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Challenges in Care 
 



1988 



1988 in Brighton 



What the papers were saying 

                            http://www.gayinthe80s.com/2013/01/1984-85-media-aids-and-the-british-press/aids-press-collage/ 



Uncharted Territory 





 
 



 Was inhaled pentamadine palliation? 

 Was gancyclovir and foscarnet palliation? 

 What pain control or symptom control would people 
with HIV need?  

 How much morphine would it take to control the 
profuse diarrhoea that patients experienced? 

Defining palliative care in HIV/AIDS  









 Impact of fear, stigma and discrimination 

 Putting the patient at the centre of care 

 Respecting patient choice and control  

 To fight the patient’s corner 

 A whole raft of new clinical skills 

 Thinking outside the box 

What have we learnt from past challenges 



 Remarkable experience caring for people with HIV/AIDS in 
the 80s and 90s 

 It was an honour and a priviledge to be part of this history  

 Working in uncharted territory taught us to deal with 
uncertainty and to navigate new obstacles in the best 
interests of patients 

 This is my lesson from the past  

Conclusion 



 The many patients who enriched our lives and taught 
us so much 

 Ann Wood, Clinical Nurse Manager, Mildmay Mission 
Hospital 1980 onwards 

 Colleagues, family and friends who were part of this 
experience 

 

With thanks to the following for their contribution to 
this presentation and this experience 



Challenges in Care 
 



 BHIVA Standards 
 BHIVA Guidelines 
 National data reporting 
 Enviable cascade of care 
 HIV Clinical Reference Group 
 HIV Service Specification 
 NHIVNA/ STIF Competencies 
 Advanced Practice Guidelines 
 Annual Health Check Document 
 Research Strategy 
 HIV Community Nursing Model 
 



 Underfunding of health and social care services 
 Fragmented healthcare system 
 Increasing homelessness, drug and alcohol use 
 Potential devolvement to Primary Care 
 Cuts to support services and voluntary organisations 
 Cuts to education for healthcare workers 
 Tendering of services  

Threats  



At the short end of the stick 

 Paul, age 62, diagnosed in 1998 
 Multimorbidities 
 Poor GP care 
 Drug interactions 
 Lack of care co-ordination 
 Impact on mental health and 

cognition 
 Lives alone 
 Established relationship with 

HIV clinic 
 
 

 
 Doesn’t meet threshold for 

social care 
 Doesn’t meet threshold for 

local mental health services 
 No access to community 

nurse specialist 
 Feels abandoned by services 



How do we provide care for people 
with HIV in the future? 



What we know 
 

 Quality of life is affected by multi-
morbidity1 

 Co-morbidities are significantly more 
prevalent in HIV2-5 

 What patients value about their HIV 
care 

 Current model of specialist care results 
in excellent clinical outcomes 

 Lack of GP knowledge6 

 Frequency of drug interactions7,8 

 Avoidance of care due to stigma9,10 

 

 

 

 

What we don’t know 

 How the treatment cascade will 
be affected outside of the 
specialist setting 

 How new generic models of 
multi-morbidity will apply to 
PLWHIV 

 What is the evidence base for the 
role of clinic based HIV nurses   

1. Langebeek N, et al. AIDS. 2017;31(10):1471-81. 2. Kooij KW, et al. J Infect Dis. 2015;211(4):539-48. 3. Schouten J, Clin Infect Dis. 2014;59(12) :1787-97. 4. Petoumenos K. et al. PLoS 

One. 2017;12(9):e0184583. 5. Levett TJ, et al. J Am Geriatr Soc. 2016;64(5):1006-14. 6.Defty H, et al. Br J Gen Pract. 2010;60(574):348-51. 7. Holtzman C, et al. J Gen Intern Med. 
2013;28(10):1302-10. 8.BHIVA Position Statement The future role of primary and community care in HIV. 2013. 9. 2015. TPLWHSS. HIV in the UK: Changes and Challenges; 
Actions and Answers National findings.; 2015. 10.Namiba A, et al. Primary care access: How general practice can better respond to the needs of people living with HIV 2011 





Core principles of HIV care 



Articulate what is different about HIV 

 Long-term HIV care is still a new 
concept 

 HIV affects a diverse range of 
population groups 

 Effective treatment is required at 
an individual and population level  

 Premature ageing and multi-
morbidity 

 High levels of mental health 
 Stigma 

 

 

The future of HIV Services in England: Shaping the response to changing needs. Kings Fund. April 2017 



   

                                     Co-design services with patients 
   

 
 

  

 
  

 
 
 
 
 
 

 
 



 Audit standards you have in place 

 

 Define the detail of what nurses do 

 

 Participate in defining research questions and 
conducting nursing research 

 

Gather evidence for what nurses do 



Proving your worth 



Keep developing skills  

                              Framework for Advanced Nursing, Midwifery and Allied Health Professional Practice in Wales 



Challenge the can’t do responses 



Is the future uncharted territory? 



 Continue to work in partnership with patients 
 Use peer mentors 
 Involve patient feedback and patient advocates in service 

planning 
 Provide evidence for what you do 
 Turn your threats into opportunities if possible 
 Use the available frameworks and guidelines 
 Educate others  
 Share learning across the HIV nursing community 

 
 
 

 What you going to do today to change tomorrow? 



 The past has taught us what we can all achieve 

 

 The future awaits our present response  

Conclusion 


