https://doi.org/10.1017/50963180122000779 Published online by Cambridge University Press

Cambridge Quarterly of Healthcare Ethics (2023), 32: 2, 231-243
doi:10.1017/50963180122000779

| CAMBRIDGE

UNIVERSITY PRESS

ARTICLE

Moral Distress Under Structural Violence: Clinician
Experience in Brazil Caring for Low-Income Families of
Children with Severe Disabilities

Ana Carolina Gahyva Sale' and Carolyn Smith-Morris"**

1Department of Anthropology, Southern Methodist University, Dallas, Texas, USA
*University of Texas Southwestern Medical Center, O’Donnell School of Public Health, Dallas, Texas 75390-9096, USA
*Corresponding author. Email: Carolyn.Smith-Morris@ UTSouthwestern.edu

Abstract

Rigorous attention has been paid to moral distress among healthcare professionals, largely in high-income
settings. More obscure is the presence and impact of moral distress in contexts of chronic poverty and
structural violence. Intercultural ethics research and dialogue can help reveal how the long-term presence of
morally distressing conditions might influence the moral experience and agency of healthcare providers.
This article discusses mixed-methods research at one nongovernmental social support agency and clinic in
Rio de Janeiro, Brazil. Chronic levels of moral distress and perceptions of moral harm among clinicians in
this setting were both violent, following Nancy Scheper-Hughes’ use of that term, and a source of exceptional
and innovative care. Rather than glossing over the moral variables of work in such desperate extremes,
ethnography in these settings reveals novel skills and strategies for managing moral distress.

Keywords: moral distress; ethnography; structural violence; Brazil; intercultural ethics

Introduction

The fact is that life on the Alto do Cruzeiro resembles nothing so much as a battlefield or an
emergency room in a crowded inner-city hospital. Consequently, moral thinking is not guided by
the blind justice and commitment to abstract universal principles. ... In the shantytown, day-to-day
moral thinking is guided by a “lifeboat ethics.”’»?

In the context of “everyday violence” where regular, poverty-related abuse and violence are normalized,
emotions like distress are shown—and in Scheper-Hughes™ ethnography felt—differently.’ In such
extremes, emotions and corresponding moral expectations and codes are transformed to reflect local,
material conditions, and limits. Those local structural factors affect not only what people name as
distressful but also how they make sense of these experiences and care for their own well-being.**
Although the moral distress present in conditions of chronic extreme poverty has been well
described,®” the moral reactions and coping strategies of healthcare personnel in these circumstances
have not received adequate attention. Only recently has research begun to describe and measure
clinicians’ moral distress in different cultural settings.®'° Yet clearly, the vulnerability of health workers
in global settings of extreme deprivation and danger is “all too real.”’! What happens when the structural
circumstances that often cause moral distress are chronic? Does chronic extreme poverty produce apathy
and fatigue among healthcare providers, or do unique resiliencies emerge among such professionals?
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These questions are relevant to global bioethics and to intercultural dialogue about the diverse value
systems in which moral distress might occur.!>!® The concept of moral distress as a reaction to ethical
dilemmas in healthcare was developed by the bioethicist Andrew Jameton during the early 1980s in the
field of nursing'* and, in different variations, has flourished in the nursing literature and research over
the past 20 years.!>!¢ Moral distress is “the queasy, inchoate feeling that arises when you’ve done
everything right, but know you've done something wrong.” '” According to Jameton, moral distress
develops in a situation when one knows the right thing to do, but institutional constraints make it nearly
impossible to pursue the right course of action.'® But as Carina Fourie and others have recently
argued,'®?° moral distress can arise from both constraints and from uncertainty, pointing to the larger
context in which distressing events have their meaning.

Moral distress is likely to emerge in the context of poverty and structural violence?! due to insufficient
resources, over-work, and impotence.”” When assessing the moral distress of nurses, technicians, and
nursing assistants in Rio Grande do Sul, Graziele de Lima Dalmolin et al. found “insufficient working
conditions” to be one of the most frequent sources of moral distress.”> However, when creating a moral
distress instrument, specifically for the Brazilian context, this “insufficiency” is broad and inherent to the
production of “social vulnerability” and “lack of problem solving ability of health actions due to social
problems.”?* Chronic “insufficiency” as a factor in the experience of moral distress may, therefore, be
common in poor and low-income contexts where “resource shortages” are persistent.”® In such
conditions, workers may face long-term moral distress, feelings of helplessness, as well as a “passive
acceptance of resource shortages.” Certainly, this chronicity?® of moral distress can be expected to
change a person’s emotional experience of moral events, much as Scheper-Hughes’ work among grieving
mothers in Brazil showed.?”

Variations in moral distress across contexts of chronic structural violence merit further attention.
One setting of long-term, inter-generational “insufficiency” of care and structural violence is Rio de
Janeiro, Brazil. Once the capital and a major source of revenue since the colonial era, Rio de Janeiro has
been in economic crisis for several years. A combination of inflation, corruption investigations of
Petrobras, a large Brazilian petroleum company, and public protests led to a crippled social safety net for
an already struggling population.”® Brazil’s national health system, the Sistema Unico de Satide, aims to
provide free healthcare for all as detailed in the 1988 Constitution.?® Yet, the system continues to struggle
alongside the economy.*® In Rio, specifically, there is a frequent lack of state pharmaceutical supplies and
a deficiency in specialized physicians.>! Non-governmental organizations attempt to fill these structural
and care gaps in Rio de Janeiro but are not always successful.

To better understand experiences of moral distress in circumstances of chronic, extreme poverty, we
examined the experiences of staff in one Brazilian organization serving families of children with severe
and life-threatening disabilities. Our principal interest had been clinicians serving children with
congenital Zika syndrome, which was prevalent in Rio, Brazil in 2015-2016. But we soon realized that
the limited healthcare resources created potentially stressful circumstances for a broad array of
clinicians, not just those focused on Zika. According to the World Health Organization’s definition of
congenital anomalies, children with congenital Zika syndrome have life-threatening and debilitating
conditions, requiring various forms of treatment and care, including surgery for survival.>? In Rio de
Janeiro, the availability of these treatments and services critical to the health and longevity of children
with life-threatening and debilitating conditions is, at best, incomplete. Average waiting times for
consultations in specialized fields in Rio de Janeiro can range from 30 to 120 days.’’ In addition to
these healthcare gaps, care for children with congenital anomalies involves distinctive challenges for
decision-making among patients, parents, and providers. Not only is direct care with patients and
families more distressing than indirect care,** but also pediatric treatment decisions are often shared
between professionals and parents.’® Clinicians and especially nurses®® can be “caught in the
middle,”*”*% causing even higher levels of distress.

Using mixed methods, our goal was to measure and understand the experience of moral distress in
one Brazilian care setting. In particular, we aimed to discover whether and how clinicians at one
nonprofit agency experienced moral distress in their work among under-resourced families of children
with life-threatening conditions. Although our sample is not large enough to support broadly general-
izable claims, we used a well-established moral distress scale to promote comparison with the published


https://doi.org/10.1017/S0963180122000779

https://doi.org/10.1017/50963180122000779 Published online by Cambridge University Press

Moral Distress under Structural Violence 233

literature. This tool helped us gather not only perceptions of moral distress, but also helped facilitate
narratives about the frequency and intensity of distress, even if such terms were new to our interlocutors.
After detailing our methodologies, we discuss three key findings and reflect on the value of further work
to understand intercultural variation in the experience of moral distress.

Methods

This mixed-methods study was conducted within the Associagdo Saude Crianga (hereafter, the “Child
Health Association” or simply “Association”), an independent social service organization in Rio de
Janeiro, Brazil. The Association has assisted more than 72,000 individuals in overcoming the hardships
of post-hospitalization and offering guidance and opportunities for sustainable social change for families
to have rights and quality of life guaranteed.’ The Association serves to link and support patient families
in obtaining necessary treatments and care through multidisciplinary methodology, fostering their
knowledge of public and private institutions.*’ Clients of the Child Health Association are families living
in extreme poverty, earning less than R$178/month per family member, an income level that makes them
eligible for Brazilian financial assistance through Bolsa Familia, the Brazilian social welfare program for
low-income families.*! The Association’s approach to services is based on the belief that if families are
helped to obtain both material resources and psychological support, they will develop greater self-
sufficiency within two years. The agency’s mission is to help families “struggling to fulfil the most basic
needs like health, education, and access to water and sanitation”** gain access to existing public services,
to increase their own abilities and skills, and know how to better advocate for themselves within Brazil’s
fragile and limited social safety net.

Study Design and Participants

An ethnographic design was used to promote the broadest possible perspective on local experience of
moral distress.*’ Participant observation within the Child Health Association over three months in 2019
involved: a total of 34 interviews with staff, clients, and stakeholders in Portuguese; attendance at
approximately 15 staff meetings; observation in more than 50 client encounters and appointments; and
volunteering in major areas of the organization including education, psychology, social work, and
outreach. After in-depth conversations with both the organization’s head psychologist and the outreach
coordinator, modifications to a translated version of Ann Hamric’s instrument to measure moral distress
in healthcare professionals were made, including use of local terminologies and removal of inapplicable
hospital-specific wording like “bed capacity.”** Through a detailed review of the relevant literature,
meetings of the research team, and consultation with bilingual experts within the Association, we also
developed an Interview Guide to elicit staff perspectives and descriptions of moral distress. All staff and
volunteers with immediate contact and direct work with families were invited to participate.

Data Collection and Analysis

Following an informed consent process with each participant, Ana Carolina Gahyva Sale conducted
19 interviews with clinicians and volunteers at the Association in private offices, in Portuguese.
Additionally, she interviewed 15 caregivers of children with severe and life-threatening disabilities to
better understand their struggles and context. Semi-structured interview questions addressed: how
participants saw Rio de Janeiro as a place for children with chronic illness and severe disabilities to
receive healthcare; how they perceived the Child Health Association in this context; any ethical problems
that they encountered in their work; the largest ethical problem that they had ever faced and how they
coped; and a discussion of any other changes that might assist clients’ and staff’s own well-being. This
portion of interviews was recorded, transcribed, and translated for dual-coder analysis. Participants also
completed the modified version of the Measuring Moral Distress—Healthcare Professionals (hereafter
the “survey”) either electronically or on paper as they preferred.
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Results

We first make overall comments about the survey results, then present three themes that reflect the
analytical triangulation of survey results, interview narratives, and participant-observational data.

Nineteen staff completed the survey and interviews, including physicians, social workers, and
psychologists. Though difficult to evaluate high versus low moral distress using the relatively new moral
distress survey instrument, the mean composite score of our sample was 60.8 out of possible total of
432, which is low in comparison to other published studies.* For example, only 1 staff member (5%),
with a score of 281, was considering leaving their current position compared to 12-20% of providers in a
study by Whitehead of inpatient critical care nurses, and compared to 20% of healthcare professionals in
the validation study of the instrument.*®*” However, and as we discuss below, such comparisons between
studies in substantially different contexts should be carefully scrutinized. Individual survey items with
the highest composite scores in our sample were as follows:

1. Experienced that care was compromised due to lack of resources (item 17)

2. Experienced lack of administrative action or support for a problem compromising care (item 18)

3. Amrequired to work with abusive patients/family members who are compromising quality of care
(item 22)

These results are comparable to previous studies in Brazilian hospitals where the following items were
found to have higher means of distress: lack of competence of the working team; disrespect of the
patient’s autonomy; insufficient working conditions; and therapeutic obstinacy.*®*°

To better understand the results of the moral distress survey instrument, we asked participants to
speak about potentially distressing aspects of their work and their strategies for coping with those issues.
Three major themes emerged from analysis of these narratives: (1) a generalized hopelessness about the
structural vulnerabilities and poverty faced by all Association clients; (2) a sense of hopelessness about
changing any of these morally distressing circumstances; and (3) an emphasis on their personal capacity
for empathy as the greatest and, sometimes, only form of care they could provide to needy families. Each
of these themes in turn is discussed below.

Care and Hopelessness in Everyday Structural Violence

The political, economic, and structural factors that affect patients and their families in this Brazilian state
are also influential in the moral dilemmas faced by staff at the Association, where demand for services is
chronically high and distinctive types of stress (and distress) become regular for care providers and staff
alike. The lead physician at the Association confirms that all of these sectors are inadequate in care and
extremely hard to access:

ACS: What are the greatest barriers for these children in their lives?

Dr. Ferreira®: The health part, right? The medical—the physiotherapy part, the surgery part, all of
the assistance, of physiotherapeutic and psychological, psychiatric. I think there is a deficiency in all
[of these treatment] sectors [and] they end up interconnecting.

The lack of medical treatment for these children with severe and life-threatening conditions was a
repeated concern, with a secondary set of needs being support resources (e.g., wheelchairs, nutritional
supplements) essential to keeping these young patients out of crisis.

Although Association staff narratives name these obstacles as evoking pressure and distress, some-
what unexpectedly, the results of staff surveys showed relatively low perceptions of distress. More
precisely, despite the extreme poverty in which Association staff are working, there were no survey items
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reported with an average composite score of 8 or higher (on a scale of 0 to 16). For example, survey item
#17 states that staff experience the issue of “compromised care due to lack of resources, capacity of
equipment, and space.” The mean frequency for this event was only 1.37 (with a corresponding mean
intensity of 2.58), yet narratives consistently report a tremendous lack of resources. For example, the
head nutritionist of the Child Health Association (Aline) explained the organization’s ultimate depen-
dency on the failing public health sector:

Aline: For example, the medication issue. You have a family in SUS [the national healthcare system]
that needs treatment, and you don’t have the specific medicine for that family.... Most of the time,
they live very far away... families don’t have anything to eat, many times. So this frustrates me.

In response to survey item #4 (“Been unable to provide optimal care due to pressures from adminis-
trators or insurers to reduce costs”), staff reported a relatively high intensity of distress (2.789). Yet, again,
mean responses to item #4 indicate this event occurred with very low frequency (0.8421).

Antonia: Look, Rio de Janeiro is a place where the public service leaves a lot to be desired. In the
health system in Brazil, even private care has its defects. But those who depend on the public service
end up having a great deficiency in care. It is more of a structural problem.

Aline: Where is our tax money going? We just pay taxes all the time, and we only see that there is no
money, there is nothing. Rio is going through a terrible crisis. You know? And afterwards, we
discovered that the governor of our state, who is imprisoned now, was getting all the money to give
jewelry to his wife.

Jodo: It’s precarious. And everyone from SUS received R$5 billion last year, and this year they
received R$4 billion and something—Ilike, reduced more than 1 billion.... And especially in the
Baixada Fluminense (an extremely poor region in Northern Rio), health is very, very, very bad
there. ...You go to a health post and they just talk, and give you an injection to lessen the pain, and
that’s it. They don’t do any exams. They don’t do anything at all.

Dr. Ferreira: [We would like to have] more money so that we could offer more. [But] we have to let
them go with a lot of [continuing medical] criteria.... It’s very hard.

Thus, even the lead physician at the Association, Dr. Ferreira knows that families are being “let go” before
they are ready. This is not only part of the program’s designed limit but a necessity due to severe funding
limitations.

Juliana: I feel pressure because we want to resolve these barriers, and then we get plagued by not
being able to, and trying in all ways possible. We also know that we have to have our limit.... I feel
frustrated sometimes because I know that here... even here, we still cannot resolve these issues.

Aline: Our work is very heavy mentally. Because we deal with sadness and frustration every day.

The deficits in resources and money, along with a lack of assistance from the public health system leaves
staff frustrated. Staff see the Child Health Association as the most effective institution for solving the
issues of their clients’ families, but are also discouraged by the government’s lack of support:

Dr. Mariana: Unfortunately, I worked more than 30 years in public service. We don’t have any
prospects for improvement.
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Inadequacies in medical and diagnostic care are common enough in the Brazilian slums known as
favelas; exacerbating these challenges for families and staff are conflicts in the family and social contexts:

Dr. Fernanda: There’s something else that’s so bad. [It’s] when you see that the family is very
unstructured, to the point where you think that perhaps it would be better if this child were taken
from this mother. Either because of violence, or the disease itself. So today, for example, we had a
child who was very sick, who lived in a very poor community, [who had] a very unstructured family.
And on Friday, she passed away. So, I think this may be the toughest decision, right? When should
the child be removed from the family? Because the shelters are very bad too.

Thus, the community served by the Child Health Association is characterized by major disparities in
health, income, and living situations which, in turn, make it very difficult for staff to care for their clients
in ways they believe necessary and moral. Staff must regularly deal with these moral conflicts because the
organization’s mission is aimed at the poor and marginalized favela residents. Yet, Association staff
nevertheless struggle with their own insufficiency in ways captured not in the survey instrument but in
their narratives.

In the next section, we illustrate how staff’s narratives contrast with their scores on the moral distress
scale.

Characterizing Distress in Chronic Extreme Poverty

Given these broad patterns of structural violence and insufficient care for vulnerable patients across Rio
de Janeiro, staff narratives of moral distress are somewhat distinctive. In comparison with staff
experience of moral distress in higher-resource communities,”>* these narratives should be viewed
as what Scheper-Hughes called “reasonable responses to unreasonable constraints and contingencies.”?

At the Child Health Association, the programmatic design is intended to promote self-sufficiency and
foster independence within those limited resources, and not to directly fill needs or repair gaps in
services. In particular, there are limits on the number of people who can be seen, limited referring
hospitals, and limits in the scope and duration of services at the Association. These limits must be
explained to Association clients as they arrive, and regularly afterward. Explaining and enforcing these
limits is a function staff find difficult and frustrating:

Antonia: My difficulty [is] in having to deny things.... We don’t have things for everyone. We can’t
make exceptions, we can’t. And then, like, you’re in that situation of not being able to give [services].
And then you’re like, “Fuck, I'm here providing a service that is meant to help the person, but I can’t
give it.”

Sofia: It’s the impotency of you not being able to do more, receive more families... and this ends up
causing a conflict..."I’'m doing what I can, but at the same time, I wanted to do more.... We even get
sick because we see people in need, and we see that sometimes we are the only ones [who could help
them]. It would be the only possibility of the family, the light at the end of the tunnel—and we can’t
do it because we have to limit [services].

Thus, although staff reported (on the survey) only infrequent experiences with distressing events, they
narrate regular, even daily limits and frustrations. These results may indicate staff are accustomed to a
chroniclack of resources and do not experience personal distress over these circumstances, although they
readily acknowledge the moral problem in open conversation with an interlocutor.

For the highly vulnerable patients of the Association, including children with life-threatening
conditions, the chronic and structural neglect in which they live can be deadly. When a child dies from
lack of access to care, a social worker who has been working at the organization for a few years, described
it as a “heavy” day:
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Juliana: When you see that case you are following is not going to work, you will ... lose a child, that
unfortunately happens.... So, it’s these things, punctual things that happen that I think, in my view,
make the day heavier.... We don’t have much [we can] do.

Juliana’s narrative of not having “much [we can] do” in the case of a child’s death points to the helplessness
felt by Association staff about the public health sector. Survey item #8 may best capture this helplessness, as
it states that staff “[ participate] in care that causes unnecessary suffering or does not adequately relieve pain
or symptoms.” This item was not a frequent source of distress in our sample, as shown by a mean of 0.263,
but when it occurred, it produced a high intensity of distress (mean of 3.263).

Some staff felt that the 2-year service cap, with short and few meetings within that time period, was
simply not enough:

Lorena: My biggest difficulty is meeting my [own] expectations. I often see people who come with
their self-esteem destroyed. [They] take courses, empower themselves, and suddenly get pregnant
for different reasons, some of their own choosing, some unexpected. I feel helpless, frustrated, by a
judgment that, at that moment, a dream was interrupted.

Juliana: Besides the pressure, I think the feeling becomes frustration, right. Because then we see that
no matter how hard we are working, we can’t reach it.

To cope with such regular and inherent feelings of helplessness and frustration, some staff members are
determined to simply give what one could:

Anténia: Of course, I'm going to give support here, if it’s once a month, I'll do my best to make this
support the best. But like, it’s a very difficult reality for you to handle in professional terms. How are
you going to attend to this person in such a short time?

And in some instances, staff frustration leads to hopelessness directed at the public health sector:

Sofia: The impotence of us not—we want to do more—knowing you need to do more, but, at the
same time, we don’t [do enough]. If more people helped, if more people got sensitized—if
the government was supporting us—because we’re here doing nothing more than the role the
government should do—the state should do it and it doesn’t. So, we are. We keep fighting, but at the
same time, we have our limits, right?

Debora: I direct clients to the public service... I know the service won’t answer them the way it
should.... Yeah, I feel frustrated. Yes. I don’t have a solution, I see no solution—because it’s not up
to me.

In sum, Child Health Association staff experiences mirror that of other favela residents described by
Scheper-Hughes, “who are forced to participate in the community’s “space of death” by making
innumerable, little “selections” that have life-and-death consequences.”*

As a reflection of having to make such “selections” on a regular basis, Association staff scores on the
moral distress survey make sense. Moral dilemmas are frequent, and therefore staff cope by managing
and approaching their distress in different ways. They become accustomed to everyday violence and,
although they continue to witness and struggle with it, they do not report the levels of distress that might
be seen in higher-resourced areas.

Coping Under Extreme Poverty

What, then, are those coping mechanisms that allow Association staff to deal with this materially
inadequate and morally harmful context? The way they cope with these barriers and the tools they use to
manage moral distress may provide novel insights for inter-cultural dialogue on the subject.
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One strategy that played a central role was empathy. Empathy was repeatedly expressed as both a
positive and necessary form of care for clients when material resources were thin for those families.
Hanna argued that empathy is necessary for good care and can also contribute to moral conflicts in
hospital settings.>> At the Child Health Association, this is true. Staff noted that empathy for their clients
is something that causes moral distress:

Aline: So, for example, [to] deny something [that clients have asked for] is very hard. [A mother
may say,] “you are taking milk away from my son!” No. I am not taking it away. I want them to eat
food, right? [Staff cannot give food after their two-year service has ended.] So, it’s very complicated.

Dr. Fernanda: There is no way you can offer everything to everyone. So, this is a collective health
principle, right? You have to really prioritize those who are most serious or who will receive the
most benefit... I wouldn’t say it’s exactly a conflict. It is much more a sadness than a conflict.

Antdnia: What wears us out here are the moving stories... You get to know the person. So, if
something happens to that person, you feel it too. It ends up creating a bond here.

So, although empathy creates sadness, it is also the main tool that Association staff use to empower
families. One-on-one interactions are critical to truly understanding family needs, struggles, and
stability:

Aline: We show love, we show care. Because outside they don’t get it... I think if you go see the
families, they feel very good here. They thank us a lot. Because they are well taken care of,
understand? They are seen.

Antonia: The affection, the empathy that employees have here to deal with these families and these
children is an essential part of Saiide Crianga which values holistic care and is very interdisciplinary.
And of course, health matters, physical health, mental health, housing, profession, nutrition. But
there is also this care, this affection they receive here. This is also a part of what helps in this
structure [our program]. [Care creates] this support network [for staft].

Empathy allows staff members to hold back judgment and instead have an understanding for their
clients’ circumstances:

Barbara: My relationship [is] like this: I consider, I try as much as possible to deal with [clients] in
such a language [that is] as simple as possible and [to] sometimes, put myself in their place, to put
myself in place of the other even to understand. Because sometimes, we come with an attitude or
with a posture of demanding without putting ourselves in the other’s place.... My role is
understanding their difficulties, their roles, their lives and having a dialogue, in order to hear what
they have to say, give space, give voice.

Aline: I think we see them as humans who deserve to be cared for like us. It is not because they are
here [that] we have to treat [them]. They are people who are more needy. They are more humble.
[They are] under the poverty line, but that doesn’t mean they should [lack] care, and there is a lot of
social exclusion.... I think that they are automatically kind of excluded from society.

Underscoring the common conviction that empathy was a critical resource for their work, a second
source of distress our participants expressed was colleagues who did not show empathy toward patients.

Dr. Ferreira: We have already observed the conduct of a doctor with a child in the hospital that we
had to interfere in. The doctor called Child Protection Services for intervention...to say the child
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wasn’t clean. The mother was going through many difficulties: she had just had another child, [was]
poor, she had no one to help her. This was a total lack of sensitivity by the doctor, and she called the
High Council.

Amanda: We had a situation where we were trying very hard to strengthen this woman, to break this
cycle of domestic violence. Other people, other professionals, spoke in a way that seemed to be
legitimizing this violence. Like “Oh, she’s that kind of a mom. I think they get dirty.” I think that this
is harmful... And we see that some other professionals, who don’t have this social background, will
often look at some situations with more judgment.

When a staff member is “required to work with other team members who are not as competent as family
carerequires,” (survey item 13) staff on average reported this as somewhat distressful, with a frequency of
1 and a mean distress of 2.368 (composite score of 2.737). Narratives like the ones above therefore suggest
that empathy is important to both the well-being of the families they care for and to their own well-being.
Empathy extends to fellow staff, making them better able to handle the struggles of their clients.

Aline: The doctors really worry a lot. Everyone here works through love and because they like to
work here. So, you see... people work here because they like to and want to help.

Livia: Rare are the employees here who don’t understand you.

These various narratives reflect how staff view their program as effective, despite chronic struggles and
limitations in services. In sum, providing empathy for patients—viewed as a key clinical function—
inspires the need for empathy, competency, and support across various professionals. Moral distress in
settings of such great hardship must, therefore, foment greater staff support networks than may be

56

necessary for resource-rich clinics.

Discussion

This study of moral distress points to the need for ethical dialogue that explores deep differences in value
systems.”” Of the many factors reasonably likely to create moral distress for clinicians—like insufficient
resources and futile care>®>°*—all of these are severe and chronic in our research setting. Yet, only 1 of
the 19 of the staff expressed a desire to leave the agency.®' What guidance can intercultural ethics provide
when structural circumstances inform such deep inequity? Are institutions and structures of healthcare
the only target of change,°* or do clinicians also have options and capacities for resiliency in these
dilemmas?

Our ethnographic findings illustrate how moral distress is defined not solely by personal experiences
with exceptional suffering, powerlessness within clinic dynamics, and a sense of futility. The chronicity of
broader political-economic circumstances is also at play in clinician perceptions of distress. No
individual item on the survey of moral distress received an average composite score of 8 or higher
(survey scale 0-16). These findings support Ramos et al.’s © claim that moral distress is heavily
influenced by the cultural and social environment. The population treated by the Association is among
the poorest in Rio de Janeiro, for whom the public health system struggles to provide basic supports.
Association staff narratives confirm that suffering is the norm.

Relatively few studies have assessed moral distress among care providers in resource-limited contexts
where suffering is so familiar. In Uganda, conversations about moral distress included “frustration and
hopelessness at participants’ perceived inability to initiate change in the system.”®* Similarly, when
creating an instrument to measure moral distress in Brazil, Ramos et al. identified a need to consider “the
Brazilian political and social scene in which nursing coexists with diverse obstacles in practice.”® In our
own sample, moral distress scores were relatively low compared to other studies (Mean composite score:
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60.8; Mean intensity: 71.8; Mean frequency: 20.1). These may be attributable, in part, to an overall
familiarity with, and acceptance of the flaws in the Brazilian healthcare safety net. Providers insisted that,
because of severe poverty and the lack of an effective social safety net, things will always be like this,
expressing “helplessness” and the need to “make the best” of a desperate situation.

Yet, we also identified unique forms of coping with these everyday stressors. Association staff pointed
to the holistic structure of their program and frequent communication across staff in weekly staff
meetings. These meetings foster cooperation and communication on the most complex of cases,°® and
offering biweekly therapy sessions for staff to allow them opportunities to discuss their own pressures
and struggles. Such strategies are a model that may be useful in other settings of chronic moral distress
and gaps in care.®”%®

Finally, a paradox identified in our research is that of empathy among clinicians. Staff narratives relate
their pride in giving empathy to their clients, for the growth it promotes and because it can alleviate
clinicians’ own moral distress. Yet, empathy has been described in several studies as a major cause of
moral distress.®”’®”! By definition, empathy is a capacity to fully understand the situations of their
clients and to share feelings about those circumstances. Therefore, it may be that providing care for
disadvantaged populations when combined with empathy can actually simultaneously produce and
combat moral distress. Our results are the first of which we are aware to shed light on this paradoxical
process.

Limitations of the study include lack of generalizability due to the use of a non-governmental
organization with a very small sample size. Although this study addressed almost all direct care staff
at the organization, there were not sufficiently large numbers to make broad generalizations to other
settings, types of organizations, or staff. Also and as cautioned by Ann Hamric (personal communica-
tion), the moral distress survey instrument is a relatively new instrument created and validated in
American hospital settings; ours was not a validation study of this tool but an ethnographic study
utilizing survey results for data triangulation and exploratory purposes. Study replication with a larger
sample in the Brazilian context of public health assistance is warranted.

Conclusion

Although moral distress among American health professionals has received greater attention in recent
decades, the moral reactions and coping strategies of healthcare personnel in conditions of chronic
extreme poverty have not been given adequate attention. Moral distress is likely to emerge in contexts of
poverty and structural violence due to insufficient resources, over-work, and impotence of staff to change
these conditions for their patients.

Our research reveals the unique coping strategies of staff working among a favela population and
suggests that a deeper understanding of the complexities of their moral distress can be captured by a
mixed-methods research approach. Similarly, these contexts require different structures and strategies
for care, such as nongovernmental organizations and greater social support services. Staff especially need
skills and resources to promote resilience and coping, since treatments and medicines are in short supply.
Finally, our work contributes to nascent discussions of moral distress in resource-limited contexts
around the world, and to efforts to better understand and measure the effects of local context on
perceptions of moral distress. Intercultural ethical approaches to conditions of chronic moral distress
will not only shed better light on these complex settings but also capture the strengths and resiliencies of
the people living in them.
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