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Review 90-90-90 targets 

Why opt out? 

Case study x 2  

Propose best practice model 
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 WHO   23% (UNAIDS 2017) 
 

 UK 4% (PHE 2016) 78,900 people diagnosed HIV 
in England, 3156 of those are not taking ART 
(PHE 2016)  
 

 LCC  16% not  8% = opting out 
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 A caseload/documentation review & 2 team 
discussions to identify & explore reasons for 
opting out of ART 

 

 Team reflected on past cases to identify key 
components of a best practice model 
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 Associating tablets with HIV related stigma 
 
 Adoption of personal belief systems such as religion, alternative 

therapy, traditional medicine, shamanism, conspiracy theorists 
 
 Slow progressors who feel well  
 
 Denial 
 
 Fear of side effects & medication toxicity 
 
 Medication fatigue 
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 Invincibility/optimistic bias 
 
 Treated depression/ low self-esteem 
 
 Social isolation with no incentive for good health and well-being 
 
 Cyclical periods of good/poor health coinciding with starting/stopping ART  
 
 Desire to survive but not with HIV 
 
 The need to exercise control 
 
 Punishment to significant others 
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 38 year old female △ 10 years 
 Opted out due to religious belief “ If I take ART it shows I don’t have faith in God” 
 Years of progressive self neglect, home unsanitary, rodents, profound hoarding 

behaviours 
 Assessed consistently as having mental capacity 
 H/O intermittent crack cocaine/solvent abuse 
 Referred to community nurses Oct 2017 PCP 
 Maintained contact via home visits fortnightly 
 Jan 2018 community nurses escorted her to clinic, frail, underweight, poor 

mobility, hypotensive 
 Admitted to hospital and discharged five days later 
 CD4 count 1 V/L 2.5 million 
 Anaemic  
 Clinically dying 

 
 
 

Liverpool HIV community nursing 
June 2018 



Liverpool HIV community nursing 
June 2018 

 Social services refused to initiate care package as property 
deemed unsafe 

 Refused further hospital admission  
 Community nurses referred to hospice 
 Admitted the next day for palliative care 
 Two days into admission agreed to start ART due to fear of 

imminent death 
 Rapid response to ART 9,000 Feb undetectable March CD4 

90 
 Discharged 6 weeks later into new ground floor flat 
 4 months later remains on ART & undetectable 

 
 



 22 year old male  △ 2004 age 10/vertical 
transmission/informed age 12 

 H/O intermittent adherence? Referred a few times declined 
engagement 

 PCP x 3 

 Opted out of ART 

 Referred Sept 2016 by consultant/home visits commenced 

 CD4 12 V/L 680,000 

 Ongoing conflict between pt. & mum 

 Novel approaches to support adherence 
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 Discussed DOT at MDT started Dec 2016 

 Jan 2017 CD3 V/L 174 

 Focus remained on  ART/undetectable 

 End of Jan viral rebound 1.5 million 

 Professional conflict re referrals 

 Admitted shortness of breath beginning Feb 2017 

 Refused ART  

 March 2017 requested palliative care referral from ward ? DNR form 
completed  

 Ongoing capacity assessments 

 Consistently refused ART  

 MDT involvement continued/family despair 

 Passed away 21 March 2017 
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Opt out 
of ART 

 Timely/ongoing MCA 
 Robust MDT working & communication (consent)  
 Advocacy/group consultation appts 
 Communicate  prognosis and document 
 Completion of palliative / end of life documents i.e. 

Preferred Priorities of Care, Advanced directives, DNR 
& DS1500 

 Maintain engagement (home visits/ phone/clinic 
appts) 

 Flexible approach to tailored care 
 Timely referrals to palliative care (1 year before 

anticipated death) 
 Shift emphasis from ART to individual priority issues 

(NICE 2009) 
 Support significant others (conflict) 
 Support change of mind (plan B) 
 Clinical supervision/resilience 

Key components of a good practice model 
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 Nurses have a key role to engage/manage/support/review to 
assess changing needs, priorities and wishes 

 The right to opt out of ART should be respected (GMC) 

 A best practice model may improve patient outcomes and 
experience 

 MDT communication is crucial 

 A dignified symptom controlled death carries equal 
importance to ART if it is a competent, informed, individual 
decision   
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 Mental Capacity Act 2005 
www.gov.uk/government/collections/mental-capacity-act-makinfg-
decisions  

 UNAIDS 2017 Ending AIDS: progress towards the 90–90–90 
targets;Global AIDS update 

Accessed June 2018 
http://www.unaids.org/en/resources/documents/2017/20170720_Gl
obal_AIDS_update_2017 

 
http://www.dyingmatters.org/sites/default/files/preferred_priorities_f
or_care.pdf  
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