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ABSTRACT 

The human immunodeficiency virus (HIV) has progressed from an acute illness to a chronic 

condition that requires ongoing care. Telephone based programs have shown potential for 

providing support to people living with HIV and have been described as an intervention 

modality that may overcome traditional barriers to care. The current study explored the 

acceptability and feasibility of a pilot telephone support program utilising a single group, pre-

post design. Participants were invited to complete a baseline and follow-up survey, in addition 

to an exit survey providing feedback on program satisfaction and acceptability. The program 

consisted of six, monthly information support calls aimed at increasing treatment adherence, 

psychosocial wellbeing, and support service access of people living with HIV in two New 

South Wales (NSW, Australia) health districts. The sample included 24 participants who 

commenced the program and 21 participants who completed the full intervention, 

demonstrating an 88% retention rate. Almost all participants (94% (15/16)) rated the program 

information as very or fairly useful; and two-thirds (69% (11/16)) reported accessing support 

services as a result of information received during the program. This study provides the first 

preliminary support for the feasibility and acceptability of a HIV-specific telephone 

intervention within an Australian setting and provides directions for future research in HIV 

care. 

 

Key words: HIV Treatment; Adherence; Telephone Support; Feasibility 
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‘Positive Talk for Positive Health’: Piloting a Telephone Support Service for People Living 

with HIV 

The human immunodeficiency virus (HIV) continues to contribute to the global 

burden of disease, with over 37.9 million people living with HIV worldwide at the end of 

2018.1 In Australia, 27,545 people were estimated to be living with HIV at the end of 2017.2 

This does not account for the estimated 10% of people living with HIV (PLWHIV) who are 

undiagnosed.2 Addressing the morbidity and mortality of HIV and the acquired 

immunodeficiency syndrome (AIDS) remains an ongoing international health challenge   .3 

Consequently, this requires increased and sustained efforts in treatment and management 

responses on a global scale.4 

HIV is a blood-borne retrovirus that is typically acquired through sexual intercourse, 

exposure to infected blood, or perinatal transmission.5 Retroviruses are Ribonucleic acid 

(RNA) viruses comprised of reverse transcriptase, a polymerase that synthesises pro-viral 

Deoxyribonucleic acid (DNA) from RNA. This DNA becomes integrated into an individual’s 

cellular genome and as a result, manifests as a persistent life-long infection.5 HIV attacks the 

body’s immune system and causes the gradual destruction of CD4 T lymphocyte cells which 

assist the immune system to protect the body from infection.6 As a result, HIV progressively 

makes an individual more susceptible to opportunistic infections or cancers.7 AIDS is the 

result of chronic HIV infection and consequent depletion of CD4 cells. It is defined using a 

threshold cell count of less than 200 CD4 cells/microL or the presence of any AIDS defining 

conditions regardless of the CD4 count.7  

Antiretroviral therapy (ART) has significantly improved the health and quality of life 

of  PLWHIV, and considerably reduced HIV-related mortality.8 Improvements in HIV 

treatment have substantially increased the life expectancy of PLWHIV to a level comparable 

to that of uninfected individuals.9 Consequently, ART has significantly contributed to HIV 
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now being considered a chronic health condition that requires ongoing care.8 Research has 

suggested that ART is the most important factor for predicting an individual’s likelihood to 

achieve and maintain the suppression of HIV viral load.10  

There is growing evidence that ART may also play a vital role as a preventative 

strategy that may reduce the transmission of HIV.11 Viral load is the greatest risk factor for 

HIV transmission and ART operates by reducing viral load to undetectable levels, which may 

consequently interfere with HIV transmission, preventing further morbidity and mortality.11 

Systematic reviews have indicated that ART mediated virologic suppression may reduce 

sexual transmission and perinatal transmission of HIV 12,13 Currently, in Australia HIV is 

primarily transmitted through sexual contact between men. In 2017, this accounted for 63% 

of new HIV diagnoses, followed by heterosexual contact (25%), and male-to-male sex and 

injecting drug use (6%) and injecting drug use only (3%).2 

It is well established that strict adherence to ART (95% or greater) is a key 

determinant of managing the progression of HIV, and contributing to enhanced overall health 

and quality of life.14–16 In contrast, low adherence to ART has been connected to drug 

resistance and treatment failure.17 There has been a high rate of HIV treatment uptake across 

Australia, with recent research suggesting 87% of all PLWHIV are using ART.2 PLWHIV in 

Australia are living longer and are becoming more experienced with various forms of ART.18  

However, ART treatment regimens are often complicated and may interfere with an 

individual’s daily life due to the demanding medication schedule.19 As a result, an 

individual’s capacity to cope with their treatment regime varies broadly and may have 

considerable impact on their psychosocial wellbeing and disease progression.19 Thus, 

supporting the uptake and treatment adherence of ART is widely accepted as a critical action 

for addressing the needs of PLWHIV and as a preventative measure to stop the transmission 

of HIV.11 
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HIV treatment adherence refers to the ability of an individual to be involved in 

selecting, commencing, managing, and maintaining a given medication and treatment 

regimen to control viral replication and improve immune function.20 Research has reported 

mixed findings in regard to medication adherence for PLWHIV; adherence rates have been 

found to vary from 70% to 95%.19,21,22 However, there is considerable disagreement in the 

literature in regard to identifying a gold standard  treatment adherence measure for HIV.22,23 

Further evidence has noted that 10% of PLWHIV report missing one or more pills on any 

typical day, 30-50% indicate missing pills in the past two to four weeks, and as many as 50%  

report failing to take ART medication in accordance with dosage, time, and dietary 

instructions.24,25  

Non-adherence to ART may be associated with a number of structural, behavioural, 

and psychosocial factors. These include alcohol and substance use, low health literacy, low 

levels of social support, stigma, non-disclosure of HIV status, and homelessness.26–28 In 

addition, adherence to ART is closely associated with how prepared individuals are to 

manage the side-effects of these medications.29 When PLWHIV are asked to describe reasons 

for missing doses and taking less ART medication than prescribed, four clusters of reasons 

have been shown to emerge. The four clusters include  poor medication tolerability, regimen 

burden or complexity, conflicts with daily routines, and financial and access barriers to 

treatment.30 Moreover, there are still negative perceptions associated with HIV treatment 

including doubts about the need to be on medication, concerns over harmful side-effects, and 

frustration regarding their inconvenience.31,32 Further research has suggested that there is 

some community apprehension surrounding ART which may be a result of lack of knowledge 

and information surrounding HIV treatment.33  

Many PLWHIV experience considerable psychological and existential issues that may 

impact their quality of life and psychological functioning.34 Research has indicted that these 
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issues have continued since the advent of ART medication.34 This suggests that while ART 

has greatly improved physical health and wellbeing, these improvements have not necessarily 

translated into improved psychological coping.34 It is well documented that PLWHIV 

experience disproportionate rates of depression and anxiety and these disorders may be 

exacerbated by the physiological side effects of ART.35 Research has suggested that an 

estimated 50% of PLWHIV have been diagnosed with a comorbid mental illness that may 

affect HIV treatment outcomes.36 Depression and perceived stress have been strongly 

correlated with ART non-adherence.24 Further research has indicated many PLWHIV 

experience increased anxiety related to the need for stringent levels of medication 

adherence.37  

Substance use is also highly prevalent among PLWHIV, ranging from 40-74% 

reporting comorbid substance use or related disorders.38 Substance use has been associated 

with the presence of other mental health problems for PLWHIV, such as depression and 

anxiety.36,39 Furthermore, substance use may negatively impact medication adherence, CD4 

T-Cell count, and suppression of viral load, leading to poorer medical outcomes.40–43 

Furthermore, rates of smoking tobacco have been shown to be two to three times higher for 

PLWHIV compared to the general population.44 These health behaviours have been reported 

to place PLWHIV at an increased risk of non-AIDS related morbidity and mortality. While 

the relative impact of lifestyle factors compared to HIV-related factors is often debated, there 

appears to be an emerging trend that cardiovascular disease and non-AIDS malignancies are 

now a major cause of death for PLWHIV.44,45  

In addition to health related behaviours, the psychosocial environment and wellbeing 

of PLWHIV are important aspects of coping with the disorder. These factors have not only 

been considered to have significant consequences on the behavioural management and 

treatment of HIV, but has also been suggested to impact the biological aspects of disease 
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progression.46 Psychoneuroimmunology research has investigated the psychological factors 

relevant in the physical illness of HIV.47 Research in this field is still emerging, however a 

number of studies have provided evidence that aspects of psychosocial functioning may 

influence the response of the immune system to HIV. Stress, depression, social support, and 

denial may influence the progression of HIV/AIDS .47 Burack et al. 48 reported men with HIV 

who were depressed showed greater declines in numbers of CD4 lymphocyte cells over a 

subsequent five year period compared to a non-depressed control group. Markers of the 

importance of social connectedness have also been investigated with studies showing lower 

levels of social support are associated with a significantly faster progression in CD4 cell 

decline.49 The death of an intimate partner due to AIDS may increase markers of disease 

progression and decrease effective lymphocyte cell function in bereaved partners.50 These 

findings statistically controlled for demographic characteristics, health behaviours, sexual 

behaviours, ART, mental health problems and social support.  

HIV has been shown to have significant effects on individuals’ physical, 

psychological, and sociocultural determinants of health-related quality of life (QOL).51 

PLWHIV may find it difficult to attend to daily responsibilities and experience activity 

limitations as a result of progress of the disease or side effects of treatment.52 The side effect 

profile of ART can be considerable and PLWHIV may need to manage adverse effects such 

as fatigue, muscle weakness, oedema, myalgia, nausea, and lipodystrophy.31 As PLWHIV are 

living longer, they experience a wide array of physical and cognitive impairments such as 

wasting, neuropathies, blindness, and AIDS dementia complex.53 

Research has outlined a number of psychological challenges of living with HIV, 

including fear of physical pain, debilitation, disfigurement and death, the prospect of real and 

anticipated losses, being abandoned by loved ones, and dealing with uncertainty.54,55 

Preserving a sense of hope is an ongoing psychological challenge that may impact the quality 
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of life for PLWHIV across illness progression. Depression is common among PLWHIV  and 

may become severe, particularly for those who try to cope using avoidance strategies or 

believe their illness is punishment for past misdeeds.56 Furthermore, PLWHIV may be 

rejected by friends or family following disclosure and this may  exacerbate depression.55 

PLWHIV experience challenges unique to the condition in regard to the extent of stigma 

associated with it and the consequences of HIV being an infectious disease that may be 

potentially fatal to others.55 Following a HIV positive diagnosis, individuals must integrate 

this new information into their sense of identity.  

 Across the progression of HIV, individuals are particularly vulnerable to acute 

distress, including when they receive their diagnosis, the initial onset of physical symptoms, 

abrupt deteriorations in CD4 cell count, the first opportunistic infection, or the first 

hospitalisation.55 However, as HIV has transitioned from an acute to chronic condition the 

stages of illness have also been suggested to impact access and adherence to treatment. 

Research has suggested that stage of illness may be a barrier for uptake and retention in care, 

with non-symptomatic individuals being less inclined to seek help.57,58  

Stigma and social isolation are significant factors impacting wellbeing for PLWHIV. 

HIV-related stigma has been shown to have a significant effect on the adjustment of 

PLWHIV and their families.59 Stigma and discrimination have been said to occur for a 

variety of reasons for PLWHIV. Some of the most prominent reasons include the public fear 

of HIV/AIDS being considered a terminal illness, often misunderstood perceptions of how 

HIV is transmitted, an irrational fear of acquiring HIV from people infected with it, and the 

disease often being associated with homosexuality and drug abuse.60 The result of these 

perceptions manifest in felt stigma (the fear of being discriminated against), enacted stigma 

(prejudicial attitudes and actual discriminatory behaviours), and courtesy stigma (prejudice 

and discrimination against individuals who are associated with stigmatised others).59 
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Consequently, both the individuals afflicted by the disease, and their family members, 

caregivers, friends, and romantic partners may be affected by stigma and discrimination and 

this may negatively impact their access to social support.61,62 Stigma may be exhibited 

differentially depending on the status of other social groupings to which the person belongs. 

Consequently, men who have sex with men, injection drug users, and other minority groups 

may experience a compounded stigma burden.63  

Despite efforts to reduce HIV related stigma since the beginning of the epidemic, it’s 

impact continues to be a significant barrier for HIV prevention and optimal treatment.64 Fear 

of stigma is a consistent barrier to engagement and retention in care and may discourage 

individuals from getting tested for HIV, accessing support, and attending HIV clinics.59,64,65 

Furthermore, stigma related barriers may provide even greater impact within rural 

communities.66,67 HIV related stigma and discrimination is widely recognised as a barrier to 

both the delivery of quality services by health providers and their utilisation by PLWHIV.68 

Consequently, reducing HIV related stigma in health settings and promoting access to care 

has been described as a leading priority for health care managers.68  

Research has highlighted the need for low-cost interventions that may support the 

uptake of medication, psychosocial wellbeing, and treatment adherence of PLWHIV to 

sustain better health outcomes and quality of life.69 Telephone support options for HIV have 

been described as an intervention modality that may overcome traditional barriers such as 

transportation problems, lack of money, concerns about privacy, and the stigma sometimes 

associated with attending a clinic for HIV treatment.70 These barriers have been identified in 

a number of qualitative and quantitative studies investigating access to and retention in care. 

71–75. The use of mobile phones is widespread across countries which make them a viable 

method for the delivery of healthcare interventions.70 There is considerable potential for 

telephone interventions to improve healthcare access and support across a wide-variety of 
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health issues, including HIV/AIDS.76 Telephone support models have been shown to have 

some evidence for PLWHIV in delivering mental health interventions, providing test results, 

and supporting client contact with primary care settings.77–79  

Current evidence is inconclusive regarding the feasibility and efficacy of telephone 

support interventions in relation to the medication adherence and psychosocial wellbeing of 

PLWHIV. Outcome trials have shown mixed findings in regard to the efficacy of telephone 

support for ART adherence with no data currently available in an Australian context. 

Overseas studies  have demonstrated mixed support to date, ranging from showing moderate 

effect sizes to no effect.70 A meta-analysis conducted by Gentry et al. 70 in 2013 reviewed the 

findings of 11 eligible studies and concluded that while there is some evidence that telephone 

interventions may have a role in improving medication adherence and psychological 

wellbeing.  

Studies to date have primarily addressed single focus interventions, as opposed to 

targeting multiple treatment adherence associated factors, such as attitudes to treatment, HIV 

medication information, general health behaviours, psychological wellbeing, and social and 

community participation. These are considered important for treatment uptake and adherence 

in Australia 33. In regard to medication adherence, a 2019 meta-analysis has suggested 

telephone interventions may have limited impact on improving adherence.80 However, 

outcomes are improved when interventions are combined with text message reminder 

systems and multiple targets associated with improved medication adherence are addressed.80 

In Australia, the New South Wales HIV Strategy 2012-2015 encouraged Local Health 

Districts to implement initiatives which aim to promote the uptake and adherence to 

treatment for all people living with HIV.81 The current study was initiated by the Hunter New 

England Local Health District (HNELHD) in collaboration with ACON, a national non-

government organisation HIV support service. The initiative sought to contribute to the NSW 
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health directive and respond to the increasing demand on services in the area to provide 

information and support to PLWHIV. A goal of this support was to provide cost-free and 

accessible support that may benefit both consumers in rural and metropolitan areas; given the 

growing number of PLWHIV in rural areas where access to information and support is 

limited.2,33,81 As a result, the current study aims to explore the feasibility and acceptability of 

a Pilot Telephone Support Program designed to support treatment adherence, psychosocial 

wellbeing, and support service access for PLWHIV in an Australian setting. The study will 

also explore pre versus post measures of treatment adherence and psychosocial wellbeing. 

 

Method 

Design and Setting 

The present study was designed to evaluate the feasibility and acceptability of the 

‘Positive Talk for Positive Health’ service, run in partnership by Hunter New England 

Population Health, ACON, and the University of Newcastle. The program was a telephone-

delivered information support intervention aimed at facilitating better access to support 

services, encouraging the uptake of and adherence to ART treatment, and supporting the 

psychological and physical wellbeing. The program was available to PLWHIV in the HNE 

and Western NSW (WNSW) local health districts. HNELHD has a population of 920,370 

people across a region of 131,785 square kilometres. The district consists of a major 

metropolitan centre, regional communities, and a small percentage of people living in remote 

communities. 82 WNSWLHD has a population of 270,775 people within approximately 

250,000 square kilometres. 83 The district is diverse and is made up of cities, inner regional, 

outer regional, and remote communities. The study was conducted as a single group, pre-post 

design exploratory pilot study. Ethics approval was granted by the Hunter New England and 
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the University of Newcastle Human Research Ethics Committees (13/12/11/4.13) (See 

Appendix B).  

Participants  

Participants were 27 PLWHIV (26 men and 1 woman) aged between 29 and 63. 

Participants were recruited through existing providers of HIV testing, treatment, and 

community support across the HNE and WNSW local health districts. Eligible participants 

were invited to participate in the program via convenience advertising at recruitment sites 

(See Appendix C). In addition to the provision of information about the project in routine 

correspondence from existing providers of HIV/AIDs care to potential participants. Eligible 

participants were English speaking, 18 years of age or older, had a current phone number, 

were not currently highly dependent on medical care (e.g. receiving inpatient care) and self-

reported as being HIV positive. Potential participants were provided an outline of the study 

and informed consent was obtained electronically from all individual participants (See 

Appendix D). The study did not offer any external incentives for participation.  

Procedure 

Potential participants entered the study by contacting the service through telephone or 

in person at ACON Newcastle. Potential participants completed an expression of interest, 

providing name and contact details (the option to use an Alias was also made available at 

their discretion). An initial registration call was scheduled which covered eligibility criteria, 

preferred day and time of support calls to be received (choosing between two weekday 

options within a 1-8pm timeframe). Recruitment was completed across a 6-month period. 

Participants were provided with a link to the online baseline survey. If participants were not 

able to complete the baseline survey online they were given the option to complete it in 

person at ACON or via telephone with a project supervisor who did not deliver any support 

call content.  
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Twenty-seven participants completed a baseline survey (online or over the telephone) 

before commencing the program (See Appendix E). The telephone support intervention was 

made up of six, monthly calls. Twenty-one participants completed the program and 17 

participants completed a post-intervention follow-up survey online or via telephone 

interview. In addition to the follow-up survey, all participants (whether they completed the 

program or exited early) were invited to complete a telephone exit survey (See Appendix F). 

This survey gathered information regarding the acceptability and feasibility of the program 

and feedback concerning areas for improvement. Exit survey calls were completed by 

program supervisors independent of support callers. Fifteen participants completed an exit 

survey. Exit surveys and follow-up surveys were conducted as soon as possible following 

program termination.  

Measures 

Where possible, survey questions were sourced from existing population based 

surveys including HIV Futures Seven Survey, Gay Community Periodical Survey, and the 

NSW Adult Population Health survey.84–86 Survey questions included demographic 

information, HIV clinical characteristics (e.g., CD4 cell count and viral load), and smoking 

behaviours.84 

Primary feasibility and process measures included length of support calls, call 

attempts, uptake and participant retention rates. Furthermore, all participants were offered the 

opportunity to answer questions pertaining to program acceptability and satisfaction which 

were adapted from a previous telephone support service evaluation project.87 These items 

primarily required participants to choose from pre-determined answers or Likert response 

scales. An example item pertaining to uptake included asking participants ‘What were your 

reasons for deciding to participate in the service?’. Acceptability questions included items 
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such as ‘To what extent did the telephone support sessions address your needs?’ and ‘How 

would you described the average length of the telephone support sessions?’.  

The Barriers to Care Scale (BACS) was included in the survey.88 The BACS is a 12-

item measure that enables PLWHIV to specify the severity of various barriers to care. The 

BACS includes four subscales assessing barriers related to: geography/location barriers, 

medical and psychological service barriers, community stigma barriers, and personal resource 

barriers. The BACS scale uses a four-point Likert scale (1 = ‘No problem at all’, 2 = ‘Very 

slight problem’, 3 = ‘Somewhat of a problem’, and 4 = ‘Major problem’.88  

Pre verses post measures assessing treatment adherence included the HIV treatment 

and adherence self-efficacy scale (HIV-ASES) and the Perceived Self Competence scale.20,89 

The HIV-ASES has an 11-point Likert scale designed to measure self-efficacy for adherence 

to HIV treatment plans, including but not limited to taking ART.20 Participants are asked 12 

questions such as ‘In the past month, how confident have you been that you can: Integrate 

your treatment into your daily routine?’. The response scores range from 0 (‘cannot do at all’) 

to 10 (‘completely certain can do’). The scale has previously demonstrated robust internal 

consistency (Raykov’s coefficient ρ = .91) and 3-month (r = .71) and 15-month (r = .49) test-

retest reliability.21 Additionally the Perceived Self-Efficacy Scale was also utilised which 

consisted of 4 items regarding management of HIV care such as ‘I feel confident in my 

ability to manage my HIV’, the scale consists of a 1 (‘Not at all true’) to 7 (‘Very true’) 

Likert Scale. Standardised psychosocial and general health secondary outcome measures 

included the Kessler K6 psychological distress scale, perceived stress scale, CDC Healthy 

Days Core Module, and Functional Assessment of HIV Infection Emotional and Social 

Wellbeing subscales.90–93  

Intervention 
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Calls were proactively delivered to participants by a volunteer support caller. 

Participants were not matched with a specific caller throughout the program. Each support 

call addressed topics that have been demonstrated to influence the uptake and adherence of 

HIV treatment. Call content was guided by an intervention manual developed by the project 

team which included members of the Hunter New England HIV Sexual Health team, ACON, 

and The University of Newcastle. The program was delivered in six standalone calls and 

covered material including introduction and orientation to program, HIV information and 

symptom management, physical and psychological wellbeing, social and community 

participation, and access to support services. Calls were designed to deliver information 

support material and self-management strategies within a 45-minute time frame. Support 

callers were volunteers who had recently graduated from a Bachelor of Psychology or who 

were currently enrolled in third or fourth year of undergraduate Psychology at the University 

of Newcastle. Volunteers completed a two day training workshop which was designed to 

introduce the intervention manual, develop callers’ knowledge of HIV/AIDs aetiology and 

treatment, and build general competency motivational interviewing skills. Calls were 

conducted at ACON, under the supervision of an experienced HIV-counsellor who provided 

support call supervision.  

Analysis 

Analyses were undertaken using SPSS version 23. Descriptive statistics were used to 

describe the participants’ demographic information, and clinical characteristics; including pre 

and post rates of HIV treatment uptake and adherence. Furthermore, descriptive statistics 

were used to describe process data and measures of program feasibility and acceptability. 

Paired sample t-tests have been utilised to explore pre and post measures of HIV treatment 

adherence, and associated factors such as the Kessler K6 psychological distress scale, 
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Perceived Stress Scale 4, CDC Healthy Days Core Module, and the Functional Assessment of 

HIV Infection scale. 

 

Results 

Demographics and Clinical Characteristics of the Sample 

Of the 27 participants who completed the baseline survey, 26 were male, 1 was 

female, and the large majority (96.3%) were Non Aboriginal or Torres Strait Islander. On 

average, participants were 48 years of age, reported a mean of 14 years since testing HIV 

positive, and over two thirds (70.4%) had an undetectable viral load. The majority of the 

sample were single (92.6%), on a social security pension (77.8%), and 11 (40.7%) 

participants identified as being a daily smoker. Demographic and clinical characteristics of 

the sample are shown in Table 1. 

Reasons for participating 

Participants were asked to identify their reasons for participating in the service. 

Almost all participants answered ‘someone to talk to’ (91.76%), with the majority endorsing 

the items ‘convenience/no travel involved’ (83.33%), ‘it’s a free service’ (75%), ‘one to one 

support/privacy’ (75%) and ‘source of information (70.83%). Half of participants reported 

‘like / prefer telephone based support (50%). Participant’s reasons for participating are 

outlined in Fig. 1.  

Program implementation and feasibility 

The program commenced with 24 participants in total, 20 from HNE LHD and 4 from 

WNSW LHD. Based on the NSW HIV strategy 2012-2015 data report of people accessing 

ART therapy in NSW, this provided a recruitment rate of 5.35% (20/374) for HNE LHD and 

5.97% (4/67) of  WNSW LHD.81 Of the 24 participants who completed call one, 21 went on 

to complete the program resulting in an 88% retention rate for program completion.17 
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participants completed follow-up data, providing a response rate of 71% (17/24). During the 

program a total of 131 support calls were made to program participants, with an average call 

length of 30 minutes across all calls made. Table 2 program implementation and feasibility 

provides an overview of participant attrition and support calls made during the program. 

Acceptability and satisfaction 

Participants that accessed the service were generally very positive in regard to their 

experience and perceived benefits it brought them. Overall, 94% of participants (15/16) 

reported the program as very or fairly useful with one participant finding the program not 

very useful. Almost all participants (14/15) indicated that they would recommend the 

program to other people living with HIV if the program was to be run in the future.  In regard 

to their evaluation of support caller competency, participants gave generally positive reviews 

with 93% rating callers as ‘very supportive’ or ‘quite supportive’, and 87% describing callers 

as ‘very able’ or ‘quite able’ to offer information or advice about the issues raised by 

participants. See Table 3 for participant acceptability and satisfaction. 

Participants were asked to rate the extent to which certain aspects of their lives had 

been influenced as a result of participating in the program. Most participants reported that as 

a result of the program they felt better informed, less isolated, more confident, more able to 

make changes in their lives, and more able to take their medication as described.  Perceived 

impact of program feedback is provided in Fig. 2. 

The large majority of participants reported positive feedback across a number of 

acceptability and implementation measures, including ease of scheduling calls, and average 

call length. Participants reported preferring monthly calls, and the majority had no preference 

for telephone content to be delivered by the same caller. Implementation feedback is provided 

in Table 4.  

Participant measures from Baseline to Follow-up 
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The majority of participants (26/27) were using ART medication upon program 

commencement. Paired sample t-tests were conducted on baseline and follow-up measures. 

There were no significant findings in regard to primary medication uptake or treatment 

adherence. Paired sample t-tests suggested a significant decrease in the Functional 

Assessment of HIV Infection Emotional wellbeing subscale scores (t(16)=2.515, p=0.023), 

suggesting an improvement in subjective HIV related emotional wellbeing scores of program 

participants from baseline (M=14.85, SD=8.17) to follow-up (M=9.24, SD=7.33). In addition, of 

participants who reported as current smokers at baseline and follow-up, cigarettes smoked per 

day decreased significantly (t(4)=2.956, p=0.042) from baseline (M=20.42, SD=7.87) to 

follow-up (M=13.17, SD=6.05). Participant pre and post measures are presented in Table 5.  

 

Discussion 

Due to advances in treatment, HIV has progressed to a chronic health condition that 

requires ongoing care to manage disease progression and promote quality of life for 

PLWHIV. The current exploratory study sought to evaluate the feasibility and acceptability 

of a telephone support intervention aimed at promoting the uptake of medication, treatment 

adherence, and psychosocial wellbeing for PLWHIV. This is the first study to the author’s 

knowledge that has piloted a telephone support intervention for PLWHIV in an Australian 

setting and provides preliminary support for further investigation into the utilisation of 

proactive telephone support programs.  

The current study demonstrated high retention rates for program participants. The 

findings suggested that once participants were engaged with callers and orientated to the 

program during call one, they were very likely to go on to complete the program. Retention is 

an ongoing priority in assessing the feasibility and acceptability of HIV interventions and a 

core component of feasibility studies. Previous randomised controlled trials have primarily 
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focused on single-focus interventions including medication adherence, psychosocial 

wellbeing, and smoking cessation interventions.94–96 However, recent research investigating 

retention in HIV care has indicated a desire for holistic interventions by consumers of HIV 

services, and suggest that this may improve retention in services.58 The current study 

implemented an accessible holistic information support service which may have contributed 

to the favourable retention rates demonstrated in the program.  

While desired retention rates were achieved, the study did not recruit as many 

participants as anticipated by the project team. It is possible the avenues of recruitment and 

purpose of the intervention within overall HIV care was not defined clearly enough within 

HIV services, and thus acted as a barrier to increasing referrals at recruitment sites. It is likely 

that novel interventions such as the current program need adequate time and development to 

become known and accepted within communities and treatment facilities. Future 

interventions may need to further educate services on how telephone information services 

may fit within a stepped care model, in a way that may complement existing clinical or 

counselling services. Furthermore, relying on print posters in clinics may not be an optimal 

recruitment strategy, especially for hard-to-reach individuals who may not often attend care 

settings. Future interventions might benefit from the growing potential of including social 

media and internet based advertising, to assist in addressing the ongoing challenges of 

traditional recruitment methods.97,98  

The current study design, purpose, and sample precluded outcome analysis and 

conclusions regarding the effect of the intervention on pre and post measures. Nevertheless, 

these were tentatively explored as a secondary component of the pilot study. These findings 

suggested minimal changes in pre-post measures for the majority of measures. However, 

there was a significant improvement on participants Functional Assessment of HIV Infection 

Emotional wellbeing scores. This may potentially correspond with the perceived benefit 
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reported in acceptability and satisfaction measures. No changes were found in regard to 

treatment adherence. This finding  is consistent with a recent systematic review and meta-

analysis by Shah 80 suggesting telephone support has limited ability to improve adherence as 

a stand-alone intervention. However, when implemented with text message reminders 

improvements in outcomes are strengthened. Furthermore, telephone support services that 

broadly address a range of factors related to medication adherence are more likely to be 

efficacious.80 Future support programs may benefit by adding an additional text reminder 

component to increase the impact of the intervention on medication adherence outcomes. 

Almost all participants were already using ART prior to commencing the program, 

and thus a ceiling effect for any changes to ART uptake was noted. However, the one 

participant who was not currently using ART at commencement of the program did begin 

using ART during the study, which may have been coincidental. The high rates of ART usage 

was not unexpected, with the majority of PLWHIV prescribed ART medication in 

accordance with HIV treatment guidelines.2 Engaging the minority of PLWHIV who do not 

engage with treatment may be an ongoing challenge that needs novel solutions. Telephone 

support may be an option for accessing ‘hard to reach’ populations, however this was not 

achieved in the current study. This is likely a result of the convenience sampling of 

participants primarily through existing providers of HIV care and the relatively lower total 

population of PLWHIV in the HNE and WNSW health districts compared to larger health 

districts.81   

The results of the participant feedback suggested that the intervention was well 

received by the majority of participants. Average call attempts remained low across the 

program, suggesting effective scheduling of support calls and positive receptivity from 

participants. Participant-reported subjective benefit and satisfaction with the program 

remained high over indicators of program satisfaction, acceptability, and implementation. A 
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minority of participants identified that the service ‘did not meet there needs or was not 

appropriate for their situation’, and this may be a result of the largely heterogeneous sample 

in regard to years since testing HIV positive, which may account for some difference in 

needs.  

Participants provided positive feedback in regard to the usefulness of information 

received and ability of callers to deliver informational support. This suggests that the delivery 

of an information support service by callers with no previous HIV experience may be feasible 

and acceptable to participants. In addition, this provides some evidence that a brief (two day) 

training package in addition to a manualised support call program may be sufficient in 

providing informational support to PLWHIV. Interestingly, the majority of participants 

reported not having a strong preference to receive support calls from the same caller, which is 

contradictory to expectations given the well documented nature of therapeutic relationships.99 

However, this may provide some evidence that within an information and referral-based 

support service that independent callers is sufficient to deliver program content.  

Given the relationship between mental health problems, HIV, and financial 

disadvantage, it is important to continue to develop low-cost interventions that can contribute 

to the support options available to PLWHIV. The current study suggests that non-clinical 

volunteers with undergraduate training in psychology were perceived as helpful and able to 

provide information support by the majority of participants. This may be a promising area for 

future research given the cost-saving potential of volunteers. Furthermore, the option of not 

pairing participants with a single caller may further increase intervention feasibility and 

logistical planning, while concurrently reducing costs.   

 Low-cost interventions may play a key role in facilitating preventative health care and 

early intervention. There is a growing importance for HIV and chronic health co-morbidity 

management, and this could be a target of future telephone supports. Given the suggestion 
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that PLWHIV who are asymptomatic may be less likely to access care, efforts are needed to 

engage this group.57,58 Proactive telephone interventions may be able to reduce transport, 

financial and motivational barriers to increase the likelihood of providing early intervention 

through informational support and referral to further care as required. The majority of 

participants in the current study reported accessing external support services as a result of 

information received during the program. This finding suggests the utility of an information 

service that may link participants with relevant local support services to address needs that 

may be outside the scope of the current intervention. This approach is consistent with the 

Australasian Society for HIV guidelines outlining stepped care for PLWHIV in Australia and 

may promote early intervention and support.100,101  

Limitations 

Results of the current study should be interpreted in light of its limitations. This study 

was an exploratory pilot study and these results should only be considered preliminary and 

may not be generalizable to larger sample sizes. The sample were already engaged to some 

extent with providers of HIV care and described moderate treatment adherence levels at 

baseline. It is unclear if the intervention would have offered different findings in regard to the 

feasibility and acceptability of the study to a less treatment adherent population, however 

previous research has suggested telephone interventions may be acceptable in non-adherent 

samples in the US.102 Future research should aim to include PLWHIV who are not currently 

connected with HIV services. It is possible that non-response bias may have influenced some 

outcomes of participant feedback given the small sample size, however the response rate was 

considered sufficient. Some barriers were identified with participants having limited 

computer access and literacy. Future research could consider providing incentives for follow-

up survey completion to increase completion rates.  

Conclusion 
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The current study provides the first preliminary support for the feasibility and 

acceptability of a telephone support service for PLWHIV in an Australian setting. The service 

aimed to address multiple information support needs in regard to treatment adherence, 

physical and psychological health and wellbeing, and access to additional support services. 

Consistent with research suggesting holistic interventions may promote retention in care for 

PLWHIV, the current study demonstrated that the majority of participants who commenced 

the program went on to complete the full intervention. Furthermore, the majority of 

participants reported subjective benefit and satisfaction with the program over indicators of 

program satisfaction, acceptability, and implementation. Utilising non-clinical staff in 

telephone support programs may show potential for providing cost-effective support within 

local health districts. Future research might aim to expand the uptake of future interventions, 

and further target rural and hard-to-reach populations who may benefit most from access to 

information support that does not require face to face clinical contact. Given the increasing 

number of PLWHIV and the associated demand for support services, expanding research into 

the role of telephone support models may be an important opportunity to address this need in 

Australia.  
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Table 1. Demographic and Clinical Characteristics at Baseline 

 

Characteristic N= 27 (%) 
Age  
    M= 48.22, SD=9.40, Range = 29-63  

Gender  
    Male 26 (96.3%) 
    Female 1   (3.7%) 

Relationship Status  
    Single 25 (92.6%) 
    Regular relationship/Married 2   (7.4%) 

Education level  
   Less than year 12 9 (18.5%) 
   Year 12 education 5 (18.5%) 
   Tertiary Diploma/Trade  
   certificate/TAFE 

9 (33.3%) 

   Undergraduate University degree or   
   diploma 

2 (7.4%) 

   Postgraduate University degree or   
   diploma 

2 (7.4%) 

Cultural Identity  
   Aboriginal or Torres Strait Islander 1   (3.7%) 
   Non Aboriginal or Torres Strait Islander 26 (96.3%)  

Employment status   
   On pension/social security 21 (77.8%) 
   Employed part-time 3   (37.1%) 
   Un-employed 1   (3.7%) 
   Student 1   (3.7%) 
   Other 1   (3.7%) 

Smoking Status  
   Daily smoker 11 (40.7%) 
   Occasional smoker 1   (3.7%) 
   Ex-smoker 8   (29.6%) 
   Non-smoker 7   (25.9%) 

Years since testing HIV+ 
   M= 14.52, SD= 8.40, Range = 2-31 

 

Most recent CD4 cell count  
  Greater than 500 cells/uL 19 (70.4%) 
  Between 500 and 350 cells/uL 5  (18.5%) 
  Less than 350 cells/uL 3  (11.1%) 

Viral Load  
   Undetectable  20 (74.1%) 
   Detectable 6   (22.2%) 
   Don’t know 1   (3.7%) 
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Figure 1. Participant reasons for participating 
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Table 2. Program implementation and feasibility 

Call Completed Participant exits Average Call 
length (min) 

Average Call 
attempts 

Registration/Baseline 
Survey 27 

3  
(prior to program 
commencement) 

n/a n/a 

One: Introduction + 
support services info 24 - 25 (SD = 8.9) 2.3 (SD = 1.9) 

Two: Maintaining a 
healthy immune system 24 - 31 (SD = 13.5) 2.6 (SD = 2.5) 

Three: Monitoring 
changes in body and 
mind 

21 1 34 (SD = 13.2) 1.8 (SD = 1.6) 

Four: Maintaining a 
healthy mind 20 1 37 (SD = 14.8) 1.8 (SD = 1.3) 

Five: Maintaining a 
healthy body 21 1 30 (SD = 10.1) 2.6 (SD = 2.1) 

Six: Developing a plan 
for maintenance 21 - 28 (SD = 16.0) 3 (SD = 4.1) 
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Table 3. Participant acceptability and satisfaction 

Participant rated acceptability and satisfaction (N=17*) 
Response N % 
Overall how useful was the support or information you received? 
 Very Useful 8 50.0 
 Fairly useful 7 43.8 
 Not very useful 1 6.2 
 Not at all useful 0 0 
 Don’t know 0 0 
To what extent did the telephone support sessions address your needs?   
 To a great extent 8 47.1 
 To some extent 4 23.5 
 Not very much 4 23.5 
 Not at all 1 5.9 
How appropriate do you feel the service was for your situation?   
 Very appropriate 7 41.2 
 Fairly appropriate 5 29.4 
 Not very appropriate 3 17.6 
 Not at all appropriate 2 11.8 
How supportive was your positive talk support caller? 
 Very supportive 10 66.7 
 Quite supportive 4 26.7 
 A little supportive 1 6.7 
 Not at all supportive 0 0 
How able were they to offer information or advice about issues you raised? 
 Very able 7 50.0 
 Quite able 6 42.9 
 Somewhat able 1 7.1 
 Not at all able 0 0 
Would you recommend the PTFPH support service to other PLWHIV? 
 Yes 14 93.3 
 No 1 6.7 

*sample size varies due to missing data 
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How has your participation in the Positive Talk for Positive Health support service 

changed things, to what extent do you? 

 

Figure 2. Perceived impact of program  
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Table 4. Participant implementation feedback 

Response N % 
Program calls completed: 
 6 (entire program) 15 88.2 
 4 1 5.9 
 2 1 5.9 
Preferred call frequency: 
 One every week 0 0 
 One every fortnight 2 15.4 
 One every three weeks 0 0 
 One every month 11 84.6 
 Other 0  
How would you describe the average call length: 
 About right 10 76.9 
 Too long 2 15.4 
 Too short 0 0 
 Other 1 7.70 
How easy did you find scheduling calls at a time that suited you? 
 Very easy 11 84.6 
 Usually easy 1 7.7 
 Not easy 1 7.7 
Same vs different callers preference: 
 Different callers is fine 11 64.7 
 Slight preference for same caller 3 17.6 
 Strong preference for same caller 3 17.6 
Have you accessed support services as a result of information or advice received during the 
program: 
 Yes 11 64.7% 
 No 4 23.5% 
 Did not require support services 2 11.8 
* sample size varies due to missing data 
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Measurement Baseline (N=27) Follow-up (N=17) 
Currently using 
ART medication  

26 (96.3%) 17 (100%) 

HIV treatment and 
adherence self-
efficacy scale 
ASES 

M=7.41,  
SD=2.25, Range = 
3.92 - 10 

M=7.78,  
SD=2.09, Range = 
2.92 - 10 

   
Perceived self-
efficacy scale 

M=5.76,  
SD=1.22, Range = 
2.50 - 7 

M=5.88,  
SD=1.60, Range = 
1.75 - 7 

 
Kessler-6 Distress 
scale 
  Low to 
 Moderate 
Severe Distress 
 

 
 
 
20 (74.1%) 
 
7   (25.9%) 

 
 
 
13 (76.5%) 
 
4 (23.5%) 

Barriers To Care 
Scale 

M=2.53,  
SD=0.67, Range = 
1.17-3.92 
 

M=2.09,  
SD=0.50, Range = 
1.00-3.08 
 

Functional 
Assessment of HIV 
Infection: 
Emotional 
wellbeing* 

M=14.85, SD=8.17, 
Range = 1-33 
 

M=9.24, SD=7.33, 
Range = 1-27 
 

   
Functional 
Assessment of HIV 
Infection: Social 
wellbeing 
 
HRQOL – Healthy 
days 
  
Current smokers* 
Cigarettes per day 
 
Currently in 
contact with 
HIV/AIDS related 
organisations  
   Yes 
   No 

M=13.92, SD=7.22, 
Range = 0-27 
 
 
 
M=11.48, SD=10.82, 
Range = 0-30 
 
M=20.42,  
SD=7.87, Range = 2-
35 
 
 
 
 
22 (88.9%) 
3   (11.1%) 

M=17.00,SD=8.43, 
Range = 0-28 
 
 
 
M=16.29,SD=9.79, 
Range = 0-30 
 
M=13.17,  
SD=6.05, Range = 
7-20 
 
 
 
 
10 (81.5%) 
5 (18.5%) 

   
Note:  Sample size varies to missing data due to missing survey values 

* significant difference from baseline to follow-up on paired samples t-test 

Table 5. Participant pre and post measures 
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of adverse events are to be submitted to the External HREC only. In the case of Variations 
to the approved protocol, or a Renewal of approval, you will apply to the External HREC 
for approval in the first instance and then Register that approval with the University's 
HREC.  

Linkage of ethics approval to a new Grant 

 

HREC approvals cannot be assigned to a new grant or award (ie those that were not identified on 

the application for ethics approval) without confirmation of the approval from the Human 

Research Ethics Officer on behalf of the HREC. 

 

Best wishes for a successful project. 

 

Professor Allyson Holbrook 

Chair, Human Research Ethics Committee 

 

For communications and enquiries:  

Human Research Ethics Administration 

 

Research Services  

Research Integrity Unit  

The Chancellery  

The University of Newcastle  

Callaghan NSW 2308  

T +61 2 492 17894  

F +61 2 492 17164  

Human-Ethics@newcastle.edu.au  

 

RIMS website - https://RIMS.newcastle.edu.au/login.asp  

Linked University of Newcastle administered funding: 

Funding body Funding project title First named 
investigator 

Grant Ref 

Hunter New England Population 
Health/Shared(**) 

Investigation of Telephone Support for people living with 
HIV in the Hunter New England Region 

Bowman Jennifer, G1300875 

 

 

mailto:Human-Ethics@newcastle.edu.au
https://rims.newcastle.edu.au/login.asp
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Appendix C: Recruitment Advertising 

Poster 
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Brochure 
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Appendix D:  Participant Information Statement and Consent Form 
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Appendix E: Baseline/Follow-up Survey 

Positive Talk for Positive Health: Follow-up survey 

 

Variation Key: 

- Questions previously approved for use in baseline survey 

- Additional follow-up Questions 

Survey Question: 
Q1. Please enter your survey ID which is six characters long, made up of: The first two 
letters of your first name, the first two letters of your mother's name, and the numerical 
form of the month you were born in.  
E.g. Participant: John Smith 
       Participant’s mother: Melinda Smith 
       Month Participant born: February 
       Participant ID = JOME02 
 
Survey ID__________ 
 
Q2. In what year were you born?  
Q3. What is the postcode or suburb/town where you live? 

□□□□/_____________ 
Q4. Are you: 

- Employed full-time  (1) 
- Employed part-time   (2) 
- On pension/social security (3) 
- A student   (4) 
- Unemployed    (5) 
- Other    (6) 

Q5. Where do you currently live?  
- Own or purchasing house or flat     (1) 
- Private rental accommodation    (2) 
- Public rental accommodation (government owned)   (3) 
- Rent-free (e.g. provided by friends, family, etc.)   (4) 
- Community housing/housing co-operative    (5) 
- Other (please describe) _______    (6) 

Q6. Who do you live with? (tick as many as apply to you) 
- No-one    (1) 
- Partner/spouse    (2) 
- Dependent children    (3) 
- Other family members  (4) 
- Friend(s)/Flatmate(s)    (5) 
- Other (please specify) ________  (6) 

Q7. Are you now in a regular relationship/married? 
- Yes  (1) 
- No  (2) 

Q8. What is your partner’s HIV status?  
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- HIV positive  (1) 
- HIV negative   (2) 
- Don’t know  (3) 

Q9.  In what year did you first test positive for HIV?  
Q10a. Have you had a T-cell (CD4) test in the last 12 months? 

- Yes     (1) 
- No - why not? ________________  (2) 
- Don’t know     (3) 

Q10b. What was the result of your most recent T-cell (CD4) test? 
- Greater than 500 cells/μL  (1) 
- Between 500 and 350 cells/μL  (2) 
- Less than 350 cells/μL   (3) 

OR 
- _____cells/μL    (4) 

Q10c. When was your most recent T-cell (CD4) test? 
- Month_____ year_____  

Q11a. Have you had a viral load test in the last 12 months? 
- Yes       (1) 
- No - why not? ___________ (skip to Q25)   (2) 
- Don’t know (skip to Q25)     (3) 

Q11b. What was the result of your most recent viral load test? 
- Undetectable        (1) 
- Don’t know        (2) 
- Detectable, specify test result (if known):_____copies/mL  (3) 

Q12. How many viral load tests have you had in the past 12 months? 
Q13. What is your experience of HIV treatments? 

- Currently taking antiretroviral drugs for HIV     
 (1) 

- Have taken antiretroviral drugs for HIV in the past, but not currently taking them
 (2) 

- Never taken antiretroviral drugs for HIV     
 (3) 

Q14.  
 
Please indicate how you feel about the following statements: 

     
Strongly 

agree 
(1) 

Agree 
 

(2) 

Disagree 
 

(3) 

Strongly 
disagree 

(4) 

Don’t 
know 

(5) 

14.1 I am healthy now and 
don’t need to use 
combination antiretroviral 
drugs  

❑ ❑ ❑ ❑ ❑ 

14.2 Combination antiretroviral 
drugs are harmful 

❑ ❑ ❑ ❑ ❑ 

14.3 Combination antiretroviral 
drugs are    
 ineffective. 

 
❑ 

 
❑ 

 
❑ 

 
❑ 

 
❑ 
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14.4 New treatments will be 
developed in time for  
 me to gain benefits 

❑ ❑ ❑ ❑ ❑ 

14.5 HIV treatments will stop 
me dying from AIDS ❑ ❑ ❑ ❑ ❑ 

14.6 My doctor knows a lot 
more about the treatment of 
HIV than I do  

❑ ❑ ❑ ❑ ❑ 

14.7 My doctor and I work 
together to find the best 
treatment for me  

❑ ❑ ❑ ❑ ❑ 

14.8 The side-effects of 
antiretoviral drugs outweigh 
the benefits 

❑ ❑ ❑ ❑ ❑ 

14.9 Medical treatments for 
HIV/AIDS make safe sex less 
important than it was 

❑ ❑ ❑ ❑ ❑ 

14.10 Undetectable viral load 
means HIV is unlikely to be 
transmitted to a sexual 
partner even if I have sex 
without a condom 

❑ ❑ ❑ ❑ ❑ 

 

Q15. Do you believe that combination antiretroviral drugs mean better prospects for most 
people with HIV? 

- Yes   (1) 
- No   (2) 
- It’s too soon to tell (3) 
- Don’t know  (4) 

Q16. Which of the following best describes your smoking status? This includes cigarettes, 
cigars and pipes. 

- I smoke daily         (1) 
- I smoke occasionally        (2) 
- I don’t smoke now, but I used to (Skip to Q27)    (3) 
- I’ve tried it a few times but never smoked regularly (Skip to Q27)  (4) 
- I’ve never smoked(Skip to Q27)      (5) 

Q17a. How soon after you wake up do you smoke your first cigarette? 
- Within 5 minutes (3) 
- 6-30 minutes   (2) 
- 31-60 minutes  (1) 
- After 60 minutes  (0) 

Q17b. How many cigarettes per day do you smoke? 
- 10 or less  (0) 
- 11-20  (1) 
- 21-30  (2) 
- 31 or more (3) 

Q17c. Number of cigarettes you smoke per day: 
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Q18. Have you ever tried to quit smoking? And if so, how many times? 
 

- Yes – Once    (1) 
- Yes – 2 to 3 times   (2) 
- Yes – More than 3 times  (3) 
- Never tried to quit   (4) 

Q19 In the last year, have you made any quit attempts where you did not smoke for at least 
24 hours? 

- No  (1) 
- Yes (2) 

Q20. In the last 6 months, have you made any quit attempts where you did not smoke for at 
least 24 hours? 

- No (1) 
- Yes (2) 

Q21. Are you seriously thinking of cutting down the number of cigarettes you smoke? 
- No  (1) 
- Yes (2) 

Q22. Are you seriously thinking about quitting smoking? 
- No  (1) 
- Yes (2) 

Q23. Do you plan to quit smoking? 
- No (1) 
- Yes (2) 

Q24. If you plan to quit smoking, by when do you plan to quit? 
 

- 1 month  (1) 
- 3 months  (2) 
- 6 months  (3) 
- More than 6 months (4) 

Q25. Since your HIV positive diagnosis, has any health care provider ever advised you to 
quit smoking?  

- No (1) 
- Yes (2) 

Q26. If there were a free or low-cost smoking cessation program to help you quit, how 
likely would you be to use it? 
 

- Not at all likely to use the program  (1) 
- Maybe would use the program  (2) 
- Would definitely use the program  (3) 

Q27. How many serves of vegetables do you usually eat each day? [1 serve = 1/2 cup 
cooked or 1 cup of salad vegetables]  

- _____ serves per day 
Q28. How many serves of fruit do you usually eat each day? [1 serve = 1 medium piece or 
2 small pieces of fruit or 1 cup of diced pieces] 

- _____ serves per day 
Q29. In the last month how many days a week did you usually do 30 minutes or more of 
physical activity? 
- No days    (1) 
- One      (2) 
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- Two      (3) 
- Three      (4) 
- Four      (5) 
- Five or more     (6) 
- Don’t know     (7) 
- Can’t for health or treatment reasons  (8) 
Q30a. How often did you have a drink containing alcohol in the past year? 
- Never     (1) 
- Monthly or less  (2)  
- 2 to 4 times a month  (3)  
- 2 to 3 times per week  (4) 
- 4 or more times a week (5) 
Q30b. How many drinks containing alcohol did you have on a typical day when you were 
drinking in the past year? 
- 1 or 2   (1) 
- 3 or 4   (2) 
- 5 or 6   (3)  
- 7 to 9   (4) 
- 10 or more (5) 
Q30c. How often did you have six or more drinks on one occasion in the past year? 
- Never     (1) 
- Monthly or less   (2) 
- 2 to 4 times a month   (3) 
- 2 to 3 times per week   (4) 
- 4 or more times a week (5)  
Q31. Which of the following have you used in the last 12 months? (Please tick as many as 
apply) 

❑ Crystal Meth ❑ Heroin (injected) ❑ Steroids (injected) 
❑ Speed (injected) ❑ Cocaine (not injected) ❑ GHB/GBH/Fantasy 
❑ Speed (not injected) ❑ Ecstasy ❑ Viagra or similar 
❑ LSD/trips ❑ Amyl ❑ Methadone (prescribed) 
❑ None ❑ Marijuana  ❑ Other (please specify) 

_____________________ 
 
 
Q32a. Would you say that in general your health is? 
- Excellent  (1) 
- Very good  (2) 
- Good   (3) 
- Fair   (4) 
- Poor   (5) 
Q32b. Now thinking about your physical health, which includes physical illness and 
injury, for how many days during the past 30 days was your physical health not good? 
- Number of days ____ 
Q32c. Now thinking about your mental health, which includes stress, depression, and 
problems with emotions, for how many days during the past 30 days was your mental 
health not good?  
- Number of days ____ 
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Q32d. During the past 30 days, for about how many days did poor physical or mental 
health keep you from doing your usual activities, such as self-care, work, or recreation?  
- Number of days ____ 
Q33. Have you been diagnosed with a sexually transmissible infection in the last 12 
months? 

- No  (1) 
- Yes  (2) 

Q34. Below is a list of statements that other people with your illness have said are 
important. 

- Please mark one box per line to indicate your response as it applies to the past 7 
days 

 

     
Not at 

all 
 

(1) 

A little 
bit 

 
(2) 

Some-
what 

 
(3) 

Quite 
a bit 

 
(4) 

Very 
much 

 
(5) 

34.1   I feel sad 
❑ ❑ ❑ ❑ ❑ 

34.2   I feel nervous ❑ ❑ ❑ ❑ ❑ 

34.3   I worry about dying 
❑ ❑ ❑ ❑ ❑ 

34.4   I worry that my condition will get 
worse 

❑ ❑ ❑ ❑ ❑ 

34.5   I am unhappy with my appearance 
❑ ❑ ❑ ❑ ❑ 

34.6   It is hard to tell other people about 
my infection 

❑ ❑ ❑ ❑ ❑ 

34.7   I worry about spreading my 
infection 

❑ ❑ ❑ ❑ ❑ 

34.8   I am concerned about what the 
future holds for me 

❑ ❑ ❑ ❑ ❑ 

34.9   I am embarrassed by my illness 
❑ ❑ ❑ ❑ ❑ 

 
 
Q35. Below is a list of statements that other people with your illness have said are 
important. 

- Please mark one box per line to indicate your response as it applies to the past 7 
days 

 

     
Not at 

all 
 

(1) 

A little 
bit 

 
(2) 

Some-
what 

 
(3) 

Quite 
a bit 

 
(4) 

Very 
much 

 
(5) 

35.1   I feel close to my friends 
❑ ❑ ❑ ❑ ❑ 
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35.2   I get emotional support from my 
family 

❑ ❑ ❑ ❑ ❑ 

35.3   I get support from my friends 
❑ ❑ ❑ ❑ ❑ 

35.4   My family has accepted my illness 
❑ ❑ ❑ ❑ ❑ 

35.5   I am satisfied with family 
communication about my illness 

❑ ❑ ❑ ❑ ❑ 

35.6   I feel close to my partner (or the 
person who is my main support) 

❑ ❑ ❑ ❑ ❑ 

35.7   I have people to help me if I need it 
❑ ❑ ❑ ❑ ❑ 

   Regardless of your current level of sexual activity, please answer the following 
question. If you prefer not to answer it, please mark this box ❑ and go to the next 

section 

35.8   I am satisfied with my sex life 
❑ ❑ ❑ ❑ ❑ 

 
 
Q36. The following questions ask about how you have been feeling during the past 30 
days. For each question, please mark the box that best describes how often you had this 
feeling. 

     
All of 
the 
time 

 
(5) 

Most 
of the 
time 

 
(4) 

Some 
of the 
time 

 
(3) 

A little 
of the 
time 

 
(2) 

None 
of the 
time 

 
(1) 

During the past 30 days, about how 
often did you feel… 

     

36.1   …nervous? ❑ ❑ ❑ ❑ ❑ 

36.2   …hopeless? 
❑ ❑ ❑ ❑ ❑ 

36.3   …restless or fidgety 
❑ ❑ ❑ ❑ ❑ 

36.4   …so depressed that nothing could 
cheer you up? 

❑ ❑ ❑ ❑ ❑ 

36.5   …that everything was an effort? 
❑ ❑ ❑ ❑ ❑ 

36.6   …worthless? 
❑ ❑ ❑ ❑ ❑ 
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Q37. The questions in this scale ask you about your feelings and thoughts during the last 
month.  In each case, please indicate how often you felt or thought a certain way. 
 

     
Never 

 
(0) 

Almost 
Never 

(1) 

Sometimes 
 

(2) 

Fairly 
often 

(3) 

Very 
often 

(4) 

In the last month…      

37.1   How often have you felt 
that you cannot control the 
important things in your life? 

❑ ❑ ❑ ❑ ❑ 

37.2   How often have you felt 
confident to handle your 
personal problems? 

❑ ❑ ❑ ❑ ❑ 

37.3  How often have you felt 
that things were going your 
way? 

❑ ❑ ❑ ❑ ❑ 

37.4  How often have you felt 
that difficulties were piling up 
so high that you could not 
overcome them? 

❑ ❑ ❑ ❑ ❑ 

 
 
 
Q38. Please indicate to what extent each of the following circumstances makes it difficult 
for you to receive the care, services or opportunities you wish to obtain 
 

     
No 

problem 
at all 

 
 

(1) 

Very 
slight 

problem 
 
 

(2) 

Some-
what of 

a 
problem 

 
(3) 

Major 
problem 

 
 
 

(4) 

38. a)   Long distances to medical facilities 
and personnel 

❑ ❑ ❑ ❑ 

38. b)   Medical personnel (e.g. physicians, 
nurses), who decline to provide direct care 
to persons with HIV/AIDS 

❑ ❑ ❑ ❑ 

38. c)   The lack of health care professionals 
who are adequately trained and competent 
in AIDS care 

❑ ❑ ❑ ❑ 

38. d)   The lack of transportation to access 
the services I need 

❑ ❑ ❑ ❑ 

38. e)   The shortage of psychologists, 
social workers and mental health 

❑ ❑ ❑ ❑ 
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counsellors who can help address mental 
health issues 

38. f)    The lack of psychological support 
groups for persons with HIV/AIDS 

❑ ❑ ❑ ❑ 

38. g)   The level of knowledge about 
HIV/AIDS among residents in the 
community 

❑ ❑ ❑ ❑ 

38. h)   Community residents’ stigma 
against persons living with HIV/AIDS 

❑ ❑ ❑ ❑ 

38. i)    The lack of employment 
opportunities for people living with HIV/AIDS 

❑ ❑ ❑ ❑ 

38. j)    The lack of supportive and 
understanding work environments for 
people living with HIV/AIDS 

❑ ❑ ❑ ❑ 

38. k)    My personal financial resources 
❑ ❑ ❑ ❑ 

38. l)     Lack of adequate and affordable 
housing 

❑ ❑ ❑ ❑ 

 
 
Q39. Many people find it difficult to take all their HIV medications exactly as prescribed. 
How many doses of your HIV medication did you miss in the last 7 days? 
 
 ___________(Number of doses) 
Q40. What percentage would be your best guess for how much of your prescribed HIV 
medication you have taken in the last month? We would be surprised if this were 100% for 
most people _____ (%) 
 
Examples:  

- 0% means you have taken no medication 
- 50% means you have taken half your medication 
- 100% means you have taken every single dose of your medication 
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Q41. The following questions ask about situations that could occur during your treatment 
for HIV. Treatment can involve different things for different people. Sometimes this might 
refer to taking medications, and other times it could refer to other things that you do to deal 
with HIV such as diet and exercise or taking vitamins. So, when these questions ask about 
your ‘treatment’ or your ‘treatment plan’, we are talking not only about any medications 
that you might be taking for your HIV, but also other things that make up your self care. 
For the following questions, please answer for the last month, including today, how 
confident you have been that you can do the following things. Use a response scale ranging 
from 0 (‘cannot do at all’) to 5(‘moderately certain can do’) to 10 (‘completely certain I 
can do’). 
 
 

a. Stick to your treatment plan even when side effects begin to interfere with daily 
activities 

b. Integrate your treatment into your daily routine 
c. Integrate your treatment into your daily routine even if it means taking medications 

or doing other things in front of people who don’t know you are HIV-infected 
d. Stick to your treatment schedule even when your daily routine is disrupted 
e. Stick to your treatment schedule when you aren’t feeling well 
f. Stick to your treatment schedule when it means changing your eating habits 
g. Continue with your treatment even if doing so interferes with your daily activities 
h. Continue with the treatment plan your physician prescribed even if your t-cells drop 

significantly in the next 3 months 
i. Continue with your treatment even when you are feeling discouraged about your 

health 
j. Continue with your treatment even when getting to your clinic appointments is a 

major hassle 
k. Continue with your treatment even when people close to you tell you that they 

don’t think that it is doing you any good 
l. Getting something positive out of your participation in treatment, even if the 

medication you are taking does not improve your health 
 
 
Q42. Please respond to each of the following items in terms of how true it is for you with 
respect to dealing with your HIV 
 
Use a response scale ranging from 1 to 7 (1 = not at all true, 4 = somewhat true, 7 = very 
true) 
 
a) I feel confident in my ability to manage my HIV 
b) I am capable of handling my HIV now 
c) I am able to do my own routine HIV care now 
d) I feel able to meet the challenge of controlling my HIV 
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Q43. Overall how useful was the support or information you received during the positive 
talk for positive health telephone sessions? 
 

- Very useful   (1) 
- Fairly useful   (2) 
- Not very useful   (3) 
- Not at all useful   (4) 
- Don’t know   (5) 

 
Q44. How has your participation in the positive talk for positive health support service 
changed things, to what extent do you? 
 
     To a 

large 
extent 

Somewhat Not at 
all 

Don’t 
know 

This was not a 
problem for 
me 
(N/A) 

a)  Feel better informed ❑ ❑ ❑ ❑ ❑ 

b)  Feel less isolated ❑ ❑ ❑ ❑ ❑ 

c)  Feel more confident ❑ ❑ ❑ ❑ ❑ 

d) Feel more able to 
make changes in my 
life 

❑ ❑ ❑ ❑ ❑ 

e) Feel more able to 
take my medication as 
prescribed 

❑ ❑ ❑ ❑ ❑ 

 
 
Q45. If this service were to be available in the future, would you recommend the positive 
talk for positive health support service to other people living with HIV? 
 

- Yes  (1) 
- No (2) 
- Unsure (3) 
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Q46a. How would you rate the positive talk support caller who conducted your sessions on 
the following issues? 
 
How supportive was your positive talk support caller? 
 

- Very supportive  (1)  
- Quite supportive  (2) 
- A little supportive  (3) 
- Not at all supportive  (4) 

 
Q47b. How able were they to offer information or advice about the issues you raised? 
 

- Very able   (1) 
- Quite able   (2) 
- Somewhat able  (3) 
- Not at all able  (4) 

 
Q48. In the past month have you had contact with any HIV/AIDS-related organisations? 

- Yes (1) 
- No   (2) 

Q49. What is your involvement in these organisations? (tick as many as apply) 
- I am an employee 
- I am a member 
- I am a client/use their services 
- I receive newsletters and mail-outs 
- Access information on their websites 
- I am a volunteer _______ hours per week 

Q50. Which HIV/AIDS organisation(s) do you have contact with? 
 
____________________________________________________________ 
 
Q51. Please indicate which of the following services you have used through HIV/AIDS-
related organisations in the last month 

- Treatments  advice 
- Counselling 
- Financial assistance 
- Financial advice 
- Legal advice 
- Peer support 
- Social contact with other PLHIV 
- Pharmacy services 
- Other (please specify) ________________________________ 
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Appendix F: Exit Survey 

Positive Talk for Positive Health – Exit Survey 

ID__________Name __________________ Number__________________ Finish Date_________ 

 Attempt Call 
Length 

Code 
* 

Comment 

Date & 
Day 

Time of 
call 

Finish 
time 

   

1  
 

     
 
 

2       
 
 

3       
 
 

 

Qu1. (CHCE) If this program was to be run in the future, how often do you think support calls should 
be made to be the most helpful for people? 

- One every week   (1) 
- One every fortnight   (2) 
- One every three weeks  (3) 
- One every month   (4) 
- Other (Please specify)   (5) 

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________ 

Qu2. (CHCE) How would you describe the average length of the telephone support sessions? 

- Too long    (1) 
- Too short    (2) 
- About right    (3) 
- Other (Please specify)   (4) 

__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________ 

Qu3. (CHCE) How easy did you find scheduling calls at a time that suited you? 

- Very easy 
- Usually easy 
- Not easy 

Qu4. (OPEN) Are there any particular topics or information that you would have liked to be included in 
the program? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 
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Qu5a. (CHCE) To what extent did the telephone support sessions address your needs? 

- To a great extent   (1) 
- To some extent  (2) 
- Not very much  (3) 
- Not at all   (4) 

Qu5b. (OPEN) Are there any needs in particular that the sessions did address well? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

Qu5c. (OPEN) Were there any needs in particular that were not addressed well? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

Qu6a. (CHCE) How appropriate do you feel the positive talk support service was for your situation? 

- Very appropriate    (1) 
- Fairly appropriate   (2) 
- Not very appropriate  (3) 
- Not at all appropriate  (4) 

* If Qu6a = 1 go to Qu7 
* If Qu6a = 2, 3, or 4 go to Qu6b 

Qu6b. (OPEN) Why do you think the service was not really appropriate to your situation? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

Qu7. (OPEN) Is there anything that you would identify about the telephone service that was positive? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

Qu8. (CHCE) Most people talk to more than one support caller during the program, do you believe 
this is ok or would you have preferred to have had the same caller to be speaking with each time? 

- Different callers is fine   (1) 
- Slight preference for same caller (2) 
- Strong preference for same caller (3) 

Qu9. (OPEN) Is there anything you would identify about the caller(s) you spoke to that was positive? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

Qu10. (OPEN) Is there anything that you would identify about the telephone service that was not so 
good? 
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_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

Qu11. (OPEN) Is there anything that you would identify about the caller(s) you spoke to that was not 
so good? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

 

Qu12. (OPEN) How could the service be improved? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

Qu13. (CHCE) Have you accessed any support services as a result of information or advice you 
received during the positive talk for positive health program? 

- Yes      (1) 
- No      (2) 
- Did not require any support services  (3) 

Qu14. (CHCE) In the past month have you had contact with any HIV/AIDS-related organisations? 

- Yes  (1) 
- No  (2) 

* if Qu14. = 1 go to Qu15. 
  if Qu14. = 2 Survey end. 

Qu14. (OPEN) Which HIV/AIDS organisation(s) did you have contact with and was there anything 
useful that came out of that for you? 

_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________
_________________________________________________________________________________ 

 

 

End survey 
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Appendix G: Follow-up Survey Participant Program Comments 

‘Thank you for taking the time to see how I am travelling.’ 

‘Please could there be more programs in the rural for social isolation and stigma.’ 

‘Enjoyed talking to callers as they were friendly and supportive.’ 

‘Thanks guys. Doing a great job. Much appreciated.’ 

‘It was a beneficial course to do. Even though I felt already informed it updated the 

information I had regarding HIV/AIDS treatments in the Newcastle area.’ 

‘I enjoyed receiving the calls as the information helped me with ways I could help myself in 

my life. Very useful service and convenient’ 

‘I would do it again, I hope it will continue’ 

‘Service was good but a consistent referral service with HIV would be good around meds, 

doctors, nutrition.’ 

‘It was a fantastic program and I would participate in it again.’ 

‘Great program’ 

‘I think this was a program that should be continued as many people don't share this sort 

of information with others and it's good for learning. The calls were just great and I 

commend all the staff working in the program.’ 

 

 

 

 

 




