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Abstract 

Background: Despite a decrease in the number of new HIV diagnoses in the 

UK generally, the number and proportion of new diagnoses among 

individuals aged ≥50 years have continued to increase. This group are 

disproportionately affected by late diagnosis, and poorer health outcomes.  

Primary aim: To better understand the reasons for late diagnosis of HIV in 

people aged ≥50 years.  

Methods: Four studies were undertaken: a secondary data analysis of 

national surveillance data; a systematic review of literature; a qualitative 

study with patients diagnosed late with HIV aged ≥50 years; and a qualitative 

study with clinicians who had been involved in the care of a patient 

participant in the three years prior to their HIV diagnosis. 

Results: Late diagnosis, and increased morbidity and short-term mortality are 

associated with an HIV diagnosis in older age. Individuals diagnosed in older 

age are more ethnically diverse, and the majority likely acquired HIV in the 

UK regardless of region of birth. Seven patient-related themes were 

identified as associated with undergoing testing for HIV in older age: 

experience of early HIV/AIDS campaigns; knowledge prior to HIV diagnosis; 

presence of symptoms and symptom attribution; risk and risk perception; 

generational approach to health and sexual health; stigma; type of testing 

and testing venue. Seven clinician-related themes associated with offering 

HIV tests to an older patient were identified: knowledge; stigma; stereotyping 

and perception of risk; symptom attribution; discussing HIV with patients; 

consent procedures; practical issues.  

Conclusion: There are several unique factors associated with undergoing 

HIV testing in older age including: a double burden of stigma associated with 

a diagnosis in older age; lower risk perception often as a result of perceived 

asexuality in older age; outdated HIV-related knowledge; and misattribution 

of symptoms, often to something age-related. Successful interventions will 

have to address both patient- and clinician-related factors. 
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Chapter 1 – Introduction 

Effective antiretroviral therapy has transformed HIV from a disease with near 

universal mortality, to a manageable long term condition1. Assuming an HIV 

positive individual is diagnosed soon after HIV acquisition, initiated on 

treatment promptly, and maintains a high level of adherence to therapy, they 

can experience near normal life expectancy, similar to that of an HIV 

negative individual2-4. Increased life expectancy and continued HIV 

transmission in older age have contributed to an ageing HIV cohort: 34% of 

people accessing HIV care in the UK in 2015 were aged ≥50 years5. 

However, despite the availability of effective therapy to control HIV viral 

suppression and medical advancements in preventing HIV transmission, the 

proportion of new diagnoses among older individuals (defined as those aged 

≥50 years) continues to increase. Further, when diagnosed with HIV in older 

age, an individual is more likely to be diagnosed with advanced disease, and 

experience disproportionate levels of morbidity and mortality.  

 

1.1 The history of HIV 

In the early 1980s, a previously unrecognised condition was identified among 

a group of men who have sex with men (MSM) 6, 7. Originally named gay-

related immune deficiency (GRID), this condition was initially thought to be 

unique to gay men8. However, it was later found to be transmittable not only 

via semen, but also via blood, genital fluids, and breast milk9-13. This led to 

the realisation that other populations were also at risk of the condition, 

prompting a change of terminology to “acquired immune deficiency 

syndrome” (AIDS) to reflect this. Soon afterwards, the human 

immunodeficiency virus (HIV) was identified as the cause of AIDS14, 15 and in 

1986 a consensus was reached after which the virus was referred to as 

HIV16.  
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1.1.1 The impact of HIV on the immune system  

Once the HIV virus enters the body, it infects the immune system resulting in 

a gradual loss of CD4 T-cells. If left untreated, this results in opportunistic 

infections and increased malignancies as a result of progressive immune 

deficiency, and ultimately death17. Acute infection occurs shortly after 

exposure to the virus. During this phase, there is rapid viral replication and a 

transient drop in CD4 cells as a result (Figure 1.1)18. Subsequently a latent 

phase occurs and a reservoir of latent virus is established within memory T-

cells19. This phase can continue for years until reactivation of the virus 

results in rapid distribution of HIV and a depletion of CD4 cells, resulting in 

immune suppression18. As a result of these immune changes, CD4 T-cells 

are used as a marker of clinical progression of HIV20.  

 

Figure 1.1: HIV viremia and CD4 lymphocyte counts following HIV infection18 
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1.1.2 Early HIV/AIDS campaigns 

Following the identification of HIV and the link to AIDS, a large-scale health 

promotion campaign was initiated in the UK. The initial campaign ran from 

1986-1988 utilising several methods including television, posters, and radio 

and newspaper advertisements. In addition, there was mass distribution of 

leaflets to every household in the UK (Figure 1.2) aiming to educate the 

public about AIDS and reduce risk taking behaviour. Although this campaign 

was successful in educating the public about AIDS, there is little evidence to 

suggest that it had any positive effect on risk behaviour, particularly among 

heterosexual individuals21, 22. Further, there is some suggestion that fear 

generated by these campaigns led to stigma and further marginalisation of 

groups such as MSM and injecting drug users21.  
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Figure 1.2: ‘Don’t die of ignorance’ health promotion leaflet 
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1.1.3 Highly active antiretroviral therapy  

The introduction of highly active antiretroviral therapy (HAART) in the mid-

1990s resulted in a substantial decline in mortality among people living with 

HIV2, 23, 24. The success of treatment has resulted in a change whereby HIV 

is now considered a manageable chronic disease rather than a disease with 

a devastating outcome1. 

An analysis of 18 cohort studies demonstrated that early treatment initiation 

has a positive impact on mortality; individuals starting treatment earlier 

experienced lower rates of AIDS and premature death25. A subsequent larger 

study further indicated that early treatment initiation (with a CD4 cell count 

>500 cells/ µl) significantly reduced the risk of serious AIDS-related and non-

AIDS related events. This included AIDS-defining conditions (opportunistic 

infections or cancers associated with immune suppression26), AIDS-related 

death, or a non AIDS-related events such as cardiovascular disease and 

liver disease27. Although traditionally a CD4 result of <200 cells/ µl and later 

<350 cells/ µl was used as the recommended threshold for treatment 

initiation28 due to the link with impaired immune function, these findings 

resulted in changes to HIV treatment guidelines. The British HIV Association 

(BHIVA) currently recommend the immediate offer of therapy to people at the 

time of HIV diagnosis despite their CD4 cell count29.  

Providing individuals are diagnosed soon after HIV acquisition, successfully 

initiated on therapy and maintain high levels of adherence, life expectancy is 

normal, equal to that of an individual who is HIV negative2-4. However, there 

are still some sub-groups who remain disproportionately affected by AIDS 

and are at risk of premature mortality. Late diagnosis of HIV is defined as a 

diagnosis with a CD4 cell count of <350 cells/ µl30. This definition 

acknowledges that a person diagnosed at this stage had probably been living 

with undiagnosed infection for several years, and is experiencing impaired 

immunity as a result31. Late diagnosis remains a strong predictor of overall 

and short-term morality (death within one year of diagnosis) in a person living 

with HIV3, 23, 32. As a result of this substantially increased risk of death among 
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those diagnosed late5, the overall risk of death among people living with HIV 

in the UK remains higher than that of the general population3. In the UK, 

older adults remain disproportionately affected by late diagnosis5 and the risk 

of short-term mortality increases with age33.  

An analysis of UK mortality data indicated that late diagnosis of HIV, 

regardless of age, was responsible for 60% of all-cause mortality and 81% of 

all AIDS-related mortality among people who had died between 1999 and 

2008. This study further suggests that up to 1600 deaths due to AIDS could 

have been prevented by earlier diagnosis24. This highlights the importance 

timely HIV diagnosis and treatment initiation has on improving outcomes for 

people living with HIV.  

 

1.2 HIV care in the UK 

In 2015 the Joint United Nations Programme on HIV/AIDS (UNAIDS) set up 

the ambitious “90-90-90” target with the aim of halting the global AIDS 

epidemic by 2030. In order to achieve this, three goals need to be achieved 

by 2020: 90% of people living with HIV need to be aware of their infection, 

90% of those need to receive sustained antiretroviral therapy, and 90% of 

those need to achieve viral suppression34. Overall if these targets are 

reached then this represents 73% of people living with HIV achieving viral 

suppression (Target 4: Figure 1.3).  
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Figure 1.3: The UNAIDS 90-90-90 target35 

 

 

In order to measure success against these targets, the continuum of HIV 

care conceptual framework was developed. This continuum is a model which 

measures progress towards the UNAIDS targets, outlining the steps 

individuals go through between HIV diagnosis and viral suppression36. In the 

UK, national surveillance data are used to indicate the proportion of 

individuals achieving each target over time5.  

There has been considerable progress in meeting the 90-90-90 goal 

worldwide; globally 70% (95% Crl 51-84%) of people living with HIV are 

aware of their infection, 77% (95% Crl 57->89%) of those are receiving 

antiretroviral therapy and 82% (95% Crl 60->89%) of those are virally 

suppressed37. However, reported progress towards these goals vary 

considerably in different regions of the world and in some regions, such as 

the Middle East and North Africa, and Eastern Europe and Central Asia, 

overall viral suppression (Target 4) remains low37. Despite this, seven 

countries, including the UK, have already achieved the overall viral 

suppression goal of 73%, and several more countries are close to this 

threshold37.  

In 2016 figures indicated that although 78% of people living with HIV in the 

UK were virally suppressed, which surpasses the overall target, not all of the 
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90-90-90 goals had been achieved5. In the UK, 96% of people aware of their 

HIV infection were receiving antiretroviral therapy and 94% of those had 

achieved viral suppression, which is much above the 90% goal set by 

UNAIDS. However, only 87% of people living with HIV in the UK were aware 

of their infection. This equates to an estimated 13% (95% Crl 10-17%) of 

people in the UK living with undiagnosed HIV5. As a result, public health 

efforts need to continue to focus on reducing undiagnosed HIV infection.  

 

1.3 HIV in the UK 

Just under 90,000 people living with HIV accessed specialist HIV services in 

the UK in 2015. However, estimates suggest that around 13% (95% Crl 10-

17%) of people living with HIV in the UK remain unaware of their HIV 

infection. This accounts for approximately 13,500 (95% Crl 10,200-17,800) 

living with undiagnosed HIV infection5. 

 

1.3.1 Decline in the number of new HIV diagnoses in the UK 

The majority of HIV transmission in the UK occurs as a result of sexual 

contact. Few people in the UK acquire HIV as a result of injecting drug use or 

via other routes such as mother to child transmission or via blood or tissue 

products (Figure 1.4)38.  

The number of new HIV diagnoses in the UK has steadily decreased over 

time. The decrease in new HIV diagnoses among heterosexual individuals is 

largely attributed to changing migration patterns whereby fewer people are 

entering the UK from high prevalence areas5, 31, 38. More recently, a sharp 

decline in new diagnoses among MSM has been observed (Figure 1.4)5, 31, 

38.  
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Figure 1.4: New HIV diagnoses* by exposure group: UK, 2008 to 201738 

 

*Adjusted for missing exposure information 

 

There was a 32% decrease in the number of new HIV diagnoses among 

MSM in the UK between 2015 and 2016, which was largely concentrated at 

five ‘large fall’ clinics in London39. Large fall clinics are defined as those 

where a 20% decline in the number of new HIV diagnoses were observed, 

but at least 40 new HIV diagnoses were made per year between October 

2014 and September 201639. These 5 clinics include London’s ‘Dean Street’ 

clinic at which one quarter of all new HIV diagnoses in London are made 40.  

The reason for the sudden and sustained decline in new diagnoses among 

MSM has been attributed to a variety of prevention strategies. These 

strategies include intensified HIV testing of high-risk individuals, which 

reduces the proportion of individuals living with undiagnosed HIV39, 40. This is 

relevant because the majority of individuals infected with HIV likely acquired 

it from an individual who is unaware of their HIV status41. A second strategy 

contributing to the observed decline in the number of new diagnoses among 

MSM in the UK is early initiation of treatment following HIV diagnosis39, 40. It 
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is accepted that HIV cannot be transmitted sexually to an HIV negative 

individual from an HIV positive individual who is receiving antiretroviral 

treatment and has achieved viral suppression42-44. This has led to the 

successful undetectable=untransmittable (U=U) campaign which promotes 

this message to reduce the stigma associated with HIV45, 46. Finally, condom 

use and the availability of pre-exposure prophylaxis (PrEP) (antiretroviral 

medication for high-risk HIV-negative individuals to reduce the likelihood of 

HIV acquisition) are also likely to have contributed to the observed decline in 

number of new diagnoses among MSM39, 47.  

 

1.3.2 New HIV diagnoses among older adults in the UK 

Despite an observed decline in the number of new HIV diagnoses in the UK 

generally, the number and proportion of new HIV diagnoses among older 

individuals has continued to increase5, 31. This is not unique to the UK. A 

significant increase in the number of newly reported HIV diagnoses among 

older adults has been observed in Europe, particularly in the Central and 

Eastern regions48. 

In the UK, the number and proportion of new HIV diagnoses among older 

individuals increased from 701 (9.6%) to 971 (19%) between 2007 and 

201631. A diagnosis in older age is more common among heterosexual 

populations, particularly heterosexual men, for whom 30% of diagnoses 

occur in older age31. Although the number of new HIV infections in older 

black Africans is decreasing, the number of new HIV infections in older white 

people has remained fairly stable31. This is particularly important given that 

the proportion of undiagnosed HIV infection has been estimated to be 

highest among groups at lower risk of HIV: 21% (95% Crl 14-32%) of non-

black African heterosexual men and 20% (95% Crl 16-25%) of non-black 

African heterosexual women living with HIV were probably unaware of their 

infection in 20155. Public Health England (PHE) have utilised CD4 data at 

diagnosis to estimate the length of time since HIV acquisition. Data suggests 

that when diagnosed late with HIV, the average individual has likely been 
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living with undiagnosed infection for up to 5 years31. However, this figure is 

an estimate and as a result some individuals may have been living with 

undiagnosed HIV for longer than this at time of diagnosis. Although the 

average interval from acquisition to diagnosis has decreased over time49, 50, 

some groups are less likely to be diagnosed timely, such as older 

heterosexual men and women51. This may suggest that these groups have 

been living with HIV for longer than 5 years at diagnosis. Time living with 

undiagnosed HIV has significant implications for onward transmission 5, 31, 41.   

 

1.3.3 HIV diagnosis in older age 

When diagnosed with HIV, an older individual is disproportionately affected 

by late diagnosis5, 31 (Figure 1.5). In the UK, 42% of all new HIV diagnoses in 

2016 were late31. The burden of late diagnosis increased with age: 31% of all 

diagnoses among 15-24 year olds were late compared to 57% of diagnoses 

in 50-64 year olds and 63% of diagnoses in people aged ≥65 years31.  

 

 

 

 

 

 

 

 

 

 



34 
 

Figure 1.5: The proportion of new HIV diagnoses which were late by risk 

group: UK, 201631 

 

Late diagnosis defined as CD4 count <350 cells/ µl within 91 days of diagnosis; MSM (men 

who have sex with men); PWID (people who inject drugs) 

 

1.3.3.1 Late diagnosis of HIV in older age 

Late diagnosis is the biggest predictor of morbidity and short term mortality 

among people living with HIV3. Late diagnosis remains a public health priority 

and is currently a key indicator in the Public Health Outcomes Framework 

(PHOF) published by PHE31. The overall purpose of this framework is to 

increase healthy life expectancy and to reduce health inequalities. As part of 

this framework, the proportion of late diagnoses are monitored, with the aim 

to reducing this figure. Further, changes in the national rate of late diagnoses 

are used to monitor the success of expanded HIV testing strategies52. 

Although the number and proportion of new HIV diagnoses among older 

individuals in the UK is increasing (section 1.3.2)5, 31, in reality the observed 

numbers still remain fairly low when compared to other long term conditions 

which commonly affect older adults, such as heart disease. In 2016, there 
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were 971 new HIV diagnoses among people aged ≥50 years, an increase 

from 701 in 200731. Further, estimates suggest numbers of older people 

living with undiagnosed HIV remain fairly low. In 2016 there were an 

estimated 697 (Crl 1170-2652) people aged 45-59 and 452 (Crl 289-850) 

people aged 60-74 living with undiagnosed HIV in England. However, 

despite testing initiatives which have had some success in reducing the 

number of new HIV diagnoses among some groups, such as MSM, numbers 

have not reduced among the older population and the majority of older adults 

in the UK continue to be diagnosed late with HIV5, 31. At the time of a late 

diagnosis, individuals are likely to have been living with undiagnosed HIV for 

as long as five years, which has significant implications for onward 

transmission31, 41, particularly among the older group where almost half are 

estimated to have acquired HIV aged ≥50 years33. 

The adverse effects of late diagnosis on morbidity and mortality are 

exacerbated in older age33. Although there is a 10-fold increase in the risk of 

death within one year of diagnosis when diagnosed late with HIV generally, 

the proportion of individuals experiencing short-term mortality associated 

with late diagnosis is increased in older age (Figure 1.6). When compared to 

a younger individual diagnosed late with HIV, an older individual diagnosed 

late is 2.4 times more likely to die within one year of diagnosis33. 
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Figure 1.6: Short-term morality among adults newly diagnosed late and 

promptly at diagnosis: UK, 201531 

 

 

Late diagnosis defined as CD4 count <350 cells/ µl within 91 days of diagnosis; PWID 

(people who inject drugs) 

 

It is not fully understood why older individuals experience increased short-

term mortality associated with late HIV diagnosis. However, evidence 

suggests that older adults experience a significantly faster CD4 decline than 

younger individuals53  indicating a shorter time from seroconversion to a 

threshold of late diagnosis. This demonstrates the importance of early HIV 

testing in this group and suggests that older individuals may need to undergo 

more regular HIV testing to avoid late diagnosis. A faster CD4 decline in 

older adults may also have implications on the public health definition of late 

diagnosis and as a result, the threshold used to define late diagnosis may 

need to adjust depending on age. In addition, there is some evidence that 

after diagnosis, older adults experience a diminished immune response to 
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antiretroviral therapy or experience incomplete immune restoration54 which 

may have implications for increased morbidity and mortality in this group. 

A late diagnosis of HIV in older age is further complicated by increased 

treatment complexity associated with pre-existing comorbidities and 

polypharmacy, both of which are common in older age. The increased 

burden of illness and number of medications in this group make HIV more 

challenging to treat, particularly in relation to potential drug-drug 

interactions55. Consequently, late diagnosis is associated with inflated 

healthcare costs; an individual diagnosed late with HIV can cost up to 200% 

more to healthcare services within the first year of diagnosis56, an inflated 

cost which can continue even after immune restoration57.  

 

1.4 HIV risk in older age 

At the time of HIV diagnosis, a high proportion of older individuals have 

probably been living with HIV for up to five years which has serious 

implications for onward transmission31. Further, it has been estimated that 

approximately half of all new HIV diagnoses in people aged ≥50 years were 

likely acquired in older age33, suggesting ongoing risk and acquisition among 

older individuals. This is consistent with evidence suggesting that although 

there are differences in the preferred age of sexual partners by age and 

gender, the actual age of sexual partners, particularly among heterosexual 

individuals, remains fairly consistent with an individual’s own age58. 

 

1.4.1 Change in risk in older age 

The majority of HIV infection in older age occurs as a result of sexual 

transmission38. Sexual lifestyles and behaviours have changed over time59-62. 

An increase in life expectancy and successful ageing have seen older 

individuals increasingly value sexual fulfilment into older age63. As a result, 
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sexuality is now considered a factor contributing to successful ageing and 

remains important to quality of life64-66.  

The latest National Survey of Sexual Attitudes and Lifestyles (NATSAL) 

analysis indicated that although the frequency of sexual activity and the 

range of sexual practices decrease with age, the majority of adults, 

regardless of age, are sexually active61. Ongoing sexual activity into older 

age67-69 can also be evidenced by increasing rates of sexually transmitted 

infections (STIs) seen in this group67. This indicates that not only are older 

adults engaging in sexual activity, they are also engaging in risk taking 

behaviours.  

Older adults are less likely than adolescents and younger adults to use 

condoms69-71. Many individuals report using condoms to prevent pregnancy 

rather than disease72 and as a result, the lack of condom use observed in 

older age may be due to post-menopausal women no longer needing to use 

condoms to prevent pregnancy73-75. There is also the suggestion that some 

older individuals may feel unable to negotiate a conversation around condom 

use with a new partner following the loss or breakdown of a long-term 

relationship76. 

In addition to behavioural factors, physiological changes in older age may 

increase an older individual’s biological susceptibility to HIV. Changes to the 

vaginal immune environment, thinning of the vaginal wall, and vaginal 

dryness occurring in peri-menopausal and menopausal women may make 

HIV transmission more likely in older women following exposure to the HIV 

virus73, 77, 78. Further, the availability of medication to treat erectile dysfunction 

may overcome previous barriers experienced by older men and facilitate 

sexual activity into older age55, 73.   

 

1.4.2 Relationship transitions 

Relationship transitions are increasingly common in older age. Older 

individuals are more likely to have experienced widowhood, and the age of 



39 
 

divorce in the UK is increasing73, 79. For some older adults, their previous 

long term relationship began before HIV had been discovered. Because of 

this, HIV was not something they knew about when entering in to these 

relationships  and as a result, many do not fully understand the risks 

associated with HIV74. This may put them at increased risk following a 

relationship with a new partner after the loss of a long-term relationship74. 

Older adults are less likely to use condoms than younger individuals70, 71 and 

despite reporting risk behaviours, many underestimate their risk80. 

Societal changes may increase the likelihood of meeting new sexual partners 

in older age, which did not exist or were not so readily available several 

years ago. The increasing availability of websites and social media, some of 

which specifically target older adults, promote and facilitate sex73. In addition, 

the numbers of residents travelling abroad is increasing81, providing an 

opportunity for engaging in casual sex abroad. In areas of the world where 

HIV prevalence is high, this can lead to an increased risk of acquiring HIV. In 

addition to this, sex tourism is a practice which has been well documented in 

the literature, particularly among some sub-groups. This practice involves 

travel abroad, often to high HIV prevalence areas such as Asia, with the 

purpose of engaging in sex.  Often this involves sex workers who are 

vulnerable individuals living in poverty. This practice is particularly common 

among older heterosexual men82, 83, who often lack a perception of risk when 

having sex abroad66. Despite this lack of risk perception when engaging in 

sex abroad, when compared to sex at home, sexual contact abroad is 

associated with increased risk of STI and HIV acquisition84, 85 including 

contact with sex workers82, 86, 87, inconsistent condom use88, and a higher 

number of sexual partners. 

 

1.5 HIV testing  

Current HIV testing guidelines in the UK recommend the universal offer of 

HIV testing to: (a) patients in certain healthcare settings including sexual 

health, antenatal or termination of pregnancy services, (b) individuals 
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reporting risk, and (c) individuals presenting with symptoms which may 

indicate HIV, or where HIV may be part of the differential diagnosis26, 89. In 

areas where the local HIV prevalence is high (>2/1000), the offer of an HIV 

test is additionally recommended to: (a) individuals registering at primary 

care services, (b) all general medical admissions, (c) any individual having 

blood taken for any reason (in primary and secondary care), and (d) 

opportunistically based on clinical judgement26, 89. These recommendations 

are made regardless of patient age. 

In addition to the offer of HIV testing by healthcare providers (HCPs) in 

healthcare settings as recommended in the HIV testing guidelines, there are 

other settings in which individuals can receive HIV testing. This includes the 

offer of testing to high-risk groups in the community, such as at saunas, bars 

or homeless shelters, and testing for HIV at charity centres such as the 

Terrence Higgins Trust (THT). This option, like NHS healthcare settings, 

provides free and confidential testing90. Another option for individuals to 

undergo HIV testing is at a private clinic, although a fee will be incurred at 

this type of service. In the UK, the cost of a private HIV test varies depending 

on the location and type of test requested, however the average cost of an 

HIV test in London is approximately £16091.  

Home testing and home sampling are other options for HIV testing, and are 

recommended in the most recent HIV testing guidelines as appropriate 

methods for increasing HIV testing89. HIV self-testing kits can be purchased 

online or from some pharmacies. They cost approximately £30 from high 

street pharmacies, can be performed at home by taking a saliva sample or 

blood spot, and provide results within 15 minutes90, 92. HIV home sampling 

kits also involve taking a saliva sample or blood spot, however samples are 

sent away for testing and results are received within several days. HIV home 

sampling kits can be requested online via the www.test.HIV website. 

However, not all individuals are eligible to receive a free home sampling kit, 

and screening questions are asked in order to ascertain eligibility93. Eligibility 

is based on area of residence, risk behaviour (such as a previous high risk 

partner or history of injecting drug use), and demographics (such as age, 
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gender or sexuality). Home testing and sampling have been shown to be 

easy to perform and highly acceptable to patients, particularly among never 

or infrequent testers92, 94-96. However, seeking an HIV test either via home 

testing or sampling, a private clinic, or charity organisation puts the impetus 

on the patient, who may not seek testing if they do not perceive themselves 

to be at risk.  

 

1.5.1 General barriers to testing  

Both patient- and clinician-related barriers to HIV testing in the general 

population have been reported. A lack of perceived risk is a common patient-

related barrier to undergoing HIV testing97-100. In some cases where patients 

have attended healthcare but have not undergone HIV testing, this lack of 

perceived risk may have resulted in a missed opportunity for earlier testing98. 

Stigma is another commonly reported patient-related barrier to HIV testing in 

the general population. Although reported among all groups101, this is 

particularly evident among black African or Caribbean groups, and among 

sexual minority groups such as MSM and those who identify as 

transgender102. For many who experience or anticipate stigma, fear of a 

positive result is a barrier to undergoing testing97, 103 which is often related to 

fear of social isolation following a positive diagnosis103. Additionally 

perceived stigma in terms of how an individual may be treated by a HCP has 

been reported as a barrier to seeking HIV testing104. Among black African 

populations being unfamiliar with or not being able to access healthcare 

services, and fear of disclosure are prominent barriers to undergoing HIV 

testing97. 

Despite patient-related barriers to HIV testing, when offered an HIV test, 

acceptance among patients generally is high105-107. Evidence suggests that 

reluctance among HCP to offer HIV testing to patients is a major barrier97, 105, 

107, and exists even among HCP who support HIV testing programmes108. 

Some HCP remain unsure of the benefits of HIV testing and as a result are 

reluctant to routinely offer HIV testing despite HIV testing guidelines97. In 
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some cases, HCP avoid offering HIV testing even to high risk individuals97 

and would rather refer patients to specialist sexual health services for 

testing109. This may be related to a lack of HIV-related knowledge among 

HCP, including a lack of awareness of HIV testing guidleines110. Evidence 

suggests that this also extends to a lack of understanding regarding pre-test 

counselling requirements. Although current guidelines indicate there is no 

need for lengthy pre-test counselling, some clinicians remain unaware of this 

and as a result, find the consenting procedure to be burdensome101, 111, 112. 

Other clinician-related barriers to offering HIV testing include: competing 

clinician priorities111, a lack of time or resources97, 101, 108, 113; a lack of training 

or experience in offering testing113; and concern about how patients may 

react to the offer of an HIV test113. 

Addressing patient- and clinician-related barriers to testing can encourage 

test coverage. Improving knowledge about HIV among the general 

population via public health campaigns may encourage acceptance of testing 

generally114, 115. Similarly, giving information about HIV to patients prior to 

offering testing has been highlighted as a potential facilitator among 

clinicians116. Improving clinicians’ knowledge about consent requirements, 

and offering training on how to offer HIV testing have also been identified as 

facilitators to offing testing116.  

Other facilitators include integrating testing into existing clinical activities42, 

114, 115, 117. Opt-out testing has become increasingly common, particularly in 

areas of high HIV prevalence. As opposed to traditional methods whereby a 

test is actively offered to a patient, this method has the potential to normalise 

testing by making it part of routine care118. Opt-out testing is suited to busy 

clinical environments where time is limited and therefore has the potential to 

facilitate testing in these settings. This strategy has been found previously to 

be cost effective and acceptable to patients119, 120.  
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1.5.2 HIV testing in older age 

Although there has been a shift whereby increasing numbers of new HIV 

diagnoses are made in non-traditional settings56, 121, the majority of new 

diagnoses overall are still made within specialist sexual health services121. 

However, when diagnosed in older age, an individual is more likely to be (a) 

diagnosed late with HIV and (b) diagnosed during hospitalisation, when 

compared to younger individuals121. Between 2005 and 2014, 20% of all new 

HIV diagnoses in older individuals were made in acute medical settings, and 

8% in outpatient settings, compared to 8% and 4% among younger 

individuals respectively121. A recent NATSAL analysis indicated that although 

the majority of individuals reporting unsafe sex (defined as condomless sex 

with a new partner at first contact, and/or condomless sex with ≥2 partners in 

the last year) had not attended a sexual health clinic within the last year, 

non-attendance was highest among older individuals122. Even within UK 

sexual health services, when older individuals do attend, they are less likely 

than younger patients to be offered an HIV test by a HCP. These differences 

occur despite there being no significant difference in HIV test acceptance by 

age123.  

1.5.3. Barriers to testing in older age  

Although evidence suggests there are several key barriers to testing for HIV 

in the general population (Section 1.5.1), there is little evidence about 

whether there are unique factors associated with undergoing HIV testing in 

older age. Sexual activity continues into older age61, 67-69 and increasing rates 

of STIs and HIV indicate that older adults are at ongoing risk of HIV5, 31, 67. 

However, older individuals often perceive HIV to be a condition which affects 

younger people, and as a result they often do not feel at risk73, 124-127. This 

lack of perceived risk may result in a lack of motivation to seek HIV 

testing125. In addition, healthcare providers’ perceptions that older people are 

asexual, either no longer engaging in sexual activity, or engaging in less 

risky sex, may act as a barrier to the offer of HIV testing to a patient in this 

group74, 128-130. 
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It is suggested that stigma associated with perceived asexuality in older age 

may result in HCPs feeling uncomfortable discussing sexual health with older 

patients129, 130. However, older individuals continue to have sexual concerns 

which they would like to discuss with a HCP, although in reality, these 

conversations rarely happen68, 74, 131, 132. Further, HCPs common 

misperception that older individuals are at low risk of HIV may explain the 

misattribution of symptoms whereby symptoms in an older patients are often 

attributed to something ‘age-related’ rather than HIV55, 129. However, as 

sexual practices continue to change, older individuals are less likely to 

conform to the stereotype that they are sexless67-69, 133 and this 

misconception will need to be challenged in order to meet their sexual 

healthcare needs. 

Although some older individuals have some general HIV-related knowledge, 

many are not as well informed about HIV compared to younger individuals73, 

134. In addition, older people are known to have outdated beliefs about HIV. 

This includes misconceptions about transmission, including the belief that 

HIV can be transmitted through close contact such as hugging, or via saliva 

or tears134. Despite this, the majority of health promotion materials aiming to 

improve HIV knowledge and promote HIV prevention are aimed at a younger 

audience135. The lack of materials specifically targeting older individuals has 

been previously documented and are needed in order to educate this 

group55, 73, 136-138. Improved knowledge is not only desired by older 

patients139, but has been shown to improve their ability to negotiate safer 

sex140.  

The latest NASTAL and Australian Study of Health and Relationships 

(ASHR) surveys included participants up to the age of 74 years61, 62. This 

indicates an acknowledgement of the importance of sexuality in older age. 

However despite this change, there is no reference to sexuality or sexual 

health in several health-related policies for older people, including the 

national service framework for older people, or the briefing on the health and 

care of older people in England141, 142. This indicates that the sexual health of 

older people is not yet a national health priority.  



45 
 

In spite of increased healthcare interactions in older age, older individuals 

are less likely to be offered HIV testing by a HCP106. Although there is some 

evidence to suggest there are unique factors associated with undergoing HIV 

testing in older age, it is not yet fully understood why older individuals are 

less likely than younger individuals to undergo timely HIV testing.  

 

1.6. Summary  

In the UK, significant progress towards the UNAIDS target of 90-90-90 has 

been achieved. However, increasing the number of individuals undergoing 

regular HIV testing and reducing the number of people living with 

undiagnosed HIV remains a public health priority5.  

Despite a decrease in the number of new diagnoses in the UK overall, the 

number and proportion of new diagnoses among older adults continues to 

increase5, 31. Older individuals are disproportionately affected by late HIV 

diagnosis and experience increased rates of morbidity and mortality. In 

addition, they are more complex to treat, cost more to healthcare services, 

and have probably been living with HIV for several years which has 

implications for onward HIV transmission.  

Varied testing and prevention initiatives have been successful in encouraging 

individuals to undergo HIV testing, and in reducing the number of new HIV 

diagnoses in the UK. However, persistent rates of late diagnosis among 

older individuals suggest that current initiatives may not meet their needs, 

and that there may be unique factors associated with undergoing testing in 

this group.  

There is some evidence to suggest that despite national HIV testing 

guidelines, an older individual is less likely to be offered HIV testing than a 

younger individual, and is more likely to be diagnosed in hospital with 

advanced disease. Although factors such as stigma and risk perception play 

a role in whether an older individual undergoes HIV testing, there is a lack of 
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research specifically investigating the factors associated with undergoing 

testing among older people.   

In order to reduce the number of people living with undiagnosed HIV 

infection in the UK, and in order to reach the UNAIDS 90-90-90 target, 

interventions will have to be designed to increase HIV testing and reduce late 

diagnosis among older individuals. However, in order for any targeted 

interventions to be successful, the epidemiological profile of the target 

population, and the factors influencing whether an older individual undergoes 

HIV testing or not, need to be fully understood.  

 

1.7 Thesis aim 

The primary aim of the work performed during the course of my doctoral 

studies described in this thesis, was to better understand the reasons for late 

diagnosis of HIV in people aged ≥50 years. 

 

1.7.1 Secondary aims 

• To provide the epidemiological profile of people diagnosed with HIV 

aged ≥50 years in the UK 

• To undertake a systematic review of the current literature to identify 

previously reported patient- and clinician-related factors associated 

with undergoing HIV testing in people aged ≥50 years 

• To identify patient-related factors associated with undergoing testing 

for HIV in people aged ≥50 years who were diagnosed late with HIV  

• To identify clinician-related factors associated with offering HIV testing 

to patients aged ≥50 years 

 

The results of this thesis will inform the design of interventions to increase 

HIV testing and timely diagnosis in people aged ≥50 years.  
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Chapter 2 – The epidemiological profile of people 

diagnosed with HIV aged 50 years and over in the 

UK 

 

2.1 Background 

Individuals diagnosed with HIV in older age are disproportionately affected 

by late diagnosis. Tailored and targeted interventions are needed in order to 

increase HIV testing and reduce late diagnosis in this group. However, 

before the design of interventions, an understanding of the epidemiological 

profile of the study population is needed. This chapter utilises national 

surveillance data to better understand the characteristics of older people who 

are diagnosed with HIV in the UK. Findings from this chapter, alongside 

findings from a systematic review of literature (Chapter 3), were used to 

inform the design of novel qualitative studies to explore factors associated 

with undergoing HIV testing among older individuals (Chapters 4, 5 and 6).  

 

2.2 Introduction 

In the UK the number of new HIV diagnoses decreased by 28% between 

2015 and 201738. This sharp decline is most clearly evident among men who 

have sex with men (MSM), where a 31% reduction in new diagnoses has 

been observed since 201538. This large decline among MSM is mainly 

focussed around five ‘large fall’ clinics in London and has been largely 

attributed to increased HIV testing among high risk individuals, rapid initiation 

of treatment after diagnosis, and the increased availability of pre-exposure 

prophylaxis (PrEP)39, 47. There has also been a decline in the number of new 

HIV diagnoses among heterosexual populations in the UK. Although it is not 

yet clear what is causing a decline among white heterosexual populations, a 
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gradual decline among black African and black Caribbean heterosexual 

populations is mainly attributed to a reduction in migration to the UK from 

high prevalence countries5, 38. However, despite this success, the number of 

new diagnoses among people aged ≥50 years continues to increase5.  

Increasing rates of new HIV diagnoses in older age is not confined to the UK 

and has been observed across Europe143. An analysis of European 

surveillance data indicated that the number of new HIV diagnoses among 

people aged ≥50 years significantly increased in 16 European countries 

between 2004 and 2015. The annual average rise in the number of new HIV 

diagnoses in this group increased by 2.1 per 100,000 population (p=0.0009) 

over the study period. This trend was mainly seen in Central and Eastern 

Europe and was observed regardless of probable transmission route. 

However, combined data indicated that a diagnosis in older age was found to 

be associated with male gender, heterosexual transmission, and among 

indigenous individuals143. This profile is in line with other European data33, 144, 

145. Conversely, data from the USA indicates that new HIV diagnoses among 

people aged ≥50 years decreased in the USA between 2011 and 2015, and 

was more common among black/African Americans and MSM146. Despite 

this, an HIV diagnosis in older age is associated with increased late 

diagnosis, increased hospitalisation, and reduced survival time after 

diagnosis5, 31, 33, 144-146. Although European data suggests that there has been 

an increase in baseline CD4 over time among all individuals, older people 

still remain disproportionally affected by late HIV diagnosis143, 144. High rates 

of late diagnosis have also been persistently observed in the UK38, 

particularly among people diagnosed with HIV aged ≥50 years5, 31, 38.  

Clinically, late diagnosis of HIV is defined as a diagnosis with a CD4 cell 

count of <350 cells/ µl or a presentation with an AIDS-defining illness30, and 

was traditionally used as a threshold for treatment initiation28. However, 

following evidence to suggest that early treatment initiation significantly 

reduces the risk of death and serious events such as AIDS-related 

conditions, liver disease, or heart disease27, HIV treatment guidelines now 

recommend the immediate offer of treatment at diagnosis29. For this reason, 
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defining a diagnosis as ‘late’ may no longer be a useful clinical tool because 

every individual should be offered treatment at the time of HIV diagnosis 

regardless of their CD4 cell count at baseline29. However, late diagnosis 

remains an important tool for HIV surveillance. For the purposes of 

surveillance, late diagnosis is defined as an HIV diagnosis with a CD4 cell 

count of <350 cells/ µl5. Reports of AIDS at diagnosis are not considered in 

this definition due to inadequate reporting.    

Public Health surveillance data are used to understand the epidemiology of 

HIV. In the UK the comprehensive and systematic collection of health-related 

data are used not only to monitor the changing patterns of disease, but to 

highlight priorities for intervention, and monitor progress towards public 

health targets52, 147. In the UK, data are collected quarterly on every 

individual accessing specialist HIV care, and includes the collection of 

demographic and clinical variables. Regular reporting by Public Health 

England (PHE) on the impact of expanded HIV testing and the progress 

toward the UNAIDS 90-90-90 target (Chapter 1) are examples of how these 

data are currently utilised. In order to monitor progress toward the 90-90-90 

target, a continuum of care has been developed. This is an important public 

health tool which utilises surveillance data to examine the progress towards 

each of the 90-90-90 targets over time148.  

Currently in the UK, only the first ‘90’ target (90% of people living with HIV 

aware of their infection) is yet to be achieved. An individual diagnosed late 

with HIV has been living with undiagnosed infection for up to five years at the 

time of diagnosis, and therefore has significant implications for onward 

transmission31, 41. For this reason, reducing late diagnosis is crucial in 

achieving this target and remains a public health priority.  

The number of new diagnoses among individuals aged ≥50 years are 

continuing to increase. Older individuals are also most likely to be diagnosed 

late with HIV5, 31, and experience increased morbidity and mortality3. 

Therefore it is particularly important to reduce late diagnosis in this group to 

reduce the number of older people living with undiagnosed HIV, if the first 

‘90’ target is to be achieved. However, before the design of interventions to 
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increase testing, an epidemiological profile of the target population first have 

to be understood. This not only includes an understanding in terms of their 

demographics and impact of a late diagnosis, but also requires an 

understanding of where an individual acquired HIV, which would give insight 

into whether there is a role to play in the prevention of HIV in older non-UK 

born individuals.  

 

2.3 Aims 

The primary aim of this analysis is to provide the epidemiological profile of 

people diagnosed with HIV aged ≥50 years in the UK between 2007 and 

2016.  

Secondary aims: 

• To better understand the probable region of HIV infection for older 

individuals by presenting data for those diagnosed aged <50 years 

and those diagnosed aged ≥50 years 

• To better understand individuals who acquired HIV in older age by 

presenting a demographic profile of people aged ≥50 years at time of 

HIV acquisition 

• To present a continuum of care for people diagnosed with HIV aged 

≥50 years to understand progress towards the UNAIDS 90-90-90 

target for this group 

• To better understand overall mortality and the proportion of death due 

to AIDS in older individuals by presenting data for those diagnosed 

aged <50 years and those diagnosed aged ≥50 years 

• To better understand short-term mortality and the potential impact of 

late diagnosis in older individuals by presenting data for those 

diagnosed aged <50 years and those diagnosed aged ≥50 years 

• To better understand short-term mortality in individuals who were 

diagnosed with HIV in older age by presenting a demographic profile 
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of those diagnosed with HIV aged ≥50 years, who died within one 

year of diagnosis 

 

2.4 Methods 

All analysis conducted in this chapter are descriptive. National surveillance 

data which are routinely collected by Public Health England (PHE) were used 

in this analysis. In this section, data sources are described and any 

secondary analysis conducted is outlined.  

 

2.4.1 Use of national surveillance data 

Public Health England routinely collect national surveillance data on all HIV 

positive individuals accessing care in the UK, as well as information on all 

new HIV diagnoses. Data are collected from a range of sources, utilising a 

range of reporting systems (Figure 2.1). 
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Figure 2.1: Collection of UK HIV national surveillance data 

 

 

Data regarding any new HIV diagnosis is collected via a ‘new diagnosis 

report’. This is received either directly from settings such as sexual health 

clinics, primary care, hospitals, via community testing sites, directly from 

laboratories, or via an HIV clinic when a patient attends for confirmatory HIV 

testing. Data from the new diagnosis report are combined with demographic 

information in the HIV and AIDS Reporting System (HARS). 

Alongside the routine collection of data on any new HIV diagnosis, the HARS 

dataset reports data on every clinical interaction for all individuals accessing 

HIV care in the UK. Data are collected quarterly and is uploaded directly from 

each HIV clinic. This data includes any updates to demographic data, such 

as gender, as well clinical data (see Appendix A for summary variables). 

Once data has been uploaded and validated, PHE verify the data to check 

for missing variables or inconsistencies. Identifying information such as 

Soundex codes (a code consisting of a letter and three numbers based on an 

individual’s name) and dates of birth are used to remove any duplicate 
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reporting, for example where one individual attends more than one HIV clinic 

for care. In addition to this reporting system, data from the Office for National 

Statistics (ONS), such as date and cause of death, are reported directly to 

PHE. 

 

2.4.2 Data provided by PHE 

2.4.2.1 Data variables 

All data utilised in this analysis are provided by PHE, collected via the 

reporting systems described above (Figure 2.1) This includes demographic 

and clinical data (Appendix B) on any individual (aged ≥15 years) diagnosed 

with HIV between 2007 and 2016, who accessed HIV care in the UK. Data 

up to 2016 were included because at the time of analysis, this was the most 

recent data available which had been collected and validated by PHE. It was 

felt that a period of ten years was appropriate in order to observe any 

patterns in the data, and as such, data were included from 2007. 

For the purpose of this analysis, data are only presented for individuals who 

acquired HIV via sex between men or heterosexual sex. Data are not 

presented for individuals who acquired HIV via injecting drug use (IDU), or 

where the exposure group is unknown. The reason for non-inclusion of 

people who acquired HIV via IDU is because of low numbers; there were 

only 129 new diagnoses due to IDU in people aged ≥50 years between 2007 

and 2016. 

2.4.2.2 Pre-existing statistical models 

In addition to data variables provided by PHE, I was granted permission to 

utilise data from pre-existing models. The CD4 back-calculation model is a 

standard PHE tool used in routine surveillance, and can be used to give an 

approximation of when an individual most likely acquired HIV. This model is 

built on data from a register of people who were known to have recently 

acquired HIV infection. CD4 results were monitored over time for all of these 
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individuals in order to provide an estimation on the time it takes from HIV 

infection to late diagnosis. This method is fully explained by Birrell et al49. 

Access to the multi-parameter evidence synthesis (MPES) model was also 

provided. This model provided estimated numbers of people living with 

undiagnosed HIV infection in the UK. Estimates were provided for different 

groups, for example by age group or risk group149.  

 

2.4.3 Definition of older age 

For the purpose of this analysis, “older” refers to a patient aged ≥50 years. It 

is acknowledged that 50 years is not a traditional cut-off for older age. 

However, this threshold is commonly used within the context of HIV150 and is 

consistent with the Centre for Disease Control (CDC)151 and United Nations 

(UN)152 reporting. This cut-off recognises the increased morbidity and 

mortality observed when an individual is diagnosed with HIV aged ≥50 

years5, 31. It also acknowledges that age-related comorbidities occur at an 

earlier age in HIV positive individuals when compared to HIV negative 

individuals, and recognises the increased burden of age-related 

comorbidities in people living with HIV (PLWH) aged 50 and over when 

compared to PLWH aged <50 years153, 154. 

 

2.4.3.1 Late diagnosis classification 

For the purpose of this analysis, a late diagnosis of HIV was defined as a 

diagnosis with a baseline CD4 count of <350 cells/ µl. The presence of AIDS 

at diagnosis was not incorporated into this definition due to inconsistent 

reporting of this data field. This is in line with current PHE reporting5. In order 

to account for delays in reporting or potential reporting errors (for example 

due to confirmatory HIV testing), a baseline CD4 cell count was classified as 

the first result received within -14 and +91 days of an HIV diagnosis.  
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Where an individual was diagnosed with a baseline CD4 cell count of ≥350 

cells/ µl, they were classified as diagnosed promptly. In cases where no 

baseline CD4 result was available, it was not possible to classify the 

diagnosis as a late or prompt. For this reason, these individuals were 

removed from any analysis which included a breakdown by late diagnosis 

category.  

 

2.4.4 Probable region of HIV infection analysis 

As part of this analysis, I present data on the probable region of HIV 

acquisition for all individuals diagnosed with HIV within the study period. 

Data were presented for individuals by exposure group and age, and by 

diagnosis category (late and prompt diagnosis).  

For individuals born in the UK I utilised data detailing the probable region of 

HIV infection which are collected by PHE via HARS. These data are clinician 

reported, which relies on clinicians in each HIV centre completing this data 

field. There is therefore the assumption that these data are accurately 

reported. In order to account for any missing data, I performed an intention to 

treat analysis. I calculated the upper bound by assuming that all individuals 

where the region of infection was not reported acquired HIV in the UK. The 

lower bound was calculated assuming all individuals where the region of 

infection was not reported acquired HIV outside of the UK.  

For non UK-born individuals, data regarding probable region of infection 

were estimated rather than relying on clinician-reported data. These 

estimations were performed by the PHE team and are the standard tool for 

estimating region of infection for non-UK born individuals155. They utilised 

data from the CD4 back calculation model (see Section 2.4.2.2) which gives 

an approximation as to when an individual most likely acquired HIV. Where 

the year of likely infection was prior to date of arrival into the UK, HIV 

acquisition is assigned as having been acquired outside of the UK. 
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Conversely, where a likely date of infection falls after a date of arrival into the 

UK, HIV acquisition is assigned as in (or after arrival in) the UK155. 

 

2.4.5 Age at infection analysis 

Data estimating age at HIV acquisition were provided by PHE. I utilised this 

data to present the number of individuals who were aged <50 years and ≥50 

years at HIV acquisition over time between 2007 and 2016. I further used 

this data to present a demographic profile of individuals who likely acquired 

HIV aged ≥50 years by exposure group.  

In order to estimate the age of an individual at infection, the PHE team use 

the CD4 back calculation model (Section 2.4.2.2). This model provides the 

year of likely HIV acquisition, which was used alongside age at diagnosis to 

estimate the likely age of an individual when they acquired HIV. 

 

2.4.6 Continuum of care estimates 

Public Health England report on the progress made towards the 90-90-90 

UNAIDS target34. Estimated numbers of people living with undiagnosed HIV 

infection in the UK are estimated by the multi-parameter evidence synthesis 

(MPES) model (Section 2.4.2.2). This model provides estimates for different 

groups, for example based on age group or risk group149.  

I utilised these estimates to present a continuum of care for people aged ≥50 

years at HIV diagnosis. Currently the model provides estimates for 

individuals aged <45 years and ≥45 years. In keeping with the rest of the 

analysis, a decision was made to continue to utilise 50 years as a cut off for 

all analysis. For this reason, the proportion of people living with undiagnosed 

HIV infection (the first ’90’ target) was not presented. Therefore only the 

proportion of individuals aged ≥50 years currently receiving treatment and 

virally suppressed were presented.   
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Public Health England provided me with data in order to calculate the 

proportion of individuals diagnosed with HIV aged ≥50 years who were 1) 

receiving treatment and those who were 2) virally suppressed (Appendix B).  

• I classified any individual who was diagnosed aged ≥50 years to be 

receiving treatment (second ‘90’ target) if: they had had an 

appointment at an HIV clinic within the last year, and had an ARV 

category as “receiving ARV”.  

• I classified any individual who was diagnosed aged ≥50 years to be 

virally suppressed (third ‘90’ target) if: they also had a viral load result 

within the last year which was <200 copies/ml. Using <200 copies/ml 

rather than the usual <50 copies/ml is in line with current PHE 

reporting, allowing for ‘blips’ (where the viral load briefly increases 

above 50 copies/ml).  

 

2.4.7 Short-term and overall mortality 

Public Health England collect data regarding the death of any HIV positive 

individual from the ONS national mortality register. Data indicating a death 

had occurred, and data regarding the date of death were provided by PHE. I 

used this data to present overall mortality (any death in an HIV positive 

individual) for individuals diagnosed with HIV aged <50 years and ≥50 years.  

I also utilised PHE data to present short-term mortality (death within one year 

of HIV diagnosis) on individuals aged <50 years and ≥50 years at diagnosis, 

by late diagnosis group (late and prompt). Further, I used this data to present 

a demographic profile of all the individuals aged ≥50 years at diagnosis, who 

had died within one year.  

 

2.4.7.1 Cause of death 

Data regarding the cause of death were provided by PHE. These data had 

been classified as death which was due to AIDS and death which was not 
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due to AIDS. In reporting on death, PHE further utilise death certificate data 

and clinical markers to classify actual cause of death. However, it was not 

felt this that this was required for this analysis and so data provided were 

clinician-reported data collected by PHE via HARS.  

I used the provided data field to present the number and proportion of people 

who had died due to AIDS by age group at diagnosis (<50 years and ≥50 

years).  

 

2.5 Results  

2.5.1 HIV diagnoses in the UK 

The annual number of new HIV diagnoses among all individuals in the UK 

fell from 7166 to 5137 between 2007 and 2016 (Table 2.1). The number of 

new diagnoses among people who inject drugs are small and remain fairly 

constant throughout the study period. For this reason they have been 

excluded from further analysis. A gradual decline in number of new 

diagnoses is observed among heterosexual men and women. However, the 

sharp decline observed between 2015 and 2016 (from 6248 to 5137) is 

largely attributed to a 23% reduction in new diagnoses among MSM (Figure 

2.2). 
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Figure 2.2: Number of new HIV diagnoses in individuals diagnosed in the UK 

between 2007 and 2016 

 

2.5.1.1 Number of new diagnoses by age group 

Despite a general decline in the number of new HIV diagnoses between 

2007 and 2016 (Table 2.1), this trend differs depending on age group. 

Generally, when diagnosed with HIV aged <50 years, the number of new 

diagnoses declined by 36% (from 6465 in 2007 to 4166 in 2016). 

Conversely, when diagnosed with HIV aged ≥50 years, the number of new 

diagnoses increased by 39% (from 701 in 2007 to 971 in 2016).  

Despite this general trend, a breakdown of older individuals into further age 

categories (50-59, 60-69, 70+) indicates that despite the upward trend in the 

number of new diagnoses between 2007 and 2016 overall, a downward 

trend can be observed between 2014 and 2016 (Figure 2.3). The largest 

decline is seen in the oldest group, although it is notable that actual numbers 

in this group are small. This trend is consistent with the large decline among 

MSM (all ages) within the same period (Figure 2.2).   
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Figure 2.3: Number of new HIV diagnoses by age group in individuals 

diagnosed aged ≥50 years in the UK between 2007 and 2016

 

 

2.5.1.2 Number of new diagnoses by age group and probable transmission 

group 

As outlined above, there is a general trend in the number of new diagnoses 

whereby the number of new diagnoses in younger individuals decreased and 

the number in older individuals increased over the study period. This trend is 

observed regardless of probable transmission group (see column 

percentages in Table 2.1). There was a 16% reduction in number of new HIV 

diagnoses among younger MSM, compared to a 12% increase among older 

MSM. Similarly there was a reduction in number of new diagnoses among 

younger heterosexual men (56%) whilst a small increase was observed 

among older heterosexual men (3%). The largest observed changes were 

among women: with a 68% decrease in number of new diagnoses among 

younger women, and a 24% increase among older women. 
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Table 2.1: Number and proportion of all individuals diagnosed with HIV in the UK between 2007 and 2016, by age and probable 

route of transmission group 

 

Year of 
diagnosis 

All individuals Men who have sex with men 
15-49 years 

 
≥50 years 

 
15-49 years 

 
≥50 years 

 n (%) Row Total (%) 

 

 

 

n (%) Row Total (%) n (%) Row Total (%) n (%) Row Total (%) 
2007 6465 (12) (90) 701 (8) (10) 2510 (10) (90) 264 (9) (10) 
2008 6270 (12) (89) 792 (9) (11) 2381 (9) (90) 275 (9) (10) 
2009 5652 (11) (87) 838 (9) (13) 2400 (10) (89) 310 (10) (11) 
2010 5397 (10) (86) 845 (9) (14) 2442 (10) (89) 291 (9) (11) 
2011 5217 (10) (86) 861 (10) (14) 2528 (10) (89) 306 (10) (11) 
2012 5198 (10) (84) 961 (11) (16) 2670 (11) (88) 352 (11) (12) 
2013 4979 (9) (84) 961 (11) (16) 2706 (11) (90) 316 (10) (10) 
2014 5053 (9) (82) 1113 (12) (18) 2744 (11) (88) 365 (12) (12) 
2015 5202 (10) (83) 1046 (12) (17) 2791 (11) (90) 322 (10) (10) 
2016 4166 (8) (81) 971 (11) (19) 2103 (8) (88) 295 (10) (12) 
Total 53599 (101)  9089 (102)  5275 (101)  3096 (100)  
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Table 2.1 continued: Number and proportion of all individuals diagnosed with HIV in the UK between 2007 and 2016, by age and 

probable route of transmission group 

 

Year of 
diagnosis 

Heterosexual men Women 
15-49 years 

 
≥50 years 

 
15-49 years 

 
≥50 years 

 n (%) Row Total (%) n (%) Row Total (%) n (%) Row Total (%) n (%) Row Total (%) 
2007 1324 (15) (84) 243 (10) (16) 2211 (16) (94) 149 (8) (6) 
2008 1238 (14) (84) 237 (9) (16) 2136 (16) (91) 205 (11) (9) 
2009 1061 (12) (81) 251 (10) (19) 1706 (12) (90) 185 (10) (10) 
2010 958 (11) (79) 261 (10) (21) 1530 (11) (88) 207 (11) (12) 
2011 935 (10) (77) 286 (11) (23) 1351 (10) (88) 182 (9) (12) 
2012 825 (9) (76) 254 (10) (24) 1266 (9) (85) 217 (11) (15) 
2013 760 (8) (74) 270 (11) (26) 997 (7) (83) 198 (10) (17) 
2014 715 (8) (72) 282 (11) (28) 1010 (7) (81) 231 (12) (19) 
2015 653 (7) (74) 234 (9) (26) 844 (6) (83) 178 (9) (17) 
2016 578 (6) (70) 250 (10) (30) 713 (5) (79) 185 (10) (21) 
Total 9047 (100)  2568 (101)  13764 (99)  1937 (101)  
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2.5.1.2 The proportion of new HIV diagnoses in people aged <50 years and 

≥50 years between 2007 and 2016 

Among all individuals, the proportion of new HIV diagnoses attributable to 

individuals aged ≥50 years almost doubled (from 10% to 19%) between 2007 

and 2016 (see row percentages in Table 2.1). Despite this, the increase in 

observed number of new diagnoses in this group was modest within the 

same period, from 701 in 2007 to 971 in 2016. On the other hand, there was 

a modest decrease in proportion of new HIV diagnoses (from 90% to 81%) 

among younger individuals, and a large observed decrease in actual number 

of new diagnoses from 6465 in 2007 to 4166 in 2016 in the same group.  

Changes to either the proportion or the observed number of new HIV 

diagnoses among MSM between 2007 and 2016, regardless of age group, 

are small. However, differences are more substantial within heterosexual 

populations, and there was a similar pattern among heterosexual men and 

women. Among younger heterosexual men and women, there is a small 

decrease in the overall proportion of new diagnoses between 2007 and 2016 

(from 84% to 70% in men and 94% to 79% in women), although there is a 

large decline in observed number of new diagnoses. This observed decline 

in number of new diagnoses is largest among younger women (from 2211 to 

713 between 2007 and 2016). Within the older heterosexual populations, 

there is little change in actual number of new diagnoses but the proportion of 

new diagnoses which are attributable to this group almost double (from 16% 

to 30%) in heterosexual men, and increase by 3.5 times (from 6% to 21%) in 

women. 

 

2.5.2 Older individuals diagnosed with HIV 

2.5.2.1 Region of diagnosis 

Overall, a larger proportion of people were diagnosed with HIV out of London 

than in London between 2007 and 2016 (Table 2.2). Among all individuals 

diagnosed with HIV aged <50 years, the split was fairly even with 44% 



64 
 

(23467) diagnosed in London compared to 56% (30078) diagnosed outside 

of London. However, the split was more obvious among older people; 

approximately two thirds (63%; 5673) were diagnosed with HIV outside of 

London.  

This pattern was similar for all older individuals regardless of probable route 

of infection; 64% (1979) of older MSM, 64% (5794) of older heterosexual 

men; and 60% (8663) of older women were diagnosed outside of London 

within the study period.  

 

2.5.2.2 Ethnicity  

The majority of new HIV diagnoses between 2007 and 2016 occurred in 

people of white or black African ethnicity (Table 2.2).  

When compared with heterosexual populations, there was little ethnic 

diversity among MSM, where the majority of new diagnoses occurred in 

people of white ethnicity. This was particularly the case for older MSM, 

where almost all diagnoses were among white individuals (92%) compared 

with 2% black African/Caribbean, 1% Indian, Pakistani, Bangladeshi (IPB) 

and 5% other.  

Ethnicity was more diverse among heterosexual populations and unlike 

MSM, diversity increased with age. Although the majority of younger 

heterosexual men were of black African ethnicity (52%), the majority of older 

heterosexual men were of white ethnicity (53%). The older group also had a 

slightly larger proportion of all other reported ethnicities compared to their 

younger counterparts (black Caribbean 6% compared to 4%; and IPB 3% 

compared to 2%).   

The majority of diagnoses in women were in people of black African ethnicity, 

regardless of age (65% in those aged <50 years and 54% in those aged ≥50 

years. However there was greater ethnic diversity among older women. A 

larger proportion of older women were of white (31% compared to 19%), 



65 
 

black Caribbean (6% compared to 4%) and IPB (2% compared to 1%) when 

compared to younger women.
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Table 2.2: Demographics and characteristics of all individuals diagnosed with HIV in the UK between 2007 and 2016 

  All individuals Men who have sex with 
men Heterosexual men Women 

  15-49 
years 

≥50 
years 15-49 years ≥50 years 15-49 

years 
≥50 

years 
15-49 
years 

≥50 
years 

  n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) 
                  
Region of diagnosis                

London 23467 (44) 3398 (38) 12543 (50) 1116 (36) 3245 (36) 919 (36) 5088 (37) 771 (40) 
Out of London 30078 (56) 5673 (63) 12716 (50) 1979 (64) 5794 (64) 1648 (64) 8663 (63) 1162 (60) 

 
               

Ethnicity 
White 27425 (54) 5159 (63) 19953 (81) 2793 (92) 2820 (32) 1341 (53) 2625 (19) 582 (31) 
Black African 15242 (30) 1983 (24) 685 (3) 43 (1) 4617 (52) 779 (31) 8848 (65) 1028 (54) 
Black Caribbean 1575 (3) 323 (4) 547 (2) 43 (1) 378 (4) 147 (6) 560 (4) 104 (6) 
IPB 681 (1) 134 (2) 288 (1) 16 (1) 218 (2) 64 (3) 110 (1) 31 (2) 
Other 5978 (12) 595 (7) 3123 (13) 144 (5) 873 (10) 206 (8) 1449 (10) 156 (8) 

 
               

Baseline CD4 
<200 cells/µl 12012 (24) 3253 (41) 3661 (15) 991 (34) 3253 (38) 1170 (48) 4037 (31) 771 (42) 
200-349 cells/µl 9880 (20) 1557 (20) 4338 (18) 574 (19) 1902 (22) 487 (20) 2943 (23) 364 (20) 
350-449 cells/µl 7286 (15) 847 (11) 3950 (16) 368 (13) 1060 (13) 223 (9) 1803 (14) 194 (11) 
>450 cells/µl 20119 (41) 2262 (29) 12400 (51) 1021 (35) 2283 (27) 562 (23) 4107 (32) 516 (28) 

 
53599 9089 25275 3096 9047 2568 13764 1937 Total 
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2.5.2.2.1 Changes in ethnicity over time 

Within the study period, there was a 73% decrease (from 2648 in 2007 to 

703 in 2016) in the number of new HIV diagnoses among all younger 

individuals reporting black African ethnicity (Appendix C). This shift led to an 

increase in the proportion of new diagnoses attributable to older white and 

older black African individuals; new diagnoses among older white individuals 

increased by 1.5 times (from 13% to 20%) and by more than 3 times among 

older black African individuals (from 6% to 19%). Further, the number of new 

diagnoses among older people of ‘other’ ethnicities almost doubled during 

the study period (from 8% to 14%), supporting the observation of increased 

ethnic diversity among older groups compared to their younger counterparts 

(Section 2.5.2.2). 

There was little change in ethnicity among MSM over the decade, regardless 

of age. However, a reduction in both the number and proportion of new 

diagnoses among younger heterosexual black African men (by 77% from 

849 to 193) corresponded to a large increase in the proportion of new 

diagnoses among older black African heterosexual men (from 9% to 25%). 

This is in spite of small changes in observed number.  

The largest change in ethnicity over time can be observed among women. 

Similarly to heterosexual men, a large decrease in the number of younger 

women reporting black African ethnicity was observed over the study period. 

A decrease of 80% (from 1640 in 2007 to 335 in 2016) corresponded to an 

increase in the proportion of new diagnoses among older black African 

women, despite little change in observed number.  

 

2.5.2.3 Late diagnosis 

Within the study period more than half of younger individuals (56%), 

regardless of probable transmission route, were diagnosed with a CD4 count 

of ≥350 cells/µl indicating timely diagnosis (Table 2.2). However, during the 

same period, a larger proportion of older individuals (61%) were diagnosed 
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late with HIV (with a baseline CD4 count of <350 cells/ µl), most of whom 

(41%) were diagnosed with advanced HIV (CD4 <200 cells/ µl).  

Regardless of probable transmission route, higher proportions of late 

diagnoses were observed among older individuals compared with their 

younger counterparts. However, this disproportionate burden of late 

diagnosis in older age is most evident among heterosexual populations 

where 68% of all diagnoses in older heterosexual men and 62% of all 

diagnoses in older women were late, compared to 53% of older MSM.  

However, although the overall proportion of late diagnosis was lowest among 

MSM, the percentage increase in late diagnosis among older MSM 

compared to younger MSM was larger than any other group (an increase of 

62%).   

 

2.5.2.3.1 Late diagnosis in people aged ≥50 years 

During the study period there was a reduction in the proportion of new HIV 

diagnoses which were late among all older individuals (from 68% in 2007 to 

58% in 2016). However, greater numbers of older individuals were 

diagnosed late than prompt overall (Table 2.3). The reduction in proportion of 

late diagnoses over time is attributable to an increase in number of new 

diagnoses which were prompt within this period, particularly among older 

MSM. 

Although there was little change in the number of new late diagnoses among 

older MSM over time, an increase in the number of new prompt diagnoses in 

this group was observed. By the end of the study period, there were more 

new diagnoses which were prompt in this group than late; in 2016 there were 

140 new prompt diagnoses and 115 late diagnoses. However, this trend was 

not seen in heterosexual groups, and despite small increases in the number 

of new prompt diagnoses, there were always more diagnoses which were 

late. However, small increases in the number of new prompt diagnoses 

among heterosexual groups resulted in the reduction in proportion of late 
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diagnoses. Despite this, in 2016 68% of all new diagnoses in heterosexual 

men, and 60% of all new diagnoses in women were late. 

A larger proportion of people diagnosed late with HIV were diagnosed 

outside of London. This was the same for all groups, although a higher 

proportion of late diagnoses was observed among MSM. 

There was little ethnic variation among older people diagnosed late or 

prompt, particularly among MSM where 92% of all diagnoses among older 

MSM were in white individuals regardless of whether they were diagnosed 

late or prompt. However, a slightly larger proportion of late diagnoses among 

heterosexual men and women were seen in black African individuals.  
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Table 2.3: Demographics and characteristics of older individuals diagnosed late1 and promptly2 with HIV in the UK (2007-2016) 

   All individuals Men who have sex with men Heterosexual men Women 
   Late Prompt Late Prompt Late Prompt Late Prompt 
   n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) 

                    
Year of diagnosis                  2007 401 (68) 193 (32) 135 (60) 91 (40) 152 (73) 56 (27) 95 (68) 44 (32) 

 2008 452 (68) 214 (32) 162 (66) 83 (34) 140 (70) 60 (30) 120 (67) 59 (33) 
 2009 498 (67) 243 (33) 176 (60) 116 (40) 165 (72) 65 (28) 114 (70) 50 (30) 
 2010 447 (61) 280 (39) 141 (55) 117 (45) 156 (65) 84 (35) 116 (62) 70 (38) 
 2011 463 (61) 299 (39) 141 (50) 143 (50) 187 (71) 75 (29) 103 (62) 64 (38) 
 2012 493 (63) 287 (37) 172 (55) 141 (45) 174 (76) 56 (24) 118 (60) 79 (40) 
 2013 461 (59) 315 (41) 147 (50) 145 (50) 167 (69) 75 (31) 108 (59) 74 (41) 
 2014 488 (57) 367 (43) 159 (50) 162 (50) 159 (63) 94 (37) 117 (58) 84 (42) 
 2015 431 (57) 320 (43) 132 (50) 134 (50) 131 (64) 74 (36) 94 (58) 69 (42) 
 2016 413 (58) 304 (42) 115 (45) 140 (55) 143 (68) 66 (32) 97 (60) 64 (40) 

Region of diagnosis 
                 London 1660 (37) 1148 (41) 474 (32) 529 (42) 579 (37) 241 (34) 437 (40) 271 (41) 

 Out of London 2885 (63) 1671 (59) 1006 (68) 742 (58) 995 (63) 463 (66) 644 (60) 385 (59) 

Ethnicity 
                

 White 2696 (61) 1865 (68) 1343 (92) 1149 (92) 815 (52) 404 (58) 320 (30) 216 (34) 
 Black African 1179 (27) 546 (20) 26 (2) 15 (1) 491 (32) 181 (26) 596 (56) 320 (50) 
 Other 570 (13) 334 (12) 95 (6) 80 (6) 252 (16) 114 (16) 152 (14) 108 (17) 

                                                           
1 Baseline CD4 <350 cells/µl  
2 Baseline CD4 >350 cells/µl 
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2.5.2.4 Probable region of HIV acquisition  

2.5.2.4.1 UK-Born individuals 

Overall, the majority of people born in the UK were estimated to have 

acquired their infection in the UK, regardless of age (Table 2.4). However, 

the proportion of infections estimated to have been acquired in the UK is 

larger for younger UK-born individuals (91%) compared to older UK-born 

individuals (79%).  

Within the younger group there was little variation in the estimated proportion 

of UK-born individuals acquiring their infection in the UK by late or prompt 

diagnosis (90% and 92% respectively). Conversely, within the older group a 

larger proportion (81%) of UK-born older individuals diagnosed late with HIV 

likely acquired HIV in the UK than those diagnosed promptly (77%).  

The proportion of older UK-born individuals estimated to have acquired HIV 

in the UK was highest among MSM (1783, 92%). The majority of older UK-

born MSM acquired HIV in the UK regardless of whether they were 

diagnosed late or promptly (988, 94% in those diagnosed late and 757, 90% 

in those diagnosed promptly). The number and proportion of older UK-born 

women estimated to have acquired HIV in the UK was lower (346, 81%). 

However, the majority still acquired HIV in the UK despite late or prompt 

diagnosis group (210, 83% in those diagnosed late and 130, 79% in those 

diagnosed promptly).  

The proportion of older UK-born individuals who acquired HIV in the UK was 

lowest among older UK-born heterosexual men (53%), particularly among 

those diagnosed promptly where only 43% (139) acquired HIV in the UK. For 

those who acquired HIV abroad, and where a region of infection was 

recorded, the majority (265) acquired HIV in Asia.
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Table 2.4: Proportion of UK-born individuals estimated to have acquired their infection in the UK between 2007 and 2016 

 

Proportion 
acquired 
in the UK 

All individuals 
 

Men who have sex with men 
 

15-49 years 
 

≥50 years 
 

15-49 years 
 

≥50 years 
 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

                  

All 
individuals 

 

14774  

[13864-14864] 

91  

[86-92] 

2860  

[2629-2920] 

79  

[73-81] 

11155  

[10541-11185] 

95  

[90-96] 

1783  

[1689-1791] 

92  

[87-92] 

Late 
diagnosis 

 

5460  

[5086-5504] 

90  

[83-90] 

1732  

[1581-1767] 

81  

[74-83] 

3778  

[3553-3789] 

95  

[90-96] 

988  

[941-991] 

94  

[89-94] 

Prompt 
diagnosis 

8981  

[8469-9025] 

92  

[87-93] 

1067  

[991-1090] 

77  

[71-79] 

7137  

[6762-7155] 

95  

[90-96] 

757  

[711-762] 

90 

 [84-90] 

 

Note: This is an intention to treat analysis, the upper bound is calculated by assuming all individuals with an unknown region of infection data field acquired 

their HIV infection in the UK and the lower bound is calculated assuming all individuals with an unknown region of infection data field acquired their infection 

outside the UK 
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Table 2.4 continued: Proportion of UK-born individuals estimated to have acquired their infection in the UK between 2007 and 

2016 

Proportion 
acquired 
in the UK 

Heterosexual men 
 

Women 
 

15-49 years 
 

≥50 years 
 

15-49 years 
 

≥50 years 
 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

                  

All 
individuals 

 

1366  

[1264-1413] 

69  

[64-71] 

530  

[478-575] 

53  

[48-58] 

1618  

[1540-1629] 

89  

[84-89] 

346  

[324-351] 

81  

[76-83] 

Late 
diagnosis 

 

722  

[661-749] 

69 

 [63-71] 

386  

[341-418] 

58  

[52-63] 

653  

[619-658] 

88  

[83-89] 

210  

[198-213] 

83  

[78-84] 

Prompt 
diagnosis 

614  

[575-631] 

69 

 [65-71] 

139  

[130-150] 

43  

[41-47] 

934  

[891-940] 

89  

[85-90] 

130  

[121-133] 

79  

[73-81] 

 

Note: This is an intention to treat analysis, the upper bound is calculated by assuming all individuals with an unknown region of infection data field acquired 

their HIV infection in the UK and the lower bound is calculated assuming all individuals with an unknown region of infection data field acquired their infection 

outside the UK 
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2.5.2.4.2 Non-UK born individuals  

The overall proportion of non-UK born individuals estimated to have acquired 

HIV infection in the UK was lower compared to UK-born individuals (section 

2.5.2.4.1) (Table 2.5).  

A larger proportion of younger non-UK born individuals who were diagnosed 

promptly acquired HIV in the UK compared to those diagnosed late (61% 

and 28% respectively). Unlike the younger group, the majority of older non-

UK born individuals acquired HIV in the UK regardless of late or prompt 

diagnosis, although a larger proportion diagnosed promptly acquired HIV in 

the UK (55% late and 67% prompt). 

Regardless of probable transmission group, the majority of older non-UK 

born individuals acquired HIV in the UK (69% older MSM, 60% older 

heterosexual men and 57% older women). Among older MSM both the 

number and proportion of those acquiring HIV in the UK was highest among 

those diagnosed promptly compared to those diagnosed late (142, 75% and 

135, 67% respectively). Similarly, the proportion of older non-UK born 

heterosexual men and women who acquired HIV in the UK was higher 

among those diagnosed promptly compared to those diagnosed late.  
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Table 2.5: Number and proportion of non-UK born individuals estimated to have acquired their infection in the UK between 2007 

and 2016 

 

Proportion 
acquired 
in the UK 

All individuals 
 

Men who have sex with men 
 

15-49 years 
 

≥50 years 
 

15-49 years 
 

≥50 years 
 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

                  

All 
individuals 

 

9139  

[6363-10975] 

43  

[30-52] 

1475  

[1259-1602] 

59  

[50-64] 

3385  

[2559-3986] 

46  

[35-54] 

278  

[249-283] 

69  

[62-70] 

Late 
diagnosis 

 

2937  

[1672-3932] 

28  

[16-38] 

883  

[721-979] 

55  

[45-61] 

669  

[469-842] 

30  

[21-37] 

135  

[117-137] 

67  

[58-68] 

Prompt 
diagnosis 

6181  

[4715-6961] 

61  

[46-68] 

567  

[520-597] 

67  

[62-71] 

2678  

[2059-3092] 

54  

[41-62] 

142  

[132-145] 

75  

[69-77] 

 

Note: Numbers are adjusted for missing CD4 and year of arrival information  
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Table 2.5 continued: Number and proportion of non-UK born individuals estimated to have acquired their infection in the UK 

between 2007 and 2016 

 

Proportion 
acquired 
in the UK 

Heterosexual men 
 

Women 
 

15-49 years 
 

≥50 years 
 

15-49 years 
 

≥50 years 
 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

Number 
[95%CI] 

Proportion 
[range] 

                  

All 
individuals 

 

2014  

[1364-2416] 

44  

[30-53] 

538  

[468-589] 

60  

[52-66] 

3299  

[2192-4008] 

42  

[28-51] 

570  

[468-628] 

57  

[47-63] 

Late 
diagnosis 

 

907  

[510-1199] 

31  

[17-41] 

363  

[308-403] 

57  

[48-63] 

1216  

[637-1688] 

27  

[14-37] 

328  

[251-375] 

52  

[39-59] 

Prompt 
diagnosis 

1076  

[836-1168] 

73  

[56-79] 

160  

[147-170] 

68  

[62-72] 

2006  

[1501-2229] 

65  

[49-72] 

233  

[213-245] 

66  

[60-69] 

 

Note: Numbers are adjusted for missing CD4 and year of arrival information  
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2.5.3 Estimating age at acquisition 

The number of people estimated to be aged ≥50 years at time of HIV 

acquisition increased over the study period from 282 [95%CI 220-331] in 

2007 to 422 [95% CI 336-487] in 2016 (Figure 2.4). 

Overall 59% of all individuals diagnosed with HIV aged ≥50 years between 

2007 and 2016 were estimated to have acquired HIV aged ≥50 years. This 

increased from 57% in 2007 to 63% in 2016 (Figure 2.4). Estimated median 

age at acquisition remained fairly constant throughout at 55 years (IQR 55-

55) (55 years for MSM (IQR 54-55), 56 years for heterosexual men (IQR 56-

56), and 55 years for women (IQR 54-55)).  

 

Figure 2.4: Estimated age at infection for individuals diagnosed with HIV 

aged ≥50 years 

 

 

2.5.3.1 Characteristics of individuals who acquired HIV aged ≥50 years  

The majority of MSM who were estimated to have acquired HIV aged ≥50 

years were of white ethnicity (93%; 1373) (Table 2.6). Heterosexual men and 

women who acquired HIV aged ≥50 years were more ethnically diverse. Of 

heterosexual men acquiring HIV in older age, 60% (682) reported white 
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ethnicity and 22% (252) reported black African ethnicity. Conversely, 50% 

(437) of women who were estimated to have acquired HIV aged ≥50 years 

reported black African ethnicity and 35% (310) were white.  

The majority of individuals who likely acquired HIV in older age (62%; 2395) 

were diagnosed outside of London. This trend was similar regardless of 

probable transmission group. However, the proportion of individuals 

diagnosed outside of London was highest for heterosexual men acquiring 

HIV in older age (67%) and lowest for women acquiring HIV in older age 

(58%).  

 

2.5.4 The continuum of care in people diagnosed with HIV aged 

≥50 years, England 2016  

In general, the total number of people estimated to be living with HIV 

infection in England in 2016 was 89,360 [95% Crl 87,206-94,677], of whom 

88% [84-90%] had received a diagnosis. Of those living with diagnosed HIV, 

96% were on treatment and 97% had a suppressed viral load. This indicates 

that although the first UNAIDS target has not yet been reached, the last two 

targets have been surpassed for the general population. 

Among all people living with diagnosed with HIV aged ≥50 years, 7724 

accessed care in 2016. Of those, 96% (7414) were on treatment and 97% 

(6714) had a suppressed viral load. Among individuals diagnosed in younger 

age, 69999 accessed care in 2016 of which 96% (66951) were receiving 

treatment, and 97% (59612) achieved viral suppression. These figures 

indicate that the continuum of care is the same regardless of age at 

diagnosis.  
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Table 2.6: Demographics and characteristics of individuals who acquired HIV aged ≥50 years (combined data 2007 and 2016) 

 

 All individuals Men who have sex with men Heterosexual men Women 
 n 95% CI Proportion 

(%) n 95% CI Proportion 
(%) n 95% CI Proportion 

(%) n 95% CI Proportion 
(%) 

                 

Ethnicity                         
White 2514 [2030-2877] 67 1373 [1102-1598] 93 682 [564-766] 60 310 [240-345] 35 
Black 
African 749 [561-875] 20 16 [12-22] 1 252 [184-308] 22 437 [328-493] 50 

Black 
Caribbean 160 [137-184] 4 21 [19-24] 1 81 [70-90] 7 46 [39-56] 5 

IPB 67 [55-74] 2 6 [3-6] <1 28 [25-31] 3 18 [14-21] 2 
Other 248 [178-301] 7 59 [40-77] 4 91 [67-103] 8 66 [48-83] 8 

                 

Region of 
diagnosis                 

London 1452 [1132-1673] 38 551 [433-649] 37 380 [307-439] 33 372 [277-419] 42 
Out of 
London 2395 [1916-2760] 62 955 [770-1110] 63 766 [614-872] 67 516 [399-593] 58 
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2.5.5 Short-term mortality 

Of the 8118 individuals diagnosed with HIV aged ≥50 years between 2007 

and 2015, 14% (1156) had died from any cause by the end of 2015. Of 

those, 76% (877) died within one year of HIV diagnosis (short-term 

mortality). In comparison, 3% (1540/49,433) of people diagnosed with HIV 

aged <50 years died within the same period, of which 58% (896) died within 

one year of diagnosis.  

Short-term mortality was associated with late diagnosis of HIV regardless of 

age at diagnosis. People aged ≥50 years at the time of HIV diagnosis, who 

were diagnosed late with HIV were 6.4 times more likely to die within the first 

year of diagnosis than older individuals diagnosed promptly (1.3% with 

prompt diagnosis and 8.3% with late diagnosis). Similarly, people aged <50 

years at diagnosis, who were diagnosed late with HIV were 8.3 times more 

likely to die within the first year of diagnosis than younger individuals 

diagnosed promptly (0.3% with prompt diagnosis and 2.5% with late 

diagnosis. However, short-term mortality increased with increasing age 

(Figure 2.5); of all deaths occurring in individuals diagnosed with HIV aged 

<50 years at diagnosis, 58% occurred within one year, and of all deaths 

occurring in individuals diagnosed with HIV aged ≥70 years, 89% occurred 

within one year. 
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Figure 2.5: Proportion of deaths (all cause) within one year of HIV diagnosis 

(short-term mortality) by age group 

 

 

There was an overall decline in short-term mortality among those diagnosed 

late with HIV between 2007 and 2015, regardless of age at diagnosis. For 

people aged <50 years at time of late diagnosis this reduction was largest; 

overall short-term mortality steadily decreased from 3% (n=90) in 2007 to 1% 

(n=18) in 2015 (Figure 2.6).  

For people aged ≥50 years at time of late HIV diagnosis, there was a 

decrease in short-term mortality from 9% (n=38) in 2007 to 7% (n=28) in 

2015 (Figure 2.7). However, in 2015 short-term mortality among those 

diagnosed late with HIV was still 5.4 times higher among people diagnosed 

late with HIV aged ≥50 years compared with those diagnosed late aged <50 

years. 
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Figure 2.6: Short-term mortality in those diagnosed with HIV aged <50 

years, with late and prompt infection in the UK, 2007-2015 

 

 

Figure 2.7: Short-term mortality in those diagnosed with HIV aged ≥50 

years, with late and prompt infection in the UK, 2007-2015 
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2.5.5.1 Characteristics of individuals diagnosed with HIV aged ≥50 years 

who died within one year of diagnosis  

Regardless of age group, 91% of all deaths within one year of diagnosis 

were in individuals who were diagnosed late with HIV (256/280 infections in 

people aged 50-64; 86/94 infections in people aged ≥65 years) (Table 2.7). A 

similar trend was observed by gender, where 92% of short-term mortality 

among men and 91% of short-term mortality among women were among 

those diagnosed late with HIV. 

 

Table 2.7: Short-term mortality in individuals diagnosed with HIV aged ≥50 

years between 2007 and 2015 by demographic group and late diagnosis 

category 

Demographic 

Short-term mortality 
Diagnosed 

late 
Diagnosed 
Promptly 

n (%) n (%) 
Age      

 50-64 256 (91) 24 (9) 
 65+ 86 (91) 8 (9) 

Gender     

 Male 271 (92) 25 (8) 
 Female 71 (91) 7 (9) 

Ethnicity     

 White 226 (92) 19 (8) 
 Black African 51 (88) 7 (12) 
 Other 38 (93) 3 (7) 
 Unknown 27 (90) 3 (10) 

Probable route of 
infection     

 
Men who have sex 
with men 96 (89) 12 (11) 

 Heterosexual men 118 (93) 9 (7) 
 Women 62 (90) 7 (10) 

Region of 
diagnosis     

 London 90 (88) 12 (12) 
 Out of London 252 (93) 20 (7) 
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Short-term mortality was greater among individuals diagnosed late with HIV 

regardless of ethnic group. However, a larger number and proportion of 

short-term mortality was found among those diagnosed late with HIV outside 

of London compared to within London.  

There was also some variation in short-term mortality by probable route of 

infection group. Although short-term mortality was highest among individuals 

diagnosed late with HIV regardless of probable transmission group, the 

observed number of individuals who died within one year of diagnosis was 

highest among heterosexual men.  

 

2.5.6 Overall mortality 

The number of deaths among people diagnosed with HIV aged <50 years 

totalled 1540 between 2007 and 2015. However, number of deaths in this 

group steadily decreased by 83.3% from 341 in 2007 to 71 in 2015. 

Among people diagnosed with HIV in the UK aged ≥50 years, there were a 

total of 1156 deaths between 2007 and 2015. During this time the number of 

deaths in this group fluctuated, although they remained consistent at the 

beginning and end of the study period (Figure 2.8). 
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Figure 2.8: Overall mortality between 2007 and 2015 in people diagnosed 

with HIV aged <50 years and ≥50 years 

 

 

2.5.6.1 Cause of death 

Of the 1540 deaths reported between 2007 and 2015 in people diagnosed 

with HIV aged <50 years, 1075 (70%) had a clinician-reported cause of 
death. Of these it was reported that 503 (47%) deaths were due to AIDS. For 

people diagnosed with HIV aged ≥50 years, 64% (736/1156) had a clinician 

reported cause of death. Death due to AIDS in this group was 374 (51%). 

The proportion of deaths which were due to AIDS remained fairly consistent 

throughout the study period (Figure 2.9). With the exception of 2008, the 

proportion of death due to AIDS was higher in individuals diagnosed with HIV 

aged ≥50 years. 
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Figure 2.9: The proportion of deaths which were due to AIDS between 2007 

and 2015 in people diagnosed with HIV aged <50 years and ≥50 years 

 

 

2.6 Discussion 

In line with current PHE outputs, a general decrease in the number of new 

HIV diagnoses was observed5, 31. However, this decline was driven primarily 

by a large decrease in the number of new diagnoses among MSM. Despite 

this, the number and proportion of new diagnoses among older individuals 

were found to increase over time. The sharp decline in new HIV diagnoses 

among MSM in the UK has previously been reported, particularly at the ‘large 

fall’ clinics in London where a 28% decrease in new diagnoses among MSM 

was observed in 201531. This decrease has been associated with intensified 

HIV testing among high risk individuals39 following guidelines suggesting 

three monthly HIV testing for high risk MSM156, and the rapid initiation of 

treatment following an HIV diagnosis39, which has been shown to prevent 

onward HIV transmission42-44. The availability of pre-exposure prophylaxis 

(PrEP) may also have had an effect on the observed decline in number of 
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new diagnoses among MSM47. However, the continued increase in new HIV 

diagnoses among older individuals suggest that these effective initiatives do 

not meet their needs, and alternative initiatives may need to be explored in 

order to increase testing and timely diagnosis in this group.  

The HIV cohort in the UK is ageing and in 2015, a third of all individuals 

accessing HIV care in the UK were aged ≥50 years5. The ageing cohort is in 

part due to the success of therapy2-4 and increasing numbers of new 

diagnoses in people aged ≥50 years5, 31. Further, the current analysis 

indicated that individuals diagnosed with HIV between 2007 and 2016 were 

older at HIV acquisition (57 years) than previously reported33, highlighting 

ongoing HIV transmission in older age.  

Further, this study found increased ethnic diversity in older heterosexual 

individuals diagnosed with HIV. Among older heterosexual men, a larger 

proportion reported white ethnicity compared to younger heterosexual men. 

This was particularly the case among those who also likely acquired HIV in 

older age. Interestingly though, only around half of older UK-born 

heterosexual men likely acquired HIV infection in the UK; a large proportion 

were found to have acquired HIV in Asia. Thailand is a popular destination 

for sex tourism82, 83, 157, 158, and has been found to be the most common 

destination for those seeking sex abroad among older British individuals83. 

Sexual contact abroad is associated with increased risk of STI and HIV 

acquisition84, 85, including contact with sex workers82, 86, 87, inconsistent 

condom use88, and a higher number of sexual partners. Additionally, some 

individuals are known to take greater risks when having sex abroad 

compared to having sex at home85, 158. A lack of risk perception among older 

heterosexual men when having sex abroad may contribute to this observed 

lack of condom use82. As the number of UK residents travelling abroad 

increases81, initiatives targeting sex tourists are needed. Current testing 

initiatives in the UK tend to target groups most at risk of HIV, such as MSM, 

and as a result older heterosexual men who seek sex abroad may be a 

group who would benefit from targeted intervention. This may include the 

offer of HIV testing at travel clinics, or to individuals on returning from trips 
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abroad, particularly older heterosexual men who travel alone to areas where 

sex tourism is common, such as Thailand.  

Of the older heterosexual men who acquired HIV abroad, this analysis show 

that just over half were diagnosed promptly. This may suggest that these 

individuals may be aware of the risks of HIV and have sought earlier HIV 

testing as a result. However, the 43% of older heterosexual men who 

acquired HIV abroad and were subsequently diagnosed late with HIV are a 

group who would particularly benefit from targeted testing initiatives since 

living with undiagnosed HIV has significant implications for onward 

transmission to regular or causal partners at home5. 

The current study demonstrated a decline in the number of new HIV 

diagnoses among younger individuals which is largely due to intensified HIV 

testing among high risk individuals39, the availability of PrEP47, and rapid 

treatment initiation following diagnosis39. In addition to this, the antenatal 

screening programme offers a unique opportunity for younger women to 

undergo opportunistic HIV testing. This programme is a successful HIV 

testing programme with uptake of testing >98%159. A decrease in late 

diagnosis among younger women has also been partly attributed to this 

programme5. However, older women no longer encounter opportunistic HIV 

testing in this setting or at appointments for contraception advice and 

acquisition. As a result, women lose an opportunity to undergo opportunistic 

testing as they reach older age160. In order to encourage HIV testing among 

older women, other clinical contacts such as appointments for hormone 

replacement therapy (HRT), may be an appropriate place to offer 

opportunistic testing in this group. In targeting this group, however, it is 

important to be inclusive of older non-UK born women as this analysis 

indicated that more than two-thirds acquired HIV in the UK and would 

therefore be unlikely to have received a diagnosis in their county of birth. 

This also implies that alongside initiatives to increase testing, targeted HIV 

prevention strategies are needed in order to meet the needs of older non-UK 

born individuals. In designing interventions, targeting areas outside of 
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London would be appropriate since almost two-thirds of all older individuals 

were diagnosed with HIV outside of London.  

A higher proportion of late diagnosis and increased levels of overall and 

short-term mortality was observed among individuals diagnosed with HIV in 

older age. The disproportionate burden of late diagnoses among older 

individuals can also be observed from current UK HIV surveillance reports5. 

Although the current analysis indicated that the proportion of new diagnoses 

in older age which were late decreased during the study period, this was 

largely driven by the increase in number of new diagnoses which were 

prompt. However, despite this trend, there remain more late diagnoses than 

prompt diagnoses among older people diagnosed with HIV in the UK. The 

current analysis indicated increased short-term mortality among older 

individuals diagnosed with HIV outside of London. This may be due to 

patients and clinicians being less aware of HIV or having less established 

links with an HIV team in areas outside of London where HIV prevalence is 

lower. 

Although overall mortality decreased among younger populations during the 

study period, overall mortality remained fairly consistent in older individuals. 

This is not surprising since more people die in older age generally, 

regardless of whether they have HIV. However, short-term mortality remains 

strongly associated with late diagnosis and increases with increasing age; 

older individuals diagnosed late with HIV in the current study were 6.4 times 

more likely to die within one year than older individuals diagnosed timely. A 

previous analysis of UK data indicated that older individuals diagnosed late 

with HIV were 2.4 times more likely to die within the first year of diagnosis 

than a younger individual diagnosed late with HIV33. Updated data utilised in 

this analysis indicated that this figure has increased; although there was a 

decline in short-term mortality overall, older individuals diagnosed late with 

HIV were now estimated to be 3.3 times more likely to die within one year of 

diagnosis compared with their younger counterparts, which highlights a 

growing problem.  
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It is not fully understood why short-term morality is increased in older 

individuals, but a lower CD4 at diagnosis may be due to faster CD4 decline 

in older individuals53. There is also some evidence to suggest that older 

individuals experience a diminished immune response to antiretroviral 

therapy or experience incomplete immune restoration54. However, regardless 

of the mechanism, reducing late diagnosis in older individuals is essential in 

reducing onward transmission and short-term mortality in this group.  

 

2.6.1 Strength and Limitations  

A strength of this study is the use of national data collected by PHE. This 

large dataset combines data which are collected comprehensively and 

systematically and provide up to date information on all individuals accessing 

HIV care in the UK. However, there are limitations associated with this 

analysis.  

Analysis is restricted to data which are available through current reporting 

systems and as a result, it was not possible to explore any additional factors 

which may have been of interest, such as whether individuals had previously 

been offered HIV testing. Despite this, data which are currently collected 

were comprehensive and adequate for the purposes of this study and 

allowed the investigation of the epidemiological profile of people aged ≥50 

years who presented late with HIV in the UK.  

Data analysis may be effected by delays in reporting, and by poor linkage of 

data due to incomplete information on patient identifiers. However, there are 

several strategies which help to minimise any potential effect this may have. 

In order to diminish the effect of reporting delays, data are collected from 

several sources (Figure 2.1), which are then verified and checked for 

inconsistencies by PHE. Although there is the potential that incomplete 

patient identifiers may lead to poor linking, in reality ≥95% of all patients 

accessing HIV care in the UK can be linked across clinics3.  
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Some data used in this analysis, such as the categorisation of death data 

(into AIDS and non-AIDS related) and the region of infection for UK-born 

individuals, are clinician reported. Caution may be needed in interpreting 

these data as there is the potential for reporting bias. There are alternative 

ways of collecting this data, for example, cause of death data from the ONS 

can be interrogated alongside clinical data by clinicians and epidemiologists 

in order to more accurately assign them to death due to AIDS or non-AIDS. 

However, this is labour intensive and as a result, it was felt that for the 

purposes of this analysis, which is to provide an epidemiological overview, 

clinician reported data were adequate.  

Individuals in this study were classified as diagnosed late or promptly using 

baseline CD4 cell results (within -14 and +91 days of diagnosis). Individuals 

where baseline CD4 data were not available were excluded from any 

analysis involving late/prompt classifications. Although this is in line with the 

current consensus definition of late diagnosis30, evidence suggests that only 

using baseline CD4 may lead to the overestimation of late diagnosis, which 

is likely due to a temporary drop in CD4 during acute infection161. There is 

the suggestion that classification would be more accurate if negative HIV 

tests within the previous six months, reports of acute infection (for example 

utilising the recent infection testing algorithm (RITA)) , or reported history of 

recent risk with a known positive partner were taken into account161. 

However, the decision was made to utilise the methods which are currently 

used and accepted as the current consensus.   

There are some limitations regarding the region of infection estimates for 

non-UK born individuals. Although this method is currently in line with that 

utilised for PHE national reporting, it does not take into account individuals 

who may have acquired HIV during travel to another country. Although this 

may overestimate the proportion of non-UK born individuals who acquired 

HIV in the UK, it is unlikely that the number is large enough to have a 

significant impact on findings. Further, back calculation methods utilised in 

this analysis are subject to accurate data collection and assumptions (such 

as the similarities of CD4 profile in people newly diagnosed with HV49). 
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Therefore care may be needed in interpreting these data, although 

confidence intervals and ranges are presented in order to account for any 

estimations.  

 

2.7 Conclusion 

Despite a decline in the number of new HIV diagnoses generally, the number 

and proportion of new HIV diagnoses among people aged ≥50 years 

continues to increase. Older individuals diagnosed with HIV in the UK remain 

disproportionately affected by late HIV diagnosis, and have poorer health 

outcomes as evidenced by increased short-term and overall mortality. This 

suggests that there is an ongoing need for strategies to increase HIV testing 

in this group to facilitate earlier testing and improve health outcomes.  

In addition to health outcomes, the current study highlighted the 

epidemiological profile of older individuals who are diagnosed with HIV in the 

UK. A greater proportion of older individuals were found to be diagnosed with 

HIV outside of London. Any potential interventions would therefore need to 

be rolled out at sites across the UK, and not limited to areas of high HIV 

prevalence in London. 

An investigation into the probable region of HIV infection indicated that a 

large proportion of older heterosexual men born in the UK were found to 

have acquired HIV abroad, particular in Asia. This suggests sex tourism is an 

important factor in the risk of HIV among older UK-born heterosexual men, 

and should be considered when targeting individuals for testing. Additionally, 

the current study found that a substantial proportion of older non-UK born 

heterosexuals likely acquired HIV infection in the UK, suggesting that any 

interventions to increase HIV testing in older individuals will also have to be 

sensitive to the cultural needs of non-UK born individuals. 

This study has successfully identified groups of older individuals who would 

benefit from targeted interventions to improve HIV testing. However, before 

the design of successful interventions, it is important to understand what 
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factors affect whether an older individual undergoes testing. As a first step, a 

systematic review will be undertaken to understand the current literature 

(Chapter 3). Results from this chapter in addition to results from the 

systematic review will then be used to inform the design of novel studies to 

identify the patient- and clinician-related factors involved in undergoing HIV 

testing in older age (methods presented in Chapter 4, results presented in 

Chapters 5 and 6). 
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Chapter 3 - Barriers and facilitators to HIV testing 

in people aged 50 and above: a systematic review  

Part of this chapter has been published: Youssef E, Cooper V, Delpech V, 

Davies K, Wright J. Barriers and facilitators to HIV testing in people age 50 

and above: A systematic review. Clin Med (Lond). 2017 Dec; 17(6):508-20 

(Appendix D). 

 

3.1 Background 

People aged ≥50 years are disproportionately affected by late HIV diagnosis. 

Late diagnosis in older age is associated with poorer health outcomes, and 

increased morbidity and mortality (Chapter 2). Before the design of studies to 

understand potential barriers and facilitators to undergoing testing for HIV 

among older people, an understanding of the current literature is needed. 

The results of this systematic review will be used in the design and 

implementation of subsequent qualitative studies conducted as part of this 

PhD (Chapters 4, 5, and 6). 

 

3.2 Introduction  

Effective treatment has transformed HIV into a manageable long-term 

condition1. Providing treatment is initiated promptly and taken as prescribed, 

people living with HIV can now experience a near normal life expectancy, 

similar to that of an HIV negative individual32. However, despite advances in 

treatment, approximately 13% (95% Crl 10-17%) of people living with HIV in 

the UK are estimated to be living with undiagnosed HIV infection162. Living 

with undiagnosed HIV has significant implications both in terms of late HIV 

diagnosis (defined as a diagnosis with a CD4 cell count of <350 cells/ µl or a 

presentation with an AIDS-defining illness163), and onward transmission5, 31, 

41.  
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Although there has been a recent decline in the number of new HIV 

infections in the UK generally, particularly among sub-groups such as 

MSM39, both the number and proportion of new HIV diagnoses among 

people aged ≥50 years continues to increase. Further, an HIV diagnosis in 

older age (aged ≥50 years) remains disproportionately associated with late 

diagnosis162 (Chapter 2). This has significant implications for these patients, 

not only because they experience a faster clinical decline than younger 

patients162, but because they experience poorer health outcomes and are 

more complex to treat162, 164, 165. This in turn is associated with inflated 

healthcare costs, which continues despite immune restoration57.   

An individual living with undiagnosed HIV is likely to have been living with the 

infection for several years, and as a result there are significant implications in 

terms of onward transmission162. Modelling data suggests that the majority of 

new infections occur from someone who is unaware of their infection41. 

Timely diagnosis and prompt treatment initiation are therefore pivotal in 

reducing onward transmission by allowing an individual to achieve an 

undetectable viral load thus rendering the infection untransmittable42-44. This 

is particularly important in the older cohort where there is a sustained burden 

of undiagnosed HIV infection.  

Currently there are a range of testing initiatives which aim to increase HIV 

testing, such as routine testing in primary and secondary care, community 

outreach programmes and home sampling whereby people sample 

themselves using saliva or blood from a finger prick, and return for laboratory 

testing106. However, despite these initiatives rates of late diagnosis in older 

individuals continue to increase162 suggesting that there may be unique 

factors associated with HIV testing in the older group. As a result, current 

testing initiatives may not be appropriate to meet their needs.  

A lack of risk perception among patients may partly explain why many do not 

undergo HIV testing. For clinicians, the inability to recognise clinical indicator 

conditions (CIC) in which HIV should be considered in the differential 

diagnosis may explain missed opportunities for earlier HIV testing. A UK 

audit on missed opportunities for earlier testing suggested that despite 
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presenting with a clinical indicator condition for HIV, many individuals had 

interacted with a healthcare provider (HCP) within two years of receiving 

their HIV diagnosis, without a test having been performed56. Despite this, 

factors associated with offering HIV testing to older patients may be more 

complex. Although uptake of HIV tests among all patients is high107, 

clinicians have been found to be significantly less likely to offer routine HIV 

testing to an older patient than a younger patient106, 166.  

In order to understand the barriers and facilitators to undergoing testing for 

HIV in people aged ≥50 years, and for future interventions to be effective, 

both patient- and clinician-related factors will have to be addressed. A 

systematic review is an important first step in understanding and collating 

existing evidence, and to identify potential gaps in current knowledge. 

Findings from this review will be used in the design and subsequent 

implementation of subsequent qualitative studies undertaken as part of this 

PhD (methods are outlined in Chapter 4).  

 

3.3 Aim 

The aim of this review is to identify previously reported patient- and clinician-

related factors associated with undergoing HIV testing in people aged ≥50 

years.  

 

3.4 Methods 

This systematic review is reported in line with the Preferred Reporting Items 

for Systematic Reviews and Meta-Analysis (PRISMA) guidelines167 

(Appendix E).  

A study protocol was registered with the International Prospective Register of 

Systematic Reviews (PROSPERO) (Ref: 2015:CRD42015028088) prior to 

commencement (Appendix F). 
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3.4.1 Search strategy 

A systematic electronic search of published literature was conducted using 

MEDLINE, Embase, PsychINFO, CINAHL and Cochrane library on 7 April, 

2016. Search terms used to identify potential literature used a combination of 

words around three topics; HIV, older age, and barriers/facilitators (Table 

3.1).  

In addition to electronic searching, conference abstracts were searched by 

hand using terms such as “late diagnosis”, “testing” and “older age” to 

capture any additional potentially eligible studies. Due to the number of 

conferences, hand searching was limited to the main UK-based HIV-related 

conferences (the British HIV Association (BHIVA) and the British Association 

for Sexual Health and HIV (BASHH) conferences). International, health 

psychology, health services research, and public health conferences were 

not included.  
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Table 3.1: Search terms used to identify literature 

HIV Advanc* adj3 age*  

Advanc* adj3 year* 

Age* adj2 (50* OR fifty)   

Ageing 

Aging 

Middle age* 

Elderly 

Geriatric 

Increas* age* 

Mature 

Old* age 

Old* adult* 

Old* cohort* 

Old* people 

Old* person* 

Senior 

over adj2 (50* OR fifty) 

Barrier* adj3 HIV 

Facilitat* adj3 HIV 

Facilitat* adj2 factor*

  

Test* adj3 barrier* 

Late* diagnos* 

Diagnos* late* 

Delay* diagnos* 

 

Note. Terms within columns were combined with ‘OR’, terms between 

columns were then combined with ‘AND’ – i.e. papers were identified if the 

title/abstract/keywords contained at least one term from each column. 

 

3.4.2 Eligibility criteria 

Studies were eligible for inclusion in the review if they met all of the eligibility 

criteria outlines in Figure 3.1. Only published articles (including conference 
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abstracts) and those published in English were included. Grey literature was 

not included. In addition, any study published before 1997 was excluded 

since it was felt that attitudes towards testing for HIV would be significantly 

different in the pre-therapy era when an HIV diagnosis would have meant a 

significantly poorer outcome. Studies utilising any study design and in all 

regions were eligible for inclusion. 

 

Figure 3.1: Inclusion criteria 

 

 

 

 

 

3.4.3 Study selection 

All studies identified by the search were exported to Endnote, where they 

were de-duplicated and tabulated in Excel for review. Two reviewers (Elaney 

Youssef and Vanessa Cooper) independently reviewed all titles and 

abstracts to identify studies potentially meeting the inclusion criteria (Figure 

3.1). Interrater reliability was not assessed. Any disagreement was resolved 

through discussion. Once potentially eligible studies had been identified, the 

full text was retrieved and assessed further for eligibility. Reference and 

citation searching was performed on each eligible study to identify any 

additional studies for inclusion.  

 

3.4.4 Data extraction 

Data from eligible studies were independently extracted by two reviewers 

(EY and VC) from published reports. Data were extracted on study design, 

sample characteristics, HIV testing rates, and factors associated with HIV 

Criterion 1: Published in English 

Criterion 2: Studies describing barriers and facilitators to HIV testing 

Criterion 3: Analysis in adults aged ≥50 years 

Criterion 4: Articles published since 01/01/1997 
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testing. Data were compared for consistency and any discrepancies were 

resolved through discussion.  

 

3.4.5 Quality assessment 

Study quality was independently assessed by two reviewers (EY and VC) 

using the standardised Critical Appraisal Skills Programme (CASP) tools168 

allowing the systematic assessment of each study. In order to evaluate 

methodological strengths and weaknesses questions focussed on, for 

example, whether aims are clearly stated, whether ethical issues had been 

considered, if the design was appropriate to address the aims, and if the 

recruitment strategy was appropriate. In addition, generalisability of findings 

were assessed. Any efforts made to minimise potential bias were also 

evaluated via questions such as whether there was evidence indicating 

consideration of confounding factors (for quantitative studies) or any 

consideration of the potential impact the relationship between the researcher 

and study participants may have on data collection or interpretation (for 

qualitative studies). This tool consisted of 10 criteria each rated as met 

(scored 1) or not met/can’t tell (scored 0). Scores were summed for each 

paper and they were graded as high quality (papers scoring 9-10), moderate 

quality (papers scoring 5-8) or low quality (papers scoring 1-4).  Any 

disagreement was resolved through discussion.  

 

3.4.6 Data synthesis 

There was significant heterogeneity both in relation to study design and 

sample characteristics and as a result, a narrative approach was used to 

synthesise data and report findings. In order to collate data on factors 

associated with HIV testing, thematic analysis was conducted to identify 

systematically recurring themes/factors across the studies. Although an 

estimation of effect size was not investigated, the number of times each 
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factor was reported was noted as a way of identifying repeatedly recurring 

factors. 

 

3.5 Results 

3.5.1 Selection of articles for review 

Electronic database searching identified 1752 potentially relevant papers. 

After removal of duplicates (n=655), 1097 were subjected to title and abstract 

review. A further 893 were removed at this stage as they did not meet the 

inclusion criteria (Figure 3.1). Full text of the remaining 204 papers were 

reviewed, resulting in 14 eligible papers for inclusion. No additional studies 

were identified as a result of conference abstract searching. However 

reference and citation searching of eligible papers yielded a further three 

papers to be included (Figure 3.2).  

 

 

 

 

 

 

 

 

 

 

 

 

 

 



   103 
 

Figure 3.2: Study selection process 

 
 

3.5.2 Study characteristics and target population 

The majority of included studies were conducted in the USA (n=14), with the 

remainder conducted in the UK (n=1), Brazil (n=1), and Uganda (n=1) (Table 

3.2). Studies were mainly descriptive and data were qualitative (including 

interview or focus groups) and quantitative (including secondary data 

analysis, questionnaires, and retrospective case notes reviews). Studies 

included participants recruited from specialist HIV services (n=6), from other 

healthcare services (n=6), or included data taken from representative general 
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population surveys. The majority of studies recruiting participants from 

specialist HIV services utilised qualitative methodologies (n=4) whereas 

studies recruiting participants from other healthcare services utilised a 

quantitative (n=3) or mixed methods (n=2) approach. 

Sample sizes ranged from 11 to >143,000. Studies tended to include a 

greater proportion of men, although 3 studies were conducted solely in 

women169-171. 
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Table 3.2: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample size 
 

Sample 
characteristics 
 

Testing 
rates 
 

Practical 
factors 
associated 
with test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual 
factors 
associated 
with 
delayed/non-
test 

Ford, 2015172  
(USA) 
 

Cross-
sectional 
analysis from 
survey data. 
Representative 
general 
population 

143,247 
 

Age range 50-
64 years; 52% 
female; 77% 
white 
 

3% had 
tested for 
HIV in the 
previous 12 
months 
 

Saw clinician 
in the last 
year; high 
reported risk 
behaviours 
 

   

Ford, 2013173  
(USA) 
 

Cross-
sectional 
analysis from 
survey data. 
Patients 
accessing 
public health 
care services 
 

226 
 

Age range 50-
85 years, mean 
age 56.1 years 
(SD=5.1); 
64.6% male; 
46.5% 
Hispanic; 
25.2% non-
Hispanic black; 
18.1% non-
Hispanic white, 
10.2% other 

55% tested 
within 
previous 12 
months; 
26.5% never 
tested 

Recent 
reported 
IVDU; having 
health 
insurance 
 

Beliefs in 
AIDS-related 
conspiracy 
theories 
 

 Government 
mistrust 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample size 
 

Sample 
characteristics 
 

Testing 
rates 
 

Practical factors 
associated with 
test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual factors 
associated with 
delayed/non-test 

Lekas, 
2005126 
(USA) 
 

Cross 
sectional, 
retrospective, 
qualitative, 
interviews. 
Patients 
accessing HIV 
services 
 

35 
 

Age range 52-
68 years, mean 
age 59.8 years 
(SD 4.9); 71% 
male; 40% 
African 
American, 46% 
white, 14% 
Puerto Rican 
 

Not 
reported 
 

Gay/ bisexual 
men: 
Encouraged to 
test by a HCP; 
symptomatic; 
aware of HIV; 
protecting partner 
Heterosexual 
drug users: HIV-
related 
symptoms; being 
offered a test by 
a HCP 
Heterosexual 
non drug user: 
Knowing 
someone with 
AIDS; 
experiencing 
symptoms; 
offered a test by 
a HCP 

Gay/ 
bisexual 
men: High 
perceived risk 
and HIV 
exposure; 
suspicion of 
HIV infection; 
testing to take 
better care of 
their health; to 
eliminate 
uncertainty 
about status 
 

 Gay/ bisexual 
men: 
Hopelessness; lack 
of risk perception; 
experience of 
AIDS; misattribution 
of symptoms. 
Heterosexual drug 
users: Lack of HIV 
knowledge & risk 
factors; fear of 
diagnosis; drug 
use; denial of risk; 
perceived stigma at 
being older 
Heterosexual non 
drug user: Lack of 
risk perception 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study 
design and 
setting 
 

Sample 
size 
 

Sample 
characteristics 
 

Testing 
rates 
 

Practical 
factors 
associated 
with test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual 
factors 
associated 
with 
delayed/non-
test 

Siegel, 
1999174 
(USA) 
 

In depth 
interviews. 
Patients 
attending 
HIV services 
or support 
groups  

78 
 

Age range 50-
68 years, mean 
56 years (SD 
5.5); 74% male; 
41% African 
American, 19% 
Puerto Rican, 
40% non-
Hispanic white 

Not reported 
 

 Having 
symptoms 
and 
attributing 
them to HIV 
 

 Being 
asymptomatic 
or attributing 
symptoms to 
something 
other than HIV 
 

Alencar, 
2015175 
(Brazil) 

Qualitative 
study using 
semi-
structured 
interviews. 
Patients 
accessing 
Infectious 
Disease 
services 

11 
 

Age range 60-
75 years, 
average 68 
years; 73% 
male 
 

Not reported 
 

Testing during 
hospitalisation 
 

  HCP 
perceived 
asexuality in 
older age; 
Feeling HCP 
were 
uncomfortable 
addressing 
sexuality of 
older patients 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample size 
 

Sample 
characteristics 
 

Testing rates 
 

Practical 
factors 
associated 
with test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual factors 
associated with 
delayed/non-test 

Barnett, 
2012176  
(USA) 
 

Mixed 
methods: 
survey with 
patients and in 
depth 
interviews with 
clinicians. 
Patients or 
HCP living or 
working in a 
nursing home 

Survey n=99 
Interviews 
n=17 
 

All patients ≥50 
years; 54.5% 
male; 39.4% 
African 
American, 
28.3% 
Hispanic, 
24.2% 
European 
American, 6.1% 
Asian, 2% other 
 

Not reported 
 

As part of a 
regular 
(annual) 
check-up; 
HCP consider 
testing when 
patients 
present with 
an indicator 
condition or 
disclose risk 
during history 
taking 
 

High 
perceived 
risk of HIV 
 

 HCP did not 
consider HIV 
readily in older 
patients; HCP 
uncomfortable 
discussing 
sexuality; HCP felt 
older people take 
precautions against 
HIV; HCP perceive 
a lack of 
information 
provided to older 
people about HIV 

Adekeye, 
2012177 (USA) 
 

Cross-
sectional 
analysis from 
survey data. 
Representative 
general 
population 

12,366 
 

Age ≥50 years; 
53.6% female; 
75.4% white 
51.9% non-
Hispanic white, 
25.9% Hispanic 
 

25.4% ever 
tested. Of 
those, 70.1% 
had tested >5 
years ago 

Having tested 
before; 
knowing about 
or knowing 
someone with 
Tuberculosis 

Perceived 
high/medium 
risk of HIV 
 

 Perceived low/no 
risk of HIV 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample size 
 

Sample 
characteristics 
 

Testing rates 
 

Practical 
factors 
associated with 
test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual 
factors 
associated 
with 
delayed/non-
test 

Mensforth, 
2014178 (UK) 
 

Retrospective 
case notes 
review. 
Notes from 
patients 
accessing HIV 
services 
 

34 
 

Age ≥60 years Not reported 
 

HCP having a 
reason to test; 
patient with an 
opportunistic 
infection or 
seroconversion 
illness; patient 
diagnosed with 
another STI; 
patient’s partner 
HIV positive; as 
part of an 
asymptomatic 
STI screen 

 HCP not 
identifying a 
clinical 
indicator 
condition 
 

 

Wigfall, 
2010179 (USA) 
 

Cross-
sectional 
analysis from 
survey data. 
General 
population 
data from 
Southern USA 

3521 
 

Age range 50-
64 years, mean 
age 57 years; 
59% female; 
67% non-
Hispanic white, 
33% non-
Hispanic Black 

30.8% had 
ever tested for 
HIV 
 

Reporting no 
problems with 
health 
insurance; 
having financial 
means to pay for 
healthcare 

Perceived 
fair or poor 
health status 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample size 
 

Sample 
characteristics 
 

Testing rates 
 

Practical 
factors 
associated 
with test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated with 
delayed/non-
test 
 

Perceptual 
factors 
associated 
with 
delayed/non-
test 

Wigfall, 
2011171  
(USA) 
 

Cross-
sectional 
analysis from 
survey data. 
General 
population 
data from 
Southern USA 

2027 
 

Age range 50-64 
years; 100% 
female 
 

26% had ever 
tested for HIV 
(excluding 
blood 
donation); 
14% had 
tested for HIV 
in post 
reproductive 
age 

Low reported 
HIV risk 
 

   

Zingmond, 
2001180 (USA) 
 

Cross-
sectional 
analysis from 
survey data. 
Representative 
data from 
patients 
accessing HIV 
services 

2864 (≥50 
years n=286) 
 

≥50 years group: 
age range 50-77 
years, mean 
55.3 years, 
median 53.5 
years; 84% 
male; 48% white, 
41% African 
American, 10% 
Hispanic, 2% 
other 

Not reported 
 

Testing due to 
illness; testing 
in hospital; 
having a usual 
source of care 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample 
size 
 

Sample 
characteristics 
 

Testing rates 
 

Practical 
factors 
associated 
with test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual 
factors 
associated 
with 
delayed/non-
test 

Akers, 2007169 
(USA) 
 

Qualitative 
and 
quantitative 
cross-
sectional 
analysis from 
survey data. 
Patients 
accessing 
healthcare 
services 

514 
 

Age range 50-95 
years, mean 62 
years (SD 8.1); 
100% female; 
73% African 
American 
 

32.9% had 
previously 
tested; 70.6% 
not interested 
in HIV testing 
 

High HIV 
knowledge 
score 
 

Curiosity; 
safety; high 
risk partner; 
never 
previously 
tested for HIV; 
testing to be 
healthy 
 

Having 
previously 
tested for HIV; 
dislike of 
needles 
 

Perceived low 
risk of HIV; not 
feeling a test 
was 
necessary; not 
feeling at risk 
of HIV; not 
wanting to test 
for HIV; not 
perceiving to 
have HIV 

Akers, 2008170 
(USA) 
 

Cross-
sectional 
analysis from 
survey data. 
Patients 
accessing 
healthcare 
services 

488 
 

Age range 50-84 
years, mean 61.9 
years (SD=8.1), 
median 61 years; 
100% female; 
73% African 
American; 17% 
non-Hispanic 
white; 22% other 

34.6% had 
previously 
tested 
 

HCP offering 
an HIV test 
 

 HCP not 
suggesting an 
HIV test; 
poorer HIV 
knowledge; 
lower actual 
HIV risk 

Low perceived 
risk of HIV; 
low level of 
sexual activity 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample size 
 

Sample 
characteristics 
 

Testing rates 
 

Practical 
factors 
associated 
with test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual 
factors 
associated 
with 
delayed/non-
test 

Mack, 1999181 
(USA) 
 

Cross-
sectional 
analysis from 
survey data. 
Representative 
general 
population 

21,998 
 

Age range 50-
64 years; 
52.3% female; 
78% white, 
10% black, 9% 
Hispanic 
 

26.6% adults 
age 50-64 
ever tested; 
46.8% adults 
18-49 ever 
tested 

Part of routine 
check-up; due 
to 
hospitalisation; 
during blood 
donation; 
because of 
illness; 
because of 
doctor referral 

 Menopausal 
women no 
longer test 
due to 
pregnancy 
 

Less HIV 
knowledge 
 

Iyer, 2011182 
(USA) 
 

Cross-
sectional 
survey with 
clinicians. 
Physicians 
working in a 
community 
hospital 
 

47 complete 
questionnaires 
 

Clinicians were 
asked about 
testing in adults 
aged >65 
years; clinicians 
66% male 
 

Not reported 
 

  Lack of time; 
lacking 
information 
about HIV 
 

Clinicians 
uncomfortable 
with risk factor 
questioning; 
clinicians 
perceived 
patients to 
lack 
understanding 
about HIV 
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Table 3.2 continued: Characteristics of studies included in the review 

Author, year 
(Country) 
 

Study design 
and setting 
 

Sample size 
 

Sample 
characteristics 
 

Testing rates 
 

Practical 
factors 
associated 
with test 
 

Perceptual 
factors 
associated 
with test 
 

Practical 
factors 
associated 
with 
delayed/non-
test 
 

Perceptual 
factors 
associated 
with 
delayed/non-
test 

Ford, 2015183 
(USA) 
 

Cross-
sectional 
analysis from 
survey data. 
Patients 
accessing 
public health 
care services 

1238 (≥50 
years n=226) 
 

Age range 17-
85 years; 65% 
male; 46% 
Hispanic/Latino, 
25.2% black, 
18.1% white, 
10.6% other 
 

77% ever 
tested; 56% 
tested within 
the last 12 
months 
 

Having a usual 
source of care 
 

  Lower 
perceived risk 
of HIV 
 

Kuteesa, 
2012184 
(Uganda) 
 

Participant 
observations, 
in-depth 
interviews and 
focus groups. 
Patients 
accessing HIV 
services 

40: focus 
groups n=24; 
interviews 
n=16 

Age range 50-
80 years, mean 
age 65 years; 
50% female 

Not reported    Stigma related 
to HIV or 
being older 
with HIV; fear 
of a positive 
HIV result 
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3.5.3 Study quality 

Study quality ranged from 2 to 10 (Table 3.3). Two studies (12%) were high 

quality and 12 (71%) were moderate quality. In general, included quantitative 

studies lacked information on whether potential confounding factors were 

identified and taken into account, and whether participants were recruited in 

an acceptable way to avoid selection bias. Included qualitative studies 

tended to lack detail on the methodology used and reported little information 

on the interaction between the researcher and participants, including how 

this interaction may impact on bias. Three studies (18%) were low quality. 

Low quality studies were all quantitative and each lacked detail regarding 

recruitment strategies and approaches to minimising bias. However, two 

studies were conference abstracts182, 185 and as a result were limited in how 

much information they could report.    

 

Table 3.3: Study quality of included studies 

  First author, year Score (/10) Quality 

Quantitative 

Ford (2015)172  8 Moderate 
Ford (2013)173  6 Moderate 
Iyer (2011)182  4 Low 
Adekeye (2012)177  6 Moderate 
Barnett (2012)176  3 Low 
Ford (2015)183  7 Moderate 
Mensforth (2014)178  2 Low 
Wigfall (2010)179  8 Moderate 
Wigfall (2011)171  8 Moderate 
Zingmond (2001)180  8 Moderate 
Akers (2007)169  9 High 
Akers (2008)170  8 Moderate 
Mack (1999)181 7 Moderate 

Qualitative 

Lekas (2005)126  6 Moderate 
Alencar (2015)175  7 Moderate 
Barnett (2012)176  6 Moderate 
Kuteesa (2012)184  10 High 
Siegel (1999)174  5 Moderate 
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3.5.4 HIV testing in older people 

The uptake of HIV testing was reported in 9 studies. Three studies reported 

testing rates over the previous 12 months; ranging from 3%-56%. Seven 

studies looked at whether participants had ever had an HIV test; which 

ranged from 25%-77%. One study investigated the length of time since last 

HIV test and found that of those who had previously reported undergoing HIV 

testing, 70% had last undergone testing more than five years before.  

Several factors associated with undergoing HIV testing in older age were 

identified (Table 3.4). Factors were separated into perceptual factors (such 

as preferences and beliefs) and practical factors (such as resources and 

capacity) as suggested in the Perceptions and Practicalities approach186 and 

are outlined below. Patient- and clinician-related factors have been described 

separately.   
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Table 3.4: Factors associated with testing for HIV  
 

Patient factors 
 

Perceptual factors 
associated with 

test 

 
Perceptual factors 

associated with 
non-test 

Practical factors 
associated with 

test 

Practical factors 
associated with 

non-test 

High perceived (or 
actual) risk Low perceived risk Regular use of 

healthcare services 

Having previously 
tested for HIV 
 

HIV-related 
knowledge or 
awareness 
 

No symptoms or 
symptoms not 
associated with HIV 

Offered or 
encouraged to test 
by a HCP 

HIV test not 
suggested by a 
HCP 
 

To protect partner or 
because of partners 
status/risk 
 

Stigma 
 

Physical symptoms 
 

Dislike of needles 
 

Curiosity 
 

Fear of a positive 
result 
 
Denial of risk 
 

Having health 
insurance or the 
financial means to 
pay for healthcare 
 

 

Symptoms 
attributed to HIV 
 

Hopelessness 
regarding lack of 
treatment 
 

Having previously 
tested for HIV  
 

 

Perceived poor 
health status 
 

Government mistrust 
   

Belief in AIDS-
related conspiracy 
theories 

   

 
Clinician factors 

Perceptual factors 
associated with 

test 

 
Perceptual factors 

associated with 
non-test 

Practical factors 
associated with 

test 

Practical factors 
associated with 

non-test 

 

Preconceptions 
about older people 
(including older 
people lack 
understanding of 
HIV, older people 
are less at risk of 
HIV, and older 
people would feel 
uncomfortable) 
 

Patient presenting 
with symptoms or 
disclosing risk 
factors 
 

Lack of HIV 
information and 
failure to identify a 
clinical indicator 
condition 
 

 

Clinicians 
uncomfortable 
addressing risk 
factor 
questioning/sexuality 
of older patients 

Testing as part of 
other screening 
 

Lack of time 
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3.5.5 Perceptual factors 

3.5.5.1 Patient-related factors associated with undergoing HIV testing 

Three studies of moderate or low quality found that undergoing HIV testing 

was associated with high self-perceived risk of HIV, measured using 

questionnaires or qualitative interviews126, 176, 177. Conversely, one 

questionnaire-based study of moderate quality171 reported low perceived risk 

as a factor associated with having had an HIV test. Similarly to perceived 

risk, reporting high actual risk behaviours was found by two questionnaire 

based studies to be significantly associated with having undergone HIV 

testing172, 173. In the same way, having an HIV test to protect a partner or 

because of a partner’s HIV-positive status or high risk behaviour were 

reported as factors associated with undergoing testing in studies of varying 

quality, using qualitative interviews, survey or case note review126, 169, 185. 

HIV knowledge or awareness of HIV was commonly reported as a factor 

associated with having undergone HIV testing. This was described by four 

studies; one high quality study found people with higher HIV knowledge 

scores were significantly more likely to have undergone HIV testing than 

those with lower knowledge scores169, and three moderate quality studies 

found having greater awareness of HIV, or knowing someone with AIDS or 

Tuberculosis was associated with having had a test126, 170, 177.  

Two studies126, 169 reported undergoing testing because of ‘curiosity’. For 

example, one high quality qualitative study reported that participants had 

undergone testing to eliminate uncertainty about their HIV status and to take 

better control and care of their health169. Experiencing symptoms which were 

attributed to HIV was another factor related to having had an HIV test 

emerging from moderate quality, qualitative studies126, 174. Self-perceived 

poorer health status was reported as a factor associated with testing in one 

moderate quality study179. Further, belief in AIDS-related conspiracy theories 

was found to be a factor associated with undergoing HIV testing in one 

moderate quality study conducted in the USA173.  
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3.5.5.2 Patient-related factors associated with not undergoing HIV testing 

The most commonly reported perceptual factor associated with not having 

had an HIV test was low perceived risk of HIV, reported by five high or 

moderate quality studies using a range of methodologies126, 169, 170, 177, 183. 

This factor included the perception that HIV was a young person’s 

disease126, that older patients did not perceive themselves to be part of a 

high risk group126, or that older patients did not perceive themselves to have 

HIV169. Two moderate quality studies utilising qualitative methodologies 

found that not having symptoms, or attributing symptoms to something other 

than HIV was associated with not having undergone HIV testing126, 174. 

Further, one moderate quality study reported that not being offered an HIV 

test by a HCP presented as a barrier to undergoing testing170. 

Two studies reported that stigma was associated with not undergoing HIV 

testing126, 184. One moderate quality study conducted in the USA reported 

that some older individuals anticipated stigma, particularly in terms of how 

other people might perceive them in light of an HIV diagnosis in older age. 

However, this study also reported that anticipating stigma from a HCP would 

not act as a barrier to undergoing HIV testing126. One high quality qualitative 

study conducted in Uganda described how patients felt a double burden of 

stigma associated with acquiring or living with HIV in older age. In some 

instances participants had previous experience of stigma, or anticipated 

stigma from other healthcare service users or HCPs. Similarly, internalised 

stigma also acted as a barrier to undergoing testing184.   

Two other factors were reported once as associated with not having had an 

HIV test; government mistrust173, and hopelessness associated with a lack of 

treatment126. Government mistrust was reported by one moderate quality 

study conducted in the USA. This study indicated that mistrusting the 

government either to disclose information about HIV/AIDS, or to provide care 

for vulnerable populations living with HIV acted as barriers to undergoing HIV 

testing173. Hopelessness was also reported by a single study conducted in 

the USA. This study reported that a lack of effective treatment for HIV acted 
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as a barrier to undergoing HIV testing, particularly among people who had 

experienced the death of a loved one due to AIDS126. This study also 

reported that hopelessness was associated with denial of risk, presenting as 

a further barrier to undergoing testing126.  

Finally, fear of a positive result was described by a high quality study 

conducted in Africa and a moderate study quality conducted in the USA as a 

barrier to undergoing HIV testing126, 184. The African study reported that fear 

was associated with fear of stigmatisation184 whereas the American study 

reported that fear of a positive result was associated with a lack of effective 

treatment, and therefore a potentially poor prognosis following a positive 

test126.  

 

3.5.5.3 Clinician-related factors associated with patients not receiving an HIV 

test 

Three studies using surveys or qualitative methods reported clinician’s 

preconceived ideas about older people, which acted as a barrier to offering 

an HIV test to an older person. It was reported that these perceptions 

resulted in HCPs not considering HIV in older patients as readily as with 

younger patients176.  More specifically, one low quality study conducted in 

the USA reported that the perception among clinicians’ that older people lack 

understanding regarding HIV acted as a barrier to HIV test offer182. In the 

same way, moderate quality studies conducted either in the USA or Brazil 

reported that clinicians perceived older people to be at less risk of HIV175, 176, 

that older people are more likely to take precautions to protect themselves 

against HIV176, or that older people are not comfortable discussing sexuality 

with a HCP176, which all acted as barriers to offering HIV testing. Similarly, 

two studies also reported that HCPs themselves felt uncomfortable with 

addressing risk in older people, acting as potential barriers to offering HIV 

tests to older individuals175, 182.  
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3.5.6 Practical Factors 

3.5.6.1 Patient-related factors associated with undergoing HIV testing  

The most commonly reported practical factor associated with undergoing HIV 

testing was regular use of healthcare services. This was reported by eight 

studies of mostly moderate quality in the USA, UK or Brazil, using qualitative 

and quantitative methods172, 175-177, 180, 181, 183, 185. Regular use of healthcare 

services included having a usual source of care180, 183, having seen a 

clinician within the last year172, having had a test during hospitalisation175, 180, 

181, testing as part of a routine health screen176, 181, sexual health screen185, 

or because of blood donation181. This factor was closely related to being 

offered or encouraged to test for HIV by a HCP, which was also found to 

facilitate testing. This was reported by three moderate quality studies 

conducted in the USA using survey170, 181 or qualitative methodologies126. 

Similarly, experiencing physical symptoms was reported in studies from the 

USA during qualitative interviews126 and survey data180 to be associated with 

a decision to test for HIV. Likewise, having health insurance or the financial 

means to pay for healthcare was significantly associated with undergoing 

HIV testing in moderate quality studies conducted in the USA173, 179, 183. 

Finally, one moderate quality study reported that people were more likely to 

undergo HIV testing when they had tested for HIV previously177.  

 

3.5.6.2 Patient-related factors associated with not undergoing HIV testing 

Although previously reported as a facilitator to undergoing testing, one high 

quality study conducted in the USA reported that people who had previously 

tested for HIV were less likely to test for HIV again169. This study also 

described that the dislike of needles presented as a barrier to undergoing 

HIV testing169. 

A moderate quality study also conducted in the USA acknowledged that 

older, menopausal women no longer attended healthcare services for 

antenatal care. This resulted in older women no longer encountering 
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opportunistic HIV testing in this setting181. Not being offered or encouraged to 

test for HIV by a HCP was found to be significantly associated with not 

undergoing HIV testing by a further study conducted in the USA170.  

 

3.5.6.3 Clinician-related factors associated with patients receiving an HIV 

test 

Two low quality studies conducted in the USA and UK reported that HCPs 

were more likely to offer an HIV test to a patient when they presented with 

symptoms which potentially suggested HIV, such as an opportunistic 

infection or with symptoms of seroconversion illness176, 185. These studies 

explored barriers and facilitators to HIV testing in older age either in a 

secondary care environment or within a residential care home setting. The 

same studies also reported that the offer of an HIV test by clinicians was 

more likely when the patient reported high-risk behaviours during the 

consultation176, 185. Testing as part of other screening such as during routine 

check-ups176, 181, or as part of an asymptomatic sexual health screen185 

presented clinicians’ with an opportunity to offer HIV testing and as such was 

found to be positively associated with test offer in three studies conducted in 

the USA or UK176, 181, 185.   

 

3.5.6.4 Clinician-related factors associated with patients not receiving an HIV 

test 

Three low quality studies conducted in either the USA or UK reported that a 

lack of information acted as a barrier to offering HIV tests to older patients. 

More specifically, one study reported that clinicians lacked general 

information about HIV182, and another reported that a lack of information 

meant clinicians were not able to identify a clinical indicator condition, 

resulting in a lack of test offer185. The third study reported that a lack of 

information provided to older patients regarding HIV resulted in a barrier to 

test offer by clinicians to this group176. One of these low quality studies also 

reported that time was a practical barrier to offering HIV tests182. Although 
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these studies included barriers to offering HIV testing to patients aged ≥50 

years, one defined ‘older’ as ≥65 years182 and another included a 

retrospective case notes review of patients aged ≥60 years. 

 

3.6 Discussion  

This review identified several factors associated with whether an older 

individual undergoes HIV testing. The most commonly reported patient-

related factors were frequently interacting with healthcare services; high self-

perceived or actual risk of HIV; having some HIV-related knowledge; and 

being offered or encouraged to test for HIV by a HCP. Conversely, the most 

commonly reported patient-related factor associated with not undergoing 

testing for HIV was low self-perceived risk of HIV.  

Low risk perception is a commonly cited barrier to undergoing HIV testing, 

regardless of patient age, and has been highlighted in a previous review97.  

However, despite disclosing risk behaviours for HIV, such as multiple sexual 

partners, some individuals still perceive themselves to be low risk187. In the 

older population, this low perceived risk of HIV may be exacerbated by 

factors such as the perception HIV is a young person’s disease126, or that 

risk of HIV is associated with very high risk behaviours and promiscuity126. It 

may therefore be necessary to address this by educating people on what 

kind of behaviours could potentially put them at risk of acquiring HIV.  

The misconception that HIV is not a condition which affects older individuals 

may be associated with the common perception of asexuality in older age128. 

This has led to reports that patients perceive that clinicians think of them as 

asexual beings, and as a result their sexual health needs are not recognised 

or addressed129. However, despite the perception of low risk and asexuality 

in older age, sex remains important to quality of life in older age65, 66. 

Evidence suggests that many people remain sexually active in later life67, 68; 

one study indicated that the main reason for lack of sex in older individuals 
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may be due to physical limitations and not because of a lack of desire or 

opportunity68.  

An increasing emergence of online dating sites aimed at older people has 

seen an increase in online dating in this group188. Although this is not unique 

to older people, relationship transitions, common in older age, may increase 

the likelihood of meeting new partners after an established relationship177, 189. 

Further, condom use among older people remains low70, 190, 191 which may be 

due to a lack of confidence in negotiating condom use when starting a new 

relationship, or because postmenopausal women are no longer concerned 

about pregnancy181. Alongside a lack of condom use, the availability of 

effective drugs to treat erectile dysfunction and physiological changes in 

post-menopausal women78, 177 may put individuals at increased risk of HIV in 

older age and it is therefore important that their sexual health needs are 

appropriately addressed. 

Misconceptions about older people in terms of their risk and sexuality was 

found in this review to be the most commonly identified clinician-related 

barrier to offering an HIV test to older people. Conversely, this study also 

found that greater engagement with healthcare services and being 

encouraged to test for HIV by a HCP were positively associated with 

undergoing testing among older patients. It is therefore salient that clinicians’ 

preconceptions about older people both in terms of perceived low risk175, 176, 

and the perception that older individuals feel uncomfortable discussing 

sexuality176 prevent them from offering older patients an HIV test. This shows 

a mismatch between what clinicians perceive older people feel regarding HIV 

testing, and what patients may actually feel. This phenomenon may in part 

be due to fear of harming the doctor-patient relationship or a lack of training 

on how to initiate a conversation with an older patient regarding HIV 

testing192. This is in line with evidence from one study indicating that general 

practitioners (GPs) do not feel sexual health is a suitable topic to discuss 

with patients they perceived to be older193. Not having a HCP discuss HIV 

with older individuals may further reinforce patients’ own perceptions that 

they are not at risk. Despite this however, HIV tests have been repeatedly 
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found to be highly acceptable to patients regardless of age106, 107, 166; one 

study found more than 90% of patients (all ages) accepted the offer of a 

routine HIV test, however older people were significantly less likely to be 

offered a test than a younger person by a clinician106, 166. HIV testing may 

therefore be increased by addressing the discordance between patients’ and 

clinicians’ perceptions. 

Although only mentioned by one study conducted in the US, belief in AIDS-

related conspiracy theories was found to be associated with undergoing HIV 

testing in older age. One explanation may be that individuals who perceive 

high HIV-related risk engage with these conspiracies and actively seek 

testing as a result173. This includes socially vulnerable individuals, such as 

those belonging to minority ethnic groups. These individuals may therefore 

engage better with testing services to respond to the threats associated with 

conspiracy theories173. The same study also found that mistrust in the 

government was a barrier to accessing HIV testing173. Mistrust in medical 

care among minority ethnic groups in the US may be influenced by the 

Tuskegee Trial; a trial which ran until the 1970s in which black African 

American men were denied medical treatment for Syphilis194. However, 

avoidance of healthcare is likely to also be impacted by broader 

experiences195. Whether AIDS-related conspiracy theories exist and have an 

impact on HIV testing among older individuals in the UK has not been 

documented. 

The themes identified in this review may be useful in designing interventions 

to increase testing rates in the older population. However in order for 

interventions to be successful, they will have to address both patient- and 

clinician-related barriers to undergoing HIV testing in older age. Routine 

screening for HIV in secondary care, which has been found to be cost 

effective in areas of high HIV prevalence (where the local HIV prevalence 

exceeds 2/1000 population)196 is currently recommended in UK HIV testing 

guidelines26, 89 and may be a way of overcoming some of the identified 

barriers to testing. This would help to normalise HIV testing and expose the 

older population to information about HIV, significant since high HIV 
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knowledge scores was shown to facilitate testing in this group169. This would 

also overcome a need for patients to self-identify as at-risk for HIV as 

everyone would be eligible to test. From a clinician’s perspective, routine 

testing would alleviate any uncomfortable feelings regarding risk factor 

questioning, and would overcome having to identify a clinical indicator 

condition in order to offer an HIV test, which has been suggested as one of 

the biggest barriers associated with non-adherence to testing guidelines in 

the UK107, 197. However, UK HIV testing guidelines already suggest routine 

screening of all acute admissions in high prevalence areas26, 89 but 

increasing rates of late diagnosis despite contact with healthcare services 

among the older population suggests this is not occurring. Clinicians would 

therefore need adequate training and encouragement to routinely offer HIV 

testing.  

Routine screening in primary care may also be appropriate to increase 

testing rates in older adults. Many interactions with healthcare services in 

older age occur in primary care198, for example for the Influenza vaccine or 

for the management of existing long-term health conditions and 

comorbidities. Also familiarity with a GP may make conversations regarding 

HIV risk and sexuality easier, although there is little evidence about how a 

relationship with a clinician might affect willingness to discuss sexual health 

in this group. Despite this, primary care may present an appropriate avenue 

for testing. However, since GPs do not always proactively address sexual 

health in older populations193, specific training or incentives may be required 

in order to achieve this, although potential cost implications will have to be 

considered. However, although this may be a suitable model to increase HIV 

testing in the UK, alternative models may have to be explored in other 

countries where healthcare settings and access to healthcare may be 

different. 
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3.6.1 Update to the review 

Since publication of the data outlined above, other eligible studies have been 

published. In order to update this systematic review the search was re-run 

using the search terms outlined in Table 3.1 to search databases outlined in 

section 3.4.1. As in the original search, the Cochrane library and relevant 

conference abstracts were searched by hand. The updated search was 

conducted on 18 June, 2018 and included any study which had been 

published since the beginning of 2016, allowing a small overlap with the 

previous search in order to make sure all potentially eligible studies were 

included.  

The updated search resulted in 620 potentially eligible studies. After removal 

of duplicates (n=41), 579 were eligible for title and abstract review. Studies 

were subjected to a full text review if they met inclusion criteria 1-3 outlined 

in Figure 3.1. Since all identified studies had been published since the 

beginning of 2016, there was no need to check studies against inclusion 

criteria 4 (articles published since 01/01/1997). After title and abstract review, 

561 were excluded because they did not discuss barriers or facilitators to 

testing in people aged ≥50 years. A full text review was conducted on 18 

studies, after which 15 were excluded. The majority of papers (n=13) were 

excluded because they either did not assess barriers or facilitators to testing, 

or did not include a separate analysis on participants aged ≥50 years. Two 

studies were excluded at this stage because they included data from studies 

conducted as part of this thesis which had been presented at conferences 

(Chapters 5 and 6). No additional studies were found after reference and 

citation searching of eligible studies.  

Overall three studies were eligible to be included in the update and study 

characteristics are outlined in Table 3.5. Findings from each eligible study 

are outlined below, and any implications findings may have had on the 

design of the qualitative studies outlined in Chapters 5 and 6 will be 

discussed in section 3.6.1.1.  
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Guo et al (2017)199 and Oraka et al (2018)200 are both studies of moderate 

quality (Table 3.6) conducted in the USA utilising large cross-sectional 

survey data. Findings from these studies were not novel and reinforced the 

findings from the original review. Both studies found that when a patient 

reported HIV risk factors to a clinician during a consultation, this resulted in 

people undergoing testing. These findings are in line with findings from three 

studies included in the original review171, 172, 176 which found that reporting 

risk factors or disclosing risk during a consultation was positively associated 

with having had a test in the older group. In addition to reporting HIV risk 

factors, several studies in the original review further suggested that testing 

for HIV was associated with higher self-perceived risk of HIV126, 169, 170, 176, 177, 

183.  

Having health insurance was found by Guo et al (2017)199 to be associated 

with undergoing testing among older individuals. This reflected findings from 

two studies in the original review which found that having health insurance or 

the financial means to pay for healthcare was associated with undergoing 

testing173, 179.  
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Table 3.5: Characteristics of studies included in the updated review 

Author, 
year 
(Country) 

 

Study design and 
setting 

 

Sample 
size 

 

Sample 
characteristics 

 

Testing 
rates 

 

Practical 
factors 
associated 
with test 

 

Perceptual 
factors 
associated 
with test 

 

Practical factors 
associated with 
delayed/non-test 

 

Perceptual factors 
associated with 
delayed/non-test 

 

Alencar, 
2016129 
(Brazil). 

 

 

Qualitative 
interviews with 
patients and HCP. 

Patients living with 
HIV accessing HIV 
and general health 
services 

11 
patients; 
23 HCP 
(11 nurses 
and 12 
physicians) 

Patients: age range 
60-75 years, mean 
age 68 years; 73% 
male 

 

 

 

Not 
reported 

  HCP do not 
routinely test older 
patients for HIV; 
Other causes for 
symptoms are 
investigated in 
older patients 
before HIV; HCP 
have little training 
on sexuality in 
older age; HCP 
have a lack of 
knowledge 
regarding sexuality 
of older patients 

HCP perceive older 
patients to be 
asexual; HCP are 
uncomfortable 
discussing sexual 
health with older 
patients; HCP 
perceive lack of 
skills to discuss 
sexual health with 
older patients; HCP 
stereotype at-risk 
patients 

Guo, 
2017 
(USA)199. 

 

Cross-sectional 
analysis from 
survey data. 

Representative 
general population 

 

1056 Average age 62 
years (SD 4.2); 59% 
female, 59% female; 
37% Non-Hispanic 
White, 27% Hispanic, 
23% African-
American, 13% Asian 

Not 
reported 

Higher 
reported 
actual risk; 
having 
health 
insurance 

 Lack of health 
insurance 
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Table 3.5 continued: Characteristics of studies included in the updated review 

Author, 
year 
(Country) 

 

Study design 

 

Sample 
size 

 

Sample 
characteristics 

 

Testing 
rates 

 

Practical 
factors 
associated 
with test 

 

Perceptual 
factors 
associated 
with test 

 

Practical factors 
associated with 
delayed/non-test 

 

Perceptual factors 
associated with 
delayed/non-test 

 

Oraka, 
2018200 
(USA). 

 

Cross-
sectional 
analysis from 
survey data. 

Representative 
general 
population 

 

757 All aged ≥ 65 years; 
54% male, 54% 
male; 85% non-
Hispanic white,7% 
non-Hispanic black, 
6% Hispanic, 3% 
non-Hispanic other  

Not 
reported 

Higher 
reported 
actual risk 
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Table 3.6: Study quality of studies included in the updated review 

  First author, year Score (/10) Quality 
  

Quantitative 
Guo (2017)199  6 Moderate  

Oraka (2018)200  7  Moderate  

Qualitative Alencar (2016)129  8  Moderate  

 

Alencar and colleagues (2016)129 reported findings of a qualitative study, 

utilising interviews with patients and HCPs. This study found several factors 

associated with undergoing testing for HIV in people aged ≥50 years, and 

although some support findings from the original review, some were factors 

not previously reported. It was reported that not routinely offering HIV testing 

to older patients acted as a barrier to older individuals receiving an HIV 

test129. This supports one study in the original review which similarly found 

that HCP do not think about HIV as readily in an older patient as they do in a 

younger patient176.  

A lack of routine HIV test offer to older patients may potentially be linked to 

two other factors found by Alencar and colleagues (2016)129 . Firstly, HCPs 

were found to stereotype older patients as at low risk of HIV and as a result 

were less likely to offer them an HIV test. Similarly, several studies from the 

original review reported that a patients’ own perception that they were at low 

risk of HIV, resulted in a lack of test seeking169, 170, 177, 183. 

Secondly, Alencar et al (2016)129 found that HCPs perceived symptoms in 

older people to be more likely due to another cause, rather than HIV. This 

resulted in HCPs offering HIV testing to older patients only after other 

potential causes had already been investigated. This was not a finding in the 

original review, although the impact of patients own experience of symptoms, 

and how this potentially impacted on whether they received an HIV test was 

reported126, 174.  
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A lack of clinician knowledge was another factor found by Alencar and 

colleagues (2016)129 to be a barrier to HIV test offer to older patients. This 

was reported by three studies in the original review which included a lack of 

general HIV related knowledge among clinicians, and a lack of ability to 

recognise a clinical indicator condition176, 182, 185. In addition to these findings, 

Alencar et al (2016)129 found that training in the field of elderly medicine was 

focussed on chronic disease and as a result some clinicians lacked 

knowledge regarding the sexuality of older adults. This resulted in clinicians 

perceiving that they lacked the skills to discuss sexual health with older 

patients, which acted as a barrier to HIV test offer in this group. Finally, the 

study by Alencar and colleagues (2016)129 identified two final perceptual 

factors which were reported as barriers to offering HIV test to older 

individuals: clinicians’ perception of asexuality in older individuals; and 

clinicians feeling uncomfortable addressing the sexual health of older adults, 

both of which were reported in the original review175, 182.  

 

3.6.1.1 Potential impact on qualitative study design 

Findings from the original systematic review were used to inform the design 

of the qualitative studies presented in Chapters 4, 5 and 6. Factors which 

were identified as important to whether an older individual received HIV 

testing were used to inform interview topic guides. This section explores how 

the findings from the updated search may have potentially impacted on how 

data were collected in the qualitative studies.   

Some of the factors reported by Alencar and colleagues (2016)129, and all of 

the factors reported by Gao et al (2017)199 and Oraka et al (2018)200 support 

the findings from the original review. As a result, these findings did not 

provide any further insight into what factors affect whether an older person 

receives HIV testing and would therefore have had no impact on the 

collection of data in subsequent qualitative studies.  

However, several factors reported by Alencar et al (2016)129 were novel and 

were therefore not included in the findings from the original review. These 
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factors included: clinicians stereotyping at-risk patients; clinicians 

investigating other causes to explain symptoms in older adults prior to 

offering HIV testing; lack of clinician knowledge regarding the sexuality of 

older patients; and clinicians’ perceived lack of skills to discuss sexual health 

with older patients. Since there was no evidence of how these factors might 

impact on testing for HIV in older adults in the literature at the time interview 

topic guides were developed, they were not included in original versions. 

However, because a semi-structured design was utilised to conduct the 

qualitative interviews (Chapter 4), novel factors emerging after preliminary 

analysis were added into subsequent versions to be explored with other 

participants in an iterative process. As a result of this approach, all novel 

factors identified in the updated systematic review were also identified in 

early interviews and as such were explored fully with patient and clinician 

participants (Chapters 5 and 6). Therefore, despite the identification of novel 

factors in the updated review, they would not have impacted on data 

collection or interpretation of subsequent qualitative studies.  

 

3.6.2 Limitations 

The purpose of the systematic review presented in this chapter was to 

identify patient- and clinician-related factors associated with undergoing HIV 

testing in older age in order to inform the design of interview topic guides for 

qualitative studies (Chapters 5 and 6). For this reason, and because of a lack 

of data in this area, all eligible studies were included regardless of methods 

utilised, study setting or sample characteristics. 

Reviewed studies utilised diverse methods, including a range of qualitative 

and quantitative methodologies and included participants recruited from a 

specialist HIV services, other healthcare services, or utilised generalisable 

survey data. Study participants were also heterogeneous, for example, some 

included studies only included female participants whereas others were over-

represented by male participants. In addition studies conducted in any region 

were included. Due to this heterogeneity, a systematic review or meta-
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analysis was not possible and a narrative approach to data synthesis was 

undertaken. Although this methodology was considered the most appropriate 

method to collate results from included studies, it meant that it was not 

possible to compare findings across studies, or between different 

populations. Further, with a narrative approach there is potential for bias in 

terms of over or under representation of study data.  

In addition to heterogeneity in terms of the setting in which recruitment 

occurred, or the gender of participants in included studies, there was also 

considerable variation in the age of participants; some studies used 50 years 

as a lower cut-off for inclusion, others used 60 years, and some included 

participants of all ages with a sub-analysis in older participants. This may 

affect generalisability of findings. Further, included studies were mainly from 

the USA which may also mean findings are not generalisable, particularly to 

settings were healthcare services are not privatised. This highlights a need 

for further studies conducted in a range of countries, to better understand the 

factors associated with undergoing testing for HIV in the older population in 

different healthcare settings and where access to high quality healthcare 

may vary. 

The decision was made not to include studies from the pre-therapy era (prior 

to 1997) because it was felt that attitudes towards testing would have been 

significantly different at this time. However some included studies were 

conducted in the early therapy era. It is therefore acknowledged that 

although effective therapy would have been available at this time, in view of 

the changing landscape in terms of ongoing advances in HIV, some factors 

associated with a decision to test identified in these early studies may not still 

be relevant. 

Although one study reported inclusion of participants up to 92 years, the 

mean age of participants in included studies was ≤65 years. It is 

acknowledged that sexual behaviour and attitudes to HIV testing is likely to 

vary considerably between people aged 50 years and above, and since the 

majority of included participants were aged between 50 and 65 years, this 

may not reflect the views and beliefs of all older populations. 
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However despite these limitations, to our knowledge this is the first 

systematic review specifically identifying patient- and clinician-related 

barriers to undergoing HIV testing in people aged ≥50 years. As a result, this 

review is an important first step in identifying areas for further research, and 

to inform the design of subsequent studies to better understand factors 

associated with undergoing HIV testing in older age.  

 

3.7 Conclusion 

The results of this review identified both patient- and clinician-related factors 

associated with undergoing HIV testing in older individuals. In order for any 

interventions to be successful, they will therefore have to address factors in 

both groups.  

The main findings of the review indicated that clinicians’ beliefs that people 

aged ≥50 years are not at risk of HIV, or that they will feel uncomfortable 

discussing risk or sexuality, were the most commonly cited clinician-related 

barriers to offering an HIV test to an older patient. Conversely, being offered 

or encouraged to test for HIV by a HCP was among the most commonly cited 

factor associated with having received an HIV test among older patients. 

This shows a divide between clinicians’ preconceptions and patients’ 

expectations, which may impact on testing rates.  

However, this review highlighted a paucity of high quality studies and studies 

conducted outside the USA which assess patient- and clinician-related 

factors associated with undergoing HIV testing in people aged ≥50 years. 

Therefore more work is needed in order to better understand what factors 

play a role in an older patients’ decision to undergo HIV testing, and what 

factors affect a clinician’s decision to offer HIV testing to older patients.   

The results of this review have been used in the design two novel qualitative 

studies aiming to identify patient- and clinician-related factors associated with 

undergoing HIV testing in people aged ≥50 years. The factors identified in 

this review as playing a role in whether older patients undergo HIV testing 
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have been used as the basis for guiding semi-structured interviews. The 

methods used to undertake these studies are outlined in Chapter 4, and 

results from the study with patient participants and clinician participants are 

presented in Chapters 5 and 6 respectively.  
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Chapter 4 – Qualitative methodologies  

 

4.1 Chapter outline 

This chapter describes the methods used for designing, undertaking and 

analysing the novel qualitative studies undertaken as part of this PhD. The 

design of these studies were informed by the work presented in Chapters 2 

and 3. Specifically, sampling strategies were informed by the secondary data 

analysis of national surveillance data (Chapter 2), and the design of semi-

structured interviews were influenced by findings from the systematic review 

(Chapter 3).  

Results of the qualitative studies described in this chapter are presented in 

Chapters 5 and 6. 

 

4.2 Reporting  

Studies are reported in line with the Consolidated Criteria for Reporting 

Qualitative Research (COREQ) checklist201. 

 

4.3 Methodological approach and theoretical perspective  

Ontology is concerned with how reality and the existence of the real world 

are understood202. For the purposes of this study, a realist ontological 

standpoint was adopted. This means that it was accepted that a real world 

does exist and therefore participants’ experiences were considered to be 

real. However, in understanding someone’s experiences, it is important to 

also consider epistemology (an understanding of how we acquire 

knowledge)202.  



138 
 

Although the ontological stance was realist – accepting that a real world does 

exist – it was felt that how we acquire knowledge regarding the experiences 

of a participant can be influenced by context. For example, a participant may 

respond to the same question differently depending on who asks the 

question, the way the question is asked, or whether the question is asked in 

a one-to-one interview or group discussion. For this reason it was felt that a 

participants’ account of their experience could not be taken at face value and 

as a result, a critical realist epistemological approach was taken203. This 

approach acknowledges that context can affect an individuals’ account of 

their experience, and that accounts given at different times may vary as 

people’s understanding of them changes. As a result, it was important to 

consider which methodology would be most appropriate.  

 

4.3.1 Choice of methodology  

Adopting a critical realist view meant that I could take a pragmatic approach 

which allowed me to choose the methodology I thought would be best suited 

to answer the research questions. A pragmatic approach is often used in 

health research as it rejects the need to theorise how far knowledge reflects 

reality, and instead allows knowledge to be used as a tool for action204. 

Appropriate methodology was chosen to understand participants’ 

experiences, while also standardising the process enough to minimise any 

effects I had as the interviewer. Different qualitative approaches, such as 

focus group discussions, were considered. However, since it was felt that 

context has an impact on how we gain insight into participants’ experiences, 

utilising focus groups to discuss potentially sensitive issues regarding an HIV 

diagnosis were not felt to be appropriate. Semi-structured interviews were 

felt to be the best methodological approach to learn about participants’ 

experiences. This approach allowed me to question participants in order to 

learn more about their experiences, but also allowed me to standardise the 

process to minimise any potential impact I may have had on their responses. 

This included introducing the study to each participant in the same way, and 

using interview topic guides to ask all participants similar questions. 
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An inductive approach to data collection was utilised which allowed 

exploration of both pre-existing and emerging themes. Factors which were 

associated with whether an older individual received HIV testing identified in 

the systematic review (Chapter 3) were used to inform initial interview topic 

guides. However, the inductive approach to data collection meant that any 

novel themes which were identified during interviews could be added to 

subsequent topic guides and explored with other participants. In addition, this 

inductive approach meant that analysis was driven by the data and was not 

confined by pre-existing theory or led by pre-conceived notions. Purposive 

sampling was used to ensure sufficient numbers of participants from different 

groups (Sections 4.6.1 and 4.6.2). This approach allowed me to gain an 

understanding not only of the collective experience, but also experiences 

from diverse sub-populations.  

 

4.4 Ethical approval 

Ethical approval was granted by the South Central – Hampshire B Research 

Ethics Committee (Ref: 16/SC/0279) (Appendix G).  

 

4.5 Sample 

Results of the systematic review (Chapter 3) indicated that there were 

patient- and clinician-related factors which were associated with whether an 

older individual undergoes HIV testing. For this reason, two qualitative 

studies were undertaken; one study with patient participants and a second 

linked study with clinicians who had been involved in their care in the three 

years prior to their HIV diagnosis. This approach allowed exploration of the 

opinions and experiences of these two groups. Further, it was possible to 

identify any similarities or differences in the opinions of patients and 

clinicians, and to consider what they might mean in terms of the design of 

interventions to increase HIV testing in older individuals. 
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4.5.1 Patient participants  

Recruitment of patient participants was conducted at HIV clinics within six 

NHS Trusts across South East England.  

Specific inclusion and exclusion criteria are detailed below. 

4.5.1.1 Inclusion criteria 

• Aged ≥50 years at the time of HIV diagnosis 

• Diagnosed late with HIV (defined as an HIV diagnosis with a baseline 

CD4 count of <350 cells/ µl or presenting with an AIDS-defining 

illness30) 

• Diagnosed with HIV in the previous 1-36 months 

 

Patients were not eligible if they had been diagnosed in the previous month. 

This was to allow time for participants to come to terms with their diagnosis 

and to ensure they were well enough clinically to take part. The upper limit 

was set strategically to allow for adequate numbers of eligible participants, 

while not being too long after a diagnosis for accurate recall. While it is 

acknowledged that memories become less specific over time205, evidence 

suggests that enhanced storage of memories occurs following an important 

or emotionally significant event206. For this reason, it was felt that a 

recruitment up to three years following an HIV diagnosis would be 

appropriate. 

4.5.1.2 Exclusion criteria 

• Unable to communicate effectively in English 

• Not able to give informed consent  

Patients who were not able to communicate effectively in English were 

excluded from the study as it was felt that they may have found it distressing 

to talk openly about their HIV diagnosis in the presence of an interpreter. The 

sexuality of older people remains a taboo subject for some66 and it was 

therefore felt that the presence of an interpreter during the discussion of 
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potentially sensitive issues may have diluted the interview process. Because 

the majority of patients attending participating HIV services speak English, 

few, if any, patients were excluded on this basis. Patients who lacked 

capacity and were not able to give informed consent were also excluded 

from the study. 

 

4.5.2 Clinician participants 

Clinician participants were recruited from six NHS Trusts in South East 

England or in primary care practices within Kent, Surrey or Sussex. Specific 

inclusion and exclusion criteria are detailed below. 

4.5.2.1 Inclusion criteria 

• Clinicians were eligible if they had been involved in the care of a 

patient participant within three years of their HIV diagnosis 

In order to maintain patient confidentiality, clinicians were not asked about 

specific patients or cases during semi-structured interviews. However, 

clinicians were included in the study if they had recently seen (within the last 

3 years) an older person with undiagnosed HIV infection. Data suggests that 

an individual diagnosed late with HIV has likely been living with the infection 

for up to five years162. Therefore, in order to ensure clinicians had seen an 

older individual with undiagnosed HIV infection, they were invited to take part 

in the study only if they had seen a person who had been diagnosed late with 

HIV (aged ≥50 years) within three years prior to their diagnosis (Section 

4.5.1).  

4.5.2.2 Exclusion criteria 

• Clinicians who had not seen a patient participant  

• Clinicians who had seen a patient participant more than three years 

prior to their HIV diagnosis 

• Clinicians who had seen a patient participant, but consent was not 

given by the patient to contact them 
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It was felt that the views regarding factors associated with offering HIV 

testing to older individuals were particularly important and relevant if the 

clinician was known to have previously seen an older person living with 

undiagnosed HIV infection. For this reason, any clinician who had seen a 

patient participant more than three years prior to their HIV diagnosis was not 

eligible for inclusion in the study, as the patient may not have been living with 

undiagnosed HIV at this time. 

In order to maintain patient confidentiality, clinicians were not made aware of 

the identity of the patient they had previously seen. Despite this, if the patient 

did not give their consent for clinicians to be contacted, then these clinicians 

were not approached and invited to take part in the study.  

 

4.6 Procedure 

4.6.1 Patient participants 

Results from Chapter 2 indicated that the main groups of people diagnosed 

with HIV in the UK aged ≥50 years were men who have sex with men 

(MSM), and white and black African heterosexual men and women. For this 

reason, twenty participants were recruited using purposive sampling to 

ensure representation of individuals from each of these groups. Sampling 

ensured at least 20% (4) of recruited patients fell into each of the following 

demographic groups: gender (male, female); sexuality (heterosexual man or 

woman, MSM); ethnicity (white, black African/Caribbean); local HIV 

prevalence (high, low). Sampling also ensured participation of patients aged 

50-59, 60-69 and 70+. However, because there were limited eligible patients 

who were aged ≥70 years, a maximum variance sampling strategy was used. 

This strategy was used to maximise diversity, allowing the examination of 

experiences of more diverse populations207. It was expected that views and 

experiences would vary by age and this strategy therefore allowed the 

examination of variation by ensuring participation from patients with as large 

an age range as possible.  
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In order to maintain confidentiality, eligible patients were identified and 

approached by a member of their local clinical team either by phone or 

during a routine clinical appointment. If they were interested in the study and 

gave verbal consent for the sharing of their contact details, details were 

given to the candidate. Contact details were recorded and kept in a locked 

filing cabinet. During the study visit (located in a private room at the patient’s 

HIV clinic) the rationale and purpose of the study were discussed (Appendix 

H). Patients were not known to the candidate prior to the study visit. Written 

informed consent was received in accordance with Good Clinical Practice 

guidelines208 (Appendix I), and a healthcare utilisation questionnaire, 

demographic questionnaire, and semi-structured interview were completed. 

Participants were given £20 to reimburse time and travel expenses.  

 

4.6.2 Clinician participants 

Eligible clinician participants were identified via a healthcare utilisation 

questionnaire and medical notes review which was completed with patient 

participants (Section 4.6.3.1). Once eligible clinicians had been identified, 

purposive sampling was used to ensure participation of clinicians working in 

a range of specialities, and within areas of high and low local HIV 

prevalence. Clinician contact details were gathered via NHS Trust or general 

practice websites. Initially they were contacted by the candidate and the 

primary supervisor via email. At this initial contact clinicians were given brief 

information about the purpose of the study and were informed that they were 

eligible to take part because they had seen a patient who had been 

diagnosed late with HIV sometime in the three years prior to their diagnosis. 

In order to protect patient confidentiality, clinicians were not given any details 

about the patient they had seen. Each clinician was contacted up to three 

times. If the clinician was interested in the study then a one-off study visit 

was arranged between the candidate and the clinician. Clinicians were not 

known to the candidate prior to contact. Although clinicians were made 

aware of the purpose of the study, and were advised that it was part of a 

PhD project during the initial email contact, this was reiterated during the 
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study visit (Appendix J). The study visit was located in a private room based 

at the clinician’s NHS Trust, usually within their department. At this visit 

written informed consent was received in accordance with Good Clinical 

Practice guidelines208 (Appendix K) and a demographic questionnaire and 

semi-structured interview were completed.   

 

4.6.3. Study visit 

Participants, regardless of whether they were patients or clinicians, took part 

in a one-off study visit with the candidate, which was arranged at a time 

convenient for the participant. At the study visit, all participants completed a 

basic demographic questionnaire and completed a semi-structured interview. 

In addition, patient participants also had the option to complete a healthcare 

utilisation questionnaire. Each of these activities are discussed below. 

 

4.6.3.1 Healthcare utilisation questionnaire 

A healthcare utilisation questionnaire was used to identify any healthcare 

provider the patient had seen in the three years preceding their HIV 

diagnosis. This list of clinicians was used to identify eligible clinician 

participants. The questionnaire collected data on three types of healthcare 

interactions: any appointments in primary care, any appointments in an 

outpatient setting, and any other hospital visits including visits to emergency 

care (Appendix L). Data included the name of the person they saw; their role 

(for example a doctor or nurse); which department the appointment was in; 

the month/year of the appointment; and the reason for the appointment. The 

candidate assisted questionnaire completion, encouraging patients to recall 

appointments in reverse chronological order, starting with the most recent 

appointment prior to diagnosis. 

Although this questionnaire was piloted prior to use, it was acknowledged 

that it may have been difficult for people to remember specific details about 
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each healthcare interaction over a three year period. As a result, consent 

was also sought for the candidate to review medical records to identify any 

missing data. However, this part of the study was optional and patients could 

still take part in the interview without giving consent for a review of records. 

Similarly, although these data were collected to aid clinician participant 

recruitment, clinicians were not invited to take part in the study unless patient 

participants gave their explicit consent for contact to occur. This was an 

additional step to protect patient’s confidentiality, despite non-disclosure of 

any patient details to any clinician who was contacted about the study. The 

healthcare utilisation questionnaire took up to 15 minutes to complete.  

Where explicit consent was given by the patient for a review of their medical 

records, the candidate liaised with the local HIV clinician who organised 

access to records. Once records were located and available, the candidate 

reviewed them in a private room within the corresponding NHS Trust. 

 

4.6.3.2 Demographic questionnaire 

Demographic questionnaires were self-completed by all participants during 

their study visit. Data were used primarily to aid sampling, but were also 

used during analysis in order to identify any general or systematic agreement 

or differences by demographic group (Section 4.6.4).  

The patient participant questionnaire included basic demographic questions 

including age (in years), and self-identified gender, sexual orientation and 

ethnicity. Basic clinical variables were also collected, including the presence 

of AIDS defining illnesses at the time of HIV diagnosis (Appendix M). The 

demographic questionnaire took approximately 10 minutes to complete. 

Since demographic data were not collected prior to recruitment, this 

information was primarily used to identify any patient groups where 

recruitment needed to be focused. Local HIV clinicians were instructed to 

focus recruitment on specific patient groups as appropriate.  
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The clinician participant questionnaire also included basic demographic 

questions such as clinician age (in years), and self-identified gender. Specific 

questions about their role such as the year they qualified as a doctor, 

previous specialties they had worked in, and how long they have worked in 

their current role were also collected. Additionally questions regarding care of 

HIV positive patients such as whether they currently had any HIV positive 

patients under their care, and whether they displayed any HIV-related 

information in their department were collected (Appendix N). The 

questionnaire took approximately ten minutes to complete. Data collected 

was primarily used to ensure participation of clinicians working in a range of 

specialities, and within areas of high and low local HIV prevalence.  

 

4.6.3.3 Semi-structured interview 

Participants were invited to take part in a one-off semi-structured interview. 

They were all conducted by the candidate and lasted approximately 45 

minutes. All interviews were audio recorded.   

 

4.6.3.4 Interview topic guides 

Separate initial interview topic guides were developed for patient and 

clinician participants (Appendices O and P). They provided a framework for 

semi-structured interviews and were based on the results of the systematic 

review which identified patient- and clinician-related factors associated with 

undergoing HIV testing in people aged ≥50 years (Chapter 3). However, the 

systematic review revealed limited data, particularly on clinician-related 

factors associated with offering HIV tests to older individuals. Therefore, in 

order to develop initial clinician topic guides, findings from the review were 

used in combination with factors identified in the literature as associated with 

offering HIV testing to patients of any age, such as practical or structural 

issues associated with testing. 
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Topic guides were used to guide areas for questioning. Rather than acting as 

a script, they were used to remind the candidate of the main areas to 

focussing questioning. Regardless of the guides, relevant novel factors which 

were identified during an interview were explored and later incorporated into 

subsequent versions of the topic guide. This allowed exploration of these 

novel factors with other participants, which was in line with the iterative semi-

structured approach adopted in these studies.  

Novel factors which were identified during patient interviews included how 

their experiences of early HIV/AIDS campaigns impacted on whether they 

underwent HIV testing, how ageing affected symptom attribution, and how 

people perceived their risk of HIV as they aged. Novel factors identified 

during clinician interviews included stereotyping of at-risk individuals and 

how this impacted on the offer of an HIV test to an older individual, and how 

the complexity of identifying an HIV indicator condition in an older patient 

impacted on test offer. 

 

4.6.4 Data analysis 

Audio recordings of interviews were transcribed verbatim and anonymised. 

Audio files were uploaded to transcription specialists and transcripts were 

later downloaded as password protected word documents, through a secure 

web portal. Each transcript was checked against audio files by the candidate 

for consistency. A confidentiality agreement was put in place to ensure non-

disclosure of sensitive data by transcribers.  

During reporting of direct quotes, patient participants were given 

pseudonyms to further protect their identity. In order to provide context, each 

quote was reported alongside basic demographic data. For patient 

participants this included their pseudonym, age (in years), ethnicity and 

sexuality. For clinician participants this included study number, speciality 

(medical, surgical or acute/emergency medicine) and local HIV prevalence 

(low or high). Study numbers were provided so clinician participants could be 
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linked to more detailed information regarding their speciality. An area of low 

local HIV prevalence was defined as an NHS Trust where the local 

prevalence was <2/1000 and an area of high local HIV prevalence was 

defined as an NHS Trust where the local prevalence exceeded the expanded 

testing threshold of 2/1000209. 

Transcripts were analysed following the methodology described in Braun & 

Clark’s 6-step guide for Thematic Analysis210 as outlined below:  

1. Familiarisation with the data occurred through data collection, re-

reading transcripts and listening to audio files 

2. Transcripts were imported into NVIVO 11 software, and initial codes 

were produced. The analysis was data driven rather than theory 

driven and the entire dataset were coded giving equal weight to each 

item (Figure 4.1). This resulted in a large amount of initial codes. 

During this process notes were made in order to document any initial 

patterns in the data 

3. Once all of the data had been coded, data were sorted into potential 

themes. This involved the production of initial thematic maps to 

understand how data potentially fit together into overarching themes. 

Several thematic maps were developed at this stage and initial 

themes were agreed with a second reviewer 

4. Initial themes and sub-themes were refined, and a more robust 

thematic map was developed to better understand not only what the 

overarching themes were, but also how themes related to each other. 

The second reviewer was consulted to ensure data fit coherently 

within each theme 

5. Themes were further defined and refined, and each theme was 

assessed for general systematic agreement or difference by 

demographic group. This was done by tabulating each theme 

separately as a way of visually capturing the spread of the data by 

participant demographics  

6. Written reports of findings were produced, and illustrated with quotes 
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At all stages, the lead candidate consulted with the supervisory team to 

agree coding and interpretation. Participants did not feedback at this stage, 

however a study steering group member and patient expert in HIV provided 

feedback on the interpretation of findings from a patient perspective.  

 

Figure 4.1: Data extract with initial codes 

Data extract Coded for 

Over the year’s um, I did go to the clinic and 
I’ve always been okay.  So, I’m just thinking, 
you know, even though I might have had a 
couple of partners, I’m just thinking, "Oh I’m 
okay anyway, she’s a good girl".  You know, 
but hey.  Yeah.  One of them things. 

1. Invincibility 
2. Trust in partner 
3. Potential denial of risk 

 
 

 

 

4.7 Conclusion 

This Chapter has outlined the methods used in conducting and analysing 

novel qualitative studies conducted as part of this PhD. Results of these 

studies are presented in chapters 5 and 6. 
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Chapter 5 – Factors associated with 

undergoing HIV testing in people aged 50 

years and over: results from a qualitative 

study 

Part of this chapter has been published: Youssef E, Wright J, 

Delpech V, Davies K, Brown A, Cooper V, Sachikonye M, de Visser 

R. Factors associated with testing for HIV in people aged ≥50 years: 

A qualitative study. BMC Public Health. 2018; 18(1):1204 (Appendix 

Q). 

 

5.1 Chapter outline 

Two linked novel qualitative studies were undertaken as part of this 

PhD, for which the methodologies have been outlined in Chapter 4. 

Results from the study involving patient participants are presented in 

this chapter. 

 

5.2 Background 

Results from the systematic review (Chapter 3) indicated that patient-

related factors are associated with undergoing HIV testing in people 

aged ≥50 years. These factors include patients’ perception of risk, 

and HIV-related knowledge. However, there is currently a paucity of 

high-quality research, particularly in settings outside of the USA. 

Therefore, more high quality research is needed in order to fully 

understand what factors affect a decision to undergo HIV testing in 

people aged ≥50 years in the UK. 
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5.3 Introduction 

In the UK there has been some success in meeting the UNAIDS 90-

90-90 goal (Chapter 1)5. However, despite this success, the first 

target has yet to be reached and it has been estimated that 13% 

(95% Crl 10-17%) of people living with HIV in the UK remain 

unaware of their infection5. As a result, public health efforts need to 

continue to focus on reducing undiagnosed HIV.  

Older individuals continue to be disproportionately affected by late 

diagnosis of HIV5 and as a result, the majority are known to have 

been living with undiagnosed HIV for several years at the time of 

diagnosis31, 211. Results from Chapter 2 corroborate previous 

research indicating that approximately half of all individuals 

diagnosed with HIV aged ≥50 years, acquired HIV infection over the 

age of 50 years33. This suggests that increasing HIV testing in the 

older population is one of the key ways to reduce undiagnosed 

infection, which plays a significant role in preventing onward 

transmission in this group. 

HIV testing guidelines suggest that all individuals, regardless of their 

age, seen in areas of high HIV prevalence (where HIV diagnosis is 

>2/1000 population) should be offered an HIV test when registering 

in general practice, and when they are admitted to hospital26, 89. 

These guidelines further recommend that testing should also be 

offered to all patients presenting with a clinical indicator condition (a 

condition where HIV should be considered in the differential 

diagnosis) in areas of low HIV prevalence26, 89. Despite this, 

continued disproportionate levels of late diagnosis among people 

aged ≥50 years suggest older individuals do not receive HIV testing 

in line with recommendations. This is in spite of continued healthcare 

interactions for illness, screening, and monitoring of long-term health 

conditions, which are common in older age. 
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Overall there has been an observed decline in the number new HIV 

infections in the UK which is due to a range of prevention strategies. 

However, much of this success is limited to particular sub-groups, 

such as MSM39 and an increase in both the number and proportion of 

new HIV diagnoses occurring in people aged ≥50 years continues to 

be reported5, 212. This suggests limited success of these initiatives 

within the older group.  

Although sexual activity continues into older age61, 67-69, older adults 

often perceive HIV to be a condition which affects younger people. 

As a consequence, older individuals often do not perceive 

themselves to be at risk of HIV, resulting in a lack of motivation to 

seek testing73, 124-127. The perception among healthcare providers 

(HCP) that older people are asexual and therefore not at risk of HIV 

may act as a barrier to test offer in this group74, 128-130. Feeling that 

older adults are not at risk of HIV may also explain the misattribution 

of symptoms so that symptoms in an older patient are often attributed 

to something ‘age-related’ rather than HIV129, 213. Further, perceived 

asexuality in older age may result in HCPs feeling uncomfortable 

discussing sexual health with older patients129, 130, hereby creating an 

additional barrier to HIV test offer in this group. Despite increased 

healthcare interactions in older age, older individuals are less likely 

than younger individuals to be offered HIV testing by a HCP106. 

Although there is some evidence that there are unique factors 

associated with undergoing HIV testing in older age (Chapter 3), it is 

not yet fully understood why older individuals are less likely than 

younger individuals to undergo timely HIV testing. Before 

interventions can be designed to increase HIV testing in this group, 

factors affecting the decision of an older individual to undergo HIV 

testing need to be better understood.  
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5.4 Aim 

The aim of this study was to identify patient-related factors 

associated with undergoing testing for HIV in people aged ≥50 years 

who were diagnosed late with HIV. 

 

5.5 Methods 

A detailed description of the methods used in designing and 

undertaking this study, including details of the recruitment strategy 

and data analysis, are provided in Chapter 4. To summarise, patients 

who had been diagnosed late with HIV, and were aged ≥50 years at 

time of diagnosis, were invited to take part in the study. Eligible 

patients attended a one-off study visit where they completed a 

demographic questionnaire, a healthcare utilisation questionnaire, 

and took part in a semi-structured interview. Findings are reported in 

line with the COREQ checklist201. 

 

5.6 Results 

Twenty participants were recruited into the study, at which stage it 

was felt that no new codes or themes would be elicited from further 

recruitment. 

Interviews lasted for an average of 52 minutes (range 24-71 

minutes). The sample was diverse: mean age 60 years (range 52-

80); 80% (16) identifying as white, 20% (4) identifying as black 

African/Caribbean; 70% (14) male, 30% (6) female; 60%  (12) 

heterosexual, 30% (6) gay, 10% (2) bisexual; and mean time since 

HIV diagnosis 17 months (range 4-31) (Table 5.1). 
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The majority of tests were initiated by a HCP. Although the majority 

of participants had been unwell in the time leading up to their 

diagnosis and had had many appointments and investigations before 

an HIV test was offered, other participants had different experiences. 

Some tested because a long term partner received a diagnosis and 

another following contact with a casual partner. One participant went 

to their GP and asked if their symptoms could be due to HIV, but the 

GP dismissed this and did not offer a test at this time. Conducting 

interviews with participants with a range of demographics mean that 

different experiences were captured. 
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Table 5.1: Demographic and clinical information of included patient participants3 

Participant Age Gender Sexual 
orientation Ethnicity 

AIDS defining condition 
at diagnosis 

 

Local HIV 
prevalence 

 
Penny 75 Female Heterosexual White Unknown High 
 
Simon 

 
61 

 
Male 

 
Gay 

 
White 

 
Unknown 

 
High 

 
Michael 

 
59 

 
Male 

 
Gay 

 
White 

 
Unknown 

 
High 

 
Chris 

 
55 

 
Male 

 
Gay 

 
White 

 
Yes 

 
High 

 
Adam 

 
59 

 
Male 

 
Heterosexual 

 
White 

 
Yes 

 
High 

 
Dennis 

 
52 

 
Male 

 
Bisexual 

 
White 

 
Yes 

 
High 

 
Juliet 

 
58 

 
Female 

 
Heterosexual 

 
White 

 
No 

 
High 

 
Richard 

 
55 

 
Male 

 
Heterosexual 

 
Black African/ Caribbean 

 
No 

 
Low 

 
John 

 
53 

 
Male 

 
Gay 

 
White 

 
Unknown 

 
High 

 
Oliver 

 
55 

 
Male 

 
Gay 

 
White 

 
No 

 
Low 

                                                           
3 Demographic and clinical data are patient-reported, except ‘local HIV prevalence’ which is based on Public Health England estimates as outlined in Section 4.6.4 



 

157 
 

 

Participant Age Gender Sexual 
orientation Ethnicity 

AIDS defining condition 
at diagnosis 

 

Local HIV 
prevalence 

 
 
Joseph 

 
68 

 
Male 

 
Heterosexual 

 
White 

 
No 

 
Low 

 
Nicolas 

 
52 

 
Male 

 
Heterosexual 

 
White 

 
Yes 

 
Low 

 
Jenny 

 
57 

 
Female 

 
Heterosexual 

 
White 

 
Yes 

 
High 

 
Alistair 

 
69 

 
Male 

 
Gay 

 
White 

 
Yes 

 
Low 

 
Barbara 

 
57 

 
Female 

 
Heterosexual 

 
White 

 
Yes 

 
High 

 
Daniel 

 
55 

 
Male 

 
Heterosexual 

 
Black African/ Caribbean 

 
Yes 

 
High 

 
Winnie 

 
58 

 
Female 

 
Heterosexual 

 
Black African/ Caribbean 

 
Yes 

 
Low 

 
Duncan 

 
80 

 
Male 

 
Bisexual 

 
White 

 
Yes 

 
Low 

 
Grace 

 
Unknown 

 
Female 

 
Heterosexual 

 
Black African/ Caribbean 

 
Yes 

 
Low 
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Clinicians who identified and approached eligible patients did not keep a 

record of how many declined to participate in the study, or any reasons for 

non-participation which patients may have given. However, once contact 

details had been given to the candidate, four did not respond after several 

attempts to contact, and one did not attend the study visit, without giving a 

reason for not attending. 

Thematic analysis identified seven major themes associated with undergoing 

testing for HIV in people aged ≥50 years (Figure 5.1). Each theme is 

discussed separately and illustrated with quotes from interviewees. 

Pseudonyms have been used to maintain confidentiality. 

 

Figure 5.1: Thematic map of identified patient themes 

 

 

5.6.1 Theme 1: Experience of early HIV/AIDS campaigns 

Experience of early HIV/AIDS campaigns underpinned or overlapped with 

many other themes identified, and was mentioned by almost every 

participant regardless of demographic group. Participants commonly 

described how their experience of early HIV/AIDS public health campaigns 

shaped their beliefs and behaviours. However, the impact these early 
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campaigns had on participants depended on how they identified with the 

message. 

Although heterosexual men and women living in the UK at the time reported 

being aware of these campaigns, early depictions of HIV as a gay disease 

left them feeling removed from these messages. Conversely, gay and 

bisexual men living in the UK and black Africans living in Africa at this time 

were aware that they belonged to a high risk group as a result of these 

campaigns. Consequently, these groups discussed how campaigns had 

reduced their sexual risk taking behaviour or encouraged them to test for 

HIV. However, this effect diminished once these early campaigns ended: 

I was a teenager in the 80s when AIDS first came along.  And um, 

well, publicly anyway.  And um, all the horror stories and adverts 

on TV and on the billboards, and on postage stamps, and, “don’t 

die of ignorance,” there was all that thing.  So, I was brought up 

with that and I was … I always thought I was really careful.  But 

then as the years go by, maybe you are less careful, you know.   

[John, 53, White, Gay] 

Further, gay and bisexual men, and black African participants commonly 

described the loss of loved ones at this time, which may be reflective of 

higher prevalence of HIV within their communities: 

Unfortunately for me in southern Africa, er, it was a proper plague, 

literally a plague. So you, erm, you had to attend a funeral every 

week, every weekend, someone who you knew would have 

passed away. Someone you knew was ill in hospital, so it was like 

you finished work on a Friday, you know Saturday and Sunday I’m 

visiting someone in hospital or you were going to bury someone. 

So it was a real sort of like plague.   [Daniel, 55, Black 

African/Caribbean, Heterosexual] 

Universally though, participants discussed their experience of early 

campaigns in terms of how they shaped their views of HIV. Heterosexual 

men and women and bisexual men (any ethnicity) commonly reported having 
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no other exposure to HIV-related information since these early campaigns, 

which tend to be confined to gay venues and media. As a consequence, they 

held onto preconceptions about HIV until they received their diagnosis. Many 

felt that a diagnosis of AIDS was a “death sentence” and built a stereotype of 

who might be at risk of HIV, or what kind of person would be most likely to 

acquire the infection (Theme 4). For example, many still felt that HIV was a 

“gay plague” or something which affects people living a certain type of 

lifestyle; “drug users”, “wrong doers” people without “morals”, “promiscuous” 

people or people who engaged in “dirty” or “seedy” sex: 

I suppose it’s because they still think of it as this is the sort of thing 

that doesn’t happen to me and it only happens to people who 

have you know, people who are promiscuous, people who have 

drugs problems or people who are gay and they just think “It won’t 

happen to me, I’m just an ordinary person”   [Adam, 59, White, 

Heterosexual] 

 

5.6.2 Theme 2: Knowledge prior to HIV diagnosis 

Poor HIV knowledge prior to diagnosis was mentioned by all participants. 

They felt that in general people were not well informed about HIV, particularly 

about advances in treatment. There was agreement that a lack of HIV-

related health promotion beyond gay venues and media facilitated this 

ignorance - particularly among heterosexual men and women:  

I was very surprised at how more advanced medical treatment 

had come since I last thought about HIV. I was amazed that my 

first reaction was “Oh god I've got my grandchildren, I can't feed 

them, I can't drink out of the same cup as them, or they can't out 

of mine”, and I was very concerned about that   [Penny, 75, white, 

heterosexual] 

In some cases, participants reported that they did not even know where they 

could undergo HIV testing. Additionally, several participants felt no need to 
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seek information about HIV as they did not think it was something they 

needed to be aware of (see Theme 4): 

I never put myself in a category to ever come in contact with HIV, 

so I’d never educated myself on HIV. I didn’t feel the need to, 

’cause I was never at risk as far as I was concerned   [Nicolas, 52, 

white, heterosexual] 

Conversely, some participants, mainly gay men, felt they did have up to date 

HIV-related knowledge prior to diagnosis, and some reported actively 

seeking information as a way of keeping themselves up to date. Two 

heterosexual participants also felt they had up to date knowledge but this 

was due to work-based training, and not because of an active desire to keep 

up to date.  

Knowing where to access HIV-related information or personally knowing 

someone with HIV in the time leading up to their diagnosis was only reported 

by gay men. Additionally, some gay men felt that people had generally 

become more aware of HIV in recent years, a sub-theme not mentioned by 

heterosexual participants: 

More recently I mean it’s erm, well people are far more educated 

about it now.  Erm, most people are pretty cool about the whole 

thing, I don’t think there’s the hysteria, or the hysterics or the 

neurosis of what people had early on   [Chris, 55, white, gay] 

Most participants believed that people living outside high prevalence areas, 

heterosexual people or older people, who were not traditionally highlighted 

as risk groups for HIV (Theme 1) had poorer HIV knowledge. There was also 

the belief, particularly among heterosexual participants, that someone only 

really learns about HIV after receiving a positive diagnosis:  

No-one knew what HIV was when it was killing people, em, but the 

first people to get it, I believe, were gay people and that’s what 

they put it down to.  They, you know, and it stuck, and I think it 

always will. I don’t think it will ever go away.  The only time it goes 
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away is if you get it. That’s when you lose that ignorance of it then   

[Nicolas, 52, white, heterosexual] 

It was reported that a lack of up to date information about HIV, particularly of 

medical advances, resulted in fear. In some cases - particularly, but not 

solely among heterosexual participants - it was felt that this fear could lead to 

avoidance of testing:  

Quite frankly, one of the reasons that I suppose I didn’t get tested 

is I was scared to go and get tested   [Dennis, 52, white, bisexual] 

Almost every participant felt there was a need for updated HIV-related 

information to be more widely available. Although two gay participants felt 

that updated knowledge about the success of HIV treatment might increase 

risk, the majority of participants across all demographic groups felt that 

updated HIV information would facilitate testing: 

The drugs save your life really, erm, I think it’d probably 

encourage you to go out and get more sex because you know it’s 

not a killer anymore […] I think it would just give you a free rein, 

that’s how I would look at it   [Michael, 59, white, gay] 

I think if people knew more now, probably about the medications 

that are available and that they will be okay, erm, I think more 

people probably would test   [Oliver, 55, white, gay]  

Participants felt that because many people do not feel the need to keep up to 

date with HIV-related information, education campaigns needed to be active 

and attention-grabbing:  

That's how it works with all sorts of things isn't it, until your 

attention is actually focused on it, you don't really read the 

information that is coming, actually enough to ... you have to make 

the information quite ... to grab people's attention quite 

dramatically in order to get them to take notice. You can't do it 

passively   [Simon, 61, white, gay] 
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However, one participant felt that campaigns should encourage people rather 

than scare them into undergoing testing. 

 

5.6.3 Theme 3: Presence of symptoms and symptom attribution 

Whether a participant had experienced physical symptoms in the time 

leading up to their diagnosis, and what they attributed any symptoms to, 

played a role in a decision to test for HIV.  

In the time leading up to their HIV diagnosis, most participants had been 

unwell, and many had had multiple appointments and/or tests in primary or 

secondary care. This indicated that there were several missed opportunities 

for earlier HIV testing. Some participants felt that a lack of continuity of care 

whereby a patient saw many clinicians across primary and secondary care 

was a barrier to receiving an HIV test. Particularly among participants who 

regularly saw several clinicians, it was reported that not having someone to 

coordinate their care resulted in the bigger picture having been missed. In 

these situations, some participants felt that clinicians treated their individual 

symptoms rather than treating them holistically: 

The lack of consistency means that not one person will sit there 

and say “Well we’ve tried this, we’ve thought of this”. Nobody did 

that. It was just: you present, you’re given five minutes, let’s think 

what the most likely thing is and as I said I was given so much 

medication ... by various, I had to get, you know, one of the 

season tickets for prescriptions because they were just prescribing 

different stuff constantly to me   [Jenny, 57, white, heterosexual] 

Participants in all demographic groups indicated that when their clinician had 

not mentioned HIV, or had attributed their symptoms to another cause, this 

presented as a barrier to undergoing testing. Participants had a high degree 

of trust in their clinician and their knowledge, and as a result did not feel the 

need to consider other potential causes of disease. However, one participant 
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did turn to the internet in order to self-diagnose when she felt her clinician did 

not take her symptoms seriously: 

I also looked it up on the internet and the only thing for weight loss 

was cancer or AIDS and I, I said to them, you know, “These are 

the only two things I can have”, and they said that I didn’t have it 

[AIDS]   [Barbara, 57, white, heterosexual] 

Universally, participants attributed their symptoms to another cause which 

presented as a barrier to seeking an HIV test. Common symptoms reported 

by patients were coughing or breathlessness, exhaustion, unexplained 

weight loss, raised glands, rash, night sweats, vomiting, diarrhoea, herpes 

sores, swollen joints, loss of appetite, or a general feeling of malaise. In most 

cases, participants misattributed symptoms to recurrent chest infections or 

pneumonia, a general cold/influenza, being run down, or cancer. There were 

several different reasons why participants misattributed their symptoms. 

Some felt that although they had engaged in risky behaviour in the past, 

presenting symptoms were too long after the risk to be HIV-related. Although 

this was not confined to one demographic group, it was always reported in 

participants who were not aware that HIV can be asymptomatic or of which 

symptoms could indicate HIV.  

Some participants attributed their symptoms to something that was not 

serious, particularly if they felt well leading up to their diagnosis or prior to 

symptom onset. Further, when symptoms stopped or when prescribed 

medications alleviated them, participants did not associate them with HIV. 

Attributing symptoms to ageing was another sub-theme reported across 

demographic groups, particularly in patients who reported generalised 

symptoms such as those associated with a common cold or chest infection, 

or when these symptoms persisted over prolonged periods:  

I just assumed it was a very bad cough. I mean, I think prior to that 

I'd had a cold and rather foolishly I just thought I was getting older 

and that's perhaps what happens as you get older, you don't 
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shake these things off in the way that you do when you're 

younger.   [Simon, 61, White, Gay] 

Having experience of other health conditions was another barrier to 

attributing symptoms to HIV. This presented as either having personal 

experience of a particular health condition and therefore attributing 

symptoms to this, or having a family history or friend/loved one who had 

experienced a health condition with similar symptoms, such as cancer or 

gout: 

Having had a family of erm, with cancer er, obviously that was 

probably the first thing in my mind more than HIV then.   [Simon, 

61, White, Gay] 

Some participants suggested that educating people about the symptoms of 

HIV could increase uptake of HIV testing: 

If I’d known that you can have HIV without displaying symptoms I 

would have still, I would have taken the test instead of like waiting 

until I had a referral for it.   [Oliver, 55, White, Gay] 

However, not all participants had experienced symptoms. Some either felt 

healthy prior to their diagnosis, or did not experience symptoms at all; both 

were barriers to seeking an HIV test:  

Most of the time if people have ... are diagnosed with cancer, it’s 

because they’ve not been feeling very well.  Do you know what I 

mean, so you’re pushed to go, not because, “Oh I feel fantastic 

today, I think I’ll go and have a HIV test” [laughing]. You don’t 

think like that do you?   [John, 53, White, Gay] 

When participants did experience symptoms which either they or their 

clinician felt were related to HIV, this led to HIV testing. However, this tended 

to happen after alternative avenues had already been explored and tests for 

other potential causes had already been performed. 
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5.6.4 Theme 4: Risk and risk perception 

Low actual or perceived risk was a common theme, and was mentioned by 

every participant as playing a role in their decision to test for HIV. There was 

overall agreement that a lack of perceived risk meant there was no 

motivation to seek a test. Heterosexual and bisexual participants additionally 

felt that they were not the kind of people at risk of HIV: 

If you live a certain lifestyle, if you’re an intravenous drug user, or 

you’re openly gay or whatever maybe you are at higher risk.  But I 

didn’t, I’m neither of those things, so I didn’t think, I didn’t put 

myself in the category of being at risk I suppose, you know you 

just don’t do you?   [Adam, 59, white, heterosexual] 

Every participant talked about the kind of sex or the type of person who 

would be at risk of HIV. Commonly this was reported as people who were 

“gay”, “drug users”, “promiscuous” or people who had “wild” and 

“unprotected” sex with numerous casual partners, or had risky sex over long 

periods of time. Not perceiving themselves to fit the stereotype they had 

formed meant they did not perceive themselves to be at risk of HIV. This 

seemed to be reinforced by the perception that clinicians also stereotyped 

them as being low risk, and therefore did not offer HIV testing: 

I don’t fit into the demographic, do I? I’m not a young, I’m not a 

gay person, I’m not African, I’m not any of those things am I? In 

their mind I’m just a middle aged ... I think they thought I was a 

middle aged hypochondriac to be honest   [Jenny, 57, white, 

heterosexual] 

There was also universal agreement of the perception that older people were 

at less risk of HIV, either due to a change in lifestyle or due to a perception 

they are more sensible than younger people. It was felt younger people had 

less control over their sexual urges and as a result, risk taking was expected 

and accepted as part of being young: 
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Part of being young is risk taking, it’s experimenting, you know 

and you don’t always think things through, and that sort of 

behaviour isn’t expected of somebody my age   [Jenny, 57, white, 

heterosexual] 

Being in a long term relationship added to the perception that older people 

were at less risk of HIV, a sub-theme more commonly reported among 

heterosexual participants. However, there was a sense that there had been a 

change in risk in recent years, mainly due to increasing rates of relationship 

breakdowns, or the emergence of online dating sites/apps.  

Additionally, several participants reported trust within a relationship as 

important to their perception of risk. Participants who felt their partner was 

not at risk of HIV because they were “clean” or “nice” did not feel at risk. It 

was felt that if a partner were positive, then participants trusted them to 

disclose this or protect them by taking precautions: 

I had trust in anyone I was involved with, I trusted them, but in 

hindsight, I shouldn’t have trusted them, because I didn’t know 

what they were up to, on their nights out with their friends, I wasn’t 

involved   [Duncan, 80, white, bisexual] 

Unlike trust, which was not confined to one particular demographic group, 

mistrust was more common among black African participants. Within this 

group, perceived gendered power differentials within heterosexual 

relationships meant that the man would ultimately have control over deciding 

whether to undergo testing. Fear of how a test might harm the relationship 

meant women did not want to seek an HIV test even if they felt at risk:  

That’s also part of our upbringing to a certain extent. The male is a 

dominant, he does, he’s in charge of whatever is happening, so if 

you want the relationship you’ve gotta do what he says you know, 

which is unfortunate. I understand that, it’s totally unfortunate, but 

yeah in our sort of like society you can get away with stupid things 

like that. Er, “I’m the dominant, this is what we’re gonna do”   

[Daniel, 55, black African/Caribbean, heterosexual] 
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Denial of risk or apathy were other common sub-themes to the perception of 

risk, although much less common among female participants. This tended to 

translate either to total denial of risk or weighing up a potential risk of HIV 

against the benefit of unprotected sex. Closely related to this was a feeling of 

invincibility, which was most commonly reported in gay and bisexual men. 

Awareness of belonging to a high risk group (Theme 1) and having lived for 

so long without contracting HIV left these participants feeling they had a 

successful prevention strategy. This was reinforced by having HIV tests that 

had always previously been negative: 

There is a certain arrogance that comes from having gone through 

several decades and not contracting it and saying “Well you've got 

everything, you know you've got things set up right”. Suddenly you 

find you haven't   [Simon, 61, white, gay] 

 

5.6.5 Theme 5: Generational approach to health and sexual 

health 

A generational approach to health and sexual health was a common theme. 

This fell into three main sub-themes; (a) how people of their generation 

approached healthcare and how they prioritised their health; (b) how they felt 

talking about sexual health/HIV testing; and (c) how the relationship with or 

personality of the HCP impacted on how they might approach these issues. 

Each of these sub-themes will be discussed separately. 

5.6.5.1 Approaching healthcare and prioritising health 

Some participants, mainly men, felt that older people do not voluntarily 

interact with healthcare unless they are unwell. However, there was a 

general view that health screening in older age was common, for example for 

prostate or breast cancer screening, or for over-50s health checks. As a 

result they felt more likely to take control of their own health, or be more 

readily encouraged to test or screen: 
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My sister and a close friend of me encouraged me to get, I was 

about fifty or whatever, encouraged me to go and have you know, 

a sort of fifty thousand mile service if you like. Go and see the GP, 

and have a few checks done and I think we’re all encouraged to 

do that, prostate and other things at that age, and err you should 

do. So you’re looking after your general health, you know, as 

you’ve reached obviously well into middle age by then   [Dennis, 

52, white, bisexual] 

However, participants tended to worry more about things other than HIV, 

feeling that at their age sexual health was not a priority. They tended to focus 

on things they were aware of from targeted health promotion messages or 

through experience of friends/loved ones. Some participants assumed any 

blood they had given in either primary or secondary care had been 

automatically tested for HIV. Further, female participants felt that there was a 

loss of contact with healthcare in terms of sexual health in older age as the 

menopause meant they no longer needed to attend for contraception: 

The perception for me would be that that’s an add-on to those 

conversations you have around when you… you know go on the 

pill or… yeah and I haven’t had that sort of conversation with 

anybody for a very long time   [Jenny, 57, white, heterosexual] 

5.6.5.2 Talking about sexual health/HIV testing 

Although some participants felt that talking to a clinician about sexual health 

and HIV testing was potentially embarrassing, there was agreement across 

all groups that they would not be offended if a HCP brought up this topic of 

conversation or offered them an HIV test, and most felt they would always 

agree to a test if it were offered. However, there was a feeling that there was 

a potential for other people to be offended:  

I would never have been upset that somebody had done an HIV 

test on me with or without my permission. But I know there are 

some people who have got hang ups about this and they would 
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have felt insulted. So it is not an easy one to get right   [Simon, 61, 

white, gay] 

Almost all participants felt that there were generational aspects associated 

with feeling embarrassed to talk about sexual health, which included a lack of 

sexual education in school, or thinking about sexual health in terms of 

contraception rather than disease following the sexual revolution of the 

1960s. Perceived stigma around gay sex, guilt about sex outside of a long-

term relationship, or feeling that sex was not expected in older age also 

compounded a feeling of embarrassment:  

If you ask my sons who are in their forties, erm, whether they 

thought their parents still had any sexual activity, they'd be 

absolutely horrified. Erm, again it is slightly a generational thing. 

Erm, as you get older people don't expect you to do or to want to 

do that sort of thing   [Joseph, 68, white, heterosexual] 

It was reported that it was more difficult to discuss sexual health at an 

appointment where sexual health was not directly relevant. Some 

participants perceived that it was the HCP who may feel uncomfortable 

having a conversation with an older person about sexual health, rather than 

the patient themselves. However, many felt it was the doctor’s duty to ask 

the patient to test for HIV: trust in clinicians’ judgement meant participants 

would generally be happy to test for HIV should the HCP feel it was clinically 

necessary.  

5.6.5.3 Relationship with or personality of the HCP 

Despite these barriers, some participants reported facilitators to having a 

conversation with a HCP around sexual health and HIV testing. This included 

having the HCP initiate the conversation, how the topic is approached by the 

HCP, or having HIV testing included as part of other health screening. 

Although not all participants felt that a relationship with a HCP was important, 

the majority either valued a relationship or valued a HCP who was non-

judgemental and personable. Although some did value a long-standing 
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relationship, others talked about relationship in terms of “rapport” which 

might occur even if they did not know the HCP previously:  

You can actually go straight to a locum Doctor and feel absolutely 

put at ease within the first five minutes, it’s obviously one of those 

things that generates from the Doctor and from the patient, it’s a 

sort of two-way thing sometimes   [Chis, 55, white, gay] 

Equally it was felt that unattractive personality traits of the HCP such as 

being judgemental, or a bad relationship with the HCP meant the participant 

would actively avoid a conversation around sexual health. A small group of 

men reported that a long-standing relationship with an HCP might make it 

more difficult to discuss sexual health, opting instead for a sexual health 

specialist rather than a GP: 

There’s definitely a lot of people that would struggle to do that, 

even in front of a GP, and possibly more in front of a GP they 

knew quite well, they’ve been visiting regularly, to start coming up 

with a topic they never, you know, divulged before, it’d probably 

extremely hard work   [Dennis, 52, white, bisexual] 

 

5.6.6 Theme 6: Stigma 

Stigma was mentioned by all participants and was related to HIV acquisition, 

HIV testing and living with HIV. Most commonly it was discussed in terms of 

how a person with HIV might be perceived, and the associated negative 

stereotypes of high-risk individuals. Participants from all demographic groups 

felt shame or blame surrounding their HIV diagnosis and as a result feared 

judgement by friends, family, colleagues, or HCPs. The perception that 

people consider HIV to be a disease of gay men or ‘dirty’ people was a 

source of stigma common among heterosexual and bisexual men. The 

association of gay sex being abnormal or wrong was strongly related to this: 
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The stigma that’s been put on, “Oh, you’re dirty ‘cause you got it, 

‘cause, you know, you’re dirty, gay people”, and it’s, you know, 

that’s, it’s just the way it came about in the 80s when it started and 

it’s, it, the stigma stuck and I think it will always be there myself   

[Nicolas, 52, white, heterosexual] 

Fear of how a participant would be treated by other people in the light of an 

HIV diagnosis and resulting social isolation were also described. However, 

this was more common among female participants, particularly black African 

women. Female participants also mentioned how stigma might have a 

negative impact on new or current relationships: 

I’m thinking “Oh I won’t be able to have sex anymore”, you know 

just things like that, that went through my head, you know.  And 

how would you tell a partner that I’ve got HIV you know, and I’d 

rather not have a partner now, but just, it’s horrible   [Juliet, 58, 

white, heterosexual] 

Additionally, stigma translated into how people felt about using sexual health 

services. They worried about what the need for sexual health services would 

say about them and how this would be perceived by others. As a result, 

many felt uncomfortable using these services, especially when they were 

clearly labelled as a “sexual health” department, and many feared being 

seen there by people they knew. However, this was more common among 

heterosexual participants: 

You’re sort of always looking around the room in case someone 

you know walks in, then they go, “Oh, I saw Nicolas up the Sexual 

Health Clinic”, you know, then before you know it, rumours go 

round and that’s what I’m scared of   [Nicolas, 52, white, 

heterosexual] 

For heterosexual participants, the sexual nature of HIV meant it was viewed 

as socially unacceptable. Gay participants discussed how HIV was different 

to other sexually transmitted infections (STIs) which were common and easy 

to catch. An association of HIV as a gay disease or something which was 
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contracted through very high-risk sex resulted in stigma unique to HIV. The 

treatability of STIs versus the long-term nature of HIV also influenced stigma: 

I think because, er, Chlamydia or Gonorrhoea they know that the 

... cleared up straight away with tablets and that’s it, they’re done 

and dusted, they’ve had their, erm, antibiotics so they’re done with 

that, but I think with HIV it’s because it’s a long term thing and I 

think that’s what people, that’s what worries people   [Oliver, 55, 

white, gay] 

The majority of participants, regardless of demographic group, perceived 

there to be an added stigma of being diagnosed with HIV in older age. This 

was closely related to sex not being expected in older age, particularly high 

risk sex, such as sex with multiple casual partners, which was commonly 

associated with HIV acquisition (Theme 4). Further, it was felt that older 

people should know better than to contract HIV, particularly considering they 

lived through the early era of HIV when outcomes were poor.  

Some participants who had experience utilising sexual health services felt 

that these services were not set up for older people, but instead catered 

mainly for the needs of younger people: 

Making an appointment is easy enough and the staff are always 

very good but I do sometimes feel, particularly when it is a 

crowded waiting room and you are with sort of 18 years olds and 

you are sitting there thinking, well you assume they are thinking 

“What is this old boy doing here”?   [Simon, 61, white, gay] 

 

5.6.7 Theme 7: Type of testing and testing venue 

The type of HIV testing, such as targeted or routine testing, and the testing 

venue were both commonly mentioned as important factors associated with 

testing. Although there was near universal agreement that a test would be 

accepted if offered, the way it was offered and the setting in which it was 
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offered were important. Participants across demographic groups valued 

confidentiality regardless of the testing venue. Having a service which was 

simple, easy or quick were also valued attributes, although was much more 

commonly reported among gay men. 

It was felt, mainly among gay men, that there were benefits of a specialist 

sexual health service and as a result they felt sexual health services were 

appropriate venues for HIV testing. However, many participants across 

demographic groups felt general practice would be the most appropriate 

place for older people to test for HIV. Because participants rarely felt at risk 

of HIV and therefore did not generally seek a test, the majority felt the most 

appropriate facilitator to encourage testing would be to add HIV testing into 

other general health screening. This would make the most of existing clinical 

contacts such as those for cervical smear tests or routine cancer screening. 

It was felt that this type of screening would become acceptable to patients, 

normalising HIV testing much in the same way people get used to screening 

for other conditions such as bowel cancer: 

People would get more and more used to it, it’s like anything new 

isn’t it people, you always get people who say, “Oh I’m not coming 

back for that, I don’t fancy that”, but you know, generally people 

would eventually start to come round to it and just go “Yes it’s just 

another routine check”   [Adam, 59, white, heterosexual] 

Participants across demographic groups felt that adding HIV testing into 

annual health checks or “well man/woman” screening would be an 

appropriate method to specifically target older people to screen for HIV. 

Further, it was felt that any blood samples taken should be routinely tested 

for HIV, although this was more commonly mentioned among gay men.  

Offering HIV testing to everyone regardless of their actual or perceived risk 

was felt to be a facilitator. This was in contrast to targeted screening which 

some participants felt could cause a patient to feel singled out. Additionally, 

several participants from across demographic groups felt it was appropriate 

to test all patients for HIV without prior consent: 
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I would make it, make it mandatory, that anyone having a blood 

test for any reason, that HIV is included in that blood test   

[Duncan, 80, white, bisexual] 

Most participants felt that home testing or sampling would not be appropriate. 

Many did not trust the process either in terms of its accuracy, or in how 

confident they would be in performing the test themselves. Some reported 

feeling more confident having a face to face interaction with a clinician both 

to make sure the test was done properly, and to be in a safe space should 

the test come back positive: 

I think it’s very dangerous, someone sitting at home, getting an 

HIV result in front of them, saying “Positive”    [Dennis, 52, white, 

bisexual] 

Some participants offered suggestions for alternative HIV testing venues. 

Although gay men acknowledged that outreach in gay venues already 

existed, some participants suggested offering testing through community 

pharmacies, through the workplace, or that promoting testing through online 

dating websites would facilitate testing: 

There are websites like that out there and any of those dating 

websites maybe they should you know be more responsible you 

know […]  they’re encouraging casual sex you know, so you know 

they should be more responsible about that and say, “If you’re 

going to be doing this you need to be getting checked”   [Adam, 

59, white, heterosexual] 

 

5.7 Discussion 

This analysis identified seven factors associated with undergoing testing for 

HIV in people aged ≥50 years. Although some of these factors have been 

observed in general populations, several are specific to the older age group.  
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All of the identified factors were interrelated (Figure 5.1). In particular, 

experience of early HIV/AIDS campaigns (Theme 1) directly related to 

knowledge (Theme 2), symptom attribution (Theme 3,) risk perception 

(Theme 4), and stigma (Theme 6). It is therefore vital that any educational 

campaigns targeting older individuals not only include information on medical 

advances such as the availability of effective therapy, but also dispels any 

misconceptions people have as a product of these early messages. Almost 

every theme had a significant impact on the type of testing and testing venue 

(Theme 7) that older individuals felt comfortable utilising. Therefore, when 

designing testing programs, it is important to consider that many older 

individuals do not know where to seek HIV testing, do not feel at risk of HIV, 

and feel a stigma associated with utilising dedicated sexual health services. 

Therefore, primary care may be a more appropriate location for older 

individuals to undergo HIV testing, particularly by combining HIV testing with 

current screening (Theme 5).  

Almost every participant in this study acknowledged a lack of understanding 

about HIV in the general population. Older individuals often held on to 

outdated views about HIV formed as a result of the early HIV/AIDS 

campaigns. These misconceptions about HIV led to ongoing stigma and to a 

lack of self-perceived risk, resulting in older individuals not perceiving a need 

for undergoing HIV testing. A lack of HIV-related knowledge and a lack of 

risk perception in older age, even among individuals reporting high risk 

behaviours, have previously been found to be associated with not 

undergoing HIV testing127, 214, 215.  

The systematic review presented in Chapter 3 indicated that although being 

offered or encouraged to test for HIV by a HCP was a strong facilitator to 

undergoing testing among older adults, clinician’s preconceptions about 

older people both in terms of their risk and how an older person might react 

to risk factor questioning acted as a barrier to test offer214. Although there is 

other evidence to support claims that clinicians are less comfortable offering 

HIV tests or discussing sexuality with older people216, in the current study 

older people were found to be happy to discuss sexual health with their HCP. 
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Further, participants reported that they would not be offended by the offer of 

an HIV test and would generally be happy to accept the offer, even if they did 

not perceive themselves to be at risk (Theme 5). In addition, some 

participants reported that they would be happy to have an HIV test performed 

if their clinician felt it was clinically indicated, without their prior consent, and 

some believed that any blood taken had automatically been tested for HIV. 

Although opt-out testing has become increasingly common (particularly in 

areas of high HIV prevalence) and has been found previously to be cost 

effective and acceptable to patients119, 120, routine testing for HIV without 

prior consent is not currently recommended26. This is in line with testing for 

other medical conditions, where a HCP is expected to discuss any tests, and 

obtain consent from a patient prior to any investigation217. However, in light 

of these findings, more research is needed to better understand general 

views about the acceptability of routine opt-out testing in different settings, 

and to better understand whether integrating routine opt-out testing would 

encourage HCP to perform HIV testing. 

The observed mismatch between clinicians’ perceptions and patient 

expectations regarding the offer of an HIV test may in part be due to 

stereotyping. This study found that patients felt that clinicians stereotyped 

them to be low risk because of their age. This has been found elsewhere 

where it was suggested that older patients feel that clinicians perceive them 

to be asexual129. The perception among clinicians that HIV is a condition 

which only affects young people126 may be linked to the perception of 

asexuality in older age128. Despite this, evidence suggests that adults 

continue to have sex into later life67, 68 and sexuality is now considered a 

factor contributing to successful ageing64. The misperception among HCPs 

that older individuals are not at risk of HIV results in the sexual health needs 

of this older group not being addressed129, 218. Addressing clinicians’ 

misconceptions is therefore an important step in encouraging older 

individuals to undergo HIV testing.  

The misattribution of symptoms among older patients was another factor 

found to act as a barrier to undergoing HIV testing both in this study and in 
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the review presented in Chapter 3214. These findings reinforce previous 

research which indicates that older adults misattribute symptoms of HIV to 

ageing or to another cause, and as a result do not seek HIV testing174. 

Additionally, older individuals have previously been found to find it more 

difficult to interpret symptoms of HIV than a younger individual, which may be 

due to the presence of other chronic health conditions219. In addition to these 

findings, this study indicated that older individuals often attributed symptoms 

to something they had experience of, or to conditions they were prompted to 

consider via health promotion campaigns, such as cancer. This indicates that 

a targeted health campaign to increase awareness of HIV may be beneficial 

in increasing testing in this group. 

The current study found that after the early HIV/AIDS campaigns ended and 

HIV-related information was no longer visible in mainstream media, HIV-

related health promotion materials were mainly confined to gay venues such 

as saunas, gay bars and gay dating websites. This left participants who did 

not frequent these venues with poorer HIV-related health literacy, which 

extended in some cases, to a lack of awareness of where to go to receive 

HIV testing. This may have significant implications in terms of how best to 

disseminate information, and what information is important to disseminate to 

different demographic groups.  

Many participants in the current study felt that primary care was an 

appropriate place to receive HIV testing. Current health screening for other 

conditions such as screening for cardiovascular risk and cancer, and ongoing 

management of long-term conditions is common in primary care, particularly 

among older populations. The average number of consultations in primary 

care for registered patients is 5/year. Although this number has remained 

fairly stable in adults aged 15-84 years, clinical contacts in people aged 85+ 

is increasing220. This suggests that despite age, primary care may present 

with multiple opportunities for routine HIV screening. Adding HIV screening 

on to existing interactions in this setting may be an appropriate method. A 

previous study found that broad health screening in primary care not only 

increased patient life expectancy, but was cost effective221. Further, 
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participants in this study felt that routinely testing all blood samples for HIV 

would be acceptable, which is in line with current testing recommendations89. 

Several women in this study reported that no longer using hormonal 

contraception, resulted in a lost opportunity to discuss sexual health with a 

HCP. Previous research has also identified that clinicians acknowledge that 

appointments for reproductive health allow for a conversation around sexual 

health, and are lost in older age160.This highlights a need to address the 

changing sexual health of older women, and the potential not only to add HIV 

testing to broader health screening, but to utilise other clinical interactions, 

such as consultations for cervical smears or hormone replacement therapy 

(HRT), to discuss sexual health and HIV testing.     

Stigma was found to be another significant barrier to undergoing testing. 

Participants discussed internalised stigma relating to a negative self-belief 

associated with an HIV-positive diagnosis, and anticipated stigma which was 

associated with their own perception of negative beliefs about people living 

with HIV. Stigma continues to be an ongoing problem for people living with 

HIV222. A recent UK study indicated that a significant proportion of individuals 

living with HIV experience shame, and many are worried about how they will 

be treated by others because of their positive status222. These findings are in 

agreement with those from this study which indicate that in some cases, 

shame and fear of social isolation can act as barriers to HIV test seeking. 

Although HIV-related stigma can be observed in the general population223, 

participants reported an added stigma associated with being diagnosed with 

HIV in older age. This is in agreement with other studies which suggest there 

is a double burden of being diagnosed with HIV in older age74, 126, 184, 224. 

Self-perceived stigma related to HIV in older age may be due to issues such 

as fear of being stereotyped or fear of social isolation127, 224, 225. This 

suggests that services may need to adapt to better serve older people. 

Having dedicated older person’s sessions at sexual health clinics might be 

one way to encourage older people to use current services, although this is 

unlikely to eliminate the anxiety felt by some older patients in using these 

services. Stigma related to sexual orientation or asexuality in older age were 
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both identified in the current study. The routine offer of HIV testing, despite 

actual or perceived risk, could encourage testing in older individuals who 

may not feel comfortable to disclose sexual risk behaviours or sexual 

orientation, and may also circumvent HCPs embarrassment in discussing 

sexuality129, 130. Another suggestion to encourage testing in this group might 

be to utilise HIV self-sampling. Although this has been shown to be 

particularly acceptable to people who do not want to use traditional sexual 

health services, or have never previously tested for HIV92, participants in this 

study did not consider it acceptable (Theme 7). One of the main barriers was 

concern regarding test accuracy or the perception they would perform the 

test incorrectly. Despite this, previous research in younger populations has 

found self-testing to be easy to perform and to read92. Further research is 

therefore needed to better understand the acceptability of home testing or 

self-sampling among older individuals, in order to assess whether this could 

potentially be used to encourage testing in this group. 

 

5.7.1 Clinical implications and recommendations  

Identifying unique factors associated with a decision to test for HIV in older 

age has the potential to translate into interventions to increase testing within 

this group. However, to promote and encourage earlier testing, interventions 

should focus on tackling these barriers and designing services which are 

flexible to meet the different needs of unique demographic groups. These 

include increasing knowledge; addressing stigma; assessing different testing 

methods; and adapting sexual healthcare delivery to better meet the needs 

of older people.  

Increasing awareness among older individuals about HIV in terms of 

potential risk, medical advances and how to access testing services may 

help to reduce stigma, increase awareness of risk, and help in the 

recognition of symptoms. However, any educational campaigns need to be 

active and ongoing since a lack of perceived risk was also found to be 

associated with a lack of HIV-related information seeking. However, it was 
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acknowledged that early HIV/AIDS campaigns promoted fear and stigma, 

and as a result any new messages would have to be significantly different. 

Further, chosen modality of communication would have to be suitably 

accessible to the older population.  

National HIV testing week is successful at promoting HIV testing226. 

However, it is often targeted at younger populations and MSM, and as a 

result, older people in this study felt it was not relevant to them. This 

campaign may be a good opportunity to target the older group by tailoring 

promotion materials, for example to contain pictures of older people, or by 

displaying materials at venues more appropriate to this group.  

In order to meet the sexual health needs of the older group, current services 

may need to adapt. There was general agreement that incorporating HIV 

testing into current health screening would be an appropriate way to 

encourage testing, particularly since older adults reported they would accept 

an HIV test if offered by a HCP. This might include offering HIV tests in 

primary care during well man or well woman clinics, or during appointments 

for other screening, such as blood pressure monitoring. The ‘making every 

contact count’ initiative aims to encourage behaviour change through utilising 

existing clinical contacts227. It offers some insight into how using existing 

clinical contacts to disseminate information to service users might be an 

appropriate way of reaching this population227. Although receiving an HIV 

test without prior consent was appropriate to some individuals, this is not 

currently recommended. However, addressing and clarifying current 

consenting procedures may be an important step into how routine testing 

occurs currently in both inpatient and outpatient settings, as well as in 

primary care. However, any potential interventions will need to include input 

from service users as well as service providers to better identify gaps in 

service provision and to make sure services are appropriate. 
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5.8 Strengths and limitations 

Prior to this study, there was little high-quality research to understand what 

factors affect a decision to undergo HIV testing in people aged ≥50 years. A 

key strength of this study is that it included participants up to the age of 80 

years, acknowledging that previous research generally included younger 

participants (Chapter 3). In addition to varying in age, participants in this 

study were varied in terms of their ethnicity and sexual orientation. This is of 

importance because experiences and perceptions regarding HIV testing 

were shown to vary significantly by demographic group. For example, this 

study found that general HIV-related knowledge was particularly poor among 

individuals who had had little exposure to HIV, such as white heterosexual 

men and women. Women of any ethnicity were more likely to report not 

knowing where they could go to receive HIV testing. However this approach 

may also mean that although there was representation from key groups, 

results may not be representative generally. 

A semi-structured design was utilised to conduct qualitative interviews. In 

using this approach, novel factors emerging after preliminary analysis were 

explored with subsequent participants. There is potential that this method 

could result in some factors not being discussed. However, it is likely that 

any factors which were not mentioned by patients were not salient to them 

and as a result, it was felt that all relevant factors have been explored. 

Although patient questionnaires were piloted prior to use, it is acknowledged 

that some of the language on the demographic questionnaire, particularly in 

relation to conditions which may have been diagnosed prior to HIV, was 

complex and therefore may not have been appropriate. The questionnaire 

was used to aid recruitment and during analysis to identify any systematic 

agreement or difference by group. However, during analysis it became clear 

that demographic factors such as gender, ethnicity and sexuality were 

important in understanding patterns in the data and not the presence of 

conditions prior to HIV diagnosis. As a result, it was not felt that the accuracy 

of this data had an impact on the study findings.  
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Participants took part in the study between 1-36 months from receiving an 

HIV diagnosis. It is therefore acknowledged that views and experiences 

expressed may differ depending on the length of time since receiving a 

diagnosis. Although participants were recruited from HIV clinics in areas of 

high and low local HIV prevalence across Kent, Surrey and Sussex, all 

participants were recruited from South East England. This may affect 

generalisability of findings because the recruitment catchment area included 

Brighton. Although care was taken to avoid over-representation of 

participants from Brighton (a maximum of 25% of participants were recruited 

from within Brighton), this HIV centre is the largest outside of London and 

has a cohort of mainly white MSM. Findings may therefore not be 

representative of individuals in other parts of the country where awareness of 

HIV, and access to HIV testing services may be poorer. However, since all 

interviews were conducted by a single researcher, and because of time 

restrictions, a pragmatic decision was made to recruit from one geographical 

area. Recruiting clinicians did not keep a record of patients who declined to 

take part in the study and therefore no information was available on how 

many patients declined to take part, or reasons for refusal. Although it is 

unlikely that this had a significant impact on study findings, this information 

may have provided insight into any potential selection bias. 

Participants were excluded if they were not able to communicate effectively 

in English. Because the majority of patients attending participating 

recruitment sites speak English, this was unlikely to have a significant impact 

on study findings. Despite this, more research may be needed in order to 

verify these findings in patients who do not speak English, or in patients for 

whom English is not their first language.  

Understanding the experiences of HIV testing among older individuals who 

were diagnosed timely with HIV was outside the scope of this project. 

However, research is needed to understand what factors influence an older 

individuals to undergo timely HIV testing. This information could be used to 

compare the experiences between those diagnosed timely and those 
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diagnosed late, which may provide insight into how older individuals can be 

encouraged to test earlier for HIV. 

 

5.9 Conclusion 

This study identified several patient-related factors associated with a 

decision to undergo HIV testing within the older population. Some of these 

factors, such as a lack of perceived risk, stigma, and a lack of HIV-related 

knowledge were previously mentioned in the literature and therefore outlined 

in findings from the systematic review (Chapter 3). However, some of these 

factors, such as the effect of early HIV/AIDS campaigns, were unique and 

had not previously been mentioned in the literature.  

In addition to patient-related factors, findings identified in the systematic 

review (Chapter 3) indicated that clinician-related factors were also 

associated with whether an older patient undergoes HIV testing. In order to 

design effective interventions to increase HIV testing among older 

individuals, patient- and clinician-related factors will both have to be 

addressed. Therefore, factors which affect a clinician’s decision to offer an 

HIV test to an older patients first needs to be fully understood.  

Findings from the novel qualitative study aiming to identify clinician-related 

factors associated with offering HIV testing to patients aged ≥50 years are 

presented in the next chapter (Chapter 6).  
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Chapter 6 – Factors associated with offering HIV 

testing to people aged 50 years and over: results 

from a qualitative study 

 

6.1 Chapter outline 

Two linked novel qualitative studies were undertaken as part of this PhD. 

Methodologies of both studies are outlined in Chapter 4 and results of the 

first study are outlined in Chapter 5. In this chapter, results from the second 

study, which involved clinician participants, are presented.  

 

6.2 Background 

Results from the systematic review (Chapter 3) indicate that in addition to 

patient-related factors which are associated with undergoing HIV testing 

among older individuals, clinician-related factors also play a role in whether 

older patients undergo HIV testing. These factors include clinicians feeling 

uncomfortable addressing the sexuality of older patients, and clinicians’ 

preconceptions of older patients in terms of their knowledge, risk, and 

sexuality. Further, findings from the study involving patient participants 

(Chapter 5), also indicated that clinician-related factors exist. However, there 

is currently a lack of high-quality research in this area. Before interventions 

can be designed to increase HIV testing in the older population, a full 

understanding of both the patient- and clinician-related factors which are 

involved in whether an older individual undergoes HIV testing is needed.  

6.3 Introduction 

The number and proportion of new diagnoses in people aged ≥50 years 

continues to increase despite an overall decline in the number of new 
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diagnoses in the UK generally5, 48. A diagnosis in older age is associated with 

late diagnosis5, significant morbidity and mortality, increased treatment 

complexity, and inflated healthcare costs3, 33, 57. Additionally, because an 

individual diagnosed late is likely to have been living with undiagnosed HIV 

for several years31, 211, and because the majority of HIV infections occur from 

an undiagnosed source41, late diagnosis is also associated with onward HIV 

transmission.  

 Although HIV testing guidelines suggest the offer of HIV testing regardless 

of patient age26, 89, the offer rate among clinicians is low107, particularly to 

older patients and to those outside of sexual health services106, 159. This 

suggests that clinicians do not always adhere to testing guidelines, resulting 

in missed opportunities for HIV testing and timely diagnosis in the older 

population.  

Clinician’s preconceptions about older people have previously been found to 

be a significant barrier to offering HIV testing to people aged ≥50 years 

(Chapter 3)214. This includes the perception that older people lack 

understanding about HIV, that older people are less at risk of HIV, or that 

they would feel uncomfortable discussing their sexual health129, 175, 176, 182. A 

lack of HIV-related knowledge such as an inability to identify a clinical 

indicator condition (CIC), has also been found to act as a barrier to offering 

testing to older patients129, 182, 185. Finally, clinicians themselves feeling 

uncomfortable discussing older patient’s sexuality, and not having time to 

perform HIV testing have previously been shown to act as barriers to test 

offer182. However, there is currently a lack of high quality research, 

particularly research conducted outside of the USA, and what factors affect a 

clinician’s decision to offer HIV testing to older patients in the UK are not fully 

understood.  
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6.4 Aim 

The aim of this study was to identify clinician-related factors associated with 

offering HIV testing to patients aged ≥50 years.  

 

6.5 Methods 

Details of the methodology used in designing and undertaking this study 

have been outlined in Chapter 4. To summarise, eligible clinicians were 

identified if they had been involved in the care of a patient recruited into the 

previous linked study (Chapter 5) within three years prior to their HIV 

diagnosis. Eligible clinicians were invited to take part in a one-off study visit 

where they completed a demographic questionnaire, and took part in a semi-

structured interview. Findings are reported in line with the COREQ 

checklist201. 

 

6.6 Results 

Twenty clinicians were recruited into the study. At this stage it was felt no 

new themes or codes would be elicited from further interviews and no further 

clinicians were recruited. Interviews lasted for an average of 43 minutes 

(range 26-62 minutes). Of the included clinicians, all were consultant grade. 

Twelve worked in areas of high local HIV prevalence and 8 in areas of low 

local HIV prevalence; 10 were medical specialists, seven were surgical 

specialists, and three worked in acute/emergency medicine (Table 6.1). 
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Table 6.1: Demographic information of included clinician participants 

Study 
number Speciality 

Medical, 
Surgical or 

Acute/ 
Emergency 
medicine 

Gender 
Years 
since 

graduation 

Local HIV 
prevalence 

021 Respiratory 
medicine Medical Male 30-39 High 

022 Urology Surgical Male 20-29 High 

023 Urology Surgical Male 30-39 High 

024 Respiratory 
medicine Medical Male ≥40 High 

025 Orthopaedic 
medicine Surgical Female 20-29 High 

026 Accident & 
Emergency 

Acute/ 
Emergency 
Medicine 

Female 20-29 High 

027 Acute Medical 
Unit 

Acute/ 
Emergency 
Medicine 

Male <20 High 

028 Cardiology Medical Male 20-29 Low 

029 Urology Surgical Male 20-29 Low 

030 Oral and 
maxillofacial Surgical Male 20-29 High 

031 Endocrinology Medical Female 20-29 Low 

032 Emergency 
Department 

Acute/ 
Emergency 
Medicine 

Female 30-39 High 

033 Respiratory 
medicine Medical Female <20 Low 

034 Respiratory 
medicine Medical Female 30-39 High 

035 Ophthalmology Surgical Male 20-29 Low 

036 Neurology Medical Male 20-29 Low 

037 Rheumatology Medical Male ≥40 Low 

038 Breast Surgery Surgical Male 20-29 High 

039 Dermatology Medical Female 20-29 High 

040 Cardiology Medical Female 30-39 Low 
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Healthcare utilisation questionnaires and medical notes review (Chapter 4) 

identified 129 clinicians who were eligible for inclusion in the study. Of these, 

47 were not contactable (Figure 6.1). The main reason for this was due to 

clinicians, particularly junior clinicians, having moved to a different NHS Trust 

since the healthcare interaction took place.  

 

Figure 6.1: Recruitment process 

 

 

All eligible clinicians with contact details were contacted (n=82) and invited to 

take part in the study. Of these, 55 did not respond to the invitation. Of those 

who responded, seven did not take part: one was interested in the study but 

responded too late to take part; and six declined (three gave no reason, one 

did not have time to take part, one did not feel eligible, and one did not feel 
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the study was relevant to their field). This resulted in a response rate of 24% 

(n=20). 

Thematic analysis identified seven major themes related to offering HIV 

testing to people aged ≥50 years (Figure 6.2). Each theme is discussed 

below and illustrated with quotes from interviewees. Supporting quotes are 

presented alongside the participant’s study number, speciality, and local HIV 

prevalence.    

Figure 6.2: Thematic map of identified clinician themes 

 

 

6.6.1 Theme 1: Knowledge 

Almost every clinician discussed having outdated knowledge about HIV. 

Most had not received any formal HIV training since medical school or early 

in their career. Further, some clinicians - regardless of speciality or local HIV 

prevalence - reported little exposure to any HIV-related information. This was 

commonly associated with either a lack of local HIV team presence or a lack 

of HIV-related information at medical conferences. However, more commonly 

clinicians reported some exposure to information about HIV, although this 
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tended to be received informally: on a patient by patient basis; through 

conferences, journals and the media; through talks from local HIV teams; 

and via prompts to test for HIV from teams such as the microbiology 

department: 

We had a sort of a global, either a global email, it was either a 

global email to all consultants, or perhaps actually just all of the 

general medical consultants, just as a reminder saying, you know, 

“Remember if patients are coming in with pneumonia we should 

be testing them”   [033, medical speciality, low prevalence] 

However, there was universal agreement that for specialists, knowledge was 

very focussed on their specialist area. Although clinicians acknowledged the 

need for ongoing training, there was general agreement - regardless of 

speciality or local HIV prevalence - that time for training was limited.  As a 

result, any training that was undertaken tended to be focussed on their own 

specialist area and on areas where there was clinical need: 

It’s hard enough just to keep up in your own field, never mind 

somebody else’s   [028, medical speciality, low prevalence] 

Sessions that I would attend would be specifically tailored to my 

interest in prostate and kidney cancer, er, and paediatrics and 

general urology   [029, surgical speciality, low prevalence]  

Although two clinicians reported that they would be able to attend HIV-

related training if they felt they needed it, the majority felt that HIV-related 

training was either not required because they had enough knowledge for 

their limited involvement in HIV, or because it was not a priority. This was 

reported regardless of speciality or local HIV prevalence, although more 

commonly in areas where local HIV prevalence exceeded the expanded 

testing threshold: 

I think we should always be open to further training possibly, um, 

but I ... Um, amongst all the other things, I, I, I would like further 
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training in, it probably has fairly low priority   [024, Medical 

speciality, high prevalence] 

Despite this, some clinicians reported wanting or needing updated 

information. Several gave suggestions of how to increase exposure to HIV-

related information, including reports in general journals, more visibility from 

local HIV teams, reminders/updates on local testing guidelines, and a short 

list of CICs tailored to their speciality. Further, many gave suggestions for 

what information would be particularly valuable: how to identify patients for 

testing; tips on how to broach a conversation about testing with an older 

patient; information on current consent procedures; information on local and 

national HIV testing guidelines; information regarding the benefits of testing; 

and feedback on patients where a diagnosis had been missed: 

I think we need to train more about, again for everybody, you 

know how you bring that conversation into just a normal 

consultation. Erm, and how do you do it in older people, I think 

that might be slightly different to a younger person   [032, 

acute/emergency medicine, high prevalence area] 

Clinicians working in medical or surgical specialities valued HIV-related 

information which specifically related to their specialism. Some also felt that 

ongoing reminders of who to test for HIV would be useful.  

Knowledge transfer - particularly between junior and senior staff - was a 

common context for knowledge sharing, and was reported regardless of 

speciality or local HIV prevalence. Although knowledge transfer tended to 

work both ways, there was general agreement that junior doctors were 

valuable in bringing up-to-date knowledge from outside the clinician’s 

speciality: 

There’ll be juniors coming through here that have done other 

specialities including non-medical specialities, so we get trainees 

that are GP trainees, they’ve done something that we have very 

little or no experience of.  So we will learn from them about the 

things that they’ve done and they’ve had more up to date 
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experience with   [027, acute/emergency medicine, high 

prevalence area] 

Whereas some clinicians mentioned positive changes in the medical 

curriculum to include social science and conditions such as HIV, others felt 

that changes to the way medicine is taught and changes to the health service 

had led to specialisation of medicine and knowledge. They felt that this had 

resulted in the loss of the general physician, which may lead to clinicians 

failing to recognise differential diagnoses outside of their specialism (Theme 

4). 

Knowledge transfer directly from local HIV teams was also discussed, 

although less commonly in lower prevalence areas and not by clinicians 

working in acute/emergency medicine. Two clinicians described no link with 

an HIV team: either because of the low profile of their local team or the loss 

of a link due to privatisation of their local HIV service.  

Grand rounds were another commonly described context for knowledge 

transfer, allowing clinicians to receive information from outside of their 

specialism. Some clinicians working in a medical speciality found them to be 

beneficial, regardless of local HIV prevalence. However, more commonly, 

they were reported either to be non-beneficial or not a good use of limited 

time: 

Ward round tends to go on and then it tends to be whatever you 

have in the afternoon cuts into it, so it’s one of the things that just 

tends to be sacrificed really   [033, medical speciality, low 

prevalence]  

Although two clinicians in higher prevalence areas reported that a lack of 

knowledge was not a barrier to offering an HIV test, in general a lack of 

knowledge was perceived to be a barrier to offering testing in people aged 

≥50 years. This was reported regardless of speciality or local HIV 

prevalence. Further, clinicians working in higher prevalence areas reported 

that more up to date HIV-related information could facilitate HIV test offer.   
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Some participants that felt patients themselves also had outdated 

knowledge, and would benefit from education. It was felt that this could help 

to normalise testing, thus making it easier for a clinician to offer a test. 

Further, many participants felt that older patients knew less about HIV than 

their younger counterparts: 

That older group who were around in the 1980s, and have seen 

the campaigns that were, that essentially you know, perhaps 

misled people, so that they can change their um, you know, if they 

have got a, a particular view, that view can be changed, so that it’s 

accepted as you know, routine testing, and that if you’re going 

along to your GP surgery, you know, you might, you might be 

offered um testing   [033, medical speciality, low prevalence]  

 

6.6.2 Theme 2: Stigma 

Stigma was closely related to poor knowledge (Theme 1), and played a part 

in all of the other themes. It was mentioned to some degree by every 

clinician. Generally, stigma was related to the association of HIV being a 

disease of gay men or the result of high-risk sexual behaviour, such as 

multiple partnerships. Some clinicians also reported stigma specifically 

against gay men, although this was not a common view: 

I think people do know about HIV and they associate it with either 

risky behaviour or homosexuality which they might not be very 

tolerant of   [036, medical speciality, low prevalence] 

Further, some clinicians, particularly those working in a medical speciality in 

an area of low HIV prevalence, felt that HIV-related stigma was associated 

with shame or blame. A feeling that HIV was not a socially acceptable 

disease was reported as an important component of HIV-related stigma by 

some clinicians. 
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Although there was general agreement that HIV was still stigmatised, the 

majority of clinicians felt that there was less stigma surrounding HIV than 

when HIV was a new disease. This was related to the perception that people 

were now better informed about HIV, were aware of improvements in 

outcomes, and had more open attitudes towards sex and sexuality, 

particularly toward gay men: 

I think it’s much better than it used to be isn’t it? In the nineties 

when HIV first came to light or whenever it was, eighties, there 

was much more stigma attached to it, whereas these days people 

are more educated about it   [025, surgical speciality, high 

prevalence] 

Regardless of speciality or local HIV prevalence, clinicians felt that HIV-

related stigma was a “hangover” from the early HIV/AIDS campaigns. It was 

felt that fear generated at this time - not only regarding transmission, but also 

relating to the implications of a positive diagnosis for long-term health or on 

insurance - was still felt by some patients: 

There's this association with, you know HIV being a disease of the 

gay community and you know still the hangover from ‘you'll die 

from it’, people are still surprised when we say “You can have a 

normal life expectancy”. You know there is still that hangover   

[032, acute/emergency medicine, high prevalence]  

Further, some clinicians felt that stigma was related to patients’ lack of HIV-

related knowledge and that patient education was needed in order to reduce 

it. However, although some clinicians felt that stigma may affect how they felt 

about offering testing, none reported that it would be a barrier to offering 

testing to a patient if they felt it was needed.  

In addition to general HIV-related stigma, some clinicians, mainly those 

working in a surgical speciality, felt that there was additional stigma related to 

being diagnosed with or living with HIV in older age. This additional stigma 

was related to two factors. First, stigma in older age was related to having 

lived through the early days of HIV and having experienced the fear 
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generated from the early campaigns. There was a perception that older 

people had a limited understanding of HIV, were unlikely to know anyone 

who was HIV positive, or that older people were less accepting of gay sex, 

which was often associated with HIV transmission. Second, stigma in the 

older group was also related to sexuality: there was a perception that HIV 

was a young person’s disease, and that older people were less likely to be 

sexually active: 

They may not know someone with HIV, um, they may never have 

come across someone with HIV, they may remember some of the 

adverts that were out there in the presumably eighties, I think it is 

now, the tip of the iceberg type of thing, and so they may, in their 

own mind, there may still be a big uncertainty and stigma 

associated with HIV, which I think probably for younger um, for 

younger patients, that doesn’t exist as much   [022, surgical 

speciality, high prevalence]  

Clinicians also discussed HIV-related stigma within the healthcare setting. 

Some, mainly those working in a medical speciality within an area of low 

local HIV prevalence, felt that HIV was different to other long-term conditions 

or sexually transmitted infections. This difference was mainly due to sexual 

transmission or the incurable nature of HIV. Additionally, it was felt that 

consenting procedures unique to HIV also promoted stigma (Theme 6). Not 

being able to access HIV test results, having separate HIV and hospital 

records, and the perception that one cannot document an HIV diagnosis on 

paperwork were also seen as factors which promoted HIV stigma within the 

healthcare setting: 

The juniors are telling me that erm, that you’re not allowed to write 

“HIV” as a diagnosis on, you know, like the handover sheets 

they’ve got.  And I just thought that was completely ridiculous and 

you know it’s kind of going backwards and suggesting to them that 

there’s a stigma with it   [034, medical speciality, high prevalence]  
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However, more commonly, clinicians reported a reduction in stigma within 

the healthcare setting. This was related to an increased awareness about 

HIV, adoption of universal procedures, and junior doctors having a different 

perspective because they did not experience the early days of HIV. 

 

6.6.3 Theme 3: Stereotyping and perception of risk 

Every clinician had a perception of the type of person who might be at risk of 

HIV which often affected whether they would consider offering an HIV test. 

However, this theme in general was discussed less by clinicians working 

within acute/emergency medicine than those working in a medical or surgical 

speciality. Men who have sex with men were the most commonly identified 

at-risk group. When a patient fell into this group, clinicians reported being 

more likely to offer an HIV test:  

If it’s a, it’s a male homosexual – then I’d have a lower ... probably 

have a lower threshold for asking or thinking whether it’s worth 

doing an HIV test   [024, medical speciality, high prevalence] 

Injecting drug users were another at-risk group identified by the majority of 

clinicians. Demographic factors such as being male or coming from “high 

risk” countries were also commonly mentioned, but not by any of the 

clinicians working in acute/emergency medicine. Behavioural factors such as 

having multiple casual partners were mentioned less frequently (most 

commonly among clinicians working within a medical speciality). Other at-risk 

groups identified by clinicians included people who had received blood 

transfusions, although this was not common, and was more likely to be 

discussed by clinicians working with a medical specialty or in a lower 

prevalence area. 

Despite having a perception of who might be at increased risk of HIV, some 

clinicians working in lower prevalence areas specifically mentioned not 

allowing a stereotype to affect whether they offered an HIV test: 
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I think it’s still the case that, of, you know, if there were male, err 

homosexuals or, or if they are IV drug abusers, I mean that still 

colours your, your view of it, but um even if they don’t fit that um 

stereotype because of the link with blood transfusions and 

because other people could get it, then I don’t think nowadays um 

I wouldn’t not think about HIV just because they don’t fit a 

particular stereotype   [028, medical speciality, low prevalence] 

Similarly, some clinicians acknowledged that their perceptions were not 

necessarily based on fact and as a result might not reflect a patient’s actual 

risk. Nevertheless, almost every clinician considered older people to be a 

low-risk group:  

I wouldn’t expect a 90 year old to be that sexually active, just as a 

urologist we know er, we know er what groups tend to be sexually 

active and who, who, who is unlikely to be sexually active. I 

wouldn’t expect a woman who’s in her 70s or 80s to be that 

sexually active erm compared to one who is your age or younger 

perhaps. So there is some sort of stereotypes   [023, surgical 

speciality, high prevalence]  

There was a general feeling that older people were more “sensible” than 

younger people. Furthermore, some felt that risky behaviour such as multiple 

sexual partnerships was unusual or exceptional among older people, and as 

a result, if an older person had acquired HIV, then it was likely they had 

acquired it years before, and that its effects on health would have been 

evident sooner: 

I’ve always had the impression that it’s less prevalent at that age, 

presumably because they would have died before then, or, or it 

would have revealed itself before then   [028, medical speciality, 

low prevalence] 

Generally I don’t think of 85 year olds being sexually active, in 

more than a monogamous relationship. I spose that’s a 
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preconceived notion again, but generally I don’t tend to think 

about it   [031, medical speciality, low prevalence] 

The perception of older people being low-risk was commonly discussed in 

terms of what clinicians were exposed to in clinic, particularly among 

clinicians whose typical patient cohort was very elderly. Further, some 

clinicians regarded their own patients as particularly low-risk. This was often 

based on the advanced age of their patients in general, but was also 

influenced by the ethnic mix or social class of their typical patient cohort, or 

local HIV incidence:  

Most of my patients are in their late, mid to late seventies, 

eighties, nineties and a hundreds, where it’s not usually the first 

diagnosis that springs to mind   [031, medical speciality, low 

prevalence] 

Some clinicians discussed risk in terms of risk to healthcare providers 

themselves. This was only reported among clinicians working within a 

surgical speciality (regardless of local HIV prevalence) or a medical speciality 

in a low prevalence area. Although some clinicians discussed the use of 

universal precautions to mitigate the risk regardless of patient HIV status, 

some discussed taking special measures when treating a patient known to 

be HIV positive:  

If we did have an HIV positive patient that we were operating on, 

they would be done first, erm, and all the staff would be made aware 

for protective reasons, so there would be double gloving and all the 

rest. Er, so that’s standard protocol for any patient with an infectious 

disease particularly that’s blood borne   [035, surgical speciality, low 

prevalence] 

Generally, clinicians did not tend to perform a routine risk assessment for 

HIV with older patients. When a risk assessment was performed, this was 

often only after HIV was already suspected; this was reported more 

commonly among clinicians working in lower prevalence areas and within a 

medical speciality. However, there was some agreement across all groups 
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that a risk assessment was less likely to be performed on an older patient, 

and more likely to be performed on someone from a perceived high-risk 

group. Nonetheless several clinicians, particularly those working in lower 

prevalence areas and in a medical/surgical speciality, reported 

comprehensive risk assessments to be irrelevant or take too much time to 

perform.   

 

6.6.4 Theme 4: Symptom attribution 

The (mis)attribution of symptoms was a theme mentioned by all clinicians. 

The majority felt that HIV was most clearly indicated in an unusual 

presentation, such as when symptoms did not respond to treatment or were 

recurring. It was felt that when a patient presented with symptoms that were 

typical of a particular condition, then further investigation was not required 

and HIV was not considered as a differential diagnosis: 

I might encounter peripheral neuropathy in my Diabetes clinic, um, 

but I suppose the challenge for me is that if the peripheral 

neuropathy fits the diabetes diagnosis, I wouldn’t necessarily go 

hunting for a secondary cause   [031, medical speciality, low 

prevalence] 

There was also universal agreement - regardless of speciality or local HIV 

prevalence - that because illness was expected in older patients, many 

presenting conditions were not unusual enough to require further 

investigation. This was often compounded by pre-existing comorbidity 

common in older age which also made non-specific HIV symptoms difficult to 

identify. However, when these same conditions presented in a young or 

otherwise healthy person, HIV testing was considered much more readily. 

This was due to the perception that illness in a younger person was 

uncommon and warranted further investigation, including HIV testing. 

Furthermore, there was the perception that symptoms in an older person 

were more likely to be related to something other than HIV, which was 



 

201 
 

commonly associated with the perception that older people were less at risk 

of HIV (Theme 3): 

A 35-year-old person, it’s much more uncommon for them to get 

pneumonia and you think “Well why is that, they shouldn't be 

immune-compromised”. Whereas nearly every elderly person I 

see has got a reason for being immuno-compromised. So yes, 

you would think of it differently with age   [032, acute/emergency 

medicine, high prevalence]  

So something like oral candidiasis in a little old lady whose got lots 

of other things wrong with her, just say, “Oh, she’s got a bit of 

thrush or bit of a”, you know, it would never cross my mind in a 

million years to think, “Oh, my gosh, she might have HIV, let’s do 

that”   [036, medical speciality, low prevalence] 

When considering a differential diagnosis in a new patient presenting with 

symptoms, clinicians reported starting with the most likely cause - typically 

within their own speciality. Some reported taking a holistic approach, but it 

was common only to treat the presenting condition in isolation. Although 

there was universal agreement that HIV was unlikely to be the cause of most 

presenting symptoms, some reported that they would consider HIV if 

symptoms were reported in addition to risk factors: 

Unless there are other risk factors – you know, if they were ... if 

there was a homosexual, or a history of drug abuse or blood 

transfusions, or something like that, maybe. But with your barn 

door pneumonia, I’m, I’m surprised that this has become part of 

guidelines for HIV testing   [024, medical speciality, high 

prevalence] 

One clinician reported concern regarding changes to the medical curriculum 

and specialisation of medicine as a result. They felt some clinicians may not 

be able to identify symptoms of conditions from outside of their speciality, 

particularly symptoms which were non-specific: 
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If you have a super specialist they might not recognise the 

symptoms, but that’s not to say they don’t try to think outside their 

area, but it’s quite possible nowadays that the training is, is a bit 

narrow and they might not be able to recognise you know, other 

differential diagnosis so well   [028, medical speciality, low 

prevalence]    

When asked specifically about symptoms/conditions considered as clinical 

indicators of HIV, some participants reported that they were uncommon in 

their speciality: this was reported in medical and surgical specialities and 

despite local HIV prevalence. However some clinicians, regardless of 

speciality or local HIV prevalence, felt that some CICs were too common 

within their speciality to screen them all for HIV, particularly among older 

patients:   

Dementia’s quite tricky, thinking about it, because most of my, all 

of my patients have got dementia, so which ones am I going 

screen then? Most of the ward’s got dementia. So at which point 

do you screen dementia? You wouldn’t screen all patients with 

dementia   [031, medical speciality, low prevalence] 

 

6.6.5 Theme 5: Discussing HIV with patients  

The theme discussing HIV with patients consisted of two subthemes, each of 

which is described and illustrated below. The first subtheme related to how 

clinicians felt about raising the topic of HIV testing with a patient. Some 

clinicians, regardless of speciality or local HIV prevalence, reported that it 

was not difficult to approach a conversation with a patient regarding HIV. 

Despite this, some clinicians - particularly those working in high prevalence 

areas - felt that patient age was not a factor in their perception of how difficult 

a conversation regarding HIV testing might be. More commonly though, 

clinicians reported that approaching a conversation regarding HIV testing 

was uncomfortable for both patient and clinician, particularly if it included a 

degree of risk factor questioning: 
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I think that's a very awkward conversation anyway regardless of 

then talking about risks for sexually transmitted diseases and 

number of sexual partners. You know, the whole conversation is, 

can be very awkward   [032, acute/emergency medicine, high 

prevalence] 

A minority of clinicians felt that discussing HIV was easier with older patients, 

often because it was assumed that an HIV test in an older patient was less 

likely to be positive (Theme 3). However, clinicians, particularly those 

working in areas of high local HIV prevalence, were more likely to report that 

they found a conversation more awkward with older patients: 

It's a bit like talking to your gran about it or your mum. It's not quite 

as bad as that, but it's almost disrespectful somehow [032, 

acute/emergency medicine, high prevalence] 

Some clinicians - particularly those working in areas of low local HIV 

prevalence - felt that they would approach a conversation differently 

depending on the age of the patient. Furthermore, no clinicians working in 

areas of low local HIV prevalence felt that they could discuss HIV testing at 

an initial visit: 

It’s not something that you kind of, erm, you’d delve into in an 

initial, within an initial meeting   [036, medical speciality, low 

prevalence] 

There was some agreement that discussing HIV was different to having 

conversations related to other conditions, because of the use of difficult or 

awkward language or the perception that HIV requires extra explanation. 

However, clinicians also identified some factors that could facilitate such a 

conversation: being able to offer HIV tests routinely; having a 

relationship/rapport with the patient; having a consultation where HIV was 

directly relevant; having previous experience discussing HIV testing; and 

anticipating that a test result would be negative. They also noted the 

importance of how the topic was broached: 
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You could frame in a way, if you were just asking to do the test, in 

a way that it was just a part of a routine screen and I think you 

could frame it in a way that wouldn’t offend anyone   [027, 

acute/emergency medicine, high prevalence] 

You need to have the confidence of the patient, firm, sympathetic, 

and direct, and in a confidential atmosphere. You get the trust, 

that’s the most important, most important part of any sort of 

successful communication is when the patient actually trusts the 

clinician sitting opposite   [037, medical speciality, low prevalence]  

Factors perceived to make a conversation more difficult were reported more 

commonly by clinicians working in high prevalence areas. They included: 

being unfamiliar with the correct terminology; a lack of privacy when offering 

a test; if a long-term partner or family member were present; if the patient 

belonged to an ethnic minority group; if the patient was perceived to be of 

low risk; or if the patient were much older than the clinician: 

I think our perception is, ones that are older than you and, you 

know, when you get into your parents’ or your grandparents’ 

generation it just feels uncomfortable to ask those questions   

[026, acute/emergency medicine, high prevalence] 

Some clinicians discussed how their expertise could affect how a patient 

might receive the offer of an HIV test. Clinicians generally felt that it would be 

easier for senior, more experienced clinicians to discuss HIV with an older 

patient. However, some felt that junior clinicians might find discussing HIV 

easier as a consequence of having better HIV-related training (Theme 1). 

The second sub-theme related to clinicians’ perceptions of how older 

patients might react to being offered an HIV test. Generally it was felt that a 

patient would feel judged or offended by the offer of a test (Theme 2), and 

that this could damage the doctor-patient relationship. This was apparent 

among all clinicians, but was most obvious among those working in high 

prevalence areas: 
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They’d probably get cross with me about it, you know: “How could 

they dare - How could she dare to suggest that I’ve been a drug 

user?”   [025, surgical speciality, high prevalence]  

Most of them tend to look completely appalled, and think that 

you’re accusing them of being a drug addict or a sex maniac or 

something like that   [040, medical speciality, low prevalence]  

Clinicians also noted that in addition to feeling judged, older patients would 

feel particularly uncomfortable if they did not perceive themselves to be at 

risk of HIV, or if they were not expecting to discuss HIV at their appointment. 

Nonetheless, participants commonly reported that they felt, or had 

experience, that patients would agree to an HIV test if it were offered. 

Further, the majority of clinicians reported that they would offer an HIV test if 

they felt it was clinically necessary regardless of how they perceived patients 

would react to the offer of a test. This was reported regardless of local HIV 

prevalence, but more commonly among clinicians working in a medical 

speciality.  

 

6.6.6 Theme 6: Consent procedures 

Current consenting requirements associated with HIV testing - and how 

these might affect offering an HIV test - were commonly mentioned by all 

clinicians irrespective of their speciality or local HIV prevalence. There was 

general awareness that there had been a change to consenting procedures 

in recent years, which was associated with better treatment outcomes. 

However, although some reported that the change to consenting procedures 

made testing for HIV less onerous, there was some confusion about what 

was currently required. This confusion was reported regardless of local HIV 

prevalence. Clinicians felt that changes to procedure had not been clearly 

outlined to them, and although some felt this did not have an impact on 

whether they offered HIV testing, some felt that being unsure of what is 

expected acted as a barrier to offering an HIV test:  
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I think what needs to be made clearer because it is still not 100% 

clear to me is what my obligations are to the patient prior to 

sending them off for an HIV test. If they are vastly less than they 

used to be, because it used to be a big deal, if it is less than that 

now and everybody knew that because I don’t think everybody 

does know that, then I’d think it would be tested more often   [030, 

surgical speciality, high prevalence] 

Most commonly, there was confusion around whether pre-test counselling 

was required. Some believed that lengthy pre-test counselling was 

necessary, this meant that a lack of clinic time acted as a barrier to offering 

HIV tests: 

That’s not something you can just flippantly say “Oh by the way, do 

you want to have an HIV test” is it? So it would definitely add several 

you know, quite, an extra period of time onto my consultation, so, I 

don’t think it would be the right place to do it in my clinic   [025, 

surgical speciality, high prevalence] 

There was also a perception among some participants that their limited time 

was better spent dealing with the presenting condition, and that consequently 

they were not best placed to offer HIV testing: 

I’m not a specialist in that area or paid to do that and our clinics 

are … someone has waited half an hour to come and see us 

today, we’re already over scheduled, you know the time 

constraints for us are not to go off track because we’re meant to 

be focussed on one thing. We’re not general practitioners. It might 

be better, it might be a better use of someone else’s time   [023, 

surgical speciality, high prevalence] 

Several clinicians felt that testing for HIV was different to testing for other 

conditions, because of the perceived need for some degree of exceptional 

pre-test counselling which in some cases acted as a barrier to offering 

testing, and some clinicians felt that consent should be implicit much in the 

way it is for other tests:   
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Unless I were to fully understand – which I don’t, I don’t think – 

the, the reason for not treating it like a hepatitis B test ... Because 

I don’t ask anybody about hep B. If a patient asks me, ‘What are 

you testing for?’ I’m very happy to talk about it. But the fact that 

they come and they want to have tests done, and they want a 

diagnosis to be made, is sort of ... to me, it implies consent to test 

what you think is appropriate   [024, medical speciality, high 

prevalence] 

I suspect we should be moving towards a, an approach where it 

should just be that you just, you’ve mentioned it somewhere and if 

we feel we need to test it we’ll do it, and it’s been implied and let’s 

not make a big deal of it   [027, acute/emergency medicine, high 

prevalence] 

Conversely, several clinicians, regardless of local HIV prevalence, reported 

that they would either treat HIV like any other test, or felt that because they 

would seek consent for any test, testing for HIV was no different. 

Nevertheless, some clinicians still reported that they sought explicit consent 

for HIV which they would not normally do with other tests, although without 

the perceived need for lengthy pre-test counselling:    

Before we’d have to spend ten minutes counselling them, but now 

we don’t have to, so there wouldn’t be, it would just be a simple 

half minute um question and, and then click on the mouse to 

generate the, the blood form   [039, medical speciality, high 

prevalence] 

 

6.6.7 Theme 7: Practical issues 

Practical factors were mentioned by all clinicians as having a direct or 

potential impact on a decision to offer an HIV test. The need for a clear 

process outlining when to offer an HIV test, and what to do if the result was 

positive was mentioned by almost every clinician, regardless of local HIV 
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prevalence or speciality. Some felt that a clear process would make offering 

HIV tests quicker and easier, and that having HIV testing as an NHS trust 

priority would also encourage testing:  

I like pathways and process, the main facilitator for me would be 

what’s the process. So you know, “This is what you say to the 

patient. This is how you do it. This is what you tell them are the 

risks and benefits. This is where you see them and with whom 

when they come back and, and then this is the pathway 

afterwards”, and right before all of that, “This is why, why we want 

you to do it”. So that would be the facilitator for me, black and 

white, flow chart, um, that’s easy to remember   [022, surgical 

speciality, high prevalence]  

Similarly, having links with an HIV team was commonly reported as a factor 

that facilitated offering testing. Although some felt that there was not a need 

for a formal link, most felt that being able to contact someone from an HIV 

team with queries was helpful, and would be essential should a patient test 

positive for HIV: 

I know that I’ve got somebody I can refer to straightaway and I 

know they’re very efficient and they’re very effective in dealing 

with things   [038, surgical speciality, high prevalence] 

Some clinicians, particularly those working in a medical speciality and those 

working in areas of low local HIV prevalence, felt that time was not a barrier 

to offering testing. However, a greater proportion of clinicians reported time 

as a potential barrier, particularly those working in a surgical speciality or in 

areas of higher local HIV prevalence. Although some felt that offering an HIV 

test took longer in terms of consent and counselling (Theme 6), many 

considered a typical consultation to be too short to include “non-essential” 

tasks such as HIV testing. Some clinicians felt it would be hard to prioritise 

HIV testing, particularly if they anticipated that the result would be negative 

(Theme 3), and felt that their time would be better spent elsewhere: 
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We’re limited by time, um, and you know, in that limited 

consultation, you want to spend as much of the time, actually 

discussing what we feel is the important bit, which is you know, 

what the diagnosis is and what we’re going do for you   [022, 

surgical speciality, high prevalence] 

Some clinicians felt that a lack of confidential space to discuss HIV testing or 

to deliver a positive HIV result was a barrier to offering testing. This was 

mentioned by clinicians regardless of local HIV prevalence or speciality, but it 

was more commonly discussed among clinicians working in 

acute/emergency medicine. Cost was also mentioned as a potential barrier, 

most commonly among those working in a surgical speciality; it was felt HIV 

testing might not be cost-effective and that money was better spent on other 

services:  

I’m discouraged from offering other types of tests, because of the 

financial implications of it. So, so we don’t do it, we ask the GPs to 

do a lot of our testing for us - as the service lead, am I suddenly 

gonna be faced by an accountant’s bill, you know, in the next 

quarter that says “My God why have you got another £10,000 on 

there?”, “Well we’re offering everyone HIV testing”.  [022, surgical 

speciality, high prevalence]  

Other structural factors identified by clinicians included: a lack of clinical and 

laboratory capacity to cope with increased numbers of HIV tests; hospital 

organisational structure resulting in clinicians working within their own 

separate specialities; patients being cared for by more than one team of 

clinicians; patients having already had bloods taken; and an inability to 

access HIV test results (Theme 2). 

Facilitating factors identified by clinicians included: familiarity with testing and 

consenting guidelines; availability of quick HIV tests; and having constant 

reminders to offer tests. In addition, clinicians working in areas of high local 

HIV prevalence felt that making patients aware that HIV tests may be offered 

prior to their appointment would make offering testing easier.  
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Ownership of tests was another important factor associated with offering 

testing. Clinicians felt that the person ordering the test should take ultimate 

responsibility for following up the results. Although mentioned by clinicians 

working in all specialities, those working in acute/emergency medicine 

discussed this at length as a barrier to testing. This was because patients 

seen in the emergency department are often discharged quickly without a 

follow-up appointment. As a result, some clinicians felt that acute/emergency 

medicine was not an appropriate place to test for HIV unless there were clear 

protocols in place:   

It would make me feel uncomfortable to organise a test that I’m 

personally not going to give the result and then give that 

ownership to somebody else.  And also, the fact that, you ask for 

them to be followed up and then they just never are.  They know, 

so you’ve done the test, that result is sitting somewhere in the 

ether.  We think somebody else is following it up and they just 

don’t   [...]  

If you had something like an HIV nurse specialist who you could 

then plug these patients in to.  Even if you could do an online 

referral or email referral to them and then they followed everybody 

up   [026, acute/emergency medicine, high prevalence]  

Some clinicians gave suggestions for where they felt HIV testing would be 

most suitable. Although some felt that HIV testing still required a specialist 

HIV service, most felt that primary care would be the best place for the offer 

of routine testing. This was mentioned regardless of local HIV prevalence or 

speciality, but was particularly common among those working in a surgical 

speciality. Primary care was felt to be a suitable venue for HIV testing due to 

better continuity of care, and because patients in these settings tend to be in 

better health. However, it was recognised that incentivising clinicians might 

be necessary, such as inclusion of HIV testing into the quality and outcomes 

framework (QOF) which rewards primary care practices on the delivery of 

clinical care. In particular, it was felt that routine HIV testing could fit within 

existing primary care services and initiatives:  
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Old people are often invited to the general practice for blood 

pressure screening or well-women checks or prostate tests or 

blood. You know, there's always some initiative isn't there for 

getting people into their GPs to have screening tests and wellness 

checks and things, and we could just tag it onto that. Why not?   

[032, acute/emergency medicine, high prevalence] 

Other suggested avenues for HIV testing included testing in the community 

such as community pharmacies. However, it was acknowledged that robust 

procedures would need to be in place at these venues for patients who test 

positive. 

 

6.7 Discussion 

This study identified seven factors associated with offering HIV testing to 

people aged ≥50 years. Although there was some universal agreement in 

how these factors were discussed, there were some differences depending 

on local HIV prevalence or clinician’s speciality. Participants working in areas 

of high HIV prevalence were more likely to report that they felt more 

uncomfortable discussing sexual health with an older patient, and were more 

likely to feel patients may be offended by the offer of an HIV test. On the 

other hand, participants working in areas of low HIV prevalence were more 

likely to report that they would approach a conversation around HIV testing 

differently with an older patient. Participants working in medical or surgical 

specialities reported that they particularly valued HIV-related information that 

was relevant to their speciality, and those working in areas of high 

prevalence reported the value of knowledge transfer from a local HIV team. 

Surgeons were more likely to report time as a barrier to test offer. Those 

working in acute/emergency medicine reported some unique barriers to 

offering testing which were related to the set-up of their service; mainly a lack 

of confidential space to offer testing and difficulty in flowing up test results, 

particularly in patients who are not admitted. These differences indicate that 
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the design of any future interventions would have to be sensitive to clinicians’ 

differing needs.   

Despite these differences, some of the identified factors were discussed in a 

similar way among participants. The majority of clinicians reported that they 

had outdated HIV-related knowledge, and that this was a barrier to offering 

HIV testing to older individuals. A lack of knowledge has previously been 

identified as a barrier to offering testing, regardless of patient age111, 112, 228. 

Clinicians in the current study reported that being made aware of CICs that 

specifically related to their speciality could facilitate test offer as being given 

a long list of indicator conditions can be overwhelming. This is particularly 

relevant, because a failure to recognise indicator conditions has previously 

been found to be a significant barrier to offering HIV testing185, 229.  

Similarly, clinicians found it more difficult to identify symptoms which could 

indicate HIV in older individuals, often due to the presence of other pre-

existing health conditions, or the clinician’s perception that illness was 

expected in older age. The presence of pre-existing comorbidities are known 

to complicate the identification of HIV in the differential diagnosis in elderly 

patients129. As in this study, this has been shown to lead clinicians to assign 

symptoms to conditions more common in older patients, delaying the offer of 

HIV testing129, 230.  

HIV testing has been found to be particularly low in healthcare settings 

outside of sexual health107 and so incorporating HIV testing into routine care 

may help to improve testing rates in non-traditional settings. This would help 

to bring testing in line with current National Institute for Health and Care 

Excellence (NICE) and British HIV Association (BHIVA) guidelines by 

offering testing to all medical admissions, all new patients attending primary 

care, and all patients having blood tests in primary care for any reason, in 

high prevalence areas26, 89. 

Patients registered with a general practitioner (GP) in the UK have an 

average of almost five face-to-face consultations in primary care per year231. 

Although the number of consultations in people age 65-84 years has 
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remained fairly stable, contacts in people aged >85 years is increasing231. 

This suggests that primary care might present multiple opportunities for 

offering HIV testing, particularly in older populations. Adding HIV testing to 

existing services in primary care such as well man/woman clinics, and clinics 

for the monitoring of chronic health conditions such as diabetes and heart 

disease was suggested in the current study as a way of incorporating HIV 

testing into routine care. Although findings from Chapter 5 also found this 

approach to be acceptable to older patients, further research is needed to 

understand whether this would be acceptable and feasible to primary care 

physicians and within current primary care services. An overall 15% increase 

in clinician contacts and an 18% increase in nurse contacts in primary care 

have been observed in the UK between 2010/11 and 2014/15231. This 

suggests that in order to incorporate HIV testing into existing clinical contacts 

in these settings, alternative avenues may need to be explored. This may 

include, for example, incentivising clinicians to offer HIV testing, or utilising 

other healthcare professionals such as healthcare assistants or 

phlebotomists, to offer and perform HIV testing.  

Routine testing has been shown to be more effective at encouraging the offer 

of HIV testing to patients than targeted testing107. This may in part be due to 

clinicians being able to offer the test indiscriminately, without having to first 

identify an indicator condition. This type of testing may therefore be quicker 

and easier to offer, and has the potential to help overcome the barrier of 

competing clinician priorities101, 111 and time182 (Theme 7). The current study 

suggested that routine offer of HIV tests may also make approaching a 

conversation about HIV testing easier. However, despite routine HIV testing 

being cost-effective in areas of high prevalence89, and acceptable to patients, 

it does not always occur. A review of literature identified three main clinician-

related barriers to the offer of routine HIV testing in the USA: knowledge, 

attitudes and behaviours232. Knowledge factors included a lack of familiarity 

with current testing guidelines233-238, attitude factors included a lack of 

agreement with testing guidelines233, 234, and behavioural factors included 

lack of time to offer and perform testing116, 235, 236, 239. Although this review 

related to USA HIV testing guidelines recommending routine offer to people 
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aged 13-64 years, many of these factors were also found in the current study 

to act as barriers to routine and targeted HIV test offer to people aged ≥50 

years in the UK. 

This study identified some practical solutions that may be appropriate to 

improve HIV test offer such as having HIV testing as a hospital priority; 

having a clear protocol about how to offer testing and what to do with a 

positive result; and having a short list of indicator conditions tailored to 

clinicians’ specialist area. However, high staff turnover and competing clinical 

priorities within the healthcare setting suggest interventions will need to be 

ongoing in order to remain a priority. Previous research has also suggested 

that the positive effect of active interventions on HIV test offer is quickly lost if 

the strategy is withdrawn240. Further, clinician education regarding current 

consenting procedures is needed before HIV testing can be successfully 

implemented. This study found confusion about what is required in terms of 

consent, and clinicians often perceived the need for lengthy pre-test 

counselling which acted as a barrier to test offer. This has been found in 

previous research101, 111, 112 despite current testing guidelines suggesting 

there is no need for lengthy pre-test counselling26, instead suggesting that 

consent should be received for HIV testing in the same way it is for any other 

blood test or prior to any other procedure26. 

As in previous research, feeling uncomfortable discussing HIV with patients, 

and a perceived lack of patient acceptance are barriers to clinicians offering 

HIV testing111, 176, 182. Although clinicians in this study reported that feeling 

uncomfortable discussing HIV with older patients would not act as a barrier 

to offering testing if a test were clinically indicated, the majority reported that 

discussing sexual health and HIV with older patients was particularly difficult. 

This corroborates other research indicating general practitioners’ reluctance 

to discuss sexual health with older patients216. This may partly explain why 

the routine offer of an HIV test to older patients has been found to be 

significantly less likely than an offer to a younger patient106, 166, despite the 

high acceptance of testing by patients generally107. Although being offered 

an HIV test has been shown to be one of the biggest facilitators to 
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undergoing HIV testing in older age (Chapter 3)126, 170, 181, 214, 241 and despite 

older patients reporting that they would not be offended by the offer of a test 

(Chapter 5), almost three-quarters of clinicians surveyed in the USA 

indicated that they would rather a patient (of any age) ask for an HIV test192. 

This indicates that clinicians play an important role in instigating a 

conversation with a patient to encourage HIV testing, and that addressing 

their preconceptions is important in encouraging clinicians to feel comfortable 

to approach a conversation around HIV testing with older patients.  

Stigma was found to be another prominent barrier to offering HIV testing to 

older patients and was discussed by every participant. Despite evidence 

suggesting that individuals continue to be sexually active into older age67, 68, 

stigma regarding older people’s sexuality has resulted in the common 

perception of asexuality among older groups128. The view that older people 

no longer engage in sexual activity may result in the perception of low HIV 

risk in this group among clinicians. In reality, many older adults are sexually 

active, are less likely than adolescents and younger adults to use condoms70, 

71, and have increasing rates of sexually transmitted infections67. This 

suggests ongoing risk of HIV into older age. Sex remains important to quality 

of life in older age65, 66 and until this stereotype is challenged and addressed 

by HCPs, the sexual health needs of older patients, which includes HIV 

testing, are unlikely to be met.  

 

6.8 Strengths and limitations 

Clinicians who were recruited into the study were known to have seen an 

older patient with undiagnosed HIV infection. This is different to recruiting 

clinicians working in areas where indicator conditions are common, and 

therefore are only likely to have seen a patient with undiagnosed HIV 

infection. This was a strength of the study because it allowed us to 

understand the perceived factors associated with offering HIV testing to older 

patients among clinicians who were either involved in a late HIV diagnosis or 

where a diagnosis had been missed.   
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Although recruitment was conducted at sites across South East England in 

areas with varying local HIV prevalence, results may not be generalisable to 

other parts of the UK. This is due to one recruiting centre being in an area of 

extremely high HIV prevalence, where the HIV cohort is predominantly white 

gay men, and where services such as locally enhanced general practices 

(which offer enhanced services to people living with HIV) may mean better 

awareness of HIV among clinicians and better links with a local HIV team. 

However, care was taken not to over recruit from the Brighton site, and to 

include clinicians working at other sites across South East England as much 

as possible. Despite this, more research in other areas of the UK may be 

needed in order to verify these findings in areas were HIV care and the local 

HIV cohort are different.   

Of the 82 clinicians who were contacted about the study, 27 responded and 

20 consented to take part resulting in a 24% response rate. There is the 

potential for selection bias in that clinicians who felt strongly about HIV 

testing could potentially have felt motivated to take part in the study. In 

addition, selection bias could also have occurred because eligible clinicians 

had been involved in the care of a patient who was later diagnosed late with 

HIV. This may have meant that fear of medical negligence resulted in some 

clinicians declining to take part in the study which may have had an impact 

on results. However all clinicians were made aware that specific patients 

would not be discussed.  Despite this, interviews indicted that because 

clinicians were aware that a diagnosis had potentially been missed, the 

majority who took part in the study were keen to be involved as a way of 

helping to improve patient care. For this reason, and because of a range of 

views expressed by participants, it was not felt that this significantly bias 

results.  

Although it was always our intention to include primary care physicians, 

practical factors meant it was not possible. There were considerable delays 

in gaining ethical approval to recruit in primary care. As recruitment and data 

analysis progressed, it became clear that offering HIV testing to older 

individuals in primary care was going to be very important. For this reason, it 
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was felt that a separate study conducted in primary care to understand 

whether offering HIV testing would be feasible and appropriate was 

warranted. In addition to a lack of primary care clinicians, there was no 

recruitment of junior doctors; all of the participants who took part in this study 

were consultants. Although junior doctors were invited to take part in the 

study, contact was made several years after they had seen a patient 

participant. As a result, these junior doctors had moved from the 

departments they were working in, and were no longer contactable. The 

results of this study suggest that junior doctors may have a different 

perspective, mainly as a result of the teaching they receive, and their 

perceptions and experiences of HIV which have formed at a time when HIV 

is considered a treatable long-term condition. As a result, more research is 

needed to better understand if there are any unique factors associated with 

offering HIV tests to older patients among junior doctors.  

Finally, when discussing “older patients”, clinicians were advised that this 

included any patient aged ≥50 years. For many clinicians, a patient aged ≥50 

years was not considered “older” and many routinely saw patients much 

older than this. Clinician’s perceptions and beliefs about offering HIV testing 

to this heterogeneous group are likely to vary considerably. However, this is 

a first step in understanding the factors associated with offering testing to 

patients aged ≥50 years in the UK among clinicians who are known to have 

seen an older individual living with undiagnosed HIV.  

 

6.9 Conclusion 

This study identified seven clinician-related factors which were related to 

offering HIV testing to an older patient. Although findings from the systematic 

review were limited (Chapter 3), some of these themes, such as a lack of 

information and preconceptions about older people, were previously 

mentioned in the literature. However, the results of this study add 

significantly to what is already known, and some of the themes such as the 

complexity associated with symptom attribution in older patients, and 
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stereotyping of older individuals were unique. Additionally, this is the first 

study of its kind conducted in the UK and as such, results are novel.  

There was significant overlap in results from this study and results from the 

study involving patient participants (Chapter 5). Four themes associated with 

undergoing HIV testing in people aged ≥50 years were common to both 

groups: knowledge; attribution of symptoms; perception of risk; and stigma. 

How these themes overlap and recommendations for how to address these 

factors to increase HIV testing in the older population are outlined in Chapter 

7.  
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Chapter 7 – Summary of findings and future 

directions 

 

7.1 Chapter outline 

The primary aim of the work described in this thesis was to better understand 

the reasons for late diagnosis of HIV in people aged ≥50 years. In doing this, 

four studies were conducted. In this Chapter a summary of findings will be 

presented for each study outlining how they addressed the aims described in 

Chapter 1. Limitations of the work conducted as part of this thesis will also be 

addressed. Finally, clinical implications of the integrated findings will be 

explored in terms of how they might be used to improve HIV testing among 

people aged ≥50 years, and suggestions of areas for future research will be 

outlined.  

 

7.2 Summary of findings 

7.2.1 Aim 1: To provide the epidemiological profile of people 

diagnosed with HIV aged ≥50 years in the UK 

The aim of providing an epidemiological profile of people diagnosed with HIV 

aged ≥50 years in the UK was achieved by secondary analysis of national 

surveillance data provided by Public Health England (PHE) (Chapter 2). 

Analysis revealed a general trend of increasing numbers of new HIV 

diagnoses among older individuals over time, which is consistent with current 

PHE outputs5, 31. However, a downward trend was observed between 2014 

and 2016. Despite this, the proportion of new diagnoses which were 

attributable to people aged ≥50 years almost doubled during the study 

period; a trend which is primarily associated with a large decrease in the 
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number of new diagnoses among younger individuals. A large decrease in 

the number of new diagnoses in the UK has been observed previously and is 

largely attributed to intensified HIV testing among high risk individuals39, the 

availability of PrEP47, and rapid treatment initiation following diagnosis39. 

However, this trend has been mostly confined to younger MSM38. Therefore, 

although these strategies have been successful in reducing the number of 

new diagnoses among younger groups, without adapting to meet the needs 

of an older population, it is unlikely to have a significant effect on numbers of 

new diagnoses in the older group.  

Ethnicity was more diverse among individuals diagnosed with HIV aged ≥50 

years than those diagnosed aged <50 years; although the majority of MSM 

diagnosed in older age were white, ethnicity among older heterosexual 

populations was more diverse, and diversity increased with age.  

Higher proportions of new diagnoses which were late were observed among 

individuals diagnosed aged ≥50 years compared to those diagnosed aged 

<50 years. This was particularly the case for older heterosexuals. 

Disproportionate levels of late diagnosis among older individuals has 

previously been reported5. However, results of the study outlined in Chapter 

2 further highlighted that the proportion of diagnoses which were late was 

found to increase with increasing age. Despite these findings, over the study 

period there was a decline in the proportion of diagnoses which were late 

among older populations. However, there were still more late diagnoses 

compared to timely diagnoses in this group. This changing trend is likely the 

result of an increase in the number of new HIV diagnoses which were prompt 

among older MSM.  

The analysis indicated that the majority of people diagnosed aged ≥50 years 

likely acquired HIV in the UK regardless of region of birth (Chapter 2). 

However, a high proportion of older UK-born individuals were likely to have 

acquired HIV outside of the UK comparted to their younger counterparts. 

This was particularly the case for older heterosexual men where 47% were 

likely to have acquired HIV outside the UK. It is likely that this finding is a 

result of sex tourism; a practice more common among older heterosexual 
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men who travel to countries such as Thailand to engage in sex with a sex 

worker82, 83.  

Short-term and overall mortality was higher in people diagnosed with HIV in 

older age compared to those diagnosed in younger age. Short-term mortality 

was associated with late HIV diagnosis and increased with increasing age. 

This is consistent with previous findings33. However, the analysis presented 

in Chapter 2 indicated that the effect of short-term mortality in an older 

individual diagnosed late with HIV is higher than previously reported33. 

An increase in the proportion of individuals who were estimated to have 

acquired HIV aged ≥50 years was observed over the study period; overall 

59% of all people diagnosed with HIV aged ≥50 years were estimated to 

have acquired HIV aged ≥50 years. This is an increase from previous 

estimates33. In addition, analysis revealed that the median age of HIV 

acquisition in this group was higher than previously reported33, which 

indicates ongoing transmission in older age.  

 

7.2.2 Aim 2: To undertake a systematic review of the current 

literature to identify previously reported patient- and clinician-

related factors associated with undergoing HIV testing in people 

aged ≥50 years 

In order to achieve the second aim, a systematic review of the literature was 

conducted and is presented in Chapter 3. This was the first review conducted 

to specifically identify patient- and clinician-related barriers and facilitators 

associated with testing for HIV among older individuals. Results indicated a 

lack of high quality research which had been conducted outside of the US. 

Heterogeneity in terms of study design meant it was not possible to combine 

results to establish an estimate of effect size. However, this review revealed 

several important patient- and clinician-related factors which were associated 

with undergoing HIV testing in older age.  
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Included studies indicated that the main patient-related barriers to 

undergoing HIV testing in older age were: having low perceived risk or denial 

of HIV risk; either not experiencing physical symptoms or attributing them to 

something other than HIV; not having a test suggested by a HCP; and 

perceiving a double burden of stigma associated with being diagnosed with 

or living with HIV in older age. Results indicated that the main clinician-

related barriers to offering HIV testing to people aged ≥50 years included: 

having preconceptions about older people (either perceiving that older 

people are at low risk of HIV, or that they will feel uncomfortable discussing 

sexual health); clinicians themselves feeling uncomfortable addressing the 

sexuality of older individuals; a lack of training or knowledge regarding the 

sexuality of older individuals; a lack of time to offer testing; failure to 

recognise a CIC; or investigating alternative causes for symptoms prior to 

HIV in older patients. 

The systematic review also identified several factors which facilitated HIV 

testing in older age. The main patient-related facilitators associated with 

undergoing HIV testing included: high actual or perceived risk of HIV; HIV-

related knowledge or awareness; having physical symptoms which the 

patient attributed to HIV; being encouraged to test by a HCP; regularly 

utilising healthcare services; and testing in order to protect a partner. Several 

clinician-related factors which facilitated the offer of an HIV test to older 

patients were also identified and included: patients presenting with 

symptoms which the clinician attributed to HIV; patients reporting risk 

behaviours during a consultation; or when HIV testing was conducted as part 

of other health screening. 

The systematic review successfully identified both patient- and clinician-

related factors from existing literature which were associated with whether an 

older individual undergoes HIV testing214. Some of the identified factors are 

not unique to the older group and have been previously reported, such as a 

lack of perceived risk97. However some identified factors were unique to the 

older group such as a double burden of stigma associated with being 

diagnosed with or living with HIV in older age126, 184, and clinicians’ 
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preconceptions regarding older people either in terms of risk or how an older 

individual would perceive the offer of an HIV test175, 176, 182.  

 

7.2.3 Aim 3: To identify patient-related factors associated with 

undergoing testing for HIV in people aged ≥50 years who were 

diagnosed late with HIV  

In order to understand the factors associated with undergoing HIV testing 

among people aged ≥50 years, a qualitative study was conducted with 

patients who had been diagnosed late with HIV aged ≥50 years (Chapter 5). 

Twenty patients were recruited. This study was successful in addressing the 

aim by identifying seven major themes associated with undergoing testing for 

HIV in older age: 

1. Experience of early HIV/AIDS campaigns. These campaigns were 

found to shape peoples’ beliefs about HIV including perceptions of at-

risk groups and clinical outcomes associated with HIV infection. 

Campaigns also shaped behaviours, although any effect they had on 

reducing risk diminished once campaigns were withdrawn from the 

media. 

2. Knowledge prior to HIV diagnosis. Generally older people were not 

well informed about HIV. This was particularly the case for 

heterosexual participants as a result of a lack of health promotion 

outside of gay venues and media. Participants expressed a need for 

updated information to facilitate HIV testing. 

3. Presence of symptoms and symptom attribution. In general, 

participants attributed symptoms to something other than HIV which 

presented as a barrier to seeking an HIV test. Commonly symptoms 

were misattributed to ageing or something participants had previous 

experience of.  

4. Risk and risk perception. Low risk perception, which was often 

associated with stereotypes of at-risk individuals, was a barrier to 

seeking an HIV test. Risk of HIV was commonly associated with 
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younger age, sex between men and promiscuity. There was 

agreement that risk of HIV was lower in older age. 

5. Generational approach to health and sexual health. Although general 

health screening was found to be common in older age, older 

individuals did not prioritise sexual health which acted as a barrier to 

undergoing HIV testing. Although some felt that it could potentially be 

embarrassing to discuss sexual health with a HCP, participants 

reported they would not be offended by the offer of a test and most 

would agree to a test if offered. Older individuals valued a HCP who 

was personable and non-judgmental. 

6. Stigma. This was commonly described in terms of how someone with 

HIV would be perceived, which was associated with common 

perceptions of at-risk groups. Commonly it was agreed that there was 

an added stigma associated with being diagnosed with HIV in older 

age, which was related to the common perception of asexuality in 

older age.  

7. Type of testing and testing venue. Older participants valued 

confidentiality in a testing service. Although some valued specialist 

sexual health services, the majority of older individuals would prefer 

primary care, particularly if HIV testing was incorporated in to existing 

health screening. 

 

7.2.4 Aim 4: To identify clinician-related factors associated with 

offering HIV testing to patients aged ≥50 years 

To understand the factors associated with offering an HIV test to an older 

patient, a qualitative study with clinicians who had seen an older person with 

undiagnosed HIV was conducted (Chapter 6). Twenty clinicians were 

recruited. This study was successful in achieving the aim and analysis 

revealed seven major themes associated with offering an HIV test to a 

patient aged ≥50 years: 
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1. Knowledge. Most clinicians reported having outdated HIV-related 

knowledge. Many felt there was a need for updated information to 

facilitate test offer, such as how to identify patients for testing, how to 

talk to an older patient about testing, updates on current testing 

guidelines, and updates on current consenting procedures. However, 

time for training was limited and often HIV was not a priority. 

2. Stigma. Although most felt that stigma had reduced in recent years, 

HIV was still seen as a stigmatised condition that was different to 

other long term conditions. Some clinicians felt there was an added 

stigma associated with an HIV diagnosis in older age which related to 

perceptions of asexuality in older individuals.  

3. Stereotyping and perception of risk. Clinicians reported having a 

perception of the type of patient they felt were at risk of HIV, such as 

MSM or injecting drug users, which would often influence HIV test 

offer. There was a general perception that older patients were less at 

risk of HIV. 

4. Symptom attribution. HIV was associated with an unusual 

presentation. Because illness was expected in older patients and 

because they were often multi-morbid, symptoms of HIV were harder 

to identify in older patients and were often attributed to another cause. 

Some clinicians felt that some CICs were too common in elderly 

patients to test them all for HIV.   

5. Discussing HIV with patients. Many clinicians reported that it was 

uncomfortable for both patient and clinician to approach a 

conversation around HIV testing, particularly if the patient was older. 

Generally, clinicians perceived that older patients would be offended 

or feel judged by the offer of an HIV test. 

6. Consent procedures. Generally clinicians were confused about what 

was required in terms of consent, particularly regarding pre-test 

counselling. For some, the perceived need for some degree of 

exceptional pre-test counselling acted as a barrier to HIV test offer. 

7. Practical issues. Clinicians reported several practical issues which 

acted as barriers to HIV test offer which included: a lack of time for 

non-essential tasks such as HIV testing; a lack of confidential space to 
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discuss HIV testing with a patient; a lack of capacity; and cost. 

Facilitating factors included: having HIV testing as a hospital priority; 

having a clear process; being aware of HIV testing guidelines; making 

patients aware they may be offered an HIV test prior to their 

consultation; and having constant reminders to offer testing. Many 

clinicians felt that primary care would be the most appropriate place 

for the offer of routine HIV testing to older patients.  

 

7.2.5 Overlapping patient and clinician themes  

There was substantial overlap in the factors reported by patients and 

clinicians (Chapters 5 and 6) which were involved in whether an older 

individual underwent HIV testing. In order to design successful interventions 

to improve HIV testing in older individuals, both patient- and clinician-related 

factors will have to be addressed.  

Overlap between the views and experiences of patients and clinicians was 

evident throughout the analysis. However, there was substantial overlap in 

four themes: knowledge; attribution of symptoms; perception of risk; and 

stigma (Figure 7.1). Agreement and inconsistencies between patients and 

clinicians within these themes are summarised below.  
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Figure 7.1: Overlapping themes between patients and clinicians 

 

 

7.2.5.1 Knowledge 

Patient and clinicians both reported having outdated HIV knowledge, which 

was felt to be a potential barrier to either seeking or offering an HIV test in 

older age. These findings are consistent with results of the systematic review 

(Chapter 3)214 which also indicated that a lack of HIV-related knowledge was 

a barrier to undergoing HIV testing in older age111, 112, 127, 214, 215, 228. A lack of 

general exposure via the media, through existing health promotion 

messages, or within clinicians’ working environment was felt to attribute to 

outdated knowledge. Both groups also acknowledged that there were some 

people in the general population, such as older individuals, who had 

particularly poor HIV knowledge and would benefit the most from targeted 

health promotion campaigns. It has been acknowledged that the majority of 

current health promotion materials regarding HIV are aimed at a younger 

audience135 and as a result are unlikely to have a strong influence on the 

testing behaviours of older individuals. In general, older individuals continue 

to be uninformed about HIV and hold on to outdated beliefs about HIV 

transmission73, 134.   
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Although both groups discussed the need for updated information, the 

information they felt they required was different. Clinicians reported a 

requirement for structural and practical information regarding testing such as 

updates on HIV testing guidelines and consenting procedures. Many 

clinicians remain unfamiliar with HIV testing guidelines233-235, 237, 238, 242 and 

many report a lack of understanding regarding requirements for consent101, 

111, 112, both of which have an impact on offering HIV tests (Chapter 6). 

Alongside an update on the medical advances in HIV, patients reported a 

need for basic information such as where they could go to test for HIV 

(Chapter 5).  

Findings from both groups and the systematic review (Chapters 3, 5 and 6) 

suggest that improvements in HIV knowledge among older patients and 

clinicians would facilitate testing in older age. Literature suggests that older 

individuals not only desire HIV-related information136, 139, but updated 

information has been shown to improve older individuals’ ability to negotiate 

safer sex140. Improved knowledge regarding HIV could also help to normalise 

HIV testing and reduce stigma by challenging common misperceptions about 

HIV243. However, the majority of patients and clinicians tended to report 

receiving information passively which has implications in terms of how 

information should be disseminated.  

 

7.2.5.2 Attribution of symptoms 

Findings form the studies with patients and clinicians, and the systematic 

review (Chapters 3, 5 and 6) highlighted the importance of symptom 

attribution on whether an older individual undergoes HIV testing. Patients 

and clinicians both discussed the potential impact of treating symptoms in 

isolation and how this can potentially lead to a delay in undergoing HIV 

testing. Clinicians reported that they tended to treat symptoms in isolation 

and usually within the realms of their own speciality, which in some instances 

resulted in an HIV diagnosis having been missed. This supported patients’ 

claims that receiving care from several clinicians within primary and 
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secondary care resulted in a lack of consistency whereby individual 

symptoms were treated separately rather than holistically. Commonly 

indicator conditions such as Herpes Zoster, unexplained weight loss and 

community acquired pneumonia are seen in patients diagnosed late with 

HIV244, 245. This was consistent with patient-reported symptoms reported in 

Chapter 5. Previous evidence indicates that up to a quarter of patients 

diagnosed late with HIV received a CIC diagnosis more than a year before 

receiving an HIV diagnosis244. Failure to recognise a CIC remains a barrier to 

HIV test offer (Chapter 3)178, 214 and so information regarding common 

conditions which may indicate HIV may be important when designing 

education materials for clinicians.  

Attributing symptoms to something other than HIV, such as ageing, was 

another common factor reported by patients and clinicians. Although the 

perception that older people were less at risk of HIV was a significant driver 

toward this perception in both groups, for patients this was also compounded 

by their experience of other health conditions (Chapter 5). Older individuals 

find it more difficult to interpret their symptoms than younger individuals 

which may in part be due to the presence of other health conditions; often 

they attribute symptoms to ageing174, 219. Clinicians also reported that they 

tended to attribute symptoms in an older patient to something age-related 

rather than HIV. Although clinicians also believed older people to be at lower 

risk of HIV, the misattribution of symptoms was compounded by their own 

perceptions of illness burden among older groups. In this way clinicians 

reported that they found it difficult to identify symptoms which indicated HIV 

in a patient with pre-existing comorbidities (Chapter 6). This is consistent 

with previous research which reported that HCPs are likely to assign 

symptoms in older patients to something more common in older adults55, 129, 

230. Often this is exacerbated by the presence of other chronic health 

conditions, and results in delayed HIV testing (Chapter 3)129, 230. 
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7.2.5.3 Perception of risk  

Low perceived risk was identified as a barrier to undergoing HIV testing in 

older age in both the systematic review and qualitative studies (Chapters 3, 5 

and 6). This has previously been identified as a barrier to undergoing testing 

in patients of any age97, and can be seen despite the disclosure of high risk 

behaviours127, 215, 246. This denial of personal vulnerability to danger was 

described by Joffe (1999): individuals associate risk of HIV to people outside 

of their ‘in-group’ and as a result, do not associate themselves as at risk247. 

Stereotyping was commonly reported by patients and clinicians, with both 

groups reporting that they perceived older individuals to be at low risk of HIV 

(Chapters 5 and 6). This is in spite of evidence suggesting that sexual 

activity continues into older age67, 68. There was agreement between both 

groups that the perception of low risk of HIV in older age was due to the 

belief that older people were more sensible and therefore less likely to take 

part in risky behaviour. Indeed, HIV continues to be associated with high risk 

behaviours, and a disease which is more likely to affect younger 

individuals126.  

As a result of these stereotypes, some patients reported that they felt 

clinicians were less likely to offer them an HIV test. Despite clinicians 

agreeing that older patients did not fit within their perceptions of a high risk 

individual, they reported that this was not a driver in a decision to offer an 

HIV test to an older individual (Chapter 6). This highlights an inconsistency in 

the views of patients and clinicians. Despite this, some clinicians did discuss 

how they formed stereotypes of their whole cohort rather than of individual 

patients. This was usually based on their perception that their cohort was at 

low risk due to features such as advanced age, ethnic mix, or social class. 

However, results of the secondary data analysis (Chapter 2) indicated that 

there is increased heterogeneity among individuals diagnosed with HIV in 

older age. As a result, clinicians’ misperceptions regarding the risk profile of 

their cohort may result in missed opportunities for earlier HIV diagnosis.  

Although some clinicians reported that they would not let individual 

stereotypes influence whether they offered HIV tests, some reported that 
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they would be more likely to offer an HIV test to an older patient if they 

reported risk behaviours. However, clinicians commonly reported that they 

were unlikely to do any kind of risk assessment for HIV, particularly in older 

patients. This is consistent with previous findings suggesting that general 

screening is unlikely to include any kind of sexual history216, 248, 249, and many 

HCP are not prepared to conduct a sexual health screen249. However, HCPs 

who have received training feel more confident to perform a sexual health 

screen and are more likely to offer appropriate testing249-252. 

 

7.2.5.4 Stigma 

Stigma continues to be an ongoing problem for people living with HIV, and 

many people living with HIV are worried about how they will be treated by 

others because of their positive status222. This is further complicated 

because individuals living with HIV are often held responsible for their 

illness243, 253. Many patients and clinicians in the studies outlined in Chapters 

5 and 6 felt that HIV-related stigma was due to HIV being seen as a disease 

affecting individuals engaging in very high risk behaviours or sex between 

men, both of which are seen as socially unacceptable243, 254. As a result, both 

groups felt that there was an element of shame or blame involved in an HIV 

diagnosis. Older people living with HIV often fear rejection and social 

isolation224, 255, 256, which is in part due to fear among the general public 

regarding HV transmission256.  

As a result of stigma, many patients reported a dislike of utilising sexual 

health services and avoided testing services as a result (Chapter 5). 

However, although clinicians acknowledged stigma within the healthcare 

setting, they perceived it differently than patients. Clinicians discussed 

stigma in terms of practical issues such as a lack of ability to access medical 

records, or the perception that a lengthy pre-test counsel is required prior to 

HIV testing (Chapter 6). This is consistent with previous research suggesting 

that there is a lack of awareness among HCPs regarding how patients 

perceive stigma243. 
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Patients and clinicians both reported an added stigma in being diagnosed 

with HIV in older age. Commonly it was agreed that this was due to the 

perception that older individuals either they do not engage in sexual activity, 

or do not engage in high risk behaviours associated with HIV. This has been 

previously reported175, 176, 214 and was outlined in the systematic review 

(Chapter 3). Evidence suggests that ageism felt by older people living or 

diagnosed with HIV in older age has led to them feeling rejected by younger 

people and/or HCPs224. This finding also fits within Douglas’ theory of “Purity 

and Danger”257 which contends that stigma is felt when individuals fall 

outside of accepted social norms253, 257. However despite these findings, 

many older adults remain sexually active and sex remains important to 

quality of life65, 66. As a result, this stereotype will have to be challenged in 

order to improve HIV testing within the older group. 

Clinicians found it difficult to discuss sexual health with older individuals and 

perceived that older patients would be offended by the offer of an HIV test 

(Section 7.5.6.2). Clinicians’ reluctance to discuss sexuality with an older 

person, or being unsure about how to approach this type of conversation with 

an older patient is evident from the literature66, 216. However the findings also 

indicate that one of the biggest facilitators to undergoing HIV testing is being 

offered a test or being encouraged to test by a HCP181, 214, 241, 258 (Chapter 3). 

Further, results from the patient interviews (Chapter 5) suggested that older 

patients are happy to discuss sexual health with a HCP and would almost 

always agree to the offer of an HIV test. This has been previously reported, 

even if patients do not perceive themselves to be at risk258. Despite this, 

evidence suggests that HCPs would rather an older patient initiate 

discussion of sexual health192. This may explain why older patients are 

significantly less likely to be offered an HIV test106, 166, despite high 

acceptability among patients generally107. This highlights the importance of 

addressing clinicians’ preconceived notions about how an HIV test will be 

received by an older patient.  
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7.5.6 Themes unique to patients or clinicians  

In addition to themes where there was substantial overlap between the views 

and experiences of patients and clinicians (Section 7.2.5), there were also 

themes which were unique to either group (Figure 7.1). These are outlined 

below.   

 

7.5.6.1 Themes unique to patients 

The qualitative study outlined in Chapter 5 identified three themes associated 

with whether an older individuals undergoes HIV testing which were unique 

to patients: experience of early HIV/AIDS campaigns; a generational 

approach to health and sexual health; and the type of testing and testing 

venue (Figure 7.1).  

The theme Experience of early HIV/AIDS campaigns highlighted how early 

campaigns shaped peoples beliefs about HIV, particularly in terms of at-risk 

groups. Little exposure to HIV-related information since these campaigns, 

particularly for heterosexual and bisexual individuals, mean that many older 

individuals continue to have outdated beliefs about HIV. This is consistent 

with literature suggesting that older individuals know less about HIV than 

younger individuals73, 134 and often hold on to outdated beliefs about HIV, 

particularly in terms of transmission134. These findings highlight the need for 

targeted health promotion for older people (Section 7.4).  

Generational approach to health and sexual health was a theme which 

indicated that older individuals do not prioritise sexual health when thinking 

of their own health. Instead, older individuals focus on health conditions 

which they felt were more relevant to them, such as something they had 

personal experience of or were prompted to consider via target health 

promotion. Although there was an acknowledgment that some older 

individuals might be embarrassed by a discussion of sexuality with a HCP, 

patients reported that they would not be offended and would almost always 

agree to an HIV test if it were offered. These findings are consistent with 
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results from the systematic review (Chapter 3) indicating that being offered 

an HIV test by a HCP was a facilitator to undergoing HIV testing214, and with 

literature suggesting that acceptance of HIV testing among all patients is 

high107.  

The type of testing and testing venue was another theme unique to patients. 

This theme highlighted the importance of confidentiality in a testing service. 

As a result, many participants felt that general practice was an appropriate 

venue to undergo HIV testing in older age. However, older individuals did not 

feel at risk of HIV - a finding consistent with the systematic review214 

(Chapter 3) - and consequently they did not seek HIV testing. Incorporating 

HIV testing in to other routine health screening in primary care may be an 

appropriate way to increase HIV testing in older individuals (Section 7.4.4).  

 

7.5.6.2 Themes unique to clinicians  

The qualitative study outlined in Chapter 6 identified three themes unique to 

clinicians: consent procedures; discussing HIV with patients; and practical 

issues (Figure 7.1).   

Confusion about what is required in terms of consent, and whether pre-test 

counselling is needed was identified in the theme consenting procedures. 

Many clinicians lack an understanding about what is required in terms of 

consent for HIV testing101, 111, 112, which can act as a barrier to the offer of an 

HIV test (Chapter 6). Although some clinicians were aware of changes to 

consenting requirements, many felt that this information had not be clearly 

communicated. Updating HCPs on current guidelines is therefore required.  

The theme discussing HIV with patients was closely related to stigma 

(Section 7.2.5.4). Clinicians reported that discussing sexuality with an older 

patient was particularly difficult and uncomfortable for both the patient and 

the clinician. In addition, clinicians perceived that older individuals would feel 

judged or offended by the offer of an HIV test. These findings are consistent 

with the systematic review (Chapter 3). However, results from the qualitative 
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study with patients (Chapter 5) indicated that older patients tend not to be 

offended by the offer of an HIV test and would almost always agree to a test 

if offered. This partly explains why the offer of an HIV test is significantly less 

likely for older patients106 despite high acceptance among patients 

generally107.   

Clinicians highlighted several practical issues associated with offering HIV 

testing. Facilitators included: having a clear process for offering HIV testing; 

having HIV as a hospital priority; and having links with an HIV team. Barriers 

included a lack of time; a lack of confidential space to discuss testing with 

patients; and an inability to access test results. Practical factors, such as a 

lack of time, have been highlighted in a previous systematic review as factors 

related to offering HIV testing to patients of any age232. 

 

7.3 Study limitations 

There were limitations associated with each of the studies conducted as part 

of this PhD. Limitations relating to each study have been outlined throughout 

the thesis, and should be considered when interpreting study findings.  

Although recruitment of patient and clinician participants was conducted at 

sites of varying local HIV prevalence across the Kent, Surrey and Sussex 

research network, findings may not be generalisable to other parts of the UK. 

This is due to the inclusion of Brighton as a recruiting site, which is an area 

of extremely high HIV prevalence (defined as a threshold of 5:1000)209 and 

has an HIV cohort which is mainly made up of white MSM. Potentially this 

may mean that findings from the patient study may not be generalisable to 

individuals living in other areas of the UK where awareness of HIV, and 

access to HIV testing services may be poorer. Similarly, findings from the 

clinician study may not be generalisable to those working in areas where 

awareness of HIV is poorer and there is limited access to local HIV teams 

and resources. However despite this limitation, care was taken to avoid over-

representation of patients and clinicians accessing care or working in 

Brighton. A purposive sampling strategy was used to ensure representation 
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of patients from areas of varying local HIV prevalence, and with a range of 

demographics. This strategy was also used to ensure inclusion of clinicians 

working in areas of high and low local HIV prevalence, and from a range of 

specialities.  

Within the context of HIV, it is accepted that an individual aged ≥50 years is 

classified as “older”. However, this group is heterogeneous and it is 

acknowledged that experiences and perceptions regarding HIV testing are 

likely to vary significantly within this group. Further, experience of sexuality 

among participants is likely to change as they age, and social norms 

regarding the sexuality of older adults may shift over time259. It is therefore 

acknowledged that data provide a snapshot and does not reflect their 

evolving experience. Although clinicians were advised that older patients 

pertained to those aged ≥50 years, for many this was not a traditional 

threshold of an ‘older’ patient, and many routinely saw patients much older 

than this. This may have had an impact on findings since perceptions and 

beliefs about offering HIV testing to this heterogeneous group may vary.  

The main overall limitation of the work presented in this thesis is the lack of 

participation from clinicians working in primary care. It was always my 

intention to include primary care clinicians and studies were designed to 

reflect this. However, practical factors meant that this was not possible. In 

order to ensure recruitment of clinicians who were known to have seen an 

older individual with undiagnosed HIV, patients were recruited first and then 

clinicians were invited to take part in the study if they had seen one of these 

patients in the three years prior to their diagnosis. Generally patients had 

seen secondary care physicians within the NHS Trust where they received 

HIV care and because ethnical approval had already been granted to 

conduct the study at these sites, there were no barriers to recruiting 

secondary care clinicians relating to ethical approvals. However, before 

primary care clinicians could be recruited, contact had to be made in order to 

assess whether they would be interested in taking part in the study. If GPs 

were happy to take part, then an amendment had to be made in order to gain 

additional ethical approval to conduct the study at their primary care service.  
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This caused considerable delays. In addition, it became clear that primary 

care clinicians required financial reimbursement for any time taken to partake 

in the study. As data collection and analysis progressed and themes started 

to emerge, it became clear that primary care is likely to play a pivotal role in 

increasing HIV testing in people aged ≥50 years. For this reason it was felt 

that a separate study conducted in primary care was warranted to 

understand whether offering HIV testing to older patients would be feasible 

and appropriate in this setting. This will be discussed further in section 7.5. 

Despite the limitations of the work carried out as part of this thesis, this body 

of work is a first step in understanding the factors associated with undergoing 

HIV testing in older age in the UK. 

 

7.3.1 Subjectivity and Reflexivity  

When conducting qualitative research, it is important to consider any impact 

my characteristics may have had on data collection and on the interpretation 

of findings260.  

 

7.3.1.1 Previous experience 

I was involved in all aspects of study design and implementation, alongside 

supervisors. Although I had experience working on qualitative projects, I had 

not previously led qualitative interviews. There was therefore the potential 

that my lack of experience had an impact on the way data were collected. In 

order to minimise this effect, I attended a course on qualitative research 

methods in order to develop my skills. Further, I listened to the recording of 

each interview shortly after it occurred and reflected on my interviewing style. 

This allowed me to improve on my technique. 

At the time of undertaking this study, I had previous experience working in 

sexual health and HIV research. It was acknowledged that my previous 

experience - which was mainly focussed on the sexual health of MSM - may 
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have meant that I approached data collection and analysis with 

preconceptions. However, I was careful not to over-represent MSM in the 

patient sample and included patients and clinicians from outside Brighton 

where the demographics of people living with HIV were more diverse.  

During the design phase of the PhD project, I lost a supervisor. It is 

acknowledged that the loss of Professor Martin Fisher meant that there was 

no longer an HIV clinician on the supervisory team. However, the qualitative 

work undertaken as part of this PhD project is exploratory. Therefore there 

may have been a benefit of not approaching data collection and 

interpretation with preconceptions about HIV testing from a clinical 

perspective.  

7.3.1.2 Data Collection  

The two qualitative studies presented in this thesis (Chapters 5 and 6) were 

conducted separately, although analysis ran concurrently. Recruitment to the 

study with patient participants occurred first.  

I used interview topic guides which guided objective questioning by focusing 

questions based on the current literature, and not on my own preconceptions 

(Chapter 4). This approach allowed me to identify novel themes which were 

then explored and discussed with subsequent participants.  

Several patient-related factors associated with undergoing HIV testing were 

identified in systematic review (Chapter 3) which helped to inform preliminary 

interview topic guides for interviews with patients. However, there was very 

little data on what factors affect a clinician’s decision to offer HIV testing to 

an older individual. Therefore, I used these limited findings in combination 

with factors identified in the literature as important to offering testing to 

patients of any age to understand if they also played a role in offering testing 

to older individuals. In addition, I explored some of the factors which were 

discussed in patient interviews. This included the perception among patients 

that clinicians stereotyped them as low-risk due to their age and as a result, 

did not offer testing.  
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There is the potential that how interviewees perceived my characteristics 

such as age, gender and experience, may have had an impact on how 

participants engaged with the interview, and how willing they were to talk 

openly about their experiences260. Some participants may have been more 

comfortable to discuss their experiences with someone of a different gender, 

age or ethnic group. For example, black African participants may have felt 

more comfortable discussing their experiences with a black African 

researcher who they perceived to have a better understanding of their 

culture. Similarly, clinicians may have felt more comfortable discussing their 

experiences with a clinician who would have a better understanding of 

working in a clinical environment. However, the decision was made to 

conduct all of the interviews myself in order to provide consistency which 

would not have been possible had multiple researchers been involved with 

data collection.  

In order to minimise the effect I had on data collection, I approached each 

interview in the same way. At the beginning of each interview, the participant 

was informed about the purpose of the interview and was made aware that 

the project was part of my PhD. I did not offer personal details about myself 

and participants were given space to share their experiences with minimal 

input from me. I took the time to make participants comfortable prior to the 

interview and reassured them about confidentiality. Prior to interviews with 

clinicians, I also explained that I was a PhD student from the Medical School, 

and not a member of the HIV team. However, one of the early clinician 

participants became defensive when asked about their perceived barriers to 

offering HIV testing. I reassured the participant that I was not a member of 

the HIV team and made sure to reiterate this with subsequent participants in 

order to ensure this did not happen again. 

7.3.1.3 Interpretation of findings 

In addition to data collection, there is the possibility that my personal 

experiences may have had an impact on data analysis and interpretation of 

findings260. In order to minimise this effect, all coding and interpretation was 

agreed at each stage by the supervisory team. This team was 
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multidisciplinary with a range of experiences and expertise and included an 

expert in qualitative methodology, clinicians, and epidemiologists. In addition 

to this, final interpretation was agreed with a patient expert in HIV who was 

able to provide feedback from a patient perspective. There may have been a 

benefit associated with my experience; not being a clinical researcher meant 

that I could approach data collection and interpretation without 

preconceptions about potential barriers and facilitators to offering testing 

within the hospital environment.  

During data analysis I considered the following questions, each of which are 

discussed below:  

1. Which findings emerged as expected? 

2. Which findings emerged as expected, but were stronger or weaker 

than anticipated? 

3. Which findings were unexpected? 

 

7.3.1.3.1 Expected findings 

Analysis of patient interview data identified several themes which were 

already evident from existing literature (Chapter 3) and emerged as 

expected. This included a lack of perceived risk of HIV among older 

individuals and a lack of HIV-related knowledge, both of which acted as a 

barrier to seeking an HIV test. 

Expected themes also emerged during analysis of interviews with clinicians, 

which included knowledge about HIV. Although this was not previously found 

to be a barrier to offering testing to older individuals, a lack of clinician 

knowledge has been identified in the literature as a barrier to offering HIV 

testing to patients of any age.  

7.3.1.3.2 Expected findings that were stronger/weaker than expected 

Although it was not expected that all patient participants would have positive 

views about utilising home testing/sampling to test for HIV, reactions were 
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stronger than I expected. Literature suggests that this type of testing is well 

received92, 94-96, however analysis of interview data with patient participants 

(Chapter 5) suggested that older individuals did not find this to be 

acceptable. More research is therefore needed to explore this further. 

There was limited evidence from the systematic review (Chapter 3) that 

clinicians themselves would feel uncomfortable discussing HIV testing with 

older patients, and I was surprised when this emerged so strongly from 

interviews. 

 

7.3.1.3.3 Unexpected findings 

When analysing patient data I did not expect that some individuals would not 

know where they could go to receive HIV testing. Because I had previously 

worked in sexual health, I expected that HIV testing was easily accessible to 

everyone. In addition, the impact of early HIV/AIDS campaigns was a theme 

which was mentioned by almost every participant. This was unexpected and 

had not previously been mentioned in the literature as a factor associated 

with undergoing HIV testing. 

Utilising an inductive approach (outlined in Chapter 4) helped to enrich the 

data and mitigate any potential impact my personal beliefs and experiences 

may have had on data collection and interpretation.  

 

7.4 Targets for intervention  

The results of the studies presented in this thesis have highlighted several 

potential areas for intervention to increase HIV testing among people aged 

≥50 years. Secondary analysis of national surveillance data (Chapter 2) 

highlighted groups who would benefit from targeted interventions. In addition, 

results from qualitative studies (Chapters 5 and 6) suggest areas for 

intervention which have the potential to address some of the patient- and 



 

242 
 

clinician-related factors which have been found to be associated with 

undergoing HIV testing in older age. 

 

7.4.1 Groups for targeted testing 

It is acknowledged that targeting HIV testing to high risk groups, such as 

MSM or those from a country of high HIV prevalence identifies patients who 

are most at risk of HIV. This allows appropriate targeting of limited resources. 

However, this may lead to a lack of testing among individuals who fall 

outside of traditional high risk groups, such as older individuals. In areas 

where the HIV prevalence is >2/1000 routine screening for all adults 

(regardless of age) has been shown to be cost effective, and this is currently 

recommended in UK testing guidelines26, 89, 196, 261. Despite these guidelines, 

HIV tests are significantly more likely to be offered by clinicians to younger 

patients106. There is currently limited data regarding the HIV prevalence and 

cost effectiveness of routine screening specifically among older adults. 

However, available data does suggest that routine screening in older adults 

is cost effective, even when prevalence is low262.  

A marked decrease in the number of new HIV diagnoses in the UK has been 

observed5, 31. This decline has largely been focused on MSM which 

highlights the success of appropriately targeted interventions39. However, the 

number of new diagnoses among older individual have continued to increase 

(Chapter 2) which suggests initiatives to increase HIV testing are not 

reaching this group appropriately.  

Older individuals diagnosed with HIV in the UK are heterogeneous and 

therefore it may be more appropriate to have a more generalised approach 

to testing in this group rather than targeted testing based on traditional risk 

factors, such as ethnicity or sexuality. This approach is currently 

recommended by HIV testing guidelines in areas of high HIV prevalence26, 89. 

However, before the routine and indiscriminate offer of HIV testing in this 
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group can be achieved, misperceptions of asexuality in older age74, 128-130 

would first have to be addressed.  

Older individuals are more likely to be diagnosed with HIV outside of sexual 

health services121, which suggests that a more varied approach to HIV 

testing would be appropriate. A high proportion of older UK-born 

heterosexual men were found to have acquired HIV in areas where sex 

tourism is common (Chapter 2)83. Offering HIV testing to older men at travel 

clinics or settings where vaccinations are administered, such as primary care 

or community pharmacies, may be an appropriate way to reach this group. In 

addition, these settings could present an opportunity to educate this group 

about the increased risk associated with having sex abroad82, 84-88, 158. 

 

7.4.2 Education 

Findings from studies with patients and clinicians and the systematic review 

suggested that both groups have outdated HIV-related knowledge, and that 

updated information would be valuable in encouraging HIV testing (Chapters 

3, 5 and 6). Findings from these studies can have a significant impact on the 

future design of appropriate health promotion messages and educational 

materials. Suggestions for how the findings could be used are outlined 

below. 

 

7.4.2.1 Improving older individuals’ knowledge 

There was some success of early HIV/AIDS campaigns in educating the 

public about AIDS15. However, the portrayal of HIV as a condition which 

mainly affected MSM or injecting drug users has led to the formation of 

stereotypes of at-risk individuals among those who remember these original 

campaigns (Chapter 5). Since the withdrawal of these campaigns from 

mainstream media, health promotion materials have largely been confined to 

gay venues such as saunas, gay bars and gay dating websites, which 
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potentially excludes other individuals from accessing HIV-related information. 

When considering the design of health promotion material to increase HIV 

testing among older individuals, it is important to consider (a) what 

information is important for dissemination and (b) how best to disseminate 

appropriate information. However, it is important to acknowledge that 

interventions to improve knowledge need to be flexible to meet the needs of 

a heterogeneous and evolving population. As middle aged individuals reach 

older age they may be better informed about HIV or be more familiar with 

evolving technologies. This may have implications in the way information is 

presented to this group over time.  

Although some older individuals do have some general HIV-related 

knowledge, many are less knowledgeable than younger individuals73, 134. Not 

only are older people more likely to have outdated beliefs about HIV134, but 

many lack even a basic understanding of where to seek HIV testing (Chapter 

5). However, older patients desire updated information139. Despite this, many 

older individuals do not feel at risk of HIV and as a result do not seek HIV-

related information. This suggests that health promotion designed for this 

group should be active and ongoing.  

There are currently few health promotion materials which have been 

specifically designed for an older audience. In 2014 a US campaign “age is 

not a condom” was introduced aiming to improve older individuals’ HIV-

related knowledge (but its impact was not evaluated)263. In the UK a project 

was developed creating two types of educational materials tailored to the 

needs of an older population264, both of which are outlined below. 

The “Safe sex at every age” campaign directly targets an older audience and 

communicates information directly. The style is different to the early 

HIV/AIDS campaigns in that information is communicated without the use of 

shocking images (Figure 7.2). Findings from the study presented in Chapter 

5 indicate that this method is particularly valued by older individuals who felt 

that the early campaigns promoted fear. The “love is” campaign is designed 

for display in public outlets and addresses a mainstream audience. The aim 

of this campaign is to combat stereotypes and stigma regarding the sexuality 
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of older individuals. To do this it utilises images of older people (Figure 7.2), 

an approach valued by older individuals as a way of making materials feel 

more relevant to them (Chapter 5). However, it is unclear how much these 

resources are utilised and whether they have been successful. 

 

Figure 7.2: A sample of the ‘Love is’ (left and right) and ‘safe sex at every 

age’ (centre) health promotion materials  

 

Despite the availability of resources designed for an older audience, the 

majority of health promotion materials continue to be aimed at a younger 

audience135. HIV testing week is a campaign which runs every year in the 

UK, successfully promoting HIV testing226. However, because the campaign 

aims to encourage HIV testing among the most affected populations, health 

promotion materials are targeted mainly to a younger audience or those from 

gay or black African communities (Figure 7.3). As a result, older individuals 

do not engage with them (Chapter 5). 
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Figure 7.3: A sample of National HIV Testing Week 2018 health promotion 

materials  

 

 

7.4.2.2 Improving clinician knowledge 

A lack of HIV-related knowledge among clinicians was found to be a barrier 

to HIV test offer (Chapters 3 and 6)111, 112, 228. Although results of qualitative 

interviews with clinicians indicated that clinicians wanted updated 

information, there was no consensus on how best to receive it (Chapter 6). 

This suggests a varied approach would be most appropriate which takes 

clinicians diversity into account. Previously, serious incident reporting 

following a late diagnosis of HIV has been successful in improving clinicians’ 

awareness of HIV, particularly with regard to recognising a CIC265. The 

addition of prompts placed into medical notes or electronic medical record 

reminders have also been shown to improve awareness of HIV and increase 

HIV test offer240, 266-268, particularly to older patients266. However, since the 

effect of interventions to prompt and encourage HIV test offer are quickly lost 

if the strategy is withdrawn240, any intervention will have to be ongoing in 

order to be successful.  

Specialisation of medicine has resulted in clinicians’ knowledge becoming 

more focussed on their clinical domain. It is important to encourage 

increasingly specialised clinicians to have a more general awareness of HIV. 

It may be appropriate to provide clinicians with a more comprehensive 
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understanding of HIV early in their career. The ‘Outcomes for Graduates’ 

document published by the General Medical Council outlines the knowledge, 

skills and behaviours required of all medical graduates in the UK269. This 

recently updated document highlights three main outcomes: values and 

behaviours; professional skills; and professional knowledge, and provides a 

framework for UK medical schools to use in order to develop an appropriate 

curriculum. However, the curriculum is set by each medical school and is 

likely to vary considerably depending on a variety of factors, such as 

expertise of teaching staff and the local population. As a result, medical 

graduates have varying degrees of HIV specific knowledge. Despite this, 

results from the clinician study indicated that in general, clinicians valued 

practical information rather than disease specific information (Chapter 6). 

This included updates on consenting procedures and current HIV testing 

guidelines. However, familiarity with guidelines may not be enough and 

clinicians need to agree with them in order to adhere233. Having HIV testing 

as an ongoing hospital policy might help to influence practice and overcome 

this barrier. Additionally, having a clear protocol of the process involved with 

offering an HIV test, including how to give a result to a patient and how to link 

them with appropriate care if they test positive, would help to facilitate test 

offer (Chapter 6). Generating better links with a local HIV team or specialist 

may also help to improve HIV test offer among non-HIV clinicians.  

Targeted testing, which relies on a clinicians appropriately identifying 

patients for testing is known to result in lower levels of HIV test offer when 

compared to the routine offer of tests107. Recognising a CIC in an older 

individual has been found to be particularly difficult, especially when the 

patient presents with multiple comorbidities (Chapter 6). Findings from the 

qualitative study further indicated that clinicians are overwhelmed by the 

lengthy list of CICs which are presented in the HIV testing guidelines. 

Therefore designing a short list of CICs which are tailored to specific 

specialties is a novel approach which would help to reduce this burden on 

individual clinicians.  
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7.4.3 Addressing stigma 

Stigma remains an ongoing problem for people living with HIV; many 

experience shame and fear judgement associated with their positive 

status222. Evidence suggests an added stigma associated with being 

diagnosed or living with HIV in older age74, 126, 184, 224 which in some cases 

can lead to avoidance of utilising sexual health services (Chapter 5). 

However, society’s view of sexuality is changing, which suggests older 

individuals’ perceptions of sexuality may also change over time, Therefore 

current services will  need to adapt in order to address stigma and meet the 

changing needs of older patients. This might include offering HIV testing in 

other more anonymous settings such as in primary care. Self-testing and 

self-sampling have previously been shown to remove some of the stigma 

associated with HIV testing, while also maintaining confidentiality270, 271. As a 

result, this method may be an appropriate way to increase HIV testing in the 

older group. However, older individuals have specific concerns about this 

method of testing including concerns regarding the validity of the test, and 

how to perform and interpret results (Chapter 5). Therefore there would need 

to be consideration of these issues before successful implementation can be 

achieved. 

Healthcare providers and patients perceive stigma differently (Chapters 5 

and 6) and until clinicians understand how stigma affects patients, it is likely 

to continue and to detract from older patients’ experiences of health care243. 

Some clinicians feel uncomfortable discussing sexual health with older 

patients and perceive that patients will feel judged by the offer of an HIV test 

(Chapter 6)67, 119, 217, 227. However, in reality older patients are happy to 

discuss HIV testing with a clinician, and being offered an HIV test remains a 

factor associated with undergoing HIV testing in older age (Chapters 3 and 

5). This indicates that clinicians play an important role in initiating a 

conversation with an older patient regarding HIV testing. Educating clinicians 

about patients’ views regarding testing, and giving practical advice on how to 

broach a conversation around HIV testing might help to overcome this barrier 

and encourage HIV test offer (Chapter 5). Further, addressing the common 
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misperception that older individuals are asexual and therefore not at risk of 

HIV74, 128-130, might also help to encourage clinicians to offer testing to older 

patients.  

  

7.4.4 Incorporating HIV testing into existing screening 

Results of the systematic review and qualitative study with patients 

(Chapters 3 and 5) indicated that being offered an HIV test by a HCP is a 

facilitator to undergoing HIV testing in older age. Further, patients reported 

that normalising HIV testing by incorporating them into existing health 

screening would be an appropriate way to encourage testing. The ‘making 

every contact count’ initiative aims to encourage behaviour change through 

utilising existing interactions227. It offers some insight into how using existing 

clinical contacts to disseminate information to service users might be an 

appropriate way of reaching this population227. Suggestions from patients 

include offering HIV testing in primary care settings at well man or well 

woman clinics; at other routine appointments such as those for monitoring 

blood pressure; or during monitoring for other long term conditions such as 

diabetes or heart disease (Chapter 5). Additionally, HIV screening could be 

included in other existing health screening initiatives such as those for 

cervical cancer, breast cancer and bowel cancer. Screening for HIV in 

primary care in areas of high HIV prevalence has been shown to be cost 

effective272. However, further investigation of cost effectiveness including 

costs associated with home testing or sampling, or saliva testing when blood 

tests are not already being taken is needed. It is important to acknowledge 

that as younger adults age over time, they may be more familiar with utilising 

self-testing. In addition, there is the potential for these technologies to 

improve, becoming cheaper, faster or easier to use. In time, this may have 

implications on how self-testing can be utilised to increase testing within the 

older population.    

Although patients and clinicians felt that primary care would be the most 

appropriate setting for the routine offer of HIV testing to older individuals 
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(Chapters 5 and 6), it is important to consider whether increasing testing in 

primary care would be acceptable and feasible to primary care physicians, 

and within current primary care services. There has been an increase in 

clinical contacts in primary care over the last few years231 and therefore 

incentivising primary care physicians may be needed in order to encourage 

them to offer HIV testing. This could include adding HIV testing into the 

quality and outcomes framework (QOF) which rewards primary care 

practices on the delivery of clinical care. Additionally, utilising other 

healthcare professionals such as nurses, healthcare assistants, pharmacists 

and phlebotomists to offer testing might be appropriate However, appropriate 

training would have to be offered and further research is needed to 

understand their views about offering HIV testing.  

Findings from the studies outlined in Chapters 5 and 6 highlight the 

importance of primary care in providing HIV testing for older individuals. 

However, in line with current testing guidelines, this should be encouraged in 

addition to offering HIV testing in other settings such as in secondary care 

and within the community89.   

 

7.5. Future research 

The important role primary care has on increasing HIV testing, particularly 

within an older population, was evident from the findings of the studies 

conducted as part of this PhD project (Chapters 5 and 6). However, due to a 

lack of inclusion of primary care clinicians, the feasibility and acceptability of 

offering HIV testing to older patients in a primary care are not fully 

understood. As a result, future research should primarily focus on the 

potential role primary care has in offering HIV testing to older patients. To the 

best of our knowledge, there is currently no research which has been 

conducted to specifically understand the barriers and facilitators to 

undergoing HIV testing in older age within the primary care setting. There 

may be unique factors associated with testing within this setting which need 

to be overcome in order to facilitate test offer.  
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After completion of this PhD, I plan to conduct research within primary care 

to better understand how HIV testing could be implemented, and what 

barriers exist from both a primary care clinician and service user perspective. 

Primarily, this would include a study with primary care clinicians to 

understand the factors associated with offering HIV testing to older patients 

within this setting. This would highlight unique barriers to test offer which 

may exist. Secondly, an understanding of whether incorporating HIV testing 

into current screening would be cost-effective and feasible is needed from 

both a clinician and patient perspective. Although results from the studies 

outlined in this thesis indicated that this would be an appropriate way to 

facilitate testing among older individuals attending primary care, a better 

understanding of how patients would perceive this and whether clinicians feel 

it would be feasible is needed. In addition, an exploration of the potential role 

of other healthcare providers in offering HIV testing is required.  

Further to the research outlined above, a better understanding of the 

acceptability of home testing and sampling among older individuals is 

needed. This strategy has been successful in encouraging HIV testing in 

individuals who do not utilise traditional sexual health services, and among 

those who have never previously tested for HIV92. Although findings from the 

research outlined in Chapter 5 indicated that this strategy may not be 

acceptable to older individuals, more research is needed to highlight 

potential barriers, and to understand how they can be addressed. 

Understanding the experiences of HIV testing among older individuals who 

were diagnosed timely with HIV was outside the scope of the project 

presented in this thesis. However, research is needed to understand what 

factors influence an older individual to undergo timely HIV testing. This 

information could be used to compare the experiences between those 

diagnosed timely and those diagnosed late, which may provide insight into 

how older individuals can be encouraged to test earlier for HIV. 
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7.6 Conclusion 

Despite a decline in the number of new HIV diagnoses in the UK generally, 

both the number and proportion of new diagnosis among people aged ≥50 

years continues to increase. Older individuals diagnosed with HIV in the UK 

remain disproportionately affected by late HIV diagnosis and have poorer 

health outcomes indicated by increased rates of morbidity and mortality. This 

highlights a need for strategies to increase HIV testing in this group as a way 

of facilitating earlier testing and improving outcomes. However, before the 

design of appropriate and targeted interventions to increase HIV testing in 

this group, an understanding of the factors associated with whether an older 

individual undergoes HIV testing first need to be understood. 

Results from the systematic review indicated that both patient- and clinician-

related factors are associated with whether an older individual undergoes 

HIV testing. Results from the qualitative studies further indicated that patient- 

and clinician-related factors both play a role in whether an older individual 

undergoes HIV testing. For this reason, barriers and facilitators in both 

groups will have to be addressed in order for interventions to be successful 

in increasing testing in this group. In addition, results indicated that there are 

several unique factors associated with undergoing HIV testing in older age 

and therefore the design of any interventions will have to be appropriately 

tailored to meet their needs.  

Results from the studies conducted and presented in this thesis provide an 

evidence base to inform the design of future interventions to increase HIV 

testing among older individuals. Interventions should aim to address both 

patient- and clinician-related factors associated with testing including HIV-

related knowledge, perceptions of HIV risk, and stigma. However, findings 

indicate the importance of primary care in increasing HIV testing in this group 

and as a result, future research should focus on the acceptability and 

feasibility of undergoing HIV testing in older age within this setting.  
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Appendix A: Summary of the variables collected in 

the HARS dataset 

 

Data categories Data variables 

Demographics Age 
 Gender 
 Ethnicity 
  Disability 
Service information Site code 
  Previous care site 
HIV clinic attendance Consultation type & medium 
  Date of attendance 
Diagnosis information Date of diagnosis 
 Year of arrival into the UK 
  Risk exposure 
Treatment information First on ARV 
 PEP or PrEP 
  ARV code and band 
Clinical information CD4 cell count result 
 Viral load result 
 AIDS & other complexities 
  Death 

Not every field will be required for collection at every attendance 
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Appendix B: Summary of data categories provided 

by PHE 

Data categories Data variables 

Demographic data 

Date of birth   
Gender at birth Male  
  Female 
Ethnicity Black African 
 Black Caribbean 
 Indian/Pakistani/Bangladeshi (IPB) 
 White 
  Other 
Region of birth Africa 
 Asia 
 Latin America and the Caribbean 
 Rest of World 
 UK 
  Unknown 
Year of arrival into the UK  
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Appendix B continued: Summary of data categories provided by PHE 

 

 

Data categories Data variables 

Clinical data 

Year of HIV diagnosis   
Age at diagnosis   
Exposure group Sex between men 
  Sex between men and women 
Location of first PHE centre attended London 
  Out of London 
Region of infection Africa 
 Asia 
 Latin America and the Caribbean 
 Rest of World 
 UK 
  Unknown 
CD4 cell count result   
CD4 cell count test date   
Late diagnosis category Late 
  Prompt 
Viral load category <1000 
 <200 
 <50 
 ≥1000 
  Unknown 
ARV category No ARV 
 Receiving ARV 
  Not reported 
Death recorded Yes 
  No 
Date of death   
Death due to AIDS Yes 
 No 
  Unknown 
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Appendix C: Changes in ethnic profile by probable route of infection group in the UK 

between 2007 and 2016 

 

 

  
All individuals 

 
  White Black African Other 
  <50 years ≥50 years <50 years ≥50 years <50 years ≥50 years 
  n (%) n (%) n (%) n (%) n (%) n (%) 

Year            2007 2930 (87) 434 (13) 2648 (94) 182 (6) 776 (92) 65 (8) 
 2008 2853 (86) 448 (14) 2408 (92) 206 (8) 874 (88) 116 (12) 
 2009 2749 (84) 525 (16) 1945 (91) 196 (9) 794 (91) 83 (9) 
 2010 2669 (85) 483 (15) 1707 (89) 216 (11) 795 (89) 94 (11) 
 2011 2804 (85) 513 (15) 1513 (88) 207 (12) 737 (88) 103 (12) 
 2012 2816 (84) 541 (16) 1349 (86) 215 (14) 837 (89) 106 (11) 
 2013 2759 (84) 536 (16) 1068 (86) 177 (14) 858 (87) 125 (13) 
 2014 2845 (83) 597 (17) 1026 (81) 233 (19) 862 (88) 113 (12) 
 2015 2827 (84) 552 (16) 875 (83) 183 (17) 925 (88) 123 (12) 
 2016 2173 (80) 530 (20) 703 (81) 168 (19) 776 (86) 124 (14) 
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Appendix C continued: Changes in ethnic profile by probable route of infection group in the UK between 2007 and 2016 

 

 

  
Men who have sex with men 

 
  White Black African Other 
  <50 years ≥50 years <50 years ≥50 years <50 years ≥50 years 
  n (%) n (%) n (%) n (%) n (%) n (%) 

Year            2007 2141 (90) 246 (10) 58 (92) 5 (8) 282 (96) 13 (4) 
 2008 1996 (89) 249 (11) 56 (90) 6 (10) 289 (94) 18 (6) 
 2009 1979 (87) 292 (13) 57 (98) 1 (2) 328 (95) 16 (5) 
 2010 1961 (88) 272 (12) 62 (95) 3 (5) 376 (96) 15 (4) 
 2011 2071 (88) 278 (12) 56 (93) 4 (7) 359 (95) 19 (5) 
 2012 2107 (87) 316 (13) 105 (95) 5 (5) 410 (94) 28 (6) 
 2013 2077 (88) 282 (12) 80 (95) 4 (5) 463 (96) 21 (4) 
 2014 2114 (87) 324 (13) 79 (94) 5 (6) 488 (95) 24 (5) 
 2015 2054 (88) 279 (12) 74 (93) 6 (8) 536 (95) 26 (5) 
 2016 1453 (85) 255 (15) 58 (94) 4 (6) 427 (95) 23 (5) 
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Appendix C continued: Changes in ethnic profile by probable route of infection group in the UK between 2007 and 2016 

 

 

  
Heterosexual men 

 
  White Black African Other 
  <50 years ≥50 years <50 years ≥50 years <50 years ≥50 years 
  n (%) n (%) n (%) n (%) n (%) n (%) 

Year            2007 286 (68) 134 (32) 849 (91) 82 (9) 180 (87) 26 (13) 
 2008 305 (73) 110 (27) 716 (90) 79 (10) 205 (82) 46 (18) 
 2009 285 (67) 142 (33) 602 (90) 70 (10) 166 (81) 39 (19) 
 2010 275 (67) 133 (33) 528 (86) 83 (14) 139 (77) 41 (23) 
 2011 312 (67) 153 (33) 486 (85) 88 (15) 127 (75) 43 (25) 
 2012 275 (68) 128 (32) 385 (83) 80 (17) 152 (78) 44 (22) 
 2013 282 (66) 147 (34) 331 (82) 72 (18) 139 (75) 47 (25) 
 2014 291 (67) 145 (33) 292 (77) 89 (23) 118 (74) 41 (26) 
 2015 249 (69) 112 (31) 235 (77) 70 (23) 142 (74) 49 (26) 
 2016 260 (65) 137 (35) 193 (75) 66 (25) 101 (71) 41 (29) 
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Appendix C continued: Changes in ethnic profile by probable route of infection group in the UK between 2007 and 2016 

 

 

  
Heterosexual women 

 
  White Black African Other 
  <50 years ≥50 years <50 years ≥50 years <50 years ≥50 years 
  n (%) n (%) n (%) n (%) n (%) n (%) 

Year            2007 296 (88) 40 (12) 1640 (95) 92 (5) 261 (94) 17 (6) 
 2008 293 (84) 54 (16) 1512 (93) 113 (7) 318 (89) 38 (11) 
 2009 303 (85) 52 (15) 1154 (91) 109 (9) 236 (92) 21 (8) 
 2010 278 (83) 55 (17) 1016 (89) 121 (11) 216 (88) 30 (12) 
 2011 270 (83) 54 (17) 862 (90) 99 (10) 209 (89) 26 (11) 
 2012 286 (81) 66 (19) 758 (86) 119 (14) 212 (88) 28 (12) 
 2013 221 (78) 64 (22) 573 (86) 93 (14) 182 (83) 38 (17) 
 2014 251 (77) 74 (23) 544 (82) 123 (18) 194 (85) 33 (15) 
 2015 228 (78) 63 (22) 454 (84) 84 (16) 141 (85) 24 (15) 
 2016 199 (77) 60 (23) 335 (82) 75 (18) 150 (81) 36 (19) 
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Appendix D: Published systematic review 

manuscript 
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Appendix E: PRISMA checklist 

Section/topic  # Checklist item  
Reported 
on page 

# 
TITLE   

Title  1 Identify the report as a systematic review, meta-analysis, or both.  95 

ABSTRACT   

Structured summary  2 Provide a structured summary including, as applicable: background; objectives; data sources; study 
eligibility criteria, participants, and interventions; study appraisal and synthesis methods; results; 
limitations; conclusions and implications of key findings; systematic review registration number.  

95 

INTRODUCTION   

Rationale  3 Describe the rationale for the review in the context of what is already known.  95-7 
Objectives  4 Provide an explicit statement of questions being addressed with reference to participants, 

interventions, comparisons, outcomes, and study design (PICOS).  
97 

METHODS   

Protocol and registration  5 Indicate if a review protocol exists, if and where it can be accessed (e.g., Web address), and, if 
available, provide registration information including registration number.  

97 

Eligibility criteria  6 Specify study characteristics (e.g., PICOS, length of follow-up) and report characteristics (e.g., 
years considered, language, publication status) used as criteria for eligibility, giving rationale.  

99-100 

Information sources  7 Describe all information sources (e.g., databases with dates of coverage, contact with study authors 
to identify additional studies) in the search and date last searched.  

98 

Search  8 Present full electronic search strategy for at least one database, including any limits used, such that 
it could be repeated.  

98-9 

 

Page 1 of 2 
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Appendix E continued: PRISMA checklist 

 

Section/topic  # Checklist item  
Reported 
on page 

# 
METHODS (Continued)  

Study selection  9 State the process for selecting studies (i.e., screening, eligibility, included in systematic review, and, 
if applicable, included in the meta-analysis).  

100 

Data collection process  10 Describe method of data extraction from reports (e.g., piloted forms, independently, in duplicate) 
and any processes for obtaining and confirming data from investigators.  

100-1 

Data items  11 List and define all variables for which data were sought (e.g., PICOS, funding sources) and any 
assumptions and simplifications made.  

100-1 

Risk of bias in individual 
studies  

12 Describe methods used for assessing risk of bias of individual studies (including specification of 
whether this was done at the study or outcome level), and how this information is to be used in any 
data synthesis.  

N/A 

Summary measures  13 State the principal summary measures (e.g., risk ratio, difference in means).  N/A 
Synthesis of results  14 Describe the methods of handling data and combining results of studies, if done, including 

measures of consistency (e.g., I2) for each meta-analysis.  
101-2 

Risk of bias across 
studies  

15 Specify any assessment of risk of bias that may affect the cumulative evidence (e.g., publication 
bias, selective reporting within studies).  

101 

Additional analyses  16 Describe methods of additional analyses (e.g., sensitivity or subgroup analyses, meta-regression), if 
done, indicating which were pre-specified.  

N/A 
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Appendix E continued: PRISMA checklist 

 
  

Section/topic  # Checklist item  Reported 
on page # 

RESULTS   

Study selection  17 Give numbers of studies screened, assessed for eligibility, and included in the review, with reasons 
for exclusions at each stage, ideally with a flow diagram.  

102-3 

Study characteristics  18 For each study, present characteristics for which data were extracted (e.g., study size, PICOS, 
follow-up period) and provide the citations.  

103-13 

Risk of bias within 
studies  

19 Present data on risk of bias of each study and, if available, any outcome level assessment (see item 
12).  

N/A 

Results of individual 
studies  

20 For all outcomes considered (benefits or harms), present, for each study: (a) simple summary data 
for each intervention group (b) effect estimates and confidence intervals, ideally with a forest plot.  

N/A 

Synthesis of results  21 Present results of each meta-analysis done, including confidence intervals and measures of 
consistency.  

N/A 

Risk of bias across 
studies  

22 Present results of any assessment of risk of bias across studies (see Item 15).  114 

Additional analysis  23 Give results of additional analyses, if done (e.g., sensitivity or subgroup analyses, meta-regression 
[see Item 16]).  

N/A 
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Appendix E continued: PRISMA checklist 

 

Section/topic  # Checklist item  Reported 
on page # 

DISCUSSION   

Summary of evidence  24 Summarize the main findings including the strength of evidence for each main outcome; consider 
their relevance to key groups (e.g., healthcare providers, users, and policy makers).  

122-5 

Limitations  25 Discuss limitations at study and outcome level (e.g., risk of bias), and at review-level (e.g., 
incomplete retrieval of identified research, reporting bias).  

132-4 

Conclusions  26 Provide a general interpretation of the results in the context of other evidence, and implications for 
future research.  

134-5 

FUNDING   

Funding  27 Describe sources of funding for the systematic review and other support (e.g., supply of data); role 
of funders for the systematic review.  

N/A 
(outlined in 
publication) 
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Appendix F: PROSPERO systematic review study 

protocol 
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Appendix G: Letter of ethical approval 
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Appendix H: Participant information sheet for 

patient participants 

 

 



 

311 
 

 
 

 

 

 



 

312 
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Appendix I: Consent form for patient participants 
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Appendix J: Participant information sheet for 

clinician participants 
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Appendix K: Consent form for clinician 

participants 
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Appendix L: Healthcare utilisation questionniare 

 

 

 

 
 

 
 
  

 

 

 

 

Please can you tell us as much as you remember about any Doctor you saw in the 3 years before you were diagnosed with HIV? Please remember to include 
details of every appointment if you can.  

 

It might be helpful to think about the most recent appointment first and work your way back. Please remember, this is for the 3 years before you were 
diagnosed with HIV. 

 

Brighton and Sussex Medical School (BSMS) 
Room 318b 
Mayfield House 
University of Brighton 
Falmer 
BN1 9PH 
 
Tel: 01273 644526 
Fax: 01273 644440 
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1. Had you seen a GP in the 3 years before you were diagnosed with HIV? 

Please include as much information as you can about any appointments you had - even routine appointments such as medication reviews or the flu jab. 

Name of the 
person you saw 

Type of person you 
saw (for example, 
doctor or nurse) 

Name of GP surgery 
When the appointment 

was (month and year) 

Reason for the 
appointment (if you can 

remember) 
Any other information 
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2. Had you had an outpatient appointments at a hospital or other healthcare facility in the 3 years before you were diagnosed with HIV? 

Please include as much information as you can about any appointments you had – even routine appointments.  

Name of the 
person you saw 

Type of person you 
saw (for example, 
doctor or nurse) 

Department (For 
example, renal or 

rheumatology) 

When the appointment 
was (month and year) 

Reason for the 
appointment (if you can 

remember) 
Any other information 
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3. Have you had any other hospital visits, for example to A&E, in the 3 years before you were diagnosed with HIV? 

Please include as much information as you can about any appointments you had - even routine appointments.  

Name of the 
person you saw 

Type of person you 
saw (for example, 
doctor or nurse) 

Department (For 
example, renal or 

rheumatology) 

When the appointment 
was (month and year) 

Reason for the 
appointment (if you can 

remember) 
Any other information 
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Appendix M: Patient demographic questionnaire 

 

 

 
 

 
 
Questionnaire – Patient participant 

Before we begin the interview, we would like to ask you some basic questions. 

 

How old are you? 

Please write your age in years   

Are you: 

Male    Female    Transgender 

 

What is your sexuality?  

Heterosexual/straight  Lesbian/gay  Bisexual Prefer not to say 

 

When were you first diagnosed with HIV? 

Please write the month and year                          / 

 

Where were you diagnosed with HIV? 

 

 

 

 

 

 

 

 

   

    

    

Brighton and Sussex Medical School (BSMS) 
Room 318b 
Mayfield House 
University of Brighton 
Falmer 
BN1 9PH 
 
Tel: 01273 644526 
Fax: 01273 644440 
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What is your highest qualification? (Please tick one box) 

Finished education with no qualifications       

O levels/GCSEs (or equivalent)  

A Levels (or equivalent) 

University Degree or above 

Other qualifications (please specify) ……………………………………. 

Which ethnic group best describes you? (Please tick one box) 

White      Mixed 

White British     White and Black African 

White Irish     White and Black Caribbean   

White Other     White and Asian 

Black or black other    Mixed Other 

Black African     Chinese or other ethnic group 

Black Caribbean     Chinese 

Black Other     Any other ethnic group 

Asian or Asian British 

Indian      Bangladeshi 

Pakistani      Asian Other 

 

 

What was your LAST CD4 test result? (Please tick one box) 

Less than 200      200-349    350-500    More than 500     not sure 

 

 

What was your LOWEST EVER CD4 test result? (Please tick one box) 

  Less than 50         50-100       101-200       201-350
  

 

  Always over 350    not sure 
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BEFORE you were diagnosed with HIV, were you ever diagnosed with any of these 
conditions?  

 

Please circles yes or no to indicate whether you were ever diagnosed with any of these 
conditions BEFORE you were diagnosed with HIV: 

 

Recurrent bacterial infection requiring antibiotics Yes No Not sure 

Candidiasis of the airways, throat or lungs Yes No Not sure 

Cervical cancer Yes No Not sure 

Severe fungal infection requiring treatment Yes No Not sure 

Cytomegalovirus (not in liver, spleen or lymph nodes) Yes No Not sure 

Herpes infection for over one month  Yes No Not sure 

Kaposi’s sarcoma Yes No Not sure 

Lymphoma Yes No Not sure 

Tuberculosis (TB) Yes No Not sure 

PCP Yes No Not sure 

Encephalitis / Encephalopathy (severe brain infection or 
significant confusion) Yes No Not sure 

Wasting due to HIV Yes No Not sure 

Recurrent Salmonella infection Yes No Not sure 
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Appendix N: Clinician demographic questionnaire 

 

 

 

 
 

 
 
 

 

Questionnaire – Clinician participant 

Before we begin the interview, we would like to ask you some basic questions. 

 

How old are you? 

Please write your age in years   

 

Are you: 

 Male    Female    Transgender 

 

 

In what year did you qualify as a doctor? 

 

 

 

 

 

 

 

 

 

   

   

 

Brighton and Sussex Medical School (BSMS) 
Room 318b 
Mayfield House 
University of Brighton 
Falmer 
BN1 9PH 
 
Tel: 01273 644526 
Fax: 01273 644440 
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Please list all of the specialities you have previously worked in, giving an approximation 
of time spent in each 

Speciality 

 

Time spent in this speciality 

 

  

  

  

  

  

  

 

What is your current role?  

 

 

 

 

What is your current speciality? 

                        

 

 

 

 

How long have you worked in your current role? 

Please answer in years   

 

Can you estimate how many HIV-positive patients you currently have under your care? 
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Do you have any HIV-related information displayed/available for patient in your 
department? 

    Yes                   No 

 

If yes, please specify: 
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Appendix O: Example patient initial interview topic 

guide 

Factor Prompts for candidate 
 

HIV diagnosis (opening 
question) 

• Think about: 
o When 
o Where 

 
 

Before HIV diagnosis • Were they unwell 
o What kind of symptoms 

did they have 
o What did they attribute 

symptoms to 
• Did they have any appointments 

before diagnosis?  
o Prompts: 

 Whether HIV was 
discussed 

 If there were any 
tests/investigations 

 If there was 
discussion of the 
potential cause of 
symptoms  

• Do they have any other medical 
conditions? 

o Do they feel they played 
a role in whether or not 
they received HIV testing 
 
 

HIV risk • Did they think about HIV prior to 
diagnosis 

• Do they seem surprised by their 
diagnosis - explore 

• Did they feel at risk of HIV - 
explore 
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Appendix O continued: Example patient initial interview topic guide 

 

Factor Prompts for candidate 

HIV testing • What circumstances led to 
receiving an HIV test 

• Did they feel there is a stigma 
associated with HIV – explore 
(types of stigma) 

• After diagnosis, how was their 
journey through the healthcare 
system (potentially think about 
stigma here too) 
 
 

Other factors • Explore what they believe are the 
barriers to testing 

• Explore what they feel might make 
people like them undergo HIV 
testing 

• Explore what they feel could be 
done to encourage people like 
them to undergo HIV testing 
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Appendix P: Example clinician initial interview 

topic guide 

Factor Prompts for candidate 
 

Opening question • Ask about their current role 
 

Clinical interaction 
with HIV patients  
 

• Ask about their involvement with HIV 
patients - do they routinely see HIV 
patients? 
 

HIV risk • Explore their perception of risk 
o Think about: 

 Their perception of whether 
they see individuals at risk 
of HIV 

 How they 
perceive/understand/identify 
an at-risk individual 

 Their perceptions of risk 
among older individuals 

 Whether they feel older 
people are at risk 

 
Discussing HIV • Explore how they would feel discussing 

HIV with a patient 
o Would they feel comfortable 

discussing HIV with an older 
person – how does age factor in to 
the conversation? 

o Would they feel comfortable 
discussing sex/HIV risk factors 
with an older person? 

 
Clinical indicator 
conditions 

• Explore whether they see patients with 
clinical indicator conditions (give specific 
examples) 

o If yes – do they offer HIV tests to 
these patients? – How does age 
factor in? 

o Do they conduct any risk factor 
questioning? 
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Appendix P continued: Example clinician initial interview topic guide 

 

Factor Prompts for candidate 

Offering an HIV test • Explore what would make them decide to 
offer an HIV test to an older patient 

• Explore their perceptions of potential 
facilitators to offering an HIV test to an 
older individual 
 

Barriers to test offer • Explore reasons why they would not offer 
an HIV test to an older individual 

o Potential impact of presentation 
with an indicator condition? 

• Explore their perceptions of potential 
barriers to offering a test to an older 
individual 

 

Routine screening • Explore their thoughts on routine HIV 
testing – pros/cons 

o Specific to their area 
 

HIV training • Have they ever had any HIV training 
o If yes – when/what kind of 

training? 
o If no – Do they think it would be 

beneficial to them? 
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Appendix Q: Published manuscript from patient 

study 
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Appendix R: Related publications 

 

Peer reviewed publications: 

Youssef E, Cooper V, Delpech V, Davies K, Wright J. Barriers and facilitators 

to HIV testing in people age 50 and above: A systematic review. Clin Med 

(Lond). 2017 Dec; 17(6):508-20 

Youssef E, Wright J, Delpech V, Davies K, Brown A, Cooper V, Sachikonye 

M, de Visser R. Factors associated with testing for HIV in people aged ≥50 

years: A qualitative study. BMC Public Health. 2018; 18(1):1204 

 

Abstracts: 

Youssef E, Cooper V, Delpech V, Davies K, Wright J. Barriers and facilitators 

to HIV testing in people age 50 and above: a systematic review. Public 

Health Science conference, Cardiff. 2016 

Youssef E, Wright J, Delpech V, Davies K, Brown A, Cooper V, Sachikonye 

M, de Visser R. HIV testing in people age 50+: a qualitative study of patients’ 

and clinicians’ perspectives. European Health Psychology Conference, 

Galway. 2018 

Youssef E, Wright J, Delpech V, Davies K, Brown A, Cooper V, Sachikonye 

M, de Visser R. Factors associated with testing for HIV in people age 50+: a 

qualitative study. Fourth Joint Conference of BHIVA with BASHH, Edinburgh. 

2018 

Youssef E, Wright J, Delpech V, Davies K, Brown A, Cooper V, Sachikonye 

M, de Visser R. Clinician-related factors associated with offering HIV tests to 

people aged 50+: a qualitative study. Fourth Joint Conference of BHIVA with 

BASHH, Edinburgh. 2018 
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