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HIV & Data Protection

Managing difficult conversations



We're the UK's HIV rights charity. We work to stop HIV
from standing in the way of health, dignity and equality,
and to end new HIV transmissions.

We run a Discrimination Advice service for people living
with HIV who have experienced discrimination because of
their HIV status.
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What will we cover today?
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Having sensitive conversations
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Why Is this important for
the ICO?




000 0O

The Public sector equality duty came in to force in April 2011 (s.149 of the
Equality Act 2010) and public authorities like the Ministry of Justice are now
required, in carrying out their functions, to have due regard to the need to
achieve the objectives set out under s149 of the Equality Act 2010 to:

(a) eliminate discrimination, harassment, victimisation and any other conduct
that is prohibited by or under the Equality Act 2010;

(b) advance equality of opportunity between persons who share a relevant
protected characteristic and persons who do not share it;

(c) foster good relations between persons who share a relevant protected

characteristic and persons who do not share it.
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How does HIV relate to
data protection?



“A key factor contributing to the unlawful sharing of HIV status is stigma. Stigma
still commonly persists in relation to HIV, which means that people still view it
negatively and have misconceptions about the realities of living with HIV today.
This stigma leads to peoples’ HIV status being shared without their consent -
often for either malicious reasons or under misguided attempts to safeguard
others.

The results of such sharing of HIV status can be damaging to the wellbeing of the
individuals involved and contribute to the perpetuating of HIV stigma”

X

Adam Freedman
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HIV and AIDS are not the same thing

HIV can affect anyone - no matter your gender, age, sexuality or ethnicity

Most people with HIV (95%) know their status because they have been
diagnosed

Around 98% of people who are receiving treatment have an undetectable viral
load. People with an undetectable viral load cannot pass on HIV.

Undetectable = Untransmissable (U=U)
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pesca ta1g§,jnut the impact that HIV stigma has had on her life
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Watch on 3 Youlube




There are in the UK

3 out of 4 disabled people (72%) have experienced
or behaviour In the last 5 years

O out of 10 disabled people (87%) who had experienced negative
attitudes or behaviour said it had a

It is estimated that



Race
Nationality
Ethnic or national origin

Religion or belief

Sex

Age Gender Reassignment
Marriage and Civil Partnership

Sexual Orientation



CASE STUDIES
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effective treatment undetectable

still coming to terms with her diagnosis hasn’t shared her HIV

time off
flexibility

share her HIV status

intrusive questions

pose a risk




‘Discussion with
Gemma about managing her HIV’

It can be accessed

by anyone
word spreads ?
/2
[
dirty ‘women don’t get HIV’.
aware of this harassment
avoiding talking not giving her work,

promotion



leave the job as she receives no support

doesn’t know what.

afraid they would be judgmental

4 months ? )
claims with merit,
out of time

report the situation to the ICO

constitute a data breach






sign
on the door

JORDAN ISAACS - HIV POSITIVE - RISK OF INFECTION UPON ENTRY

upset, embarrassed, angry, exhausted

legal claim

{

anyone in the hospital could see their name
and HIV status. disengaged from care '



what it is for

doesn’t want to answer

shares his HIV status ‘old
infected f*g’

harassment, abuse and
violence

concerns
for his safety
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People Firs
Charter
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Person-first language simply puts people
before their condition, recognising that
people are people, and not defined by
their condition. In HIV care we should
avoid terms like 'HIV-infected people’ and

use 'people living with HIV'



1"'

HIV patient/ HIV infected Person living with HIV
Spread HIV/ Catch HIV  Transmit HIV/ Acquire HIV

Disclose HIV status Share HIV status
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There are no fixed rules and what is considered 'correct' will
vary by condition, over time, and between individuals.

What is critical is to ask the communities with a given
condition or characteristic how they prefer to be described
and to revisit this regularly.

We will never get it right all of the time but open discussion
about preferred terminology will drive understanding and
change.



Disabled people are likely to have experienced stigma or discrimination. Bear this in mind
when speaking about disability-related data breaches

For some individuals, the ICO is the only mechanism to hold organisations accountable
Data breaches are one part of a much larger story

Everyone has their own preferences with how they want to be addressed: if you are
unsure, ask or mirror their language
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Questions?








