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Background - Setting the Scene 

The face of HIV is ever-changing and challenging with an ageing HIV positive 
population, long term effects of antiretroviral therapy (ART) and rising rates of HIV 
and sexually transmitted infection. In 2014 there was an estimated 103,700 people 
living with HIV in the UK with 613 deaths (PHE, 2015). The role of the community based 
HIV clinical nurse specialist (Community HIV CNS) has a long and varied history in the 
context of HIV. In 1987 the first community team in the UK (at St Mary’s Hospital, 
Paddington) was formed and based their care on the Macmillan nurse model. Since 
that first Community HIV CNS team formation it can be argued that HIV set the 
benchmark for other Community CNS roles within long-term conditions. Initially the 
Community HIV CNS role was commissioned to provide specialist management for 
those living with HIV/AIDS who wanted to live (and die) at home and be supported 
with the relevant expertise to provide support and co-ordination of services plus the 
requisite palliative care for those who wished to remain in their own homes. As HIV 
evolved, so the role developed in response, providing specialist advice and expertise 
around HIV care, side-effect management and adherence to (at the time) complicated 
ART

--

-



are lost to follow up or poor attendees) 



working closely with GP’s and specialist HIV clinics. The HIV CNS acts as a triage, 
often seeing patients at home before they go to see a GP to assess and advise 
on health issues. In this situation they often take a more holistic approach 
assessing what else may be happening with the patient such as home stressors 
(finance, housing problems, family issues) that may not be obvious to a GP or 
clinic.  

 Rescue work - Community HIV CNS’s provide support with initial HIV diagnosis, 
general health issues and some (limited) support with housing and welfare 



 Some Community HIV CNS teams provide stable patient clinics. Some are nurse 
prescribers providing acute clinics and community symptom control. Some 
offer monitoring i.e. taking blood samples both routine and emergency, which 
take appointments out of the system in acute centres. There are some that 
offer a community virtual clinic for patients who cannot attend clinic due to 
physical, financial and psychological constraints. Adapted from Leary (2010) 

 

Economic Assessment of the Community HIV CNS  

With funding from the Burdett Trust for Nursing, the Office for Public Management 
(OPM) and the Royal College of Nursing (RCN) delivered a collaborative learning 
programme designed to empower nurses to understand, generate and use economic 
evidence to continuously transform care. All too often the Community HIV CNS is seen 
as a luxury (rather than essential) service and the purpose of this economic 
assessment was to demonstrate the value of the Community HIV CNS role.  

This Economic Assessment presents the costs and the benefits of providing a 
community CNS HIV service. It uses a cost avoidance approach to demonstrate the 
value of the service and illustrates the impact of the role through 3 case studies.   

Intended audience  

The intended audiences for this economic assessment are HIV commissioners, Clinical 
Reference Group and lead HIV clinicians, other Community and hospital CNS’s. The 
impact of Community HIV CNS interventions are set out in Table 1 (Adapted from 
National Cancer Action Team, 2010). 

 

Table 1: Impact of key Community HIV CNS activities 

Improving Quality and Care Experience 
• Managing complex, individual and 
changing information and support 
needs of patients and carers 
• Supporting patients in choices 



What are the issues? 

Adherence is complex – 



The Costs of the service - drilling down the economics of the Community 
HIV CNS Role 

This economic assessment will highlight an hourly rate for my role as a Community 
HIV CNS (band





potential on cost of (12 x £280,000 - £360,000) £3.360,000 – £4.320.000. 
Consideration should also be made here around pregnancy and the costs of vertical 
transmission to the child and costs involved.  
 
There are significant costs avoided by the intervention of the HIV CNS on a case by 
case basis. These include: 
  

1) Avoidance of a hospital (re)admission is central to the role of the Community 
HIV CNS. A hospital bed per night is between £252 – 500 per day (for a 
palliative care bed). Therefore, avoidance of a week in hospital is between 
£1776 – 3500. (Curtis and Burns, 2015).  
 

2) Avoidance of ambulance calls to ‘see, treat and convey’ to hospital range from 
£231 – 254. To hear and treat over the phone is £44 and refer on adds to £155- 
180 (Curtis and Burns, 2015). 

3) Avoidance of a GP visit is £55-65 per 17 minute surgery appointment or £38-
45 home visit (for 11.7 minutes).(Curtis and Burns, 2015) 

4) Avoidance of assertive Outreach (mental health) is costed at £51 per hour with 
crisis resolution at around £30,167 per case/per year or £39 per hour.(Curtis 
and Burns, 2015) 
 

Demonstrating the impact of the HIV CNS through case studies  

To demonstrate the impact of the Community HIV CNS interventions I will consider 
what would happen in absence of this service. For each key activity area I will consider 
what other services or care providers there might be take on those activities if the role 
was not in place. In the London borough of Westminster, I currently have an active 
caseload of between 60-70 patients, 95% of whom were referred for concerns around 
adherence, disengagement and general ill health, around 20% (12- 14 patients) of my 
case load are in sero-discordant relationships and/or sexually active. I have selected 
three case studies that reflect some 

   









                                         Prior to Community HIV CNS involvement 

Service Frequency 
 

Cost per session Total 

Ambulance 
Service 

20 call outs £231 -254 £4620 - 5080 

Ambulance 
service 

50 calls per year



medications well, knows what he takes and why, stored well, ordered system, no 
concerns raised. No one else visits, they have different GP’s at different practices, 
(maybe easier to see the same one). The whole situation feels vulnerable (90 mins) 

Call to social services, call to care providers to express concerns about the care 
package set up (20 mins) 

Email referrers to express concerns about this situation 

Visit 2 – Unaware that Harry admitted to hospital but George not sure which one, 
thinks it was Hammersmith but after 30 minutes chasing up Harry discover it’s in 
Hampstead. Spend 90 minutes talking to George about their history, HH’s HIV and his 
concerns. Discussed moving harry to George’s GP. (90 mins) 

4 x calls to hospital to discuss discharge, no call to tell me when he was going home, 
called by George to say he was home. (30 mins) 

Visit 3 - Harry discharged home confused about who I was but eventually remembered 
he has run out of Nevirapine but has 4 months of Kivexa, not sure why this is as Harry 
clearly states he only takes one a day and talks through all his medications correctly. 
George states he wants to and had had nothing to do with his partners medications. 
(60 mins) 

Call HIV clinic CNS to order more and arrange to collect, express concern that there is 
no Nevirapine. (10 mins) 

Call from clinic to say Harry has been allowed to double dose (no information about 
this) Now clinic want to blister pack medications on a weekly basis. Agree to collect 4 
weeks and deliver one pack a week and monitor (120 mins) 

One week’s blister pack delivered and explained to HH. 

Visit 4 – Call from Harry to say he has run out of medications. Harry in bed.  All 
medications out of blister pack and extra Kivexa placed in empty punched out holes, 



needed, expressed my concerns that Harry has dementia and cannot manage 
medications, George has dementia too and I am their only point of contact (30 mins). 

Visit 6 – Harry in bed, appears to be managing red dosette box well, discuss options 
with George who is concerned about Harry staying in bed, lack of enthusiasm etc. (45 
mins) 

Refer to district nurse (30 mins).  

Call to remind harry to attend outpatient’s appointment 

Visit 7 – Called to collect ART from hospital but told that Harry had collected 2 months. 
At home 22 Nevirapine and 18 Kivexa missing from 2-months supply, patient adamant 
that he has taken only once a day, explain that there is a large amount missing and he 
agrees that I can take the surplus and leave him with one weeks supply. (60 mins) 

Visit 8 – call the day before to say that Harry is concerned that he has no ART explained 
that there should be 4 days left but he says that box is empty, agreed to see the next 
day but when I arrived he had gone to emergency department. Call from ED to ask 
why he had no medications and that he was accusing me of taking it all, explained to 
doctor what had happened and asked for him to be admitted. Called DN & GP to 
discuss medication issue and arrange support. DN agreed to see when discharged. 
Called to see Harry in ED he does not want to see me again as I had taken all he 
medications, explained reasons why and this was an agreement with clinic and his 
consultant, explained he was in pain and was using Nevirapine for this. (120 mins) 

Update - DN to visit daily to supervise ART and CNS to liaise and support, overdosed 
on 4 days in one, DN now daily visits with medications…plan residential care if this 
fails. HIV CNS visits weekly.  

The Community HIV CNS was the only source of community management, 
assessment and support, referring to the DN service was initially difficult as Harry 
had no physical needs and was ambulatory but unable due to his dementia had no 
drive to visit his GP and both partners had different GP’s in different surgeries and 
therefore was there was no joined up approach to care.  Without a Community HIV 
CNS service there was other service to assess and support Harry’s adherence and his 
overdosing may have remained unchecked as the HIV centre allowed double dosing 
for some time. Harry’s partner would have remained unsupported as he had little 
personal support and didn’t meet the criteria for Admiral nurse (dementia) support, 
his health would have deteriorated leading to the need for more social service input 
and potential hospitalisation. The initial care package would have continued 
unchallenged and vulnerabilities not recognised unless Harry



Service 
 

Frequency Cost per session Total 

Hospitalisation for 
Harry 

2 weeks plus 1776 – 3500 (per 
week) 

£3552 - 7000 

Hospitalisation for 
George 

2 weeks plus 1776 -3500 (per 
week) 

£3552 - 7000 

Total £7104 – 14000 plus 
 

 
 
 
Conclusion 

 
In areas of high HIV prevalence and complexity the Community HIV CNS is an 

essential part of the multidisciplinary team. The potential for escalating costs if the 
role were to be decommissioned is clear. As sole case managers for the majority of 
our cohort we take a leadership role in smoothing and initiating care pathways and 
make a demonstrable contribution to patient health, experience and safety.  

The Community HIV CNS and referrer’s audit (appendix 2) highlights not only 
the scope of the many roles taken on by Community HIV CNS’s in high prevalence 
areas but also our knowledge, skills and experience. In these times of cost pressures 
Community HIV CNS’s need to think about the value they add and look to what we can 
measure to show this worth, which may involve thinking outside of the HIV box. We 
should celebrate our uniqueness and highlight our role in gaining an insight into a 
patient’s home life and the circumstances affect their health and that make them who 
they are. We provide a vital role that it would take many services to replicate, without 
this role patient’s would remain unsupported and unmanaged in the community. 
What we feel as ‘standard HIV management’ around adherence can prevent not only 
wastage of ART but the potential to prevent future ill health and onwards 
transmission. We are flexible, we have changed and adapted our role to our patient’s 
needs. Look at your caseload and think about all the patients for who you are the sole 
point of contact, the input you have and the likely consequences of your service no 
longer being there and cost up the mental health, community nursing support, GP and 
social care services required to fill out your role. We aren’t a luxury service and we 



Currently, most referrals to the Community HIV CNS service are for adherence 
management and support and the consequences of poor adherence, potential ART 
wastage, rebounding viral loads and onwards transmission should not be 
underestimated. HIV is often the hook to hang other issues too and the Community 
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This case study was completed by Shaun Watson, Community HIV Clinical Nurse 
Specialist, Chelsea & Westminster NHS Foundation Trust in May 2015.  

Shaun successfully completed a collaborative learning programme designed to 
empower nurses to understand, generate and use economic evidence to continuously 
transform care. The programme was delivered by the Royal College of Nursing and the 

mailto:shaun.watson@nhs.net


Appendix 1 Complexity 

What is Complexity? 

Complex patients can be described as those living with HIV with many ongoing issues 
such as Hepatitis (B and C), tuberculosis, and opportunistic infections associated with 
HIV or other long-term conditions (diabetes, epilepsy).  

Complexity may be professional due to the involvement of other health and social 
professionals that are involved in the care and support of an individual with no one 
person taking the lead. 

https://www.gov.uk/government/statistics/hiv-data-tables


Referrer’s Audit 

A separate audit was sent to those who refer to the CNS service. 72 audits returned 
from London area, Liverpool & Brighton. 

33 HIV Consultants 

20 HIV Nurses (including outpatients, ward, Tb nurse & health advisers) 

12 other (including HIV voluntary services) 

5 Non HIV Drs (Psychologist, palliative Care) 

2 Pharmacists 

How often do you refer? 

Frequently (more than once a year) - 64 (89%) 

Less than once a year - 8 (11%) 

Reasons for Referral 

There were over 70 different reasons for referral therefore they have been put into 
themes starting with the most popular. 

 Adherence (starting treatment, monitoring ARV use, directly observed 
therapy) 

 Complex Patients (socially, physically, unable to attend clinic ‘severe mental 
health’) 

 Vulnerable adult (safeguarding issue, domestic violence, safe discharge from 
hospital, assessment of home and function at home) 

 Managing side-effects and co-morbidities 

 Psychological/emotional support (isolation) 

 



3. Adherence – monitoring, managing side-effects 
4. Psychological support – emotional not supported by mental health services 
5. Onward referral – to hospice/ s



 Monitoring those who have stopped ART 

 Social/economic issues (as main reason for referral but all had adherence, 
psychological and complex need) 

 Nursing home – education to staff and advocacy work for patient 

  

Take an average week 

Respondents were asked to look at their activity in an average week. This list below 
reflects not only the face to face work but also the many other roles that are taken on 
I suspect that many respondents take much of what they do as ‘part of the role’ or as 
insignificant but they all add to the hours we do within a day. The main themes were 
identified as: 

1. Face-to-face contacts (between 6 to 24 patients a week) 
2. Non face-to-face patient contacts (email, text, telephone) between 30 – 120 

episodes a week 
3. Professional contacts (telephone face to face/email/letters) between 30 -60 

episodes a week. 
4. Meetings – MDM, discharge, outpatient clinic meeting, new diagnosis clinic 

(between 1-2 hours a week) 
5. Admin time – no one had admin support and time ranged between (2-4 hours 

a week) 
6. Teaching and teaching prep between (around 2 hours a week) 

Other work note included: 

 Clinical supervision 

 Weekly clinic, prep and review of results 

 Management 

 HIV prevention work (testing) 

 Medical & nursing student placements mentoring and supervision 

 Infection control link 

 Data entry 

 Audit and research 

 Mandatory training 

 CPD sessions/study days 

 Network meetings 

 Safeguarding/child protection meeting attendance 

 Lunchtime teaching session with drug rep 

 NHIVNA meeting 

 Peer support 

 Dementia lead for service 

 Cover for walk in service 

 Emergency script list and home delivery (3-8 scripts a day) and coordination of 
blister packs. 







3. Numbers of patients lost to follow up that have been brought back into acute 
services? (HIV service specification, BHIVA Standards of care for people living 
with HIV, 2013) 
 

4. Number of complex patients for whom you are the sole case manager in the 
community? (Complex care – percentage of patients that engage in care HIV 
service specification) 
 

5. Number of patients who require adherence interventions (medicine 
compliance aid monitoring, refilling/supervision) (HIV service specification) 
 

6. Number of patients with a personal care plan that show evidence of patient 
driven outcomes? (BHIVA Standards of care for people living with HIV, 2013) 
 

7. Avoidance of emergency admissions for acute HIV related conditions that 
should not usually require hospital admissions (HIV Service Specification). 
Interventions involve holistic case management, empowering patients to self-
manage their HIV, referring to peer support groups and local voluntary 
agencies, risk and safe guarding assessment. 
 

8. Case management for people discharged from hospital with HIV related 
conditions and reduction in readmissions to hospital with 30 days 
Interventions include comprehensive assessment and follow up, onward 
referral, refer to social service re-ablement teams. (HIV Service specification).  
 

9. Evidence of multi-agency coordination of care and service 
provision/integration for patients who are vulnerable or who have complex 
needs. Interventions used include clear referral pathways. (HIV CQUIN).  

Without a Community CNS HIV Service 
 
For most Community HIV CNS’s replication of the service provided would 
necessitate more frequent (at least quarterly or bi-monthly) visits to the HIV 
service to monitor adherence, therapeutic drug levels or a monthly/fortnightly 
visit from a ‘skilled up’ district nurse service with support from 
hospital/community pharmacy to blister pack ART alongside their other 
medications. Patients may also require mental health input and/or social care 
input to allow them to function on a day-to-day basis. Structured visits to or home 
visits would be required from their GP or a practice nurse to assess their home 
situation and environment with onward referral as appropriate, if available. For 
some complex patients’ successful management in the community requires their 
engagement and motivation, a lack of which is often one reason most are referred 
to the present Community HIV CNS service. Below is an example of the potential 
economic effects if there were no Community HIV CNS Service and replication that 
would be required: 

 



District Nurse x 12 visits (£52 a visit)    £   624 
Mental health x 12 visits (£51 a visit)   £   612 
Increased GP Visits x 4 (£65 per 17 mins)   £   260 
Avoidance of One week in hospital x 1 week  £ 3000 
Prevention of waste of ART (half a year’s ART)  £ 3000 

Total= £ 7496 
(with a potential for increased costs due to pharmacy costs, social care needs, 
ambulance calls and transfers, HIV clinic visits, bloods and other investigations, 
increased stay in hospital, increasing mental health emergencies) 
     
Community HIV CNS (£50 a visit) x 12 visits a year = £600 
 
If the average Community HIV CNS caseload is 60 patients this equates to 
approximately £412, 140 in potential costs if the service were not in place. 

 


