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1 	Executive Summary 

HIV overview 
Human Immunodeficiency Virus (HIV) is a blood borne virus that impairs or destroys immune system cells. Over time this weakens people’s immune system making them more susceptible to infections and individuals gradually become immune-deficient (World Health Organization (WHO) 2017).  Immune function is typically measured by CD4 cell count (white blood cells that protect the body from infection); the higher the CD4 count, the better able an individual is to fight HIV and other infections. The most advanced stage of HIV infection is Acquired Immunodeficiency Syndrome (AIDS), which is defined by a significantly weakened immune system and the development of certain infections. 
HIV can either be transmitted through unprotected sexual contact, sharing intravenous drug equipment or mother to child transmission during pregnancy, birth or through breast-milk (AIDS.gov, 2015). Whilst there is currently no cure for HIV, antiretroviral therapy (ART), are drugs that are used to prevent HIV from making more copies of itself and can help people with HIV live longer, healthier lives. ART has also been shown to reduce sexual transmission of HIV by 96%. (Hull, Wu, & Montaner, 2012).
HIV remains a major public health concern, with 36.7 million people living with HIV and 1.8 million new diagnoses in 2016 worldwide. Between 2000 and 2016, new HIV infections fell by 39%, and HIV-related deaths fell by one third with 13.1 million lives saved due to the expansion in the availability of ART (WHO, 2017). It is estimated that in 2016, 25.6 million people were living with HIV in sub-Saharan African regions (AVERT, 2017). HIV in the UK disproportionally affects sub-Saharan Africans; they comprise 1.8% of the population but represent 29% of all people living with HIV. In 2016, black African[footnoteRef:1] men and women comprised 39% of heterosexual adults with a new HIV-diagnosis (PHE, 2017a).  [1:  Sub-Saharan African and black African will be used interchangeably ] 


Systematic review 
Migration patterns suggest that the number of sub-Saharan Africans migrating to high-income countries is rapidly increasing. Several potential stressors can accompany HIV such as the diagnosis experience itself, taking medication, engaging with on-going care, disclosure decisions and management of possible changes in relationships. Comorbidities such as anxiety and depression are also seen in this population. Sub-Saharan Africans living in high-income countries potentially face exacerbated and additional challenges in adjusting to living with HIV including increased HIV-stigma, challenges around HIV-disclosure and social care needs (e.g. poverty, housing, education and employment). Understanding how the challenges of being HIV-positive living in a high-income country impact on sub-Saharan Africans is crucial. The aim of the systematic review was to consider the wellbeing and mental health of individuals of sub-Saharan African origin who are currently living in high-income countries with a diagnosis of HIV. 

Inclusion criteria included HIV-positive individuals aged ≥ 18 years, of sub-Saharan African origin, living in a high-income country. Both quantitative and qualitative studies assessing cognitive and affective variables were eligible. Studies in peer-reviewed journals were retrieved from Pubmed, PsychINFO, Web of Science and ProQuest and search terms were searched for as key words in titles. Whether the research was carried-out in high-income countries and if data solely on sub-Saharan Africans could be obtained was identified manually. The author carried out the searches and both the author and a second reviewer independently assessed the eligibility of retrieved articles. Details including authors, date of publication, location, HIV-status, design, nature of sample, age, gender, ethnicity, country of origin, measurement and findings of psychological outcomes and themes were extracted. The methodological quality of the studies was evaluated using separate criteria for quantitative and qualitative designs and was carried out by independent reviewers. For the quantitative article the key findings were summarised. The process outlined in the Joanna Briggs Institute reviewers’ manual, (2014) was used for data synthesis of qualitative articles. 

Seven studies were included in the analysis (one quantitative, six qualitative). Studies were published between 2002 and 2016. Six of studies were published in Europe, five included men and women and two included only women. The quantitative study found that HIV-positive sub-Saharan African women living in London reported moderate to high levels of emotional and HIV-related distress which was significantly higher than the HIV-positive indigenous sample. Furthermore, HIV-positive black African women living in London reported lower levels of mental health compared to the general female population. For qualitative studies, 15 findings were extracted and grouped into three categories; HIV-disclosure, diagnosis and HIV-stigma and living with HIV. Quotes from the texts were compiled to illustrate these findings. One study met all the quality appraisal criteria.   

The findings are similar to previous research which has explored difficulties surrounding HIV-disclosure, the presence of HIV-stigma and consequent mental health problems in various HIV-positive populations. A limitation of the included studies was that apart from one article, all studies were conducted in Europe and few studies included key demographic information such as country of origin and time since HIV-diagnosis. A limitation in the search strategy was that key terms were only searched for in the titles. A strength of the review process was the independent reviewing of eligible studies and study quality by independent reviewers. The systematic review suggests that living with HIV in a high-income country can have a negative impact on the wellbeing and mental health of sub-Saharan Africans. However, caution needs to be taken when generalising these results to sub-Saharan Africans living in high-income countries outside of Europe and further research is needed to explore this. 

Empirical Piece 
Opt-out HIV testing has been recommended for all new patient registrations in primary care in high HIV-prevalence areas (>2/1,000 population). Opt-out testing in other settings such as antenatal care has been associated with high levels of shock. The numbers diagnosed in primary care are increasing yet little is known about individuals’ experience of testing in this setting and how they manage post-test experiences. Most people tested in primary care are sub-Saharan Africans who are less likely to think they are at risk of contracting HIV compared to other at risk groups and therefore, are more likely to test late. 
Previous research has suggested that GPs may have some concerns and lack confidence in talking about sexual health with their patients. Sub-Saharan Africans are vulnerable to increased levels of HIV-stigma compared to other at risk groups.  As testing in primary care increases, understanding the pre- and post-test experiences of sub-Saharan Africans who test HIV-positive in this setting is important. The aim of the study was to develop a model of the HIV test and post-test experiences in a sample of sub-Saharan Africans who test HIV-positive in primary care, paying attention to HIV-disclosure, relationships, future help-seeking and adjustment. 
A qualitative Grounded Theory design was used. Semi-structured interviews were carried out with eight sub-Saharan Africans (four female, aged 49–64 years, mean time in the UK = 26 years, all from West Africa, eight diagnosed late with HIV, CD4 cell count below 350 cells/mm3 at time of diagnosis). Ethics was sought from a NHS-ethics committee and Royal Holloway ethics. Participants were recruited via two HIV-services across London. Inclusion criteria included sub-Saharan Africans, with adequate spoken English, who received a HIV-positive test result from primary care in the last three months to five years. Participants were only excluded if there was any evidence of significant risk of harm to self or others. Participants were given the Hospital Anxiety and Depression Scale and the Living with HIV Cognition Questionnaire to provide some context to the sample. Participants were paid £10 for their participation in the research. 
The interviews were transcribed, coded and six theoretical codes were identified; 1) Reflecting on the time before the HIV-positive test result, 2) Receiving a HIV-positive test result from the GP and ongoing relationships with them, 3) Engaging in HIV specialist care, 4) Disclosure decisions, 5) Managing mental health following positive HIV-test result and 6) Appraisal and coping with HIV. A theoretical model of the experiences of sub-Saharan Africans who test HIV-positive in primary care was developed outlining how the codes interact. 
The findings are similar to previous research which has found high-levels of HIV-stigma and HIV-disclosure anxiety. Two clear findings were that participants perceived low levels of risk of contracting HIV and the negative views held about being HIV-positive. Many participants reported positive experiences of being told of their HIV-positive test result in primary care including the GP providing factual information about HIV and emotional support. Furthermore, all participants returned to the GP following being told of the HIV-positive test result. Only two participants were told that they would have a HIV test. This suggests that GPs are still reluctant to discuss HIV testing with patients. More work is needed to support GPs to discuss HIV and help them overcome barriers to testing sub-Saharan Africans in primary care. 
Integration, impact and dissemination
Both the systematic review and empirical piece informed each other through conceptualisation to write-up. The two pieces of work looked at HIV-positive sub-Saharan Africans living in high-income counties and the associated outcomes of this (mental health and post-test events). Differences between the two pieces of work included the demographics of the sample (e.g. country of origin, age, and time since HIV-diagnosis) and the focus of HIV testing in the empirical piece. Both pieces of work identified themes of HIV-stigma, HIV-disclosure anxiety and the negative impact an HIV-diagnosis can have on mental health. The findings of the systematic review helped inform the interview schedule and consent process of the empirical piece. Concerns around confidentiality were clear for this population and arose in both pieces of work. Accounts of breaches of confidentiality were documented in the systematic review and participants refused to take part in the research if interviews were recorded in the empirical piece. 
Throughout the research process the researcher held in mind both visible and invisible differences which may have impacted data collection and the synthesising of findings. There were several challenges with recruitment for the empirical piece including establishing a second recruitment site and a small pool of potential participants. 
The findings of the research have the potential to impact on HIV-positive sub-Saharan Africans, their friends and family, GPs and healthcare professionals working in HIV. Other potential beneficiaries include religious leaders, organisations supporting sub-Saharan Africans with HIV, academics such as HIV researchers and HIV policy makers (e.g. BHIVA, WHO). The research could help increase the confidence and hope of people living with HIV and increase knowledge and confidence of healthcare professionals and other agencies in how best to support sub-Saharan Africans living with HIV. 

Several things could be done to ensure that the potential impact of this research is felt including; disseminating the findings to key stake holders, teaching and training for GPs, development of working groups with all involved agencies and a small media campaign focused on increasing perceived susceptibility of contracting HIV and challenging the negative views held by many about the illness. Findings of the research will be summarised in lay language and given to participants as well as presented to the involved HIV-services. The findings will also be submitted to an academic journal and HIV-related conferences. 
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Abstract  
The sub-Saharan African region accounts for almost two thirds of the global total of HIV infections. Migration patterns suggest that the number of sub-Saharan Africans migrating to high-income countries is rapidly increasing. Sub-Saharan Africans living in high-income countries potentially face additional challenges in adjusting to living with HIV. These include; greater social care needs, increased HIV-stigma and social exclusion, all factors known to impact on mental health in HIV-positive populations. Understanding how the challenges of being HIV-positive living in a high-income country impact on sub-Saharan Africans is crucial. This systematic review considers the wellbeing and mental health of individuals of sub-Saharan origin living in high-income countries with a diagnosis of HIV. 

Articles were retrieved from Pubmed, PsychINFO, Web of Science and ProQuest. Their eligibility and quality were appraised by two independent raters and disagreements were resolved by a third rater. Seven studies were eligible for inclusion in the review (one quantitative and six qualitative). For qualitative studies a data synthesis of findings was conducted. High levels of HIV-related distress were reported. Concerns around HIV-disclosure and breaches of confidentiality were also reported. Studies indicated that sub-Saharan Africans experienced HIV-stigma which negatively impact on their wellbeing and mental health. 

These findings are consistent with previous research on the impact of receiving a HIV-positive diagnosis, HIV-disclosure and HIV-stigma in other populations. The findings are also consistent with previous research which has explored the mental health and social care needs of sub-Saharan Africans. Only one study met the full methodological appraisal criteria. A lack of detailed information about the demographics of participants made establishing study eligibility difficult. Research and practice implications are discussed, with emphasis on the need for future research to be conducted outside of Europe and for studies to disaggregate participants by country of origin.

Introduction 

HIV
As defined in greater detail in the Executive Summary (pg. 8), HIV is a virus that impairs the immune system and can be transmitted through various routes. ART is the treatment for HIV and allows people to live longer, healthier lives. 
The purpose of HIV testing is to identify the presence of the illness and effectively link affected individuals with appropriate HIV treatment (World Health Organization, 2015). Historically, the dominant model was Voluntary Counselling and Testing (VCT), with individuals actively seeking a HIV test from a healthcare or community facility (Evangeli, Pady, & Wroe, 2016). In more recent years, client or self-initiated testing has been one strategy for increasing access to HIV testing. In 2007 WHO recommended greater provider-initiated, routine, testing to increase testing uptake. Routine testing involves healthcare providers offering HIV testing to individuals attending facilities as a routine part of their care. The individual would need to actively ‘opt-out’ if they did not want a HIV test.  This type of testing is most commonly seen in the UK as part of antenatal care or in primary care settings for individuals living in high HIV-prevalence areas (>2/1,000 population) (NICE, 2016).
Sub-Saharan Africans and HIV
Sub-Saharan Africa is the most globally affected region for HIV and accounts for almost two thirds of the global total of new HIV infections. The HIV prevalence rate varies across sub-Saharan Africa. Countries in West Africa have lower rates for example, Nigeria has an adult prevalence rate of 2.9%. East Africa has higher rates; Tanzania has a HIV prevalence of 4.7%. Southern Africa has the highest prevalence rates of HIV for example Swaziland, which has the highest prevalence in the world at 27.2% (AVERT, 2017). It is therefore unsurprising that HIV constitutes a significant problem among sub-Saharan African communities in the UK and other host countries (Onwumere, Holttum & Hirst, 2002). The clear majority of HIV-positive sub-Saharan Africans contract the virus through heterosexual sex (91.5%). They are also the community most affected by late diagnosis (a CD4 cell count below 350 cells/mm3 at time of diagnosis). In the UK in 2015, black Africans comprised 53% of those diagnosed late (PHE, 2017a). Late diagnosis is associated with significantly heightened levels of HIV-related morbidity and mortality, difficulties with treatment and increased risk of onward HIV transmission (PHE, 2017a).

Sub-Saharan Africans living in high-income countries 
The World Bank defines a high-income country as a country with a gross national income per capita of US$12,236 or more. There are currently 78 countries that meet this criterion (The World Bank, 2016).  The number of sub-Saharan Africans migrating to high-income countries has increased rapidly between 1990 and 2016. In 1990 less than one million sub-Saharan Africans migrated outside of the region; this increased to six million in 2016. It is estimated that the United States (US), the UK and France host about 50% of all sub-Saharan African immigrants (International Monetary Fund, 2016). 
It is likely that colonial ties with Europe account for why many sub-Saharan Africans reside in countries like the UK and France. From July 2016 to June 2017 over 1.2 million sub-Saharan Africans were living in the UK, with South Africa, Nigeria and Kenya being the most common countries of birth (Office of National Statistics, 2017). These countries were once colonised by the UK making travel and residence easier. Much has been written about the role of migration in transmitting HIV between different countries but there are still very few examinations of life with HIV in diasporic settings (Doyal, 2009).
Many sub-Saharan Africans living in high-income countries are immigrants, with a significant proportion being classified as either refugees or asylum seekers (Onwumere et al., 2002). Many of these groups will have been exposed to traumatic experiences pre-migration such as loss, separation from loved ones and violence (Warfa et al., 2012). These factors could impact on the quality of life of this population and their adjustment to their HIV-status as they may have less access to social support if they have been separated from family and friends. Furthermore, sub-Saharan African immigrants will be coming from countries with higher HIV-prevalence rates compared to other communities living in the host countries. As already discussed, some sub-Saharan African counties can have a HIV-prevalence rate of up to 27% which is much higher than the UK (0.16%) and other high-income countries (PHE, 2016). Studies have shown that most migrants have acquired HIV in their country of origin and a small proportion have been infected whilst in Europe or other high-income countries (Arrey, Bilsen, Lacor & Deschepper, 2017).
Many sub-Saharan Africans have originated from countries where HIV is moralised and perceived by some people as a punishment for an individual’s sins (Owuor, Locke, Heyman & Clifton, 2016) or acts of evil (Idemudia & Matamela, 2012). Doyal (2009) looked at the findings of three studies of black African immigrants living with HIV in the UK. She found that when most participants were diagnosed, they based their expectations of living with HIV within an African context where infection still meant a rapid and disabling death. Most participants emphasised their belief that infection with HIV was highly stigmatised both 'at home' in sub-Saharan Africa and in the various African communities in the UK. For many, this meant continuous fear of inadvertent disclosure of their HIV status with consequent isolation and exclusion.  Such societal attitudes towards HIV may influence the way sub-Saharan Africans perceive and manage living with HIV in high-income countries. Managing these challenges is difficult to cope with, especially when living in a foreign country. 

Psychological factors 
There has been extensive research into the potential challenges and psychological factors associated with receiving a positive HIV-diagnosis (Leserman, 2008).  Several potential stressors that can accompany HIV include: the diagnosis experience itself, taking life-long medication, engaging with on-going care, HIV disclosure decisions and the management of possible changes in intimate and non-intimate relationships.

Stigma is defined by Earnshaw and Chaudoir (2009) as being a devalued attribute in society, which in turn affects the way that people react to the knowledge that they do not possess the devalued attribute (i.e., HIV uninfected) or do (i.e., HIV infected). In people without HIV, stigma mechanisms such as prejudice (preconceived opinion that is not based on reason or actual experience), stereotyping (a widely held but fixed and oversimplified image or idea of a particular type of person) and discrimination (unjust or prejudicial treatment of different categories of people, especially on the grounds of race, age, or sex) act in response to the knowledge that there are people living with HIV. This can lead people living with HIV to face social exclusion, that is being denied full access to various rights, opportunities and resources to which other members of a different group (i.e. HIV uninfected) have access (Earnshaw & Chaudoir, 2009). This experienced stigma is known to affect an individual’s ability to maintain good levels of psychological and physical health (Chaudoir, Fisher, & Simoni, 2011). HIV infected groups can experience enacted stigma which refers to the degree to which people with HIV report having experienced discrimination (Scambler & Hopkins, 1986), and anticipated stigma refers to the level of expectation of this happening in the future (Markowitz, 1998). Internalised stigma refers to the degree to which people with HIV endorse the negative beliefs and feelings associated with HIV about themselves (Link, 1987).

Coping (that is individuals' efforts in thought and action to manage specific demands) along with social support, have been identified as important factors that help to explain differences in quality of life following a diagnosis of HIV (Smith, Rossetto & Peterson, 2008). Schmitz and Crystal (2000) looked at the relationship between social support, coping style and psychological distress following a diagnosis of HIV. The study used longitudinal data from 212 HIV-positive people living in the US. Participants were from white, black and Hispanic ethnic backgrounds. Their findings suggested that it is the individual’s perceptions of social support that forms the foundation from which coping choices are made. When participants felt understood and loved following their diagnosis of HIV, their psychological outcomes improved through the effects of the coping strategies they used. In combination, coping and social support may alleviate many of the stressors associated with HIV and improve quality of life (Friedland, Renwick & McColl, 1996). 

Individuals of sub-Saharan African origin may face increased levels of stigma. Ethnicity, class and gender combined with HIV-stigma further disadvantage those who occupy devalued statuses, such as black Africans of low socioeconomic status. It has been documented that whilst HIV-positive white men who have sex with men (MSM) are likely to have support networks within their communities, HIV-positive black Africans living in high-income countries are less likely to be supported by families, partners and friends (Lichtenstein, Laska, & Clair, 2002). This is likely to impact on psychological outcomes and the management of HIV-related stressors. Whilst these studies took place over a decade ago, there has been limited research to explore the impact of HIV-stigma and how HIV-positive sub-Saharan Africans cope living in high-income countries where they are often of lower socioeconomic status and isolated from their support networks. There has been some research into the coping strategies of sub-Saharan Africans living with HIV. This has mainly focused on spiritual activities and religious beliefs as a recourse. These studies have found that spirituality was inversely associated with emotion distress and is often a source of strength (Hodge & Roby, 2010). 

Living with HIV may be challenging, and other co-morbidities are seen in this population (Do et al., 2014). Mood and anxiety disorders, particularly depression, are the most common psychiatric diagnoses. Over the last 20 years, many researchers have tried to explore the prevalence of depressive disorder in the HIV-positive population with very different findings. Nanni, Caruso, Mitchell, Meggiolaro, and, Grassi, (2015) reviewed available literature focused on depression and HIV across different countries and populations and concluded an estimated prevalence rate of 42% on average. Daskalopoulou et al. (2017) recruited a sample of 3,258 HIV-diagnosed individuals living in the UK and found that 27.1% and 22% reported symptoms (≥10 on PHQ-9 and GAD-7) of depression and anxiety respectively. Breuer, Myer, Struthers, and, Joska (2011) carried out a systematic review looking at the relationship between mental health and HIV in sub-Saharan Africa. The review included 104 articles which found reported prevalence of mental disorders differed widely (from 5–83%). However, it is less clear how these prevalence rates translate to sub-Saharan Africans living with HIV in high-income countries. 

Sumari-de Boer, Sprangers, Prins, and Nieuwkerk (2012) looked at how psychological variables including HIV-stigma, quality-of-life and depression were related to adherence to ART in indigenous and immigrant HIV-infected people. Participants were indigenous Dutch (44%) and immigrants originating from sub-Saharan Africa, Surinam or the Dutch Antilles (56%). They found that immigrant participants had significantly lower levels of adherence to ART and higher levels of depressive symptoms and HIV-stigma than indigenous participants. HIV-stigma was measured using a multi-factorial stigma scale and included internalised, enacted and anticipated stigma questions. The association between immigrant status and non-adherence was mediated by HIV-stigma. The association between immigrant status and detectable viral load (the amount of HIV virus in the blood stream) was mediated by depressive symptoms. This study does not solely focus on sub-Saharan Africans, and data only concerning this population cannot be extracted. It is therefore unclear how much of the findings can be attributed to the responses of sub-Saharan Africans.   


 Schmitz and Crystal (2000) highlighted the impact of depression following a HIV-diagnosis. Their study suggests that depression could exacerbate the physical impact of the disease process due to the known effects that depression has on the immune system. Whilst rates of depression and other mental health difficulties in the wider HIV population are well documented, it is less clear how these issues affect sub-Saharan Africans, especially those living in high-income counties where they are likely to be of lower social economic status, face increased levels of HIV and other stigma and reduced social support. Given that we know the effects that depression can have on HIV-related issues including disease progression, increased risky sexual behaviours and decreased ART adherence (Pence, 2009), it is important to gain a better understanding of the wellbeing and mental health of this population.

Theories of adjustment and coping					            	 Adjustment to chronic illnesses has been defined in a number of ways. Health behaviour models (Lazarus & Folkman, 1984) often focus on the cognitive, affective and behavioural processes following the diagnosis of an illness. Moss-Morris (2013) suggested that current psychological models offered limited insight as they did not take good adjustment into account, nor do they explore what factors might hinder adjustment. In response, she suggested a working model of adjustment for chronic conditions. This model proposed that background factors (personality traits, early-life experiences, availability of social support and health care) influence how people respond and adapt to illness stressors. Illness-specific factors and stressors have the potential to disrupt emotional equilibrium. Moss-Morris (2013) suggested that good adjustment is represented by reductions in distress, good illness management, minimizing illness effects on life roles and relationships, and the ability to maintain positive affect.
Coping with the illness is central to adjustment and there have been several coping strategies linked with good adjustment to a HIV-diagnosis. Many of these strategies impact on how individuals adjust psychologically. Two concepts are considered central in theories around adjustment: appraisal, that is individuals' evaluation of the significance of the impact of the event on their wellbeing, and coping (Lazarus, 1993). The Transactional Theory of Stress and Coping (Lazarus & Folkman, 1984) views coping as part of a process that unfolds in response to a situation that is appraised as stressful. The theory distinguishes two forms of appraisal: primary and secondary appraisal. Primary appraisal concerns the individual’s appraisal of the stressors and the coping strategies they use for managing these stressors. The secondary appraisal concerns the assessment of whether they can cope with the possible benefits or threats.
As already outlined, it is likely that many aspects of a HIV-diagnosis could be perceived as stressful. These issues may be exacerbated in people of sub-Saharan African origin living as immigrants in high-income countries as it is possible that they have additional stressors relating to immigration, employment, poverty and stigma. 

Barriers to HIV management in sub-Saharan Africans
Owuor et al. (2016) explored the perspectives of sub-Saharan African men living with HIV in the UK. Participants described having to manage their feelings, beliefs and communication about being HIV-positive within the sub-Saharan African community, whilst at the same time constantly interacting with the views of their host society. With a potential disparity in societal views on HIV between their country of origin and the country in which they reside, sub-Saharan Africans face several barriers and challenges in finding out their HIV-status, navigating post-test experiences and adjusting to living with HIV. 

Poverty is another potential barrier that can impact sub-Saharan Africans’ ability to manage HIV. Poverty disproportionately impacts this population living in the UK and other high-income countries. Ibrahim, Anderson, Bukutu, and Elfor (2008) examined the social and economic circumstances of 1,687 sub-Saharan African participants living with HIV in London. The participants were given questionnaires on employment, income, education, residency status and housing. The researchers found that black African men and women reported difficulties in relation to employment, income, housing and residency status. Just under half the respondents (46.6%) were employed at the time of the survey and 40% of black African men and women did not have enough money to cover their basic needs. Poverty and the pressures of having to find an income can impede on individuals’ ability to take care of their health. For example, food poverty impacts on both mental and physical health and a lack of stable and suitable accommodation means that people may move around, possibly causing difficulties with accessing medical care (NAT, 2014).

From the research reviewed, it is likely that the consequences of being of sub-Saharan African origin living with HIV in a high-income country will impact on wellbeing and mental health. This could be an additional barrier in how sub-Saharan Africans manage living with HIV. Wellbeing refers to “diverse and interconnected dimensions of physical, mental, and social wellbeing that extend beyond the traditional definition of health. It includes choices and activities aimed at achieving physical vitality, mental clarity, social satisfaction, a sense of accomplishment, and personal fulfilment” (Naci & Loannidis, 2015). Subjective wellbeing is defined by Diener (1984), as frequent positive affect, infrequent negative affect and life satisfaction. Mental health refers to the level of psychological wellbeing or an absence of mental illness. It is the "psychological state of someone who is functioning at a satisfactory level of emotional and behavioural adjustment" (WHO, 2015). 

In conclusion, it is important to know more about the wellbeing and mental health of sub-Saharan Africans living with HIV in high-income countries because sub-Saharan Africa is the region most affected by HIV and the number of sub-Saharan Africans moving to high-income countries is increasing. This means that HIV constitutes a significant problem for sub-Saharan Africans around the world. Furthermore, sub-Saharan Africans are at risk of facing increased HIV-stigma which is known to impact on psychological and physical health. They can also experience low levels of social support which has been shown to impact on adjustment to HIV. Despite these factors, we have very little information about the lives of affected individuals who have migrated from the poorest parts of the world (sub-Saharan Africa) to the richest.

Aims of the systematic review 							            This is the first review that the author is aware of to consider the wellbeing and mental health of sub-Saharan Africans who are currently living in high-income countries with a diagnosis of HIV. A systematic synthesis of the relevant qualitative and quantitative literature can assist in gaining a better understanding of the current landscape and help inform the design of new interventions and strategies to help support those in need. It may also allow for the identification of gaps in existing research. The findings of this review could have implications for health services more generally, and specifically mental health services, healthcare professionals, policy makers and international bodies working to improve the lives of sub-Saharan Africans living with HIV in high-income countries. 






Method
Study Eligibility 
PRISMA (Preferred Reporting Items for Systematic Reviews) Statement guidelines were followed (Moher, Liberati, Tetzlaff, Altman, & Group, 2009).  
Inclusion criteria were individuals:
1) aged ≥ 18 years;
2) HIV-positive; 
3) Of sub-Saharan African origin;  
4) Currently living in a high-income country as defined by the World Bank (The World Bank, 2016);
5) Measured or focused on psychological variables, defined as cognitive or affective variables. Studies assessing behavioural variables were only included if there was also a psychological measure used;
6) All qualitative and quantitative study designs. 
 
Sources of information 
Studies in peer-reviewed journals were retrieved from Pubmed, PsychINFO, Web of Science and ProQuest. Searches were restricted to studies conducted since 1 January 1997 due to effective antiretroviral medication becoming available from this time.

Search Strategy 
Searches were conducted using combinations of the following search terms. “HIV”, “AIDS”, “AIDS Viruses”, “Human Immunodeficiency Virus”, “African”, “depression”, “mental health”, “wellbeing”, “adjustment”, “anxiety”, “low mood”, “stress”, “quality of life”, “isolation” and “stigma”. These terms were searched for as key words in titles. Whether the research was carried-out in a high-income country and if data solely on sub-Saharan Africans could be extracted was identified manually once the search results were obtained. 

Data Collection 
Data collection had four stages. The author carried out searches for the identification of studies (11th August 2017). Two reviewers (the author and an undergraduate psychology student) independently screened titles and abstracts for eligibility and removed any duplicate articles. Articles considered relevant by either reviewer were retrieved in full text. The two reviewers independently assessed eligibility of retrieved articles. Any disagreements were resolved by a third reviewer (the internal supervisor). The inter-rater agreement was Kappa = .85, indicating a good level of agreement between the reviewers. 

The following details were extracted from the articles: authors, date of publication, location, HIV status, design, nature of sample, age, gender, ethnicity, country of origin measurement and findings relating to psychological outcomes. For qualitative studies, reported themes were also extracted. 

Quality assessment 
The methodological quality of the studies was evaluated using separate criteria for quantitative and qualitative designs. The quality criteria for quantitative studies were based on Siegfried, Muller, Deeks, and Volmink (2009). The following features were coded: Representativeness of the sample (consecutive or random sampling, >80% response rate), the appropriateness of measures (clearly defined, justified, valid, reliable and accurate) and whether confounding variables were measured and analysed appropriately. The qualitative criteria (Table 1) were based on Cochrane Collaboration guidance (Hannes, 2011). Two reviewers (the author and an undergraduate psychology student) assessed all included papers independently before comparing ratings. Any disagreements were resolved by the third reviewer (internal supervisor). 

Table 1. Qualitative study methodology quality assessment guide
	Credibility 
	

	Is the data representative?
	· At least two of the following used: verbatim quotes, independent analysis of the data by more than one person, outside auditors, sufficient data to support the findings, consideration of data saturation   

	Transferability 
Are the findings translatable to other specific settings?
	· At least two of the following used: details of the participant’s demographics are provided, statement of sampling strategy, >80% response rate

	Dependability 
Is the process of the research logical, traceable and clearly documented?

	· At least two of the following used: peer review, debriefing, evidence of reflexivity to keep a self-critical account of the process, calculation of inter-rater agreements, audit trails  





	Confirmability 
Is appropriate consideration given to how the findings relate to researchers’ influence?
	· At least two of the following used: assessing the effects of the researcher during all steps of the research process, evidence of reflexivity, researchers critically explain how findings relate to their perspective, role and interactions with participants, information on the researcher’s background, education and school of thought


Table 1. Qualitative study methodology quality assessment guide

Analysis 
For the quantitative article the key findings were summarised. For qualitative studies, the process of data synthesis as outlined in Joanna Briggs Institute reviewers’ manual (2014) was followed. Psychological outcomes and processes following an HIV-diagnosis were extracted from themes and concepts reported in the included studies. Themes that related to each other across studies were grouped together to develop categories by the author and verified by the internal supervisor. 








Results										
Seven studies were included in the analysis (one quantitative, six qualitative). The review process is summarised in Figure 1. Study details are summarised in Tables 2 and 3.
All databases searched January 1st 1997 to July 2018 
(n=439)

Records after duplicates removed
(n=206)
 Records excluded after title/abstract screened
(n=96)
Records screened
(n=206)
Full text articles excluded
(n=103)
Study did not detail specific data about sub-Saharan Africans 
(n=99) 
Study did not report psychological outcomes
(n=2)
Study did not include participants living in a high-income country
(n=1)
Study in a different language (n=1) 
Full text articles assessed for eligibility
(n=110)
Duplicates excluded
(n=233)





















	

Final articles
(n=7)





Figure 1. PRISMA flow diagram of the search eligibility process
Year, location and sample 
Studies were published between 2002 and 2017. Three studies were conducted in the UK (Flowers et al., 2006; Dibb & Kamalesh, 2012; Owuor et al., 2016), two in Europe (Stutterheim et al., 2012; Arrey et al., 2017), one in New Zealand (Poindexter et al., 2013) and one in both the UK and Canada (Onwumere et al., 2002). Two studies sampled women only (Onwumere et al., 2002; Dibb & Kamalesh, 2012), five studies sampled both men and women. Six included only people from sub-Saharan Africa (Flowers et al., 2006; Onwumere et al., 2002; Dibb & Kamalesh, 2012; Poindexter et al., 2013; Owuor et al., 2016; Arrey et al., 2017) one included people from sub-Saharan Africa, Antilles and Surinam (Stutterheim et al., 2012). Six of the studies only included HIV-positive participants (Flowers et al., 2006; Onwumere et al., 2002; Dibb & Kamalesh, 2012; Stutterheim et al., 2012; Poindexter et al., 2013; Arrey et al., 2017), one study included both HIV-positive and negative participants (Owuor et al., 2016).

Methodology and sample – quantitative 
The quantitative study (Onwumere et al., 2002) used a cross-sectional design, examining the correlates of quality of life in a group of HIV-positive sub-Saharan African women. The study used systematic sampling and questionnaires were used to collect data. The sample size was 56 (mean age 35 years) and the time since diagnosis ranged from less than one year to 14 years (mean five years). Many of the participants were from Uganda.



Methodology and sample – qualitative 
All studies adopted a cross-sectional design using semi-structured interviews. Two studies used Interpretive Phenomenological Analysis (IPA), (Flowers et al., 2006; Dibb & Kamalesh, 2012). One used Grounded Theory (Owuor et al., 2016), one used Thematic Analysis (Arrey et al., 2017), one used a general inductive approach (Stutterheim et al., 2012) and one used a “three-level qualitative approach” (Poindexter et al., 2013). All studies asked participants about the psychological consequences of being HIV-positive, living in a high-income country. Sample size ranged from 12 to 44 participants (median 17). Participants’ countries of origin included Uganda, Sierra Leone, Kenya, Zambia, Rwanda, Zimbabwe, Burundi, Somalia, Nigeria and South Africa. 

Psychological consequences measurement 
The quantitative study (Onwumere et al., 2002) used a 34-item standardised questionnaire measuring psychological distress in women living with HIV. It used a 5 point Likert scale (1, not at all, 2, a little bit, 3, moderately, 4, a lot, 5, extremely). The study used another 36-item standardised questionnaire which covered a range of dimensions including emotional problems and mental health. 

Study findings – quantitative 
The quantitative study found the current sample (HIV-positive sub-Saharan African women living in London) reported moderate to high levels of HIV-related distress (intrapersonal concerns, health-related concerns, practical concerns and future outlook) on the HIV impact scale for women. Their scores were significantly higher than the comparison groups of HIV-positive women living in London and Montreal (demographics for this group were not provided). The current sample showed no significant differences in the mental health component of The Medical Outcomes Study Short Form Health Survey (MCS) compared to the London comparison group. However, when comparing the current population to the wider UK female population, scores on the mental health component of the MCS were significantly lower meaning that HIV-positive black African women living in London reported lower levels of mental health compared to the general female population.
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	                    Table 2. Quantitative study proforma 
Reference 
Location & population
Methodology and sample
Psychological outcome
Findings 
Onwumere, Holttum & Hirst, 2002
London and Montreal. Immigrant HIV-positive black African women (from Uganda (51.1%), living in London, aged >18. 
Cross-sectional design. Participants recruited through systematic sampling, N=56 (mean age 35 years, range 25-61 years). Time since diagnosis (mean = five years, range = less than one year to 14 years) recruited from a HIV-outpatient clinic and psychology service. Face-to-face questionnaires measuring demographics,

HIV impact scale for women (HIVIS-W): 34-item measure of psychological distress in women living with HIV. Measure was based upon data from 161 HIV-positive women (further details unavailable) Main scales: interpersonal concerns, intrapersonal concerns, health related concerns, practical concerns and future-outlook. Individuals read through problems and answered how much they have been affected by the problems over the last month; Likert-type scale 1) not at all 2) a little bit 3) moderately
The average HIVIS-W reported by participants was 2.86 reflecting a moderate to high level of HIV-distress. HIV-distress was significantly higher for the current sample compared to the comparison group of HIV-positive women living in Montreal.

On the MCS, no significant differences in the mental health component compared to the London sample. Comparing the current sample to UK female population




Table 2. Quantitative study proforma 
	Reference 
	Location & population
	Methodology and sample
	Psychological outcome
	Findings 

	
	Comparison groups; HIV-positive women living in London and Montreal.
	HIV impact, social support, coping and health related quality of life. 

T-tests compared the current sample with two samples of women living with HIV from London and Montreal. Multiple regression was used to investigate predictors of mental health related quality of life.
	4) a lot 5) extremely. High scores suggest higher degrees of distress.

The MCS: 36-items, eight dimension scores in three areas; functional status, wellbeing and overall evaluation of health. The sub-scales are: physical functioning (ten items), social functioning (two items), role limitation due to physical problems (four items), role limitation due to emotional problems (three items),
	norms, they scored significantly lower on mental health component summary scores.
A multiple regression looking at the predictors of mental health quality of life found that time since diagnosis and immigration, age, employment and CD4 count accounted for no appreciable variance. 




	
       Table 2. Quantitative study proforma 

	Reference 
	Location & population
	Methodology and sample
	Psychological outcome
	Findings

	
	
	
	mental health (five items), energy/vitality (four items), pain (two items), general health perception (five items), and evaluation of health. Scales between 0 and 100, higher scores indicate a better health status.
	Step two added wishful thinking coping which accounted for 11% of variance and the addition of social support in step three accounted for 24% of variance.  The findings suggest that when coping is more practical (relative to wishful thinking), and if social support is good, mental health quality of life is likely to be higher.






Table 3. Qualitative studies proforma

	Reference 
	Location & population 
	Methodology and sample 
	Themes   

	Flowers et al. 2006

	UK. Immigrant HIV-positive black Africans from Uganda, Sierra Leone, Kenya, Zambia, Rwanda and Zimbabwe, aged >18.

	IPA. Interviews explored experiential accounts of people living with HIV.
Thirty participants (17 women) aged 21-46 years. 

	Three themes identified: 
1) Contextualising HIV status within the broader experience 
2) HIV-stigma and disclosure: negotiating a spoiled identity 
3) The impact of diagnosis: confronting a new identity 
Within these themes the following issues were identified: Distress, depression, that life is not worth living, shock, disbelief, denial and grief. Social withdrawal, breakdown in relationships and isolation following HIV-diagnosis. Problems in accessing medical care and fear of being deported.  Harassment, abuse and concerns around HIV disclosure. One positive reaction to a diagnosis reported. 




  


				           Table 3. Qualitative studies proforma
Reference 
Location & population 
Methodology and sample 
Themes   
Owuor et al. 2016
UK. Immigrant HIV-positive black Africans from Uganda, Kenya, Burundi, Somali and Rwanda, aged >18
Grounded Theory. Loosely structured interviews explored what it meant for participants and their families to live with HIV. Interviews also explored their views about and access to, HIV-related health and social care services in London. Analysis focused on communicating HIV- positive status. 
Participants were self-selecting, N=17 (11 men) recruited through community organisations.
Three themes identified: 
1) Concealing HIV-Positive Status
2) Managing concealment
3) Distance as an aid to concealment 
Within these themes the following issues were identified: Concealment of HIV-status allowed avoidance of psychological and emotional stress. Concealing HIV-status was linked with psychosocial challenges such as the risk of rejection. Selective disclosure and concealment of HIV-positive status. Concerns about losing control over who else gets to know about the diagnosis, rejection and stigmatization. Limiting social contacts following HIV-diagnosis. Concealment of HIV-positive status created multiple challenges which could be detrimental to the participant’s health, including stress, fear of exposure and breakdown of non-intimate relationships.




 Table 3. Qualitative studies proforma



	Reference 
	Location & population
	Methodology and sample 
	Themes   

	Dibb and Kamalesh, 2012
	UK. Immigrant HIV-positive Black African women from Uganda and Zimbabwe aged >18.
	IPA. Semi-structured interviews exploring each woman’s personal experience of living with HIV. Opportunistic Sampling, N=12 (mean age 46.5 years, range 32-60 years). Time since HIV-diagnosis (mean 7 years, range 3-16 years). Recruited through a HIV-positive support charity.
	 Four themes identified: 
1) Positive interpretation of their situation
2) Positive behaviour changes 
3) Changes in the value of life
4) Changes in goals and opportunities
Participants had found more meaning and value in life because of their HIV-diagnosis. Increased positive future-outlook on life, increased confidence and self-esteem following HIV-diagnosis.  Sticking to a strict medical regime and seeing the medication working encouraged a sense of coping and control over their illness.   






         Table 3. Qualitative studies proforma 
Reference 
Location & population 
Methodology and sample 
Themes   
Stutterheim et al. 2012


Netherlands. Immigrant HIV-positive black Africans from Kenya, Burundi, Zimbabwe, Zambia, Uganda, Nigeria, South Africa, Rwanda, aged >18.

General inductive approach. Semi-structured interviews exploring how others have reacted to their HIV-status (stigma experiences), the consequences of negative reactions and how one has dealt with negative reactions (coping). 
16 participants, no other demographic information provided.
Three themes identified:
1) Stigma through: social distance, physical distance, words, silence
2) Consequences: psychological, social and sexual, health 
3) Coping with HIV-stigma: problem-focused, emotion focused
Increases in social distance (e.g. avoidance, rejection, abandonment and social exclusion) following HIV-diagnosis. Reports of violations of confidentiality by religious leaders, community and social organisations, and the health care sector. Stigmatising reactions from others following HIV-disclosure had brought about emotional pain, sadness, loneliness, anger and frustration. Reported HIV-stigma related to a reduced social network, lack of social support and social isolation. Participants reported enacted social exclusion but also self-imposed social isolation. Many participants sought positive meaning in stigmatising experiences and felt that stigmatisation is the result of ignorance on the part of others. 


 





Table 3. Qualitative studies proforma 
	Reference 
	Location & population 
	Methodology and sample 
	Themes   

	Poindexter et al. 2013
	New Zealand. Immigrant HIV-positive black Africans aged >18 from Zimbabwe (8 participants) and other sub-Saharan African nations (not specified). 
	Three-level approach; descriptive, interpretive and pattern. Semi-structured interviews explored participants’ experiences and their health and social needs.
13 participants (9 female), recruited from HIV-related organisations and hospitals. Response rate: 93%.  
	Two themes identified:
1) HIV stigma
2) Non-disclosure and disclosure of diagnosis 
Described HIV-stigma (“actions and attitudes, that members of some groups define themselves as dissimilar and removed from those who are susceptible to infection”) as isolating and the product of judgement and blame. Stigma was linked to people not knowing enough about HIV and African norms. Perceived emotional consequences of hiding a diagnosis including depression, loneliness and a lack of confidence. Discrimination in the workplace, breaches of confidentiality and betrayal of privacy. HIV associated with immediate loss of function and life (thinking that HIV was a death sentence). Participants felt that HIV disclosure was easy when people know about HIV; they are not part of their same community and may be able to help.

















Table 3. Qualitative studies proforma 

Reference 
Location & population 
Methodology and sample 
Themes   
Arrey et al. 2017
Belgium. Immigrant HIV-positive black Africans from 15 countries in sub-Saharan Africa, aged >18.
Thematic Analysis. Semi-structured interviews and observations exploring what life with HIV was like and experiences of HIV-stigma in health care settings. 

Purposive sampling, N=44 (range 20-67 years) recruited from an AIDS Reference Centre, support group sites and HIV workshop venues. Response rate of 38%.
Four themes identified: 
1) Causes of HIV-stigma and discrimination
2) Forms of HIV-stigma and discrimination
3) Unlawful disclosure
4) Consequences of HIV-stigma and discrimination 
Participants indicated refusal to disclose HIV-status when seeking medical care. They were often deeply sad because of the way health care providers treated them. The main consequences of HIV-stigma experienced by the participants were: low self-esteem, emotional stress and depression which resulted in avoidance and delays in seeking medical care.
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Study findings – qualitative 
Qualitative studies were analysed according to the Joanna Briggs Institute reviewers’ manual, (2014) to identify themes, concepts and meanings within the research. Fifteen findings were extracted from included studies and direct quotes from texts were compiled to illustrate these findings (Table 4). Findings were grouped into three categories; HIV-disclosure, stigma and discrimination and living with HIV. Below presents a description of the categories. 

HIV-disclosure 									    For many sub-Saharan Africans living with HIV in high-income countries, deciding whether or not to disclose their status and to whom, was a difficult task. Themes around disclosure were identified in four of the six qualitative articles. Themes across articles explored how sub-Saharan Africans made HIV-disclosure decisions. Factors that influenced this decision included the participant’s immigration status, who they were telling, the anticipated potential reaction of that person and the perceived likelihood of them telling anyone else. Different strategies for concealing HIV-status were discussed. This was often because of fear of stigmatisation and discrimination. There were examples of participants’ HIV-status being disclosed against their will by friends, family and healthcare professionals.


Table 4. Qualitative Synthesis 
	Category 
	Theme 
	Example 

	HIV-disclosure 
	Unlawful disclosure and confidentiality breaches 
	“The rest of the community got the information from somebody else. It was very difficult. You can feel it, you can just tell by how people are acting towards you” (Poindexter et al., 2013).

	
	Disclosure: deciding who to tell 
	“if you have HIV it is hard. You have to keep that secret for your life. Even from your family. Very hard when you have to keep some kind of secret. I can talk with my doctor, my social worker, only.” (Poindexter et al., 2013).

	
	Concealing HIV-Positive Status
	“We make sure all the materials, [HIV/materials][footnoteRef:2] I will just keep them in the bedroom. Medication time, you go to your bedroom and take your medication.” (Owuor et al., 2016). [2:  Words placed between square brackets have been added by the author so that the extract can be easily understood. 
] 


	Stigma and discrimination
	Consequences of HIV-stigma and discrimination
	“[a stigmatizing experience] made me feel different from other people and it made me feel very uncomfortable. In fact, it annoyed me. It made me very angry” (Stutterheim et al., 2012). 

	
	Causes of HIV-stigma and discrimination
	“The nurse said ‘you have AIDS. You are going to give it to everyone. And, how did you contract it [AIDS]?’


Table 4. Qualitative Synthesis 
	Category 
	Theme
	Example 

	
	
	I was in such a shock that I could not respond. The nurse continued: ‘you contracted it [AIDS] because you slept with everyone’. (Arrey et al., 2017).


	
	Forms of HIV-stigma and discrimination
	“Whenever I went to the hospital I was always the last to leave the waiting room. One day I was very frustrated and had to ask the doctor why the times of my appointments were never respected. He told me that it was because I am HIV-positive. I felt very sad hearing that from someone I thought was knowledgeable about HIV.” (Arrey et al., 2017).


	
	HIV-stigma and disclosure
	“There will be hurdles for me to jump through, for me to say ‘look, accept me, I am me. I may be HIV-positive, but don’t look at me on that surface.’ So, I think, you know, there’s a lot in terms of stigma that I feel still needs to be dealt with” (Flowers et al., 2006).


	
	Social isolation 
	“I think for those people like me who can’t come out, we need more support. It’s not because I don’t want to be around people, but I just haven’t gained the confidence of doing that. You need someone to talk to; when you think about it you get depressed.” (Poindexter et al., 2013).


	Living with HIV
	Consequences: psychological, social and sexual, health 
	“It is living with your friends without telling them who you are, what you are, and what about your health and all these kinds of things. It is not easy. It makes life kind of difficult” (Stutterheim et al., 2012).



Table 4. Qualitative Synthesis 
	Category 
	Theme
	Example 

	
	Changes in the value of life
	“Before I was just living. There was no meaning to life, but now I know my time is limited. I need to do things. I need to have an impact on some things” Dibb & Kamalesh, 2012).

	
	Changes in goals and opportunities
	“There are many different things you can do. You can divert to looking after special people with HIV. I think there’s many courses which I can take, definitely take, when they give me status” (Dibb & Kamalesh, 2012).

	
	Contextualising HIV status within the broader experience
	“I wish I’d never got tested, believe you me, I would have gone and get sick and die without knowing it’s the one that is killing me. Because you know ahh it’s not worth living. It’s not worth living, honestly; as much as like now I am on medication all the time, I am an asylum seeker here.” (Flowers et al., 2006).

	
	The impact of diagnosis: confronting a new identity 

	“I can just go suicide or you know I really don’t think because since that time, you become a different person: you become so emotional, you become so depressed, you feel rejected in life it’s like, you are not you” (Flowers et al., 2006).




Stigma and discrimination
Stigma is something that many sub-Saharan Africans in the studies faced whilst living in high-income countries. Themes within this category were found in four of the six qualitative articles. This category highlights the different experiences and impact HIV-stigma had on sub-Saharan African’s lives. HIV-stigma and discrimination was discussed within the context of disclosure in three of the articles, suggesting that these two categories are closely linked. 

Living with HIV
Sub-Saharan Africans may adjust to living with HIV in high-income countries in different ways. Themes relating to this category were found in three of the six qualitative articles. Within this category positive and negative experiences of being sub-Saharan African and living with HIV were discussed. More positive experiences included; positive changes in the value of life, goals and opportunities. Negative perspectives included, uncertainty around their immigration status which negatively impacted on treatment and made living with HIV more difficult. Negative psychological and social consequences of being sub-Saharan African, living with HIV in a high-income country were highlighted. These included struggling to make sense of the positive test result, how being HIV-positive impacted on family life, hopes for having children, life expectancy, future health and employment. 


Quality assessment 
Quantitative studies 
The study met the representativeness of the study criteria as it used systematic sampling; all the population were eligible to take part and demographics of the participants were provided. However, the >80% response rate criterion was not met.  The study met all three criteria for the appropriateness of the measures used; variables were clearly defined and measured, and reliability and validity was established. Confounding variables were not appropriately considered in the analysis and therefore this criterion was not met. 

Qualitative studies 
All the studies met the credibility criteria; they all used verbatim quotes and provided sufficient data to support their findings. One study (Stutterheim et al., 2012) used outside auditors and two studies (Stutterheim et al., 2012; Dibb & Kamalesh, 2012) considered data saturation. Stutterheim et al., (2012) was the only study not to meet the transferability criterion as it did not provide details on the demographics of participants. No studies met the >80% response rate criterion. Two studies met the dependability criteria (Stutterheim et al., 2012; Arrey et al., 2017) by keeping an audit trail and using peer review. No studies used debriefing or commented on inter-rater reliability. Three studies met the criteria for confirmability (Flowers et al., 2006; Poindexter et al., 2013; Arrey et al., 2017). No studies explored how the findings related to the researchers’ perspectives and only one study (Flowers et al., 2006) commented on reflexivity. 
Table 5. Qualitative studies quality appraisal


	
	Credibility
	Transferability 
	Dependability
	Confirmability

	Reference 
	Verbatim quotes
	Analysis by more than one person
	Outside auditors
	Consideration of data saturation
	Sufficient data to support findings
	Demographics of participants 
	Statement of sampling strategy 
	>80% response rate 
	Peer review
	Debriefing 
	Inter-rater agreements
	Audit trail 
	Assessing the effects of the researcher 
	Reflexivity 
	How the findings relate to the researchers’ perspective 
	Information on the researchers’ background, education and school of thought 

	Flowers et al. 2006
	
	
	x
	x
	
	
	
	x
	x
	x
	x
	x
	
	
	x
	

	Owuor et al. 2016
	
	
	x
	x
	
	
	
	x 
	
	x
	x
	x
	x
	x
	x
	x

	Dibb and Kamalesh, 2012
	
	
	x
	
	
	
	
	x
	x
	x
	x
	x
	
	x
	x
	x

	Poindexter et al. 2013
	
	
	x
	x
	
	
	
	x
	x
	x
	x
	x
	
	x
	x
	

	Stutterheim et al. 2012
	
	x
	
	
	
	x
	
	x
	
	x
	x
	
	x
	x
	x
	x

	Arrey et al. 2017
	
	
	x
	x
	
	
	
	x
	
	x
	x
	
	
	x
	x
	





Discussion 
This review explored the wellbeing and mental health of HIV-positive sub-Saharan Africans living in high-income countries. HIV-distress was reported across studies. Concerns around HIV-disclosure and breaches of confidentiality were also reported. Studies indicated that sub-Saharan Africans experienced HIV-stigma and isolation impacting on their wellbeing. Whilst one study reported positive experiences of being sub-Saharan African living with HIV in a high-income country, most included studies suggested that living with HIV negatively impacted on sub-Saharan Africans’ mental health and wellbeing. 

Given the large amount of research into the psychological impact of receiving a HIV-positive diagnosis across different populations, it was not surprising that the results of this review suggest that being an HIV-positive sub-Saharan African living in a high-income country may negatively impact on wellbeing and mental health. Previous research has discussed the difficulties surrounding HIV-disclosure (Doyal, 2009; Evangeli, & Wroe, 2017) and the presence and impact of HIV-stigma (Doyal, 2009; Earnshaw & Chaudoir, 2009). However, how sub-Saharan Africans specifically cope with HIV-stigma living in a high-income country has not been explicitly explored. This is an area that would benefit from future research as it is unclear if, how and where HIV-positive sub-Saharan Africans access support (e.g. religion, support organisations, family and friends). 

The findings of this review are similar to Doyal (2009) who found that HIV-positive sub-Saharan Africans living in the UK also reported experiences of HIV-stigma and continuous fear of inadvertent disclosure with consequent isolation and exclusion. This study could not be included in the review as it did not specifically assess the mental health and wellbeing of participants. Petrak et al. (2001) reported high levels of HIV-stigma and consequent mental health problems in a black African population, which fits with the findings of the current review. This study could not be included in the review as it did not specify country of origin for participants. The current review has highlighted lower levels of wellbeing and mental health in immigrants (sub-Saharan Africans) living in a host country compared to the indigenous population (Onwumere et al., 2002). However, it is difficult to ascertain whether this is due to being HIV-positive or an immigrant. This is also in-line with the findings of previous research (Sumari-de Boer et al., 2012) which found that sub-Saharan-Africans and other ethnic groups living in the Netherlands had higher levels of depressive symptoms and HIV-stigma than indigenous participants. Sumari-de Boer et al. (2012) could not be included in this review as data solely referring to sub-Saharan Africans could not be extracted. 

As suspected, the findings of the review suggest that the social circumstances of HIV-positive sub-Saharan Africans living in high-income countries (immigration status, poverty, housing, access to medical care etc.) may impact on their wellbeing and mental health. This is similar to the findings of Ibrahim et al. (2008). Whilst this study did not explicitly explore the link between the social circumstances of HIV-positive sub-Saharan Africans living in London and mental health, a number of the same challenges were reported by participants. This suggests that the social needs of sub-Saharan Africans contribute to their wellbeing and mental health. Interestingly, Ibrahim et al. (2008) and the findings from the current review reporting difficulties around social needs of HIV-positive sub-Saharan Africans, were conducted in the UK. It would be of value to know if this is also the case in other high-income countries as it would shed light on possible changes needed in the UK social and welfare system, education and employment opportunities. This would be a beneficial area for future research. It is notable that the included studies did not refer to theories of adjustment, this may have been helpful when thinking about the wellbeing and mental health of HIV-positive sub-Saharan Africans living in high-income countries.

There appears to be a large amount of consistency across the findings of the included studies. All but one study found that living with HIV negatively impacted wellbeing and mental health in sub-Saharan Africans living in high-income countries. Many of the themes across the studies overlapped; themes of HIV-disclosure, HIV-stigma and discrimination were found in four of the studies and themes around difficulties living with HIV were found in three of the studies. The findings from Onwumere et al., (2002) need to be interpreted with care. The authors compare a group of HIV-positive, sub-Saharan African women living in London with comparison groups of HIV-positive women living in the UK and Montreal and the UK general population. However, the authors provide no demographic information about these comparison groups. Without this information, it is unclear how the current sample differ or are similar to the comparison groups. Therefore, there could be several reasons why scores on distress and mental health differ. These differences in mood cannot solely be attributed to ethnicity (when comparing to the other HIV-positive populations) or being HIV-positive (when comparing the current sample to UK norms). 

A limitation of the included studies was that apart from one article, all studies were conducted in Europe. This is interesting as the US host many sub-Saharan African immigrants (International Monetary Fund, 2016), yet no studies were found to have taken place there. The Centre for Disease Control and Progression (CDC) estimated that in 2016 black/African Americans accounted for 44% of HIV diagnoses, though the comprise 12% of the US population (CDC, 2018). However, the CDC use Black and African American interchangeably and do not include specific data on country of origin. This limitation was noted throughout the review process; many studies did not specify the country or origin of their participants. This led to a difficulty in determining eligibility of studies as it was not clear what proportion of the findings could be attributed to sub-Saharan Africans. When looking at the eligibility of studies for this review, it was noted that many studies were conducted in the US but could not be included as specific data on participants’ country of origin could not be obtained. It could be that articles found in initial searches, which were completed in the US did include participants from sub-Saharan Africa but could not be included in this review due to lack of clarity. 

These limitations impact on the generalisability of the findings. With most studies completed in Europe it is not possible to conclude that sub-Saharan Africans living with HIV in other high-income countries (i.e. the US) experience the same impact on their wellbeing and mental health. However, participants in the included studies came from several different countries of origin within sub-Saharan Africa, with differing HIV-prevalence rates. This suggests that the findings can be generalised to HIV-positive people from across sub-Saharan Africa living in Europe. For the studies that did provide information about the age of their participants, this was consistent, with an age range between early twenties and late sixties. This suggests that the findings of this review can be generalised across much of the adult age span. 

A limitation in the search strategy used is that key terms were only searched for in the titles and authors were not contacted to determine additional demographic information. The search strategy used was felt to be efficient given the lack of recourses available. Whilst this method allowed for the clear majority of includable articles to be found, a more comprehensive search strategy may have found additional articles. A strength of the review process was the independent reviewing of eligible studies and study quality by a second reviewer and the resolution of any disagreements by a third reviewer. This practice increased the reliability of decision making throughout the review process. An additional strength of the review process is that the quality of all included articles was assessed. This allowed for informed decisions to be made about the reliability of the studies’ findings and whether they provided meaningful answers to the review question. Furthermore, unpublished and grey literature was searched using ProQuest which provided a more complete view of the literature available. This is an additional strength of the review. The fact that a recommended approach which has previously been used in qualitative systematic reviews looking at various health conditions was used to analyse the qualitative data, is also another strength of the review. This allows for easy replication of the review and increases the validity of the results found.

The review has many implications for future research. A future systematic review into this topic would benefit from a more comprehensive search strategy including, searching for terms in abstracts as well as titles. This may allow for additional articles to be found, increasing our knowledge of this area. HIV-Stigma is a theme that occurs in many articles looking at sub-Saharan Africans living with HIV including in this review. A systematic review into the perceived and experienced HIV-stigma that sub-Saharan Africans face living in high-income countries would aid understanding of how HIV-stigma mechanisms work within this population and how best to minimise it. As previously mentioned, other than non-disclosure little is known about the strategies used by sub-Saharan Africans to cope with HIV-stigma and living with HIV more generally in high-income countries. Research into these areas may suggest changes that would greatly enhance the support that is offered to these groups. 

Only one quantitative study was included in the review. This suggests that there is a lack of quantitative studies looking at mental health and wellbeing in this population. Wellbeing in particular, was not measured comprehensively in the one included quantitative study which focused more on mental health. A beneficial piece of quantitative research could compare how levels of wellbeing and mental health differ between sub-Saharan Africans living with HIV and sub-Saharan Africans not living with HIV. It may also be helpful to compare these groups with non-sub-Saharan African populations who are HIV-positive. This would allow insight into what the impact of being HIV-positive has on sub-Saharan Africans’ wellbeing and mental health. Additionally, the included quantitative study only included women, further research could include quantitative studies looking at male outcomes of wellbeing and mental health in this population.

Future research looking at the mental health and wellbeing of HIV-positive sub-Saharan Africans living in high-income countries should be conducted outside of Europe to explore whether the findings of this review are generalisable across other settings. Furthermore, future research would greatly benefit from providing more detailed demographic information about their participants. This includes; age of participants, time since HIV-diagnosis and perhaps most importantly, disaggregated information about country of origin. This would allow readers to gain an understanding of the participants included in studies and allow more effective comparison of studies.  Concerns around HIV-disclosure and breaches of confidentiality arose in this review. It is unclear if this population differ compared to other at risk groups such as MSM with regards to these concerns. Future research into whether these themes are prevalent in other populations would be helpful. 
The review has highlighted implications for future practice. The UK Standards of Care for People Living with HIV (PLWH) state that “people living with HIV should receive care and support which promotes their mental, emotional and cognitive wellbeing and is sensitive to the unique aspects of living with HIV” (British HIV Association (BHIVA), 2012, pg. 35). The psychosocial needs of HIV-positive sub-Saharan Africans in high-income countries is a relatively under-researched area (Flowers et al., 2015). Previous research which has shown that black and minority ethnic (BME) communities are less likely to be offered or to take up, and more likely to drop out of, talking therapies (BHIVA 2011). Furthermore, Onwumere et al. (2002) recommended the wider development and increased funding of support groups for this population.
Given that this review has highlighted difficulties living with HIV which can negatively impact on the wellbeing and mental health of sub-Saharan Africans living with HIV in high-income countries, more could be done to help support this population access and receive psychological support. Psychological support is defined as ‘any form of support which is aimed at helping people living with HIV to enhance their mental health and their cognitive, emotional and behavioural wellbeing’ (BHIVA, 2011, pg. 9). One way to increase and improve the support offered to HIV-positive sub-Saharan Africans, is to ask those not accessing psychological support what is stopping them and what support they would find most helpful. 
One recommendation by BHIVA (2011) states that people living with HIV should have access to regular screening (at least annually) to identify psychological support needs. It may be helpful to complete an audit to ascertain if this screening is taking place at HIV-services. If screening is happening it would be helpful to know the outcomes of this such as, how are people being screened, what support is being offered and who is accessing this support. Consideration also needs to be made to the screening tool used and ensure that it is valid for the sub-Saharan African population and potential language barriers are taken into account. If screening is not happening, it would be useful to know why not and what would need to happen to help support clinicians with this.
As already discussed, research has shown that people from BME communities are less likely to be offered or to take up, and more likely to drop out of, talking therapies (BHIVA 2011) so it is vital that clinicians discuss any potential difficulties and discuss support options with this group. It is also suggested that clinicians are aware of and offer details about support agencies that provide services specifically for sub-Saharan Africans as this can aid the development of new social relationships and reduce reported isolation. 
Furthermore, BHIVA (2011) recommended that PLWH should receive confidential and non-stigmatising care and that assuring confidentiality to all service users is a priority of healthcare professionals. Given the reports of breaches of confidentiality and HIV-stigma experienced by sub-Saharan Africans in high-income countries by healthcare professionals, it is suggested that additional training around confidentiality and HIV-stigma be provided to all frontline health and social care providers. It may also be beneficial for clinicians to pay extra attention to discussing confidentiality when working with HIV-positive sub-Saharan Africans given the concerns around disclosure and HIV-stigma this review and previous research has highlighted. This will likely help increase their confidence in accessing support services.  


3 	Developing a model of Sub-Saharan Africans’ experience of receiving a positive HIV test result in primary care

Abstract 
Opt-out HIV testing has been recommended for all new patient registrations in primary care in high HIV-prevalence areas in the UK (>2/1,000 population). Numbers diagnosed in primary care are increasing yet little is known about individuals’ experience of testing in this setting and how they go on to manage post-test experiences. Most people tested in primary care are sub-Saharan Africans. Whilst the barriers that sub-Saharan Africans face with regards to HIV testing are well documented, there is little research on receiving a positive test result. This group is vulnerable to increased levels of HIV-stigma compared to other at risk groups.  As testing in primary care increases and with the associated HIV-stigma found in this population, understanding the pre- and post-test experiences of sub-Saharan Africans who test HIV-positive in this setting is important. 
This Grounded Theory study aimed to create a model of sub-Saharan Africans’ experiences of testing HIV-positive in primary care, paying attention to HIV-disclosure, relationships, future help-seeking and adjustment. Eight sub-Saharan Africans (four female, 49–64 years, mean time in the UK, 26 years, eight diagnosed late with HIV), were recruited via HIV-services across London. Semi-structured interviews were transcribed and coded. Six theoretical codes were identified. Codes are presented in a theoretical model: 1) Reflecting on the time before the HIV-positive test result, 2) Receiving a HIV-positive test result from the GP and ongoing relationships with them, 3) Engaging in HIV-specialist care, 4) Disclosure decisions, 5) Managing mental health following positive HIV-test result and 6) Appraisal and coping with HIV. The findings suggest that GPs did not discuss HIV testing with the majority of participants and that participants continued to have good relationships with GPs following a HIV-positive test result. 





Introduction 

HIV
HIV is defined in greater detail in the Executive Summary (pg. 8). HIV infects the function of the immune system and can be transmitted through unprotected sexual contact, sharing intravenous drug equipment or mother to child transmission during pregnancy, birth or through breast-milk (AIDS.gov, 2015). Treatment consists of Antiretroviral Therapy (ART) which fights HIV by interfering with the reproduction of the virus in the body (WHO, 2017). HIV remains a major public health concern. In the UK 5,164 individuals were diagnosed with the condition in 2016 (Public Health England (PHE), 2017a).  

Sub-Saharan Africans and HIV 
As already discussed (pg. 8), HIV disproportionally affects the sub-Saharan African region and sub-Saharan Africans living in the UK.  In 2015, 27,742 black African people were accessing HIV treatment and care in the UK and 1,148 people of black African ethnicity were newly diagnosed with HIV. In 2016, more black African women than men were living with HIV in the UK. Around 65% of black Africans accessing HIV care in the UK in 2015 were women. Most black Africans in the UK are infected through heterosexual sex and they are most affected by late diagnosis (CD4 cell count, <350 cells/mm3 at time of diagnosis (PHE, 2017a). Late diagnosis is associated with significantly heightened levels of HIV-related morbidity and mortality, difficulties with treatment and increased risk of onward HIV transmission (PHE, 2017a). Despite advances in therapies and health promotion efforts, sub-Saharan Africans continue to present late to HIV-services. 
HIV Testing 
HIV testing is essential in tackling the HIV epidemic and reducing HIV transmission as it decreases the number of people unaware HIV of their infection. In England in 2016, it was estimated that 13% of people living with HIV were not aware of their status (PHE, 2017a). Current HIV testing policy aims to encourage the uptake of testing in a range of clinical and community settings and at risk groups (PHE, 2017b). 
Typically, individuals test for HIV with a blood test (WHO, 2015). Historically, HIV testing was mainly offered to people within healthcare facilities when they presented with symptoms that suggested HIV infection, or with behaviour that suggested exposure to HIV (WHO, 2015). Voluntary counselling and testing (VCT) has since been the dominant model, with individuals actively seeking an HIV test from a healthcare or community facility. VCT acts as a form of self-initiated testing (WHO, 2015). This contrasts with provider-initiated testing and counselling (PITC), HIV testing offered to patients as a standard component of their medical care or for individuals who have an illness that is indicative of HIV-infection. This is usually offered as opt-out testing, whereby the patient is notified that a HIV test will be performed unless they decline. In the UK, this form of testing predominantly takes place in primary care for individuals living in high HIV-prevalence areas (>2/1,000 population) or as part of antenatal screening (NICE, 2016). If a HIV test result from any of the mentioned tests is positive, individuals will need a “confirmatory test” at a healthcare facility before they are given a HIV-diagnosis (NAT, 2014).
HIV testing is the first step in the HIV continuum of care. This is followed by accessing and staying engaged with medical care, discussions around treatment and offering counselling. ART is then discussed (Hull, Wu & Montaner, 2012). In London, in 2016 for the first time, all the UNAIDS 90:90:90 targets were met with 90% of people living with HIV diagnosed, 97% of people diagnosed receiving treatment and 97% of people receiving treatment being virally suppressed. The equivalent figures for the whole of England were 88%, 96% and 97% respectively (PHE, 2017a).
Testing behaviours of sub-Saharan Africans 
In 2016, 69% of black African men and women attending Sexual Health Services (SHS) were tested for HIV. This number continues to rise (PHE, 2017b). There has been extensive research into the testing behaviours of sub-Saharan Africans living in the UK (Bass Line, 2007). Findings suggest that sub-Saharan Africans test less frequently than MSM. In 2016, 49,554 black Africans were tested for HIV in SHS across the UK compared to 104,478 MSM (PHE, 2017b). 

Erwin et al. (2002) collected data from 392 questionnaires completed by HIV-positive people attending a HIV clinic between 1999 and 2000. They found that 28% of African respondents suspected they were HIV-positive before their diagnosis compared to 45% of white participants. Bass Line (2007) found the main reason sub-Saharan Africans in the UK gave for never having tested was that they had no reason to think they had HIV. Reasons given were assumed monogamy, reliance on partner’s negative test and no recent sexual activity. Fear of HIV-stigma was also cited as a barrier to HIV testing. With a large proportion of sub-Saharan Africans less likely to think they are at risk of contracting HIV and testing later than other at risk groups (e.g. MSM), they are at a greater risk of being more unwell at the time of testing and receiving an unexpected HIV-diagnosis (NAT, 2014). 

Opt-out testing 
Opt-out testing is designed to increase the number of people aware of their status and enhance entry into care (Branson et al., 2006). Opt-out testing has long been used in antenatal care. It is a successful initiative with 98% of women in the UK testing for HIV during their pregnancy (PHE, 2017b). Blaney et al. (2004) analysed interview data from HIV-infected women from perinatal clinics in the US. Of the sample (n = 307), 280 were minorities (218 blacks [African American and Caribbean], 62 Hispanic). Standardised interviews assessed potential psychosocial factors associated with pregnancy-related depression and psychological distress. The results suggested that greater levels of shock are associated with opt-out testing compared to when an individual suspect they are at risk of contracting HIV. This increased shock can negatively impact on adjustment and acceptance of the diagnosis. 

Research into antenatal HIV testing helps increase understanding around what it is like to receive a positive HIV test result as part of routine care (Willcocks, Evangeli, Anderson, Zetler, & Scourse, 2015). However, these studies do not take place in primary care, where the experience and the way in which the result is delivered is different. Women accessing antenatal care services are very much encouraged to take a HIV test and it is viewed as for the unborn child; this may be why uptake of testing is so high. 
HIV testing in primary care
Outside of antenatal care, HIV testing in Britain predominantly occurs within SHS (Rogstad, 2004). The National Institute for Health and Care Excellence (NICE) recently recommended opt-out testing for people attending General Practitioner Surgeries (GPs) in areas of high HIV-prevalence. This includes all new patient registrations and blood tests if the individual has not had an HIV test in the past 12 months (NICE, 2016). Numbers diagnosed in GPs have increased by 17% between 2014 and 2016. In England in 2016, 5.9% of all new HIV-positive test results in men and 7.3% in women, were carried out in primary care. Positivity rates from HIV testing in primary care range from 0.5% to 0.2% from high to low prevalence areas respectively (PHE, 2017b). Most people testing via general practice are thought to be sub-Saharan Africans (PHE, 2012). 
Aside from opt-out testing, individuals may receive an HIV test in this setting if they present with symptoms or medical conditions possibly associated with HIV or an individual may feel that they have put themselves at risk and request a HIV-test. However, data suggest that people who suspect they may be at risk of contracting HIV are more likely to attend their local SHS (PHE, 2016). This implies that those who did receive a positive test result from primary care may not have been expecting it. 

Research has shown that the patient/provider interaction plays a pivotal role in HIV-related follow-up care (Hult, Maurer, & Moskowitz, 2009). It appears some GPs are reluctant to discuss issues around HIV. Documented concerns from the providers’ perspectives include lack of patient acceptance, and discomfort with discussing sexual history and risk behaviour with patients (Korthuis et al., 2011). These anxieties around discussing HIV and offering a test, may impact on the delivery of a HIV test result. A criticism of this research is that whilst it has explored how healthcare professionals in primary care experience giving a positive HIV-diagnosis, it does not include the experience(s) of those receiving the diagnosis.

How a positive HIV test result is delivered could affect how the diagnosis is perceived which may impact on adjustment and future help-seeking. This is particularly relevant to sub-Saharan Africans as they may experience more barriers to engagement in care, for example, discrimination (Ogden & Nyblade, 2005). In addition, their countries of origin can be associated with high HIV mortality rates (UNAIDS, 2013), fuelling negative views about HIV. Hult et al. (2009) interviewed 50 recently diagnosed HIV-positive people living in the US on their experience of receiving a HIV-positive test result. Participants were of Caucasian, African American and Latino heritage and received their HIV-positive test result from a range of testing sites. The results indicated how participants were told they were HIV-positive impacted on the experience. Participants reported that being told in person was preferable to being told over the telephone or in writing. The way in which they were told and the language the provider used also impacted on the experience. Positive experiences detailed the healthcare professional as calm, competent, confident and talked to participants about their health, feelings and the future.

Psychological impact of testing HIV-positive 
Several stressors can follow a HIV-positive diagnosis from taking mediation and engaging with on-going care, uncertainly of mortality, disclosure decisions and management of possible changes in relationships (Chaudoir, et al., 2011). Social support is often cited as providing an important influence in moderating adjustment and coping with an HIV-diagnosis (McDowell & Serovich, 2007). 
Mood and anxiety disorders, particularly depression, are the most common psychiatric diagnoses in HIV-positive individuals. Nanni, et al. (2015) reviewed available literature focused on depression and HIV across different countries and populations and concluded an estimated prevalence rate of 42% on average. How studies defined depression was not identified. HIV-stigma has been defined by three processes experienced by HIV infected groups (Earnshaw & Chaudoir, 2009). Enacted stigma refers to the degree to which people with HIV report having experienced discrimination (Scambler & Hopkins, 1986), whilst anticipated stigma refers to the expectation of this happening in the future (Markowitz, 1998). Internalised stigma refers to the degree to which people with HIV endorse the negative beliefs and feelings associated with HIV about themselves (Link, 1987). 
Many black African men and women living with HIV describe poor mental health and experience HIV-stigma. They also face isolation, stressors associated with immigration and poverty (NAT, 2014). Receiving an unexpected or poorly delivered and managed diagnosis is likely to exacerbate these challenges. 

Theories of adjustment and coping
Coping with a life-threatening illness is central to adjustment. Coping style refers to a person’s preferred coping strategies, and has been related to distress and quality of life following the diagnosis of a chronic illness (Johnson & Endler, 2002). Differing coping styles and strategies have been described following a diagnosis of HIV, which may influence psychological distress and adjustment to the illness. The Transactional Theory of Stress and Coping (Lazarus & Folkman, 1984) views coping as part of a process that evolves in response to a situation that is appraised as stressful. The theory distinguishes two forms of appraisal: primary and secondary which rely on different sources of information. Primary appraisal concerns the individual’s appraisal of stressors and the coping strategies used for managing these stressors. The secondary appraisal concerns the assessment of whether they can cope with the possible benefits or threats of the stressor. 
Moss-Morris (2013) proposed that there was no consistent definition of adjustment to chronic illnesses and that current psychological models of adjustment only offered partial insight into the challenge of adjustment. She argued that the models did not take good adjustment into account, nor did they explore what factors might hinder adjustment. She therefore suggested a working model of adjustment for chronic conditions. The model proposed that background factors (personality traits, early-life experiences, availability of social support and health care) influence how people respond and ultimately adapt to the various illness stressors. Illness-specific factors and stressors have the potential to disrupt emotional equilibrium. Moss-Morris (2013) suggested that good adjustment is represented by reductions in distress, good illness management, minimising illness effects on life roles and relationships, and the ability to maintain positive affect.

Rationale for the current study 
Primary care services do not have the same experience in delivering HIV diagnoses as SHS. Much is known about responses to HIV-positive results when they are given through clinic-based testing (Anderson, Riesch, Pridham, Lutz, & Becker, 2010) however, little is known about the test experience itself or post-test experiences following a positive test result from non-specialist clinics (GPs). 
Sub-Saharan Africans are more likely to test late (and therefore be more unwell), be tested in primary care and face barriers in accessing specialist care, yet little is known generally about sub-Saharan Africans post-test experiences. The introduction of opt-out testing in primary care and GPs perceived lack of confidence to talk about and offer HIV tests may impact on how sub-Saharan African’s perceive an HIV-positive test result and engage with post-test experiences such as future help-seeking, relationships and disclosure decisions. The current study aims to provide this needed insight. The findings could be used to help support this population navigate linkage with HIV-specialist care, status disclosure, managing relationships and adjustment. Furthermore, the research may aid GPs and other healthcare-professionals working within primary care in delivering test results. 

Research aims and question
The aim of the study is to develop a model of the HIV test and post-test experiences of sub-Saharan Africans who test HIV-positive in primary care, either through opt-out testing or because they were symptomatic and offered or requested a test. The study aims to answer the following research question:
What is the perceived impact of testing HIV-positive in a primary care setting on status disclosure, relationships, future help-seeking and adjustment?
Method
Research Design 
A cross-sectional qualitative design was used. Grounded Theory (Charmaz, 2014) guided the design, analysis and reporting of findings from eight semi-structured interviews with sub-Saharan Africans who tested HIV-positive in primary care. 

Participants 
Sixteen participants were approached by clinicians during clinic appointments. Ten people agreed to take part in the study. Two did not attend the interview and were subsequently unreachable. For those who declined to take part, the most cited reason was that they did not have time. Of the eight participants interviewed, their time since diagnosis varied from eight months to four years, nine months. All participants were heterosexual, from West Africa and identified their ethnicity as black African. Participants ranged from 45 to 64 years (Table 6).  

Inclusion and exclusion criteria
Inclusion criteria:  
· Of sub-Saharan African origin as defined by clinic notes; 
· Received a HIV-positive test result from a primary care in the last three months to five years. This allowed for some adjustment to diagnosis, and for some post-test events to occur that were in line with the research questions; 
· Good spoken English, this was to ensure they could fully engage in an interview. This was assessed by clinicians at the relevant service.
Exclusion criteria 
· Evidence of significant risk of harm to self or others (e.g., self-harm, suicidal ideation). This was assessed by clinicians at the relevant service.

Recruitment Source 
Participants were recruited from two London hospitals with specialist HIV-services. 

Data collection 
Interviews
Data was collected through audio recorded, face-to-face semi-structured interviews. The interview schedule (Appendix A) was developed by the researcher and then reviewed by academic and field supervisors. Questions were formed around the experience of taking the test, participants’ knowledge of HIV, relationships with health care professionals, how they came to test in primary care receiving a positive test result, engaging in HIV- specialist care, taking medication, accessing HIV support, HIV-disclosure, relationships and how they feel about being HIV-positive. 
The interview schedule was piloted with a service user who did not fully meet the study’s inclusion criteria (diagnosed more than five years ago). Feedback was sought on the content and areas of the questions and the language used. The service user felt that more attention could be paid to what HIV-specific information participants received at the time of the HIV-positive test result. The interview schedule was adapted based on this. A mock interview with the academic supervisor provided further opportunity to practice using the interview schedule, refine questions, and receive feedback.
Measures									             Participants completed a demographics questionnaire to provide additional contextual information (Appendix B). Participants’ Viral Load and CD4 count were obtained from their medical team. The Hospital Anxiety and Depression Scale (HADS, Zigmond & Snaith, 1983) and the Living with HIV Cognition Questionnaire, adapted from the Illness Cognition Questionnaire (Evers et al., 2001) were also completed by participants (Appendix C & D). The Living with HIV Cognition Questionnaire has been used with HIV- positive black and Latino, heterosexual populations (Earnshaw, Smith, Chaudoir, Amico & Copenhaver, 2013). The HADS has been highlighted as a useful screening tool for depression in HIV populations (Savard, Laberge, Gauthier, & Bergeron, 1998) and the Illness Cognition Questionnaire has been demonstarted to be a reliable and valid assessment tool in those with chronic diseases (Evers et al., 2001).  
Grounded theory 
Grounded Theory methods are suitable for studying individual processes, interpersonal relations and reciprocal effects between individuals and larger social processes. The approach is particularly useful for studying personal experiences and emotions (Charmaz, 1995 cited in Smith, Harre & Langenhove, 1995).  In the context of HIV testing in primary care, this is particularly applicable because the key processes following testing and receiving a diagnosis are social (e.g. HIV-disclosure, help-seeking, discussing the diagnosis with the GP and negotiating relationships). 
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	Pt No
	Age at interview
	Gender 
	Employment
status
	Relationship
Status
	Time in the UK
	Time since diagnosis 
	CD4 count (cells/uL) at diagnosis 
	CD4 count (cells/uL) at interview
	Viral load (copies m/L) at interview
	On ART

	P1
	52
	Female
	Employed
	Single
	20 years
	2 years, 4 months
	531
	855
	<20[footnoteRef:3] [3:  An undetectable viral load is <50 copies/mL] 

	Yes

	P2
	57
	Female
	Employed 
	Single
	55 years
	2 years, 5 months
	74
	146
	<20
	Yes

	P3
	49
	Female
	Employed 
	Married
	17 years
	1 year
	147
	234
	<20
	Yes

	P4
	55
	Male
	Employed 
	In a relationship but not living together 
	31 years
	3 years, 5 months
	462
	516
	529
	Yes 

	P5
	54
	Male
	Employed 
	Single 
	10 years 
	3 years, 7 months
	224
	590
	1337
	Yes

	P6
	64
	Male
	Employed 
	Married
	28 years
	1 year, 4 months
	232
	395
	<20
	Yes

	P7
	45
	Female
	Not currently employed
	In a relationship but not living together
	16 years
	4 years, 10 months
	311
	432
	<40
	Yes

	P8
	58
	Male
	Not currently employed
	Married
	32 years
	8 months
	23
	53
	<20
	Yes


Table 6: Participant demographic information
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Theoretical sampling and theoretical saturation
Theoretical sampling is defined as a process of ongoing data collection for generating theory where previous analysis influences decisions about subsequent data to be collected. Theoretical sampling is guided by and contributes to the emerging model (Charmaz, 2014). Data collection should continue until theoretical saturation (also known as data saturation) is met. This is when no new information or themes can be observed in the data. However, there is little guidance on the sample size needed for saturation to occur (Charmaz, 2014). The study aimed to use theoretical sampling but given the limitations with recruitment this was not possible and so all available participants were recruited. For the current study, the specificity of the research aims and the constrained inclusion criteria meant that the study was more likely to reach saturation of themes with a relatively small sample.








Table 7: Self-reported Hospital Anxiety and Depression Scale and Living with HIV Cognition Questionnaire
	Participant no.
	HADS Anxiety score1 
	HADS Depression score2
	Living with HIV Cognition score

	
	
	
	Helplessness3
	Acceptance4
	Perceived Benefits5 

	P1
	9
	12
	12
	14
	10

	P2
	8
	4
	8
	19
	21

	P3
	7
	4
	10
	17
	13

	P4
	6
	7
	8
	21
	17

	P5
	3
	3
	6
	11
	10

	P6
	0
	0
	7
	22
	17

	P7
	-
	-
	-
	-
	-

	P8
	7
	6
	12
	13
	13


1 0-7 normal anxiety, 8-10 mild anxiety, 11-21 moderate anxiety, 
2 0-7 normal depression, 8-10 mild depression, 11-21 moderate depression, 
3 Mean Helplessness score of 10.15 reported in Earnshaw et al. (2013)
4 Mean Acceptance score of 18.32 reported in Earnshaw et al. (2013)
5 Mean Perceived Benefits score of 19.59 reported in Earnshaw et al. (2013)


Reflexivity 
Charmaz (2014) stresses the importance of reflecting on the researcher’s own preconceptions on the data and the research process. The researcher’s position, privileges, perspective, and interactions must be taken into account as an inherent part of the research reality. This constructivist approach views research as constructed, rather than discovered, which in turn fosters the researcher’s reflexivity about their actions and decisions (Charmaz, 2014). Reflexivity allows the researcher to acknowledge their role in the creation of the analytical account. As the researcher for this study, I am a 28-year old, white heterosexual, female Trainee Clinical Psychologist. For part of the study I was working in a sexual health and HIV-service. Prior to this I had experience working in HIV as an Assistant Psychologist.  I also have experience of working psychologically with people with health conditions (e.g. burns, obesity). These experiences helped me understand some of the issues facing those living with HIV such as, concerns around HIV-stigma, HIV-disclosure and adjusting to living with a health condition. I have an interest in Systemic Therapy (Dallos & Draper, 2010) which focuses on identifying problems originating in a person’s environment, rather than from the individual themselves. Keeping these therapeutic orientations in mind contributed to the way that I understood difficulties associated with HIV, such as HIV-stigma and adjustment. 

Procedure
Participants were sampled systematically from HIV-specialist services. All eligible participants were provided with information about the study by their clinicians at clinic appointments. If participants were interested in taking part, they were taken to a separate clinic room where the researcher discussed the study further. For those who were interested in taking part, a suitable time to complete the interview was discussed. This was often immediately. The researcher gained informed consent which included; going through the Participant Information Sheet (Appendix E), informing participants that they could withdraw from the process at any time, that the interview would be stopped immediately if they become upset or wished to terminate their involvement, the boundaries of confidentiality and how their data would be stored. Finally, both the participants and researcher signed the consent form (Appendix F). 
Participants first completed the questionnaires. One participant was unable to complete them due to language barriers but could complete the interview. The researcher explained the purpose of recording interviews and that the audio files would be deleted once they were transcribed. The interviews were semi-structured to provide enough flexibility to adhere to the research questions, and respond to participants’ individual responses during the conversations. Summary statements were used throughout to clarify the information given, and to provide room for elaboration. 
Eight interviews took place between 27th November 2017 and 12th March 2018. All interviews were face-to-face and took place in private rooms within the HIV clinics. Interviews lasted between 38 and 61 minutes (mean of 51 minutes). At the end of the interview, participants were given the opportunity to debrief and reflect on the experience. None of the participants left the conversations demonstrating any clear distress. 
Payment 
Participants were paid £10 for participation in the study. Travel expenses (up to £12) were reimbursed if they were travelling to the clinic especially to participate in the research. All participants gave receipt of payment (Appendix G). 

Analysis 
Transcription 
The audio-recorded interviews were transcribed verbatim onto a computer for coding. 

Coding  
Charmaz (2014) describes coding as the process of actively processing and naming the verbal data and defining what is happening within the data. Coding within Grounded Theory involves; Initial Coding this is where fragments of data such as words and lines or text are studied closely and named. During this stage the researcher conducted careful sentence-by-sentence coding on each of the transcribed interviews. The internal supervisor verified the codes of two transcripts.  The second stage, focused coding, is the synthesising of initial codes and provides a direction for analysis. This focused process allowed the researcher to link together initial codes and make phenomena explicit that the participants might not have conceptualised themselves (Appendix H). The internal supervisor verified the focused codes. Discussion between the researcher and internal supervisor took place looking at the language used to describe the focused codes and to ensure that the codes were mutually exclusive. The internal supervisor looked at the relationship between lower and higher order codes to check for coherence and the extent to which the analysis was logical. Feedback was also provided on where codes covered similar content and could be merged together. Codes were modified and developed as a result of this feedback and discussion.
The third stage; theoretical coding and diagraming, is the reviewing of focused codes to see how they are related to each other. It is through reviewing memos that focused codes are synthesised into theoretical codes, and in turn, the emergent Grounded Theory. The internal supervisor also verified the theoretical codes and provided feedback on the language used to name the codes and the placement of the focused codes under each theoretical code.  The internal supervisor also provided feedback on the theoretical model and discussion between the internal supervisor and the researcher took place about how the theoretical codes interacted with each other. 
Memo writing acts as important part of the Grounded Theory analytic process (Charmaz, 2014). Throughout the coding process the researcher kept memos, reflecting on emerging thoughts about the data (Appendix I). 
Ethical approval									             Full ethical approval was gained from an NHS Research Ethics Committee (REC) and Royal Holloway University of London College REC. Ethical approval was received in June 2017 (Appendix J and K). Following this, there were difficulties with recruitment and it was clear that amendments to the ethics application to broaden the scope of participants was needed. The amendments requested the inclusion of participants who received a HIV-positive test result up to five years ago, compared to within the last 12 months. The second amendment was to be able to interview participants on the same day as approach if they wished, compared to participants having to return to the HIV clinic later to complete the study. These amendments were approved in November and December 2017 respectively (Appendix L and M). 
Ethical considerations 
During the interviews, participants were asked to talk about sensitive experiences. Therefore, it was important to ensure participants gave informed consent and they fully understood what their involvement in the research would entail. There was a named clinician at each testing site to offer support to participants if needed. Furthermore, participants were not contacted until three months post diagnosis to allow for some adjustment. Clinicians at each testing site, who were already aware of potential participants’ HIV-status, made the first point of contact. 


Quality assurance 
The research adhered to published guidelines on good practice and quality in qualitative research (Elliott, Fischer, & Rennie, 1999): 

Owning one perspective
The researcher kept notes throughout to remain reflexive on the research process including the researcher’s thoughts, values, assumptions and personal orientations related to the study. 

Situating the sample 
Demographic information about participants can be found in Table 6 to help the reader assess the applicability of the findings.

Grounding in examples
An extract of transcript is included in Appendix H to show the process of interviewing and coding. Quotes were also used throughout the results section.  

Providing credibility checks
Credibility checks were provided by the internal supervisor who commented on the interview schedule, interview style, coding and the developing theoretical model. 

Coherence 
Coherence was aimed for by naming the theoretical codes appropriately, as well as providing a clear summary of the analysis. The emergent theory was mapped out using a diagram and a narrative description of the model. 
Resonating with reading
Resonance was determined by closely examining the language of participants and prioritising the language they used in the formation of codes and categories to support the validity of the resulting theoretical model. 
 	


Results 
The analysis of the data identified six theoretical codes that form the proposed theoretical model. These are shown in Table 8. The theoretical codes consist of 20 focused codes, each containing specific properties that were produced at the initial coding stage. A diagrammatic representation of the relationships between the theoretical codes is outlined and discussed. Quotes from the participants have been used to illustrate codes, and demonstrate how they are grounded in the data. For additional quotes see Appendix H. Any identifiable participant information has been removed to ensure confidentiality, and the participants are referred to by their designated participant number (P1 to P8).  

	Theoretical codes 
	Focused Codes
	Properties of the codes (initial codes) 

	Reflecting on the time before the HIV-positive test 


	Attending GP Surgery prior to HIV test
 
	Frequently attending GP service before HIV test

	
	
	Seeing different GPs at the surgery before HIV test 

	
	
	Describing the relationship with GP/surgery before HIV test

	
	Health before HIV test 
	Identifying no other sexually transmitted infections 

	
	
	Naming health conditions before HIV test

	
	HIV/Sexual health testing and HIV knowledge prior to HIV test at GP
	Testing for HIV and sexually transmitted diseases

	
	
	Not testing and identifying reasons for not previously testing for HIV/Sexual health 

	
	
	Knowledge of HIV before test

	
	
	Identifying sources of HIV knowledge 

	
	
	Not knowing anyone personally with HIV

	
	Seeing the GP which led to a HIV test
	Going to see the GP for reasons unrelated to HIV and having blood tests

	
	
	Having a HIV test as part of blood tests 

	
	
	Describing the location of the blood tests

	
	
	Feeling unconcerned by having blood tests at the GP's request 

	
	
	Needing additional blood tests at the GP before HIV-positive test result



Table 8: Theoretical codes, focused codes, initial codes

	Table 8: Theoretical codes, focused codes, initial codes 

	
	Theoretical codes 
	Focused Codes
	Properties of the codes (initial codes) 

	Receiving a HIV-positive test result from the GP and ongoing relationships with them
	Waiting for and being contacted about blood test results and levels of worry 
	Traveling abroad after HIV test at GP Surgery 

	
	
	Describing the timeframe between seeing the GP and getting blood test results

	
	
	Levels of worry about blood test results from GP

	
	
	Thinking the blood test would show another health condition

	
	
	Not thinking about HIV

	
	
	Receiving a telephone call from the GP about blood the test results

	
	
	Feeling worried by GP telephone call about blood test results 

	
	
	Wanting to see the GP quickly after being contacted about the blood test results

	
	Receiving the HIV-positive test result from the GP
	Meeting with the GP face-to-face
Describing relationship with the GP who did the HIV test/gave the results
Asking the GP how they contracted HIV
Healthcare professionals being upset after giving HIV test result 
Receiving emotional support and physical contact from GP
Feeling doubt at the HIV test result  
Amount of information given by the GP on HIV



	Theoretical codes 
	Focused Codes
	Properties of the codes (initial codes) 

	
	Returning to the GP following HIV test and levels of worry
	Levels of worry about going back to see the GP

	
	
	Describing relationship with GP / surgery after test 

	
	
	Discussing HIV with the GP

	Engaging in HIV-specialist care following HIV-positive test result 
	Leading up to and attending HIV-specialist services
	Being referred by the GP to a HIV-specialist service 

	
	
	Being contacted by the HIV-service 

	
	
	Attending the HIV clinic soon after referral from GP

	
	
	Worrying about going to the HIV clinic for the first time 

	
	
	Waiting for confirmatory HIV blood test results 

	
	
	Getting support from and having a positive experiences 
Attending HIV-specialist service

	
	
	Having to wait for appointments at HIV-service

	
	
	Attending the HIV-service with family members

	
	Taking HIV medication
	Describing past and current HIV medication regime 

	
	
	Deciding and continuing to take HIV medication 

	
	
	Taking HIV medication as a priority

	
	
	Identifying how medication impacts on HIV and positive changes to health 

	
	
	Finding it easier to take HIV medication with time

	
	
	Medication side effects

	
	
	Finding taking medication hard


Table 8: Theoretical codes, focused codes, initial codes
	Theoretical codes 
	Focused Codes
	Properties of the codes (initial codes) 

	Disclosure decisions
	Disclosing HIV status to others
	Telling others about being HIV-positive

	
	
	Feeling better after disclosing

	
	
	Thoughts about telling people

	
	
	Partners testing for HIV

	
	
	Getting support from others following HIV-disclosure

	
	Deciding not to disclose HIV status to others
	Deciding not to tell others about being HIV-positive

	
	
	Identifying reasons for non-disclosure 

	
	
	Feeling uncomfortable at hiding HIV status 

	
	
	Worrying about others finding out about HIV status 

	Managing mental health following positive HIV-test result 
	Feeling shock and disbelief at HIV-positive test result
	Feeling shock following HIV+ test result 

	
	
	Feeling disbelief following HIV+ test result 

	
	
	Feeling that getting the HIV-positive test result was surreal 

	
	Feeling low and worried following HIV-positive test result
	Crying, feeling sad and that life is over after receiving positive HIV test result

	
	
	Worrying about HIV-diagnosis

	
	Identifying HIV-stigma
	Identifying African views about HIV

	
	
	Describing HIV-stigma 

	
	HIV and death
	Linking HIV and death 

	
	
	Linking taking medication and life expectancy


Table 8: Theoretical codes, focused codes, initial codes
	Theoretical codes 
	Focused Codes
	Properties of the codes (initial codes) 

	
	Accessing psychological and HIV specific support
	Attending HIV support organisations currently and in the future 
Identifying reasons for not attending HIV organisations 
Being referred to and seeing a psychologist
Identifying reasons for not wanting to see a psychologist

	Appraisal and coping with HIV
	Thinking about how they contracted HIV
	Describing how they thought HIV was contracted 
Contracting HIV from a partner and feeling angry and hurt towards them
Thinking that HIV was contracted shortly before the HIV test 

	
	Religious beliefs in the context of HIV
	Believing in God’s plan

	
	
	Identifying religious beliefs

	
	Accepting and adjusting to living with HIV
	Identifying factors that have helped with adjusting to living with HIV

	
	
	Trusting the GP about positive test result and accepting HIV-diagnosis

	
	
	Living with HIV

	
	
	Feeling thankful to be alive 

	
	Identifying levels of change in self and relationships since HIV-positive test result
	Identifying levels of change in self

	
	
	Feelings about HIV changing 

	
	
	Knowledge of HIV changing 

	
	
	Not wanting to be in a relationship 

	
	
	Identifying levels of change in relationships 

	
	
	Having sexual relationships and living with HIV


Table 8: Theoretical codes, focused codes, initial codes
Reflecting on the time before the HIV-positive test 
Attending GP Surgery prior to HIV test
Six participants frequently attended their GP surgery before the HIV-positive test.  Most participants regularly saw the same GP. Half of the participants reported having good relationships with their GPs whilst the rest of the participants viewed them as just another healthcare professional.

Health before HIV test
Seven participants reported having no other sexually transmitted diseases prior to the HIV test. Two participants reported having diabetes and three participants reported having hypertension before the HIV-positive test result. 

HIV and sexual health testing, and HIV knowledge prior to HIV test at GP
Three participants reported having sexual health and HIV testing prior to the HIV-positive test result. Only one participant had actively sought out a sexual health test, the other two participants had been tested as part of other health investigations. The predominant reason given for not previously testing was that participants did not think they were at risk of contracting HIV.

 I never do it, maybe if I felt sick or I didn’t feel my body I go to the doctor to check me […][footnoteRef:4] I never thought oh go on and check for HIV (P3) [4:  An ellipsis [...] denotes that a section of the extract has been removed to promote the clarity of the quote. Words placed between square brackets have been added by the researcher so that the extract can be easily understood. 
] 


Most participants expressed having some basic knowledge of what HIV was and how it was transmitted. Participants’ knowledge of HIV came from a variety of sources including what they learnt from their country of origin, from the media and from others talking about HIV (both in the UK and their country of origin). None of the participants reported knowing anyone personally with HIV.

it’s [HIV] already in the public, people talk about it and I see information on the TV and people talk about all over the place (P6)

Seeing the GP which led to a HIV test 
All participants reported attending the GP for reasons unrelated to HIV and were offered blood tests. Two participants were asked by the GP if it would be okay to test for HIV as part of these blood tests. It appears that the remaining participants were not informed that a HIV test would be carried out. 

At that time I had a problem with my neck […]so check my blood and they said to do a blood test […] and he said would I mind doing it together with an HIV test (P6)

All participants expressed feeling unconcerned by the GPs request to do blood tests. Four participants’ blood tests showed anomalies and the GP requested a repeat blood test. 


Receiving a HIV-positive test result from the GP and ongoing relationships with them
Waiting for and being contacted about blood test results and levels of worry 
Three participants reported travelling abroad immediately after having the blood test at the GP surgery. Three participants reported worrying about the results of the blood tests.

I got on with life, I wasn’t stressing about it and I knew it was happening erm and I kind of felt okay [….] I wasn’t stressing about it (P2)

Five participants expressed thinking the blood test might show up another health condition (e.g. cancer). All participants said they were not thinking about HIV whilst they waited for the test results.   

I go to the doctors frequently just to make sure what they want with my blood and my hypertension so it [HIV] has never, it [HIV] is not something that I ever thought of (P8)

Seven participants received a telephone call asking them to come to the surgery immediately. All participants reported feeling worried by this telephone call and planned to see the GP as soon as possible. 

When my doctor call and left a message that I should come to the clinic as soon as possible, I was frighten (P1)
 

Receiving the HIV-positive test result from the GP
Seven participants were told of the HIV-positive test result during a face-to-face meeting with the GP. The remaining participant was told of the HIV-positive test result via a letter sent to them by the GP. Six of participants had met the GP who did the HIV-positive test before. For two participants, having the HIV-test was the first time they had met. Five participants said that the GP provided them with emotional support and two participants, both women, recounted the GP, also women hugging them following delivery of the test result. 

She was great she was trying through my sobbing to reassure me about the changes that have been made, “it’s not a death sentence anymore you are going to be absolutely fine. You know there is lots out there,” that kind of thing (P2) 

Five participants remember feeling doubt at the positive test result and questioned if there could be any mistake. Seven participants reported the GP providing information about treatment, HIV-specialist clinics and advances in HIV which the participants found helpful.  

Returning to the GP following HIV test and levels of worry
All participants returned to their GP at some point following the HIV-positive test result. This suggests that the experience did not negatively impact on the therapeutic relationship. Six participants, mainly men, reported not feeling worried about this. 

it [HIV] is not something I blame them so if anything happen, I just go [to the GP] normally like I used to (P6)

Generally, participants felt that their relationship with the GP had not changed since the HIV test. On returning to the GP after attending the HIV clinic, six participants recounted the GP initiating conversations with them about their HIV treatment and how they were coping with HIV.  

Engaging in HIV-specialist care following HIV-positive test result	
Leading up to and attending HIV-specialist services
All the participants were quickly referred to HIV-specialist services by the GP following the HIV-positive test result. Two participants, both men, expressed feelings of concern and confusion whilst waiting to attend the HIV-specialist clinic. Six participants referred to having a confirmatory HIV test and feeling worried whilst waiting for these results. All participants reported receiving support from the HIV-specialist service around medication, general health and emotional reassurance. Many participants reported on-going positive experiences attending the HIV-specialist service. 

They [healthcare professionals at the HIV clinic] were wonderful, they were absolutely wonderful, they knew it was my first time, I had just been diagnosed and they just dealt with me with kid gloves, they were very kind and I got all the reassurance that I needed and felt very supported and they have been like that ever since (P2)



Taking HIV medication
All participants were taking ART. The decision to start taking medication was the result of conversations participants had with healthcare professionals at the HIV-service. Motivation to continuing taking HIV medication was related to the perceptions of positive effects medication had on life expectancy and general health benefits. Five participants referred to the importance of taking their HIV medication and how seriously they took it. 

                 I am always taking it [medication] at the right time (P7)

Six participants talked about how medication had positively impacted on their viral load and health more generally. Five participants expressed getting used to taking HIV medication over time. Three participants reported finding it difficult to take HIV medication at some point since their diagnosis. Reasons included the tablets being too big, side effects and not wanting others to know they were taking HIV medication. 
 
I was resisting at the beginning I was like na, I don’t think I should take this […]. The medication you know, because I fear the medication, they too big (P5) 

Two participants’ viral loads were still detectable. They were both men who were either single or their partner lived abroad. Both reported either side effects, or difficulties with taking HIV-medication.


Disclosure decisions
Disclosing HIV-status to others
Seven participants reported disclosing their HIV-status to someone other than a healthcare professional. The only participant who had not disclosed to anyone was male. Four participants, three men, disclosed only to their partner. One participant had told their partner and their children. One participant had only told her sister. Only one participant, a woman, disclosed their HIV-status to friends. 

I have told five very close friends [about being HIV-positive] (P2)

Participants reported finding telling others about their HIV-status difficult but ultimately felt better afterwards and received support from the people they told.  

I feel like…..it’s like you carrying a heavy load and you have someone to help you to put it down so that load on you has gone down a little bit (P1)

Deciding not to disclose HIV status to others
Despite most participants disclosing their HIV-positive status to someone, all participants talked about their decisions not to tell certain groups about being HIV-positive (i.e. friends, family or partners). 

[….] that is why I can’t tell anybody even if I had friends I can’t tell anybody (P7)

The main reasons for non-disclosure included anticipated HIV-stigma and cultural beliefs about HIV. Three participants reported feeling uncomfortable about hiding their HIV-status from others and worried about others finding out they were HIV-positive.

You always have the fear that that it gets exposed […], it will be more devastated especially with a situation like this which everybody is scared of. People are scared of HIV, people are afraid of HIV, they don’t even want it to be mentioned. Even if you are just mentioning it within your environment you feel bad (P8)

Managing mental health following positive HIV-test result
Feeling shock and disbelief at HIV-positive test result 
All participants reported feeling shocked at the HIV-positive test result. 

I was shock I went mad I cried a lot (P7)

Four participants, three female, expressed feelings of disbelief and a further two, also female, commented that the HIV-positive test result felt surreal and like it hadn’t happened to them. 

Feeling low and worried following HIV-positive test result
All participants expressed feeling sad after receiving the HIV-positive test result. Five participants, predominately female, commented on how they cried when the GP told them the news. Two participants, also both female, reported feeling suicidal since the HIV-positive test result. 

I remember when I came here for the blood test to see my viral load […] I was worry and crying and anxious and then the nurse said to me, don’t go and kill yourself and don’t go and throw yourself under a bus or something (P1)

Three participants explained the worries that they have experienced since the HIV-positive test result. These included; worrying about themselves, loved ones and having to take medication. 

You are worried about everything in life you are worried about yourself you are worried about your loved ones, you are worried about things you may want to do but you cannot accomplish (P4)

Identifying HIV-stigma
Three participants, all females, commented on negative African cultural views held about HIV. These included associations with promiscuity, many Africans fearing HIV and that in Africa, HIV is taboo. Three participants also named experiencing HIV-stigma or reported concerns about the stigma associated with being HIV-positive.   


In society if you go to a party they are like “aaaa she has HIV” so you can see that way that to live with it you cannot socialize (P3)

HIV and death
Seven participants linked HIV with death. They referred to knowledge that HIV kills people quickly and beliefs that they thought they would die after learning of their HIV-positive status. 

I don’t know anything about it, […] but back in the days I knows it’s deadly disease it kills just like that (P1)

Participants also talked about the importance of taking HIV medication to prolong their life expectancy. 
 
Accessing psychological and HIV specific support
At the time of the interview no participants were engaged with psychological or HIV specific support. Two participants, both women, had previously attended a HIV specific organisation and accessed psychological support respectively but disengaged quickly. The main reasons cited for not accessing additional support were not wanting to discuss HIV, not needing “that kind” of support and thinking that it would be unhelpful. 

Appraisal and coping with HIV 
Thinking about how HIV was contracted
All participants thought they contracted HIV from either new or long-term sexual partners. Two participants, both women, commented on how angry and upset they felt towards their male partner for transmitting HIV to them. 

I say he give it [HIV] to me, it’s so unfair to me, poor girl like me sitting for you. I stay in London for three years and I never follow no man, the place is cold. I am, you are there in Africa playing with women. Look at me today, I have no life (P3)

Two female participants commented on the infidelity of their male partners as the reason they thought they contracted HIV. Two male participants referred to the sexual relationships they had outside of their marriage as the reason for having contracted HIV.  

Religious beliefs in the context of HIV
All participants reported being religious to varying degrees. Four participants expressed believing that God had a plan for them with regards to their HIV. 

They have just diagnose me, if I see maybe four or five years maybe God will take it [HIV] out for me and this is just my feeling (P3)

Accepting and adjusting to living with HIV
Seven participants spoke about having to accept that the HIV-positive test result was correct. 

Yeah the HIV now I am getting to accept that it [HIV] is with me (P8)

These seven participants also reflected on getting used to living with HIV. The main factors that helped with adjustment were HIV-medication and the support of healthcare professionals.




Identifying levels of change in self and relationships since HIV-positive test result
Three participants felt that they had not noticed any changes in themselves since the HIV-positive result whereas three women reported both positive and negative changes in themselves. All participants reported feeling more positive and hopeful about living with HIV since the HIV-positive test result. 

I am getting medication I feel more more better every day. And I go to the hospital that is here and the way they talk to me and the way they explain to me, it make me feel much much much better (P6)

Four participants, three female, felt that their current relationships with friends and family had changed in a negative way. 

Yes, I kind of hidden myself all the time. I only go out with my daughters nowadays. I am running from my friends when they call me to meet up I don’t want to go (P1)

Other participants felt that their relationships with others had not changed and attributed this to others not knowing their HIV status. 




Theoretical model of the experiences of sub-Saharan Africans who test HIV-positive in primary care 
The main aim of this study was to develop a theoretical model of the experiences of sub-Saharan Africans who have tested positive in primary care. Figure 2 outlines how the six theoretical codes relate to each other in an explanatory model of HIV testing in primary care. The diagram presents the chronological phases of testing in primary care; pre-test, testing, and post-test. This is indicated by the brackets either side of the model. Additionally, the black arrows present the processes described by participants, as captured in the theoretical codes. For example, the model indicates that participants attended their GPs prior to receiving the HIV-positive test result. The test experience impacted on participants’ engagement with HIV-specialist care and how they managed their mental health. These pre-test and testing experiences and decisions around HIV-disclosure lead to post-test phenomena such as appraisal and coping with HIV. The model indicates that there are several processes that seem to affect how mental health is managed including; disclosure decisions, engaging in specialist care and how HIV is appraised and coped with.
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   Figure 2: Theoretical model of experiences of sub-Saharan Africans testing HIV-positive in primary care	
	Discussion 
This study explored the process of testing for HIV in primary care. Eight sub-Saharan Africans were interviewed about their experiences of testing HIV-positive at their GP surgery. The study aimed to answer the research question; what is the perceived impact of testing HIV-positive in a primary care setting on status disclosure, relationships, future help-seeking and adjustment?

Participants were not labelling their physical health symptoms or sexual behaviour as related to HIV at the time of their HIV test. This is consistent with evidence of low risk perception in this population (Bass Line, 2007). Their HIV-positive test result was the outcome of blood tests carried out by the GP. It is difficult to assess reasons for the HIV test and whether GPs were following BHIVA’s (2008) testing guidelines. Six participants were diagnosed late. This is in-line with research that has found sub-Saharan Africans to be the community most affected by late diagnosis in the UK (PHE, 2017a). One reason for participants testing late for HIV could be their low risk perception. Another reason, could be GPs reluctance to test for HIV even when faced with someone from an at-risk group presenting with HIV-related symptoms.

Five participants had never previously tested for HIV. All participants expressed not thinking they were HIV-positive. This finding is consistent with previous research into the testing behaviours of sub-Saharan Africans in the UK (Bass Line, 2007). This finding can be explained by the Precaution Adoption Model (Weinsten, & Sandman, 1992) which describes seven stages of how a person comes to decide to act and how they translate that decision into action. The stages include; being unaware of the issue, unengaged by the issue, undecided about acting, deciding not to act, deciding to act, acting and maintenance. 

It appears that these five participants were unengaged with HIV prior to their positive test result. They reported hearing about HIV (so they are no longer in stage one) but expressed not thinking that they would be at risk of HIV.  By not thinking they are at risk of HIV, a decision about whether to test or not did not need to be made. The model suggests that individuals moving from stage two (unengaged by the issue) to stage three (undecided about acting) is dependent on how much knowledge they have about the issue. The more knowledge individuals have, the more likely they are to think about acting. Participants in the current study reported having basic but limited knowledge about HIV prior to the HIV-positive test result. This could impart explain why they had not previously considered acting (i.e. having a HIV test). Knowledge around their perceived susceptibility of contracting HIV also appeared to be low. Their behaviour did not fit with their views that HIV only concerned people who had multiple sexual partners. Increased knowledge of how HIV is contracted may have helped participants move from stage two to three.  Evangeli, Pady, and Wroe (2016) found that low risk perception was related to an absence of HIV testing in a meta-analysis and many studies examining HIV-stigma found that high levels of HIV-stigma were associated with less testing. 

Only two participants were told that a HIV test would be completed and one person was told of the positive test result via letter. This is in-line with previous research which has documented GPs’ concerns about discussing HIV testing including, lack of patient acceptance (Korthuis et al., 2011). Receiving a HIV-positive result via letter appears to be unsatisfactory for individuals as Hult et al. (2009) found that participants preferred to be told in person. This is also not in concordance with the BHIVA (2008) testing guidelines which state that individuals should consent to having a HIV test and that they should be told of a positive test result in person.
All the participants reported feeling shocked by the HIV-positive test result. Shock has been noted as a usual reaction to a positive HIV result (Hult et al., 2009). This finding is also consistent with Blaney et al. (2004) who suggested that there is a greater level of shock with diagnoses associated with opt-out testing compared to when an individual suspect they are at risk of contracting HIV. 
It was unknown if and when people who receive a positive HIV-test through primary care access HIV-specialist care. All participants went for confirmatory testing quickly and engaged with HIV-specialist care following the positive test result at the GP. All participants reported good relationships with healthcare professionals at the HIV-specialist services. This is similar to Ndirangu (2009) who found that HIV-positive sub-Saharan Africans reported positive relationships with HIV services and found them a source of support. The current model suggests that engaging in HIV specialist care helps participants manage their mental health following a HIV-positive test result. The support from HIV-specialist healthcare professionals and the information provided about medication and the impact this can have on health and life expectancy, made participants feel better and more hopeful about being HIV-positive. The model indicates that this information also helped participants cope with living with HIV.
Participants reported feelings of anxiety and low mood following the HIV-positive test result however, no participants were accessing HIV-specific organisations or psychological support at the time of the interview. Two participants scored above the clinical threshold for depression and one participant for anxiety on the HADS. This suggests that participants were adjusting well in relation to mental health. Both these participants were offered psychological support following their HIV-diagnosis but disengaged quickly. This is like previous research which has shown that people from BME communities are more likely to drop out of talking therapies (BHIVA 2011). Scores on the Living with HIV cognition questionnaire showed some variety in how participants were coping with living with HIV. Participants who scored lower on the helplessness domain, tended to score higher on acceptance and perceived benefits domains. Participants in the current study scored lower on all three domains (acceptability, perceived benefits and helplessness) compared to Earnshaw et al. (2013).
Concerns around anticipated HIV-stigma were raised by most participants. This is not surprising as HIV-stigma is well documented (Earnshaw & Chaudoir, 2009). Three female participants spoke about the negative cultural views many Africans hold about HIV including, death and HIV being linked to promiscuous or immoral sexual behavior. This is similar to previous research which has shown that HIV-stigma was linked to culturally-held beliefs about HIV affecting “bad people”, and those who were ‘sexually deviant’ (Manirankunda, Loos, Alou, Colebunders & Nöstlinger, 2009). 
Seven participants told at least one person of their HIV status. All participants expressed concerns around disclosing their HIV-status to some groups. It is notable that despite having been diagnosed with HIV over a year ago, most participants had only disclosed to one person. Previous research has found that prevalence of non-disclosure is higher among heterosexuals of black African ethnicity compared to MSM (Daskalopoulou et al., 2017). 

The model of disclosure anxiety presented by Evangeli and Wroe (2017) fits with many of the disclosure concerns that participants shared. The model has four components: HIV core beliefs; a trigger event; a threat interpretation resulting in HIV-disclosure anxiety and processes maintaining this. For example, it is suggested that internalised HIV-stigma (associated with negative HIV-core beliefs), is likely to predispose individuals to disclosure anxiety. For this current study, internalised HIV-stigma was linked to negative African cultural beliefs about HIV. All but one participant described a time where HIV-disclosure was thought to be wanted or needed. The findings suggest that the diagnosis is the trigger event which lead people to tell others about being HIV-positive, this most often involved telling existing partners. The current model suggests that disclosure can help participants cope with living with HIV as they felt relief and gained the support of those around them. This support also helped participants manage their mental health following the HIV-positive test result. 

All participants who were in relationships that pre-dated their HIV-diagnosis disclosed their status to that person. This is consistent with research finding that heterosexuals are more likely to disclose to a stable partner compared to MSM (Daskalopoulou et al., 2017). Interestingly, only one female participant disclosed their HIV-status to friends. This concurs with previous research that has found heterosexuals are more likely to disclose to family than friends compared to MSM, however if disclosure to friends does take place, this is more likely to be by a woman (Daskalopoulou et al., 2017). 
How living with HIV impacted on relationships varied across participants. All participants reported making steps towards adjusting to their HIV-positive status and reflected on how they were feeling more positive about living with HIV since their diagnosis. According to Moss-Morris (2013), good adjustment to chronic illness involves less distress, less interference/impact on life roles and relationships and good illness management. Based on this, participants in the current study could be said to be working towards good adjustment. For example, they demonstrated effective illness management through adherence to ART, reports of life and relationships continuing to be the same now compared to prior to the HIV-diagnosis and for most participants, experiencing lower levels of HIV-related distress compared to when they were first diagnosed.
Interestingly all the participants in the current sample were middle aged. Research has shown that the prevalence of HIV is rapidly increasing in this population (Illa et al., 2008). Increased age has been associated with having incorrect information concerning prevention, including the need to protect oneself during high- risk behaviours regardless of age (Henderson et al., 2004). This cohort is less likely to be concerned about HIV and less likely than their younger counterparts to use condoms (Maes & Louis 2003).

The data from the current sample differs from data recorded by PHE. However, caution needs to be expressed given the size of the sample. PHE has found that black African men are more likely to be diagnosed later than women however, the current sample found an equal gender split for late diagnosis. PHE has found that women (67%) are more likely to be engaged in HIV care than men (50%) but the current sample recruited an equal number of men and women from HIV-services. Both the current sample and PHE data found the median age at diagnosis for men was higher than women however, individuals were diagnosed later in the current sample compared to PHE; 55 years compared to 44 years for men and 48 years compared to 40 years for women respectively (PHE, 2017b). 

Strengths and limitations of the study 
As outlined previously, there has been very little research into HIV testing in primary care and more specifically into the experiences of those who test positive in this setting. A key strength of this study is that it addressed these research gaps. Another strength of this study was service-user feedback was sought on the interview guide prior to data collection to ensure clarity and sensitivity of the questions. The internal supervisor provided feedback on the initial coding table for sense and clarity as well as frequent supervision. The study recruited an equal number of males and females. The diverse nature of participants (e.g. time since diagnosis, time living in the UK, relationship status) suggests that the model could be applicable to a wide population. The narrow age range of participants increases the internal validity of the study but decreases the external validity. 
[bookmark: _GoBack]A limitation was that the sample solely came from West Africa which has lower HIV-prevalence rates and a different type of HIV. This suggests that the model cannot be applied to areas of higher HIV-prevalence but does increase the validity of the results in that group. The small sample size is also a limitation of the study. The number of interviews needed for Grounded Theory remains contested, with some Grounded Theorists concluding that 12 interviews are sufficient and others believing the number should be higher than this (Charmaz, 2014). Therefore, it is acknowledged that the current sample size is small for a Grounded Theory study. This may limit the transferability and credibility of the findings. It is likely that not all categories reached theoretical saturation however, common themes consistently came up across participants to form the Grounded Theory.  Furthermore, despite the project aiming to use theoretical sampling this was not possible due to limitations with recruitment. The response rate was low, which is a limitation of the study; it is unknown if the eight eligible others who declined to participate were different from the eight participants that chose to take part. 
Implications for future research and practice 
Further research should focus on sub-Saharan Africans who are from countries with higher HIV-prevalence to get a better understanding of how their experiences of testing HIV-positive compare to the current study. A comparison study could look at whether levels of shame and HIV-stigma surrounding a HIV-positive diagnosis differ between at risk groups such as sub-Saharan Africans and MSM. The participants in the current study were 49 years old and above. It would be interesting to know if and where younger sub-Saharan Africans test for HIV and the mechanisms behind this. Whilst most people testing for HIV via primary care are sub-Saharan Africans (PHE, 2012) it would be of interest to know if other groups are testing for HIV in this setting.  
The current study has implications for practice. The findings of the research could support GPs in giving HIV-positive test results in the future as it provides guidance on what information and support sub-Saharan Africans find most helpful following a HIV-positive test result (e.g. the benefits of medication). The UK national guidelines for HIV testing (BHIVA, 2008) state consent for HIV testing should be sought prior to the test taking place and that individuals should be told of a positive result in person. Additional work is needed to ascertain why GPs continue to find it difficult to discuss HIV testing according to guidelines and what additional support is needed to help them feel more confident doing this. Interestingly, both participants who were told that a HIV test would be carried out were agreeable to it. It would be important to share this finding with GPs as it might help dispel their beliefs about patients’ reactions to being offered a HIV test. The research may also be helpful to healthcare professionals working in HIV and other settings as it provides more information about how individuals are tested for HIV in primary care. 
The research findings highlight positive aspects of HIV testing in primary care including; receiving emotional support from GPs, being given HIV-related information, fast referral to HIV-specialist clinics and continued positive relationships with the GPs. This information could be beneficial for individuals considering having a HIV-test and may encourage them to test in this setting.



4 	Integration, Impact and Dissemination 

Integration 
I first started working in the HIV field as an Assistant Psychologist six years ago. It was from this experience that my interest in HIV originated. I gained basic knowledge of HIV and the associated issues with regards to HIV-stigma and the psychological impact of testing HIV-positive. This knowledge and interest, along with guidance and support from my academic supervisor formed the foundation of the systematic review and empirical project. 

The systematic review and the empirical piece guided and informed each other throughout conceptualisation, analysis and write-up phases. A mixed-methods systematic review felt most suitable primarily because it allowed the research question to be answered but also reduced the chances of any key articles being excluded. I was surprised that only one quantitative study was eligible for inclusion into the systematic review. This might have been due to difficulties extracting data from studies specifically focused on sub-Saharan Africans. 

The systematic review and the empirical piece focused on HIV-positive sub-Saharan Africans. More specifically both pieces looked at the outcomes of being a sub-Saharan African living with HIV; the systematic review focused on mental health and wellbeing and the empirical piece focused on post-test experiences including HIV-disclosure, adjustment, and future help-seeking, in addition to mental health and wellbeing. As previously discussed, the post-test experiences explored in the empirical piece can have an impact on individuals’ wellbeing and mental health. The location of the participants was also the same across both pieces of work, with all participants living in high-income countries. This was solely the UK for the empirical piece but the systematic review included papers published from high-income countries across the world. Four of the included studies were carried out in the UK. The main difference between the systematic review and the empirical piece was the focus of testing for HIV. Whist this was not a main emphasis of the systematic review, it was the primary focus of the empirical piece.

The samples across both pieces of work varied. In the empirical piece, all participants were from West Africa. In the systematic review, participants were from across the sub-Saharan African region. This distinction is interesting as West-Africa has lower HIV rates compared to other parts of Africa (AVERT, 2017) and the type of HIV is also different. The type of HIV found in West-Africa is HIV-2 which usually takes longer to progress into symptomatic HIV and has a lower mortality rate than the globally more prevalent HIV-1infection (AVERT, 2018). The age of participants also varied, with the participants in the empirical piece ranging from 49 to 64 years old. The participants in the systematic review had a larger age range from 20 to 67 years of age. The time since diagnosis for the empirical piece was a mean of two years, five months. This was not always recorded in the systematic review articles but when it was, the average was seven years since HIV-diagnosis. Both pieces of work looked at the experience of men and women. 

The systematic review and the empirical piece found themes relating to HIV-stigma, HIV-related distress and the negative impact a HIV-diagnosis can have on mood. They both also found themes on disclosure decisions, with examples of participants deciding to tell and not to tell others about being HIV-positive. Issues of adjustment and living with HIV were also found in both pieces of work with examples of positive adjustment and challenges to adjustment documented.

Before commencing this piece of work, I had some general knowledge about sub-Saharan Africans living with HIV. This included the route of transmission primarily being through heterosexual sex and the stigma associated with being HIV-positive. Therefore, I was not surprised that issues relating to HIV-stigma arose in both the systematic review and the empirical piece. Reading about the HIV-stigma that many sub-Saharan Africans face living in high-income countries through my systematic review, helped inform questions on the interview schedule for my empirical piece (e.g. asking about HIV-disclosure and where participants’ knowledge of HIV came from).  

One of the findings of the systematic review was of healthcare professionals disclosing individuals’ status to others without their consent. This finding had a big impact on me. As a healthcare professional myself, I was shocked to hear about these breaches of confidentiality. As a result of this finding, I made sure that I spent a lot of time discussing confidentiality, anonymity and the storage of data during the consent process of data collection. Throughout the recruitment process, issues of confidentiality arose several times. One potential participant refused to take part if the interview was audio-recorded and others only put their initials on the consent form through fear of breaches of confidentiality. These experiences helped me to consolidate the findings of the systematic review and illustrated the concerns around confidentiality this group face. Participants in the empirical piece did not report any examples of healthcare professionals breaking confidentiality.  

Research for the systematic review into migration patterns of sub-Saharan Africans and the potential economic difficulties they can face allowed me to analyse my data and think about the results of my empirical study through an additional lens. I was more aware during the research interviews when participants commented on partners and or family members living in Africa or when they referred to inappropriate accommodation. Whilst these themes were not included in the final analysis of the empirical piece as they did not relate to the research question, my contextual knowledge gained through the systematic review helped me understand my data more and added to my thinking around the perceived impact of testing HIV-positive in primary care.  

I found the systematic review and the empirical piece sharing some similarities both beneficial and challenging. Both pieces of work explored the same population, the psychological impact of testing HIV-positive and theories of adjustment and coping to living with HIV.  This meant that I could get a solid understanding and grounding of these issues but I felt like I was frequently repeating specific models and findings during the write-up of the research. To help with this, I tried to continuously hold in mind the different aims of each piece of work so I could be more selective about what information I included where. I also used the expertise of my academic supervisor to help me navigate the literature. 

Both pieces of work forced me to hold in-mind Burnham’s social graces (Burnham, 2013) and reflect on my gender, ethnicity, education, class and religious beliefs. One example is how these factors might have influenced what participants did and did not speak about during the interviews. It could be that being a younger, white, female influenced the discussions I had with older, sub-Saharan African men. They may have, for example, felt less able to discuss their sexual behaviour with a younger woman. Whilst reading articles for the systematic review, I reflected on how little I knew about the immigration process and social welfare system in the UK. This helped me think about how my own class, education level and ethnicity informed my understanding of these issues. Both the systematic review and the empirical piece involved synthesising findings and translating them into each other to create overarching themes. It is possible that my own attitudes or preconceptions influenced the findings and that during coding, I was looking out for data to confirm what I thought I was going to find. I tried to remain objective and adhered to quality guidelines for completing qualitative research and findings were always discussed with my academic supervisor.

From my pre-existing knowledge and reading around HIV in sub-Saharan Africans and the associated mental health difficulties in HIV-positive populations, I suspected the systematic review to find that living with HIV negatively impacted on the mental-health and wellbeing of sub-Saharan Africans. Whilst this was the predominant finding, one study in the systematic review documented the positive impact living with HIV had on sub-Saharan Africans mental health and wellbeing. This was a positive surprise and helped me identify the possible assumptions I was making. Identifying this assumption was helpful when coding data for the empirical piece as it helped me hold in mind that participants may have had a variety of experiences, both positive and negative which is what the findings of the empirical piece found. This is evidenced by the reported themes and self-report measures.

Similarly, from reading around HIV testing in primary care and the reluctance of care-provides in this setting to discuss and offer HIV testing, I expected most participants in the empirical study to report negative experiences of receiving a HIV test in primary care. This was not the case and my preconceptions were highlighted and challenged early in the data collection process. Many participants reported feeling well supported by GPs and were offered emotional and practical support (fast referral to HIV-specialist service). All participants went back to see their GP following the HIV-positive test result and mainly reported positive relationships. Being aware of this assumption helped me with data analysis and ensured that I was not looking at data through a certain lens.  

Challenges with recruitment for the empirical piece presented themselves early on. The first challenge was securing a second recruitment site. Whilst this had been agreed in principal during the earlier stages of the project’s development, finalising the site’s involvement with recruitment proved to be an unexpected hurdle. This caused delays in starting recruitment which had a knock-on effect throughout the project. Once recruitment could commence it became clear that the potential pool of participants was much smaller than expected. It had been difficult to obtain exact numbers of people that met the inclusion criteria during the planning stages of the study and so I relied on estimates given to me by clinicians working at the services. 

A large amount of time was spent at the HIV clinics to increase recruitment. I found that often participants would not turn up to their medical appointments or would agree to participate in an interview but would then not attend. This was extremely frustrating and anxiety provoking for me as I was very aware of the tight timeframe what was allowed for recruitment. I was worried that I would not be able to reach the target of recruiting 10 participants. Two amendments were made (pg. 81) to aid recruitment. Both had very positive effects, especially being able to approach, consent and complete interviews with participants on the same day. Whist I was unable to recruit 10 participants as I had originally hoped, given the numerous challenges with recruitment I was pleased to have completed eight interviews. 

Impact and dissemination 
The findings of this research could potentially have an impact for HIV-positive sub-Saharan Africans. The findings could be disseminated to this population through links to a summary of the key findings on support websites like the Terrence Higgins Trust (THT), Positively UK and Positive East. The information provided on these websites would be condensed to include how testing in primary care works, what happens after a HIV test in primary care, the benefits of taking HIV medication, positive disclosure experiences, engaging with care and examples of adjustment. This information would be presented in an accessible format with attention being paid to the needs of sub-Saharan Africans (e.g. English as a second language and educational level). These findings could also be translated into other languages such as French or Swahili as these are other highly spoken languages in sub-Saharan Africa. It is hoped sharing these findings might promote hope to newly diagnosed HIV-positive sub-Saharan Africans. 

A short summary of the key findings in lay language will be provided for the participants who took part in the study and for attendees at the HIV-services more generally. The aim of this will be to inform the participants and other non-professionals of the results of the study. All findings will be included but it is hoped that findings around the benefits of HIV-medication, examples of positive adjustment, positive experiences of attending specialist services and positive disclosure experiences will increase their confidence and hope with living with HIV. This summary could also be made available to healthcare professionals to hand-out to individuals following giving a HIV-positive test in primary care. If this summary is given to people immediately after a HIV-positive test result the examples of positive adjustment, benefits of medication and positive experiences engaging in HIV-specialist care, this might help increase hope and confidence in those newly diagnosed and encourage them to engage with services. Whilst the participants in the study were accessing services regularly, they did not always attend appointments. Furthermore, learning more about the benefits of accessing services may encourage individuals who find this more difficult. 

The friends and family of HIV-positive sub-Saharan Africans may also benefit from the research. Having access to the findings through support organisations as illustrated above, may increase their awareness of some of the challenges this population face and how they can best support them. It would be particularly important to include findings around the positive disclosure experiences and support participants described in the summary of findings, as this may encourage friends and family to continue to offer support or help others be supportive towards HIV-positive individuals. The research is also potentially beneficial for sub-Saharan Africans who do not know their HIV-status as it provides information about an alternative HIV testing option. Some organisations do already include primary care as a testing option on their websites (THT, NHS) however, little information is provided about this process. This study provides more detailed information about testing for HIV in primary care and could be shared with organisations such as THT and the NHS via a short report so they could update this information. It is likely that these services are accessed by people who are already HIV-positive so efforts need to be made to ensure that this information is being targeted at this group in an effective way (e.g. radio, social media). 

GPs are another potential beneficiary of this research. A factsheet containing the key findings concerning GPs could be sent to the Royal College of General Practitioners (RCGP) and individual GP practices in high HIV-prevalence areas. This could include; UK HIV guidelines around consenting before completing a HIV test and the fact that this was happening infrequently in the study, what information sub-Saharan Africans find helpful following a HIV-positive test result (e.g. the benefits of medication and impact on life expectancy), participants’ reactions on being asked to have a HIV test, continuing good relationships between patient and provider and that emotional support following a HIV-positive test result can be helpful. This condensed summary could also be sent to PULSE which is a website for GPs about clinical, commissioning and practice news. This will help increase the chances of the findings of the research reaching GPs. Through these various forms of dissemination, GPs will have more information about patient experiences of HIV testing. This may help them feel more confident about discussing and offering HIV testing, especially if they know what kind of information is helpful (e.g. benefits of medication) and that HIV testing is not detrimental to their relationships with individuals. 

One specific finding from the study that may benefit GPs was the lack of consenting of patients prior to testing them for HIV. UK HIV testing guidelines state that consent should be gained before completing a HIV test. The current study found only two participants were told they would be tested for HIV, highlighting that GPs may find talking about sexual health or discussing HIV testing uncomfortable. 

Training and workshops could be organised between GPs and other healthcare professionals working within SHS. The aim of this would be to explore the concerns GPs have about discussing these topics and to provide skills based training on how to help GPs talk about HIV, offer testing and consent patients prior to doing so. This training would hopefully increase GPs confidence in discussing and providing HIV testing. This could have a longer-term knock-on effect to other beneficiaries; it could be that increasing GPs confidence around HIV testing increases the frequency they offer HIV tests and so more people become aware of their status. Furthermore, those people who do test in primary care in the future may have a better experience as they may be more informed about the care they are receiving. These training sessions and workshops may also help strengthen links between local HIV-services and GP surgeries where needed. 

Healthcare professionals working in HIV are another group that could benefit from the findings of the research. Professionals include medics such as HIV doctors, health advisors, nurses, clinical and counselling psychologists. I could present the findings of the study to healthcare professionals at the involved HIV-services in team meetings. 

It may be helpful for these healthcare professionals to be more aware of the experiences of sub-Saharan Africans testing HIV-positive in primary care as having more knowledge about this process could help them support and work clinically with this population. Disseminating findings through presentations at team meetings with the involved HIV-services would allow feedback on what elements of study could potentially be most useful to other clinicians/services. For example, the study highlighted that some participants found the HIV-medication too big, making it challenging for them to take it every day. It may be that clinicians are not aware of some of these challenges and by increasing their awareness it enables clinicians to have the necessary conversations with patients around how to manage these potential barriers before they become a problem (i.e. non-adherence to ART). Furthermore, it is helpful for clinicians to know that the support they are providing around the benefits of medication and the way to talk and interact with sub-Saharan Africans is perceived as helpful by this population. This may increase their confidence to continue working in this way. 

Healthcare professionals may also learn of the findings of the study through academic journals and conferences. The findings of the empirical piece will be submitted to an academic journal such as AIDS Care. The aim of this is to disseminate the findings of the research to clinicians and academics specifically working within the HIV-field. GPs will be made aware of the findings through reports sent to the ECGP and PULSE as outlined above. The research will also be presented at conferences such as the European AIDS conference with the aim to further disseminate findings and encourage others to further investigate this research area. By disseminating the research findings in this way, academics working in the field of HIV research could also become aware of the study’s findings. They could benefit from the research as it fills a research gap increasing understanding of areas that were previously not well understood and provides suggestions for future research.

The research may have a positive impact on policy makers such as BHIVA and WHO. As it is unlikely that these agencies would have time to read a full copy of the research, they could be sent an executive summary of the findings from the empirical piece. This could specifically include details from the study that relate to HIV policy such as GPs consenting patients prior to HIV testing, providing a HIV test result in a face-to-face appointment, referring individuals to HIV-specialist care within two weeks following a HIV-positive test result and starting ART (Madge, Matthews, Singh & Theobald, 2011). This could be helpful for policy makers as it identifies where healthcare professionals are following recommended guidelines (linking sub-Saharan Africans with HIV-specialist care) and areas where they are struggling (GPs not consenting prior to testing, feeding back a positive HIV test result via letter). 

Research has found that religion serves an important role in coping, survival and maintaining overall wellbeing within HIV-positive African communities and can have a profound effect on physical and mental health (Arrey, et al., 2017). All participants in the current research expressed being religious and that their beliefs had been helpful in their adjustment to living with HIV. Therefore, religious leaders could benefit from this finding as it highlights how helpful and important their support is to sub-Saharan Africans living with HIV and may increase their confidence in supporting this population. One way to disseminate the findings could be to organise a working group and invite key state holders including religious leaders from high HIV-prevalence communities, representatives from support organisations, HIV-positive sub-Saharan Africans, GPs and other HIV healthcare professionals. This meeting would allow for identification of relationships between these different support agencies and where these relationships need to be developed or strengthened. For example, religious leaders could become more aware of what HIV-specific support is available within their community which could increase their confidence in offering it to their congregations when needed. 

This working party may also strengthen relationships between GP surgeries and HIV support organisation. From the findings of the current research, it appears that GPs did not provide participants with any information about how to accesses HIV-specific support whilst they waited to attend the HIV-specialist service. Whilst participants did not explicitly express that this information would have been helpful, they did report feeling worried during this time and having knowledge of support agencies may have been helpful. It could be that sub-Saharan Africans would not make use of this information given that no participants were engaged with HIV-specialist organisations at the time of the interview. However, this may have been because by the time it was offered, they no longer felt they needed additional support. Given the anxieties reported by participants immediately after the HIV-positive test result, this might suggest that knowledge of HIV-specific support would have been helpful at that time. 

Two clear findings from the study were the negative views held by sub-Saharan Africans about HIV and their low perceived susceptibility of contracting HIV. One way of tackling both findings is through small scale media campaigns. Media campaigns have been used an integral part of HIV intervention since the mid-80s and have been shown to be effective in decreasing HIV-stigma, increasing HIV knowledge and condom use (Sengupta, Banks, Jonas Miles & Smith, 2011; LaCroix, Snyder, Huedo-Medina & Johnson, 2014). Media campaigns have been found to be most effective in countries with a low human develop index (HDI, LaCroix et al., 2014). Whilst the UK has a high HDI, sub-Saharan Africans country of origin may include countries considered to have a low HDI (United Nations Development programme, 2016) therefore, potentially increasing the effectiveness of a media campaign in this population.  A systematic review by Sengupta et al. (2011) found that effective intervention studies targeting HIV-stigma and prevention included providing information, skills building, counselling and PLWH testimonials. Posters could be placed in GP surgeries, HIV and sexual health services, and other healthcare settings specifically challenging these beliefs and providing key information dispelling myths about HIV transmission. For example, ‘you don’t need to have multiple sexual partners to contract HIV’. One potential barrier to this is, even if sub-Saharan Africans read the posters they may not think the information applies to them and it is easy to disengage with posters. 

Participants reported feeling less worried about being HIV-positive after learning about the positive effects of medication and interaction with HIV-services. Social media pages could also be set-up by PLWH containing this information. Additionally, given that PLWH testimonials have shown to be helpful, both posters and social media pages could contain interviews with, and quotes from, sub-Saharan Africans who are HIV-positive (recruited by clinicians or through HIV support organisations) and from well-known black Africans in the media. This could be helpful for the wider HIV-positive sub-Saharan Africans community as research has shown that hearing testimonials from infected or affected individuals can dispel misinformation and generate empathy which reduces stigma (Brown, Macintyre & Trujillo, 2003). A potential barrier to this, is given the concerns around confidentiality found in this population, HIV-positive sub-Saharan Africans may be reluctant to become involved.  
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Appendices

Appendix A: Interview Schedule 

1) How did you come to test at your GP surgery? 
(prompts - why did you decide to test at the GP surgery rather than at a sexual health clinic?)

2) What was your experience of HIV or sexual health testing before this?
(prompts – if tested - where, when? What was this like? What information about HIV was provided? If not tested– what prevented, you?)

3) What did you know about HIV before you had the test?
(did you know anyone with HIV? Where did your knowledge come from?)

4) What was your relationship like with your GP and other healthcare professionals at the surgery before you tested for HIV?
(prompts – did you always see the same person? what was your relationship with your GP like after the test?)

5) What kind of HIV test did you have?
(prompts – one where you got the results straight away? One where a blood sample was sent away?)

6) How did you feel about testing for HIV?
(prompts – did you feel nervous/worried/surprised/not surprised to be asked? If this was not your first HIV test, have your feelings about testing changed over time?)

7) How likely did you think you would have a positive test result? 
(prompts – what made you think this?)

8) What was it like waiting for the results?
(prompts –how did you feel? what did you do? How long did you have to wait?)

9) Did you tell anyone that you had been for an HIV test?
(prompts – if yes – who did you tell, what was their reaction? What was it like? If no – what made you decide not to tell anyone?)

10) How was your diagnosis shared with you?
(Prompts – who told you the result of the test? How did you feel about the positive result? What information was shared with you at this time?) 

11) How would you describe your health? Do you have any other health conditions in addition to HIV? 
(prompts – other sexually transmitted infections, diabetes etc, did you know about these other conditions before or after your HIV diagnosis?) 

12) When did you first attend a HIV clinic? 
(prompts – was there any delay in attending this appointment – if yes why?)

13) What was it like going to a HIV clinic for the first time?

14) What has been your experience of attending a HIV clinic?
a. (prompts - relationship with healthcare professionals e.g. Drs, Health Advisors, attendance of appointments) 
b. have you been seen by any other healthcare professionals since being given your diagnosis? (e.g. psychologist)

15) What is your experience of taking medication for HIV?
a. (how do you feel about taking medication, how long have you taken them for, any side effects? How did you come to the decision to take medication? What is your motivation for taking medication?)
b. (what has made taking medication difficult, have you taken them in the past?)
16) What other support organisations have you accessed following your diagnosis other than your HIV clinic?
(Prompts – support groups, charity organisations? HIV specific organisations or more general support services? How did you hear about them? How helpful has this been? If not – what’s stopped, you?) 

17) What has been your experiences of seeing healthcare professionals at your GP surgery since you were given the positive test result?
(what was this like? Did you feel worried about this? Was HIV discussed? What’s the reason you have not been to your GP surgery since being given the test result?)

18) Other than health care professionals, who have told about being HIV positive?
a. (If disclosed) can you tell me a bit about what that was like e.g. How did you feel, what did you think, how did you come to the decision to tell them, what did you say, what did they say, how did you feel afterwards?)
b. (if not disclosed) what has prevented you from telling people e.g. not feeling the need, being afraid to?

19) Can you tell me about your relationships with other people in your life at the moment?
 (prompts – sexual partners, friends, family)

20) How are your relationships with people compared to before the diagnosis? 
(prompts – sexual partners, friends, family)

21) How did you feel at the time of receiving the test result? How do you feel now about being HIV positive? 
(prompts – feelings about the future, concerns around relationships, have your feelings about HIV changed since the diagnosis? What has contributed to your feelings about HIV changing? What has helped you cope, adjust?)



Appendix B: Demographic questionnaire 

Age:
Obtain from medical notes or at interview 
Please state your age…………

Gender: 
Obtain from medical notes or at interview 
Options – female 				Transgender female
	     Male				Not listed…………………
     Transgender male 			Prefer not to say    
	     
Relationship status: 
Obtain at interview 
Options – single 
     In a relationship but not living together		separated/divorced
	     cohabiting 						widowed
	     married/civil partnership 
	 
Employment status: 
Obtain at interview 
Options- employed part time			Student part time	
   Employed full time 			student full time
   Not currently employed  		please provide details of current employment
	   Retired 

Educational Qualification:
Obtain at interview 
Please state your highest level of educational achievement
Options – None				A-level/BTEC		
    GCSE				degree or above 
    

Country of origin/birth: 
Obtain from clinical team or at interview 

Ethnicity: 
Obtain at interview 
Options – English/Welsh/Scottish/Northern Irish/British 		Indian		
     	     White and black African  					Pakistani
     White and black Caribbean 				Bangladeshi
     White and Asian 						Chinese		            
     Black African						Arab
     Black Caribbean 
     Other mixed or multi-ethnic background – please state…………………….

	
Time in the UK: 
Obtain at interview 
Please state how long you have lived in the UK……………. 

Living situation: 
Obtain at interview 
Options – I live alone				I live with friends 
	     I live with partner 			I live in a shared house  
	     I live with dependents (children)	I live with family members (parents/relatives)

Medication: 
Obtain from medical notes or at interview
Options – I am currently my HIV medication and have been taking them for …………..
	     I am not currently my HIV medication (explore further during interview)
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Appendix D: Living with HIV cognition Questionnaire 
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Participant Information Sheet



Developing a model of Sub-Saharan Africans’ experience of receiving a positive HIV test result in primary care.


I, Camilla Follows, Trainee Clinical Psychologist at Royal Holloway University of London, would like to invite you to take part in this research study. Participation is entirely up to you. Before you decide I would like to explain why the research is being done and what it would involve.

This research is being undertaken as part of a Doctorate in Clinical Psychology, and is being supervised by Dr Michael Evangeli, Clinical Psychologist and Senior Lecturer at Royal Holloway and Dr Frank Post, Consultant in HIV and Sexual Health at King’s College Hospital. The research is being organized by Royal Holloway University of London and King’s College Hospital.

Invitation and brief summary
I am looking into the experiences of sub-Saharan Africans who have received a positive HIV test result in primary care, e.g. from their General Practitioner (GP). People from sub-Saharan Africa are at risk of being HIV positive but they tend to test less frequently and are more unwell if they do receive a positive test result than others groups. GPs have been asked to test more people in an attempt to help with this. However, little is known about what this experience is like or how people manage following receiving a HIV positive test result in this way.

Why have I been invited?
You have been asked to take part in the study because 
· You were born in sub-Saharan Africa
· You received a positive HIV test from a primary care setting in the last three months to five years
What’s involved?
If you choose to take part I will ask you to complete two questionnaires about your mood, your thoughts about HIV and I will carry out a face-to-face interview with you. This will be a single interview that will last approximately 1 hour. I will be asking you questions about your experience of receiving a positive HIV test in primary care and some of the experiences you have had following your HIV positive result.  I aim to interview 10 people. If you choose to take part in the research I will also ask for access to your medical records. Only information relevant to the research, e.g. CD4 count and viral load will be accessed.

I will try and arrange the interview for a time when you are already at the site for a medical appointment. If this is not possible and travel to the site is required especially for the study, travel expenses (up to £12) will be reimbursed. Unfortunately, I am unable to reimburse travel expenses if you are already at the hospital as part of your medical care.
The interviews will be voice-recorded and then written out and looked at in detail. This is to see if there are any similarities or differences between people. Anonymous quotes from your interview may be included in the write up of the research but no identifying information will be included. 

Possible benefits of taking part?

It may feel helpful to talk about your experiences of receiving a HIV positive test result in primary care.  This study may also help others in the future as it is hoped that the findings will help provide support and improve the care for other people living with HIV.  You will also be paid £10 for your participation in the research. This means that if you travel to the site especially to take part in the study you will receive up to a maximum of £22. If you take part in the study whist already at the site you will receive a maximum of £10.
Possible disadvantages of taking part?
The interview will be asking you questions about your experience of finding out your HIV positive test result through primary care. This is likely to involve sharing personal information and cover sensitive topics which could be distressing or it might make you feel uncomfortable. 
I have many years’ experience of dealing with people who are distressed, and the interview will be taken at your pace and can be stopped at any time you want if you do feel discomfort or distress. There will be members of the medical team around to offer additional support should you need it. 

Keeping you and your information safe

The interview will be taped onto a voice recorder, and all recordings will be deleted once they are written out using a computer. The information you give me will be anonymous and remain confidential; the only time I would need to tell someone something you have told me during the research, is if you required additional physical or emotional support or I was worried about your or someone else’s safety. 

The information gathered will be used in the write up of a doctoral thesis. It may also be published in a journal or presented at a conference(s). No identifiable information will be included in these publications. All data, including consent forms, demographic information and interview transcriptions, will be kept in a locked filing cabinet and/or password protected USB at Royal Holloway.

Participation in this study is voluntary and you are free to withdraw at any time without giving a reason, withdrawal does not affect your medical care or legal rights. 
If after reading this information sheet you are interested in taking part, I will ask you to sign a separate consent form. 

Where can I get support if I want it?
There will always be a member of your clinical team available onsite should you wish to discuss your participation in the study with someone other than myself. The Terrence Higgins Trust (THT) also offers a range of support services. 

You can visit the website at www.tht.org.uk/ or call them on 0808 802 1221

Contact details of researcher(s)
Camilla Follows Camilla.Batchelor.2015@live.rhul.ac.uk

01784 414012 (please leave a message identifying your name and that you are leaving a message for Camilla Follows)

Dr Frank Post frank.post@kcl.ac.uk

What if I have a complaint?
If you are unhappy about any aspect of the study you are also free to contact the hospital’s Patient Advice and Liaison Service at kch-tr.PALS@nhs.net or Tel: 020 3299 3601, 9am to 4.30pm, Monday to Friday. 

Please ask any questions you may have.



[image: ]Appendix F: Consent form 

Participant Identification Number: 
Testing site:
CONSENT FORM
Title of Project: Developing a model of Sub-Saharan African’s experience of receiving a positive HIV test result from primary care

Name of Researcher: Camilla Follows 
1. I confirm that I have read the information sheet dated.................... (version............) 
for the above study. I have had the opportunity to consider the information, 
ask questions and have had these answered satisfactorily.

2. I understand that my participation is voluntary and that I am free to withdraw
 at any time without giving any reason, without my medical care or legal rights 
being affected.

3. I understand that relevant sections of my medical notes and data collected during
the study may be looked at by Camilla Follows (researcher), from regulatory 
authorities or from the NHS Trust, where it is relevant to my taking part in this research. 

4. I give permission for these individuals to have access to my records. 



5. I agree to the interview being audio recorded for analysis purposes 



6. I agree to anonymised quotes being used in the write up of the research 

7. I understand the boundaries of confidentiality and that if the researcher 	
	is worried about my physical or emotional wellbeing they may discuss this with 
      my medical  team or General Practitioner.


8. I agree to take part in the above study.




											
Name of Participant		Date				Signature
											
Name of Person		Date				Signature
taking consent

Appendix G: Receipt of payment for interview 
PARTICIPANT PAYMENT RECEIPT 
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Title of project: Developing a model of Sub-Saharan African’s experience of receiving a positive HIV test result from primary care	

Receipt of Payment

I confirm I have received a payment of £      for participating in the above research study, conducted by Camilla Follows, Trainee Clinical Psychologist, Doctorate in Clinical Psychology, Royal Holloway University of London

	No. 
	Date
	Name
	Amount
	Signature

	
	
	
	
	



Trainee Signature	…………………………………………………..




Appendix H: Example of transcript with initial and focused codes and additional codes supporting themes

	Transcription 
	Initial codes
	Focused codes

	PT 2 -No but then I knew all the partners so I would see one of them
	Seeing different GPs at the surgery before HIV test Describing knowing all of the 

	Attending GP Surgery prior to HIV test


	I – Okay, and erm the the the person the doctor who kind of gave you the result had you seen her before?
	
	

	PT 2 -Yes I had seen her and I knew the nurses as well because of the diabetes
	Describing relationship with the GP who did the HIV test/gave the results
	Receiving the HIV-positive test result from the GP

	I – Right sure
	
	

	PT 2 -Yeah 
	
	

	I – And thinking about after the test what has your relationship been like with them?
	
	

	PT 2 -Great, they have been fabulous they were they were as upset as I was because they have known me they work even…my doctor the doctor who told me wasn’t expecting that she said we were all shocked. 
	Describing relationship with GP / surgery after test 



Healthcare professionals being upset after giving HIV test result


	Returning to the GP following HIV test and levels of worry


Receiving the HIV-positive test result from the GP

	I – Right
	
	

	PT 2 -When I saw the nurse afterwards….and she said to me we we were really upset for you
	Healthcare professionals being upset after giving HIV test result

	Receiving the HIV-positive test result from the GP

	I – Yeah
	
	

	PT 2 -So…..yeah they were very (inaudible)
	
	

	I – Okay so lots of kind of comments and reassurance about feeling upset for you and as well as you were saying that you were feeling upset at the time as well.
	
	

	PT 2 -Hmmmmm
	Receiving emotional support and physical contact from GP


Crying, feeling sad and that life is over after receiving
	Receiving the HIV-positive test result from the GP

Feeling low and worried following HIV-positive test result

	I – Right, okay. So how did you feel about testing for HIV?
	
	

	PT 2 -I can’t even think of the right adjective, I was devastated, erm I was devastated gobsmacked shocked it was just I it was totally…..it was surreal 
	Crying, feeling sad and that life is over after receiving positive HIV test result
Feeling shock following HIV+ test result
Feeling disbelief following HIV+ test result 
Feeling that getting the HIV-positive test result was surreal
	Feeling low and worried following HIV-positive test result
Feeling shock and disbelief at HIV-positive test result

	I – Okay
	
	

	PT 2 -It was like nah it’s hard 
	Remembering finding being diagnosed as HIV+ as hard  
	

	I – I am sensing there was almost a bit of disbelief from what you are saying.
	
	

	PT 2 -Totally 
	Feeling disbelief following HIV+ test result
	Feeling shock and disbelief at HIV-positive test result

	I – Yeah 
	
	

	PT 2 -Completely I almost I thought I was getting to get a phone call to say we have a made a mistake. It it happened to me, just yeah 
	Feeling disbelief following HIV+ test result
	Feeling shock and disbelief at HIV-positive test result

	I – Yeah so surreal, disbelief, shock devastated 
	
	

	PT 2 -Yeah
	Feeling disbelief following HIV+ test result
	Feeling shock and disbelief at HIV-positive test result

	I – And thinking about all of those emotions at that time and thinking about now, do you feel that your feelings about HIV have changed?
	
	

	PT 2 -I have a lot more understanding about it, erm I still sometimes have moments when…….i still can’t believe it even though it’s two years ago
	Feelings about HIV changing
Knowledge of HIV changing 
	Accepting and adjusting to living with HIV



	I – Yeah 
	
	

	PT 2 -Errrr I, I, I am living with it and I am managing it and I have accepted it. It is what it is and I have taken responsibility for it and so
	Feelings about HIV changing

	Accepting and adjusting to living with HIV


	I – Hmmmm
	
	

	PT 2 -Yeah, feelings have changed
	Feelings about HIV changing

	Accepting and adjusting to living with HIV

	I – Yeah, yeah, so it there is a bit of a shift there from the initial emotions feeling although sometimes you think I can’t believe this has happened but actually there is an acceptance there and said you have taken kind of control of it as well and you previous sexual health testing 20 years ago, did they test specifically for HIV then?
	
	

	PT 2 -Noooo
	Not testing for HIV
	HIV/Sexual health testing and HIV knowledge prior to HIV test at GP

	I – No?
	
	

	PT 2 -I don’t think so
	Not testing for HIV
	HIV/Sexual health testing and HIV knowledge prior to HIV test at GP

	I – And over the years, although you hadn’t been going for HIV testing had your kind of thoughts about HIV testing changed although you weren’t having them?
	
	

	PT 2 -It wasn’t on my radar, it wasn’t part of my thinking
	Not testing and identifying reasons for not previously testing for HIV/Sexual health
	HIV/Sexual health testing and HIV knowledge prior to HIV test at GP

	I – Yeah, not even thinking about it. Okay. So I know we have sort of briefly touched on this but you said how likely did you think it was going to be a positive test result?
	
	

	PT 2 -Nah, nah. It may of, nooo it it will have flicked through but I was thinking naaaah and erm 
	Not thinking about HIV
	Waiting for and being contacted about blood test results and levels of worry




Additional quotes for focused codes;


Attending GP surgery prior to HIV test

Well I normally go there I normally go to my GP when something is wrong (P4)	
I have been with them for 26 years at my surgery (P2)

Health before HIV test

I - Have you ever been diagnosed with any other sexually transmitted diseases?
P - No no no no (P4)

Accessing psychological and HIV-specific support 

I - has there been any any particular reason why you felt you haven’t 
wanted to speak to psychology?
P - yeah I don’t need it, I don’t need it I am okay (P5)


Appendix I: Example memo


19/12/17

Both participants so far have not been in intimate relationships since HIV-diagnosis and cite concerns around sex and not feeling ready to discuss HIV with new partners. They have also both been women. Could be that HIV-test result in primary care negatively impacts on relationships? This would be similar to previous research which has shown that living with HIV can negatively impact on relationships. I wonder if this is different for men.


26/1/18 
Themes of betrayal. Participants thinking that they contracted HIV through their partner’s infidelity. Something about cultural norms in Africa that men have multiple relationships. Could there be a higher emotional response when learning of betrayal in relationships as well as being HIV-positive? Both of these participants were women, interesting to see how and if men talk about contracting HIV and or having relationships outside of primary relationship. 


19/02/18
Participant told today of HIV-positive test in Primary care via letter. This really shocked me and is against testing guidelines. I wonder what was going on for the GP which meant they felt unable to have this conversation in person? Interestingly this is different to everyone else’s experience so far. It will be interesting to see how and if their post-test experiences differ to other participants. Interestingly, their viral load was still detectable, I wonder if there is a connection between this and diagnosis delivery?



Appendix J: NHS ethics approval (May)

[image: ]
25 May 2017 
Mrs Camilla Follows Royal Holloway University of London Department of Psychology Egham Surrey TW20 OEX 
Dear Mrs Follows 
Study title: Developing a model of Sub-Saharan Africans’ experience of receiving a positive HIV test result in primary care. 17/LO/0598 
REC reference: Protocol number: IRAS project ID: NA 223820 
London - Camden & Kings Cross Research Ethics Committee 
Jarrow Business Centre Rolling Mill Road Jarrow NE32 3DT 
Telephone: 0207 104 8087 
Please note: This is the favourable opinion of the REC only and does not allow you to start your study at NHS sites in England until you receive HRA Approval 
[image: ] 
Thank you for your letter of 18 May 2017, responding to the Committee’s request for further information on the above research and submitting revised documentation. 
The further information has been considered on behalf of the Committee by the Chair. 
We plan to publish your research summary wording for the above study on the HRA website, together with your contact details. Publication will be no earlier than three months from the date of this opinion letter. Should you wish to provide a substitute contact point, require further 
A Research Ethics Committee established by the Health Research Authority 
information, or wish to make a request to postpone publication, please contact 
hra.studyregistration@nhs.net outlining the reasons for your request. Confirmation of ethical opinion 
On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the above research on the basis described in the application form, protocol and supporting documentation as revised, subject to the conditions specified below. 
Conditions of the favourable opinion 
The REC favourable opinion is subject to the following conditions being met prior to the start of the study. 
Management permission must be obtained from each host organisation prior to the start of the study at the site concerned. 
Management permission should be sought from all NHS organisations involved in the study in accordance with NHS research governance arrangements. Each NHS organisation must confirm through the signing of agreements and/or other documents that it has given permission for the research to proceed (except where explicitly specified otherwise). 
Guidance on applying for NHS permission for research is available in the Integrated Research Application System, www.hra.nhs.uk or at http://www.rdforum.nhs.uk. 
Where a NHS organisation’s role in the study is limited to identifying and referring potential participants to research sites (‘Participant Identification Centre’), guidance should be sought from the R&D office on the information it requires to give permission for this activity. 
For non-NHS sites, site management permission should be obtained in accordance with the procedures of the relevant host organisation. 
Sponsors are not required to notify the Committee of management permissions from host organisations 
Registration of Clinical Trials 
All clinical trials (defined as the first four categories on the IRAS filter page) must be registered on a publically accessible database within 6 weeks of recruitment of the first participant (for medical device studies, within the timeline determined by the current registration and publication trees). 
There is no requirement to separately notify the REC but you should do so at the earliest opportunity e.g. when submitting an amendment. We will audit the registration details as part of the annual progress reporting process. 
To ensure transparency in research, we strongly recommend that all research is registered but for non-clinical trials this is not currently mandatory. 
If a sponsor wishes to request a deferral for study registration within the required timeframe, they should contact hra.studyregistration@nhs.net. The expectation is that all clinical trials will be registered, however, in exceptional circumstances non registration may be permissible with prior agreement from the HRA. Guidance on where to register is provided on the HRA website. 
It is the responsibility of the sponsor to ensure that all the conditions are complied with before the start of the study or its initiation at a particular site (as applicable). 
Ethical review of research sites 
	Document 
	[image: ] [image: ]
Version 
	Date 

	Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) [Indemnity certificate ] 
	one 
	09 March 2017 

	Interview schedules or topic guides for participants [Interview Schedule ] 
	two 
	09 March 2017 

	IRAS Application Form [IRAS_Form_20032017] 
	
	20 March 2017 

	Other [Caroline Coffey CV] 
	one 
	20 February 2017 

	Other [Rachael Jones' CV] 
	one 
	13 February 2017 

	Other [REC response cover letter ] 
	one 
	16 May 2017 

	Participant consent form [Consent form] 
	two 
	09 May 2017 

	Participant information sheet (PIS) [Participant information sheet chelsea and westminster hospital] 
	Two 
	09 May 2017 

	Referee's report or other scientific critique report [RHUL Research Sub Committee Approval] 
	two 
	09 February 2017 

	Referee's report or other scientific critique report [Feedback responses ] 
	one 
	19 January 2017 

	Research protocol or project proposal [Research Proposal] 
	Two 
	09 March 2017 

	Summary CV for Chief Investigator (CI) [Chief Investigator's CV] 
	one 
	09 March 2017 

	Summary CV for student [Student/Chief Investigators CV] 
	one 
	09 March 2017 

	Summary CV for supervisor (student research) [Supervisor's CV] 
	one 
	09 February 2017 

	Validated questionnaire [Hospital Anxiety and Depression Questionnaire ] 
	
	

	Validated questionnaire [Living with HIV Cognition Questionnaire] 
	
	

	Validated questionnaire [Living with HIV Cognition Questionnaire ] 
	
	

	Validated questionnaire [Living with HIV Cognition Questionnaire] 
	
	



The favourable opinion applies to all NHS sites taking part in the study, subject to management permission being obtained from the NHS/HSC R&D office prior to the start of the study (see ‘Conditions of the favourable opinion’ above). 
Approved documents 
The final list of documents reviewed and approved by the Committee is as follows: 
[image: ]
A Research Ethics Committee established by the Health Research Authority 
Statement of compliance 
The Committee is constituted in accordance with the Governance Arrangements for Research Ethics Committees and complies fully with the Standard Operating Procedures for Research Ethics Committees in the UK. 
After ethical review 
Reporting requirements 
The attached document ‘After ethical review – guidance for researchers’ gives detailed guidance on reporting requirements for studies with a favourable opinion, including: 
· 		􏰀  Notifying substantial amendments  
· 		􏰀  Adding new sites and investigators  
· 		􏰀  Notification of serious breaches of the protocol  
· 		􏰀  Progress and safety reports  
· 		􏰀  Notifying the end of the study  The HRA website also provides guidance on these topics, which is updated in the light of changes in reporting requirements or procedures.  User Feedback  The Health Research Authority is continually striving to provide a high quality service to all applicants and sponsors. You are invited to give your view of the service you have received and the application procedure. If you wish to make your views known please use the feedback form available on the HRA website: http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/  HRA Training  We are pleased to welcome researchers and R&D staff at our training days – see details at  http://www.hra.nhs.uk/hra-training/  With the Committee’s best wishes for the success of this project.  Yours sincerely pp  Mrs Rosie Glazebrook Chair  A Research Ethics Committee established by the Health Research Authority  
[image: ] [image: ] [image: ] [image: ] [image: ] [image: ] [image: ] [image: ]
17/LO/0598 Please quote this number on all correspondence 
[image: ] [image: ] 
Email: nrescommittee.london-camdenandkingscross@nhs.net Enclosures: “After ethical review – guidance for researchers” [SL-AR2] Copy to: Ms Annette Lock, Royal Holloway University of London



Appendix K: Royal Holloway University Ethics approval 

Ethics Review Details 
	You have chosen to self certify your project. 

	Name: 
	Batchelor, Camilla (2015) 

	Email: 
	PCVA044@live.rhul.ac.uk 

	Title of research project or grant: 
	Developing a model of Sub-Saharan Africans’ experience of receiving a positive HIV test result in primary care 

	Project type: 
	Royal Holloway postgraduate research project/grant 

	Department: 
	Psychology 

	Academic supervisor: 
	Michael Evangeli 

	Email address of Academic Supervisor: 
	Michael.Evangeli@rhul.ac.uk 

	Funding Body Category: 
	No external funder 

	Funding Body: 
	

	Start date: 
	01/08/2017 

	End date: 
	30/06/2018 



Research question summary: What is the perceived impact of testing HIV positive in a primary care setting on status disclosure, relationships, future help-seeking and adjustment? 
Research method summary: Potential participants will be identified through NHS HIV clinics. If they wish to take part in the study they will meet the researcher and be consented. Theoretical sampling will be used to identify participants. Participants will first be asked to complete two questionnaires; the Hospital Anxiety and Depression Scale and the Living with HIV Cognition Questionnaire. Participants will then participate in a semi- structured interview which will be voice recorded. The participants would only need to meet with the researcher once. Interviews will be transcribed verbatim onto a computer. Analysis of the data will be using grounded theory which will allow for the study of individual processes, interpersonal relations and shared effects between individuals and larger social processes. Interviews will be looked at closely allowing for definition of themes and categories which will then be compared within and between each other to highlight similarities and differences in the data 
Risks to participants 
Does your research involve any of the below? Children (under the age of 16), No 
Participants with cognitive or physical impairment that may render them unable to give informed consent, No 
Participants who may be vulnerable for personal, emotional, psychological or other reasons, Yes 
Participants who may become vulnerable as a result of the conduct of the study (e.g. because it raises sensitive issues) or as a result of what is revealed in the study (e.g. criminal behaviour, or behaviour which is culturally or socially questionable), Yes 
Participants in unequal power relations (e.g. groups that you teach or work with, in which participants may feel coerced or unable to withdraw), No 
Participants who are likely to suffer negative consequences if identified (e.g. professional censure, exposure to stigma or abuse, damage to professional or social standing), 
Yes 
Details, Some of the interview questions may raise difficult emotions and memories. In an attempt to manage this participants can not have received their positive HIV diagnosis in the last three months. This is so they have the opportunity to adjust to the test result. The participant information sheet will identify some of the areas that the interview is likely to cover. This is to help ensure that participants are providing informed consent and are aware of the types of questions they may be asked. 
As a Trainee Clinical Psychologist, the chief investigator is equipped with the appropriate clinical skills to minimise distress and create a safe environment for participants to share personal information. Participants will be reminded that they do not have to answer any questions that they do not feel happy to. All participants will be given the opportunity to reflect on their experience of the interview process with the chief investigator. If deemed to require further support after the debrief, a member of the clinical team will be available on site to manage this. Participants will be sign posted to relevant support agencies should they need it. All participants will be aware that they can withdraw from the research at any time. If the clinical team are concerned about a potential participant taking part, they would meet the inclusion criteria and would not be eligible to take part in the research. This will be assessed by clinicians at each HIV clinic. 
Design and Data 
Does your study include any of the following? 
Will it be necessary for participants to take part in the study without their knowledge and/or informed consent at the time?, No 
Is there a risk that participants may be or become identifiable?, No 
Is pain or discomfort likely to result from the study?, No 
Could the study induce psychological stress or anxiety, or cause harm or negative consequences beyond the risks encountered in normal life?, Yes 
Does this research require approval from the NHS?, Yes 
If so what is the NHS Approval number, 
Are drugs, placebos or other substances to be administered to the study participants, or will the study involve invasive, intrusive or potentially harmful procedures of any kind?, No 
Will human tissue including blood, saliva, urine, faeces, sperm or eggs be collected or used in the project?, No 
Will the research involve the use of administrative or secure data that requires permission from the appropriate authorities before use?, 
No 
Will financial inducements (other than reasonable expenses and compensation for time) be offered to participants?, No 
Is there a risk that any of the material, data, or outcomes to be used in this study has been derived from ethically-unsound procedures?, No 
Details, As mentioned above the interview questions may raise difficult emotions and memories. All participants will be given the opportunity to reflect on their experience of the interview process with the chief investigator. If deemed to require further support after the debrief, a member of the clinical team will be available on site to manage this. Participants will be sign posted to relevant support agencies should they need it. Participants will be informed about the boundaries of confidentiality and will be aware of the circumstances that may result in a break of confidentiality i.e if there are risk issues. 
In order to protect participants' confidentiality, clinicians at the HIV clinics will identify individuals who meet the inclusion criteria. A member of the clinical team will make the first point of contact to see if they are eligible for the study and if they are willing to find out more. 
Participants will be aware of how their data is stored, interviews will be transcribed verbatim onto a computer and all data will be anonymised. The digital recordings will be stored on a password-protected computer using anonymous numbers to ensure confidentiality of data. 
Risks to the Environment / Society 
Will the conduct of the research pose risks to the environment, site, society, or artifacts?, No 
Will the research be undertaken on private or government property without permission?, No 
Will geological or sedimentological samples be removed without permission?, No 
Will cultural or archaeological artifacts be removed without permission?, No 
Details, 
Risks to Researchers/Institution 
Does your research present any of the following risks to researchers or to the institution? 
Is there a possibility that the researcher could be placed in a vulnerable situation either emotionally or physically (e.g. by being alone with vulnerable, or potentially aggressive participants, by entering an unsafe environment, or by working in countries in which there is unrest)?, No 
Is the topic of the research sensitive or controversial such that the researcher could be ethically or legally compromised (e.g. as a result of disclosures made during the research)?, 
Yes 
Will the research involve the investigation or observation of illegal practices, or the participation in illegal practices?, No 
Could any aspects of the research mean that the University has failed in its duty to care for researchers, participants, or the environment / society?, No 
Is there any reputational risk concerning the source of your funding?, No 
Is there any other ethical issue that may arise during the conduct of this study that could bring the institution into disrepute?, No 
Details, Criminal or other disclosures are judged to be unlikely to occur during the research. It is possible, however, that participants might disclose issues of risk during the interview. In this instance, the site supervisor (members of the research team who work clinically at the HIV clinics) have agreed to uphold a clinical duty of care to their patients and to others for the purpose of this study. The interview will be terminated if participants reach a level of distress where they do not wish to continue, or the researcher feels it would be unethical to do so. The boundaries of confidentiality will be explained to all participants prior to the interview and will be reflected in the participant information sheet. 
Declaration By submitting this form, I declare that the questions above have been answered truthfully and to the best of my knowledge and belief, and that I take full responsibility for these responses. I undertake to observe ethical principles throughout the research project and to report any changes that affect the ethics of the project to the University Research Ethics Committee for review. 
Certificate produced for user ID, PCVA044 
	Date: 
	28/06/2017 13:06 

	Signed by: 
	Batchelor, Camilla (2015) 

	Digital Signature: 
	Camilla Follows 

	Certificate dated: 
	6/28/2017 1:31:09 PM 

	Files uploaded: 
	Full-Review-544-2017-06-26-14-33-PCVA044.pdf Full-Review-544-2017-06-28-10-26-PCVA044.pdf 17-LO-0598 223820 Further Info Fav Opinion 25.05.2017.pdf Consent form version two.doc Participant+Information+Sheet+Chelsea+and+Westminster+Hospital version two.docx 





Appendix L: Ethics application result (November)
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Please note: This is the favourable opinion of the REC only and does not allow the amendment to be implemented at NHS sites in England until the outcome of the HRA assessment has been confirmed. 
[image: ] [image: ] [image: ]
01 November 2017 
Mrs Camilla Follows Royal Holloway University of London Department of Psychology Egham Surrey TW20 OEX 
Dear Mrs Follows 
Study title: Developing a model of Sub-Saharan Africans’ experience of receiving a positive HIV test result in primary care.
REC reference: 17/LO/0598
Protocol number: NA
Amendment number: SA2
Amendment date: 09 October 2017
IRAS project ID: 223820 
London - Camden & Kings Cross Research Ethics Committee 
Jarrow Business Centre Rolling Mill Road Jarrow NE32 3DT 
Tel: 0207 104 8117 
The above amendment was reviewed at the meeting of the Sub-Committee held in correspondence. 
Summary of amendment 
This substantial amendment was submitted to amend the eligibility criteria from receiving a positive HIV test result within the last 12 months to receiving a positive HIV test result within the last five years. This was extended to aid the recruitment process and increase the number of potential participants. Due to this change the protocol, participant information sheet and recruitment poster had been updated. 
Ethical opinion 
The Sub-Committee reviewed the amendment and wished to seek further clarification before coming to an opinion on this amendment. 
A Research Ethics Committee established by the Health Research Authority 
The Sub-Committee had a concern that the participants may not be able to recollect their feelings as clearly having received a diagnosis five years ago, and wondered if the study team would be able to meet their recruitment if they only went back two years. 
In response to the Sub-Committees comments you stated that the study team, including clinicians working actively with this population, acknowledged the concern raised by the Sub-Committee. However, you requested that you continue to be able to recruit individuals up to five years post diagnosis for a number of reasons. 
Firstly that you felt that if you limited the time since diagnosis to two years there would be continued difficulties in meeting the recruitment target given the small size of the population. In the preliminary searches for potential participants at one of the two sites, there was no one who was diagnosed in the last two years who also met the other inclusion criteria. 
Secondly you stated that the study’s aims were not solely to examine the experience of receiving a HIV test result from primary care but also to focus on individuals’ experiences since being given the diagnosis, for example, peoples’ engagement in care and their relationships after diagnosis, extending the time since diagnosis to five years would allow more time for these post-test experiences to have taken place. 
Thirdly you stated that with regards to concerns surrounding participants’ ability to recollect their feelings clearly, qualitative studies looking at individuals’ experience of receiving positive HIV test results had often included participants who were diagnosed long ago. You gave three examples of such studies. You further stated that the personal emotional salience of an HIV positive diagnosis as well as this and other literature would suggest that people from sub-Saharan Africa could recall, in detail, their experiences up to five years after receiving their diagnosis. 
The members of the Committee taking part in the review were satisfied with the response and gave a favourable ethical opinion of the amendment on the basis described in the notice of amendment form and supporting documentation. 
Approved documents 
	Document 
	Version 
	Date 

	Copies of advertisement materials for research participants [Recruitment poster - tracked] 
	4 
	09 October 2017 

	Notice of Substantial Amendment (non-CTIMP) [Substantial amendment form] 
	SA2 
	09 October 2017 

	Participant information sheet (PIS) [Participant information sheet - Chelsea and Westminster - tracked] 
	3 
	09 October 2017 

	Participant information sheet (PIS) [Participant information sheet - Kings College - tracked] 
	3 
	09 October 2017 

	Research protocol or project proposal [Protocol - tracked] 
	3 
	09 October 2017 



The documents reviewed and approved at the meeting were: 
Membership of the Committee 
The members of the Committee who took part in the review are listed on the attached sheet. 
A Research Ethics Committee established by the Health Research Authority 
Working with NHS Care Organisations 
Sponsors should ensure that they notify the R&D office for the relevant NHS care organisation of this amendment in line with the terms detailed in the categorisation email issued by the lead nation for the study. 
Statement of compliance 
The Committee is constituted in accordance with the Governance Arrangements for Research Ethics Committees and complies fully with the Standard Operating Procedures for Research Ethics Committees in the UK. 
We are pleased to welcome researchers and R & D staff at our Research Ethics Committee members’ training days – see details at http://www.hra.nhs.uk/hra-training/ 
Yours sincerely pp 
Ms Heidi Chandler Vice Chair 
E-mail: nrescommittee.london-camdenandkingscross@nhs.net Enclosures: List of names and professions of members who took part in the 
review 
Copy to: Mr Damon Foster, Chelsea & Westminster Hospital NHS Foundation Trust 
[image: ] [image: ] [image: ] [image: ] [image: ] [image: ]
17/LO/0598: Please quote this number on all correspondence 
[image: ] [image: ] [image: ] [image: ]	 Research Ethics Committee established by the Health Research Authority Appendix M: Ethics application result (December)
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Please note: This is the favourable opinion of the REC only and does not allow the amendment to be implemented at NHS sites in England until the outcome of the HRA assessment has been confirmed. 
[image: ] [image: ] [image: ]
06 December 2017 
Mrs Camilla Follows Royal Holloway University of London Department of Psychology Egham Surrey TW20 OEX 
Dear Mrs Follows 
Study title: Developing a model of Sub-Saharan Africans’ experience of receiving a positive HIV test result in primary care
REC reference: 17/LO/0598
Protocol number: NA 
Amendment number: SA3
Amendment date: 30 October 2017
IRAS project ID: 223820
London - Camden & Kings Cross Research Ethics Committee 
Jarrow Business Centre Rolling Mill Road Jarrow NE32 3DT 
Tel: 0207 104 8117 
The above amendment was reviewed at the meeting of the Sub-Committee held in correspondence. 
Summary of amendment 
This substantial amendment was submitted to seek approval to amend the recruitment procedure to approach, consent and complete the interview with potential participants on the same day. 
Ethical opinion 
The Sub-Committee reviewed the amendment and wished to seek further clarification before coming to an opinion on this amendment. 
A Research Ethics Committee established by the Health Research Authority 
The Sub-Committee requested what support would be in place for people that might need it (to also be included in the Participant Information Sheet), who was going to approach the participants and if the research team was different to the clinical team. The Sub-Committee also wondered how the study team would ensure that there was no coercion to participate. 
In response to the Sub-Committees comments you stated that there would be an identified person at each site who would be available to provide support to participants if they wanted it. You further stated that the contact details of the Terrance Higgins Trust (THT) who offered a range of support services would also be provided and listed on the Participant Information Sheet. 
You confirmed that the participants would always be approached by members of their clinical team - healthcare professionals who worked at the HIV clinics. You further confirmed that there was some overlap with the research team and clinical teams. You commented that members of the research team, Dr Frank Post and Dr Rachael Jones were also part of the clinical teams at the HIV clinics, and they may be involved in the approach of some of the participants or participants may be approached by other members of their clinical teams that were not part of the research team. 
You confirmed that participants would not meet with the researcher until they had expressed an interest in the study when talking to a member of their clinical team. You further confirmed that the researcher would stress that they had a range of options of when they want to complete the interview other than on that day. You stated that it would be reiterated that if they decided not to take part, their medical care would not be affected in any way and they could withdraw from the study at any time without having to provide a reason. 
The Committee reviewed your response and had commented that they would be more reassured if the potential participants were approached by members of the clinical team that were not involved in the study (the research team). The Sub-Committee had requested a more definitive answer and had suggested that potential participants were only approached by the clinical team, explained their options, and then left to decide while continuing with the consultation, and then asked at the end if they wished to take part in the interview. 
You responded to the Committee and stated that the clinicians who were not part of the research team would be the only people introducing the study to participants who were interviewed on the same day as the study was introduced to them. You further confirmed that potential participants would have the options explained to them at the start of the consultation and then given time during the consultation to think about whether they would like to take part or not. 
The members of the Committee taking part in the review were satisfied with the response and gave a favourable ethical opinion of the amendment on the basis described in the notice of amendment form and supporting documentation. 
Approved documents 
The documents reviewed and approved at the meeting were: 
	Document 
	Version 
	Date 

	Notice of Substantial Amendment (non-CTIMP) [Substantial amendment form] 
	SA3 
	30 October 2017 

	Participant information sheet (PIS) [Participant information sheet - tracked] 
	4 
	28 November 2017 



A Research Ethics Committee established by the Health Research Authority 
Membership of the Committee 
The members of the Committee who took part in the review are listed on the attached sheet. 
Working with NHS Care Organisations 
Sponsors should ensure that they notify the R&D office for the relevant NHS care organisation of this amendment in line with the terms detailed in the categorisation email issued by the lead nation for the study. 
Statement of compliance 
The Committee is constituted in accordance with the Governance Arrangements for Research Ethics Committees and complies fully with the Standard Operating Procedures for Research Ethics Committees in the UK. 
We are pleased to welcome researchers and R & D staff at our Research Ethics Committee members’ training days – see details at http://www.hra.nhs.uk/hra-training/ 
Yours sincerely pp 
Ms Eleni Yerolaki Alternate Vice Chair 
E-mail: nrescommittee.london-camdenandkingscross@nhs.net Enclosures: List of names and professions of members who took part in the 
review 
Copy to: Mr Damon Foster, Chelsea & Westminster Hospital NHS Foundation Trust 
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Hospital Anxiety and Depression Scale (I{ADS)



Tick the box beslde the repty that is closest to how you have been feeling in the past week.
take too long over immediate is best.



I feel as if lam slowed down;



A lot of the time



I stlll enioy the things I used to get a sort of frightened feeling like



I get a sort of frightened feeling as
something awful is about to I have lost interest in my appearance:



I don't take as much care as



Itake iust as much care as ever



I can laugh and see



I look fonrard with enjoyment to



A oreat deal of the time As much as I ever did



Ptease check you have answered atl the questions



Scorine:
Total score: Depression (D)
0-l = Normal
8-10 = Bordertine abnormat
11-21 = Abnormal (case)



(bordertine case)



Anxiety (A)
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LIVING WITH FIIV COGNITION QUESTIONNAIRE



To what extent do you agree rvith the follorving
statements?



1. Because I am living u,ith IJIV I nriss the things I like
to do most.



2. I can handle the problems relateci to living with HIV'



3. I have learned to live rvith IIIV.



4. Dealing with living with HIV has made me a
stronger person.



5. Living with HIV controls my life.



6. I have leamed a great deal l}om liviug with HlV.



7. Living with HIV makes rne I'ccl uscicss at times.



8. Living with HIV has made life more precious to me.



9. Living with HIV prevents me from doing what I
would really like to do.



10. I have learned to accept thc limitations imposed
by living with HIV.



1 1. Looking back, I can see that living rvith HIV has also
brought about some positive ciraugcs in my life.



12. Living with HIV limits me iu cvcrything that is
important to me.



13. I can accept living with l IIV rvell.



14. I think I can handle the problerns related to
living with HIV, evcrr if it gcts \\'orsc.



15. Living with HIV frequently t.ual<cs tne fecl hclpless.



16. Living with HIV has helped mc realise what's
important in life.



17. I can cope effectively with living ri'ith LIIV.



18. Living with HIV has taught ltlc l() e rr.]oy the moment more.



not
at all



some-
what



to a large completely
extent
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