
 
 
 
Terms of Reference 
 
APPG HIV and AIDS and APPG on Mental Health Inquiry into HIV and 
mental health 
 
Quality of Life (QoL) for people with HIV has become increasingly important in policy 
discussions about the future of HIV treatment and care both within the UK and 
internationally. While the global commitments on HIV such as the Sustainable Development 
Goals and the 90:90:90 UNAIDS targets to do not reference QoL, there is an ever-increasing 
consensus that QoL should be specifically integrated into a country’s HIV response. This 
consensus has been highlighted in the UK in recent guidance by the British Psychological 
Society1 and British HIV Association2, and internationally, by work proposing QoL as the 
‘fourth 90’.3 4.  
 
Within the UK, there has been no specific HIV strategy since the last Labour Government, it is 
therefore difficult to assess to what degree QoL is central to the UK’s HIV policy. However, as 
a long-term condition, the three ‘Outcomes Frameworks’ for the NHS, Adult Social Care and 
Public Health (which all address improving Quality of Life for people living with long-term 
conditions) also apply to HIV. There are also a number of legal duties which would apply to 
people with HIV, such as the Public Sector Equality Duty (PSED) under section 149 of the 
Equality Act 2010, which places a legal responsibility on public bodies to have due regard to 
‘eliminate discrimination, harassment, victimisation and any other conduct that is prohibited 
by or under this Act’. Another key policy for HIV is the Care Act 2014 and its general duty for 
local authorities to promote individual’s wellbeing. Quality of Life for people with HIV is 
therefore embedded within other aspects of UK law and policy, because HIV is considered 
both a long-term condition and disability. 
 
While QoL is a broad term, one key component of QoL for people with HIV is mental health. 
This inquiry will address the importance of mental health within the wider definition of QoL 
for people with HIV. Within the broader definition of mental health, it is also necessary to 

                                                        
1 BPS Standards for Psychological Support for Adults Living with HIV 2011 
https://www.bps.org.uk/sites/bps.org.uk/files/Policy/Policy%20-
%20Files/British%20Psychological%20Society%20Standards%20for%20Psychological%20Support%20for%20Ad
ults%20Living%20With%20HIV%20%282011%29.pdf 
2 BHIVA Standards of Care 2018, Standards 2 and 6 https://www.bhiva.org/file/KrfaFqLZRlBhg/BHIVA-
Standards-of-Care-2018.pdf 
3 See for instance Lazarus et al., 2016 https://bmcmedicine.biomedcentral.com/articles/10.1186/s12916-016-
0640-4. 
4 https://euroqol.org/eq-5d-instruments/eq-5d-5l-about/ which assess mobility, self-care, usual activities, 
pain/discomfort and anxiety/depression.  
 



 
 
distinguish between different mental health needs and whether there is sufficient support 
available to people who have mental health needs across different parts of the spectrum 
ranging from severe to mild. 
 
The latest Public Health England policy on HIV is “Health promotion for sexual and 
reproductive health and HIV: Strategic Action Plan, 2016-2019.” Mental health and HIV 
support services are not explored in any detail in this document. The NHS England service 
specification for adult HIV services does make clear that specialised clinical care needs to be 
complemented by other provision: ‘In addition to specialised HIV services, meeting the 
needs of HIV infected individuals relies on access to other services including sexual health 
and reproductive health, mental health, antenatal and third sector support services.’ The 
NHS England service specification for children HIV services stresses the importance of 
provision of peer support, community and voluntary sector providers and non-specialised 
HIV care and support.  
 
It is also important to note that different groups of people living with HIV, many of them 
socially and/or economically marginalised, live differently with HIV and have different needs 
-– for instance, long-term survivors, the newly diagnosed, diverse BME groups, 
heterosexual, gay and bisexual men, women, transwomen, older people, children and young 
people, drug users and former drug users, people from diverse religious backgrounds, 
refugees and asylum-seekers, and the many people with HIV who have experienced trauma. 
This complexity among people with HIV mirrors society, and also generates specific HIV-
related requirements, including around mental health. 
  
As the APPG HIV and AIDS has previously explored in “The HIV puzzle: piecing together HIV 
care since the Health and Social Care Act 2012”, the split of responsibilities across NHS 
England, CCGs and local authorities for the HIV care pathway means that some of these 
services are falling through the cracks, the negative impact of which has been highlighted by 
a recent audit by the HIV Psychosocial Network5. 
 
According to the National Institute for Mental Health and Public Health England’s most recent 
(2018) report on the HIV epidemic in the UK, people living with HIV are twice as likely to have 
anxiety and depression compared to those who are not living with HIV. Some forms of stress 
can contribute to mental health challenges for people living with HIV, including: 
 

• Having trouble getting the services you need 
• Experiencing a loss of social support, resulting in isolation 
• Experiencing a loss of employment or worries about whether you will be able to 

perform your work as you did before 
• Making decisions about whether and how to tell others about your status 
• Managing your HIV medicines 
• Going through changes in your physical appearance or abilities due to HIV/AIDS 

                                                        
5 https://hivpsychosocialnetworkuk.files.wordpress.com/2018/11/10-years-after-report-final.pdf 



 
 

• Dealing with loss, including the loss of relationships or even death 
• Facing the stigma and discrimination associated with HIV and AIDS6  

 
Given that the Government has committed to parity of esteem between mental and physical 
health by 2020 and has recently pledged an annual increase of £20.5 billion for the NHS – now 
seems a particularly pertinent time to address the links between HIV and mental health.  Most 
recently, the failure to mention HIV within the Department for Health and Social Care ‘Long 
Term Plan’ published in January 2019, and equally within the ‘Prevention is better than Cure’ 
paper published in November 2018, there is growing concern that the needs of people with 
HIV are being neglected within government strategy.  
 
The APPG HIV and AIDS and APPG on mental are putting out a call for written evidence on 
HIV and mental health as a core component of improving QoL for people with HIV. Within 
England, support services have been one of the main pillars of specialised care for people with 
HIV.  However, as the UK Government has cut funding for support services and local 
authorities and mental health services are severely stretched – there are questions around 
the current level of support available for people with HIV within England. This has become 
particularly acute since the implementation of the Health and Social Care Act in 2013 – which 
has left no clear mandate for the provision of HIV support services. 
 
Stigma, including self-stigma, is still a major problem for people with HIV. The UK Stigma Index 
and Positive Voices survey together provide a solid empirical database of the levels of stigma 
that are experienced by people with HIV. The APPG has also received a number of 
representations from clinicians/psychologists working with people with HIV who have 
highlighted that one of the biggest problems that people with HIV face is stigma and that this 
in turn, has a direct impact on their mental health. In addition, stigma continues to exist 
regarding mental health, and so ‘double stigma’ can occur. In addition, it is helpful to 
remember that mental and physical health are strongly connected. For people with HIV their 
physical health issues are more likely to cause mental health challenges compared to the 
general population. Furthermore, mental health issues may have increasingly negative 
physical effects on people with HIV. 
 
There is some evidence to show that improving QoL for people with HIV is also cost efficient.  
Positively UK7 has demonstrated how peer support among people living with HIV encourages 
self-management and frees up clinical staff, saving local health authorities and clinical 
commissioning groups in the UK £5 million per year.  
 
The APPGs would like to look at the importance of addressing mental health for improving 
health outcomes and QoL for people with HIV. What evidence is there that stigma continues 
to disproportionately affect people with HIV, and is this increasing mental health problems 
within the HIV positive population? Is the current set up within the NHS and other services 

                                                        
6 National Institute for Mental Health website; Public Health England 2018 report. 
7 Positively UK (2017) “Now What? The Effectiveness of Peer Support in HIV and the Need for Action” 



 
 
adequately addressing the mental health needs of people with HIV, and if not, what needs to 
change? What evidence exists that improving mental health outcomes and QoL for people 
with HIV could be cost efficient? 
 
Please use the questions below to inform your response and send to Susie Pelly at 
pellys@parliament.uk by 5pm 4th April 2019. 
 

1. What evidence is there that stigma continues to disproportionately affect people 
with HIV and what are the most common experiences of stigma related 
discrimination?  
i) How do these experiences vary across the different (and often 

marginalised) communities especially affected by HIV? 
ii) Are there specific groups that find it harder to access services? 

 
2) What support is currently available to people with HIV to help them come to terms 

with an HIV diagnosis and beyond? Are there gaps in the support available? 
 

3) What evidence is there that improving mental health for people with HIV has broader 
benefits such as being cost efficient? For example, is there evidence to show that 
investing in people with HIV suffering with mental health conditions improves overall 
HIV outcomes and treatment adherence? 

 
4) What are the mental and physical challenges associated with living with a long-term 

condition like HIV and how should these be addressed within the health/welfare 
system?  

 
5) To what degree does the fact that HIV is a long-term condition enhance mental health 

support for people with HIV under current NHS policy? 
i)  Is there sufficient focus on HIV or are other long-term conditions 

prioritised over HIV?  
ii) What is the pathway or pathways for people with HIV to receive mental 

health support?  
iii) Are people with HIV being referred into the IAPT programme for long term 

conditions and if not, is that something that should that be happening?8 
iv) To what extent are local authorities fulfilling or not fulfilling their legal 

commissioning responsibilities under the Care Act relating to ‘wellbeing’ 
for people with HIV? 

v) Should people with HIV receive specialised mental health treatment rather 
than accessing treatment in the same way as the general public?  

vi) Have NHSE taken account of the specific needs of those with HIV/AIDS 
within liaison mental health services? 

                                                        
8 IAPT Pathway for People with Long-term Physical Health Conditions and Medically Unexplained Symptoms  
 



 
 
 

6) What are the training needs for non-HIV-specialist services to deliver effective mental 
health support for people living with HIV? 

i. Who might best deliver such training? 
ii. Is there sufficient mental health support for health professionals working 

with people with HIV? 
 

7) How joined up are mental health services for people with HIV dealing with mental 
health problems and other related issues such as alcohol, drug use and chemsex? 
 

8) What accountability mechanisms are in place to ensure services meet the needs of 
people with HIV and that their legal rights are realised? How effective are these and 
how can they be improved? 

 
9) Is there a direct link between mental health issues and increased risk of acquiring HIV? 

 
i) What mental health support should be available for groups at increased risk of 

acquiring HIV, including those wishing to access PrEP? 
 

10) What might be the impact of Brexit on mental health issues and provision for them, 
for people with HIV? 
 

11) What examples of good practice are there in supporting people living with HIV and 
their mental health, including fostering resilience, coping and empowerment of 
people living with HIV? 

 
12) How does access to mental health services for people with HIV in England compare 

with services in Wales, Northern Ireland and Scotland where the Health and Social 
Care Act does not apply? 

 
13) Given that mental health issues exist on a spectrum from severe to mild, what 

different levels of support are available for people with HIV dependent on the severity 
of the mental health condition and what are the different challenges associated with 
accessing treatment across that spectrum?  
 

 
 


