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HIVPA News 

Hello and welcome to the HIVPA bulletin! With recent breakthroughs in COVID-19 
vaccine candidates, we might now allow ourselves to look cautiously look towards the future 
for both our services and ourselves. No doubt there has been innovation from HIV pharmacy 
to meet the challenges this year has brought and the bulletin continues to be a great way to 
share in the successes, connect with colleagues or even highlight new challenges.  
Thanks to all the contributors this year for finding the time to submit pieces with all that’s 
going on. For future editions of the bulletin, if you have been involved in a project, attended a 
conference, enjoyed recent success or have any suggestions please get in touch directly at 
yemi.daramola@nhs.net.    

Yemi Daramola — HIVPA Bulletin Lead 

REGIONAL UPDATES 

I’m delighted to welcome 3 new Regional 
Representatives to the Team:  Amy Harris and 
Sarah Hulse as the Regional Representatives for 

Wales and Karen McMullan for Northern Ireland.  
Karen is currently on maternity leave but is 
expected to be back in post in November 2021. 

The Regional Representative(s) for your region 

are your local point of contact with HIVPA.  To 
make contact with them, please email: 
hivpaoffice@gmail.com and we will put you in 
touch. 

Each region also has a thread on the HIVPA 
Discussion Forum, so please also keep an eye on 
this as your Regional Representative(s) may post 
information about any regional events they are 

co-ordinating or any other relevant information 
pertaining to local issues here.  You can also 
engage with members in your region on local 
matters via this thread.  

It would be great to hear from you! 

Portia Jackson 

HIVPA Regional Representative Lead  

Update from the Regional Representative for 
East Anglia 

Plans are coming together for a regional virtual 
educational event scheduled for January 2021.  It 

is proposed that the event, kindly supported by 
Gilead, will be held via Microsoft Teams.  Further 
details will follow shortly; please check out the 

regional thread on the Discussion Forum. It 
would be fantastic to ‘see’ you there! 

Portia Jackson 

HIVPA Regional Representative Lead  

 

EVENT UPDATES 

West & East Midlands Regional Virtual Event 

The West & East Midlands will be hosting their 

first virtual event endorsed by HIVPA and 
supported by MSD on Wednesday 18th 
November 2020 9-11.30am. We will first hear 
from Dr. Grahame Moyle about the evidence 

base for doravirine and case studies outlining 
its clinical use.  

In the second part of the morning we will turn 

our attentions to the impact of COVID-19 on HIV 
care hearing both from a local clinic on how 
pharmaceutical provision has changed and the 
patient perspective from Jamie Styler who 

formerly worked for a local sexual health charity 
and continues to run focus groups for PLWHIV.  

 

mailto:hivpaoffice@gmail.com
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We will round up our morning with an update 
from NHSE and the HIV IVN to include an 
update on PrEP provision and a review of our 
prescribing choices for patients newly initiated 
on ARVS. To book your place email 
r.leese@nhs.net  

The programme can be found here 

Rachael Leese 

 

Liverpool Masterclass in Antiviral Pharmacology 

The team at the university of Liverpool 
responsible for hiv-druginteractions.org held a 
one day programme on HIV PK & PD. The 

programme includes sessions on long-acting 
antiretrovirals, discussed complex DDIs as well 
as a brilliant panel discussion on difficult 
pharmacology cases submitted by attendees. 

Recordings of the sessions are freely available 
to all. 

https://www.livmap.org/program 

 

HIVPA September Education Series — Women’s 
Health 

In September we released a series of 

presentations on women’s health replacing the 
usual (in person) September study day.  The 
talks included: 

Transgender women's health – Dr. Tara Suchak  

Transgender Women , Hormone Therapy Case Studies – 

Yemi Daramola  

Pregnancy in women living with HIV – Dr. Yvonne Gilleece  

Women with perinatal HIV, pragmatic, prescribing, 

pregnancy and preparations – Dr. Caroline Foster  

Menopause and women living with HIV (WLWH) – Dr. 

Sheema Tariq  

Recordings of the talks are available to HIVPA 

members via the eHIVE website.  

https://ehive.hivpa.org/training-modules/ 

 

BHIVA COVID-19 GUIDANCE & 
STATEMENTS  
BHIVA COVID-19 interim adult antiretroviral 
guidance 

This interim guidance is intended for use during 
the COVID-19 pandemic and is temporary. The 

need to utilise the guidance will depend on 
local circumstances, which may vary over time. 
We advise that where any service has the 
capacity to operate as they would usually, they 

continue to do so, but where circumstances 
limit access to investigations or appointments, 
the appropriate parts of this guidance are 
followed accordingly...   

https://www.bhiva.org/BHIVA-COVID-19-interim-adult-
antiretroviral-guidance 

 

BHIVA ‘2nd COVID peak’ guidance for HIV services 

In light of the rising number of COVID cases, 
and NHS organisations reinitiating contingency 

plans for managing the epidemic, we are 
updating our guidance for HIV services. 

We outline core service elements that should be 
maintained whilst recognising that all NHS staff 

have a role to play in dealing with the 
unprecedented pandemic and national 
emergency that is COVID-19. Ensuring patients 
understand that services will be limited, non-

urgent care restricted, and that changes may be 
implemented at short notice, but that all 
services will ensure a safe standard of care, is 
crucial... 

https://www.bhiva.org/BHIVA-2nd-COVID-peak-guidance-for-
HIV-services 

 

 

https://hivpa.org/wp-content/uploads/2020/10/HIVPA-Virtual-Study-Day-Programme-18th-Nov-2020.pdf
https://www.hiv-druginteractions.org/
https://www.livmap.org/program
https://ehive.hivpa.org/training-modules/
https://www.bhiva.org/BHIVA-COVID-19-interim-adult-antiretroviral-guidance
https://www.bhiva.org/BHIVA-COVID-19-interim-adult-antiretroviral-guidance
https://www.bhiva.org/BHIVA-2nd-COVID-peak-guidance-for-HIV-services
https://www.bhiva.org/BHIVA-2nd-COVID-peak-guidance-for-HIV-services
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HIVPA News 

BHIVA, DAIG, EACS, GESIDA & Polish Scientific AIDS 
Society Statement on risk of COVID-19 for people 

living with HIV (PLWH) 

Case series of people living with HIV (PLWH) 

with COVID-19 have been published from China, 
Spain, Germany, Italy and the United States (1-

15) with no clear evidence for a higher COVID-
19 infection rate or different disease course in 
people with and without HIV. Of note, most case 
series of PLWH report a younger age in their 

study population than in HIV-negative 
hospitalised COVID-19 patients, but comparable 
rates of comorbidities... 

https://www.bhiva.org/updated-BHIVA-DAIG-EACS-GESIDA-

Polish-Scientific-AIDS-Society-statement-on-risk-of-COVID-19-
for-PLWH 

 

COMISSIONING 

The NHS England  commissioning policy for the 
reimbursement of drugs for pre exposure 
prophylaxis of HIV is now available. This is a 
significant step forward towards ending the HIV 

epidemic. 

https://www.england.nhs.uk/publication/reimbursement-for-the
-use-of-generic-drugs-for-pre-exposure-prophylaxis-prep-for-the

-prevention-of-hiv/ 

 

 

 

 

 

 

 

 

SPONSORS  

HIVPA would like  to thank all of our sponsors 
for their continued support: 

Gilead Sciences  

Mylan 

Merck Sharp & Dohme Limited  

ViiV Healthcare 

Dr Reddy’s Laboratories   

The support of our sponsors is essential to much 
of the work carried out by HIVPA including 
events such as study days and conference.   

Thank You! 

https://www.bhiva.org/updated-BHIVA-DAIG-EACS-GESIDA-Polish-Scientific-AIDS-Society-statement-on-risk-of-COVID-19-for-PLWH
https://www.bhiva.org/updated-BHIVA-DAIG-EACS-GESIDA-Polish-Scientific-AIDS-Society-statement-on-risk-of-COVID-19-for-PLWH
https://www.bhiva.org/updated-BHIVA-DAIG-EACS-GESIDA-Polish-Scientific-AIDS-Society-statement-on-risk-of-COVID-19-for-PLWH
https://www.england.nhs.uk/publication/reimbursement-for-the-use-of-generic-drugs-for-pre-exposure-prophylaxis-prep-for-the-prevention-of-hiv/
https://www.england.nhs.uk/publication/reimbursement-for-the-use-of-generic-drugs-for-pre-exposure-prophylaxis-prep-for-the-prevention-of-hiv/
https://www.england.nhs.uk/publication/reimbursement-for-the-use-of-generic-drugs-for-pre-exposure-prophylaxis-prep-for-the-prevention-of-hiv/
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HIVPA Study Days 

Dates and Topics for 2021 
 
An introduction to HIV          JANUARY 

 

Cancer, critical care & COVID-19        APRIL   

 

HIV and paediatrics             SEPTEMBER 

 

HIV & mental health                         NOVEMBER 

Due to the COVID-19 pandemic and government restrictions, the HIVPA study days will be 
replaced by a series of online pre-recorded sessions from expert speakers.  The talks will be 
released simultaneously on a date in the designated month and members will be notified by 
email once the presentations are available on the eHIVE site. 

Any further changes to the educational format will be communicated nearer the time. 

 

 

Previous feedback comments from study day attendees: 

A very interesting and 

extremely informative 

meeting.  

Very informative and 

highlights areas that 

may not be experienced 

in each clinic.  

Very informative study day, 

lots of very useful information 

+ some very impressive speak-

ers. Starting later a good idea 

in terms of travel. Thanks!  
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Dates for your dairy 

BHIVA "Autumn is the new Spring" Conference 2020 

22–24 November 2020  

https://www.bhiva.org/AutumnConference2020 

 

Conference on Retroviruses and Opportunistic Infections (CROI)  2021 

6-10 March 2021 

https://www.croiconference.org/preliminary-agenda/ 

 

Annual CHIVA conference 2021 

13th March 2021 

 https://www.chiva.org.uk/professionals/conferences/ 

 

International Workshop on HIV & Women 2021 

26-27 April 2021  

https://www.virology-education.com/event/upcoming/hiv-women-2021/ 

https://www.bhiva.org/AutumnConference2020
https://www.croiconference.org/preliminary-agenda/
https://www.chiva.org.uk/professionals/conferences/
https://www.virology-education.com/event/upcoming/hiv-women-2021/
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Evaluation of Medicines use experiences among people 
Living with HIV in the UK 

Dr Barbra Katusiime,  
Lecturer in Pharmacy Clinical and Professional 
Practice, University of Kent 
 
Lessons learned from the LMQ project - a 
patient-centred screening tool for identifying 
medicine burden in HIV care 
Barbra Katusiime1, Rebecca Cassidy1, Jackie 
Holland2, Vanessa Burton2, Raj Hembrom2, 
Jessica Clements,2  Sarah Corlett1 

 
Background 

The UK met the 2020 UNAIDS 90:90:90 targets 

in 2018, with over 98% of people living with 

HIV (PLWH) on long-term antiretroviral 

therapy achieving adequate viral load 

suppression.1 Although clinically beneficial, 

self-management of HIV as a complex 

chronic condition can be challenging.2 We 

know that polypharmacy and multimorbidity 

are prevalent in the UK’s increasingly aging 

HIV+ population.3,4 Almost a quarter (22%) of 

PLWH may experience a high pill burden (of ≥ 

10 pills per day), mostly from non-HIV 

medicines.4 The concept of medicine burden 

encompasses a wide range of issues.5 Coping 

with a new diagnosis, navigating care 

pathways, and learning about strict 

antiretroviral therapy (ART) can be difficult 

for some. PLWH may experience stigma and 

social pressures,6 amidst juggling medicine 

use with day-to-day to life. All this can impact 

on both wellbeing and adherence outcomes. 

Multidisciplinary specialty teams play a 

significant role in supporting medicines use of 

PLWH (including initiating, switching, or 

maintaining ART).  However, medicine burden 

from the perspective of PLWH is not well 

understood and rarely assessed in everyday 

clinical practice. Patient-reported outcome 

measures (PROMS) can support PLWH to 

report their experiences of medicine burden.  

This project aimed to test a PROM for use in 

HIV care (known as the Living with Medicines 

Questionnaire (LMQ-3).  As a patient-centred 

instrument, the 41-item LMQ-3  has been 

widely validated for use in the context of 

multimorbidity and  polypharmacy.7–10 It has 

acceptable validity and reliability and was 

developed with considerable patient 

involvement,7 but we have not tested its 

application and relevance to PLWH.  

Methods 

Locally researchers and clinicians recognised 

that some PLWH may experience difficulties 

which impact on engagement with care. This 

survey aimed to gather views of service users 

who were 18 years or older and using ART for 

at least 6-months. Eligible patients were 

identified by the HIV team in two outpatient 

clinics (Clover Street in Medway and the Gate 

in Canterbury),  and referred to final-year 

pharmacy students, who obtained participant 

consent, and asked participants to complete a 

paper or online survey after their clinic 

appointment. 

We asked participants about the eight 

aspects of medicine burden, which are 

covered in the LMQ-3: side effects, efficacy, 

practical difficulties, interferences with day-to

-day life,  patient-provider relationships and 

communication about medicines, autonomy/

flexibility to vary regimes, cost-related 

burden related to non-HIV medicines, and 

general concerns.8   
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Evaluation of Medicines use experiences among people 
Living with HIV in the UK 

The survey also asked about the level of 

comfort they felt sharing their diagnosis, and 

their experience of  stigma (assessed using an 

8-item scale).11 This is the first study that has 

attempted to assess experiences of medicine 

burden for PLWH in Kent and we are unaware 

of similar initiatives in the UK. The study was 

approved locally by Kent Community Health 

NHS Foundation Trust and by the NHS Health 

Research Authority (Ref: 18/NE/0321). 

Following completion of the survey, 

participants were asked to contact their HIV 

pharmacist if this process had raised concerns 

about their medicines so as to gain additional 

support if needed. 

We have so far recruited 58 patients in Kent. 

168 have also accessed our UK-wide online 

survey promoted via social media and HIV 

charities. Our preliminary results show that 

most PLWH perceive themselves to have a 

low medicine burden. Researchers outside of 

the UK  have reported perceived lower 

treatment burden in PLWH, although this is a 

broader concept  than medicine burden.12 

However, despite reporting this some specific 

aspects of medicine use were reported as 

challenging within our study.  

 

Results & Conclusions 

About 1 in 5 felt that using ART affected their 

social relationships, sexual life or day-to-day 

life. Side effects appeared to be bothersome 

for most PLWH and contribute to prescribing 

cascades and polypharmacy. As illustrated by 

a 66-year old male who wrote ‘My HIV 

medicines have left me with lipodystrophy 

and peripheral neuropathy for which I take 

painkillers, but this causes erectile 

dysfunction affecting my sexual life, side 

effects have caused me problems as I suffer 

from insomnia, which affects my wellbeing. I 

have to take statins because HIV medicines 

raise my cholesterol, but this gives me muscle 

pain’.  

 

Although most participants were satisfied 

with the effectiveness of their ART, weighing 

the risks and benefits of ART was a common 

occurrence. The following quote from a 25-

year old male illustrates this point ‘The 

medication can cause slight light headiness, 

but considering the benefits, they are 

definitely worth the hassle’. This may explain 

why the vast majority of participants self-

reported low levels of burden overall, and yet 

reported challenges with specific aspects of 

medicines use. To many PLWH, their 

medicines were seen as a necessity to get 

through life and further qualitative research 

is planned to investigate the meanings of 

‘burden’ through the voices of PLWH. 

 

Practical difficulties were reported, 

particularly with respect to the times PLWH 

had to use their ART and/or non-HIV 

medicines. Some reported concerns about 

forgetting doses. One 54-year-old male 

participant said ‘I do have some difficulty in 

juggling my medicines with working nights’.  
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Most participants reported good 

communication and healthy relationships 

with their health care providers, but some 

wanted additional information about their 

condition and their medicines.  

 

Although HIV medicines are provided free of 

charge, the cost of non-HIV prescription 

charges appeared to be burdensome to some.  

About a third worried about paying for their 

other medicines and a minority agreeing that 

they had to choose between paying for basic 

essentials or medicines.  

The majority expressed limited autonomy 

over medicines use and had to adhere to 

stringent dosing regimens to achieve 

undetectable viral loads, with little or no 

room to alter the dosing times. We found a 

positive linear correlation between medicine 

burden and experiences of stigma, suggesting 

that PLWH need further support in both 

areas. Stressing aspects of medicine-related 

stigma, one participant wrote that ‘the tablets 

are quite large but do not bother me however 

they may bother others’ and some felt the 

size of pills made them difficult to take in 

public. 

 

Pharmacy students’ involvement in this 

research was key for the success of this pilot 

project. As one final-year student said ‘HIV is 

an area which isn’t explored much. This 

project allowed us to gain insight into this 

topic. I definitely wanted to do a pharmacy 

practice project because as pharmacists we 

tend to focus on the clinical [or adherence] 

aspect, so this project enabled me to gain 

holistic  insight into living with HIV from a 

patient point of view’. As part of this project, 

students collaborated with the NHS Trust in 

promoting the National HIV testing week (16th 

– 22nd November 2019), and encouraged 

University students to engage in HIV testing 

and prevention services provided on the 

Medway Campus. 

 

This project was a collaborative effort 

between Medway School of Pharmacy 

student researchers, the HIV multidisciplinary 

team at Kent Community Health NHS 

Foundation Trust, academic pharmacists and 

researchers at the University of Kent.  

The results from this study will be used to 

inform service improvement and may lead to 

future integration of person-centred outcome 

measures in future HIV care models. We do 

not suggest that everyone will experience 

medicine burden but we provide insight into 

the challenges of some PLWH. This study has 

implications for healthcare providers and 

policymakers. Assessment of medicine burden 

could enable identification of those people 

who need additional support with both their 

HIV and non-HIV treatments. However, a 

larger sample size is needed to validate the 

findings from this pilot study.  

 

Please contact Dr Barbra Katusiime, 

b.katusiime@kent.ac.uk  if you wish to learn 

more about this project or how you could be 

involved. 

mailto:b.katusiime@kent.ac.uk
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Redressing Health Inequalities in HIV Care 

Samm Kabagambe, Medical Scientist  

Gilead Sciences LTD  
 

Because of ART, the life expectancy of people living with HIV has approached that of the gen-

eral population.1 This is excellent progress, but the resulting ageing HIV population presents 

new challenges that require a step change in HIV care.  

 

Foremost among these is the need to ensure that every person living with HIV (PLWHIV) has 

access to the same quality of services and care regardless of age, gender or ethnicity. Given 

the diverse HIV population in the UK, which includes demographic groups particularly vulner-

able to health inequalities, this is a priority issue. 

 

The health inequalities that have been highlighted by COVID-19 existed long before this pan-

demic in many areas of health. Outcomes in hospitalised patients have shown that people 

from Black, Asian and Minority Ethnic (BAME) backgrounds experience higher mortality from 

COVID-19 and are more likely to require invasive ventilation in intensive care.2 

 

Within HIV care, inequality in care is a matter of serious concern. It is vital that a national 

strategy for HIV is created which includes measures to address health inequalities specifically 

in HIV. 

 

Gilead Sciences, in partnership with The African Advocacy Foundation and Sophia Forum has 

commissioned a report “Striving towards health equalities in HIV” which examines the 

issues of demographic inequalities in HIV diagnosis and care. 

 

The report investigates the way women and BAME communities experience HIV care in the 

UK from the point of diagnosis through to treatment and support for broader mental and 

physical well-being. 

It brings to light trends such as: 

 BME people living with HIV feel less informed about their condition 

 BME people living with HIV are less engaged with their clinician when their treatment is 

altered 

 Two-fifths of women living with HIV are diagnosed with a mental health condition 

 Women are less likely than men to feel comfortable asking their GP questions about HIV  

https://hivpa.org/wp-content/uploads/2020/10/Health-equalities-PRINT.pdf
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While probing these findings in greater depth, the report also sets out a series of recommen-

dations as to how these problematic gaps in different groups’ experiences can be addressed: 

 All healthcare professionals involved in HIV care should be supported to encourage 

BME and female PLWHIV to engage in shared decision-making and reporting patient 

outcomes 

 A quality of life indicator, including measures to monitor ageing with HIV, should be es-

tablished and routinely measured for all people living with HIV, to ensure that they age 

well with the condition 

 The NHS, HIV charities and educational organisations should ensure that BME and fe-

male PLWHIV are signposted to accessible and relevant information through an appro-

priate range of HIV support services, for example support through the menopause for 

women 

 Public Health England should investigate the causes of late diagnosis in BME and fe-

male PLWHIV, and agree actions to address these 

 A public health campaign should be developed seeking to reduce late diagnosis 

amongst BME and female PLWHIV, including through addressing stigma, in partnership 

with these groups 

 BME PLWHIV should be encouraged to take part in decisions about changes to their 

treatment 

 

If you would like to find out more information on this report and obtain a copy, please con-

tact Dan Murphy at dan.murphy@gilead.com  

October 2020.  UK-HIV-2020-10-0071  
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