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Visit https://standards.bhiva.org

The issue – BHIVA online version is poor 
It’s just a PDF file to download

The solution...
“Your Guide to...” has been made into a user-friendly website.

https://standards.bhiva.org
There are many links to the 2018 Standards for more information.
There are also links to other trusted sites for extra details.

The issue – It’s not available in printed form 

The solution...
“Your Guide to…” is also available in print
It uses the same naming and numbering as 
the 2018 Standard for ease of reference.

The issue – Some key messages 
could be spelled out more clearly

The solution...
Clear statements on:
U=U
Starting ART and TasP
PrEP

The issue – No option for community feedback 
on the 2018 Standards

The solution...
A link to two surveys is included. One helps assess 
how useful “Your Guide to...” is. The second asks 
questions that might help us see if the Standards 
are being followed properly.

The BHIVA Standards of Care for 
People Living with HIV were published in 2018. 

They are great, but they’re long, and hard to understand in places. So we’ve written 

“Your Guide to...” the Standards 
which aims to tell you what you should expect when getting your HIV care.

The Standards are written for three groups of people:

	 1. People providing care services (such as the NHS and local authorities)
	 2. Those giving care (such as clinicians, nurses and healthcare professionals)
	 3. Those receiving care (people living with HIV)

The 2018 Standards cover the full range of care that can help everyone live well with HIV. Starting with HIV diagnosis, they apply right through to end-of-life care.  The 2018 
Standards are very informative. They explain all aspects of care that people living with HIV can expect to receive. But of course, not everyone will experience every situation 
described – everyone’s HIV journey is unique. BHIVA’s 2018 Standards are very suited for the first two groups of users (1 and 2 above). 

However, there are some issues that make them less suitable for the group that perhaps needs them most – those receiving care.
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 n Clinical networks supporting regional centres of excellence for the treatment of 

both AIDS-defining and non-AIDS-defining cancers should be developed.

 n People with AIDS and non-AIDS-defining cancers should be offered the standard 

of care given to HIV-negative patients.

 n Potential interactions between ART, opportunistic infection prophylaxis and cancer 

therapy should be considered.

 n Those patients with a poor prognosis should be referred to the palliative care team 

(see Standard 7d).

Measurable and auditable outcomes

Comorbidities

 n Proportion of people living with HIV with a smoking history documented in the last 

2 years (target: 95%) and blood pressure recorded in the last 15 months (target: 

95%).

 n Proportion of people aged over 40 years with 10-year cardiovascular disease risk 

calculated within 1 year of first presentation (target: 90%), and within the last 3 

years if taking ART (target: 90%).

 n Proportion of people with documented assessment of renal function, to include 

serial assessment of creatinine or eGFR measurements, and proteinuria over the 

last 24 months (target: 90%).

 n Proportion of people aged over 50 years and all post-menopausal women and 

trans men with documented evidence of bone fracture risk assessment within the 

last three years (target: 90%).

TB
 n Proportion of people newly diagnosed with HIV from high- and medium-risk 

countries with documented screening for latent TB (target: 90%).

 n Hepatitis B and C

 n Proportion of people with documented screening for hepatitis B and C at time of 

HIV diagnosis or first clinic appointment (target: 95%).

 n Proportion of people who are non-immune to hepatitis A or B offered vaccination 

as per BHIVA guidelines (target: 95%).

 n Proportion of people who are co-infected with hepatitis B or C with documented 

assessment of liver staging (target: 90%) and if ongoing HBV or HCV viraemia, with 

documented assessment of liver staging in past 15 months (target: 90%).

 n Proportion of people with cirrhosis (regardless of cause) with documented 

hepatocellular carcinoma screening in past 12 months (target: 90%).

Cancer

 n Proportion of services with evidence of network arrangements appropriate to a 

geographical area to ensure that people requiring specialist oncology services 

have equitable access to best-quality advice (target: 95%).

 n Proportion of people diagnosed with a malignancy linked to specialist oncology 

services (target: 95%).

References: 11, 49, 82–84 

Quality statements

Comorbidities

 n People attending HIV outpatient clinics should undergo regular screening, as set 

out in the BHIVA guidelines in order to detect cardiovascular, renal, liver, bone and 

other comorbidities.

 n People living with HIV should have timely access to diagnostic tests required for 

the detection and investigation of comorbidities. 

 n People living with HIV should have access to services to manage comorbidities 

safely and effectively either within the HIV service or in primary care and/or non-

HIV specialist teams where appropriate.

 n Clear, agreed pathways should be developed to facilitate referral to local or 

regional services for those with complex and/or less common comorbidities.

TB
 n People with newly diagnosed HIV should undergo full clinical assessment to 

exclude active TB.

 n People living with HIV who are from high and medium TB incidence countries 

should undergo testing for latent TB.

 n Access to rapid TB diagnostic tests and drug sensitivity testing should be available.

 n Intensive partner notification services should be available. 

 n People being treated for HIV and TB should be cared for by a specialist 

multidisciplinary team that has experience managing TB/HIV co-infection. Best 

practice infection control should be in place.

 n People with rifamycin-resistant/MDR TB should be managed in conjunction with 

teams with expertise in the management of drug-resistant TB.

 n People with TB co-infection should be managed according to BHIVA guidelines for 

the management of TB/HIV co-infection in adults.

Hepatitis B and C

 n People newly diagnosed and those living with HIV should be screened for co-

infection with hepatitis B and C as per BHIVA guidelines.

 n People who are co-infected with either hepatitis B or C should be managed 

according to national guidelines.

 n People co-infected with hepatitis C (HCV RNA positive) should be referred to a 

specialist viral hepatitis clinic for further investigation and treatment with direct-

acting antivirals (DAAs).

 n People with cirrhosis should be referred to a hepatology clinic for long-term 

monitoring and management.

Cancer

 n People who are diagnosed with a malignancy should be referred to a centre with 

expertise in its management.

 n Management of people living with HIV who are diagnosed with a malignancy 

should be in line with the BHIVA Guidelines. 
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The issue – There’s a lot of detail!  
This is needed for the NHS and clinicians, 

but not for most people who are HIV positive.

The solution...
Only essential information for people living with 
HIV is included in “Your Guide to…”. But there are 
links to the 2018 Standards for more detail.
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If you do need to go into hospital, for whatever reason, you should receive the best care 
and treatment. If the reason is HIV-related, then an HIV specialist would normally lead 
your care. They will use the BHIVA guidelines for the treatment of HIV as a starting point, 
but all care is individualised to your specific needs. If you need support from other clinical 
specialties when the problem is not HIV-related, you may be treated by doctors and nurses 
who have limited experience in providing care for people living with HIV. Even so, you 
should be treated with dignity and respect, regardless of race, gender, sexuality or any 
other factors, and your wishes about confidentiality should be respected. 

Not all hospitals have HIV specialist inpatient units. If that is the case, your hospital will 
work with another hospital that does have specialist HIV inpatient expertise. In some cases, 
you may need to be transferred to another hospital. This should take place within 24 hours 
of the request being made.

When you leave hospital, there should be a plan in place to make sure you get the full 
support you need to recover well. 

Key messages

 n Fewer people living with HIV today need inpatient care. You should get the best 
care and treatment available in hospital. Your care may be led, or supported, by an 
HIV specialist, but other specialist doctors and nurses may also be involved in your 
care. You should be given privacy, dignity and respect, regardless of race, gender, 
sexuality or any other factors. Your wishes with regard to confidentiality should be 
respected.

 n Not all hospitals have HIV specialist inpatient units. In some cases, you may be 
transferred to another hospital with these units. This should take place within 24 
hours of the request for transfer.

 n When you leave hospital, you should be supported by an appropriate rehabilitation 
or discharge plan, if needed. 

4b. Comorbidities, co-infections and cancers
Having another health condition as well as HIV is called a comorbidity. If this is an infection, 
then it is called a co-infection (with your HIV). 

People who are diagnosed with HIV today, and taking modern ART as they should, are likely 
to have a life expectancy similar to someone who is HIV negative. This means that over 
our lifetimes, we may develop common conditions associated with getting older, such as 
those affecting the heart, kidneys or the liver. There should be regular age-appropriate 
screenings for these conditions. Some of these could be done by your GP.

People living with HIV can be at increased risk of other infections such as TB, hepatitis 
B, and hepatitis C. Everyone who is diagnosed as HIV positive should be assessed and 
monitored for TB, hepatitis B and C during ongoing HIV treatment.

People living with HIV may also be at slightly increased risk of some cancers. 

Treatment for any of these conditions should be done by a team of specialists using a 
joined-up care plan. This team should involve your HIV specialist, together with doctors 
and nurses from other specialist areas, and may also include pharmacists and your GP. 
Good communication between the different areas is needed to make sure you get the 
best treatment. You should be offered the same standard of care as anyone else. All other 
treatments you receive should be checked to make sure that they don’t interact with 
your HIV treatment. This is discussed in a bit more detail in Standard 3c (Antiretroviral 
prescribing).

Key messages

 n You should be screened according to national standards for diseases associated 
with ageing, such as heart disease, liver or kidney disease, or cancers. This will 
usually be done at your HIV clinic. Your GP may also screen or test you for some 
conditions.

 n You should be screened for co-infections such as TB and hepatitis B and C when 
you are first diagnosed with HIV.

 n If you need treatment for any other conditions, it should usually be provided by a 
multidisciplinary team involving an HIV specialist. They must make sure that any 
other treatment given does not interact with your HIV treatment.

4c. Supporting people with higher levels of need 
People living with HIV still experience high levels of stigma and discrimination, and they are 
more likely to face social disadvantage, for example, poverty or being homeless. This can 
badly affect a person’s quality of life.

People living with HIV are more likely to have multiple long-term conditions; poorer mental 
health; poorer sexual health; and higher levels of alcohol and substance misuse. They are 
more likely to face economic hardship, and intimate partner violence. 

If you face problems such as these, it can be harder to manage your healthcare well. It may 
be that you struggle to get to clinic, or that you find it difficult to take your ARVs as you 
should. This could result in your health getting worse. So, when you are diagnosed with HIV, 
you should get a complete assessment of all your healthcare needs. Wider social issues 
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The issue – The 2018 standards are long!
They’re over 100 pages

The solution...
“Your Guide to…” the 2018 

Standards is now much smaller. 
It’s been reduced to a third of the 

pages in the BHIVA Standards
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The issue – BHIVA use medical language.
This can be hard to understand.

The solution...
“Your Guide to…” the Standards is written by 
people living with HIV, for people living with HIV. 
Easy to understand English is used throughout.

Your care should be non-judgemental. 
You should be treated with dignity 
and respect. You should feel safe from 
discrimination. You shouldn’t have to 
worry about being treated unfairly. 
Staff should support you when you face 
HIV stigma and discrimination. 

This support should extend outside 
the HIV clinics to include all aspects 
of health and social care.

Readability Consensus

Grade Level: 8
Reading Level: standard / average.
Reader’s Age: 12-14 yrs. old (7th and 8th graders)

Readability Consensus

Grade Level: 14
Reading Level: difficult to read.
Reader’s Age: 21-22 yrs. old (college level)

Stigma was originally conceptualised as the 
creation of a ‘spoiled identity’, which arises from 
the gap between how a person sees themselves 
and how they are seen by others. It is seen as 
a construct based on psychological, social and 
societal factors. It refers to an extreme disapproval 
of a person or group based on a characteristic that 
serves to distinguish them from other members 
of society. Fear of stigma and discrimination is a 
leading contributor to poor health outcomes for 
people living with or affected by HIV.”


