings.

» Issue guidance on how to use surveillance data
and which data is suitable for different uses, for



example clinical work, target community
groups’ activities or to plan and commission
services.

» Tables and charts to include narration on their
layout and content, guidance on interpretation
and limitations; implications for prevention; and
social science perspectives.

» Provide guidance on access to regional data
and how to apply national and regional trends
to local situations.

* Publicise guidance on the role of the HPA,
alternative sources of information and
appropriate contact points within CDSC.

Overall, the conference was regarded as a useful
forum for improving access to the data and
requests were made for events such as this to be
repeated and similar events exploring the impact of
HIV and AIDS on black Caribbeans and focussing
on STI data.



1 Introduction

During February 2004, over 100 representatives from agencies and community groups working
with African populations in HIV prevention, treatment, surveillance and research activities
gathered for the first of the HPA, Centre for Infections, Communicable Disease Surveillance
Centre’s (CDSC) conferences to emerge from the Centre’s special emphasis surveillance
activities (SESA).

SESA groups were established by the HIV and Sexually Transmitted infections Department at
CDSC during 2003 with the aim of providing a more integrated, prevention-orientated approach
to surveillance among populations in the UK that are disproportionately affected by HIV and
STIs. SESA groups seek to achieve this by working with users of surveillance data to foster
focussed and integrated approaches to the utilisation and dissemination of HIV / STI
surveillance data and to ensure that those involved in sexual health promotion, disease
prevention and policy development are aware of the work of CDSC and kept abreast of changes
in sexual health outcomes and disease epidemiology. Specific objectives of the SESAs are to:

= Critically examine and, where appropriate, develop current HIV / STI surveillance data in
order to improve information available on target groups, including reviewing existing HIV
/ STI surveillance data, making recommendations for improvement and identifying key
indicators for monitoring;

= Ensure timely dissemination of relevant surveillance data to key stakeholders working
with target groups, including publication of annual SESA reports;

» Take alead in developing and refining the media response to questions related to the
interest group;

= Develop academic and research activities in collaboration with external colleagues;

» Facilitate liaison with key stakeholders within and outside the HPA regarding the
appropriate use and dissemination of surveillance data, including identification of key
stakeholders and meeting their representatives to discuss and review current
surveillance data; and

= Develop and up-date fact sheets for public dissemination and produce integrated
surveillance reports and publications on for specific target groups.

The UK African population formed the focus of this first in CDSC's series of SESA conferences.
The prevalence of heterosexually acquired HIV infections in the UK, including those amongst
pregnant women and the numbers of new HIV diagnoses, continues to reflect the focus of the
pandemic in sub-Saharan African countries with close social, economic, migration and travel
links to the UK'". The 2003 annual report issued by the HIV and Sexually Transmitted
Diseases Department, ‘Renewing the focus™, reports that, of heterosexually infected patients
seen for care in 2002, 68% were black-African, a 330% increase since 1997. Undiagnosed HIV
infection and late diagnosis of long-standing HIV infection remain features of the treatment
histories of black African heterosexual men and women, particularly men and those living
outside of London. However, the transmission of HIV from mother to child in the UK has been
greatly reduced since the introduction of universal offer and recommendation of HIV testing in
pregnancy.

2 Conference aims

The conference was hosted by the Communicable Disease Surveillance Centre with the aim of
improving access to information about HIV and STIs among those working with populations in
the UK that are disproportionately affected by HIV and STIs. This first conference focused on
African populations. The conference brought together HIV prevention and care professionals
working with African populations from a range of perspectives, including: genito-urinary
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medicine (GUM) and sexual health, health promotion, research, commissioning, policy making,
clinical, community groups and epidemiology.

The objectives of the conference were to:

» Raise awareness of the range of activities at CDSC that generate data on the epidemiology
of HIV and STls among Africans in the UK;

* Obtain feedback from professionals working with African populations on their information
needs and views on the data produced by CDSC;

» Provide insight into the latest trends in HIV and STIs among the UK African population; and

» Explore ideas for enhancing data outputs.

The conference programme was structured to provide participants with opportunities to share
their experiences of accessing and interpreting information about HIV and STIs. CDSC
scientists presented the latest data for the UK (summarised in Section 3) and facilitated small
discussion groups with participants to explore reactions to current trends and to identify ways of
improving the coverage and dissemination of data reported by CDSC (summarised in Section
4). Participants then provided feedback from their discussion groups to the rest of the
conference. A copy of the conference programme is attached.

3 Conference proceedings

3.1 Diagnosed HIV

Diagnosed prevalence of HIV

The conference opened with a description of the Annual Survey of Prevalent HIV Infections
(SOPHID). This survey collects residential and epidemiological data on all diagnosed individuals
seen for HIV-related care within a calendar year. The 2002 data shows a 20% increase in the
numbers being seen for care since 2001. Black Africans comprise over a third of all people
reported as being seen for care during 2002 and account for much of the recent increase in
numbers. Of the 9,712 black-Africans seen for care in 2002, they were mainly heterosexually
infected (88%), the majority of whom were women (67%) and age 25 to 39 years (63%). Six per
cent of black African men seen for care were infected through sex between men. The majority
of black Africans are treated in their Strategic Health Authority (SHAS) of residence. Since 1997
there has been an increase in the numbers being seen for care in the SHAs that border London.
Participants were interested in explanations for the 25% drop out rate among those seen for
treatment and whether these patients re-appeared elsewhere. Other topics of interest included
whether some aspects of the data could be explained by route of infection rather than ethnicity;
the impact of dispersal of asylum seekers to regions outside London on where patients are
being seen for care and the difficulties in tracking the impact of this policy; and mapping
SOPHID data by social deprivation indices.

New diagnoses of HIV

New diagnoses include both long-standing infections and recently acquired infections. A new
diagnosis is reported via up to four sources: HIV laboratory forms; the Clinician’s HIV Report
(CHR); AIDS reports from clinics and death records from National Statistics. Data collected
includes date of birth, sex, route of infection, date and place of diagnosis and ethnicity. UK data
results from the combined efforts of CDSC, Scottish Centre for Infection and Environmental
Health; and the Institute of Child Health. Country specific data are based on country of
infection, country of birth and usual country of residence. New diagnoses data are used to
indicate changing patterns in HIV diagnoses. AIDS cases and deaths help identify treatment
failure and late diagnoses. The data can be accessed via the quarterly surveillance tables
which are updated and published on the HPA website every three months. Key tables for
understanding the impact of the epidemic on black Africans the UK include tables in series 5, 6,
7 and 12. A slideset, updated twice a year, is also available. Local data is distributed to SHAs
via their Consultants in Communicable Disease Control (CCDC). Participants discussed the
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disparity between the numbers of men and women recorded as newly diagnosed, with far more
women being reported than men. During discussion, different explanations, were offered, for
example the reluctance among men to test for HIV; the greater access and uptake to health
services among women; and the burden of the HIV pandemic in sub-Saharan Africa on women,
but participants felt that more work was required in order to establish explanations for this
phenomena that could inform prevention initiatives.

Late diagnosis of HIV

Systems for monitoring late diagnosis of HIV infected adults and its relevance to treatment and
prevention were described. AIDS diagnosis or a CD4 count under 200 cells/mm?® are markers
of late diagnosis. These data indicate that despite declines in the overall number of late
diagnoses over time, CD4 data indicate that newly diagnosed black African individuals are more
likely to be diagnosed late than white individuals diagnosed in London. AIDS data suggest that
heterosexuals are more likely to have AIDS at the time of their diagnosis than men who have
sex with men, and that black Africans, particularly men, are more likely to be diagnosed late.

AIDS and Tuberculosis

The latest knowledge regarding co-infection with HIV and TB was discussed during this session.
TB is a major cause of morbidity and mortality among people living with HIV, but unlike HIV, TB,
a notifiable disease, is curable. Reporting for both diseases is currently via clinician and
laboratory reports. Since 2000, the percentage of AIDS diagnoses reporting TB has been
rising. Matching of a TB dataset, created from merged TB laboratory reports and TB enhanced
surveillance from clinician reports, with a HIV data set comprising laboratory and clinician
reports permits a limited investigation into TB-HIV co-infection. Analysis of matched data
reveals that 2.7% of TB patients in the 1998-2000 dataset were co-infected with HIV, however,
this is likely to be a considerable underestimate. HIV status is not always reported for TB
patients and TB may not be reported for HIV patients, especially those previously diagnosed
with another AIDS defining illness. Results from London hospitals suggest co-infection reports
as high as 17 to 25%. Of those TB patients in the 1998-2000 dataset who were co-infected with
HIV the majority are black African and live in London. Nearly two-thirds are male and three-
quarters were born abroad. The rising numbers of of co-infected individuals and limitations of
the dataset suggest that the matching exercise needs to be improved, and further research into
TB-HIV co-infection is required.

Epidemiology of HIV among Africans in Scotland

As in the rest of the UK, the rising number of reports of heterosexually acquired HIV in Scotland
over the past ten years or so reflects the focus of the HIV pandemic in sub-Saharan African
countries with close links with the UK. The majority of HIV diagnoses among Africans living in
Scotland are among women aged under thirty-five years and around a third report exposure in
Zimbabwe. Diagnosis of HIV tends to be in the Greater Glasgow or Lothian regions, but there
are also significant reports in Grampian and the rest of Scotland. Diagnoses occur in hospital
outpatients, GUM clinics and counselling clinics and, as in the rest of the UK, late diagnosis is a
feature of the treatment histories of Africans in Scotland.

3.2 Undiagnosed HIV and STls

Monitoring overall and undiagnosed prevalence of HIV
The Unlinked Anonymous Prevalence Monitoring Programme (UAPMP) monitors both
diagnosed and undiagnosed HIV infection levels among groups perceived as being at increased
risk of infection and those at lower or general risk. The monitoring programme tests residual,
routinely taken blood samples for HIV from: syphilis samples from a survey of 15 GUM clinic
attendees; surveys in pregnant women based on antenatal booking bloods, dried blood spots /
Guthrie bloods and pre-op blood typing samples in selected regions of London and the rest of
England; and tests voluntary oral fluid samples from intravenous drug users (IDUS) in contact
with services. These samples are irreversibly unlinked from patient identification prior to HIV
testing and limited demographic and exposure data are retained. The survey of GUM clinic
attendees indicates that the prevalence of previously undiagnosed HIV infections among gay
and bisexual men has decreased dramatically since 1999, however, the prevalence among
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heterosexuals, particularly sub-Saharan African born, has continued to increase. The surveys
in pregnant women report a small, but persistent increase in overall prevalence of HIV infection
in pregnant women, particularly among those resident in inner and outer London and additional
analysis of the enhanced dried blood spot survey that links samples to birth registration records
while maintaining the unlinked and anonymous status of this survey, indicates that this increase
is predominately among women born in sub-Saharan Africa.

Diagnoses of HIV among pregnant women

For HIV infected pregnant women, avoidance of breastfeeding, use of antiretroviral therapy
antenatally, during delivery and for the infant and elective caesarean section delivery can
reduce the likelihood of transmission of HIV from mother to baby from a 1 in 4 chance to around
1%. However, these interventions can only be offered to pregnant women who are aware of
their HIV infection. National HIV testing targets state that an HIV test should be offered and
recommended to all pregnant women along with other screening tests as an integral part of
antenatal care and that this offer should be recorded. Data combined from the UAPMP survey
of pregnant women and the National Study of HIV in Pregnancy and Childhood carried out by
the Institute of Child Health are used to provide an estimate of the proportion of maternal
infections diagnosed. Results to 2002 indicate that since universal implementation of the
national testing programme among pregnant women, the proportion of HIV-infected pregnant
women diagnosed before delivery has continued to increase and the proportion of exposed
children becoming infected with HIV has been decreasing.

The epidemiology of N. gonorrhoeae in black Africans in England and Wales

The Gonococcal Resistance to Antimicrobials Surveillance Programme (GRASP) comprises
isolate collection among 26 participating GUM clinics and laboratories. Clinical, demographic
and behavioural data is collected retrospectively from the participating clinics. Results from the
programme indicate that gonococcal infection is concentrated in urban areas and among three
population sub-groups: young women aged 20 years or less; gay and bisexual men; and black
ethnic groups. The majority of infections diagnosed among black ethnic GRASP GUM clinic
attendees are among black Caribbean men and women. A smaller proportion of infections
occur among black Africans (5% of the total GRASP collection) and these are mainly in
heterosexual men (71%) and to a lesser extent, women and gay and bisexual men. Three in
four black Africans identified in GRASP live in London. Gonococcal infections diagnosed in
black African women tend to be among those aged 16 to 24 years, whereas among both
heterosexual and gay and bisexual men, they are highest among those aged 25 to 34 years.
Co-infection with chlamydia for women and heterosexual men is common whereas co-infection
with syphilis is a feature of diagnhosis among men who have sex with men. There is no
significant difference in the prevalence of antimicrobial resistance in black Africans compared to
other ethnic groups.

4 Feedback from discussion groups

4.1 Perceptions of groups under-represented in surveillance data

African men who have sex with men (MSM) were identified by workshop participants as a group
that was regarded as poorly represented in UK HIV and STI surveillance data. Conference
participants were concerned that prevention initiatives and the development of appropriate
treatment pathways would not reflect the needs of African men who have sex with men if this
group remained under-represented.

The reasons for the under-representation of African men who have sex with men were
perceived to include:
» African men in the UK tend not to take up voluntary HIV testing; and
* Among those that do test and are diagnosed with HIV, cultural values and stigmatisation
of same sex behaviour in the African community leads to:
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0 under-reporting of same-sex transmission; or

o information relevant to the transmission route only surfaces at later stages of
patient’s interactions with health professionals, some time after completion of HIV
and AIDS surveillance-related reports.

Participants, including clinicians involved in completing the CHR, shared the view that for
African men who have sex with men, disclosure of information regarding sexual behaviour and
transmission route is a process. Cultural perceptions of same-sex activity and masculinity
together with worries about discrimination or exclusion prevent some African men from feeling
confident about disclosing their sexuality or same-sex experiences when they test for HIV, are
first diagnosed or first seen for treatment. Consequently, any same sex activity that may have
arisen is not identified during the routine reporting activities that occur in clinics and are used to
inform national surveillance data.

Conference participants had a number of suggestions to improve the representation of African
men who have sex with men in surveillance reports:

» Although there is an open comment field on the CHR for new diagnosis, participants
wanted the reporting of individual patient information to include more opportunities to
‘unpack’ and explain perceptions of transmission routes rather than relying on tick
boxes;

» Clinician’s HIV reports do sometimes include expressions of uncertainty regarding
the patient’s probable route of transmission in the CHR, however participants were
not all aware that this was an option when making reports, and that such reports
were followed up by Research Nurse Epidemiologists in the Department;

» Develop ways of encouraging patients to talk more openly about their sexual
behaviour and risk episodes;

» Target African men for knowledge of status / HIV testing interventions;

* Follow-up African men for whom the route of transmission is possibly related to
same-sex activity to establish whether this is the main factor; and

* Finally, participants expressed interest in country of infection data for MSM. This
data is included for MSM, but missing data is not followed up as is done for
heterosexuals.

Participants also discussed problems in obtaining comprehensive ethnicity data and felt that
improvements could be made to the collection of ethnicity data during clinical reporting. There
was a perception that ethnicity data could contain discrepancies due to variance in both the
assignment of a patient’s ethnicity by health professionals and in self-assigned ethnicity.
Participants suggested that it would be useful to identify ways of improving data collected at
GUM level to reflect ethnicity and to improve ethnicity reports.

4.2 Uses made of surveillance data by conference attendees

Surveillance data, particularly SOPHID data, was put to a number of uses by conference
participants in their different areas of work, including:

» Training and awareness raising of HIV and STIs in the community, among
employees, with organisations and community groups, and among risk populations,
for example young people;

* As a management tool to plan HIV prevention interventions with the African
population;

» Confirm experiences in the field and provide evidence of need;

» Provide evidence in support of service development and funding;

* Inform efforts to increase access and reduce prejudice;

* Head count of numbers requiring specific prevention and treatment-related services;
and

» Develop health promotion activities.
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Participants stressed the importance of accurate data in fulfilling these needs. Some concerns
were raised regarding the relevance of surveillance data to the range of information needs
present among sexual health care and prevention professionals, for example:

* More information about Africans living outside London was requested as well as more
locally specific information and greater coverage of other regions outside London;

» Guidance on the relationship between national and local data was sought, for example
the extent of variance between national and local trends and the relevance of national
trends to local situations. Participants questioned how far national data could be applied
to local situations and wanted guidance on understanding regional variations; and

» Commissioners required evidence to further understanding of the care needs of
Africans.

Participants also raised specific questions regarding the data, for example reasons why women
present later diagnosis. Participants also wanted to see more data regarding: period of
infection; incidence; country of origin data and contextual information. In particular, participants
wanted data outputs to include social science and behavioural perspectives to aid
understanding of the epidemiology if HIV in the UK and its impact on the African population. A
request was also made for guidance on surveillance systems and the role of the HPA, for
example what the HPA can and cannot do in terms of data provision and better management of
expectations of the HPA'’s services and outputs.

A request was made for training in how to use surveillance data. Participants were sometimes
unclear about how to analyse and interpret data and the uses that could be made of it.
Guidance on which surveillance data sets are appropriate for the different uses professionals
are likely to make of the data was highlighted as a major information gap by conference
participants. Participants expressed difficulty in understanding which data would be useful to
them and felt that an overview of possible uses of surveillance data would be useful. Indeed,
many regarded the SESA conference as a much needed training event.

4.3 Analytic categories used in data outputs

Participants queried a perceived focus on skin colour in the categorisation of HIV diagnoses,
inferred by the use of the term ‘black African’ in data outputs. Some regarded the use of the
term ‘black Africans’ in data categories as stigmatising and expressed the view that such
terminology could sometimes be offensive. There was also a view that such categorisation led
to the needs of other significant African populations in the UK being overlooked, for example
Asian / Indian-Africans, East Africans, North Africans and Somalis. Participants noted that
different descriptors regarding people of African origins in the UK were in use, including
‘Africans’, ‘black Africans’ and ‘African communities’.

There was a view that country of infection would be a more appropriate form of categorisation,
but also a concern that estimates of the probable country of infection were driven by in-country
prevalence at the expense of other explanatory factors. Participants wanted to know why some
data outputs were categorised by nationality and to see the development of a rationale for
ethnicity variables. Others wanted access to more data about African communities from different
countries and analysis of sub-populations. There was also a perception among some that the
HPA could be over sensitive regarding adverse reactions to publicising routes of transmission or
country of acquisition and as a consequence not provide sufficient information regarding where
Africans living with HIV in the UK acquired the virus or which communities were at risk and in
need of targeted services.

A suggestion was also made for the age categories used in the census to be applied to SOPHID
data, this improving comparability with other datasets.
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4.6 Improvements to the data commentary

The addition of a social science dimension to data outputs to aid interpretation and
understanding of the data was widely supported by conference participants. Contextual
information, for example socio-economic data and links to other data sets such as Home Office
data was regarded as essential in the application of surveillance outputs to the formation of
appropriate prevention and treatment initiatives. Participants wanted to see a stronger
relationship with psycho-social science perspectives and for HIV and STI epidemiology to be
presented in relation to the ‘bigger picture’ regarding social aspects of disease and inequality.
Better understanding of demographic factors aside from ethnicity was requested, for example
common features of the experiences of young African and Caribbean people.

Other changes to data outputs that would improve understanding and appropriate use included:

* Narration of key points and full descriptions of the layout and content of tables and
graphs;

» Use of simple language and clear explanations and descriptions that can be understood
by non-scientists;

» Explanations of statistical terminology and technical language;

* Making the links between key findings and implications for prevention more visible;

» Guidance on to how to use the data and the target audience / user groups for different
data sets; and

» Direction on any limitations of the data.

4.7 Accessing data

A number of problems in accessing surveillance data were identified, the most significant of

which was difficulty in finding HIV and STI data on the existing HPA website. Other problems

included:

» Difficulties encountered downloading graphs from website;

» Fearfulness and lack of clarity about how local data can be used when it is issued with the
proviso that it is confidential and should not be repeated; and

* Where to access quarterly figures on a regional basis.

Regarding wider dissemination of the data, participants were very concerned that data could be
used to further stigmatisation and discrimination of minority groups, but others felt that the HPA
could be over sensitive about data. . Participants felt that more work was required to improve
control of data ways in which data was reported in the popular press and to foster better
relations with the media.

A number of suggestions were made to improve access to data:
» Thematic ‘snap shots’ of data relating to particular issues;
» Publicity regarding who to contact within the HPA for data and queries;
* An overview of what data is available;
* A more user friendly website;
* Regular briefings;
» Bigger print on the graphs on the website;
* More data presentation meetings; and
* More timely data outputs.

The conference was regarded as a useful forum for improving access to the data and requests

were made for events such as this to be repeated and similar events exploring the impact of HIV
and AIDS on black Caribbeans and focussing on STI data.
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4.8 Perspectives on the conference proceedings

About half of those attending completed conference evaluation forms. These respondents
identified themselves mainly as professionals working in HIV prevention and health promotion
(51%), those engaged in clinical care (26%), or policy (10%). The remaining others described
themselves as academics, surveillance scientists and representatives of community based
organisations.

Respondents to the evaluation questionnaire agreed that the conference provided insight into
the latest trends in HIV and STls (92%) and that the presentations were informative (97%).
They commented that the event was “very useful” and “interesting” and that the programme was
“comprehensive”. Of particular interest was the presentation on TB and HIV co-infection.
Participants welcomed the attempt to link HIV prevalence with other diseases, and would like to
also see similar analysis in relation to STIs. Participants also picked out the sessions on the
dried blood spot and unlinked anonymous surveillance programmes, maps of Africa and
information about SOPHID, which was widely used by participants, as being very relevant.
Participants also welcomed the data on pregnant women and the links to current policy and
practice regarding antenatal care. Despite excellent feedback, many participants commented
that the presentations tended to be too technical or jargonistic; that there were too many
presentations with excessive volumes of data being presented quickly within them; and that
better explanations of the data were required. However, the vast majority left the conference
feeling that the event had raised awareness of activities at CDSC (95%) and that they had learnt
something new (95%).

In terms of discussion, there was sufficient time for this (89%) and the discussion groups were
regarded useful (92%), particularly the focussed group moderation and the opportunity to share
views and review issues with others from similar professional backgrounds interested in the
same data. Respondents had been able to express their information needs and views of CDSC
data (95%), although there was a suggestion that advance notice of this as a discussion topic
would have assisted participants in preparing for the conference and better presenting their
organisation’s needs. There was a request for one of the group sessions to be mixed across
disciplines to permit greater discussion between different professions, for example among
clinicians and community groups and a suggestion that participants would benefit from choosing
to attend groups focussing on individual topics, for example using data in clinical work, for
community groups or to plan and commission services.

Respondents agreed that the conference had provided opportunities to explore ideas for
enhancing data (82%) and to share views (95%), that the event was ‘a step in the right direction’
and ‘a good start’ towards improving communication and improving access to data to inform HIV
prevention. The event was very popular. Participants appreciated the opportunity to find out
more about the Health Protection Agency and how to use the data and requests were made for
future events of a similar nature

5 Recommendations

Recommendations from the conference participants included:

Surveillance activities

» Investigate concerns that black African MSM may not disclose same sex activity when seen
for care and are under-represented in surveillance data. Consult with clinicians regarding
ways of improving disclosure and reporting.

* Enhance surveillance activities with social research to provide interpretation and contextual
explanations and further understanding of care needs.

* Investigate reasons why more women than men are included in reports of newly diaghosed
infections.
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* Review reporting of ethnicity data and whether improvements are required.

Delivery of surveillance data
» Data categories
0 Review the categorisation of data by ethnicity, nationality and route and country of
infection and provide rationale for use of term ‘black African’.
o Consider use of census age categories.
*  Website
o Improve the site so that it is more user friendly, for example better signposting and
shorter pathways to HIV and STI data;
o Core tables relevant to the black African population are highlighted and located
together to improve access
* Access
0 Presentations and written outputs to avoid jargon and use simple language that can
be understood by data users that do not have training in statistics or epidemiology.
0 More data that is relevant to the regions outside London, guidance on where to
access regional data on a regular basis and how to use local data that is issued on a
confidential basis.
0 Inclusion of explanations for statistical terminology and technical language.

Support for users of surveillance data users

* Repeat the SESA conference on a regular basis.

* Publish regular thematic briefings.

» Issue guidance on how to use surveillance data and which data is suitable for different uses,
for example clinical work, target community groups’ activities or to plan and commission
services.

* Tables and charts to include narration on their layout and content, guidance on
interpretation and limitations; implications for prevention; and social science perspectives.

» Provide guidance on access to regional data and how to apply national and regional trends
to local situations.

* Publicise guidance on the role of the HPA, alternative sources of information and
appropriate contact points within CDSC.
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