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The Palliative Care and Hospice for the People Living with HIV

Jae-Phil Choi, M.D.

Division of Infectious Diseases, Department of Internal Medicine, Seoul Medical Center, Seoul, Korea

According to the advance of antiretroviral regimen and the early treatment strategy, people living with human

immunodeficiency virus (PLWH) are achieving the goal of

virologic suppression and immune restoration. Most

of them no more die of acquired immunodeficiency syndrome (AIDS) defining illnesses, and become older with
chronic comorbidities such as cardiovascular, metabolic, hepatic, renal and neurological diseases. However some
PLWH still visit hospitals as late presenters with very low CD4+ T cell counts, so that they suffer AIDS defining
illnesses to die or experience severe neurological complications resulting in disabilities. Early palliative interventions
are needed on the various symptoms of PLWH. Thus far chronic pains such as distal symmetric sensory polyneuro-
pathies have been underevaluated. Active pain-relieving interventions are important to them. Recently we define
end of life condition of human immunodeficiency virus (HIV) or eligibility to hospice care after adjusting current
status of HIV treatment. Hospice teams should pay attention to the specific medical conditions, psychological needs,
and social circumstances of PLWH. With just standard precautions as common infection control measures, general
hospice cares can be provided to them like to other hospices subjects. For giving PLWH opportunities to have
the end of life with value and dignity, hospice multidisciplinary team should intervene them early and aggressively.
Now we need more clinical experiences and institutional improvements.
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Figure 1. Trajectories of illness over time in chronic, fatal diseases
(—): Typical of untreatable cancers (e.g., pancreas) or acquired immune
deficiency syndrome (AIDS) before the advent of highly active anti-
retroviral therapy (HAART) (---): Typical of chronic, progressive illness
(e.g., congestive heart failure) or AIDS in the HAART era.

Source: Selwyn PA, Rivard M. Palliative care for AIDS: challenges
and opportunities in the era of highly active anti-retroviral therapy. J
Palliat Med 2003;6:475-87.
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Table 1, Local Coverage Determination (LCD) Criteria for HIV
Disease Hospice in United States.

HIV Disease (1 and 2 must be present; factors from 3 will add
supporting documentation)
1. CD4+ Count <25 cells/mm’ or persistent viral load > 100,000
copies/ml, plus one of the following:
a. CNS lymphoma
b. Untreated, or not responsive to treatment, wasting (loss of
33% lean body mass)
c. Mycobacterium avium complex (MAC) bacteremia, untreated,
untesponsive to treatment, or treatment refused
d. Progtessive multifocal leukoencephalopathy
. Systemic lymphoma, with advanced HIV disease and partial
tesponse to chemotherapy

o

. Visceral Kaposi’s sarcoma unresponsive to therapy

f
g. Renal failure in the absence of dialysis
h. Cryptosporidium infection
i. Toxoplasmosis, unresponsive to therapy
2. Decreased performance status, as measured by the Karnofsky
Performance Status (KPS) scale, of 50
3. Documentation of the following factors will support eligibility for
hospice care:
a. Chronic persistent diarthea for one year
b. Persistent serum albumin <2.5
c. Concomitant, active substance abuse
d. Age >50 years
e. Absence of antiretroviral, chemotherapeutic and prophylactic
drug therapy related specifically to HIV disease
f. Advanced AIDS dementia complex
g. Toxoplasmosis
h. Congestive heart failure, symptomatic at rest

AIDS: acquired immunodeficiency syndrome, CNS: central nervous
system, HIV: human immunodeficiency virus.
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Table 2, Definitions of the End Stage of HIV/AIDS.

HIV patients with decreased performance status, as measured by the
Karnofsky Performance Status (KPS) scale
And at least one from 1)~5)
1) Treatment failure defined as CD4+ T cell counts <5 cells/mm’
or HIV RNA
>10,000 copies/mL despite antiretroviral therapies for at least
3 months
2) Clinically significant brain diseases: CNS lymphoma, progressive
multifocal leukoencephalopathy, HIV encephalopathy, HIV asso-
ciated dementia, intractable cerebral toxoplasmosis etc.
3) Terminal states of HIV defining cancer or other cancer diseases.
4) Terminal stages of heart failure, respiratory failure, liver cirrhosis
and end stage renal failure without renal replacement therapy
5) Those whom in needs of end stage hospice care, which is
decided by the infectious disease specialists

AIDS: acquired immunodeficiency syndrome, CNS: central nervous
system, HIV: human immunodeficiency virus, RNA: ribo nucleic acid.
Source: Korean Academy of Medical Sciences. Definitions of the end
stage of disease and the last days of life and medical guidance on
them. Seoul: Korean Academy of Medical Sciences; 2016.
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