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• Is there a changing need for rehabilitation 
amongst patients in the UK? 

• What is happening to service provision for 
patients with HIV needing rehabilitation? 

• What research is happening into 
rehabilitation for patients with HIV? 

HIV & Rehabilitation 



IS THERE A CHANGING NEED 
FOR REHABILITATION 
AMONGST PATIENTS IN THE 
UK? 
 



Number of people newly diagnosed and people living 
with diagnosed HIV infection:  
United Kingdom, 1980-2011 

Health Protection Agency. HIV in the United Kingdom: 2012 Report. London: Health Protection Services, 
Colindale. November 2012.  



Annual new HIV and AIDS diagnoses and deaths: United 
Kingdom, 1981-2011 

Health Protection Agency. HIV in the United Kingdom: 2012 Report. London: Health Protection Services, 
Colindale. November 2012.  



People diagnosed with HIV infection seen for HIV 
care by age group:  

United Kingdom, 2002-2011* 

Health Protection Agency. HIV in the United Kingdom: 2012 Report. London: Health Protection 
Services, Colindale. November 2012.  



Changes in nature of deaths 
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Cancers, opportunistic infections and dementia diagnoses

AIDS defining cancers

Non-AIDS defining cancers

Opportunistic infections

Dementia diagnosis

Forbes K, Williams A, Rackstraw S Changes in mortality in a dedicated palliative care unit for patients with HIV infection 
BHIVA Conference 2008 Poster 113 



Ongoing care needs in the era 
of HAART 

• “As people live longer with HAART, there is a rising number of HIV-
positive people over 50 years old. They are more likely to have 
poorer psychological health related to a greater likelihood of 
comorbid conditions and economic hardship, and of being more 
severely affected by HIV-related stigma.” 

• “There has been a shift from acute mental health problems 
associated with dying to chronic complex problems associated with 
living.” 

• “The health of some HIV-positive people does not improve with 
HAART and some may die. Because of the optimism associated 
with HAART, failure to respond to the therapy may lead to a 
profound feeling of failure.” 

G Green and R Smith. The psychosocial and health care needs of HIV-positive people in the United Kingdom 
following HAART: a review. HIV Medicine (2004), 5 (Suppl. 1),1–4 



HIV related symptoms 

 

National AIDS Trust. Fluctuating symptoms of HIV. August 2011 



Mildmay Hospital UK 
 

• 16 bedded inpatient assessment and 
rehabilitation unit for HIV+ adults 
accepting referrals and admissions from 
across London and nationally 

• Specialises in HIV-related neurological 
disorders 

 
 



Mildmay Mission hospital 
admission trends 

• Increasing age of patients 
• Increasing neurological disability 
• Increasing amount of comorbidities 
• Increasing numbers of patients loss to 

follow 
• New neurological syndromes i.e CD8 

lymphocytosis, CSF escape 



WHAT IS HAPPENING TO 
SERVICE PROVISION FOR 
PATIENTS WITH HIV NEEDING 
REHABILITATION? 
 



Current provision 

• Many larger HIV centres have dedicated 
or semi-dedicated HIV rehabilitation teams 

• Mildmay Mission hospital is a 16 bedded 
inpatient HIV rehabilitation unit with 
daycare facilities 

• Rehabilitation available from generic 
teams but varies markedly in availability / 
responsiveness and intensity 



Specialist clinics 

• HIV neurology and rehabilitation clinic at 
RLH 

• Joint HIV physician, neurologist, OT 
working 

• Referral in house and close liaison  with 
psychiatry, neuropsychology, 
physiotherapy, neuroradiology, virology 



 



 



Cost savings v quality? 

 



RHIVA – the Rehabilitation in HIV 
Association 

Aims:  
• Provide a network to support Allied Health Professionals 

working in HIV specialist settings. 
• Provide support and education to Allied Health 

Professionals who work in non-HIV specialist settings. 
• Champion the rehabilitation and HIV agenda at local and 

national level through the development of standards and 
guidelines and by influencing policies relating to HIV and 
rehabilitation. 

• Lead on research and best practice in rehabilitation in 
HIV. 

 
 



Psychological standards 

http://www.bhiva.org/documents/Publications/Standards_for_psychological_support_for_adults_living_with_HIV.pdf 



National standards 

http://www.bhiva.org/standards-of-care-2013.aspx 



WHAT RESEARCH IS 
HAPPENING INTO 
REHABILITATION FOR 
PATIENTS WITH HIV? 
 
 



UK rehabilitation novel research 
(being presented at this forum) 

• Exercise and Adherence in People Living 
with HIV in the UK 
– Rebecca Mullin (St Thomas' Hospital, 

London) 
• Functional Impact of HIV Associated 

Neurocognitive Disorder (HAND) and 
strategies for rehabilitation 
– Elizabeth Stevens (Heartlands Hospital, 

Birmingham) 
 
 



At recent BHIVA conference 

• A review of occupational therapy and 
physiotherapy rehabilitation services provided 
on an acute HIV in-patient ward 
– Esther McDonnell (OT), Darren Brown (PT), Austen 

Claffey(OT) and Dr Mark Nelson, Chelsea and 
Westminster Hospital 

• A review of referrals and interventions within a 
specialist HIV outpatient physiotherapy service 
– Darren Brown (PT), and Dr Mark Nelson, Chelsea 

and Westminster Hospital 
– See also plenary session on Friday 

 

 



Also at this forum 

• Disability experienced by people living with 
HIV attending a rehabilitation clinic in the 
UK 
– Will Chegwidden (Bartshealth NHS Trust, 

London) 



UK major CNS OIs 

UK Collaborative HIV Cohort (CHIC) Study Steering Committee. HIV-associated 
central nervous system diseases in the recent combination antiretroviral therapy era. 
Eur J Neurol. 2011 Mar;18(3):527-34.  
 



Factors associated with NCI 

 

Bonnet F et al. Cognitive disorders in HIV-infected patients: are they HIV-related? AIDS. 2013 Jan 28;27(3):391-400 



HAND NEWS Study (1) 
• Cross- sectional, multicentre, epidemiological study 

investigating the prevalence of neurocognitive 
impairment in 2 large UK cohorts. 

• Recruiting 1000 patients 
• Inclusion criteria 

– Documented HIV infection 
– >18 years of age 
– Able to give informed consent 

• Assessment of neurocognitive impairment by IHDS, 
Cogstat, Cowat, Simioni questions, & HADS 

• Assessment of demographics, comorbidities, CD 
 
 
 



HAND NEWS Study (2) 
• Assessment of neurocognitive impairment by IHDS, 

Cogstat, Cowat, Simioni questions, & HADS 
• Assessment of demographics, comorbidities,and 

treatment: 
– CD4 cell count and nadir 
– VL 
– length of time known to have HIV infection 
– age 
– gender 
– co-morbidities 
– co-medications 
– recreational drug behaviours  
– HIV treatment  
– CPE score over time 



What relationships exist between therapist identified 
difficulties with task performance (PRPP System of Task 
Analysis) and self-ratings of quality-of-life and function 

(MOS-HIV and PAOFI questionnaires)? 
 

• The purpose of the study is to explore the outputs of the PRPP 
System of Task Analysis with adults with HIV-related neurocognitive 
impairment, and further, to identify whether or not relationships exist 
between the therapist’s identification of areas of cognitive difficulty 
using this tool and the participants’ self-ratings using the quality-of-
life (MOS-HIV) and impact upon function (PAOFI) questionnaires.  
 

• Exploration of other factors (such as HIV-related co-morbidities, age, 
and gender) may offer additional, as yet unexplored, information 
regarding assessment of HIV-related neurocognitive impairment. 
 

• Individuals admitted to Mildmay Mission hospital UK who are known 
or suspected to have HIV-related neurocognitive impairment aged 
25 – 75 years.   
 

 



A preliminary investigation of the use of a 
‘basket’ of outcome measures within a 

rehabilitation service for adults diagnosed with 
HIV-related neurological disorders 

• Aim: To use a set of neurological outcome tools or ”basket of 
measures” to explore their application in evaluating 
rehabilitation outcomes in our cohort of patients with HIV-
related neurological disorders 

 
 
 
 Rackstraw S, Wicks E, Hawkins C. Abstract 5.8, 10th AIDS Impact Conference, 

Santa Fe, USA; September , 2011 
  



Demographics 
Admission Details  

Age range 27-76 years old Mean 47 

Male 9 

Female 10 

Black 
African 

 White 
European 

White UK Black 
Caribbean 

Ethnicity 7 1 7 4 

MSM Heterosexual Unknown 

Risk Category 6 12 1 



Admission CD4 counts and diagnoses 
CD4 count No of Patients 

0-50 5 

51-100 4 

101-200 3 

201-350 2 

351-600 4 

501+ 1 

Diagnosis 

HIVE 13 

PML 2 

Toxo 1 

Toxo + VSV encephalitis  1 

Other 2 



Neurological outcome tools  
• The Barthel is a global disability score1 

• The Northwick Park Dependency Score (NPDS) is a dependency 
assessment which rates dependency based on intensity and time of 
nursing interventions for basic care needs2 

• The Health of the Nation Outcome Scale — Acquired Brain Injury 
(HoNOS – ABI) scores the cognitive, behavioural and psycho-social 
domains of a patient as related to day-to-day activities3  

 

1. Mahoney FI, Barthel D. Maryland State Medical Journal 1965; 14 56-61. 
2. Turner- Stokes L et al. Clinical Rehabilitation 1998; 12: 304–318 
3. Fleminger S et al. Psychiatric Bulletin 2005, 29:53-55. 
 

 



Comparison of Admission and Discharge scores  
(NPDS & HoNOS-ABI combined) 
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Comparison of NPDS change and HoNOS change 
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Summary – workbook thoughts 

1) Demand for service provision continues due to 
ongoing disease complexity with no decrease in the 
numbers of patients requiring it despite effective 
HAART - definitely 
2) Service delivery in HIV and rehabilitation continues 
to be strong despite the challenging funding 
environment – yes, but some services are disappearing 
3) Lack of time and resources are continuing to hold 
back research into HIV and rehabilitation in the UK – 
but despite this we are achieving more than we think 
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