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¡What is HAND
¡How is affects people
¡The Past
¡The Present
¡What we can do about it
¡An Interesting Paper 

THE PRESENTATION:



TERMINOLOGY 

HIV-1 infection and cognitive impairment 
Schouten et al. AIDS 2011, 25:561–575



¡ Cognitive: 
 “The set of all mental abilities and 
processes related to knowledge, attention, 
memory and working memory, judgment and 
evaluation, reasoning and attention”

Very important for most of what we do 

TERMINOLOGY



Cognitive complaints are common in HIV
¡ Acute delirium secondary to a legion of metabolic 

and infectious complications
¡ HIV-associated neurocognitive disorders – directly 

related to the presence of the virus in the CNS 
(HAND)

¡ Other chronic cognitive impairments not directly 
related to HIV (alcohol &/or other drugs, Hep C, 
vascular)

¡ Cognitive symptoms associated psychiatric illness

HIV & COGNITIVE IMPAIRMENT



¡Before HAART
¡Cognitive impairment associated with HIV 

recognised from early in epidemic
 - Usually with advanced disease
 - Often a prelude to death

 - Both “AIDS Dementia Complex” and
 milder forms of cognitive impairment 
 were described

HIV RELATED RISK FACTORS FOR 
NEUROCOGNITIVE DISORDERS



¡Designated HIV wards - Full
¡Beds frequently blocked – nowhere to go
¡Many lonely and isolated people
¡Emaciated young people with blank empty 

staring faces
¡Sitting in geriatric chairs staring at food not 

knowing how to get food from the plate to 
their mouths

IMAGES AND MEMORIES OF LATE 
80S



MAIN FEARS REGARDING HIV- 1992

§ Living with uncertainty
§ Disfigurement & pain in the course of illness
§ The loss of friends, lovers & family
§ Social stigma from disclosure of 

relationships, sexual orientation or HIV risk 
associated behaviour

§ Neurological Impairment & the loss of the 
ability to make decisions for oneself



MAIN FEARS REGARDING HIV - 1992

§ Life sustaining measures, such as 
mechanical ventilation & resuscitation

§ Death & dying
§ Making decisions about having children
§ Unemployment & financial loss
§ Loss of a sense of future
§ Lack of control & increasing 

dependence on others

Bor. R., Miller. R & Goldman. E. (1992)



¡After HAART – people living longer
- Cognitive symptoms are seen but often milder
- Factors - Length of HIV infection, older age at 

time of seroconversion, degree of 
immunodeficiency, lowest CD4 count

- Need to optimise antiretroviral treatment, 
address & treat co-morbidities particularly 
substance use & depression

- Ageing people with co-morbidities

HIV RELATED RISK FACTORS FOR 
NEUROCOGNITIVE DISORDERS



THE MEDS
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NEUROPSYCHOLOGICAL IMPAIRMENT IN 
THE ERA OF HAART (2007)

Consensus Working Group, Neurology



¡ Clinical  Cognit ive impairment
  Forgetfulness, loss of concentration, confusion and slowing of
  thought
¡ Motor symptoms
  Loss of balance, clumsiness, change in handwriting, tremor, 
 unsteady gait
¡ Behavioural  changes
  Apathy, social withdrawal, loss of interest in hobbies, world 
 events and their own well-being
¡ Some patients present with mania

Tross et al, AIDS.1988. Mijch et al. J Neuropsychiatry Clin Neurosci. 1999

HAND: SYNOPSIS



¡Still one of the most feared complications of 
HIV infection

¡People may not volunteer symptoms due to 
denial, lack of awareness or insight

¡Symptoms may go unreported as people and 
family attribute changes to stress, normal 
ageing, depression

¡May affect adherence to treatment and result 
in increased morbidity for systemic disease

COGNITIVE IMPAIRMENT
THE ISSUES



“The MoCA is a quick and quantitative tool that 
can be used to screen for neurocognitive 
impairment in HIV-positive patients with high 
sensitivity. Patients with HIV and a MoCA score 
<26 should under go further neuropsychological 
testing to assess cognitive impairment”

Screening for Neurocognitive Impairment in HIV Individuals:  The Uti l ity of 
the Montreal Cognit ive Assessment Test
Hasbun et al
J  AIDS Clin Res 2102 Dec; 3(10):186

MONTREAL COGNITIVE ASSESSMENT (MOCA)



Rapid screening instrument to detect mild cognitive impairment

Assesses:
1. Executive function
2. Immediate recall
3. Fluency
4. Orientation
5. Calculation
6. Abstraction
7. Delayed recall
8. Visuoperception
9. Naming
10. Attention

MONTREAL COGNITIVE ASSESSMENT (MOCA)













“My body’s a 50 year-old but my brain is 
definitely an 85 year-old”: exploring the 
experiences of men ageing with HIV-
associated neurocognitive challenges

Hopcroft L et  al. Journal of the International AIDS Society 
2013,16:18506

INTERESTING RESEARCH ARTICLE



To explore the experiences of men aged 50 & older who self 
identify as having HIV-associated neurocognitive challenges. 

Episodic Disability Framework used to explore participants  
perceptions regarding:  

1) Symptoms / impairments, dif ficulties with day to day 
activities, challenges with social inclusion & uncertainty

2) Ageing as related to their HIV-associated neurocognitive 
challenges

3) The episodic nature of the challenges

PURPOSE



¡ Impairments related to body part or function
¡Challenges with attention & /or short term 

memory. Problems with multi-tasking, 
decision making, learning new facts or tasks, 
problem solving & word finding

¡Fatigue, lack of energy
¡Feelings of irritability, apathy, indifference, 

depression, decreased confidence & 
challenges with fine motor tasks

RESULTS



¡Difficulties with day-to-day activities ranging 
from hygiene to banking. Problems completing 
tasks & taking longer 

¡Challenges to social inclusion: 
¡Engagement in social roles, Employment
¡Relationships within the community – stigma 

related to HIV status & neurocognitive 
challenges

¡Personal relationships – “pruning” their circle 
of friends

RESULTS



¡Uncertainty about the future – Same as 1992
¡Ageing
¡Episodic nature of impairments – triggers for 

fluctuation: Depression, Anxiety, feeling 
overwhelmed

RESULTS



HAND - A toolkit for community care workers– 
Alzheimer’s Australia - July 2014

¡ Information to increase knowledge & 
understanding of the cognitive issues of HIV 
and their impact on self-care.

¡Helps workers to identify & address these 
issues to support better health outcomes for 
people with HIV & HAND 

WHAT WE CAN DO ABOUT HAND



¡ Person-centred care
¡ Education – sharing information to support person to 

understand their condition & treatment
¡ Communication – Talking about HAND
¡ Emotional Support 

- Stigma, prejudice & discrimination
- Supporting the person with HAND
- Supporting partner, family & friend carers

¡Practical Support 
 - Supporting use of medicines
 - Supporting healthy lifestyle choices

SUPPORTING SOMEONE WHO IS LIVING WITH 
HIV & HAND



Establish a Working group to trial Assessment Scales, 
promote the Tool Kit, Develop Care Pathway
Who to Involve:
¡ People living with HIV 
¡ Accommodation and Housing – BIG ISSUE!!
¡ Hospital and Community HIV teams
¡ Mental Health Services: CMHCs, MHSOP, OTs, CSWs
¡ Neuropsychology – Dr Duncan Frazer
¡ Body Positive – (volunteers)
¡ Positive Women
¡ AIDS Foundation

WHAT WE CAN DO NOW- COLLABORATIVE 
APPROACH









¡ Carol Fernandez – Admin Support – Taylor Centre
¡ Denise Cummins – Clinical Nurse Consultant, Redfern, 

Sydney

Thank you for listening!

Please contact me if you are interested in the HAND 
Working Group
E-mail: philipn@adhb.govt.nz

THANKS & APPRECIATION

mailto:philipn@adhb.govt.nz

