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Objectives

1. Understand one person’s lived 
experience of being older with HIV

2. Move beyond the disease model of 
health – see your patient as a person

3. Recognize that empathy and open 
communication are as important as 
clinical skills





LIVED EXPERIENCE
Older and living with HIV



Life-course Perspective

• Age cohort differences influence 
health needs and vulnerabilities

• Framework for understanding HIV-
related life events and transitions as 
people age

Over 50



Varied lived-experience 

• Context
– Family, friends

– Politics, media

– Culture, society

– Intersectionality (racism, gender and sexual 
orientation biases, ageism, poverty, etc.)

• Life-stage at diagnosis
– youth

– middle-age

– older adult



Getting diagnosed: 80s-90s

– Very little reason for hope

– Greater levels of stigma, 
prejudice and fear than 
today



A father comforts his son, David Kirby, on his deathbed in Ohio. 
Widely considered the photo that changed the face of AIDS.

The early face of AIDS



1985: 13-year-old AIDS 
patient Ryan White began 
“attending” classes at 
Western Middle School in 
Kokomo, Indiana, via a 
telephone hook-up at his 
home after school officials 
had barred Ryan from 
participating in person.



Disclosure

• Most older Americans rely on family 
members during times of illness

• Fear of anticipated HIV stigma and anti-
gay bias leads to “Protective Silence”

• Many older PLWH are disconnected 
from traditional informal support 
networks

Schrimshaw EW, Siegel K. Perceived barriers to social support from family and friends among older adults with HIV/AIDS. J Health 
Psychol. 2003 Nov;8(6):738-52. PubMed PMID: 14670207.
Singh, D. A. (2010). Effective management of long-term care facilities. Sudbury, Mass: Jones and Bartlett Publishers.
Growing Older with the epidemic: HIV and aging. GMHC. http://www.gmhc.org/files/editor/file/a_pa_aging10_emb2.pdf



Just like any chronic disease?

I can’t talk to anyone 
….I’ll be rejected and 

judged…I feel guilty…this 
is my burden alone...he 

doesn’t want to hear 
this, I need to smile and 

be quiet….

There’s nothing for 
you to worry about, 

we have great 
medications now 
and HIV is just like 
any other chronic 

condition, yay!

• Retention in care
• Treatment adherence



KEY POINT
While HIV can be managed medically like any other chronic 

disease, people living with HIV can still face stigma, isolation 
and discrimination and experience feelings of guilt, shame, 

depression and anxiety…

don’t deny their lived experience. 



BEING SEEN AS A PERSON
Don’t over-medicalize your patients



Person-centered 
vs disease-focused care



“If being ill has taught me anything 
about being a doctor it is the 
importance of seeing a patient as a 
person and not merely a condition or 
disease... “

Granger K. Painting the picture. Dr Kate Granger blog. 4 Aug 2013



“Although my schedule was busy, taking 
an extra moment to offer her caring 
and comfort wouldn't have affected my 
other patients much--and it would have 
made a world of difference to her.”

HTTPS://PULSEVOICES.ORG/INDEX.PHP/PULSE-STORIES/1165-TOO-CLOSE-FOR-COMFORT

A patient called me callous. She 
was right – Andrea Eisenberg, MD



• There is a normal natural instinct to 
want to please people 

• It gets in the way of providers and 
patients really saying what is wrong 

• They think providers unconsciously 
don’t really want to hear about 
problems

Ask and listen

Columbia University Medical Center psychiatrist Dr. Robert Klitzman



What I needed as a patient was different than what 
as a physician I would have thought I needed. 

I was truly focused on … trying to treat people and 
bring them back to health as fast as possible, not 
staying in emotional spaces.

As a patient, I realized that someone could treat me 
but if I didn't feel they really saw me, that somehow I 
didn't feel healed. 

Rana Awdish, MD. In Shock: My Journey from Death to Recovery and the Redemptive Power of Hope. St. Martins Press



Take home

1. Take a minute, sit on your hands, 
don’t look at the computer, ask an open 
ended question and listen…

2. Understand that older PLWH may 
have varied lived-experiences that 
impact how they see and approach their 
health

3. Communication skills are as 
important as clinical skills



Thank you!

Paul Sacamano
psacama1@jhu.edu

mailto:psacama1@jhu.edu


• Lessons from “the other side”: teaching and learning 
from doctors’ illness narratives 
http://careers.bmj.com/careers/advice/view-
article.html?id=20017843#ref5

• Brush With Death Leads Doctor To Focus On Patient 
Perspective https://www.npr.org/sections/health-
shots/2018/01/03/574701108/brush-with-death-leads-
doctor-to-focus-on-patient-perspective

• A View from the Edge — Creating a Culture of Caring 
Rana L.A. Awdish, M.D. 
http://www.nejm.org/doi/full/10.1056/NEJMp1614078
#t=article

• When Doctors Become Patients 
http://php.nhs.uk/doctors-become-patients/

http://careers.bmj.com/careers/advice/view-article.html?id=20017843#ref5
https://www.npr.org/sections/health-shots/2018/01/03/574701108/brush-with-death-leads-doctor-to-focus-on-patient-perspective
http://www.nejm.org/doi/full/10.1056/NEJMp1614078#t=article
http://php.nhs.uk/doctors-become-patients/
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