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SusQI Case Study Report: A Novel Care Pathway for Stable 

HIV Patients – a streamlined and sustainable countywide 
approach for Northamptonshire 

 

 

Team Members:  
• Dr Lynn Riddell, Clinical Service Lead for Northamptonshire Integrated Sexual Health and HIV 

services (NISHH), Northamptonshire Healthcare NHS Foundation Trust. 

• Ms Eleanor Ingate, PA to Service Manager and Consultant Lead in NISHH 

• NISHH administrators, nurses, pharmacy and medical team 

 

Background: 
The increasing robustness and tolerability of antiretroviral treatment regimens for HIV over the last 

decade allows practitioners to seriously consider the impact and necessity of multiple attendances by 

patients to hospital sites for pathology testing and examination. Most adherent patients are now 

physically stable, living normal lives with personal and other employment commitments. Yet across the 

UK, most stable HIV patients attend NHS services with the same frequency and undergo the 

same/similar pathology investigations as those HIV patients who are relatively newly diagnosed or 

considered unstable. Changing the clinical pathway for very stable patients to achieve a reduction in 

face-to-face appointments has the potential to provide environmental, financial, social and clinical 

benefits whilst maintaining patient confidence and safety.  

 

As the countywide Clinical Service Lead for Northamptonshire Integrated Sexual Health and HIV services 

(NISHH), it is within my brief to be able to deliver this system-wide change with a specific quality 

improvement and sustainable focus. With key members of the service team across all work streams, 

including junior through to senior team members, and capturing patient voices, we aim for this new 

pathway of care for “Very Stable“ HIV patients to be rolled out across the entire HIV cohort of 

Northamptonshire with clear benefits and value very easy to see. 
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Specific Aims: 
To reduce the frequency of face-to-face appointments and phlebotomy testing for a defined ‘very 

stable’ section of the county HIV patient cohort in Northamptonshire from twice a year to once a year. 

 

Methods: 
We reviewed our service and identified the existing minimum 6-month cyclical attendance pathway 

applies to all HIV patients, regardless of the stability of their condition and treatment. We therefore 

proposed dividing the existing HIV cohort into three, as defined below;  
 

• Cohort A / “Very Stable” patients: A definition of a “Very Stable” HIV patient was agreed between 

the county HIV consultants. Patient meeting the criteria will require annual attendance. Please 

note: “Cohort A” patients will be referred to as ‘Very Stable’ in correspondence with patients. 

• Cohort B: Patients considered stable who still require more frequent (6 monthly) monitoring due 

to adherence issues or resistance to antiretroviral regimens requiring medication changes. 

• Cohort C: Patients new to the service or newly diagnosed with HIV infection. They will have not 

commenced antiretrovirals or have commenced recently but their viral load is not yet 

undetectable. Cohort C will also include patients who are pregnant or clinically unwell with an HIV 

related illness. Cohort C will require frequent (sometimes monthly) monitoring with specific 

additional tests depending on their current issue.    
 

The three Cohorts were explained to all staff in the HIV arm of the service known as the Summers Unit 

(SU). A detailed flowchart depicting what investigations are required for the individual Cohorts at 

specific time points was developed (Appendix 1). With this change, the pharmacy team will be required 

to accommodate a mid-cycle Pharmacy Prescription Review by telemedicine. (See flowchart in 

Appendix 3). 

 

All patients registered with the SU were sent a letter (Appendix 2) notifying all patients registered with 

the NISHH countywide HIV cohort of potential upcoming changes to their attendance schedule. This 

letter was sent via our electronic Text Link system. The letter indicated that changes would be discussed 

with every patient at their next face to face appointment and that no patient would be moved to the 

annual pathway without their consent.  

 

At each patient’s next doctor appointment, a joint decision between the patient and the HIV doctor will 

be made as to whether this new pathway is suitable for the patient. It will be emphasised to the patient 

that emergency access telephone and attendance arrangements will remain in place. This system will 

have a safety net for patients who become unwell or pregnant whereby the patient will simply 

transition seamlessly back to Cohort B or C monitoring schedules. To reinforce this information a 

detailed document including a pictorial flow chart (Appendix 3) will be offered to every patient during 

this discussion and for them to take home. Patients designated as suitable for and consenting to being 

in Cohort A/Very Stable will have this documented in their EPR and will begin the 12- month review 

schedule from this appointment.   
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Measurements: 
We audited the HIV patient cohort data on our electronic records system (Lilie). This included a search 

for information of patients categorised as being stable on the HARS national dataset. Initial results 

suggested that 73% of the cohort were likely to meet criteria for ‘Cohort A/very stable’ status. However, 

HARS relies on clinicians filling in forms every time there is a clinical contact and is not always up to 

date. By looking additionally at individual pathology results held on the ICE pathology system for Viral 

Load, and at individuals in clinic, we are finding that there many patients not picked up by the HARS 

dataset who are eligible to move to cohort A. We are therefore confident in the assumption that 90% 

of our patient cohort will be eligible to move to Cohort A in the next 6-12 months. This figure will 

become a “soft aim” for service staff and while not possible within the 10-week project phase of the 

competition, this will be measured annually using the same audit processes as previously defined. 

 

Social sustainability: 

Patients who attended the clinic during our project phase were surveyed. To avoid bias, the patients 

were asked to complete the survey without staff assistance and before information was disseminated 

to patients on the proposed cohort changes. Approximately 10% (102 of the entire 950 patient HIV 

cohort) were surveyed. The survey focused particularly on environmental and social impact factors with 

full list of questions available in Appendix 4. 

 

Impacts on staff have been reviewed informally through conversations about current pressures on their 

job plans. Pressures are compounded by ongoing and unpredictable colleague sickness absence related 

to covid, increasing demand and complexity of the cohort, increase Trust requirements around training 

and mandatory training and movement of trained staff relating to retirements and promotions.  Freeing 

up staff time would allow focus on difficult cases and time to discuss issues that might affect adherence 

to medication. 

 

Clinical and health impacts:  

Over time, it is possible that the desire to be classified as “Very Stable” might drive HIV antiretroviral 

adherence.  

 

There is considerable pressure with expanding demand on the sexual health, contraceptive and HIV 

service in the county. The county has an increasing population with an increase in those from higher 

HIV acquisition risk areas of the world. This project offers potential clinical benefits by freeing up staff 

time (as per above in social impacts), allowing the cover other pressure points within the service and 

crucially, allowing nurses to undertake important non patient facing activities.  

 

Environmental sustainability: 

Emissions factors from the Carbon factors Greener NHS Team 2020-21 were applied to a list of all 

consumables (excluding PPE) used in a single appointment including processing of blood tests. The 

weight of the consumables (excluding PPE) was obtained to calculate a waste reduction saving using 

emissions factors from Rizan et al 20211. PPE emissions factors which include disposal were taken from 

Rizan et al 20212.  
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Detailed travel data for 77 patients was used to develop a mean return distance. The emissions factor 

for average car of unknown fuel from the UK Gov BEIS greenhouse gas emission database was used to 

determine an average CO2e per patient journey.  

 

Economic sustainability: 

The cost of all consumables used in the 6 monthly appointment was obtained from the NHS Supply 

Chain and Aggresso system website used by the Trust procurement team. 

 

Although the change will remove up to 855 x 30 minute Band 6 nurse appointments per year, actual 

costs in pounds have not been included as “direct savings”. It is not anticipated that these hours will be 

“let go”, and instead will enable current Band 6 nurses to undertake higher value work as outlined in 

Social and Clinical impacts. 

 

Results:  
Clinical and Health outcomes: 

Discussing the change with each individual and moving all eligible and consenting patients to Cohort A 

/Very Stable will take a full 6-month cycle to complete. Therefore, it is too early to determine if the 

pathway will improve health outcomes for patients. However, preliminary discussions with some 

patients who are not currently eligible has suggested annual attendance that would be linked to their 

adherence could be a powerful incentive to improve their adherence to medication. The additional time 

gained by staff may also be supportive in helping to focus discussions on adherence and other issues 

that prevent categorisation into Cohort A. 

 

The proven U=U (undetectable is untransmissible) is a powerful public health aim and anything the 

service can do to achieve 90% viral load undetectable levels within the cohort should be strongly 

encouraged. This would have a significant positive impact on the wider public and reduce the frequency 

of new HIV infections locally and in the UK. We plan to measure this impact at our first review of the 

new “Very Stable” cycle. 

 

Social sustainability: 

100 HIV positive patients completed the survey. We found that; 
 

• 84% of respondents indicated that the environment was important to them. 10.6% indicated it was 

not and the remaining 5.4% were not sure and/or did not see the link between the NHS and the 

environment.  

• 84% of respondents answered ‘yes’, it would be helpful if the number of routine appointment 

attendances was reduced. 9% responded ‘no’, however subsequent anecdotal discussions with two 

patients determined both had not understood that emergency access would remain in place. This 

suggests that the face-2-face appointment with the doctors before moving the patient into Cohort 

A is an important opportunity to provide reassurance. 3% of patients who answered ‘not really’ 

subsequently indicated they were retired and it made no difference to them personally. Thus, there 

was over a 90% approval rating for this change.  

• 95% of respondents approved the method of communication (Text Link system). The remainder 

either did not like it or did not specifically answer the question but mentioned preferring email 
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communication or concerns re Google security. Anecdotally, some of this might relate to some 

patients not having a smart phone which needs to be considered to ensure fair distribution of all 

information.  

• Impacts on employment and salary were varied and more difficult to interpret.  

o 5.5% were self-employed but did not indicate if absence from work had negative impacts.  

o 7.7 % attended clinical appointments during work time that continued to be paid.  

o 9% chose to attend on a non-working day or in non-working time. Anecdotally staff have been 

informed this is because patients do not wish to disclose their HIV status or presence of a long-

term medical condition to their employers.  

o Notably, 20% took annual leave or sick leave to attend, again some anecdotally disclosing the 

same confidentiality reasons. 

o Notably, 36.6% indicated that they received no payment when they attended. The SU is very 

aware that we serve a high proportion of patients who are on zero hours contracts and work 

within the many warehouses in the county. However, we did not specifically capture this 

information. Anecdotally, we are aware that implications of losing earnings to attend 

appointments needs to be considered. This is a reason given to us by patients who fail to attend 

scheduled appointments despite receiving reminders. Many zero hours contractors are given 

very little notice to attend for shiftwork which does not enable them to cancel/reschedule as 

many commence work before clinic opening times and do not have access to their phones.  

o 24.4 % said this question was not applicable, potentially due to retirement.  

o One patient indicated he was responsible for caring for a relative and needed to make 

alternative care arrangements to attend.  

• Patients travelled varied distances in a range of 4-140 miles return journey to attend their 

appointments. The average return journey was 32.9 miles. This equates to an average cost of £9.20 

per patient per appointment. The average time taken to attend appointments and return 

home/work was 110 minutes. Sexual Health and HIV services in the UK are classified as ‘open 

access’ which means patients can choose to be seen out of area. Northamptonshire is a rural county 

with many patients not living near the Hub sites.  
 

The outcomes of the change in frequency of attendance for a large proportion of the cohort may 

increase staff job satisfaction. Staff will gain time for higher value work, time to cover existing pressure 

points and have appropriate time to reasonably fulfil their job plans. Staff are currently working within 

an environment of increasing patient numbers/complexity and demand within a decreased financial 

envelope following a tender process in 2019. A staff member noted  
 

“if we can keep our patients well and safe and have time to concentrate and give more time to 

those who need more time…that can only be a good thing, right?” 

 

Environmental sustainability: 

For each face-to-face appointment removed, we will save 20.15 kgCO2e attributed to blood tests 

(including laboratory processing), consumables used and waste disposal. Additionally, an GP 

appointment letter is no longer required, reducing emissions further by 0.011 kgCO2e per appointment. 

The mean return travel per patient journey was 32.9 miles, equating to a mean of 10.2 kgCO2e. 

Therefore, the total saving per face-to-face patient appointment equates to 30.36 kgCO2e.  
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We project that within circa 12-18 months 90% of the total Northamptonshire HIV cohort could be 

Cohort A patients (855 of the existing patient cohort). This would suggest a potential annual carbon 

saving of 25,957.8 kgCO2e, equivalent to 74,763 miles - 108.3 return journeys from Northampton to 

Glasgow. 

 

Economic sustainability: 

There were no specific Trust investment costs required to undertake this project. Dedicated time at 

senior doctor level was required to both design and implement the system.  

The potential financial savings for the Trust are estimated to be £52.52 per patient appointment 

(including purchase and disposal of consumables and laboratory blood test processing). Based on 90% 

of the existing patient cohort moving to Cohort A within the next 12 – 18 months, this would suggest a 

potential annual saving of circa £44,904.60. 

 

It is expected we will gain approximately 350 nursing hours across the year (based on 700, thirty-minute 

appointments being removed. Again, a 90% roll out would increase this to 427 hours). The cost of 

staffing changes has not been included in these savings because it is considered that the staff would 

remain in place as outlined in the social sustainability section. This might however not be the case 

should similar changes be implemented in other HIV services within the UK. There will also be a saving 

in laboratory staff testing time. 

 

Barriers encountered 
There exists within the NHS service(s) staff members and patients who do not like or deal well with 

change. It is infrequent that patients are asked specifically about the social impact of their attendance 

to NHS sites and many NHS staff feel that patients wish to attend regularly. However, the patient survey 

showed a clear and strong patient voice in favour of reduced attendance. This supported the 

subsequent detailed discussions with staff to explain the merits of and request support for this change 

programme. 

 

Conclusions: 
The potential financial and environmental savings across the UK, where in 2019 there were nearly 

99,000 HIV patients accessing care3, are irrefutably significant. However, this pathway re-evaluation 

does not need to be limited to HIV care programmes with multiple outpatient pathways seeking to 

manage chronic conditions. However, there is no incentive for NHS staff to reduce attendances if their 

services are dependent on payment allocated per attendance. For our integrated sexual health service, 

we are on a block contract making this change possible.  

 

The social benefits of our pathway change are significant both for staff and patients. Staff have been 

under increasing pressure and report disappointment at not having sufficient time to deal with those 

who need particular additional care/time. Our hope is that the freed-up appointment time will allow 

time to focus on those that do not adhere to their medication and to understand this on a person-by-

person basis, with the aim of solving any barriers. It is the only way we will achieve all patients being 

virologically undetectable and therefore the virus being untransmissible.  
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We plan to review the cohort system after 12 months. At this time, and with hindsight, we would try 

and interview the patients from a more detailed perspective to look at cohort demographics and how/if 

this related to some of the answers given. For example, are all the patients on zero hours contracts 

foreign citizens and if they are, is there an easier way to make their transition into UK society and 

hopefully their attendance and adherence easier. We would also seek to be fully reassured about the 

safety of the system and identify any unforeseen problems that may have arisen.  

 

The environmental savings indicated in this project, were considered “staggering” by our staff. 

Indicating these savings in terms of equivalence to car journeys made it relatable and simplified staff 

understanding, and they voiced that it was still overwhelming to see the NHS effect on the environment.    

On completion of this project, we will seek recognition of the value of our outcomes from our colleagues 

within our Trust with its many outpatient departments. We would then try to extend it  toa system wide 

approach across our county (which has three NHS Trusts and Primary Care) as the county moves 

towards integrated care systems.    
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Appendix 1: Summers Unit Pathology Monitoring 2022 
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Summers Unit Pathology Monitoring 2022 - Lists 

 

LIST 1: Baseline/diagnosis/transfer in 

• Confirmatory HIV test – unless result in formal transfer letter from UK site 

• CD4 

• VL 

• HLA B5701 – unless result in formal transfer letter from UK site or pt already on abacavir 

• HIV resistance test – unless result in formal transfer letter from UK site or undetectable VL  

• Hepatitis IgA Ab 

• Hepatitis B cAb, sAg, sAb 

• Hepatitis C Ab – if positive check HCV -RNA 

• FBC/differential 

• U&E 

• LFT 

• Bone profile 

• Lipid profile 

• HbA1c 

• Urinalysis, UPCR/ACR 

• STI screening and syphilis serology (under GU number) 

• QRISK3 score – if aged 40yrs and over 

• Bone fracture risk assessment FRAX score – do every 3 years if aged over 50yrs, post-menopausal women, 
and other patients at high risk (hypogonadism, low body mass, smoking, high alcohol intake and 
glucocorticoid use) 

 

LIST 2: 6 Monthly Follow-up SU nurse Appointment (Cohort B) 

• VL 

• CD4: 
1. Not on ART 
2. Started ART n last 6 months and previous CD4<350 

(CD4 not needed if: 

• CD4 >350 on 2 occasions >1 year apart 

• If pt stable on ARVs with VL<40 for 2yrs and CD4 remains below 200) 

• FBC – not required in men stable on ART with VL<40 unless requested by Dr 

• U&E, LFT, Bone profile 

• HbA1c – if requested at Dr review 

• Lipids – if requested at Dr review 

• Urinalysis & if proteinuria send UPCR/ACR – if on tenofovir or requested at Dr review 

• If hepatitis B/C co-infection – follow NHFT/NGH co-infection flowchart 2022 

• STI screen (under GU number) where appropriate including hepatitis C (under SU number) if risk  

• If previous HBV vaccination:  

• sAb<10: revaccinate with double dose up to 2 courses (once VL<40). If no response document and 
no further vaccination 

• sAb>10: boost 5 yearly (unless no ongoing risk) 

• Weight, bp, waist circumference, BMI 

• QRISK3 score – if aged 40yrs and over 

• Bone fracture risk assessment FRAX score – do every 3 years if aged over 50yrs, post-menopausal women, 
and other patients at high risk (hypogonadism, low body mass, smoking, high alcohol intake and 
glucocorticoid use) 
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LIST 3: Annual Monitoring/Doctors guide (Cohort A) 

• VL 

• CD4 (not needed if CD4 >350 on 2 occasions >1 year apart) if: 
1. Not on ART 
2. Started ART n last 6 months and CD4<350 

(CD4 not needed if: 

• CD4 >350 on 2 occasions >1 year apart 

• If pt stable on ARVs with VL<40 for 2yrs and CD4 remains below 200) 

• FBC – not required in men stable on ART with VL<40 unless requested by Dr 

• U&E, LFT, Bone profile 

• HbA1c – consider if risk 

• Lipids – if >40yrs or other indication 

• Urinalysis & if proteinuria send UPCR/ACR – if on tenofovir or another indication to do 

• If Hepatitis B co-infection: AFP, HBV-DNA, HBsAg, request liver USS, check follow up with hepatitis team and 
fibroscan (as per NHFT/NGH co-infection flowchart 2022) 

• If Hepatitis C co-infection: check had AFP, liver USS, check follow up with hepatitis team and fibroscan (as 
per NHFT/NGH co-infection flowchart 2022) 

• STI screen (under GU number) where appropriate including hepatitis C (under SU number) if risk  

• If previous HBV vaccination:  

• sAb<10: revaccinate with double dose up to 2 courses (once VL<40). If no response document and 
no further vaccination 

• sAb>10: boost 5 yearly (unless no ongoing risk) 

• Weight, bp, waist circumference, BMI 

• QRISK3 score – if aged 40yrs and over (please date) 

• Bone fracture risk assessment FRAX score (please date)– do every 3 years if aged over 50yrs, post-
menopausal women, and other patients at high risk (hypogonadism, low body mass, smoking, high alcohol 
intake and glucocorticoid use) 

• Latent TB as appropriate – as per BHIVA guidelines: 

• if from country of high (>151/100,000)/medium (40-150/100,000)TB incidence for latent TB 
infection (see links below for TB incidence by country) 
http://www.gov.uk/government/publications/tuberculosis-tb-by-country-rates-per-100000-
people; http://www.who.int/tb/publications/global_report/en 

• Consider if from low incidence countries for latent TB infection if additional risk factors ‘such as 
exposure to a known TB case (which should be identified through routine contact tracing) or travel 
to or periods of time (>12 months) spent consecutively in higher incidence countries 

 

Radiology 

Request test and add to CA list in one month to review results (sooner if urgent) 

Check results at one month: 

• If results available – Dr to review and document in EPR 

• If results not available – add to CA list to check in one month 

 

 

 

 

 

http://www.gov.uk/government/publications/tuberculosis-tb-by-country-rates-per-100000-people
http://www.gov.uk/government/publications/tuberculosis-tb-by-country-rates-per-100000-people
http://www.who.int/tb/publications/global_report/en
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Appendix 2: Summers Unit Patient letter ONE re Very Stable Pathway 2022 
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Appendix 3: Details of Very Stable Pathway SU 2022 
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Appendix 4: Patient Questionnaire Summers Unit 2022. 

 


