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Are HIV services in England accessible and acceptable to adults diagnosed with HIV at age 50 

years and over? 

Summary of study findings 

Why was the study undertaken? 

In the UK, new HIV diagnoses are increasing in adults aged 50 years and over, a group that 

has a higher likelihood of testing at an advanced stage of disease than younger people. 

Despite this, limited research has examined the pathway to HIV diagnosis and treatment 

experienced by this age group, or looked more broadly at the impact of living with HIV and 

use of health services after diagnosis at this age. Through interviews with adults diagnosed 

with HIV at age 50+ years and healthcare professionals working in HIV services, this study 

looked at how accessible and acceptable HIV services are in England to adults diagnosed 

with HIV at age 50 years and over. 

Adults diagnosed with HIV at age 50+ years were interviewed about their experiences in 

being tested for HIV, receiving a positive diagnosis, using HIV and other health services and 

in living with HIV. Healthcare professionals working in sexual health/HIV were interviewed 

to explore service provision for older adults at risk of HIV and newly diagnosed with HIV. The 

following processes and events were focused on in this study: (i) pathways to HIV testing; (ii) 

HIV diagnosis and treatment; (iii) ongoing care and life after HIV diagnosis. 

Who took part in the study?  

12 people diagnosed with HIV at age 50+ years (service users) took part in the study. The 

majority of these participants were male, white British, identified themselves as men who 

have sex with men (MSM) and had been diagnosed with HIV at age 50-53 years. 

12 healthcare professionals (7 female; 5 male) took part in the study. Healthcare 

professionals were recruited from nursing, medical and psychology backgrounds.  

Recruitment for this study took place at sexual health/HIV services in four NHS Trusts in 

different geographical locations in England. 
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What were the study findings? 

Journey to HIV testing 

• Older adults, particularly heterosexual men and women, appear less likely to self-

initiate HIV testing. At any age, MSM appear more likely than heterosexuals to 

attend sexual health/GUM services for routine sexual health screening/HIV testing.   

• Sexual health/GUM clinics are largely perceived to be youth focused.  

• With advancing age, personal perceptions of HIV risk may decline. For MSM, this 

relates to the development of ‘precaution fatigue’; a lessening of precaution efforts 

and diminished perception of personal risk after years of living in fear of HIV but not 

becoming infected has created a false sense of safety. 

• A major barrier to the early detection of HIV is the lack of specific symptoms 

associated with the disease. This is accentuated in older people, for whom 

symptoms may be misinterpreted as related to ageing.  

• HIV knowledge was necessary but not sufficient to encourage the self-initiating of 

testing. HIV awareness was highest in MSM, a result of the extensive HIV prevention 

and testing initiatives aimed at this group. Heterosexual men and women appear to 

have lower HIV knowledge.  

• Belonging to a low risk group (e.g. not black African or MSM) seemed to 

inadvertently place white heterosexuals at greater HIV risk. Older white heterosexual 

women were particularly unlikely to be offered and accept HIV testing. 

• Barriers to testing include: fear, stigma, limited healthcare professional knowledge 

about HIV, and a lack of incentives to test. Testing barriers are not just related to age 

but also to other factors such as sexuality, gender, and geographical location. 
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HIV diagnosis and treatment 

• The transition between testing for HIV and accessing treatment was mainly reported 

by interview participants as prompt and smooth, aside from in the case of one 

service user; 

• Older adults are more likely to be diagnosed at a late stage of disease than younger 

people. Late diagnosis is linked to: not belonging to a traditional 'at risk' group (e.g. 

not MSM or black African), vague HIV symptoms, and presentation to a non-HIV 

specialist; 

• Responses to diagnosis mirror those reported by younger people (shock; relief; 

disappointment; shame; stigma). There is an indication that women may feel greater 

levels of stigma and shame at diagnosis; 

• Disclosure decisions were based on concerns about stigma and identity; 

unnecessarily worrying the confidant; and the perceived necessity of disclosure; 

• Adherence to ART was reported as better in older people than younger adults. This 

was linked to life stage, with adults aged 50+ years considered to have less chaotic 

lives, making adherence more straightforward. Taking other medications was also 

associated with easier treatment adherence. 

Ongoing care and life after diagnosis 

• HIV services were described positively. For some service users, healthcare 

professionals working in HIV services had almost become ‘substitute GP’s; this was 

linked to consistency of care, clinician expertise and contact time; 

• A strong trusting bond had formed between HIV clinicians and services users, which 

for the most part did not exist between service users and their GP;  

• For some older adults, particularly males, being diagnosed with HIV was associated 

with some ‘secondary benefits’ related to better health monitoring and clinician 

contact; 
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• There is a blurring of responsibilities between HIV clinicians and GPs. This is 

problematic as HIV clinicians lack the generalist knowledge of GPs, and GPs lack HIV 

knowledge. To care for other chronic conditions, such as cardiovascular disease and 

diabetes in people living with HIV, roles must be clarified. GPs and HIV clinicians 

must receive the knowledge and experience required to care for this group of 

patients. Action must be taken to avoid fragmentation and provide effective care for 

service users; 

• In areas of high HIV prevalence it was easier for healthcare professionals to make 

service user referrals to additional services e.g. psychological support. This was due 

to a higher number of services, considered to be a consequence of greater demand; 

• With adherence to ART, service users were largely optimistic about ageing with HIV. 

Ageing with HIV presented some uncertainties, such as the cause of symptoms; 

• HIV is not considered to be a prime concern for people living with HIV in the 

presence of other chronic conditions such as arthritis or diabetes; 

• Stigma remains the most challenging aspect of living with HIV; however, service 

users most commonly expressed this as felt rather than enacted stigma. Stigma was 

expressed as a barrier to travelling, working and forming new intimate/sexual 

relationships.  

Overall summary 

Adults aged 50+ years were found to experience often complex and non-linear journeys to 

HIV testing, particularly if they did not belong to a ‘risk group’ (e.g. MSM, black African) 

targeted in HIV prevention and testing efforts. Barriers to prompt HIV diagnosis included: (i) 

the non-specific nature of HIV symptoms and their misattribution as being age-related; (ii) 

an age-associated decline in risk perception; and (iii) the decreased likelihood of HIV test 

offer in advancing age.  

Both adults diagnosed with HIV at age 50+ years and healthcare professionals’ perceived 

HIV treatment services to provide exceptional care, which was associated with the benefits 

of closer health monitoring, clinician expertise in HIV, and consistency in care. GPs by 
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contrast appeared to be underutilised in the management of older people with HIV, which 

may be particularly detrimental as these service users often develop additional, age-related 

morbidities, which extend beyond the remit of HIV clinician knowledge.  

The study concludes by highlighting a need to reconsider the model of HIV care in England, 

especially with respect to the role of GPs in HIV service provision. It is likely that increased 

GP involvement would optimise care and encourage the normalisation of HIV, which would 

promote testing and reduce stigma.  

How can I find out more about the study? 

This study was part of a PhD project and is reported in detail in this thesis: 

Bell, Sadie L (2017) Are HIV services in England accessible and acceptable to adults 

diagnosed with HIV at age 50 years and over? A mixed-methods study. PhD thesis, University 

of York.  

http://etheses.whiterose.ac.uk/id/eprint/17388 

If you have any questions about the study please contact: 

Dr Sadie Bell 

Address: London School of Hygiene and Tropical Medicine, 15-17 Tavistock Place, London, 

WC1H 9SH, United Kingdom 

Email: sadie.bell@lshtm.ac.uk 
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