
In observance of World AIDS Day on December 1st, KABC spoke with Sarah Jen, former board member 

and Assistant Professor at the University of Kansas, School of Social Welfare. 

Throughout her academic and professional career, Sarah has focused on the intersection of aging and 

sexuality, and KABC interviewed Sarah this month to learn more about how we can advocate for and with 

older adults who live with HIV/AIDS. 

Advancements in HIV/AIDS research and treatment have resulted in greater life expectancy for 

individuals living with these conditions. How is this changing the face of the disease and how might it 

impact long-term care? 

Since the onset of the AIDS epidemic, the use of Highly Active Antiretroviral Therapies (HAART) has 

significantly extended the life expectancy of those living with HIV and AIDS so that disease management 

looks much more like controlling a chronic illness as opposed to providing end of life care. The proportion of 

folks living with HIV who are older continues to grow steadily. In 2018, the CDC reported that over half of 

the 1.2 million individuals living with HIV in the U.S. were age 50 or older. While this population includes 

both long-term survivors and those reporting new infections, most of the individuals age 50 or older who are 

living with HIV were diagnosed earlier in life. The “graying of AIDS” as this shift is sometimes called is 

mainly due to survivors aging, although those age 50+ do make up about 1/5 of new infections each year. 

Since individuals living with chronic illnesses are over-represented in long-term care settings and services, 

this likely means that we will also see an increase in individuals living with HIV-AIDS in Assisted Living 

and Skilled Nursing settings, or receiving Home and Community Based Services. 

 

How do older adults living with HIV/AIDS experience their condition and related care? 

There continues to be a very high rate of reported stigma experienced by folks living with HIV/AIDS, which 

can lead to rejection – by friends, family, and partners who discover their condition – and among care 

providers who may make assumptions about the person based on their diagnosis, such as how they were 

infected, what their lifestyle looks like, and so on. This HIV-related stigma combines with ageism in later life 

to produce a kind of “double jeopardy,” so to speak. This may be layered on top of other stigmatized 

identities as individuals of color and folks from the LGBTQ+ community also tend to report higher rates of 

HIV/AIDS. 

One of the strengths researchers and practitioners have noted among older survivors is that they tend to 

report and show more self-efficacy, resiliency, and adherence to their treatment plans compared to younger 

survivors. For individuals who are aging, having lived with a chronic condition for many years may also 

mean that they are well-prepared for the transition into later life and may already be connected to long-term 

medical services. However, practitioners and others sometimes think of HIV as a “young person’s illness,” 

and may fail to screen for it as consistently among older service recipients. 



About ¼ of individuals age 50 and older living with HIV have reported a confidentiality violation in regard to 

their status. At times such violations occur because service providers aren’t used to handling such information 

and because there continues to be a divide between aging-focused and HIV-focused services and policy so that 

older folks may fall through the cracks and practitioners serving older survivors may lack adequate training in 

this area. An example of an unintended disclosure violation might be in the form of putting “HIV+” stickers on 

the outside of a patient’s chart which might be seen by another patient or resident, which is a practice that’s 

been reported in some clinics and facilities.  

 

How are cases of HIV/AIDS handled in long-term care settings? What is the experience of survivors 

living in these settings?  

Lots of folks are hypervigilant about disclosing their status due to negative experiences with stigma, 

discrimination and rejection in the past. They are likely to be unwilling to share their status with staff 

unnecessarily or with residents even if reassured of non-discriminatory treatment. Facilities are not allowed to 

discriminate against residents based on these conditions, and one’s HIV status is not in and of itself considered 

a “direct threat” to the health or safety of other residents. These residents are also likely to be living with 

comorbidities, which may or may not be related to their HIV status. 

Nursing and assisted living facilities have legal duties of course to all residents, including HIV/AIDS residents, 

to assure HIPAA confidentiality rules are followed. On occasion a dilemma for a resident and their facility 

could arise where a competent HIV resident might want to engage sexually with another competent willing 

resident who does not know about the partner's positive HIV status. Aside from the question about how the 

facility would know about this in advance, how can the unknowing but willing resident be protected if they 

choose to exercise their sexuality unless there is an authorized disclosure under HIPAA? These issues need to 

be handled on a case-by-case basis, but clearly individuals should not be unknowingly exposed to HIV by a 

positive resident. 

 

What specialized or supportive care services are needed for individuals living with HIV/AIDS in long-

term care?  

Social support is the largest predictor of resiliency and quality of life among survivors. While it’s useful for 

residents to socially engage with their fellow residents, it may also be useful to have a social outlet where 

individuals are aware of their status and can discuss and support them through challenges associated with their 

condition. Therapeutic or psychosocial services might also help to address past experiences of victimization, 

discrimination, and rejection and self-stigma or shame related to their status. While confidentiality issues 

remain a major concern, promoting staff awareness of privacy needs and concerns related to HIV and AIDS is 

also important in order to ensure that individual’s confidentiality is not violated. Knowledge and identification 

of comorbidity issues is also key to healthcare provision.  


