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Background: It is important to identify, from the patients’ perspectives, the different factors that 
contribute toward psycho-social-spiritual healing.
Methods: This was a qualitative study that took place at a large research center, an underserved clinic, and 
a community hospital. We used a needs assessment questionnaire and open-ended questions to assess the 
constituents of psycho-social-spiritual healing: (I) how previous life experiences affected patients’ present 
situations in dealing with their illnesses; (II) barriers to palliative care; and (III) benefits of palliative care.
Results: Of a total of 30 participants from 3 different study sites, 24 (80%) were receiving inpatient or 
outpatient palliative care at a research center. Thirteen (43%) participants were female, 10 (33%) were 
Black/African American, and 16 (53%) reported being on disability. While the initial shock of the diagnosis 
made participants feel unprepared for their illnesses, many looked to role models, previous work experiences, 
and spiritual as well as religious support as sources of strength and coping mechanisms. Barriers to palliative 
care were identified as either external (lack of proper resources) or internal (symptom barriers and perceived 
self-limitations). The feeling of “being seen/being heard” was perceived by many participants as the most 
beneficial aspect of palliative care.
Conclusions: The needs assessment questionnaire and open-ended questions presented in this study may 
be used in clinical settings to better help patients achieve psycho-social-spiritual healing through palliative 
care and to help clinicians learn about the person behind the patient.
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Introduction

In 1961, Dame Cicely Saunders, the founder of the modern 
hospice movement (1), wrote a detailed and poignant 

account of a patient from time of hospital admission to 

death (2). In this field-defining paper, Saunders personified 

palliative care as she wrote not of medical interventions 



212 Li et al. Life perceptions of patients receiving palliative care 

© Annals of Palliative Medicine. All rights reserved.   Ann Palliat Med 2017;6(3):211-219apm.amegroups.com

but rather focused mainly on one patient’s journey in 
spiritually conquering her illness. The narrative centered 
on how the patient’s relationship with her family, the 
hospital staff, and the chaplain helped her overcome both 
physical and emotional suffering. In the past few years, 
there has been burgeoning literature studying patient and 
caregiver experience, particularly relating to palliative care. 
Several recent studies have examined patients’ perceptions 
of the quality of palliative care and patient-clinician 
communication, using questionnaire-based instruments 
(3-5). Through a study using qualitative grounded theory 
approach, Hannon and colleagues also demonstrated the 
value of patient and caregiver perspectives for promoting 
early palliative care and guiding future healthcare  
models (6). 

The Pain and Palliative Care Service (PPCS) was 
established at the Clinical Center of the National Institutes 
of Health in August 2000 with the commitment to 
practice patient-centered and family-oriented care as an 
interdisciplinary team while integrating clinical expertise 
with research (7). Since then, PPCS has dedicated its 
team and resources to providing comprehensive care that 
addresses the physical, psycho-social, and spiritual needs 
of patients and families affected by life-threatening illness. 
Instead of only treating the “patient with the disease”, 
palliative care as a medical specialty strives to treat the 
person behind the patient and to better understand 
individual perceptions of healing. In her article “A Patient” 
Dame Saunders wrote, “it is really impossible to show how much 
we have all learned through her; I can only try to underline the 
things that brought her through and made her so triumphant.” 
In this study, by directly asking patients about their personal 
strengths, struggles, and experiences with palliative care, 
we hoped to better understand the psycho-social-spiritual 
constituents of healing and how patients begin to overcome 
their illnesses. 

Methods 

Study design 

This study was conducted as a qualitative component of the 
larger study, which was the content analysis of the HEALS 
(Healing Experience during All Life Stressors) instrument 
through cognitive interviewing. Patients receiving care 
from the PPCS team were actively recruited from January 
through June 2016. Eligible patients were at least 18 years  
of age with a life-threatening illness, 91 days post-

diagnosis, English-speaking, and receiving palliative care 
at one of the following three locations: (I) inpatient and 
outpatient services at the NIH Clinical Center, a research 
hospital; (II) inpatient service at Johns Hopkins Suburban 
Hospital, a community hospital, or (III) Mobile Medical 
Care Inc. (MobileMed), a community-based clinic for low-
income patients, where specialty pain and palliative care 
consultation was provided bimonthly by the NIH PPCS 
team (8).

All patients identified as potential participants by a 
palliative care specialist received an information packet 
with a copy of the informed consent and participated in in-
person meetings with a member of the research staff. Of a 
total of 56 eligible patients (43 from NIH Clinical Center, 
8 from Suburban, and 5 from MobileMed), a purposive 
sample of 30 participants were enrolled in the study. Half of 
our participants had a known diagnosis of cancer. The most 
common reason for non-participation was the patient not 
feeling well enough for in-person interviews at the time. 
The Institutional Review Boards at NIH and Johns Hopkins 
(for Suburban Hospital) approved all study procedures.

Interviewer-administered questionnaires

The following open-ended questions were created by the 
current research team and used to evaluate factors that 
may contribute to the healing process: (I) what does the 
word “healing” mean to you? (II) how did circumstances or 
previous life experiences help prepare you to handle your 
illness? (III) in what ways were you unprepared? (IV) what 
problems or barriers come up as you follow through on 
recommendations provided by the Palliative Care service? 
(V) what part of the Palliative Care program has been most 
helpful to you? And how has that been helpful? Questions 2 
through 4 will be the focus of this manuscript. 

To further assess barriers to palliative care and potential 
healing, questions were adapted from the Needs Assessment 
Questionnaire published in a study by Lyckholm and 
colleagues (9). The 24-item interviewer-administered 
questionnaire consisted of 5 general categories: (I) patient 
risk factors; (II) caregiver; (III) living conditions; (IV) 
transportation, and (V) knowledge/planning. For the 
purpose of this study, participants were asked to respond 
“yes” or “no” to each item. The two items on immigration 
status and mental health history from the original 
questionnaire were not asked due to the sensitive nature of 
the questions.
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Data collection

Verbal and written informed consents were obtained from all 
participants. Prior to the first interview, a pilot session (not 
included in the analysis) was held to validate the research 
instruments and study protocol. All interview sessions 
were audio-recorded and conducted in-person in a private 
location (hospital room or outpatient exam room). A written 
script using probe questions derived from the cognitive 
interviewing approach was followed (10). The duration 
of each interview varied from 21 minutes to 1.5 hours  
(mean time =43 minutes). Data on demographic variables 
and religious affiliations were completed by the participants 
themselves. 

Data analysis 

All audio recordings from the open-ended questions 
were transcribed within 24 hours of the interview. An 
interdisciplinary team (physicians, registered nurses, and 
researchers) conducted the initial review of the data and 
established a preliminary analytical framework. Based on 
a list of first-level codes used to identify and classify the 
phrases item-by-item, three members of the study team 
independently proceeded to perform a second-level coding 
of unique participant responses. Major and minor themes 
were then derived from each open-ended question that best 
reflected the participants’ life experiences.

Results

Of the 30 participants, 24 (80%) were receiving inpatient 
or outpatient palliative care at the NIH clinical center. 
Thirteen (43%) participants were female, 1 (3%) identified 
herself as transgender, 16 (54%) were White/Caucasian, 
and 10 (33%) were Black/African American. More than half 
of the participants were younger than 55 years and 7 (23%) 
were unemployed due to a physical disability. A summary 
of the demographic characteristics of the study cohort is 
provided in Table 1. 

Responses to the Needs Assessment Questionnaire 
developed by Lyckholm and colleagues (9) showed that 5 
(17%) of our participants did not have medical insurance, 
4 (13%) reported being homeless, or “unhoused” (without 
a stable living environment), and 12 (40%) stayed mostly 
in bed during waking hours due to their illness. Whereas 
half of our participants had caregivers, eight (27%) also 
reported being a caregiver for someone else. In regards 

to living conditions, 2 (7%) participants considered their 
neighborhood unsafe, 9 (30%) received food stamps, and 7 
(23%) lived in a rural location. Nineteen (63%) patients had 
a living will or advance directive while 23 (77%) said they 
were familiar with hospice care. 

Previous life experiences 

When asked how past circumstances or previous experiences 
in their lives had prepared them for the illness, many 
participants mentioned that memories of someone else’s 
experience in dealing with a serious illness helped shape 
their own coping strategies, and the type of individuals they 
became after being diagnosed with a life-threatening illness. 
These reports reflected a “role model” theme (Table 2). 
Others spoke of previous occupations and professional roles 
(“Occupational Role” theme). For example, one participant 
shared how being a physician and caring for others with 
serious illnesses later helped him take on the patient role: 

“And I have dealt with death and dying multiple different 
ways… so when mine came up… it was my turn to get on the 
merry-go-around… take a bunch of tests and such.”

Further, some participants viewed “Previous Experiences” 
as a supportive network built from connections with their 
loved ones, religious community, or directly through a 
Higher Power, as shown here:

“If God wants to take me now… that’s fine because I’m going 
to be okay and great. And if God blesses me to be on earth a little 
longer to be with my family then I’m going to be okay there. So 
either way, I am gonna be okay.” 

The above quote can also represent the theme “Inner 
Strength” that emerged from acceptance of the illness or 
situation. This concept is further reflected in statements 
that expressed the participants’ determination to fight their 
diseases, to pursue life to the fullest, and to not let their 
illness overshadow the good things in life because the reality 
of their diagnosis could not be ignored or changed.

In contrast, concerning the topic of how patients felt 
unprepared for their illness, many participants’ past life 
experiences were filled with memories of a sense of shock 
and loss associated with their illnesses (Table 3). When 
recalling what made them feel unprepared, most patients 
reported that the diagnosis came suddenly and unexpectedly, 
such as the incidental finding of cancer during a routine 
check-up. One participant said: 

“I am the last person I thought would ever have cancer.
(chuckle)…I had no risk factors, I… was physically very active, 
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had a great diet. I was shocked and numb for a very long time 
and really in disbelief for a very long time… I even didn’t 
believe that when they were going to go in and do surgery, they 
were actually going to find that it’s going to be cancer… I was 
completely unprepared.” 

The initial “shock of diagnosis” was often followed 
by a sense of loss that can be characterized as “intrinsic” 
or “extrinsic”. Intrinsic loss may manifest physically and 
emotionally at the onset of uncontrollable pain or physical 
debilitation such as “being thrust into a wheelchair 
overnight.” On the other hand, extrinsic loss may be caused 
by loss of financial stability or lack of appropriate medical 
resources and treatment options. The theme of “facing the 
unknown” referred to the uncertainty of their prognosis 
and thoughts of death and dying. Furthermore, when 
asked about how they were unprepared for their illness, 
several participants regarded it as a “rhetorical question” by 
responding: “Well, who wants to be sick?” 

Perception of barriers

While five participants denied any barriers to palliative 
care, others experienced financial limitations and gaps in 
access to treatment that made it difficult for them to follow 
through on recommendations provided by palliative care 
services (Table 4). Four participants from the Clinical Center 
said that their barriers were due to difficulties obtaining 
similar palliative care intervention (i.e., reiki, acupuncture, 
tai-chi, massage therapy) outside of the NIH. There were 
also “symptom barriers” characterized by the inability to 
go to clinic appointments due to pain or other physical 
limitations. Additionally, many participants expressed a 
sense of “internal barrier” that triggered self-blame and 

Table 1 Demographic characteristics of participants (N=30) 

Characteristics N [%]

Location

Research center 24 [80]

Underserved clinic 4 [13]

Community hospital 2 [7]

Age (years)

18–25 2 [7]

26–35 6 [20]

36–45 2 [7]

46–55 6 [20]

56–65 8 [26]

66–75 5 [17]

>76 1 [3]

Sex

Female 13 [43]

Male 16 [54]

Transgender 1 [3]

Race

White/Caucasian 16 [54]

Latino/Latina 3 [10]

Black/African American 10 [33]

Other 1 [3]

Education

Some high school 4 [13]

High school grad 3 [10]

Some college 8 [27]

College graduate 6 [20]

Post graduate 9 [30]

Employment

Employed 10 [33]

Student 2 [7]

Unemployed 5 [17]

Disabled 7 [23]

Retired 6 [20]

Table 1 (continued)

Table 1 (continued)

Characteristics N [%]

Marital status

Married 12 [40]

Never married 8 [26]

Separated 2 [7]

Divorced 6 [20]

Widowed 2 [7]
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Table 2 How previous life experiences have helped patients handle their illness

Themes Definition Quotes

“Role model” Identifying someone else as a role model and 
source of strength

“I had a friend of mine that …in many ways he’s had one of the… most 
negative hands that anybody that I’ve ever met in life have had. Umm, 
and through his situation … when you look at something like that, it’s 
inspiring and help you realize that you know, maybe my problem isn’t 
that bad…”

“Occupation 
roles”

Drawing experience from previous jobs or 
professional roles

“I think the fact that I was a nurse for a long time, you know helps… 
It helps in the sense that I recognize the symptoms and I know when 
I need to say something about them instead of just sit around with 
them and you know…hope I get better. I also know how to read the lab 
values when they come back.”

“Social 
support”

Feeling connected to family members; feeling 
supported by loved ones

“They (family and friends) kinda help you… well if you’re feeling like 
this, they can help you feel in a different way.”

“Religious 
support”

Having support from religious communities; 
feeling connected to God or a Higher Power

“You know… the higher power, the Lord keeps me happy. I am not 
always happy, but I never lose my joy. You know, so that keeps me 
strong. That… really keeps me strong. I gotta hang on to it, cuz it’s 
easy to let go. It’s easy to feel sorry for yourself.”

“Inner 
strength”

The ability and determination to fight the disease 
and to pursue life; to not let the illness take over 
what is important, to enjoy life to the fullest; the 
“been there, done that” attitude

“Umm… I think I’ve overcome a lot of obstacles in my life and I just 
feel like this was just another one.”; “Understand the realities of life as I 
understand it… the experiences that I’ve had… all of that come… all of 
those come to play in answering that question for me.”

Table 3 How patients felt unprepared for their illness

Themes Definition Quotes

“Shock of 
diagnosis”

Feeling as if the illness came out of nowhere; 
the diagnosis was unexpected and sudden; the 
cancer was an incidental finding; being in denial 

“I felt like someone just punched me in the stomach and I thought ‘oh 
my gosh…’ and then when he said it was stage IV blah blah blah… and 
I just looked at my (inaudible)… I gotta start planning my funeral. And 
so I walked out of there, you know, thinking those things right away.”

“Intrinsic loss” Referring to the loss of a sense of “who I was 
and what I was able to do before the illness”; the 
onset of pain, presence of disability, uncontrolled 
pain, or debilitation secondary to pain

“I played softball with my boys and we’d take the kites on the beach… 
and all those things. I rode 5 miles on my bike like every day after work 
and you know… now I sit in bed and make jewelry and photographs. 
Ummm… and I love doing that, but I really would rather have two legs 
and be able to run and jump and play. So… and inside I feel like I could 
do that. But when I stand up, it’s clear that I can’t do that (laughs).”; “Yea 
I feel like there is a lot of no’s in my life.”

“Extrinsic 
loss”

Lack of financial preparedness; lack of 
appropriate medical attention; lapse in medical 
care; lack of medication; feeling unable to change 
the course of the illness

“My doctor suddenly left… he changed states. Then that was the end 
of seeing her and I didn’t see anybody for a while.”; “I didn’t have 
long-term insurance and that’s something you always put in the back 
burner.”

“Facing the 
unknown”

Not knowing what is going to happen down the 
road or how the illness is going to affect others

“I’ve never seen another person (with same syndrome)…”; “I don’t 
know if I could ever have… been prepared because there were 
things that you’ve experienced that you have no idea you’re about to 
experience.”; “I mean, I feel uncertainty about what its progression is 
going to be look like?”; “The thought of death.” 

“Rhetorical 
question”

There isn’t an easy way of answering this 
question; it’s not possible to feel prepared for an 
illness

“How did it prepare me for that, it didn’t prepare me because I’ve 
been battered (chuckle), you know?”; “well… can you ever really be 
prepared to lie down and find that you’re stopping breathing?”
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hopelessness, which subsequently made the recovery 
process even more challenging. At MobileMed, one of our 
participants who was homeless described his barriers as the 
following:

“I… with my situation, umm… I… was probably a bad 
patient to start out with. I didn’t have insurance at the time 
either. I just kept putting it off and putting it off… putting it 
off you know until finally the pain was… to such a level and I’ve 
been in pain for so long. Without a diagnosis, I was only getting 
my pres…prescription strength of ibuprofen and things like that. 
It’s hard enough for me to stay… you know, away and out of sight 
you know… so that I’m not bothered by the police or property 
management.” 

Experience with the pain and palliative care team

As a part of the open-ended questionnaire, we also asked 
what part of the palliative care program has been most 
beneficial to the participants, and how it has been helpful 
to them. Regarding benefits of palliative care, the three 
themes that emerged were (I) “medical management of 
pain and symptoms” through medication adjustments; (II) 
“interventions that provided mind-body balance” such 
as reiki, acupuncture, biofeedback, art therapy, yoga, and 
music therapy, and (III) “being heard/seen”, which was also 
the most common response (Table 5). Many participants 
felt that the palliative care team listened to their stories and 
recognized their needs. The participant who was homeless 
said, 

“They (palliative care team) really care and pay attention as to 
what’s going on with me… they give me their input and they… 
they also respond to my input. They’re very … very caring, 
supportive people. I feel like I’m… genuinely actually loved up 
here. Everybody here would treat their family the way they  
treat me.” 

The theme of “being seen/heard” was prominent and 
related to participants’ perception of being treated as a 
whole and respected as the person behind the patient and as 
a part of the healthcare team. More specifically, many felt 
supported through “compassionate care” that enabled them 
to regain their sense of self. For example, one participant 
spoke about his interactions with the palliative care team: 

“They definitely catered to… to my needs as far as they ask me 
what I want… and kinda… try to streamline to me… I just felt 
like it was custom-made and we were having a conversation.” 

The benefits of palliative care as provided by the medical 
team were further depicted as “a part of the healing process” 
and “much more than just getting pain meds.” 

Discussion

This manuscript is, to our knowledge, the first to describe 
how previous experiences in life shaped the way palliative 
care patients face their illnesses. By definition, palliative 
care as a medical specialty addresses physical, psychological, 
social, and spiritual needs of patients and their families 
thereby improving quality of life along the continuum 
of illness (11). The conceptual themes that were derived 

Table 4 Perceived barriers to palliative care

Themes Definition Quotes

“Internal 
barriers”

Limitations or resistance from within 
oneself; self-blame; feelings of 
helplessness and/or hopelessness

“I’m stubborn, so… maybe my stubbornness might get in the way…”; “Umm… 
there is always that little voice in the back of your head going ‘what if this is not 
going to work, why even try if it’s not gonna work?’”

“Lack of 
resources”

Not having enough financial resources 
or stability to take care of one’s health; 
Inability to obtain the same quality of 
care at an outside different facility (once 
removed from the NIH setting); not 
knowing what to do in a difficult situation; 
not knowing what resources are available; 
uncertainty of what lies ahead

“Well I came for the umm middle visit, which was the biopsy. And that went 
fine… and then you sent me home uh with the pain regimen…you know… 
that I had, I was already on the (pain medication) or whatever, and the (pain 
medication) and ummm when I got home, and that period of time before I 
came back … ummm I wasn’t getting any better. The pain was still so bad, I 
wish I would have…and maybe there wasn’t… but I wish I would have either… 
been able to know that I could have called someone to reach out to you all to 
say, ‘hey, it’s not any better… is there something else that we can do?’”

“Symptom 
barriers”

Pain or functional limitations that make 
it difficult to obtain proper care and 
treatment

“…No problems, except getting to the...appointments. Uhm it’s not 
transportation because I am able to drive myself…Umm maybe health 
reasons…The barrier would be… am I physically…do I feel well enough to get 
there… You know… if I am vomiting or having nausea…”
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from patients’ previous life experiences as well as perceived 
barriers and benefits of palliative care helped determine the 
psycho-social-spiritual constructs that take place during 
the healing process. Our study illustrates the importance of 
knowing the person behind the patient while recognizing 
the limitations to palliative care beyond what healthcare 
providers may perceive as barriers. 

Our participants’ accounts of their previous life 
experiences shed insight into how patients learn to accept 
and overcome a life-threatening illness. Additionally, we 
place particular emphasis on the lives and representations of 
whom patients were before they became ill. In her article, 
Saunders wrote, “the spirit is more than the body which contains 
it” (2). In light of their diagnosis, participants demonstrated 
resilience found through inner strength, spiritual beliefs, 
or interactions with another individual. This progression 
through psychosocial and spiritual self-care to reduce 
suffering has been referred to as a “life-transforming 
change,” or healing in existing literature (12). 

Our results also demonstrated that patients may feel 
prepared for one aspect of their illness but unprepared for 
others. The feeling of unpreparedness as interpreted from 
the quotes reflect the concept of “total pain”, which was 
first introduced by Saunders to characterize the physical, 
emotional, social, and spiritual dimensions of distress (2). 
In addition to processing the diagnosis itself, patients carry 
the burden of multiple forms of loss in their lives, which 
adds to their total suffering. In the context of a serious 
illness, patients may experience psychosocial and spiritual 
suffering in addition to physical pain and debilitation. For 
some individuals, the fear of death and uncertainty of their 
prognosis may contribute to a sense of helplessness and thus 
hinder their steps towards healing. In fact, some participants 

mentioned that they felt unprepared for their illness, despite 
feeling supported through previous life experiences. It is 
important for healthcare providers to be sensitive to both 
extrinsic and intrinsic causes of suffering in order to provide 
comprehensive care for patients and families. 

The potential to heal the whole person also depends on 
the ability of the providers to recognize barriers to treatment 
by asking the right questions that take into account psycho-
social-spiritual considerations. In a study investigating 
barriers to effective palliative care for low-income 
patients in late stages of cancer, Lyckholm and colleagues 
developed a “risk/needs assessment questionnaire” as a 
method for healthcare providers to better understand 
patient’s perceptions of barriers to optimal health care (9).  
Their list of questions was meant to assist physicians to 
“take a virtual walk in their patients’ shoes” and to begin a 
conversation with patients and caregivers about how to 
overcome obstacles to medical care. Our study adapted 
the needs assessment questionnaire with the intention of 
identifying barriers that have been previously mentioned in 
literature, particularly for patients from socioeconomically 
disadvantaged backgrounds. Based on simple “yes” or “no” 
responses, we were able to learn details about our patients’ 
social history that may otherwise have been overlooked 
during a standard clinic visit. In particular, the fact that 
four participants considered themselves homeless raised 
new and complex issues in their experiences in dealing with 
a serious illness. A recent systemic review highlighted the 
importance of providing specialized palliative care and end-
of-life care considerations for homeless patients (13), who 
have increased yet poorly-addressed risk factors for psycho-
social-spiritual suffering. In addition to the risk assessment 
questionnaire, the open-ended questions that we used in 

Table 5 Benefits of pain and palliative care service

Themes Definition Quotes

“Medical 
management”

Pain and symptoms control with pain medications “They make sure that I have prescriptions waiting for me just in case 
the pain comes… so they always have like a backup plan.”

“Mind-body 
balance”

Treatment options (i.e., reiki, acupuncture, art 
therapy, music, biofeedback, yoga) other than 
pain medications and management of physical 
symptoms

“There’s been other helpful parts like the acupuncture, especially now 
that we uh are trying to different style of acupuncture. We’re doing 
electrostim, to try to wake up the nerves…”; “Reiki… somehow took 
the stress away.”

“Being seen/
heard”

The medical team listens to and responds to 
one’s needs; feeling recognized; being a part of 
the shared-decision-making process

“And the thing is that they listen and they care. They act on it.”; “It’s 
been helpful to make me want to… to make me feel that I’m not just 
a patient.”; “And they remember you. They remember you by name… 
You’re just not a number to them… which I would have suspected this 
would have been like… and it hasn’t been.” 
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our study should be routinely administered by clinicians 
determine patients’ and families’ main concerns and goals 
of care. 

Interestingly, the tangible barriers that we identified 
using the needs assessment questionnaire (such as, housing 
status) were not necessarily perceived as barriers from 
many of the participants’ perspectives. Participants often 
mentioned their internal struggles as a source of resistance 
to palliative care interventions. The lack of financial stability 
or treatment resources coupled with feelings of hopelessness 
may be particularly straining for the healing process. As 
shown in our study, barriers to palliative care emerge in 
different forms and extend beyond physical and financial 
needs. For instance, the fear of death as an outcome of their 
disease may be a barrier if it hinders acceptance of their 
illness, which in turn may delay access to and acceptance of 
palliative care and other treatment modalities. Therefore, 
it is important for healthcare providers to ask open-ended 
questions similar to the ones used in this study and to listen 
to the patient’s stories in order to treat them as a whole. 

While discussing their experiences with the PPCS 
team, almost all participants mentioned that “being seen/
heard” was one of the most helpful aspects of palliative 
care in helping them and their families cope with their 
illness. Our results further support the art of listening 
as a key component of palliative care and all aspects of 
healing because this allows patients to become an active 
participant in their decision-making plan and to take 
control of their illness. Participants also mentioned other 
benefits of palliative care that reflected themes from 
previous qualitative studies such as “personalized symptom 
management”, “holistic support of patients and caregivers” 
and “feeling empowered” (6,14). Additionally, effective 
pain management through medication adjustments offered 
further relief from physical suffering. 

The diversity of the participant population and the 
unique setting at a large research institution are two 
important strengths of this study. We were able to 
interview patients from different socioeconomic, racial, and 
ethnic backgrounds. While half of our participants had a 
primary diagnosis of cancer, many had additional chronic 
and debilitating illnesses such as rare genetic disorders. 
Importantly, not all patients were receiving end-of-life care. 
On the other hand, a limitation of this study was that we 
were unable to recruit an equal number of participants from 
all three study sites. This was mainly due to a significantly 
larger number of patients receiving palliative care 
consultations at the clinical research site compared to the 

community hospital and outpatient clinic setting.
The stories collected from our participants created a 

more complete picture of their individual illnesses and 
healing processes. We hoped to portray our participants 
based on who they were before their diagnosis and not 
solely as patients receiving palliative care. Results from 
this study generated themes that clinicians should focus on 
during discussions of goals of care with patients and their 
loved ones. Despite socioeconomic disadvantages and other 
barriers to palliative care, patients with serious illnesses are 
still able to experience psycho-social-spiritual healing from 
knowing that their stories are being heard. 
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