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Introduction
Cultural Humility, Healthcare Equity, and 

Medical Humanities 

Dalia	Magaña,	Christina	Lux,	and	Ignacio	López-Calvo
University of  California, Merced

“Muchos médicos nada más están escribe y escribe, y no te ven. No te ven como un paciente, 
te ven como un objeto.” “Many doctors just write and write, and they don’t 

see you. They don’t see you as a patient, they see you as an object,” explained 

Rosalba, a woman in her 40s. When Spanish speakers in rural California 

were asked about their experience during medical consultations with their 

providers, most expressed that they did not feel heard or seen	(Magaña	2020).	

Rosalba’s statement that her doctors do not see her as a patient but rather as 

an object encapsulates a shared frustration over rushed appointments with 

health practitioners who do not always acknowledge their presence (e.g., 

omit	greetings),	are	not	interested	in	getting	to	know	the	patient	(e.g.,	omit	

small	talk),	or	do	not	recognize	patients	as	a	knowledgeable	party	(e.g.,	do	not	

listen	to	patients’	perspectives	and	offer	short	explanations	about	diagnosis	

or	procedures).	These	types	of 	interactions	violate	the	politeness	norms	that	

Latinxs with traditional ties to their culture practice. Such encounters can 

make people feel dehumanized, which may be one reason Latinxs underuse 

the	 healthcare	 system	 (Betancourt	 et	 al.	 2011).	 Cultural	 competence	 (a	

knowledge	 base)	 and	 cultural	 humility	 (an	 approach	 to	 learning	 cultural	

knowledge)	are	critical	in	enhancing	the	medical	experience	for	underserved	

communities and rebuilding their trust (confianza)	 in	 clinicians	 and	 the	
healthcare system. Through this volume, we propose that building on the 



concepts	of 	cultural	humility	and	competence,	the	medical	humanities	field	

has a role in helping improve the healthcare experience of  all. Given the 

vast health-related disparities in the United States and their increase due to 

the	COVID-19	pandemic,	the	need	for	innovative	approaches	to	medical	

humanities is urgent. This collection brings together essays that either adopt 

a cultural humility approach or focus on social justice to shed new light on 

inequities within medical humanities. 

The co-editors of  this book live, work, and raise their families in a 

medically underserved area: Merced County, in California’s Central Valley. 

Even as well-resourced and medically insured individuals, we experience 

challenges when trying to obtain primary health care for ourselves and our 

families. We have also witnessed the inequities that community members, 

such as Rosalba, face due to lack of  insurance, undocumented status, lack of  

English	proficiency,	jobs	that	are	not	flexible	enough	to	allow	them	to	take	

time	off	for	medical	appointments,	and/or	the	unaffordability	of 	taking	a	

day	off	from	work.		

Merced	County,	which	constitutes	a	significant	portion	of 	the	Central	

Valley,	 is	vastly	different	 from	neighboring	counties	 in	 the	Bay	Area	 (and	

much	of 	the	rest	of 	California)	given	its	lack	of 	healthcare	resources	and	the	

health	disparities	primarily	afflicting	communities	of 	color.	Latinxs,	most	of 	

them of  Mexican descent, comprise 60 percent of  the county’s population; 

it is otherwise 27 percent non-Hispanic white, 8 percent Asian (including a 

strong	representation	of 	Hmong	people),	4	percent	African	American,	and	

2.5	percent	American	Indian	(U.S.	Census	2018).	Most	people	in	Merced	

County, 52.3 percent, speak a language other than English at home; 23 

percent live in poverty, and only 13.8 percent have a college education (U.S. 

Census	2018).	The	county	 faces	a	 severe	provider	 shortage,	along	with	a	

lack of  access to adequate resources and consistent primary care, which 

contributes to the problematic healthcare experiences that patients like 

Rosalba	encounter	(Merced	County	Department	of 	Public	Health	2016).	
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The population has higher rates of  obesity, diabetes, and asthma than the 

average	in	California.	In	addition,	the	COVID-19	pandemic’s	severe	impact	

on	Latinxs	nationwide	has	been	reflected	in	the	county,	as	Merced’s	Latinxs,	

much like their counterparts in the rest of  the United States, have a number of  

characteristics that increase their risk: they are disproportionately employed 

in	high-risk	fields	during	the	pandemic	(e.g.,	meatpacking,	agricultural	work,	

and	 other	 service	 jobs	 that	 require	 in-person	 employment);	 experience	

economic factors that make it more challenging to stay home from work; 

and have high rates of  multi-generational households and high rates of  

conditions	that	increase	the	severity	of 	disease	(e.g.,	diabetes,	HIV/AIDS)	

(American Public Health Association 2020; Krogstad, Gonzalez-Barrera, 

and	Lopez	2020).	A	planned	medical	education	program	at	the	University	

of 	California,	Merced	offers	hope	in	addressing	these	issues.

Alarmed by the healthcare inequities that plague our region, the Center 

for the Humanities at UC Merced decided to focus its research theme on 

medical humanities from 2018 to 2021. The series of  lectures began before 

COVID-19	 and	 continued	 through	 periods	 of 	 quarantine	 and	 remote	

work, with the series ending just as we were able to come back to campus in 

person. Concurrently, UC Merced was grappling with questions about the 

future of  medical education in the Central Valley of  California. The reality 

of  lack of  access to medical care and the overburdening of  the providers and 

structures we do have in place came into acute focus during the pandemic. 

Whereas	from	the	academic	fields	of 	law,	women’s	studies,	and	critical	race	

and ethnic studies, many of  our participants in these seminar discussions 

were already deeply familiar with intersectional approaches to research 

that	examine	structures	of 	oppression,	COVID-19	made	the	need	for	such	

approaches even more explicit and urgent (Laster Pirtle 2020; Laster Pirtle 

and	Wright	2021).	

In this sense, the timing of  the medical humanities lecture series was 

both prescient and painfully relevant, as our colleagues were collectively 



grappling with such pressing questions. At times the subject matter 

felt almost too close – there is, after all, a reason we often see research 

studies and even historical novels emerge only many years after major 

traumatic events. However, because this series was ongoing at the onset of  

the pandemic, we were fortunate to have researchers and writers already 

engaged	in	conversations	on	the	topic	and	willing	to	reflect	on	the	events	

at	hand.	During	this	period,	our	community	was	in	continual	conversation	

about many of  the overlapping consequences and realities that we were 

experiencing	during	COVID-19:		

1. the	importance	of 	reflective,	accurate,	and	timely	communications	

2. the danger of  quick and reactive mass communications that 

disregarded	science	and	played	off	of 	emotions	like	fear	

3. a shift from an initial focus on how to remain productive to how to 

survive and adapt 

4. a backlash to calls to resilience that neglected systemic inequities 

and that were focused on a drive to produce rather than fostering 

a culture of  care 

5. a renewed sense of  how both cultural and professional humility 

are vital to our capacity to solve common problems and sustain 

communities 

Such	shifts	have	 led	us	 to	reflect	on	the	theoretical	underpinnings	of 	

medical	humanities	as	well	as	on	how	the	field	is	evolving.	

The	 medical	 humanities	 is	 an	 interdisciplinary	 field	 focused	 on	

understanding	 health	 in	 a	way	 that	 offers	 key	 insights	 for	 patients,	 their	

loved ones, and healthcare practitioners who are devoted to improving 

care	 (Klugman	 2017).	 It	 offers	 “nuanced	 and	 integrated	 perspectives	 on	

the	fundamental	aspects	of 	illness,	suffering,	and	healing”	and	encourages	

healthcare providers to examine their behavior and ways of  thinking to 

4 In t roduc t i on
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improve	patient	care	(Shapiro	et	al.	2009).	It	invites	us	to	take	seriously	the	

human experience along with the biomedical approach to health care, thus 

offsetting	the	limitations	of 	biological	medicine	(Viney,	Callard,	and	Woods	

2015).	Increasingly	gaining	more	attention	at	a	global	level,	medical	school	

curricula in the United States, Canada, and the United Kingdom often 

incorporate medical humanities.

Research shows that medical students who take medical humanities 

coursework exhibit greater empathy than a control group (Graham et al. 

2016).	A	widespread	example	is	how	reading	fiction	helps	medical	providers	

consider	 other	 points	 of 	 view,	 practice	 flexibility	 in	 their	 approach	 to	

understanding their patients’ perspectives, and treat their patients with 

empathy	 (Graham	et	al.	2016).	These	changes	can	 lead	 to	more	patient-

centered care and better health outcomes for patients. For example, 

physicians’ empathy was associated with more controlled hemoglobin levels 

among	patients	with	diabetes	(Hojat	et	al.	2011).	Medical	humanities	also	

improve outcomes for practitioners: a US survey showed that exposing 

medical students to the humanities helped reduce their burnout (Mangione 

et	al.	2018).		

Narrative	medicine	 is	 a	 subfield	within	medical	 humanities	 that	 has	

substantially impacted the delivery of  health care. It emphasizes creating 

space during a medical consultation to listen to patients’ illness testimonies 

in a holistic way. It encourages the provider to listen with an open mind, thus 

moving away from a paternalistic view of  providers as the only knowledgeable 

party about illness and disease. It centers on patients’ perspectives to help 

engage them in understanding the diagnosis and treatment.

Atkinson	et	al.	(2015)	argue	that	narrative	medicine	focuses	too	narrowly	

on the subjective experience of  a patient, their survivorship, and a positive 

message, without critiquing the broader social and political circumstances 

that	 systematically	 affect	 the	 well-being	 of 	 entire	 groups	 of 	 people.	 For	

instance, this narrow view overlooks the collective illness experiences that 
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affect	 marginalized	 groups.	 It	 ignores	 how	 the	 social	 determinants	 of 	

health, meaning people’s environments (i.e., where they live, learn, work, 

and	play),	affect	their	health.	It	 is	well	documented	that	 living	in	poverty	

creates stressors that, in turn, increase the chances of  disease and decrease 

longevity	(Wilkinson	and	Marmot	2003).	Education	levels	are	also	known	

to predict health: those with higher levels of  education lead healthier lives 

than	those	with	less	education	(Marmot	2005).	Likewise,	underrepresented	

minorities have proportionately higher rates of  poverty and lower rates of  

higher education. As Viney et al. propose, it is essential to account for the 

fact that “‘race’ and ethnicity, sexuality and gender, disability, technology 

and media, economics, and social and environmental inequalities are 

central to the production of  medical knowledge and to the experience of  

health	and	illness”	(2015,	3).	

Communities of  color in the United States experience disadvantages such 

as the lack of  culturally competent providers (Cheng et al. 2018; Steinberg 

et	 al.	 2016).	 The	 Association	 of 	 American	 Medical	 Colleges	 describes	

three central domains for cultural competence: understanding people’s 

healing traditions and systems; understanding their values, cultures, and 

beliefs;	and	having	cross-cultural	clinical	skills	to	communicate	effectively.	

Despite	efforts	to	train	medical	professionals	to	offer	culturally	competent	

and patient-centered care, the United States faces a shortage of  providers 

with the cultural competence to serve culturally diverse groups (Cheng 

et	al.	2018;	Steinberg	et	al.	2016).	This	 inequity	can	create	interpersonal	

conflicts	in	healthcare	settings	between	patients	and	providers	(Juckett	2013;	

Zamudio	 et	 al.	 2017).	For	 instance,	 if 	 providers	 violate	politeness	norms	

that the cultural construct of  simpatía	(friendliness)	dictates	by	not	greeting	
Latinx patients, they may avoid future medical appointments as a result of  

perceiving	that	provider	as	rude	or	condescending.	Demonstrating	cultural	

knowledge facilitates more humane health care and can help patients feel 

empowered	 to	 claim	 agency	 during	 healthcare	 consultations	 (Magaña	
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2021).	For	these	reasons,	providers	should	be	aware	of 	healthcare-related	

cultural norms within the communities they serve.

Cultural competence should be viewed as an ongoing learning process 

instead of  as expertise or a skill that can be mastered because cultural 

influences	may	change	over	time	and	space	(Yeager	and	Bauer-Wu	2013).	

Given human complexity and heterogeneity, interventions meant to 

provide cultural competence should not include overgeneralizations about 

the behavior and values of  certain social groups. Not only can people 

and communities vary, but such generalizations may promote harmful 

stereotypes. It may also promote a paternalistic approach to health care for 

patients	with	cultural	perspectives	on	health	 that	differ	 from	mainstream	

biomedical approaches. 

Scholars have proposed cultural humility as a necessary corrective to 

the	 idea	 that	 cultural	 competence	 is	 fixed	 knowledge.	 Cultural	 humility	

in the medical setting involves “a lifelong commitment to self-evaluation 

and critique, to redressing the power imbalances in the physician-patient 

dynamic,	 and	 to	 developing	 mutually	 beneficial	 and	 non-paternalistic	

partnerships	 with	 communities	 on	 behalf 	 of 	 individuals	 and	 defined	

populations”	 (Tervalon	 and	 Murray-García	 1998,	 123).	 It	 promotes	 a	

critical lens for provider-patient interactions through which providers are 

encouraged to be aware of  their implicit biases and open to learning about 

others’ values and beliefs. Cultural humility and cultural competence are 

synergistic, as they complement each other; whereas cultural humility is 

an approach, cultural competence is knowledge, which should be seen as a 

continuing	 process	 (Stubbe	 2020).	 Both	 are	 crucial	 in	 offering	 patient-

centered care. 

Whereas medical humanities initially emerged as an applied training 

tool in medical schools with a primary focus on praxis and pedagogy, among 

humanists, the focus has often shifted to how our humanistic disciplines 

engage with medical science, history, and practice, thus having less of  an 



8 In t roduc t i on

applied nature. This applied nature of  medical humanities in medical 

schools and the emerging resistance to such curricula among some students, 

as	documented	by	Shapiro	et	al.	(2009),	should	be	a	cause	for	concern	among	

both	humanists	and	medical	 schools.	 If 	 the	field	becomes	overly	didactic	

and instrumental, an add-on instead of  continually engaging all scholars in 

an ongoing conversation, we may create doctors who resent or push back on 

the value of  the medical humanities overall or who solidify a divide between 

disciplines	where	we	are	seeking	to	create	connection.	Pederson	(2010),	for	

example, describes the pitfall of  the persistent dichotomy between natural 

and human sciences in medical education, exposing how it can negatively 

affect	the	cultivation	of 	empathy	in	medical	training.	This	is	where	stepping	

back to consider broader theoretical concerns may be useful in framing the 

medical humanities in more innovative ways.

 Perhaps one of  the most exciting ideas to emerge in medical humanities 

in	the	past	decade	is	Viney	et	al.’s	(2015)	concept	of 	“entanglement,”	which	

focuses on the potential of  a “critical” medical humanities. Fitzgerald and 

Callard	 (2016)	 expand	 on	 the	 concept,	 explaining	 how	 previous	models	

of  integration between humanities and medicine were conservative and 

problematic. Instead, they encourage medical humanities practitioners 

and scholars to attend to the differences between humanities and medicine, 

recognizing that “medicine and life itself  are constituted precisely through 

relations and through practices of  bordering, cutting and exchange through 

which those relations come to matter.” They add that “[t]here is neither an 

additive nor an integrative ‘human’ at the heart of  the medical humanities; 

there	 are,	 rather,	 animacies,	 vitalities	 and	 pathologies,	which	 flow	 across	

different	practices	and	preoccupations	that	then	come	to	be	ascribed	to	the	

‘humanities’	and	the	‘biosciences’”	(2016,	44-45).	

If  we further build upon the concept of  entanglement to frame the 

essays in this volume, we may examine how the emphasis on relation and 

its	consequent	mutual	effects	and	obligations	can	assist	us	with	approaches	
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not only to dismantle structural inequities, but also to explore associated 

frameworks, images, and metaphors that can guide us in this process. We 

would like to paint a picture of  interdependence for our readers that may 

be useful in our ongoing framing of  medical humanities. We believe that 

the cultivation of  associated metaphors and images will help us to unveil the 

potential	of 	this	field	with	each	new	articulation.			

Metaphors	 that	 initially	 seem	 distant	 from	 our	 immediate	 fields	 can	

be useful in reframing problems; indeed, taking psychological distance has 

enhanced	 problem-solving	 creativity	 (Jia,	 Hirt,	 and	 Karpen	 2009).	 The	

metaphor we would like to share with you comes from environmental 

studies and is related to how plants in the Sahel region in Africa help each 

other	survive	drought.	During	a	state	of 	emergency	for	California	due	to	

drought (which had many health-related impacts as entire communities 

lost	access	to	water),	our	colleague	Teamrat	Ghezzehei,	an	environmental	

scientist, delivered the talk “Securing Agricultural Productivity using Native 

Woody Shrubs in the Peanut Basin, Senegal” with collaborator Nate Bogie 

during one of  our Center for the Humanities’ working groups on African 

and	 African	 Diaspora	 Studies.	 Ghezzehei	 shared	 the	 example	 of 	 how	

environmental scientists approached a local practice in Senegal, whereby 

farmers planted crops alongside native shrubs to enhance crop productivity 

and food production. This unique system helps with water availability 

because when native woody shrubs grow near crops, their deep roots bring 

water to the level where the crops can access it and survive during drought 

periods.	The	story	reflects	how	important	it	is	for	scientists	to	listen	to	local	

or indigenous knowledge to drive inquiry, which requires approaching the 

problem from a position of  cultural and professional humility. It calls on us 

to remember the value of  taking the time to listen and observe, of  practicing 

cultural humility by remaining open to one’s own gaps in professional 

knowledge instead of  just focusing on demonstrating competence. This 

image	of 	mutual	effects	and	obligations	drawn	from	environmental	studies	



may allow us to envision how entanglement in the medical humanities can 

function. It calls on us to presume inherent interconnectedness and potential 

mutual	 benefits,	 as	 well	 as	 to	 be	willing	 to	 risk	 trying	 a	 counterintuitive	

approach to solve problems.

In this case, if  farmers had assumed that the plants were always 

competing for water, they would not have planted crops alongside shrubs and 

would have missed a potentially life-saving solution for many communities. 

Similarly, entanglement as a theoretical framework for medical humanities 

calls on us to operate from a position that does not require a defensive, 

territorial disciplinary posture, or from an assumption that we are always 

competing	 for	 limited	 resources	 (time,	money,	 or	 expertise)	 and	 that	 our	

proximity or relation may make us “lose out” if  we are not careful. It helps 

us to be open to new insights from many perspectives that may lead to 

innovation and improvement in medical care and health outcomes, while 

also striving toward social justice, in our example, by learning from and 

respecting local indigenous knowledge.

Similarly, community-engaged scholarship, an approach that has been 

fostered at the University of  California, Merced, guides researchers to create 

collaborative	 partnerships	 with	 more	 effective	 and	 mutually	 beneficial	

approaches	(Wallerstein	et	al.	2017).	For	example,	a	collaboration	between	

researchers	and	a	non-profit	organization	can	build	an	infrastructure	where	

research participants can continue obtaining resources from the organization 

long after the project is over. In this sense, community-engaged scholarship 

empowers communities so that they can be agents of  change even after a 

research	project	is	completed	(Manzo	et	al.	2020).	

Incorporating approaches used in community-engaged research into 

medical humanities studies can expand the possibilities of  centering people 

of  color’s voices to examine the challenges they experience in the healthcare 

system and to uncover their individual and collective experiences in seeking 

and	 obtaining	 treatment.	 For	 example,	 Dalia	 Magaña	 is	 conducting	 a	

10 In t roduc t i on
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study on how Latinas in the Central Valley use metaphors in their breast 

cancer narratives to express their cultural values. It explores how their 

cultural	 belief 	 systems	 influence	 how	 rural	 Latinas	 cope	 with	 a	 breast	

cancer diagnosis and treatment through a partnership with Healthy House, 

a	nonprofit	organization	in	Merced	that	offers	interpretation	services	and	

trains medical residents on cultural competence. 

Healthy House and the UC Merced researchers believe that language 

awareness, such as recognizing metaphors related to cancer, is critical in 

improving healthcare communication and cultural competence. However, 

research thus far has focused on English-language metaphors. For many 

English speakers in the United States, cancer treatment is war, as in “my 

fight against cancer,” “I have a good chance of  beating cancer,” and “I hope 

to win this battle.” English speakers use war metaphors in cancer narratives 

to form solidarity against the disease, and oncologists also use them to 

encourage patients. However, this is not as common among rural Latinas, 

who use metaphors more connected to spirituality, family, and community. 

For	example,	participants	in	Magaña’s	study	said	things	like,	“I	walk through 

this disease with family and God by my side.” Instead of  war metaphors, 

they reference a more collective approach to getting through the disease. 

We	 contend	 that	 familiarity	 with	 these	 cultural	 differences	 is	 vital	 for	

understanding disease from patients’ perspectives, thus working toward 

effective	healthcare	communication	and	creating	an	inclusive	environment.	

It is alienating when the dominant cultural views of  health, such as those 

where cancer is seen as a battle, are imposed onto minoritized groups, since 

the	differences	in	metaphor	choices	are	grounded	in	their	cultural	contexts.	

People	 affected	 by	 healthcare	 inequities	 are	 the	 experts	 on	 these	 issues;	

research must identify their knowledge and give them a voice to improve 

advocacy	and	community	interventions	(Deeb-Sossa	2019).	

This volume moves away from the traditional narrow focus of  medical 

humanities by engaging with issues beyond the medical encounter, 
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connecting, instead, health care, wellbeing, and illness more widely to 

communities,	 specifically	 those	 socially	 and/or	 politically	 marginalized.	

It thus includes essays based on community-engaged scholarship to 

understand the intersubjective experiences of  communities of  color in 

health care, the strengths of  community collaborations in addressing health 

epidemics, and the best approaches to support the health and well-being 

of  marginalized groups. It includes work from scholars across various 

disciplines	(ethnomusicology,	linguistics,	literature,	psychology),	community	

advocates,	and	healthcare	providers	to	offer	a	variety	of 	cases	 illustrating	

the value of  medical humanities. Many chapters take a critical stance in 

producing	medical	humanities	scholarship.	For	instance,	Yvette	G.	Flores’s	

chapter proposes a decolonial strategy to understand mental health among 

Latinxs	during	the	pandemic,	the	barriers	afflicting	this	group,	and	solutions	

rooted in Latinx culture. 

This volume acknowledges the experiences of  minoritized groups, 

including people with disabilities and debilitating health concerns, 

recognizing them as knowledge producers in health care, illness, and diseases. 

Thus, several chapters are devoted to centering the health narratives of  

people	with	 disabilities	 (autism,	 aphasia)	 and	women	with	 endometriosis	

(a	 debilitating	 condition	 that	 is	 often	misunderstood	 and	misdiagnosed).	

The essays’ styles are as varied as their content; this is a deliberate decision 

to practice a crucial lesson from the medical humanities about exercising 

openness and acceptance when considering a range of  points of  view. 

A unifying factor is that every contribution to this volume addresses 

social justice. Broadly speaking, then, the concerns of  this volume include 

“equitable distribution of  resources, respect for human rights, equitable 

access to opportunities, political representation, cultural respect, and 

social	 recognition”	 (Avineri	 et	al.	2019,	3).	Working	 toward	 social	 justice	

in healthcare institutions means expanding access to prevent people from 

being excluded due to minoritized status, including disability, gender, race, 
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ethnicity, religion, social class, language, and literacy levels. It also means 

demonstrating professional and cultural humility in working with patients 

and communities toward better health outcomes.

As the chapters in this volume illustrate, the medical humanities have 

a role in bringing down the barriers that prevent marginalized groups 

from having equitable access to health care, such as language and cultural 

barriers. They also demonstrate the role of  health literacy in promoting 

equity in health care. We feature reports on health issues and wellbeing of  

Black and Latinx groups, who have greater mistrust of  the healthcare system 

than whites, in part due to systemic racism and historic abuse in clinical 

settings	 (e.g.,	 unethical	 research,	medical	 experimentation).	 For	 instance,	

one of  the essays describes the role of  community-engaged research as an 

approach to rebuilding trust with Black communities and understanding 

their	experiences	with	outbreaks	such	as	COVID-19.	The	essays	point	out	

health	issues	that	are	often	overlooked	or	that	afflict	minoritized	groups	and	

offer	wisdom	on	the	best	approaches	toward	solutions	to	address	them.	

The Book’s Organization

The	 first	 four	 essays	 in	 this	 volume	 focus	 on	 alternative	 approaches	 to	

reframing disabilities, understanding debilitating illnesses, and the role of  

narratives and health literacy in promoting patient-centeredness and equity 

in	health	care.	The	remaining	turn	to	issues	of 	health	inequities	afflicting	

underrepresented minoritized groups in sleep deprivation, mental health, 

and	infectious	diseases.	Collectively,	the	essays	offer	lessons	on	how	cultural	

competence, cultural humility, and social justice can serve as guiding points 

to explore new possibilities in engaging with medical humanities.     

Drawing	from	two	decades	of 	research	on	music	and	autism,	Michael	

B. Bakan and Graeme Gibson’s chapter approaches the medical humanities 

from the perspective of  ethnomusicology and re-presentational ethnography. 
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This	case	study	links	together	different	domains	of 	human	experience,	such	

as autism, neurodiversity, personhood, and melomania to “re-present” 

the lived experience of  an autistic person via ethnomusicology through 

dialogue, respect, and listening. The chapter reveals how a Canadian 

young man, who sees his identity and worldview in relation to his life with 

autism,	makes,	experiences,	and	finds	meaning	in	music.	It	also	provides	his	

views	on	different	types	of 	music,	his	experience	with	music	teachers	and	

therapists, the support of  his family, as well as his understanding of  autism 

and how autistic minds work. 

Continuing	to	address	efforts	to	privilege	the	patient’s	perspective,	Brian	

Dolan	explores,	in	his	chapter,	the	connections	between	autobiographical	

narrative language and self-identity, focusing on how life memories are 

articulated through narrative. As he explains, life history and identity are 

formed through the logical ordering and interpretation of  stories that we 

tell ourselves about memories of  past autobiographical events. However, this 

story does not need to be spoken aloud; it can be related, instead, through 

self-talk and internal monologue. But what happens when language is taken 

away,	when	disorders	affect	the	ability	to	recall	memories,	construct	stories,	

dream, and create internal monologue? Within the context of  language as 

the	key	element	to	understanding	oneself 	and	making	meaning	in	life,	Dolan	

examines what aphasia and other neurological disorders can tell us about 

philosophical	conceptions	of 	self,	contextualizing	it	within	medical	efforts	

to “reconnect” patients to their world through language usage. The chapter 

also looks at how aphasia presents a challenge to clinical rehabilitation. In 

his own words, “Because of  the privilege we place upon language as a tool 

to	define	ourselves,	we	run	the	risk	of 	mishandling	that	tool.”	

The chapter by Mariana Pascual studies how Chilean women use 

language	to	construct	negative	and	positive	affect	in	sharing	their	experiences	

with	 endometriosis.	This	medical	 condition,	which	 afflicts	 about	 1	 in	 10	

women,	causes	debilitating	pain	and/or	infertility	yet	is	often	misdiagnosed.	
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The study uses discourse analysis to uncover how Chilean women express 

meaning and evaluate their experiences with endometriosis across two 

different	genres:	social	media	comments	and	narratives	collected	through	

semi-structured interviews. Using quantitative and qualitative analysis, it 

concludes	that	the	normalization	of 	menstrual	suffering	and	female	pain	in	

general, together with the cultural mistrust of  women’s emotions, contribute 

to deteriorating patients’ quality of  life. Furthermore, these misconceptions, 

along with a lack of  concern and sympathy, prevent timely diagnoses. The 

chapter makes a strong case for the need to understand endometriosis from 

the patient perspective to further improve their quality of  care and support.   

Yu-Han	 Chao’s	 chapter	 addresses	 the	 potential	 of 	 Advance	 Health	

Care	Directives	and	end-of-life	considerations	to	improve	the	quality	of 	life	

and to respect the wishes of  patients and their loved ones. As Chao explains, 

patients’ quality of  life and experience can be improved by specifying 

in advance their preferences regarding intubation, cardiopulmonary 

resuscitation,	 artificial	 nutrition,	 and	 other	 medical	 interventions	 with	

which their relatives, and the general public, are not usually familiar. While 

the	 first	 part	 of 	 the	 essay	 narrates	Chao’s	 personal	 experience	 as	 a	 case	

study, the second part focuses on her experiences as an ICU nurse during 

the	COVID-19	pandemic,	when	relatives	with	limited	health	literacy	had	

no alternative but to make healthcare decisions for patients without any 

knowledge of  their wishes. The chapter closes by focusing on a typical 

Advance	Health	Care	Directive	Form	and	treatment	options	(process,	risks,	

alternatives,	 and	 benefits)	 to	 prevent	 patients	 from	 being	 treated	 against	

their will and receiving the treatment they choose instead.

Ithar Hassaballa and Ruaa Hassaballa-Muhammad combine their vast 

global experience in community-based participatory research to understand 

and address gaps in public health and development. Their essay, “Successful 

Global Health Partnerships Between Kansas and Congo: Addressing 

Capacity	Building	Needs,	Ebola,	and	COVID-19,”	sheds	light	on	how	they	
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use	their	collective	experience	in	working	toward	health	equity,	specifically	in	

engaging	Black	communities	affected	by	infectious	disease	outbreaks.	They	

report on their collaborative work between the World Health Organization’s 

(WHO)	Regional	Office	for	Africa	and	the	WHO’s	Collaborating	Center	

at the University of  Kansas, sharing their approach to creating resources 

and capacity for building healthy communities. They evaluate and contrast 

both	the	Ebola	and	COVID-19	response	efforts	globally,	addressing	health	

inequities	related	to	social	determinants	of 	health.	The	authors	offer	lessons	

learned related to their global health engagements as guidance for others 

conducting community-based scholarship.

Yvette	Flores	is	a	leading	scholar	in	Latinx	mental	health,	an	educator,	

and a community clinical psychologist with over thirty years of  experience. 

Her	essay	offers	new	insights	into	the	factors	driving	the	disproportionate	

rates	of 	COVID-19	complications	and	deaths	among	Latinx	groups.	After	

presenting a socio-historical context of  Latinxs in the United States, the 

essay provides an overview of  the factors that led to disproportionate rates 

of  depression, suicidal thoughts, and substance abuse during the pandemic. 

For instance, Flores explains why even though Latinxs experience more 

stress over work, food, and housing insecurity than whites, they have 

lower levels of  mental health utilization. Factors include lower rates of  

medical insurance, lack of  Spanish-speaking providers, and lack of  cultural 

competence	 among	 practitioners.	 Stressors	 among	Latinxs	 are	 amplified	

by racism, from everyday microaggressions to the images reproduced in 

the media of  “bad hombres” and “Latinas having anchor babies.” Flores’s 

essay	 offers	 a	 case	 study	 of 	 how	 she	 and	 her	 colleagues	 in	 UC	Davis’s	

Chicana/o	 Studies	 program	 approached	 teaching	 during	 the	 pandemic	

and supported their majority Latinx students. In her courses, she guides 

students to examine gender roles and how some Latinx cultural constructs 

may	conflict	with	what	is	needed	to	cope	with	pandemic-related	stressors:	

self-care.	Connecting	theory	to	students’	experiences	offers	a	pedagogical	
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model	 that	benefits	 students’	 educational	 experience	and	well-being.	She	

concludes by providing her insight for those of  us who are educators about 

the lessons the pandemic has taught us. 
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Music, Autism, and Neurodiversity in 
Re-presentational Perspective 

Michael B. Bakan, Florida State University
Graeme Gibson

      Abstract:
How	do	 autistic	 people	make,	 experience,	 and	 find	meaning	 in	music,	

and why does it matter to them that they do? These are the fundamental 

questions at issue in this chapter, which centers on the musical life of  

Graeme Gibson, a multi-instrumentalist, composer, instrument builder 

and collector, and online world music instrument museum curator based 

in Vancouver, Canada. Graeme is on the autism spectrum and regards 

that identity as integral to the ways in which he both engages with music 

and	defines	his	worldview	 in	 relation	 to	 it.	The	chapter	unfolds	mainly	

through dialogue between Graeme and ethnomusicologist Michael 

Bakan. Methodologically, it rests on an approach of  re-presentational 

ethnography, which contrasts with its more established counterpart, 

representational ethnography. In the frame of  re-presentational 

ethnography, dialogues between the person who conducts the research 

and the person about whom the research is conducted are not starting 

points for the types of  description, analysis, and interpretation that usually 

foster the creation of  ethnographic texts. Rather, these conversations are 

the	text,	with	the	direct	contributions	of 	the	researcher	being	limited,	first,	

to what they contributed to the conversation in the role of  dialogue partner, 

and second, to the making of  a layer of  narration—and as light a layer as 

possible—provided to ensure that the core dialogue text comes through 
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with	 sufficient	clarity	and	cohesiveness	 to	make	 it	engaging	and	readily	

understandable. Through this re-presentational lens, we are invited into a 

dialogical space in which Graeme expresses, in his own words, his views on 

a wide range of  topics and issues, including the subtleties of  Indian raga, 

the experience of  working with renowned music teachers and therapists, 

the role of  family in autism support networks, and ultimately the question 

of  what autism is and how autistic minds work. 

This chapter approaches the relationship between life, music, autism, 

and neurodiversity from an ethnomusicological perspective, with 

ethnomusicology	 here	 defined	 as	 “the	 study	 of 	 how	 people	 make	 and	

experience music, and of  why it matters to them that they do” (Bakan 

2015,	 117).	 The	 chapter	 focuses	 on	 the	 life,	 music,	 scholarship,	 and	

philosophical perspectives of  Graeme Gibson, a multi-instrumentalist, 

composer, instrument builder, and online instrument museum curator in his 

mid-forties who is based in Vancouver, Canada. Graeme is on the autism 

spectrum, having been diagnosed with an autism spectrum condition, or 

ASC	(our	preferred	terminology	over	“autism	spectrum	disorder,”	or	ASD	

–	see	Fein	and	Rios	2018),	at	the	age	of 	two.	

Graeme’s interlocutor throughout the chapter is Michael Bakan, 

an ethnomusicologist and musician who has been making music, talking 

about music, and doing ethnomusicology with autistic people for some two 

decades, including through publications (Bakan 2016, Bakan 2018, Bakan 

et	 al.	 2018,	 Bakan	 et	 al.	 2021,	 Nitzberg	 and	 Bakan	 2019),	 conference	

presentations, and musical performances.1	 Deborah	 Gibson,	 Graeme’s	

1.	Significant	portions	of 	this	chapter	were	originally	published	in	Speaking for Our-
selves: Conversations on Life, Music, and Autism, by Michael B. Bakan and ten co-authors 
(Bakan	et	al.	2018),	as	well	as	in	the	paperback	version	of 	that	same	work,	Music and 
Autism: Speaking for Ourselves	(2021),	and	have	been	reproduced	by	permission	of 	Oxford	
University	Press	[https://global.oup.com/academic/product/speaking-for-ourselves-
9780190855833?cc=us&lang=en&]. 
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mother, was also an active participant in the dialogue sessions that shaped 

this work, and her words and ideas, along with Graeme’s and Michael’s, are 

integral to what follows.  

The core of  the chapter is to be found in its transcription-based narrative 

re-presentations of  a series of  online dialogues that took place between 

the	 two	 co-authors	 (joined	 by	 Deborah	 in	 some	 instances)	 during	 the	

summer of  2014. These conversations themselves, as well as the theoretical 

and methodological foundations of  the chapter’s dialogue-based, music 

experience-centered, re-presentational approach, draw extensively from 

earlier	publications	(Bakan	2019,	Bakan	et	al.	2018,	Bakan	et	al.	2021).				

Re-presentational ethnography, a concept which, to the best of  our 

knowledge,	was	first	introduced	in	print	by	Bakan	in	a	colloquy	published	

several	years	ago	(Bakan	2016),	differs	substantially	from	the	various	forms	

of  representational ethnography that have long been the stock in trade for 

fields	like	ethnomusicology	and	cultural	anthropology.	In	re-presentational	

ethnography, the conversation itself—be that in the form of  a live face-to-

face interview, a Zoom call, an online chat using text messaging, or even 

an interactive musical performance—is not a starting point for the types of  

description, analysis, and interpretation that usually foster the creation of  

ethnographic texts. Rather, these conversations are the text, with the direct 

contributions	of 	the	researcher	(in	this	case,	Bakan)	being	limited,	first,	to	

what they contributed to the conversation in the role of  dialogue partner, 

and second, to the making of  a layer of  narration—and as light a layer 

as possible—provided to ensure that the core dialogue text comes through 

with	 sufficient	 clarity	 and	 cohesiveness	 to	make	 it	 engaging	 and	 readily	

understandable; in short, the result of  dialogue-based, re-presentational 

ethnography is the creation of  texts of conversations rather than texts based 

on conversations. 

As the anthropologist and autism scholar Laura Sterponi has written, 

in this work “Ethnographic ‘subjects’ who would traditionally be merely 
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represented, spoken about in a conventional scholarly paper on autism 

spectrum conditions, are given equal or perhaps even greater status and 

authoritativeness	 than	 [the	 researcher/scholar	who	would	 conventionally	

be	credited	as]	the	‘official	author’”	(Sterponi	2015).	Here,	the	recognized,	

indisputable “authoritativeness” of  Graeme Gibson as the world’s 

leading	 expert	 on	himself—musically,	 intellectually,	 and	otherwise—finds	

representation in an equal sharing of  authorial credit with Bakan. (It should 

be	noted	that	Graeme	elected	to	take	second-author	rather	than	first-author	

credit,	and	also	that	Deborah	has	chosen	not	to	be	credited	as	a	co-author	

of 	this	chapter).		

In many respects, the methods and theoretical bases underlying 

re-presentational ethnography overlap considerably with those of  other 

scholarly and literary genres, including interviews published in magazines 

and on websites, contemporary author interviews published by literary 

scholars, and oral histories published by historians and folklorists. The 

fundamental	 differences	 between	 these	 other	 genres	 and	 the	 genre	 of 	

re-presentational ethnography advanced here have to do with issues of  

epistemology, training, and orientation, to which we now turn attention. 

Despite	 its	 distinct	 identity	 relative	 to	 various	 related	 forms	 of 	

representational ethnography, re-presentational ethnography remains 

epistemologically tied to the formative priorities, values, and conceptual 

moorings of  the ethnographic project writ large, whether within frames of  

cultural anthropology or adjacent disciplines such as ethnomusicology. The 

ethnographic goals and objectives of  anthropologists and ethnomusicologists 

differ	significantly	from	those	of 	historians	or	folklorists	who	engage	in	oral	

history projects, as well as from those of  journalists, literary scholars, and 

others	who	rely	on	interview-based	methods	in	their	work	to	a	significant	

degree.	 As	 a	 result,	 the	 transformation	 of 	 their	 interview/conversation-

generated	 data	 into	 written-word	 publications	 is	 markedly	 different	 in	

outcome. 
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Inextricable	 from	 this	 level	 of 	 difference	 is	 another	 one	 stemming	

from the fact that oral historians and folklorists, let alone journalists and 

literary	scholars,	experience	very	different	courses	of 	professional	training	

than	 their	 anthropologist/ethnomusicologist	 counterparts.	 In	 all	 cases,	

the give-and-take of  conversational exchange and its “translation” into 

published writings—whether framed in terms of  dialogues, interviews, or 

other modes of  communicative interaction—might be reasonably said to 

encompass	 a	 significant	 component	 of 	 “re-presentation.”	The	 form	 and	

substance of  that re-presentation, however, varies greatly from one genre 

to another, whether that variance is gauged by the types of  questions that 

are asked, the parameters of  the interactive engagement itself, or the larger 

epistemological frames of  knowledge production and interpretation that 

both	 prefigure	 the	 conversational	 encounter	 in	 the	 first	 place	 and	 direct	

what is done with the “data” generated by that conversation in its aftermath. 

On all of  these levels, re-presentational ethnography of  the type modeled 

in this chapter occupies a unique position within the larger universe of  

dialogic/interview-centered	 genres	 of 	 scholarship.	We	 are	 confident	 that	

the discursive space created in what follows will model and provide evidence 

in support of  this claim. 

Graeme Gibson
November 14, 2013. Michael Bakan is at the Society for Ethnomusicology 

conference in Indianapolis and encounters an old friend: the composer, 

instrument collector, multi-instrumentalist, and ethnomusicologist Randy 

Raine-Reusch. Michael and Randy have not seen each other in many years. 

They strike up a conversation, and the subject quickly turns to music and 

autism. Randy tells Michael that he has been following his work, which is 

especially interesting to Randy because he has an autistic student, Graeme 

Gibson, whom he has been teaching for over twenty years. Graeme and 

Randy both live in Vancouver, where Michael also grew up. Randy tells 
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Michael that Graeme was diagnosed with “classic autism” as a young child. 

From a very early age, he showed a passionate interest in music and musical 

instruments. Since then, he has amassed a large and diverse instrument 

collection, which he now curates and shares with the world via his digital 

instrument	museum:	museumofworldmusic.com	(Gibson,	G.,	n.d.).	Graeme	

plays most of  the many instruments he owns. He taught himself  to play a 

number of  them and studied the others with either Randy or his other long-

standing teacher, the Peruvian-Canadian musician René Hugo Sánchez. 

Graeme is now in his mid-thirties, Randy reports to Michael during 

their 2013 chat, adding that Graeme has been living on his own for several 

years, though he maintains a very close relationship with his parents, 

Deborah	and	Bill.	Randy	describes	Deborah	and	Bill	as	“really	nice	folks”	

who have avidly supported Graeme’s musical pursuits throughout his life. 

Moreover,	 he	 informs	Michael	 that	Deborah’s	Ph.D.	 dissertation	was	 on	

autism and early childhood language development, with Graeme as her 

principal	case	study	(Gibson,	D.	2011).	

Nothing more is said about Bill at the time, though Michael will later 

learn	 that	 Graeme’s	 father	 is	 the	 iconic	 science	 fiction	 novelist	William	

Gibson, the author of  Neuromancer	(1984)	and	other	international	bestsellers,	
and the writer reported to have coined the term “cyberpunk.” The more 

Randy tells Michael about Graeme, the more excited Michael becomes 

about the prospect of  interviewing Graeme for his then-in-progress book 

project,	 which	 will	 come	 to	 fruition	 about	 five	 years	 later	 as	 Speaking for 
Ourselves	(Bakan	et	al.	2018).	

“He’s into some pretty amazing things,” Randy says of  Graeme with 

pride: composing original pieces, recording in his home studio, building 

musical instruments, and doing wildlife photography and volunteer work 

as	a	data-entry	specialist	at	both	a	museum	and	a	local	radio	station.	“You	

should get in touch with him. Go through his mom. That’s your best bet. 

Here’s her contact information.” 
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Randy	 takes	 out	 one	 of 	 his	 business	 cards,	 writes	 Deborah’s	 email	

address on the back, and hands it to Michael. 

“Great seeing you, Mike!”

Michael	 emails	Deborah	as	 soon	as	he	 is	 back	home	 in	Tallahassee,	

Florida. He shares some information about himself  and the book project, 

and	 asks	 Deborah	 whether	 she	 thinks	 Graeme	 might	 be	 interested	 in	

participating. She encourages him to send Graeme some questions to 

answer via email, which he does promptly. Graeme eventually gets back to 

Michael	with	a	thoughtful	email	response	on	June	9,	2014.			

“My	best	answer	to	give	to	Dr.	Michael	Bakan	is	 that	I	play	a	range	

of 	 different	 stringed	 instruments,	 particularly	 lutes,	 and	 some	 zithers,”	

Graeme’s email begins. “My specialty[,] though[,] is stringed instruments. 

I may play whatever it is I feel like, which the particular instrument may 

convey the sound of  the mood. Or I may play something I learn from 

my music teachers, Randy Raine-Reusch, who you may know, and my 

second teacher, Rene Hugo Sanchez, who is from Peru. As to my personal 

relationships with my teachers, I share both interests, and in turn, I continue 

to learn a great deal from them. I currently study with my teacher Rene 

Hugo Sanchez while Randy and his wife, Mei Han, are in Ohio. I’m also 

involved in documenting the repertoire I learn by recording or writing it 

down	 in	 tablature	 or	 staff	 notation	 on	my	 computer.	 In	 learning	music,	

I’m	a	visual	learner;	instructions	I	do	learn	from	listening	to	my	CDs,	[or]	

what may be on my iPod or on youtube (depending on [the] performance 

I	 like	best).	 I	 feel	 the	best	 [with]	 simply	 something	 spontaneous.	While	 I	

enjoy	 learning	 different	 repertoires,	 genres	 and	 traditions,	 coming	 from	

a personal opinion, I don’t really play too much in mainstream pop or 

anything trending because most people are performing that right now. I 

like	to	explore	things	that	are	off	the	beaten	track,	be	it	in	music	or	in	daily	

life. In my childhood, I enjoyed classical music, particularly Schubert’s ‘the 

trout,’ Chopin, Bach, Vivaldi. As of  late in listening to music, I have been 
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exploring a lot in Asian music, particularly the classical music from India 

(both	North	Indian	or	Hindustani	[and]	South	Indian)	 to	Far	and	South	

East Asia.”

“I do play classical guitar, acoustic and electric,” Graeme adds, “and 

recently electric bass[,] which I built with the help of  a close friend of  mine 

who	is	an	engineer.	You	may	know	my	teacher	Randy	Raine-Reusch,	as	he	

and I have a strong friendship in music, [through] which we share similar 

tastes in music and in particular musical instruments. I also study with a 

music teacher from Peru, Rene Hugo Sanchez.”

The email concludes with quick answers to three of  the questions 

on	Michael’s	original	 list	 that	Graeme	has	not	yet	covered.	“Your	date	 is	

correct. I am thirty-six, born in 1977,” he writes. As for recording, “I do 

record music mainly for documentation, and sometimes I may give my 

music to those who are interested, friends and family.” Finally, regarding 

his diagnosis, “I was diagnosed quite early in childhood around the age you 

mentioned, but my mother is best to answer the last question. I hope this 

helps. Sincerely, Graeme.”

There	remain	a	few	more	unanswered	questions	as	well,	and	Deborah	

is	kind	enough	to	fill	in	the	blanks	on	those.	

“Deborah	 here,”	 she	 announces	 in	 a	 post-script	 to	Graeme’s	 email.	

Graeme,	or	Gray,	as	she	usually	calls	him,	explains	Deborah,	was	diagnosed	

in	 1980	 at	 two-and-a-half 	 years	 of 	 age:	 “Because	Gray	was	 affectionate	

with	us,	his	parents,	the	diagnostic	team	decided	he	didn’t	fit	classic	autism	

and diagnosed him with ‘aphasia’ with autistic features, because he didn’t 

understand or speak any language. When he was six, he had language, 

though	 he	was	 still	 delayed	 and	 his	 diagnosis	 changed	 to	 ‘PDD-NOS—

pervasive	developmental	delay	[disorder]	not	otherwise	 specified.’	By	 the	

time	he	was	nine,	the	definition	of 	autism	had	broadened	enough	that	ever	

since, he has been diagnosed with classic autism. He’s also been described 

as having high-functioning autism [i.e. low support-needs autism], but 
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not	Asperger’s	 because	he	does	have	 some	cognitive	deficits	 in	 executive	

functioning, particularly numbers and scheduling.”2 

Graeme started playing music when he was just one year old. “A toy 

piano	 was	 his	 favorite	 Christmas	 present	 that	 year,”	 Deborah	 recalls.	

“Graeme was always strongly drawn to sounds, especially musical sounds, 

and would choose an object that produced a sound or tone over any 

conventional toy. When he was about six years old, we tried him in a 

music group for children, but he wouldn’t leave the drum and was asked to 

leave	the	class.	At	that	point,	we	were	very	fortunate	to	meet	Dr.	Johanne	

Brodeur, a music therapist who recognized Graeme’s gift of  absolute pitch 

and	his	ability	to	discriminate	ten	different	notes	played	simultaneously	on	

the piano. She taught him to read and even write music before he could 

read or write English, when his language was still fairly limited for his age, 

and worked with him weekly on many Western instruments until he was 

thirteen. He had an electric keyboard that he played constantly. Then 

he was put on a medication for his anxiety and disruptive behavior that 

reduced	his	creativity	and	his	fine	motor	skills	for	a	few	years,	during	which	

time he listened to music but didn’t play it.”

In his later teens, Graeme began to develop an interest in instruments 

from	 different	 parts	 of 	 the	 world.	 “For	 his	 seventeenth	 birthday,	 he	

astonished	us	by	asking	for	a	balalaika,”	Deborah	remembers.	“I	still	have	

no idea where that desire originated.” 

For Michael the ethnomusicologist, Graeme’s interest in the balalaika 

comes as no surprise at all: after all, Michael thinks to himself  while reading 

2.	The	designation	Asperger’s	syndrome	(Asperger	disorder),	though	still	widely	used,	is	no	
longer	recognized	as	an	official	diagnostic	category,	per	the	most	recent,	fifth	edition	of 	the	
Diagnostic and Statistical Manual of  Mental Disorders: DSM-5 (American Psychiatric Association 
2013a).	People	formerly	diagnosed	with	Asperger’s	syndrome	are	now	diagnosed	under	
the	broader	umbrella	term	Austism	Spectrum	Disorder	(ASD),	assuming	they	meet	the	
diagnostic criteria of  an autism spectrum condition. If  they do not, they may alternatively 
be	diagnosed	with	Social	(Pragmatic)	Communication	Disorder	(SCD),	which	represents	a	
new	addition	to	the	list	of 	diagnosable	conditions	included	in	DSM-5	(American	Psychiat-
ric	Association	2013b).	
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Deborah’s	 remarks,	what	musically	curious	 seventeen-year-old	would	not	

be intrigued by a giant, guitar-like instrument from Russia in the shape of  

a triangle? 

“When	we	found	one	for	him,”	Deborah	adds	regarding	the	balalaika	

and Graeme, “he researched teachers in the area and began lessons with 

[the Vancouver-based balalaika player] Bibs Ekkel.” 

“When	Gray	was	in	his	late	teens,”	Deborah	continues,	“our	friend[,]	

the	musicologist	[and	visionary	computer	scientist]	Jaron	Lanier,	came	to	

visit and through him, Gray met Randy Raine-Reusch, and began lessons 

with him, which have continued for around twenty years. Graeme will tell 

you about his work with Randy and his other teacher Rene Hugo-Sanchez.”

Finally,	Deborah	 tackles	 a	question	on	Michael’s	 list	 about	 the	 types	

of 	 therapy	Graeme	has	 received	 for	his	autism,	 specifically	 those	outside	

of  music therapy: “Graeme was born before there were any therapies 

available for children with autism. He attended a wonderful preschool for 

special needs children, which exposed him to musical instruments and sign 

language, and increased his language. Because I studied and taught at the 

Linguistics	Department	 at	 [the	University	 of 	British	Columbia],	we	had	

connections to researchers and practitioners in speech and audiology who 

were able to provide him with early language and social therapy. He was 

the	first	child	with	autism	to	be	integrated	into	the	regular	school	system	in	

Vancouver and had a full-time aide.”

In Michael’s next email exchange with Graeme, he narrows the scope 

of  questions to one of  Graeme’s principal areas of  musical interest: the 

classical music traditions of  India. 

“What is it about North Indian and South Indian music that you like 

and	that	you	find	so	interesting?”	Michael	types	to	Graeme.		

“In regards to my fascinations with musics from South Asia, particularly 

in North and South Indian classical music, I found their use [of] raagas 

quite fascinating,” Graeme replies, using an archaic spelling, raagas, over 
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the more common ragas. “Aside from simply calling a raaga a scale, which is 

true, there [are] more components to it. In the North Indian or Hindustani 

system,	in	each	raaga	there	is	a	thaat	[thāt]	(assigned	mode,	or	some	raags	

[raagas]	may	not	have	an	assigned	mode).	Raags	use	a	wide	range	of 	scales	

from	 pentatonic	 [five	 note],	 six-note	 scales	 or	 seven-note	 scales,	 and	 so	

on. Some of  the thaats do correspond to what we know as modes, but the 

notation	in	music	from	India,	be	it	north	or	south,	is	based	on	a	non-fixed	

solfeggio,	so	in	other	words,	while	we	use	fixed	notes,	harmonic	structures	in	

chords, scales and melodies[,] over there it’s more about the use of  singular 

notes, and based on an aural tradition; training is taught from teacher 

to student through singing and vocalization. The use of  rhythm there is 

cyclical, and it’s a whole other ball game. The use of  microtones does 

differ	[between	the	North	and	the	South]	…	[I]n	both	systems	the	rules	are	

similar	[though]	they	do	differ	in	some	ways.	In	turn,	[Indian]	microtones	

differ	from	quarter	tones	found	in	Turkish,	Arabic,	and	Persian	music.”

Michael is impressed by Graeme’s knowledge on these topics. His 

descriptions	of 	the	raga	and	thāt	systems	are	as	good	as	or	better	than	many	

Michael has seen in music textbooks and graduate student research papers, 

and Graeme is just warming up.

“Many	other	cultures,	including	in	Myanmar	(Burma)	and	in	Vietnam,	

also use a similar system,” Graeme continues, moving further into the 

challenging terrain of  cross-cultural musical comparison. “In Myanmar, 

their	classical	system,	while	developed	a	bit	differently	than	[in]	neighbouring	

India[,] they share some things in common. Similar use of  modes is found 

in Vietnam as well. Randy and I use whatever musical instrument comes to 

mind, be it a stringed instrument or percussion, depending on what lesson 

we feel like covering. In the end, a large part in music is to have fun. I’m also 

very passionate towards the musics of  South America. As for my saz [a long-

necked, lute-type string instrument from Turkey], I do have others from this 

region [i.e., other stringed instruments of  related types], including a Greek 
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bouzouki,	Cretian	 Laouto,	 and	 a	 Joura	 (a	medium	 length	 of 	 bouzouki).	

There is something of  a family [of  these instruments in my collection].”

Conversation 1:  July 4, 2014
In planning for their next dialogue, Michael convinces Graeme (with some 

help	from	Deborah)	to	meet	online	for	a	live	chat	session	using	the	platform	

Google Hangouts. He explains that this will allow for more spontaneity 

than the back-and-forth emailing format they have been using up to this 

point. Graeme is initially hesitant but agrees to give it a try.

Graeme is new to Hangouts, and he and Michael experience some 

difficulties	getting	connected.	On	top	of 	that,	Graeme	is	a	late	riser,	and	it’s	

still pretty early in the morning out on the west coast in Vancouver. As if  all 

that	were	not	enough,	Graeme	has	not	had	his	morning	coffee	yet,	and	by	

his own admission he does not	do	well	without	coffee.	He	gets	agitated	and	

a bit out of  sorts, but following a brief  troubleshooting phone conversation 

with	him,	Deborah,	and	Michael	all	on	the	line—and	after	that,	a	couple	

more	false	starts—the	connection	is	finally	achieved	and	Graeme	starts	to	

feel better.

“Hello Michael. I see your contact in my google chat,” Graeme types in 

this,	his	first-ever	Hangouts	post.

“Hello Gray,” Michael posts in reply. “Nice talking with you for a 

minute	there	on	the	phone,	and	I’m	glad	you	got	your	coffee.☺”  

“Yes,	apologies	for	being	grumpy	this	morning.”

“No	problem	at	all,”	Michael	affirms.

“I’m	also	getting	my	coffee	in	now	so	we	may	proceed	with	this	chat.☺” 

Michael starts by asking Graeme what excites him about music the 

most: The sounds? The structures? The instruments? He is hoping to orient 

the conversation towards topics Graeme will be most eager to discuss, and 

also to keep the focus clear.

“I love the theory component in music altogether,” Graeme writes back, 
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“no matter the tradition behind it. And also the exploration [of] seeing who 

and what is out there. That is what drew me to ‘world music’ to begin with.”

Michael notes that Graeme has placed the phrase “world music” in 

scare quotes. Ethnomusicologists frequently do this to emphasize the thorny 

nature of  the construct of  “world music” itself, but that rarely happens 

outside of  the scholarly realm, which makes him curious about Graeme’s 

usage. However, Michael decides to delay asking him about it until after 

they have followed through on the music theory topic.

“So it seems that the systems behind the music are what interest you the 

most, right?” Michael types.

“Yes,	that	is	a	huge	part	of 	it,”	Graeme	replies,	“but	also	just	listening	

to the music gives me a calming sensation that nothing else at the moment 

can do so.”

As the conversation unfolds, Graeme shares with Michael his interests 

in areas extending well beyond music per se: hiking, wildlife photography, 

and	DIY	(do	it	yourself)	projects	involving	the	building	of 	electric	circuits	

and musical instruments.

“I built an electric [guitar] and bass guitar thanks in huge part to my 

friend’s wood workshop. I did the wiring for both projects,” Graeme tells 

Michael proudly, following up by emailing him a photograph of  the bass 

guitar. 

“Wow!”	Michael	 exclaims.	 “That	must	have	been	a	big	project.	You	

must be a very talented builder and electrician!”

“The electronics is self-taught pretty much, and both were huge projects. 

If  you saw them from a distance you might think that Gibson or Fender [the 

two major manufacturers of  electric bass guitars] made them. But there 

are unique features in the wood work and pick guard, for example, [which] 

these two companies often do not do with their products. I looked on the 

Internet and saw some similar examples but none quite like my projects. 

They blend the best of  both worlds for features in their wiring, volume and 
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tone controls.”

“Fantastic!	Do	you	play	those	instruments	very	often?”

“My two guitars I play most often, and secondly I have been focusing 

a lot on my Greek bouzouki and Laouto from Crete, particularly with 

Dromoi	 (which	 means	 roads),	 the	 Greek	 equivalent	 to	Maqam	 [Arabic	

modes] found in old Rebetika music, particularly from [the] 1900s to 1930s. 

Depends	on	mood.	 I	 love	having	 the	 freedom	and	flexibility	of 	choosing	

what instrument I feel like playing. Sometimes it is at the spur of  the music.”

“The spur of  the music or the spur of  the moment?” Michael asks.

“Right now not much of  the spur of  the moment,” Graeme quips. 

“When waking up I do like the quiet now and then.☺”

Michael	appreciates	the	joke,	though	he	is	still	hoping	for	clarification	

of  Graeme’s spur of  the music remark.

“So you did mean to write ‘the spur of  the music’ then? OK. Please tell 

me what you mean by that. It’s an interesting phrase!”

“Oh, I meant spur of  the moment.”

“Ah, OK. ☺”

“Again, just the lack of  thought process when waking up. I’m in zombie 

state right now.”

“I understand, and we all make those kinds of  mistakes. Still, though—

spur of  the music; I kind of  like that idea. It’s like the music kicks you in the 

side and gets your attention. ☺”

“Yes,”	Graeme	agrees.	“That	is	what	happens	in	composition	often.”

The conversation has suddenly taken an interesting and unexpected 

turn!

“Yes,	that’s	true!!”	Michael	exclaims.	“Tell	me	about	how	you	compose.”

“	…To	answer	your	question,	I	first	learned	standard	five	bar	[i.e.,	five-

line	 staff]	notation	when	studying	 in	music	 therapy.	This	was	way	before	

meeting up with Randy [Raine-Reusch]. But for a long time I forgot much 

of  the basics in this composition. It’s coming back to me now because I use 
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tablature a lot, especially for guitar or similar stringed instruments.”

“Do	you	draw	upon	the	different	theoretical	systems	you	have	studied	–	

raga, maqam, dromoi – in your own compositions?”

“Oh yes, I have books on these subjects too. Which I enjoy consulting 

now and then.”

“What are the titles of  a couple of  those books? I’m an ethnomusicologist, 

so I’m always interested in good sources of  information.”

“Ah, one of  the titles for the books I have for the raaga is a reprint of  

the ‘The Raagas of  North Indian music’ [The Ragas of  Northern Indian Music] 
by	Alain	Danielou	(1968).	When	it	comes	to	theory,	I	have	always	loved	‘the	

heavier in knowledge the better.’☺”

“Ah,	yes,	Danielou,”	Michael	echoes.	“That	is	a	very	important	book.	

I’m glad you have consulted it.”

“It’s a great read too,” Graeme adds.

“Yes,	 it	 certainly	 is!”	Michael	 agrees,	 experiencing	 a	 rush	 of 	music-

theory-geek camaraderie with Graeme.

Judging	by	Graeme’s	enthusiasm	for	high-grade	studies	of 	Indian	music	

theory, Michael speculates that his sphere of  interest probably extends to 

math as well.

“Are you also interested in mathematics?” Michael asks Graeme. 

“Music theory and math have so much in common. Those interests often 

go together for people.”

“Yes,	I	am;	both	music	and	math	are	tied	together,”	Graeme	affirms.	

“But I’m also an audio-orientated learner. For some reason my math is 

nowhere as good as my music. I leave the math to a friend of  mine who is 

an engineer. He can do calculus on paper without the aid of  a calculator. So 

I trust him with the math.☺”

“That sounds like a good mix of  talents. Is your friend also autistic?” 

Michael inquires.

“No, but he is very bright in his own way.”
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A great line, Michael thinks to himself, smiling. 

“Do	you	have	friends	that	are	autistic?”	Michael	asks	Graeme	next.	

“Yes,	 but	 we	 [have]	 different	 taste[s]	 and	 things	 in	 life	 that	 interest	

us. I have a couple friends with autism, but my social circle is often with 

those	who	don’t	have	autism.	It	is	just	how	it	came	to	be.	My	friend	Daniel	

Ouellet, who does the math, is a mechanical engineer.”

“I see. Now in one of  your earlier emails, you mentioned Randy and 

one other teacher, who I think was from Peru. Please remind me of  his 

name.”

“Yes,	 that	 is	my	 teacher	Rene	Hugo	Sanchez.	…	He	 is	 a	 very	 good	

teacher and friend, one I draw a lot of  knowledge from. … We are in the 

process of  collecting songs right now from all the regions in Peru. It’s a small 

country compared to others like Brazil in South America, but that part of  

the world is a treasure chest for music. In Peru the departments (similar to 

a	state	or	province)	are	so	small,	but	each	one	has	several	different	regional	

styles of  music. This is what drew me to studying and appreciating Peruvian 

music. … I love studying the alternate tuning systems for guitar, charango 

or mandolin. They are very inventive. Some involve using capos partially 

set to bass strings only.”

“You	 are	 quite	 knowledgeable,	Graeme.	 I	 can	 see	 that	 you	 practice	

what	you	preach	re:	‘the	heavier	in	knowledge	the	better.’	You	must	be	an	

excellent student, and scholar!”

“It’s an addiction of  mine I must confess. ☺”

“Hey, there are worse addictions, to be sure! ☺”

“That is true.”

“It’s an addiction of  mine, too,” Michael admits, “but it’s also my job, 

so that’s worked out pretty well. ☺”

 “… Anyhow,” Graeme writes, “I do have to have my lunch if  you don’t 

mind. …  My stomach is talking to me right now and I came to believe it 

has its own will when it wants its food. ☺”



38 Music,  Au t i sm,  and  Neurod iv e rs i t y 

Michael chuckles along with Graeme’s smiley-face emoji. “OK, I look 

forward to continuing this another time, perhaps next week,” he proposes. 

“I’ll talk to your mom about trying to set up a time that works for everyone. 

Bye for now, and thanks!”

“You’re	welcome.	Please	keep	in	touch	….”

“Adios!”

“Adios.”

Conversation 2:  July 7, 2014
Based	on	the	success	of 	their	first	chat	session,	Graeme	and	Michael	(with	

Deborah’s	assistance)	schedule	a	follow-up	for	three	days	later.

“Hi Gray, I’m here now,” Michael posts after logging on.

“Hi Michael. Good morning. I’m waking up still.”

“Ah, here it’s already 2:00 in the afternoon, so I’ve been up for a while. 

Good morning to you!”

“It’s around 11:00 a.m. [here] so I’m not quite there in the afternoon 

yet,” Graeme responds. “By the time my afternoon rolls around you will be 

in the evening. Fascinating things time zones are.”

“Indeed!”	Michael	affirms.	“I	wanted	to	follow	up	on	a	couple	of 	things	

you said last time, OK?”

“Sure, of  course. And they are?”

“You	talked	about	the	‘calming	sensation’	that	music	had	on	you,	and	

that that was something ‘that nothing else at the moment can do.’ Could 

you tell me more about what that feels like, how it helps you, and also what 

kinds	of 	music	have	that	effect?”

“Ah yes, the only way I can describe that to you is it’s sort of  narcotic. 

I mean to say [that] as soon as I pick up a musical instrument to play it, or 

as soon as I put my headphones on and select something I want to listen 

[to],	 something	quite	different	comes	over	me.	However,	 the	effect	when	

listening [to] or playing the music [only] lasts for a while[;] it does not last 
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for a whole day. Experience and mood-wise it does change my outlook on 

the day; it makes it a lot better. There are times if  I’m too stressed out, when 

I take a break from everything and just simply declutter the thoughts in my 

brain	and	take	the	time	to	organize	them.	There	is	not	a	specific	time	limit	

as to how long this experience lasts; each experience in playing or listening 

to	music	is	different	from	one	to	the	next.”

“So	 do	 different	 types	 of 	 music	 affect	 your	 emotions	 in	 different	

ways?” Michael inquires. “I know you have done research on the ragas 

and [the Arab] maqamat [modes]. In such systems, say, with ragas, they 

have	 associations	 with	 specific	 mood-states,	 seasons,	 times	 of 	 day,	 etc.	

I’m	wondering	whether	you	have	any	kind	of 	music/emotion	system	like	

that	personally,	whether	related	to	existing	systems	of 	different	musics	or	

otherwise. Please enlighten me on this!”

“Yes,	when	I	was	young	(childhood	to	youth)	much	of 	my	exposure	to	

music was European classical music. In particular my favorites went from 

Schubert, Chopin, Bach, Vivaldi and so on. At the time I did not know what 

this music was. I just knew I enjoyed listening to it. To this day I cannot stand 

music	that	is	too	loud,	or	something	too	commercial	(stuff	in	the	Top	40	or	

what’s	played	on	the	radio	these	days).	But	I	do	enjoy	a	wide	range	from	

traditional to some contemporary, which includes some experimental (free 

improvisation,	avant-garde,	and	so	on).	I	have	noted	that	each	raag	may	be	

connected with an emotion or several emotions, but I like to think that is 

the	behavior	of 	music	in	general.	Depends	on	the	mood	of 	the	listener:	the	

music	here	is	a	lens	that	amplifies	the	person’s	state	of 	mind.”

“So	when	you	seek	that	calming	effect	as	a	listener,	you	still	mainly	go	

to the classics? Schubert, Chopin, Bach, etc.?”

“It may depend on the mood I’m in, but usually I seek happiness, joy, 

relaxation, calming. From another experience, I found in music [that] I 

enjoy following and learning to play by ear when listening to some pieces. I 

have a lot of  old African guitar music, particularly from the 1940s through 
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the	1970s,	found	on	CD	and	LP	(Record).	I	enjoy	the	challenge	of 	music,	

which it presents in both playing and theory as well.”

“Excellent. Thank you! On to other questions then!”

“And	what	are	your	other	questions	then?”	Graeme	fires	back.	Michael	

takes the opportunity to ask the “world music” question he has been holding 

in reserve until now.

“I noted in our last chat that you put quotation marks around the phrase 

‘world music’ when I had not. I thought that was very sophisticated of  you 

and I have my guesses as to why you did it, but I’m interested in your own 

explanation. Why did you choose to do that?”

“Ah, I often do this as a means to emphasize what world music is,” 

Graeme begins. “People often have it marked as another genre, but because 

world music involves numerous traditions [up] to contemporary musics, it’s 

really not just a single genre of  music. I prefer to think of  it as a spectrum 

that includes numerous genres. Often when explaining this to most people, 

usually they are curious and they may not understand what world music is. 

It is a process of  discovery for the person listening to it. Not just a genre. 

Sometimes boxing things into genres and labels may not work all the time. 

I found that to be the case with world music, when thinking about this 

particular aspect of  it.”

“Excellent answer, and it makes me wonder: do you have similar 

thoughts about autism and the autism spectrum?”

“Yes,”	Graeme	affirms,	“because	in	autism,	I	also	found	that	everyone	

is	different	from	their	case,	to	my	case	and	so	on.	I	do	agree	with	the	term	

‘spectrum’ but we still have lots to learn; there is a lot of  misinformation out 

there still. I prefer for people to see me for who I am as a person and not 

judge me based upon what they hear from Hollywood or the media, which 

is often very inaccurate.”

“I have another question, Graeme. This is one I’ve asked several of  the 

other people I’ve spoken to for this project as well. Here it is: If  you could 
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wave a magic wand and your autism would be gone, would you do that or 

not?”

“For me, no. Some symptoms I would like to have gone, like stress 

triggers and so on, but I fear in the end my music may be lost too. Like you 

want to keep some old software on your computer you may not run in the 

newer systems but you need to reformat and upgrade as things develop and 

improve. I worry that if  it was the case [that my autism was gone] my music 

would go [away] along with the symptoms.”

“Anything else you would fear losing, other than your music?”

“I’m	not	so	sure,	but	I’m	certain	I	will	find	something.	For	the	most	part	

I’m very happy being the individual who I am. A part of  life’s journey is that 

it is an ongoing process in my own self-discovery.”

“Thanks! So I’d like to continue a little while longer if  you’re OK with 

that, but please let me know how much more time you have here today.”

“Ah. OK. I’m available until 12:00 p.m., because my stomach is 

impatient when it comes to needing its food. I have tried arguing with it and 

lost that argument a long time ago.”

Graeme and Michael exchange emoji chuckles over this remark.

“OK,	 so	 just	 a	 couple	 of 	 minutes,”	 Michael	 confirms.	 “One	 more	

question then. Here it comes!”

“OK.”

“The [publications] in which our correspondence is going to be 

included will hopefully be read by quite a few people: autistic people, 

non-autistic people, musicians, non-musicians, scholars, non-scholars. We 

have an opportunity here to change the way people think about autism 

and autistic people, both with respect to music and otherwise. With that in 

mind, what would you most like to express to the world at large, as it were, 

from your perspective as an autistic musician, a thoughtful person, and a 

caring individual?”

Michael waits a couple of  minutes as Graeme composes his reply. 
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Finally, it appears. 

“I would like to express to the rest of  the world,” proclaims Graeme, 

“that you judge me for who I am as a person not based on what I am. Autism 

is	a	part	of 	who	I	am	but	I	do	not	allow	for	it	to	define	me.	In	conclusion,	as	

you	meet	us	you	will	find	we	are	just	as	diverse	and	different	from	one	to	the	

next [as other people are]. We all have our own life stories. All we ask for is 

simply to be treated with the same respect as we would be [if  we were not 

autistic] when it comes to interacting with society in general.”

“Thank you, Gray. That is beautifully said. I’ve very much enjoyed 

these	two	chats.	Do	you	have	any	final	thoughts	to	share	or	questions	for	me	

before	we	sign	off?”

“I’m pleased to contribute to this [project] in the end. Mom has written 

her	Ph.D.,	[in]	which	I’m	pretty	much	her	subject.	So	I’m	somewhat	familiar	

with academia when it comes to sharing my experiences in autism. …

Specifically	the	Ph.D.	[dissertation]	was	about	my	language	comprehension	

or lack thereof  when I was very young. If  you met me at the age of  two, I 

was delayed and I had my own means of  communicating with the outside 

world. So Mom had the time and dedication to write a diary of  this and 

now	this	diary	 is	her	Ph.D.	[Gibson,	D.	2011]	…	And	there	 is	one	more	

thing. I’m happy to share [with] you my photos when it comes to my bird 

and wildlife photography. One of  my rare experiences was I had a redwing 

blackbird land on my hand. I had no food, no seed. I was standing in the 

park,	 and	 he	 checked	my	 camera	 out	 first	 then	 decided	 to	 land	 on	my	

hand. I got my iPhone out and snapped a photo. I was left stunned in my 

experience but amazed I was able to keep a photo record of  this.”

“Oh, yes, great. I’d love to see that—please send it along! Have a great 

day!”

“You	 too.	 Sunny	 here	 today,	 so	 I’m	 hoping	 for	 some	 good	 photos.	

Cheers. Adios.”

“Ditto.	Adios!”
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Red-Winged Blackbird
Graeme sends Michael not just one red-winged blackbird photo but a couple 

of  them, as well as a recording of  him performing a modal improvisation 

on his Greek bouzouki.

“The scale,” Graeme says of  the recording, “is something like a minore 

dromoi	 (which	 is	 Greek	 for	 scale[;]	 the	 correct	 translation	 is	 road);	 the	

closest analogy we know is the natural minor scale as found in numerous 

genres of  music. In traditional Greek music[,] particularly the early rebetika 

from the early 1910s to 1930s[,] they often used scales that bore the same 

names as their Turkish and Arabic equivalents although lacking much of  

the quartertones. Some current bouzouki makers may add custom frets 

to … achieve the quartertones [for modes like] Hijaz, Hijazkiar, Kiurdi, 

Houseini, Nihavent, Sabah, Segah, Usak and so on. A scale with the same 

name[,] Segah[,] is also found in Persian music. Some are regional scales 

like Piraeus[,] which is one of  the areas where Rebetika emerged; the other 

is Smyrna[,] which is Izmir in today’s Turkey.” 

Graeme provides detailed information about his photographs as 

well. The one that appeals to Michael the most is of  a female red-winged 

blackbird.

“Here	is	a	favourite	pic	of 	mine	I	took	this	year	in	June	to	July	at	Jericho	

Beach, Vancouver, Canada,” Graeme writes. “I used my Canon T3i with 

18-55 mm starter lens for this photo and this female red wing black bird did 

not seem frightened or fazed by this experience. Female red wing black birds 

don’t have the red shoulder pads as their male counterparts [do]. They do 

share the same type of  call when communicating.” 

The female red-winged blackbird photograph is captivating. Against a 

backdrop	of 	wildflowers	and	lush	greenery,	the	little	bird	perches	contentedly	

on Graeme’s outstretched left hand. Her shoulder pads indeed show no red, 

and her coloring is more brown than black, except for her tail feathers and 

a distinctive pattern of  black striping across her breast. With head cocked 
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ever so slightly, she registers a bemused curiosity that is as sweet as can be. 

She	looks	so	calm	and	trusting	as	she	grips	Graeme’s	fingers	with	her	tiny	

feet.	Her	black	tail	 feathers	flank	outward	to	the	edges	of 	his	hand,	her	

wings tucked behind her back as though in an avian yoga pose.

The more Michael looks at the picture, the more he is drawn in; and 

the more drawn in he becomes, the more deeply he is moved. Tears come 

to Michael’s eyes, though he is not quite sure why. It is a precious moment, 

and one in which he feels that he has come to know Graeme more deeply 

than before.  

Closing Thoughts
A	 useful	 definition	 of 	 the	 term	 theory appears in the second edition of  

ethnomusicologist Bruno Nettl’s book The Study of  Ethnomusicology: Thirty-
One Issues and Concepts. Theory, Nettl suggests in that 2005 publication, is 

essentially comprised of  nothing more nor less than “intellectual positions 

from	which	interpretations	emerge”	(Nettl	2005,	452):	short,	to	the	point,	

and spot on. 

It is to such a conception of  theory – combined with Bakan’s earlier-

cited	 definition	 of 	 ethnomusicology	 as	 the	 study	 of 	 how	 people	 make	

and experience music, and of  why it matters to them that they do (Bakan 

2015,	117)	–	that	we	have	turned	in	writing	this	chapter.	In	so	doing,	we	

have consciously pushed back against the conventions of  representational 

approaches in ethnographic work in order to model and advocate for 

re-presentational alternatives. Whether positioned as ethnomusicologists 

or anthropologists, clinicians or ethnographers, medical scientists or 

scholars of  medical humanities, it behooves contemporary researchers in 

these	and	 related	fields	 to	 foreground	 the	words,	 sentiments,	 ideas,	 and	

modes of  expression of  the people about whom they write, and with whom 

they share discursive and other communicative space. 

It is our hope that the discursive space created in this chapter, especially 
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in	its	re-presentation	of 	the	formative	dialogues	that	prefigured	the	work,	

offers	a	useful	exemplar.	These	dialogues	provide	clear,	empirical	evidence	

that Graeme Gibson needs no one to speak for him; he speaks perfectly well 

for	himself.	That	said,	the	mode	of 	presentation/re-presentation	modeled	

here	demonstrates	a	realm	of 	possibility	in	which	an	interlocutor/scholar	like	

Michael Bakan can potentially serve a useful purpose. The conversational 

medium of  re-presentation ensures that Graeme’s words and ideas cannot 

be isolated from the original context of  their emergence: deep, engaged, 

socially connected dialogue; it embodies the profusely social way through 

which we, the co-authors of  this chapter, have come to know each other. 

This reality in itself  contests pervasive essentialisms that surround 

discourses on autism and the social capacities of  people on the autism 

spectrum.	 Moreover,	 it	 offers	 readers	 a	 productive	 lens	 through	 which	

to perceive the modes of  knowledge production through which this 

particular chapter – and indeed so much other scholarly work as well – 

has come to fruition: conversation and consternation, reciprocity and 

resistance, negotiation and contestation, collaboration and confusion. 

Re-presentational ethnography is at its core more process-oriented than 

product-driven,	and	in	this	respect	it	offers	important	inflection	points	for	

revisiting and rethinking the very project of  representation as a pathway to 

critical thought and inquiry.

In re-presentational ethnography, the intellectual positions to be 

considered – the theories, to invoke Nettl once again – are inherent to the 

ethnographic	 encounter	 itself,	 and,	 more	 specifically,	 to	 conversational	

encounters preserved in dialogue transcripts. The interpretations that 

emerge from such transcripts are not provided to those who read our 

works but are rather arrived at by those readers as they are invited into the 

discourses	that	generated	the	transcripts	in	the	first	place.	

Finally, these readers gain the agency to interpret the work on their 

own terms, to generate their own theoretical positions from which to move 
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towards new understandings based on a key form of  empirical evidence: 

re-presented dialogue. In the case of  this chapter, we expect that a key 

takeaway for most readers will be that the individual at its center, Graeme 

Gibson,	is	uniquely	qualified	to	speak	to	the	issues	at	hand—because	he	is	

the one living them. The subjects of  ethnographies are the world’s leading 

experts at being who they are. As such, they deserve to be respected on their 

own terms, and to really be listened to – closely and carefully, thoroughly 

and thoughtfully – as well. 

Re-presentational	 approaches	 offer	 key	 gateways	 to	 new	 ways	 of 	

understanding built upon the integrity of  such forms of  respect and 

listening. Moreover, they are perhaps most acutely needed in the medical 

humanities, committed as these disciplines are to redressing the long and 

torturous histories of  dehumanization and marginalization that have 

issued in the wake of  pathology-rooted models for understanding human 

difference.	As	we	negotiate	the	medical	humanities,	we	must	negotiate	the	

terms of  who speaks for whom and, in that process, privilege the voices 

of  people across the full spectrum of  human diversities as they speak for, 

about, and on behalf  of  themselves. We must recognize and accept that all 
persons everywhere are the world’s leading experts at being who they are, 

and we must, in turn, aspire to honor their unique expertise. 

There is so much we can learn about personhood, autism, music, 

neurodiversity, and the myriad intersections between these complex 

domains of  human experience and expression from the individuals who 

embody these ontological realities. Now it is time to truly listen to what they 

have to say. 
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Lost for Words: Aphasia and the 
Neuroscience of Self-Identity

Brian	Dolan,	University of  California, San Francisco

      Abstract:
Since at least the seventeenth century, philosophers have contemplated 

the role of  language in creating self-identity. It has been posited that 

memories	of 	 life	 experiences	are	 configured	 through	narrative,	without	

which states of  consciousness would exist as disconnected fragments in 

the mind. For modern narrative theorists, such autobiographical stories 

constitute how people understand themselves and make meaning in life. 

For	medical	humanists,	 the	field	of 	narrative	medicine	has	 encouraged	

dialogue between patients and providers about states of  health. However, 

a range of  neurological disorders can impact language processing, and 

therefore	 can	 affect	 narrative	 constructions	 of 	 self 	 and	 the	 articulation	

of  quality of  life. This article looks at the history of  aphasia – the loss of  

language often associated with stroke – and how this illness has informed 

philosophical conceptions of  self  and challenged clinical rehabilitation 

efforts	that	aim	to	“reconnect”	patients	to	the	world	through	their	use	of 	

language.

I talk to myself. I even talk to myself  in the third person. Sometimes when 

I hit a bad golf  shot, I yell, “Goddammit, Brian.” But over many years 

of  playing miserable golf, I have learned that the inner monologue I have, 

where	I	offer	commentary	on	my	performance,	helps	me	to	calm	down.	I	



came to consider it therapeutic, and indeed I may have been right. 

According to a group of  psychologists at Michigan State University and 

the University of  Michigan, if  you saw an fMRI while I am admonishing 

myself 	in	this	manner,	it	would	look	something	like	this.	(Figure	1)	It	seems	

that my tendency to talk to myself  – which is something most people do – is 

scientifically	called	“self-talk,”	and	it	is	a	subject	of 	interest	to	neuroscientists.	

In an article published in Nature, the Michigan team argued that this process 

demonstrates “how a linguistic shift that promotes psychological distance 

from the self  modulates emotional responses,” leading to self-control 

(Moser	et	al.	2017).	Whereas	at	one	time,	muttering	to	yourself 	might	have	

signaled senility or insanity, it is now seen as having therapeutic and mental 

health	 benefits.	 Indeed,	 learning	 enhancement	 resources	 provided	 by	

Eastern Washington University encourage students to practice this, saying 

Figure 1: fMRI brain imaging results from showing a region of  the medial prefrontal 
cortex	identified	as	playing	a	role	in	self-referential	processing	(subject	referring	to	“I”	as	
opposed	to	one’s	own	name).	Reproduced	under	creative	commons	license	from	Moser,	
J.S.,	Dougherty,	A.,	Mattson,	W.I.	et	al.	Third-person	self-talk	facilitates	emotion	regulation	
without engaging cognitive control: Converging evidence from ERP and fMRI. Sci Rep 7, 
4519	(2017).	
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that:	“Self-talk	influences	your	academic	performance	and	your	well-being.	

Controlling your thoughts is the gateway to controlling your emotions and 

behaviors”	(Eastern	Washington	University	2022).	A	group	of 	psychologists	

from	UC	Berkeley	studied	how	self-talk	allows	self-distancing,	called	a	“fly-

on-the-wall”	perspective	of 	oneself,	that	allows	people	to	reflect	on	painful	

experiences without ruminating, underscoring the relevance of  this process 

in	cognitive	therapy	(Kross	et	al.	2014,	304-324).	If 	you	objectify	yourself 	

– pause and ask, “What are you doing, Brian?” – it can help to isolate a 

traumatic event so it can be chiseled out in one’s psyche and managed more 

effectively.	

Talking, however, does more than aid self-control or generate billable 

hours for a psychoanalyst. Philosophers and social scientists have long 

speculated that narrative, say autobiographical stories, create the self. I will 

elaborate on this shortly, but to help paint a portrait of  the problem that I 

address	here,	I	refer	briefly	to	how	the	self 	and	language	have	been	historically	

connected.	 The	 seventeenth-century	 philosopher	 John	 Locke	 famously	

wrote, in his Essay Concerning Human Understanding, that self-identity (and this 

is	often	synonymous	with	“sense	of 	self ”)	is	created	when	a	conscious	being	

reflects	on	their	own	history	through	memories.	The	“self ”	is	defined	as	the	

continuity of  consciousness, a self-awareness that is mediated by memory. 

It	is	a	thought	process	that	is	somehow	materially	configured	in	the	mind.	

As	a	post-scientific	revolution	philosopher,	Locke’s	theory	was	distinctively	

different	 than	 attributing	 self 	 to	 the	 equivalency	 of 	 an	 immaterial	 soul	

implanted by God. Elaborating this Enlightenment understanding of  self, 

narrative theorists posit that identity is primarily constituted in stories that 

recount past autobiographical events. Who we understand ourselves to be 

is not merely a recollection of  random memories, but a logical ordering and 

interpretation of  them that creates a life history. This story does not need 

to be spoken aloud; it can be formed from an internal monologue; self-talk 

can construct identity. 



One can quickly see the problem that illness might pose to this 

configuration	 of 	 self.	 A	 range	 of 	 neurological	 disruptions	 can	 affect	

consciousness.	Disorders	can	affect	the	ability	to	recall	memories,	or	they	

can	affect	the	ability	to	construct	stories.	Some	patients	lose	the	ability	to	

dream, and for others, the inner monologue is permanently silenced. This 

essay explores how illness interferes with narratives of  self  in ways that 

might turn oneself  into a disease. Because of  the privilege we place upon 

language	as	a	tool	to	define	ourselves,	we	run	the	risk	of 	mishandling	that	

tool. But a deeper problem is this: what happens when language, a tool to 

define	oneself,	is	taken	away?			

To some, the existential crisis that illness may generate – progressive 

dementia in elderhood, memory loss with Alzheimer’s, the loss of  language 

following stroke – may be outside the reach of  clinical medicine. Questions 

about self  or identity may seem more relevant to metaphysics or religion. But 

in fact, as many people whose views I will discuss have shown, there is direct 

clinical	significance	to	thinking	critically	about	language	and	how	patients	

engage in dialogue with health care teams about states of  health. Stories not 

only shape perceptions of  self, but also perceptions of  illness. This is crucial 

to assessing quality of  life, which is recognized as an important outcome 

measure	in	post-stroke	recovery	efforts,	but	one	which	notoriously	fails	to	let	

patients	define	what	quality	of 	life	means.	And	the	conceptual	paradigms	

behind	rehabilitation	efforts	continue	to	question	how	language	shapes	the	

inner self  as well as how it connects us to the world. 

While this essay, in part, questions the limits of  language and the uses of  

narrative in illness identity formation, I acknowledge the irony that I, too, 

am telling a story, and that my interpretation of  these issues is constructed 

largely	with	words	offered	by	patients,	clinicians,	and	academics.	Therefore,	

in	 foreshadowing	 my	 conclusion,	 I	 offer	 no	 immediate	 alternative	 to	

accessing and representing inner states of  being; I am, in that respect, lost 

for words. But I do hope that by re-reading the role of  language, or its 
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absence, in how we think about health and illness, we can increase our 

sensitivity to the very tools we take for granted. 

Dr.	 Taylor	 was	 then	 a	 thirty-seven-year-old	 neuroanatomist	 who	 was	

building her career studying brain function, an interest motivated by her 

brother’s schizophrenia, but then suddenly, something happened. She 

would	 later	write,	“I	was	 literally	 thrown	off	balance	when	my	right	arm	

dropped completely paralyzed against my side. In that moment, I knew. Oh 
my gosh, I was having a stroke! I’m having a stroke! And in the next instant, the 

thought	flashed	through	my	mind,	Wow, this is so cool!”	(Taylor	2008,	44).	
This	is	Jill	Taylor	reflecting	on	her	chance	to	study	a	disorder	from	the	

patient’s point of  view, her own point of  view, in what she called a remarkable 

“stroke of  insight,” which is also the title of  her book describing her event. 

She	 suffered	a	hemorrhagic	 stroke	 right	between	Broca’s	and	Wernicke’s	

areas.	(Figures	2	and	3)	Broca’s	area	has	long	been	associated	with	language	

production, whereas Wernicke’s area is associated with comprehension. 

Figure	2:	Diagram	depicting	Broca’s	area	(front	left	of 	brain)	and	Wernicke’s	area	(back	
left)	from	Wiki	commons.	
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Her	stroke	affected	both	functions,	and	for	five	weeks,	she	fell	into	what	she	

provocatively called “a pervasive and enticing inner peace.” 

Dr.	Taylor’s	self-reflection	is	unlike	others	who	suffer	a	stroke.	It’s	not	

unusual,	given	the	position	of 	the	hemorrhage,	to	have	affected	language	

or to lose the ability to track time, thus breaking her life into “consecutive 

brief  instances.” What was unusual was how her stroke resulted in a new 

perception of  her place in the universe: 

I morphed from feeling small and isolated to feeling enormous and 

expansive. I stopped thinking in language and shifted to taking new 

pictures of  what was going on in the present moment. I was not capable 

of  deliberating about past or future-related ideas because those cells 

were incapacitated. All I could perceive was right here, right now, and 

it was beautiful. My entire self-concept shifted as I no longer perceived 

boundaries that separated me from the entities around me (Taylor 2008, 

68-69).		

Figure	3:	Scan	of 	Dr.	Jill	Taylor’s	brain	showing	location	of 	her	hemorrhage,	from	TED	
talk	(https://www.ted.com/speakers/jill_bolte_taylor).
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A number of  comments that she made would suggest that she had 

lost herself, at least in the framework of  Lockean philosophy. She stopped 

thinking in language; she couldn’t track time; there was no sense of  past or 

future,	only	the	present	moment.	Yet	she	does	not	say	she	“lost”	herself;	she	

says her self-concept “shifted.” This perspective seems to challenge the role 

of  memory and language in making meaning of  one’s life. She somehow 

found beauty in being part of  a non-linear universe.

Dr.	 Taylor	 describes	 an	 eight-year	 journey	 to	 return	 to	 a	 clinically-

defined,	fully	functional	status.	But	en route to this point, where she is able 

to	give	TED	talks	about	her	experience,	she	wondered	who	she	would	be	

when	(and	if)	she	arrived	at	that	point	of 	recovery.	And,	again,	what	is	most	

unusual is her concern that she would lose what she had gained from the 

stroke: “Would it be possible for me to recover my perception of  my self, 
where I exist as a single, solid, separate from the whole, without recovering 

the cells associated with my egotism. … Most importantly, could I retain my 

newfound sense of  connection with the universe in the presence of  my left 

hemisphere’s	individuality	(Taylor	2008,	131-132)?”		

There is something perversely disquieting in the idea that this patient 

lost nothing more than some brain cells; that, in her view, the bleeding 

in her head gave life to a hemispheric “individuality.” Stroke stories are 

typically	not	about	 liberation.	This	 is	admittedly	quite	different	 from	our	

conventional understanding of  how people react in these situations. 

Social scientists have for decades examined a broad range of  conditions 

that inform a person’s self-identity. The body itself  is a central material and 

symbolic resource for self-construction, and scholars in disability studies, 

chronic illness, and aging have looked at how changes to the body cause 

a reconceptualization of  oneself. This is a variable process corresponding 

to	 how	one	 perceives	 the	 significance	 of 	 their	 illness.	Arthritic	 pain	 that	

advances with age becomes part of  a self-identity as a state of  normality 
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because of  widespread expectations that aging causes a deterioration of  the 

body. Invoking one’s age becomes an adaptive strategy for dealing with the 

disruptive	effects	of 	an	illness	(Hinojosa	et	al.	2008,	208).

In what ways do stroke patients typically feel that their self-identity has 

changed as a result of  their experience? In the 1980s and 1990s, colleagues 

of  mine from the University of  California, San Francisco, Gaye Becker, and 

Sharon Kaufman, were researching how patients confront the disruption to 

life following stroke. They found that stroke may cause a person to rethink 

their own past to provide meaning for their current framework of  illness. As 

Kaufman wrote in 1988, “the individual needs to ‘repair’ and ‘heal’ the self  

by revising and re-creating the biography so that it makes sense in light of  

the current changed circumstances of  the individual’s existence (Kaufman 

1988,	 217).”	 Reflecting	 on	 interviews	 with	 sixty-four	 patients,	 Kaufman	

found that their experience was characterized by a feeling of  discontinuity 

between	the	pre-stroke	self 	and	the	post-stroke	“redefined	self.”	Kaufman	

wrote:	“When	we	asked	patients,	‘Do	you	feel	you	have	recovered	from	the	

stroke?’	or	‘Do	you	feel	your	life	is	back	to	normal?’	the	answer	was	invariably	

‘no.’ Even patients without a visible disability gave this answer, for they 

believe	 that	 they	are	physically,	 emotionally,	or	 cognitively	different	 from	

their	pre-stroke	selves”	(Kaufman	1988,	219).	The	challenge	of 	recovering	

from a severe illness “is integrating the same core self  with new conditions – 

physical,	social,	and	moral	–	for	its	expression”	(Kaufman	1988,	225).	

The questions being asked are fundamentally this: if  your autobiography 

is a book, how do you rationalize a radical change of  plot? How can my 

former healthy self  be integrated with my current disrupted self  and 

with whatever I will become? How can continuity be reestablished in the 

narrative of  my life? The psychologist Rik Cheston at the University of  

Bristol seeks to understand dementia as an existential threat to people. He 

believes in the power of  stories to help heal. “The creation of  a story,” 

he writes, “permits a world in which present dilemmas, uncertainties, and 
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hopes	can	be	lived	through”	(Cheston	1996,	583).	Self-narratives	create	an	

opportunity for patients to recreate ideas in ways that help to explain the 

present. They are not just reexamining their life; they are rewriting it. To 

quote Cheston again, “It is through the self-narrative, the story that we tell 

ourselves, that the ‘I’, the author, creates a story in which the ‘me’ is the 

protagonist and is able to act out roles. The self  as the author is able both to 

imagine	the	future	and	to	reconstruct	the	past”	(Cheston	1996,	582).	

Medical	 sociologist	 Kathy	 Charmaz	 studied	 the	 effects	 of 	 chronic	

illness	on	patients’	 self-image.	She	 found	 that	 the	 longer	a	person	 suffers	

their illness, the more their previously positive self-images evaporate. Their 

memories of  health became weaker. She writes: “Clearly, these chronically 

ill persons evince a heightened self-concern about the person they see 

themselves becoming and about valued self-images from the past which 

they	 have	 lost,	 sometimes	 irretrievably”	 (Charmaz	 1983,	 190).	 Suffering	

such losses, Charmaz says, “results in a diminished self ” (Charmaz 1983, 

169).	

Scholars who study degenerative diseases or neurological disorders pay 

close attention to the reaction against memory loss, as well as to language 

deficits.	The	underlying	assumption	is	that	without	these,	there	is	no	unity	

to life. As the philosopher Shaun Gallagher wrote in a 2000 article in Trends 
in Cognitive Sciences, “If  I were unable to form memories of  my life history, 

or were unable to access such memories, then I have nothing to interpret, 

nothing	 to	narrate	sufficient	 for	 the	 formation	of 	 self-identity.	…	We	use	

words to tell stories, and in these stories, we create what we call ourselves” 

(Gallagher	2000,	209).

Twenty years after the 1988 article by Kaufman that I cited earlier, a 

group of  researchers led by the sociologist Ramon Hinojosa at the University 

of  Florida conducted interviews over a two-year period with 122 stroke 

patients	from	Veterans	Affairs	who	had	varied	functional	capabilities.	They	

sought to determine whether the patients had self-identity continuity, in their 



words, “a persistent sense that despite the stroke, one remains essentially 

unchanged” in their self-perception, their understanding of  the meaning of  

life,	or	view	of 	the	future	(Hinojosa	et	al.	2008,	211).	The	researchers	stated	

that their expectation was that, like Becker and Kaufman found, “stroke 

would be discussed as being immensely disruptive.” Surprisingly, one-third 

of 	their	respondents	offered	narratives	of 	continuity,	using	phrases	such	as	

“I’m	the	same”	or	“nothing	much	has	changed”	(Hinojosa	et	al.	2008,	212).	

They sometimes showed despair over their physical condition, but despair 

is not discontinuity. Even those with physical impairment constructed 

continuity, in part by referencing their connection to, and support from, 

their families.

It is true that inviting a comment about self-perception or identity is 

not an objective science, and these authors noted that the responses might 

have been culturally conditioned to meet normative expectations about 

well-being. They may have even been expressions evoking a desired state of  

being,	similar	to	deploying	the	power	of 	positive	self-talk	(“I’ll	be	fine.”).	But	

the	claim	the	authors	are	making	is	that	a	significant	portion	of 	their	study	

held	 “a	 different	 self-understanding	 than	 those	 who	 characterized	 their	

post-stroke experiences with words like ‘worthless,’ ‘meaningless,’ ‘useless,’ 

and	 ‘helpless’”	 (Hinojosa	et	al.	2008,	212).	What	did	 that	one-third	who	

maintained	continuity	draw	upon	that	enabled	them	to	have	a	different	self-

understanding? Were there cultural resources available in the 2000s that 

were not available twenty years earlier to help patients perceive continuity 

of  self ? Or to construct a story of  one? Consider the rise of  patient support 

and advocacy groups, and the proliferation of  narrative exposition of  

illness. Many resources have been created to help people—patients as well 

as their families—keep hold of  themselves in moments of  disruption. Many 

of  these point to the power of  stories in our lives. 

Today there is no shortage of  autobiographical literature on the 

experience of  illness. The concern of  patient advocates to battle stigma, the 
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assembly of  support groups, a relative ease of  publication, online fora, and 

social networks, all have created a community of  those who want to hear 

from one another. However, much of  the discussion provides a description 

of  the disease or the experience living with it, rather than representing 

disease as an expression of  a new self. There is a recent exception to this 

discussed	(again)	by	Sharon	Kaufman,	who	wrote	about	how	her	mother,	

who was a poet, described losing her “self ” to dementia (Kaufman 2017, 

549-568).	While	 losing	memories,	 the	 poet	worked	 to	make	meaning	 of 	

herself 	without	being	able	to	 identify	with	a	specific	place	and	time.	Not	

unlike stroke patients, her life was fragmented. But for a poet, fragmentation 

is a feature of  creative life. That the poet was able to use the tools of  her 

trade to shape her new identity is testimony to the power of  language; she 

controlled the narrative. 

It is important to control the narrative because the words of  others may 

cast the wrong impression. The disease on which I am now going to focus is 

as old as Hippocrates, yet, throughout medical history, there was no reliable 

vocabulary to talk about what was happening to a person who lost the ability 

to speak. There were names – alalia, aphasia, aphemia, all referring vaguely 

to the same condition: consciousness without presence – but no diagnostic 

discourse	existed	(Henderson	1990,	85-88).	In	the	absence	of 	knowing	what	

caused it, or what caused stroke itself, and with no cure to talk about, it 

remained a curiosity to be observed. 

When we say “aphasia,” today we are talking about a disorder of  

linguistic	processing.	Many	diagnostic	 subcategories	 indicate	deficits	 such	

as	comprehension	or	anomia,	the	inability	to	find	the	right	words.	There	

is even an associated condition called “tip of  the tongue” syndrome. It is 

estimated that a third of  all stroke patients end up with some degree of  

aphasia, but as we saw, recovery is possible for some. 

In	 the	early	nineteenth	century,	 the	French	physician	Jacques	Lordat	
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wrote	one	of 	the	first	comprehensive	accounts	of 	patients	who	were	struck	

with aphasia. He published his account in 1843 though he was reporting on 

clinical observations over the previous decades. One of  his cases described 

a	visit	to	a	priest	who	was	thought	to	have	suffered	an	apoplectic	attack,	a	

stroke. “When I arrived,” Lordat wrote, “the supposed apoplectic was seated 

on his bed, wide awake; he received me courteously and openly. He seemed 

more concerned about me than about himself. I had come on horseback; 

the	weather	was	bad.	He	made	signs	to	indicate	that	I	should	first	get	warm	

and	have	a	meal.	This	language,	silent	as	it	was,	was	sufficiently	significant	

that everyone moved and obeyed” (Lordat 1843; trans. Riese and Hubert 

1954,	237-242).	(Figure	4)	

This prelude to a physical exam may seem anecdotal, but in fact, it 

Figure	4:	Portrait	of 	the	French	doctor	Jacques	Lordat	(1773-1870),	illustration	by	L	
Massard, from 1883. Courtesy of  Wellcome Trust. 



		Dolan											61

establishes a baseline that the physician will later use to assess the damage. 

Upon the introduction, the priest is civil, prioritizing his position as host 

over	that	of 	patient	to	the	visiting	doctor.	He	is	offering	hospitality	in	what	

is symbolically his own hospital, the residential quarters appended to the 

house of  God. In fact, the priest is the epitome of  a patient, embodying the 

meaning	of 	the	word	as	someone	patiently	enduring	their	suffering.		

But then the priest broke down. When attempting to issue more 

instructions to his servants, he vocalized sounds that no one could 

comprehend. He became agitated. As Lordat observed, “He showed his 

impatience by two very vigorous words, one of  which was I, and the other 

the most forceful swearword in our language, which begins with the letter 

F”	(Jacyna	2009,	31).	The	fact	that	the	patient	was	himself 	a	servant	of 	God	

whose last resort was shouting expletives was a salient point for Lordat: “As 

he was a man of  spirit and a priest, I thought he was ignorant of  the meaning 

of  the terms that he pronounced.” Becoming impatient, the priest’s ailment 

had caused a discrepancy between his authentic self  and the profane self  

that was expressed through disease. It was as if  he was possessed. He had 

lost that inner self-control; and in nineteenth-century polite society, as the 

historian Roger Smith reminds us in his book Inhibition, using reason to 

suppress	the	inner	beast	was	regarded	as	the	hallmark	of 	civilization.	Did	

this	disease	return	us	to	some	primitive	state	(Smith	1992)?

Another question, asked by nearly every stroke patient throughout 

history is the following: what did I do to deserve this? We should remember 

that the term “stroke” itself  comes from a common sentence describing 

someone	who	was	“struck	by	the	hand	of 	God.”	An	apoplectic	fit	was	just	

the Greek term describing someone who suddenly falls to the ground as if  

struck by a thunderbolt. That a priest was the victim of  God’s punishing 

hand was somewhat of  a moral, if  not medical, mystery. The priest never 

fully recovered. However, in a curious change of  events, he was later 

summoned to visit the house of  the physician. This time, Lordat himself  
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was now the victim of  a strike from God’s hand. 

It was the summer of  1825 and Lordat was not feeling well. Upon 

receiving	 a	 guest,	 he	 tried	 to	 offer	 a	welcome	 but	 remained	 silent.	 “My	

thoughts were ready,” he later wrote, “but the sounds that should convey 

them to my informant were no longer at my disposal. Turning away in 

dismay, I said to myself: So, it is true that I can no longer speak!” (Riese and 

Hubert	1954,	237).	It	is	interesting	to	note	that	he	could	still	talk	to	himself.	

He continued his self-observation:

My impediment increased rapidly: within twenty-four hours all but a few 

words eluded my grasp. … I was no longer able to grasp the ideas of  

others, for the very amnesia that prevented me from speaking made me 

incapable	of 	understanding	the	sounds	.	…	The	effort	of 	remembering	

each sound would have taken too much time, and conversation is far too 

cursive	to	permit	the	understanding	of 	a	sufficient	number	of 	words.	…	

Inwardly I felt the same as ever. This mental isolation which I mention, 

my sadness, my impediment and the appearance of  stupidity which it gave 

rise to, led many to believe that my intellectual faculties were weakened. … 

When I was alone and wide awake, I used to discuss within myself  my life 

work and the studies I loved. … My memory for facts, principles, dogmas, 

abstract ideas, was the same as when I enjoyed good health. Therefore, 

I	 could	 not	 believe	myself 	 ill;	 the	 impediments	 under	which	 I	 suffered	

seemed	to	be	no	more	than	dreams	(Riese	and	Hubert	1954,	238).

Lordat wrote that he would sit in his study for weeks looking at the papers 

he was writing before the disease declared itself  but was unable to decipher 

written words. He lost syntax. But then, one day, he was sitting in his library 

when, like a camera pulling focus, the words on the spine of  a book became 

crystal clear: “I could read exactly the title Hippocratis Opera. This discovery 

made	tears	of 	joy	come	to	my	eyes”	(Riese	and	Hubert	1954,	238).	
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When Lordat recovered enough to write his own case notes, he extended 

his	 reflections	 to	 theorize	 about	 the	 relationship	 between	 language	 and	

thought. Of  special consideration was the idea that language and intellect 

are one and inseparable, that language itself  was the essence of  human 

identity: intellect being the distinguishing characteristic of  humanity. 

This was a prominent idea at the time Lordat was writing, in the 1840s. It 

was elaborated in the well-known writings of  his contemporary Wilhelm 

von Humboldt. Language was not a symbolic representation of  self, it 

was a direct expression of  the inner self. Language was also physical; its 

functionality was located inside the brain. In a remarkable coincidence, just 

a few months before Lordat’s aphasic episode, another French physician 

named	 Jean-Baptiste	 Bouillaud	 published	 a	 paper	 declaring	 that	 he	 had	

located “the legislative organ of  speech” in a particular lobe of  the brain, a 

claim that was to later inform both Paul Broca and Carl Wernicke. 

What troubled Lordat was how his loss of  words was seen by others, by 

definition,	as	a	loss	of 	himself, if  one accepted the unity between language 

and intellect. For both a priest and a physician who identify themselves as 

following a vocation, a call from God to service humanity, their inner self  

was the same as their social or professional selves. In other words, Lordat’s 

sense	of 	 self 	was	defined	as	being	a	physician,	not	 someone	who	during	

office	hours	assumes	the	role	of 	a	physician.	Thus,	what	he	was	struggling	

to explain while trapped in splendid isolation, silenced by aphasia, was his 

ability to maintain his inner monologue while unable to speak or write a 

single medical term. 

While Lordat was, by his own admission, able to have abstract thoughts, 

a	more	 severe	 type	of 	aphasia	not	only	 stifles	 language,	but	also	cuts	off	

comprehension; the words of  others make no sense. It was with regard to this 

phenomenon, that, a half  century after Lordat’s accounts, philosophers and 

physicians turned their attention. A philosophical train of  thought reduced 

the essence of  human nature to abstract thought that was expressed to the 
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world through language. Aphasic patients were interesting to philosophers 

and physicians alike because their pathology was somehow used as proof  

of  something we cannot see. As with most biomedical investigations, the 

search for the normal way things must be is revealed through the scrutiny of  

the abnormal. In this case, the disappearance of  language rendered visible 

the fragility of  an inner, abstract thinking that made humans themselves. As 

neurologist Kurt Goldstein said of  aphasia in 1940: “No other pathological 

material can teach us so much about the organization of  the human being” 

(Goldstein	1940,	70).

The second half  of  the nineteenth century was an epoch of  specialization 

of  science, the very term “scientist” itself  being introduced in 1833. The 

later decades saw an interesting conjunction of  linguistics, neuroscience, 

philosophy, psychology, and neurosurgery, all of  which drew on one another 

to identify the link between language and selfhood. It has even been 

suggested that it was precisely in the 1860s when the “aphasic patient” was 

created, meaning the diagnostic category, that medical literature established 

a	 set	of 	 conditions	 to	define	 the	 illness.	When	patients	who	had	aphasia	

following stroke died, their brains were dissected and areas of  damage 

pinpointed, representing spots where ideas and words were located. (Figure 

5)	Diagrams	were	drawn	to	portray	an	underlying	order	to	a	chaotic	mental	

status.	For	some,	the	objectification	of 	disease	separates	the	damaged	part	

from the otherwise normal self. But sometimes images can be so seductive 

that it passes unnoticed that they provide only the façade of  an answer to 

deeper questions about what has gone wrong with them. 

A recent doctoral dissertation by Michael Anderson contained 

interviews with stroke patients and their families to investigate how they 

cope	with	recovery	efforts.	He	quoted	Mrs.	Jenson	as	saying	that	when	she	

was shown the scans of  her husband’s brain after his stroke, revealing bright 

spots	of 	damage	that	affected	his	language	and	behavior,	she	was	better	able	
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to come to terms with him not being “himself.” The spots on the scan helped 

her to conceptualize that his true self  was severed, or “locked away,” by the 

diseased brain. Anderson stated that “This approach is something I often 

encountered from the spouses, as they would assume that their ‘former’ 

husband was still ‘in there,’ and argue that his real self  would sometimes 

emerge.” However, this was not necessarily a view shared by the stroke 

Figure	5:	Diagram	labeling	parts	of 	the	brain	corresponding	to	particular	speech	functions.	
From	John	Wyllie	(Edinburgh,	1894).	Courtesy	Wellcome	Trust.	
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victims themselves, who “were often confused by how their spouses would 

reduce their selfhood to their brain and would have a hard time trying to 

deal	with	the	othering	of 	their	spouse”	(Anderson	2014,	152).

The way in which we talk about disease may have the unintended 

consequence of  creating stigma and alienating the person experiencing 

the illness. An enormous amount of  literature exploring medical narratives 

surrounding chronic illness, dementia, Parkinson’s, and Alzheimer’s, 

all point to the risks of  using the wrong words to describe the condition. 

The psychologist and pioneer in patient-centered dementia studies, Tom 

Kitwood, described what he termed a “malignant social psychology” that 

destroys a patient’s “personhood.” We often hear of  patients being subjected 

to a dual attack: once by the disease, and again by those who ridicule their 

symptoms. As Rik Cheston wrote, “The dominant story that is told about 

people with dementia is that their talk is meaningless, their memories 

are defective, and that their reminiscences are of  little importance in the 

planning	of 	care”	(Cheston	1996,	598).	

How	people	with	cognitive	impairment	find	adaptive	ways	to	express	

themselves—for aphasic patients, what Kurt Goldstein called semantic 

“detours”—can itself  be seen as pathological behavior. As Sabat and Harre 

wrote	in	their	article	“The	Deconstruction	of 	Self 	in	Alzheimer’s	Disease,”

If 	 such	 behaviour	 is	 founded	 on	 story	 lines	 that	 paint	 the	 sufferer	 as	

inadequate, confused, helpless, etc., then that person will be so positioned 

and will have his or her behaviour interpreted by others in such a way as 

to confirm the initial story line and positioning. The ultimate result of  such 

a	situation	is	the	fencing	off	of 	the	sufferer	so	that	no	adequate	self 	can	be	

constructed. Perhaps it is not stretching the point too far to refer to such 

a	situation	as	a	species	of 	self-fulfilling	hypothesis	(Sabat	and	Harre	1992,	

460).		



		Dolan											67

Losing speech appears to remove any defense against being seen by others 

as	 a	 diminished	 person.	 The	 neurologist	 John	Hughlings	 Jackson	 wrote	

in 1874 that the aphasic patient had lost the power to “propositionize,” 

meaning they lost the ability to make use of  language because they lost 

the	ability	to	think	abstractly	(Jackson	1915,	82).	The	speechless	man	had	

reverted to an equivalent state of  being of  “that of  the little child which has 

been	taught	to	understand	speech,	and	has	not	yet	spoken	(Jackson	1915,	

82).”	The	person	was	infantile,	passive,	defenseless.	

Attempts to rehabilitate the person have historically resorted to facile 

assessments of  mental capacity. In 1904 the Philadelphia neurologist 

Charles Mills wrote about his attempts to re-educate aphasic patients. He 

described a man who could not speak, did not comprehend numbers, but 

was not “word deaf ” because he could follow instructions: “When he read 

aloud, he had a marked form of  paraphasia, his speech being of  the jargon 

or	gibberish	type.	Like	many	such	patients,	he	read	off	this	jargon	as	if 	to	

himself 	he	were	reading	correctly.”	(Mills	1904,	1944).	The	physician	then	

describes himself  as if  he were a teacher or parent: “The education of  the 

sensory aphasic is that of  a child. … we adopted what may be called the 

‘Mother’s Method’ … we taught him to say pa-pa … ma-ma … then wee 
wee, and so on.” This was to an adult who demonstrated comprehension 

but could not speak. We sense how unsettling this might be when recalling 

Lordat’s fear of  being perceived as an imbecile. Or, in this quotation from an 

aphasic woman who was in speech therapy and expressed her desperation 

to explain to people why she was not speaking to them: “I could not say the 

word ‘stroke’ …  I could not say that I had a stroke! And I had to learn how to 

say	‘stroke’	because	I	would	say	‘what	happened	to	me’”	(Nakano	2005,	50).	

The rehabilitation of  aphasic patients is a highly challenging 

undertaking. One conventional measure of  progress would be in the degree 

of  recovery of  speech. But if  that is not happening, an assessment of  the 

patient’s sense of  well-being is important. How does one think about being 
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well? Quality of  life is a concept that was developed in the 1940s to assess 

a person’s functional capacity, that is, their ability to perform physical tasks. 

It gained currency in the 1970s and became the epitome of  qualitative 

health research when questionnaires were developed purportedly eliciting 

the patient’s perspective on their own progress in health recovery. There 

are over a thousand validated quality-of-life instruments today assessing 

whether	patients	feel	better	following	a	specific	intervention.	It	is	a	measure	

of 	 therapeutic	 effectiveness	 that	 traces	 a	 continuum	of 	patienthood.	But	

the	 measure	 is	 often	 criticized	 for	 having	 no	 standardized	 definition	 of 	

“quality” in the phrase “quality of  life.” These instruments produce exact 

numbers	on	a	scale	that	refer	to	nothing	specific.	

Currently,	 there	 are	 efforts	 to	 produce	 quality-of-life	 instruments	 for	

aphasic patients, the obvious challenge being that sometimes the patient 

cannot	 reply.	There	 is	an	 initiative	called	“Back	 to	 the	Drawing	Board,”	

through which cartoons are drawn for patients who possess graphic 

comprehension to generate stories. Some patients with Broca’s aphasia, 

who can comprehend but not speak words, are able to gesture and even learn 

sign	language	(Morgan	and	Helm-Estabrooks	1987,	64-72).	In	the	1970s,	

a “Pantomime Recognition Test” was developed in which actors imitated 

the use of  objects, and patients were asked to point to drawings of  objects 

corresponding	to	the	performance,	such	as	a	comb	(R.	Duffy,	J.	Duffy,	and	

Pearson	 1975,	 115-132).	 However,	 it	 has	 been	 shown	 that	 deaf 	 people	

who primarily use sign language can also lose that function from aphasia 

(Damasio	et	al.	1986,	363-365).	Similarly,	 those	with	Wernicke’s	aphasia,	

showing	 comprehension	 deficit,	 also	 might	 be	 unable	 to	 understand	

gestures.	There	are	theories	of 	differential	 language	acquisition	processes	

using cases of  bilingual patients, earlier called polyglots, who lose use of  

their secondary language more severely than their primary one (Kuzmina 

et	al.	2019).	The	idea	is	that	the	first	language	is	hard-wired	to	your	brain	

and	more	resistant	to	damage.	This	all	suggests	possible	different	cognitive	
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processes at work in establishing a means of  communication that might 

lead to new areas of  speech therapy. If  successful, one would hope that the 

questions being posed by the health care team about quality of  life, or sense 

of  being, are the questions the patient wants to answer. We should not leave 

in silence what the aphasic patient might want to, but cannot, say. 

Clinical assessments for aphasic patients who cannot self-report are 

immensely challenging. If  communication is severely compromised, how 

is there any way of  knowing what a person is thinking? How do you 

know if  they can even talk to themselves? How do you know if  they are 

internally debating the pros and cons of  an action? Multiple theories have 

been put forth as to whether inner speech is dependent on outer speech 

comprehension, the ability to understand words presented to them (Geva 

et	al.	2011,	323-343).	However,	it	is	extremely	difficult	to	conduct	research	

in this area, not least because if  a patient apparently cannot comprehend 

written	or	spoken	words,	with	Wernicke’s	aphasia,	then	they	cannot	offer	

informed consent. There is an increased risk of  therapeutic misconception, 

and	of 	consenting	to	research	that	has	no	direct	benefits	to	the	patient,	such	

as	undergoing	brain	scans	to	confirm	a	site	lesion	(Penn	et	al.	2009,	3-32).	

Given that there are variable degrees of  severity of  aphasia, it’s recognized 

in	 the	 affected	 community	 that	 informed	 consent	 is	 a	 process	 and	not	 a	

document. 

By way of  conclusion, I want to remind us that the word “disease” 

means dis-ease, not being at ease with oneself. From the patient’s point of  

view,	they	are	suffering	not	because	of 	a	thing	that	can	be	named,	measured,	

or surgically removed, but because they no longer feel like themselves. 

Suffering	loss	of 	language	is,	I	think,	particularly	challenging	because	of 	a	

deeply-rooted cultural conditioning that claims language is more than a tool 

that might fracture; it is the essential connection between the inner self  and 

the world around us. When studying the grief  response to language loss, 

two speech neuropathologists, Tanner and Gerstenberger, put it this way: “a 



person’s psychological status cannot be separated from the neuropathology 

of 	speech	and	language”	(Tanner	and	Gerstenberger	1988,	79-84).

A psychiatrist named Scott Moss had a stroke that resulted in aphasia. 

As a clinician, he was compulsive enough to document the course of  his 

recovery: he recorded many of  his therapy sessions and conversations and 

wrote a book about his experience in 1972. He said that when he woke up 

in the hospital, “I could understand vaguely what others said to me if  it was 

spoken slowly …  I had lost completely the ability to talk, to read, and to 

write.	I	even	lost	for	the	first	two	months	the	ability	to	use	words	internally,	

that is, in my thinking. …  I had also lost the ability to dream. …  I lived in 

a	total	vacuum	of 	self-produced	concepts”	(Moss	1972,	5).	

Did	he	cease	to	exist?	If 	one	cannot	self-talk,	if 	one	cannot	comprehend	

the symbolism of  communication or think abstractly, if  one cannot dream, 

what is the state of  being? For those looking at the person, is it possible 

to empathize with that experience? Can you put yourself  in that person’s 

place and imagine what the experience is like? When the philosopher 

Ludwig Wittgenstein was a student at Cambridge University, his Russian 

instructor underwent a tonsillectomy and was recovering in the hospital. 

When Wittgenstein visited her and asked how she felt, she replied: “just like 

a dog that had been run over.” Wittgenstein considered her comment, and 

then	said:	“You	don’t	know	what	a	dog	that	has	been	run	over	feels	like”	

(C.	Elliott	and	B.	Elliott	1991,	173).	This	was	less	a	joke	than	a	compulsive	

criticism over a choice of  metaphor. It relates to the central idea behind his 

later work that philosophical problems arise from the misuse of  the logic 

of  language. It exposes weaknesses in how we think about the relationship 

between words and reality, part of  the analytical “linguistic turn” in Anglo-

American philosophy that occurred in the early-twentieth century. The 

pathology of  losing language may not actually reveal the normality of  

narrative ways of  being, but may lead us to wonder whether we have simply 

created	a	fiction	of 	ourselves.		
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Our attention to the patient’s point of  view – approached through 

narrative medicine, life stories, illness, autobiography – has aimed to 

amplify	the	voice	of 	those	who	suffer.	Yet,	 in	our	efforts	to	privilege	the	

patient’s perspective, these methods may inadvertently assert hegemony 

over non-narrative frameworks of  being. 

The disciplines of  history of  science and medicine have long sought 

to explain how investigators try to make sense of  the unknown, and how 

data	derived	by	experimenters	reflects	the	construction	of 	the	instruments	

designed	to	ask	certain	questions	of 	nature	(Clarke	and	Fujimura,	1992).	

In	 the	 interdisciplinary	 fields	 of 	 science	 and	 technology	 studies	 (STS),	

such theories of  representational practice have grown from philosophical 

notions of  “theory-laden observation,” suggesting that there is no such 

thing as “pure” empirical data; even the act of  looking at something, an 

act considered unimpeachable because of  the direct connection between 

perception and what is being perceived, is contaminated by preconceptions, by 

“filters”	and	“lenses”	(whether	literal	or	figurative)	(Daston	2008).	In	much	

the same way that these studies have challenged our historical reliance on 

instruments and vision, this chapter asks that we think of  language not as 

an unproblematic connection to the world, but as a tool shaped by theories 

and preconceptions that interfere with our understanding of  how people 

might	otherwise	connect	with	the	world.	Just	as	Dr.	Jill	Taylor	expressed	

in the account raised earlier in this chapter, the removal of  language 

through stroke removed the “perceived boundaries” that had shaped her 

life experience. 

Thoughts about the role of  communication in identity formation are 

not exclusive to the domain of  linguistics, neuroscience, or philosophy. 

It is a multi-disciplinary discussion that has yet to answer soul-searching 

questions that patients often have when struck with stroke. Perhaps it is 

so individualized that no dictates of  natural science or biomedicine can 

be	 said	 to	 speak	 for	 all,	 another	 fictional	 narrative.	But	 I	 do	 think	 that	
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reflecting	on	the	abnormality	of 	the	condition	might	offer	new	insights	into	

how we normally talk about living with illness or states of  well-being. 
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The	Construction	of	Affect	in	Narratives	of	
Chronic	Disease	Experiences

Mariana Pascual, Pontificia Universidad Católica de Chile

      Abstract:
Most studies on health discourse have focused on doctor-patient 

communication. However, analyses describing other types of  interaction 

are scarce and may be revealing in terms of  how chronic patients perceive 

themselves and their relationship with the condition. Our focus is on 

endometriosis,	a	gynecological	chronic	condition	affecting	one	out	of 	ten	

women worldwide. This chapter presents a study conducted to determine 

(1)	 how	 language	 is	 used	 to	 construct	meanings	 of 	 affect	 in	 narratives	

of  endometriosis experiences by Spanish-speaking women from Chile 

across	 genre	and	 (2)	what	 entities	 they	appraise.	The	 corpus	 comprises	

data from two genres: Facebook comments collected from open-access 

pages for endometriosis patients, and autobiographical narratives 

collected in open interviews. A mixed-methods approach was used. A 

qualitative analysis was implemented based on an adapted version of  the 

interpersonal system of  Appraisal within Systemic Functional Linguistics 

(SFL);	 the	quantitative	analysis	was	conducted	 to	determine	differences	

across genres and tendencies regarding the entities on which patients focus 

their	positive	and	negative	affect.	The	results	indicate	that	patients	show	

a	 clear	preference	 for	 the	use	of 	meanings	associated	 to	un/happiness,	

which relate to lasting feelings of  sadness, construed explicitly or in an 

implicit	manner.	Statistical	results	show	some	significant	differences	across	
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genres, which may help understand the meanings construed in health 

communication. The results shed light on some relevant issues that should 

be considered in medical humanities to reach a more comprehensive 

understanding of  patients, who are seldom heard beyond the context of  

healthcare institutions. This understanding may, in turn, help improve the 

seriously impoverished life-quality that characterizes patients with chronic 

pain.

The Role of  Language in Healthcare 

The value of  language and its impact on a patient’s health is 

unquestionable	(Bukstein	2016)	and	cannot	be	underestimated.	For	a	

long time, we have known that patients’ attitudes towards their conditions, 

their doctors, and their treatments are impacted by personal and cultural 

beliefs	 (Shahin,	Kennedy,	and	Stupans	2019)	as	well	as	by	 the	quality	of 	

their	interactions	with	other	social	actors	(Bañón	Hernández	2018).	From	a	

discourse analytical perspective, most studies on health communication have 

focused	on	one	specific	form	of 	interaction:	doctor-patient	communication	

(e.g.,	Wodak	1997;	Braghetto	and	Baronti	2007;	Bonnin	2013).	As	 social	

individuals who have been involved in this type of  interaction, most of  us are 

aware of  the constraints imposed by time limitations and by the knowledge 

and, in consequence, power asymmetries of  this type of  communication, 

to mention just a few of  the several personal and institutional factors that 

shape this form of  interaction. 

Analyses describing other types of  health communication are not as 

common, though they may be revealing in terms of  how chronic patients 

perceive	 themselves	 and	 their	 relationship	with	 the	 condition	 they	 suffer.	

Over the last years, my research has focused on endometriosis, a chronic 

gynecological	 condition	 affecting	 one	 out	 of 	 ten	women	worldwide	 (see,	



78 T he Cons t r uc t i on  o f  Af f e c t 

e.g.,	Pascual	2020;	2021;	Pascual	and	Diaz	Alegría	2021).	It	is	a	condition	

that,	in	most	cases,	causes	debilitating	pain	and,	eventually,	a	strong	effect	

on	patients’	quality	of 	life	and	can	even	impact	their	mental	health	(Laganà	

et	al.	2017;	Bullo	2018;	Hållstam	et	al.	2018;	Facchin	et	al.	2015).	Another	

aspect of  endometriosis that is highly relevant is that it accounts for nearly 

half  the number of  infertility cases, and this fact is closely related to delays 

in	diagnosis	(Fauconnier	et	al.	2021),	which	can	and	should	be	prevented.	

Some	 authors	 have	 focused	 specifically	 on	 endometriosis	 patients’	

narratives.	Bullo	 	 (2018)	described	how	women	who	suffer	endometriosis	

become	disempowered	by	their	chronic	condition.	Koller	and	Bullo	(2019)	

identified	the	function	of 	certain	semiotic	elements,	such	as	tattoos,	in	the	

construction of  identity in the case of  women who live with the disease. 

Another resource that has been studied in the literature is the use of  

metaphors, which has proved to be a valuable and recurrent meaning-

making tool for the linguistic construction of  pain and painful experiences 

(Bullo	2018;	Bullo	and	Hearn	2020;	Pascual	2020).	Previous	studies	have	also	

demonstrated that emotions play a fundamental role in patients’ discourse 

and	that	the	dimension	of 	affect	is	of 	utmost	importance	in	patient-patient	

interaction	(Pascual	2020;	2021;	Pascual	and	Díaz	Alegría	2021).

Over the last years, my research has been conducted in the context 

of  the Project 11190133 Discourse and health: The discourse construction of  
pain in patients with chronic diseases,	 funded	by	ANID,	 the	National	Chilean	
Research Agency. I have attempted to contribute to an understanding of  

the	 role	 that	 situated,	 contextualized	 language	 (discourse)	plays	 in	health	

communication, with the ultimate purpose of  understanding what patients 

who	suffer	chronic	pain	go	through	and	providing	some	guidelines	for	better	

communication. This essay presents results from my studies regarding the 

following	aspects:	(1)	how	language	is	used	to	construct	affect	in	narratives	

relating endometriosis experiences of  Spanish-speaking women from Chile 

across	 discourse	 genres,	 and	 (2)	 what	 entities	 these	 patients	 evaluate	 in	
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their narratives, i.e. what are the objects of  their evaluations. Once those 

questions are answered, we may reach a better understanding of  what they 

feel, what they care about, and what they worry about. 

The theoretical bases on which my research is grounded include a 

combination of  functional views that support the perspective of  language 

as a socio-semiotic resource for creating meaning (Halliday 1978; Halliday 

2004).	This	perspective	and	the	role	 that	 functional	approaches	assign	to	

actual instances of  language use is essential when analyzing genuine data to 

shed light on social phenomena and determine how the language operates 

to reconstruct them. 

The results that I present here have emerged from the analysis of  two 

different	corpora,	which	correspond	to	two	discourse	genres.	In	line	with	the	

theoretical	perspective	adopted,	I	define	a	genre	as	a	“staged,	goal-oriented	

purposeful activity in which speakers engage as members of  our culture” 

(Martin	1985).	This	social	perspective	of 	genre	implies	a	strong	emphasis	

on the integral role that context plays in the meaning-making process. This 

is always a fundamental aspect in discourse studies, but it is particularly so 

under certain conditions, as in the case of  oral communication, in which 

multiple contextual factors operate in the semiosis, apart from the literal 

meanings conveyed by the language itself. 

My data derives from Facebook comments collected from open-access 

pages for endometriosis patients, and from autobiographical narratives 

collected in open interviews. In all cases, I will refer to data produced 

by Chilean women of  reproductive age, who have been diagnosed with 

endometriosis, and who have produced their discourses in natural instances. 

In the Facebook comments, the pages were open-access, and in the case of  

the interviews, the patients volunteered to participate in the study, which 

was, in their view, a way of  making their condition more visible.

I consider an eclectic methodology to be the most suitable way to 

approach this data, and that is the reason for using a mixed-methods 
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approach	(Creswell	et	al.	2003;	Teddlie	and	Tashakkori	2011).	A	qualitative	

analysis was implemented based on an adapted version of  the interpersonal 

system of  Appraisal (Martin 2000; Martin and White 2005; Ngo and 

Unsworth	 2015)	 within	 Systemic	 Functional	 Linguistics	 (SFL)	 (Halliday	

1978;	Halliday	2004).	The	quantitative	analysis	was	conducted	to	determine	

differences	across	genres	and	tendencies	regarding	the	entities	on	which	the	

patients	focus	their	positive	and	negative	affect.	

In the next sections, I will attempt to shed light on some relevant 

issues that should be considered in the medical humanities to reach a 

more comprehensive understanding of  patients whose voices are seldom 

heard beyond the context of  healthcare institutions. This understanding 

may, in turn, help improve the seriously impoverished quality of  life that 

characterizes patients with chronic pain. 

How Spanish-Speaking Women from Chile Use 
Language to Construct Affect: Focusing on the 
Discourse Genre Factor 

For centuries, medical practice involved a segmented interpretation of  the 

subject, focusing almost exclusively on biological aspects of  health. With 

the advent of  new paradigms in healthcare, and thanks to the emergence 

and rapid expansion of  the medical humanities (Sánchez González 

2017),	more	integral	and	comprehensive	views	were	incorporated	into	the	

education and training of  health professionals. One of  the new elements 

of  the wholistic perspectives is the acknowledgment of  patients’ voice, not 

as a mere indicator of  their organic situation, but as a means to unveil the 

presence of  other factors that may be playing a part, and sometimes a very 

important one, in the general condition of  the patient.

To contribute to a deeper understanding of  patients and their narratives, 

we explored endometriosis patients’ experiences in two discourse genres. 
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The	definition	of 	genre	to	which	we	adhere	is	the	one	proposed	by	Martin	

(2009),	who	defines	it	as	“a	recurrent	configuration	of 	meanings”	(13)	and	

“a	 staged,	goal-oriented	 social	process”	 (Martin	and	Rose	2007,	8).	This	

implies	that	under	different	cultural	and	situational	circumstances,	speakers	

produce	 different	 configurations	 of 	 meanings,	 and	 different	 text	 types,	

which are predictable for speakers of  a given culture. 

The choice of  Facebook comments was grounded on the need to capture 

the patients’ discourses in genuine interaction with other patients, thus 

canceling	out	the	impact	of 	power/knowledge	asymmetries	characteristic	

of  other types of  interaction. Open-access Facebook pages also proved 

to	 offer	 room	 for	 open	 dialogue,	 enabling	 the	 free	 expression	 of 	 certain	

topics that are not usually incorporated in doctor-patient communication. 

The pages selected for analysis met all of  the following criteria: they were 

open access; were of  explicit Chilean origin; were on endometriosis (main 

subject);	and	had	a	minimum	of 	750	followers	to	ensure	a	reasonable	volume	

of  data. The three pages that were selected were: Fuchen1 (Fundación Chilena 
de Endometriosis),	 	Endo Chile,2  and Endometriosis en Chile.3  All pages were 

operational	during	the	period	under	analysis,	which	ranged	from	January	

2016 to March 2020. The initial data corresponded to their simultaneous 

formal operations, as registered on the platform, and the end of  data 

collection	 was	 determined	 by	 the	 onset	 of 	 the	 COVID-19	 pandemic.	

Because these Facebook pages were constituted for health-related purposes, 

emerging	discussions	 related	 to	COVID-19	 could	have	overwhelmed	 the	

pages’ earlier focus on endometriosis, and so data collection ended with the 

emergence	of 	COVID-19.

Linguistic and non-linguistic data were initially collected. The latter 

1.		https://www.facebook.com/search/top?q=fundaci%C3%B3n%20chilena%20de%20
endometriosis
2.		https://www.facebook.com/search/top?q=endo%20chi
3.		https://www.facebook.com/EndometriosisEnChile
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consisted mainly of  graphs, emojis, gifs, and other semiotic resources typical 

of 	social	media	(Stæhr	2015).	For	the	purposes	of 	our	research,	only	linguistic	

data were analyzed. The unit of  analysis for this corpus was the Facebook 

comment produced by the patient participating in the platform interaction, 

referring to some aspect of  her condition. The corpus comprised a total of  

3,057	comments	(69,944	words).	This	number	corresponds	to	the	resulting	

number of  words retrieved by Ncapture, the Nvivo tool for capturing web 

data. It does not include emoticons or numeric data.

For the interviews, we captured the autobiographical narratives 

(Harvey	and	Koteyko	2012)	of 	thirty	Chilean	women,	all	Spanish	speakers	

of  reproductive age, with a formal, institutional diagnosis of  endometriosis. 

The women who were interviewed volunteered to participate in the study, 

responding	 to	 a	 call	 that	 was	 distributed	 on	 social	 media.	 Due	 to	 the	

COVID-19	sanitary	restrictions	at	that	time,	all	interviews	were	conducted	

online, using Zoom, Meet, or WhatsApp video calls. They were conducted 

during April and March of  2021 and ranged in duration from 30 to 45 

minutes each, with an average of  39.6 minutes. The total recording time 

was 19.53 hours. All interviews were recorded and transcribed. The 

resulting corpus is made up of  a total of  180,159 words. All names of  

participants, other social actors (such as physicians, nurses, and other health 

personnel),	locations,	and	institutions	have	been	modified	in	the	transcribed	

versions to protect the participants’ integrity and anonymity. Apart from 

signing the ethics consent for participation, the women interviewed had to 

be Chilean or live in Chile and speak Spanish as their native language, be 

officially	diagnosed	with	the	condition	by	a	licensed	practitioner,	and	be	of 	

reproductive age. 

Table 1 summarizes the characteristics of  the informants who 

participated in the interviews.4  

4.  The study received the ethical approval of  PUC Ethical Committee with reference 
number 20210111.



  Pascual           83

30

23-47; 34

Homemaker, university student, sociologist (2), 

hairdresser, nurse, independent worker (4), 

teacher (7), reporter (2), chemist, social worker, 

anthropologist, psychologist (2), engineer (2), 

transcriber, computer analyst, and accountant

1-24; 6

 

Completed secondary education = 4

Completed technical higher education = 5

University student = 1

University graduate = 20

 

None = 12

One surgery = 14

More than one = 4

Number of participants

Age range; median

Occupation

Years since diagnosis; median

Level of education

Number of surgeries

Table 1. Description of the women who were interviewed for the study.
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The purpose of  our analysis was to determine whether the attitudinal 

meanings	of 	affect	that	they	produced	varied	across	genres	(Pascual	2021;	Pascual	

and	 Díaz	 Alegría	 2021).	 Attitudinal	 meanings	 are	 those	 “concerned	 with	 our	

feelings, including emotional reactions, judgements of  behaviour and evaluation of  

things” (Martin	and	White	2005,	35).	In	this	model,	the	semantic	domain	of 	

attitude	is	subdivided	into	affect,	judgment,	and	appreciation.	Affect	refers	

to	the	resources	that	language	offers	to	create	emotional	reactions;	judgment	

refers to how we assess people and their behavior, based on sociocultural 

norms, while the dimension of  appreciation is concerned with the resources 

that are used to construct the value of  objects, processes, and phenomena. 

The theoretical and analytical proposal on which we based our 

study	 considers	 four	 domains	 of 	 affect:	 un/happiness,	 dis/satisfaction,	

dis/inclination	 and	 in/security.	 All	 the	 data	 from	 the	 two	 corpora	 were	

manually	 categorized	 with	 the	 use	 of 	 software	 (Nvivo	 New	 2020)	 to	

assist in the handling and processing of  data. The analysis included the 

identification	of 	the	following	categories:	 type	of 	affect	realization	(direct	

or	 indirect/metaphorical);	appraised	entity	 (i.e.	object,	person	or	concept	

being	 evaluated	 or	 triggering	 the	 affect);	 polarity	 (positive	 or	 negative	

affect);	and	type	of 	affect	constructed.	Affect	types	were	classified	following	

the original proposal in the System of  Appraisal (Martin 2000; Martin and 

White	2005),	with	dimensions	and	subdimensions	 that	are	presented	and	

illustrated	in	Table	2.	It	is	important	to	note	that	dis/inclination	refers	to	

dimensions	of 	affect	emerging	from	irrealis, possible future scenarios (such 

as	feelings	of 	fear	or	desire	that	result	from	something	that	may	happen),	

whereas	the	other	dimensions	constitute	affective	reactions	to	real	entities,	

as evaluated by the speaker.
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Example

Me gustaría que alguna institución me ayudara 

(I’d like some institution to help me).

Tengo miedo de que me dejen peor de lo que 

estoy. (I’m afraid they’re going to leave me worse 

than I am).

Ando de muy buen ánimo. (I’m in a very good 

mood). 

Los médicos se burlan de uno. (Doctors make fun 

of you).

Lamentablemente el tiempo pasó. (Unfortunately, 

it’s too late).

Un afectuoso saludo desde Penco. (Warm 

greetings from Penco).

Quiero saber eso. (I want to know that).

Gracias a ella llegué a un especialista. (Thanks to 

her I got to a specialist).

Ya estaba agotada de todo. (I was already 

exhausted by everything).

Hace años vengo aceptándolo para no 

deprimirme. (I’ve been coming to terms with it for 

years to avoid depression).

Type

Dis/inclination

Un/happiness

Dis/satisfaction

Sub-type

Desire

Fear

Cheer

Antipathy

Misery

Affection

Interest

Pleasure

Ennui

Displeasure
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The	analysis	of 	 the	Facebook	comments	pointed	 to	un/happiness	as	

the	prevailing	type	of 	affect	that	endometriosis	patients	constructed	in	their	

discourse.	This	feeling	accounted	for	39	percent	of 	all	instances	identified.	

In	descending	order,	 the	other	categories	represented	31	percent	 for	dis/

satisfaction,	21	percent	 for	dis/inclination,	 and	9	percent	 for	 in/security.	

The	prevailing	domain	of 	un/happiness	comprises	four	areas:	misery	and	

antipathy	for	unhappiness,	and	cheer	and	affection	for	happiness.	A	closer	

look into the instances revealed that, by far, the highest value corresponded 

to misery. The following extract illustrates the profound sadness experienced 

by the patient, in which she writes:  

Me encantaria conocieran mi caso necesito ayuda quiero ser madre y no 

se	si	podre	lograrlo	ya	tengo	37	años	y	me	afecto	mi	sistema	reproductor	

me operaron y estoy profundamente agradecida pero la infertilidad el 

sistema publico no tiene recursos para ayudarnos me gustaria q alguna 

institucion me ayudara es muy triste no poder ser madre (I’d like you to 

In/security Confidence

Trust

Surprise

Disquiet

Tengo alguna esperanza de no sentir más dolor. (I 

have some hope of feeling no more pain).

Me siento más tranquila estando en sus manos 

(I feel more at ease in his hands).

Estoy de un par de semanas y aún no lo creo. 

(I’m a couple of weeks [pregnant] and I still can’t 

believe it).

Estoy muy desorientada respecto al tema. (I am 

very confused on the subject).

Table 2. Affect: types and subtypes (adapted from Martin and White 2005) with 
examples from our corpora.
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know my case. I need help. I want to be a mother and I don’t know if  I’ll 

be	able	to.	I’m	already	37	and	it	has	affected	my	reproductive	system.	I	

went through surgery, and I am profoundly grateful but the infertility, the 

public system has no resources to help us. I’d like some institution to help 

me.	Not	being	able	to	be	a	mother	is	so	sad.)5

Descriptions	 corresponding	 to	 this	 domain	 of 	 affect	 include	 indirect	

expressions that encode experiences interpreted as profoundly sad, by 

activating context, even when the word “sad” or related lexical items do not 

encode this feeling, as can be observed in the following example:

Yo	ya	pase	 x	 cuatro	 cirugías,	 años	 tirada	 en	 la	 cama	c	mucho	dolor,	 y	

los médicos me mandaban a una sicólogo, ya no tengo ningún órgano 

reproductivo, me la paso c calmantes y hormonas que destruyen mi cuerpo 

y mis ganas d seguir... (I’ve already been through four surgeries, years lying 

in bed in pain and the doctors kept sending me to see a psychologist, I no 

longer have my reproductive organs, and I’m always taking painkillers and 

hormones	that	destroy	my	body	and	my	willingness	to	continue.)

These narratives construct feelings of  sadness, emerging from a variety of  

reasons, which will be dealt with in the next section. In any case, this is 

a	 highly	 enlightening	 finding,	 since	 it	 shows	 a	 realm	 of 	meaning	 that	 is	

unlikely to arise in other types of  interaction, such as during a medical 

consultation.	When	we	turn	our	attention	to	a	different	discourse	genre,	the	

interviews, the results are not optimistic.

5.  All examples have been transcribed in their original format. As a result, errors may be 
found in grammar, spelling, and typology. It may be observed that in some ways, this lack 
of 	care	for	the	form	resembles	a	form	of 	think-aloud	or	free	flow	of 	consciousness,	typical	
of  digital communication in which the patient pays close attention to meaning. In a way, 
this style is closer to oral than to written interaction.
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It is noteworthy that the fact that this interaction was digitally mediated 

had a strong impact on the comments’ functionality. Though it might be 

reasonable to expect Facebook comments in which patients focused on 

their own needs to recount their experiences with the pathology, and, by 

doing so, construct their emotions in the comments, the main functionality 

was found to be more closely associated with other purposes, more closely 

related to construing and maintaining a sense of  community through this 

digital platform. The following comments illustrate this idea:

gracias a sus publicaciones he dado a conocer nuestra enfermedad en 

nuestro entorno !! ( thanks to your publications I have made our disease 

known	in	our	environment!!)

gracias a ella llegue a un especialista, gracias a la página por orientarme 

en muchas dudas que tenía (thanks to her I got to a specialist, thanks to the 

page	for	guiding	me	in	many	doubts	I	had)

The use of  digital platforms seems to have created the grounds for a new form 

of  information generation and exchange, which, in the past, took place in 

support groups for people who went through some traumatic situation, such 

as	the	loss	of 	a	loved	one,	or	the	suffering	of 	a	serious	disease	or	addiction.	

Typical examples include the traditional church support groups for people 

affected	by	alcohol	or	drug	abuse,	soldiers	with	post-traumatic	syndromes,	

parents who have lost their children, and cancer patients, among others. Such 

communities were formed out of  the need to share their experiences, with 

a strong focus on the healing power of  narrative, which also constitutes the 

basis for psychological practice and the foundations for narrative medicine 

(Charon	et	al.	2017).	Belonging	to	a	community	of 	shared	interests,	even	in	

the	case	of 	shared	suffering,	offers	most	individuals	a	feeling	of 	relief.	The	

internet	offers	fertile	soil	for	the	emergence	of 	these	groups,	and	they	seem	
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to be genuinely helpful, as reported by their members (for a detailed report 

of 	the	functionality	of 	support	groups	on	Facebook	see	Pascual	2020).

For	the	interviews,	a	similar	distribution	of 	affect	dimensions	was	found.	

Un/happiness	was	 the	 prevailing	 dimension,	 followed	 by	 in/satisfaction,	

dis/inclination	and	 in/security.	The	main	difference	was	observed	 in	 the	

occurrence	of 	 these	meanings.	The	percentage	 for	un/happiness	was	51	

percent,	 a	 very	 high	 percentage,	 followed	 by	 29	 percent	 in/satisfaction,	

13	percent	 for	 dis/inclination	 and	6	percent	 for	 in/security.	Below	 is	 an	

example of  how unhappiness was constructed in the interviews:

… es difícil describirlo porque es como: | es como un desgarro || eh: | 

pero inhabilitante es una cuestión: que no no te permite: em: | moverte 

o sea pa mí era un: | era una cuestión absolutamente inhabilitante no 

puedes pensar ni hacer otra cosa más que | eh: | estar centrado en en en 

aguantar y que pase | que el dolor pase no hay posibilidad de: | de pensar 

en otra cosa de hacer otra cosa nada más que | que pase este momento 

cachai	(…	it’s	difficult	to	describe	because	it’s	like:	|	it’s	like	a	tear	||	eh:	

| but disabling it’s something that doesn’t let you: em: | move that is to 

me it was a: | it was something completely disabling you cannot think or 

do anything else but | eh: | but concentrate on on holding on and wait 

for it to pass | for the pain to go away there’s no possibility to: | to think 

of  anything else or do anything else just wait for that moment to pass | 

you	see?)

Several	patients	codified	how	they	felt	in	the	form	of 	a	bodily	reaction.	This	

is a very explicit social way to understand how serious and unbearable the 

sensation is, even when they make no explicit linguistic reference, as can be 

seen in the following example:

…	yo	una	vez	me	acuerdo	que	me	tiré	en	el	baño	en	posición	fetal	y	estuve	

ahí no sé cuánto rato tirada y no me podía mover no podía | no había 
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nadie no podía pedir ayuda no podía tomarme algo no podía ir a buscar 

algo | y es como | que pase esta huevada por favor >que pase que pase 

que pase. ( I remember once that I threw myself  in the bathroom in a fetal 

position and I was lying there for I don’t know how long and I couldn’t 

move I couldn’t | no one was there I couldn’t ask for help I couldn’t take a 

pill I couldn’t go get something | and it’s like | let this shit go away please 

>	just	go	away,	go	away,	go	away.)

Our analysis of  both corpora indicates a clear tendency for women to 

represent how unhappy their experiences were. Patients show a strong 

preference for the use of  meanings that relate to lasting feelings of  sadness, 

construed in either an explicit or an implicit manner. Showing sympathy 

and acting towards improving their life quality should constitute an aim of  

everyone involved in their healthcare.

What Do Women Who Have Experienced 
Endometriosis Care About and Worry About?

In this section, the focus turns from the patients’ feelings towards the 

referential semiotic elements, people, processes, and even propositions 

or proposals that they construct in their discourse and also appraise. 

Being able to identify their worries and concerns will make it possible to 

understand them from a more holistic perspective. Though this may be true 

of  any health condition, in the case of  gynecological illnesses, it becomes 

particularly relevant. 

It is always important to place the patient at the center of  our healthcare 

system. The long tradition of  patient-centered medical humanities 

(Dolan	2015)	has	paved	 the	way	 for	other	 researchers.	Our	 contribution	

places	women	at	 the	center	of 	 the	 scene	who	have	 suffered	not	only	 the	

power asymmetries of  traditional healthcare systems and doctor-patient 
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interaction	 (Pascual	 2020),	 but	 also	 the	 consequences	 of 	 being	 socially	

silenced for centuries in male-dominated cultures. This situation brings to 

light another negative contributing factor, which is the gynecological nature 

of  the disease, traditionally associated with taboo topics in Latino cultures. 

Menstrual pain has been silenced and normalized for centuries (Rubinsky, 

Gunning,	 and	 Cooke-Jackson	 2018;	 Hennegan	 et	 al.	 2021),	 and	 this	

sociocultural phenomenon has worsened the experience of  endometriosis, 

delaying diagnosis, with irreversible impacts on women’s fertility in a high 

number	of 	cases	(Hudelist	et	al.	2012).	

Infertility is a common association when referring to endometriosis. 

But is this what patients really worry about? The results from our studies 

indicate otherwise. In all cases, and due to methodological constraints, the 

entity that they mention most frequently in their discourse is endometriosis. 

It is the most productive category, associated with a great variety of  negative 

as	well	as	positive	types	of 	affect.	They	mention	it	in	relation	to	unhappiness	

and dissatisfaction, but also when they refer to their hopes and expectations. 

One of  the subcategories of  endometriosis is the diagnosis, which plays a 

fundamental role. The most frequent situation that the interviewed women 

narrate refers to getting a diagnosis after several consultations in which they 

felt ignored, and their pain was systematically normalized, time after time. 

Therefore, “putting a name” to what they experienced is usually a cause of  

relief. 

The literature has reported that women with endometriosis achieve a 

sense	of 	empowerment	from	having	obtained	a	diagnosis	(Bullo	2018),	and,	

in	general,	access	 to	 information	related	 to	 the	condition	 that	 they	suffer	

is highly valued and appreciated. In line with the literature, we observed 

that information, in the form of  a diagnosis, is frequently constructed as 

a valuable, though rare, social value to achieve, as may be observed in the 

following extract:
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nada	hasta	que	nada	la	ginecóloga	con	la	que	fui	ese	año	|	en	realidad	

cuando me dijo como qué era lo que tenía | igual como que me alivié 

mucho | este hecho de saber como que no era lo que yo tenía | como que 

solamente yo sabía que sufría y cada vez que me llegaba la regla yo me 

ponía a llorar como | de angustia  (nothing until the gynecologist I went 

with that year | actually when she told me what I had like | just as I was 

relieved | this fact of  knowing how it was not what I had | like only I knew 

how	much	I	was	suffering	and	every	time	I	got	my	period	I	started	to	cry	

like	|	out	of 	anguish).

Lack of  information is frequently associated with the gynecologists’ 

lack of  empathy and genuine concern. It is not unusual to read how much 

suffering	these	women	had	to	go	through	until	someone	eventually	paid	real	

attention to them. One of  our interviewees voices this:

	iba	al	doctor	una	vez	al	año	a	hacer	los	chequeos	que	hay	que	hacerse	

ginecológicos y: | y me decía bueno: cómo son tus reglas yo le decía | me 

duele lo que me duran me duelen | hay unas que me duelen mucho más 

que otras | pero jamás | diciendo oye | ¿sabi qué? a veces me dan ganas 

de agarrarme a cabezazos con las murallas del dolor | ¿cachai? ( I went 

to the doctor once a year for the gynecological check-ups and: | and he 

told me well: how are your periods I told him | they hurt they hurt | there 

are some that hurt much more than others | but never | saying hey | you 

know what? sometimes it makes me want to bang my head against the 

walls	because	of 	the	pain	|	you	see?)

Other entities that were associated with their condition included 

economic factors. In Chile, as in several other Latin American countries, 

having to resort to the public health system is considered a form of  “social 
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punishment,” a price to pay for being poor. Private health in this country is 

limited	to	those	who	can	afford	a	very	high	monthly	cost,	and	beneficiaries	

of  the private system only account for 14 percent of  the population.  Social 

inequalities and the lack of  choice emerged systematically from the corpora. 

Mentions usually referred to lengthy periods, usually several months, before 

managing to see a health professional, and a similar situation before being 

able to get an appointment for a surgical procedure. If  the patients have 

access to the private sector, they must pay extremely high costs. Some even 

resort to bank loans and spend several years paying for their surgeries and 

treatments, as may be observed in the following example, in which the 

woman reports that she is still paying for the surgery after eight years:

la primera operación me ayudó mi mamá, yo era carga de ella en la:: isapre 

| pero salió terriblemente caro | y hasta el día de hoy estoy pagando: | 

pagándole	|	a	mi	mamá	(My	mom	helped	me	for	the	first	operation,	the::	

isapre [private health coverage] | but it was terribly expensive | and to 

this	day	I	am	paying:	|	paying	|	to	my	mom)

In order of  frequency, the next entity that arose in the analysis was the 

health personnel. The appraisal was both positive and negative, and in 

many cases, they were discursively constructed in polar extremes, associated 

with war metaphors, portraying them as “heroes” or “enemies.” Not only 

do medical doctors emerge in the corpus, but also nurses and mental health 

professionals. Regarding the preference for a male or female physicians, 

both were found in the corpus. When the patient evaluated her choice for 

a male gynecologist, she mentioned her values of  intellectual reliability. 

When the professional was female, the reasons behind the preference 

mostly referred to solidarity, sympathy, and alignment, as can be seen in the 

following example:
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me angustiaba el hecho de que muchas veces | cuando iba sobre todo 

a ginecólogos hombres como que me hacían sentir que yo estaba 

exagerando | como que no podía ser tanto el dolor | y como dentro de 

todo las ginecólogas en general sentía | no sé como que no me entendían 

|	…	|	 y	hasta	 que	 la	 ginecóloga	 con	 la	 que	 fui	 ese	 año	|	 en	 realidad	

cuando me dijo como qué era lo que tenía  (I was distressed by the fact that 

many times | when I went mostly to male gynecologists like they made me 

feel like I was exaggerating | like it couldn’t be so much pain | and like in 

general with female gynecologists in general I felt | I don’t know as if  they 

didn’t understand me | … | and until the gynecologist I went with that 

year	|	actually	it	was	then	when	she	told	me	what	I	had)

Another frequent entity that emerged in the corpus comprises the patients’ 

relatives, usually the mothers in the early stages of  the condition. The 

category also included children, friends, colleagues, and partners. They are 

the	 subjects	 that	usually	 constitute	 the	affective	networks	of 	 the	patients,	

but their descriptions have a strong individual character. They focus on 

themselves and on what they have experienced, usually neglecting others 

around them. It is interesting that, contrary to our expectations, the entity 

“men” only appeared twice in the whole corpora. Another unexpected 

finding	 is	 the	 role	 assigned	 to	 motherhood.	 Our	 culturally	 impacted	

identities lead us to anticipate high percentages of  references to fertility 

and the relevance of  the pathology regarding the possibility of  becoming 

mothers. However, the data showed the opposite. This can be observed in 

the following segment from an interview:

le conté [al médico] mi historia que quería operarme y me dijo::: no y yo 

como || ¿por qué? Me dijo no es que tú eres muy joven aún y yo ya:: ¿y 

qué? Me dijo no si te vai a operar hazlo cuando querai ser mamá y yo le 

dije es que:: yo no quiero ser mamá y me dijo ¡pero cómo si estai en una 
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relación	hace	mucho	tiempo!	-	porque	en	ese	entonces	llevaba	cinco	años	

pololeando	…	yo	te	aseguro	que	de	aquí	a	cinco	años	tú	vai	a	querer	ser	

mamá y yo quedé como no en verdad no quiero jamás ha estado en mis 

planes la maternidad yo solo quiero mejorar mi calidad de vida || me dijo 

no ¿y por qué no queris ser mamá? yo le dije pucha como que en verdad 

mis razones van en parte por conciencia medioambiental siento que el 

planeta no está para traer más gente al mundo | me dijo ¡aah! pero en ese 

caso te sucidai. 

(I told [the doctor] my story that I wanted to have surgery and he told 

me::: no and I asked || why? He told me no you’re still very young and 

I said:: so what? He said no, if  I operate on you and then you want to be 

a mother and I told him: I don’t want to be a mother and he told me, 

but you’ve been in a relationship for a long time! - because at that time I 

had	been	going	out	for	five	years	…	I	assure	you	that	five	years	from	now	

you will want to be a mother and I didn’t really want to. I never wanted 

to. Motherhood has never been in my plans. I just want to improve my 

quality of  life. || He said no, and why don’t you want to be a mom? I said 

to him, my reasons are partly due to environmental awareness, I feel that 

the planet is not in a condition to bring more people into the world | he 

told	me	oh!	but	in	that	case	why	don’t	you	commit	suicide?)

The example above is a clear illustration of  how cultural factors have a 

direct impact on health practices. In this instance, the gynecologist refused 

to perform the surgical procedure and seriously questioned the patient’s 

decision not to have children, regardless of  her condition. Even when the 

topic was not relevant to this patient, the doctor emphasized the motherhood 

role that was culturally expected from a young woman. 

When	analyzing	the	corpus,	it	became	evident	that	women	who	suffer	

from	endometriosis	worry	most	about	pain	and	how	it	affects	their	quality	

of 	 life.	 Facchin	 et	 al.	 (2015),	 in	 their	 article	 “Impact	 of 	 endometriosis	
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on	 quality	 of 	 life	 and	mental	 health:	 Pelvic	 pain	makes	 the	 difference,”	

observed	 the	 significant	 impact	of 	 endometriosis	 on	 the	patients’	 quality	

of 	life,	anxiety,	and	depression.	They	emphasize	that	the	difference	in	life	

quality	 really	 depends	 on	 whether	 the	 woman	 suffers	 pelvic	 pain.	 The	

feeling is described as absolutely incapacitating. When patients are in deep 

pain, nothing else matters to them. They cannot move; they cannot think; 

all they want is to be free from pain. This, in turn, is associated with the idea 

of  a “normal life.” In line with this notion of  “normality,” some even report 

that they regret having normalized menstrual pain, and they all agree upon 

the recurrent idea that female pain should not be considered normal. 

The	narratives,	then,	circle	back	to	where	they	started.	At	first,	they	did	

not know what was causing them debilitating pain, they had no information 

about	their	condition,	and	because	of 	that,	they	suffered	terribly.	Now	they	

know and feel responsible for making endometriosis visible to help other 

women and for outweighing the cultural voice that imposes a model of  

women	who	must	endure	suffering.	

Concluding Remarks

It was 1979 when the International Association for the Study of  Pain 

(IASP)	defined	pain	as	“An	unpleasant	sensory	and	emotional	experience	

associated with actual or potential tissue damage, or described in terms of  

such damage.” It seems obvious nowadays to associate the phenomenon of  

feeling pain with an emotional impact. It seems commonsensical to consider 

that	years	of 	suffering	a	chronic	disease	like	the	one	I	have	analyzed	in	my	

study leave profound traces on a patient’s personality and mental health. 

Nevertheless, listening to the patients’ voices is not as common of  a practice 

as it should be.

The	objectives	of 	this	essay	were	to	explore	(1)	how	language	is	used	

by	 Spanish-speaking	women	 from	Chile	 to	 construct	meanings	 of 	 affect	
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in	narratives	of 	endometriosis	experiences	across	discourse	genres,	and	(2)	

which entities these patients evaluate in their narratives. The implementation 

of  analytical tools from the System of  Appraisal have allowed us to identify 

patterns of  evaluative meanings, in other words, evaluative prosodies that 

consolidate	the	idea	that	endometriosis	patients	usually	suffer	long	years	of 	

chronic pain, not only physically but also emotionally. The normalization 

of 	female	pain,	the	naturalization	of 	menstrual	suffering,	and	the	cultural	

mistrust of  women’s emotions impoverish chronic patients’ life quality. A 

lack of  real concern prevents timely diagnosis and, in turn, the patients’ 

possibilities of  leading “normal” lives.  

Our	 findings	 point	 to	 misconceptions,	 false	 expectations,	 imposed	

cultural	roles,	and	a	generalized	lack	of 	sympathy	towards	those	who	suffer.	

We hope to have contributed to a better understanding of  what chronic pain 

patients feel, as well as what they care about and worry about. These results 

should raise our awareness of  how sad they may feel and the need to play 

a more sensitive, compassionate role in social interaction. We also hope to 

have shed light on understanding how language operates in the construction 

of 	affective	meanings,	which	may	not	be	so	clear	to	the	untrained	eye.	
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Advance	Health	Care	Directives,	End-of-Life	
Considerations,	and	the	COVID-19	

Pandemic

Yu-Han	Chao

Abstract:
With	 the	 uncertainty	 that	 the	 COVID-19	 pandemic	 has	 brought	 into	

the	 lives	 of 	 people	 across	 the	 world,	 Advance	 Health	 Care	 Directives	

and end-of-life considerations are no longer hypothetical thought 

exercises or unlikely legal what-ifs, but an important way to safeguard 

your and your loved ones’ quality of  life and wishes. The beginning of  

this paper discusses the author’s own experience with end-of-life issues 

using her mother, who became critically ill and had no Advance Health 

Care	Directive,	 as	 a	 case	 study.	The	paper	 then	describes	 some	of 	 the	

author’s	experiences	as	an	ICU	nurse	during	the	COVID-19	pandemic.	

Many patients’ families had to make healthcare decisions for their family 

members without knowledge of  their wishes and also with limited health 

literacy regarding disease processes, prognoses of  their loved ones, and 

treatment options. The last section of  the paper details parts of  a typical 

Advance	Health	Care	Directive	Form.	The	general	public	often	does	not	

have	a	clear	understanding	of 	the	process,	risks,	alternatives,	and	benefits	

of 	 intubation,	 cardiopulmonary	 resuscitation,	 artificial	 nutrition,	 and	

other medical interventions. The author describes what these treatment 

options look like in reality, in addition to discussing quality of  life and the 

patient experience. 



Many cultures may traditionally consider it inauspicious to talk about 

end-of-life	 issues,	 but	 with	 the	 uncertainty	 that	 the	 COVID-19	

pandemic has brought into the lives of  people across the world, Advance 

Health	 Care	 Directives	 and	 end-of-life	 considerations	 are	 no	 longer	

hypothetical thought exercises or unlikely legal what-ifs, and are now an 

important way to safeguard our own and our loved ones’ quality of  life and 

wishes.	There	are	many	parts	to	an	Advance	Health	Care	Directive	Form,	

and	all	of 	 them	are	customizable	 to	your	preference.	You	can	receive	or	

decline	the	specific	care	and	interventions	desired	should	a	medical	need	

arise,	designate	a	Power	of 	Attorney	(and	back-up	candidates)	as	a	decision	

maker, and make clear whether you want certain interventions, such as 

chest compressions and electrical shocks to the heart, intubation to support 

breathing,	artificial	nutrition,	or	other	measures.

This paper opens by discussing my experience with end-of-life issues 

with my mother as a case study. When my mother became ill in 2015, I 

was a college lecturer who had been in the humanities my entire life and 

possessed limited knowledge about medical terminology and interventions. 

My mother arrived by ambulance at a hospital in southern California, 

unconscious and septic. Not only had she practically never been to a doctor, 

she	had	no	Advance	Health	Care	Directive	drawn	up,	and	we	had	to	guess	

her preferences in any given situation. At one point, many non-family 

members from the community tried to insert themselves into the decision-

making process when we were discussing her code status and treatment 

options with the interdisciplinary healthcare team. 

This paper highlights end-of-life concerns from my point of  view as an 

Intensive	Care	Unit	nurse	during	the	COVID-19	pandemic.	Many	patients’	

families, much like my own when my mother became ill, had to make 

healthcare decisions for their ill family members without knowledge of  their 

wishes and also with limited health literacy regarding disease processes, 

prognoses of  their loved ones, and what treatment options really look like in 
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reality. Because the novel coronavirus had the possibility of  making many 

individuals with various risk factors critically ill, sometimes regardless of  

age, these patients’ families not only experienced grief  and fear, but were 

also	faced	with	such	impossible	decisions	that	they	had	difficulty	agreeing	

on a medical plan of  care for their loved ones. Meanwhile, the patients 

remained	intubated	on	breathing	machines,	suffered	organ	failure	requiring	

daily dialysis, and required multiple intravenous medications around the 

clock, including sedation, analgesia, and sometimes paralytics, to help them 

remain compliant with mechanical ventilation and, ultimately, compatible 

with life.

Finally,	various	parts	of 	a	typical	Advance	Health	Care	Directive	Form	

will	be	explained.	This	includes	designating	decision	maker(s),	instructions/

wishes for health care, organ and tissue donation, and a primary care 

provider. The general public does not usually have a clear understanding of  

the	process,	risks,	benefits,	and	alternatives	of 	intubation,	cardiopulmonary	

resuscitation,	 artificial	 nutrition,	 and	 other	 medical	 interventions.	 I	 will	

describe what some of  these treatment options look like in reality, as well as 

discuss the importance of  quality of  life alongside the patient’s experience 

and	potential	pain	and	suffering.

Case Study

My	first	 introduction	 to	Advance	Health	Care	Directives	 and	 end-of-life	

issues was when my mother fell ill in the summer of  2015. That summer, 

bleary-eyed and sleep-deprived, with my three-year-old in tow while caring 

for	my	dying	mother,	I	googled,	“Do	hospice	patients	live	forever?”

I was not yet a Registered Nurse, but that summer, I was my mother’s 

hospice nurse. Every two hours, I administered morphine sulfate, and every 

four to six hours, lorazepam, which, together with the morphine, helped 

manage her pain. Because she was dying. Her illness was sudden: bacterial 



meningitis, a result of  the infected tumors in her uterus from endocervical 

cancer that had metastasized, or spread. She was always afraid of  hospitals 

and never went to a doctor, even when she should have. She did not have a 

primary care physician even though she had many family friends who were 

doctors. No one knew she had cancer. Where she grew us, my brothers and 

me, death grew as well. 

By the time my brothers and I were informed by my father about our 

mother’s illness, and I traveled down to southern California from central 

California,	she	had	already	been	transferred	to	a	different,	specialty	hospital	

where she had her second surgery, a drill in her skull to insert a catheter to 

monitor and reduce elevated pressure in her brain. She was partially shaven, 

sedated,	and	intubated.	Days	passed,	and	the	intensivist	approached	us	to	

consent to another procedure, a laminectomy, to potentially restore her 

lower	body	motor	function	since	she	had	displayed	no	reflexes	below	the	

waist after her initial hospital admission. 

As an Intensive Care Unit nurse now, I look back and strongly question 

why they were suggesting invasive, costly surgery after surgery for someone 

filled	with	cancer,	dying	from	bacterial	meningitis,	who	had	no	quality	of 	life	

or much life expectancy whatsoever. At the time, however, I knew little about 

medical topics, had to look up every other specialized term or acronym used 

by the healthcare team, and did not know what we were getting ourselves 

into. “If  it would help Mom, of  course, do it,” we all thought, so she was 

subjected	 to	 a	 third	 procedure,	which	made	no	difference	whatsoever	 in	

outcome. Nobody on the healthcare team mentioned hospice or comfort 

care until my aunt’s pastor came in to visit and told my aunt that she should 

ask the doctor about hospice or palliative care. Pastors knew what near-

death looked like, I guess. Hospice care is medical care that focuses on 

the palliation of  a patient’s pain and symptoms; hospice patients usually 

have a prognosis of  six or fewer months to live. The goals of  hospice care 

are prioritizing comfort and quality of  life, as well as reducing pain and 
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suffering	(Ignatavicius	and	Workman	2013,	95).	Comfort	care,	or	palliative	

care, is healthcare that optimizes quality of  life and comfort (the opposite 

of 	pain)	in	gravely	ill	patients.	

Meanwhile, we visited my mother every day in the Critical Care Unit 

and waited, not knowing what else to do. I remember asking one of  the 

nurses if  the “Critical Care Unit” was the same as an Intensive Care Unit, 

and	she	said,	“Yes,”	looking	at	me	like	I	was	stupid.	I	was	too	disappointed	

to	 feel	offended	because	my	 limited	understanding	of 	medicine	was	 this:	

ICU	meant	serious	illness,	and	somehow	if 	CCU	were	different	from	ICU,	I	

could still hold onto the hope that my mother was not quite so sick. She was. 

One day, when we were not present at the hospital, my mother’s heart 

stopped, what we call a Code Blue in the ICU. As her code status was still 

the default “Full Code,” the health care team did whatever it took to get her 

back, maybe compressions, maybe electrical shocks, maybe medications, or 

all of  the above. Full code means that if  someone’s heart stops beating or 

they stop breathing, all resuscitation measures are provided to keep them 

alive. After they resuscitated and temporarily stabilized her, the doctor 

finally	 suggested	 that	we	 consider	 changing	her	 code	 status	 to	DNR,	do	

not resuscitate, so that if  her heart stopped again, she could go in peace 

without being shocked or having her ribs fractured with compressions. 

A Taiwanese “family friend” who was not related to us, and whom my 

brothers and I did not know, had started asking the hospital for updates 

on his own after helping interpret what doctors were saying for my father 

before I arrived in southern California and became the new interpreter. 

An	 official	 interpreter	 trained	 in	 medical	 terminology	 or	 interpretation	

service really should have been used instead. This family friend found out 

what	happened,	that	a	DNR	status	was	being	recommended,	and	violated	

HIPAA (Health Insurance Portability and Accountability Act, regulations 

that	protect	patient	privacy)	by	telling	everybody	in	my	mother’s	southern	

Californian, Taiwanese community about the matter.
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Soon, my family and I received call after call from complete strangers 

(to	us)	 that	were	 friends	 of 	 our	mother’s.	With	no	understanding	of 	 her	

wishes, her prognosis, or the extreme measures already taken, these people 

pleaded with us to “give her another chance,” to “please do not let her die, 

we	love	her	so	much,”	and	so	on.	This	made	an	already	difficult	decision	

and situation even harder, and certainly delayed the entire matter as well as 

the transition to comfort care for days because my aunt, swayed by the calls, 

became	persuaded	against	the	approach	of 	comfort	care.	During	this	delay,	

my	mother	was	kept	at	a	level	of 	sedation/anesthesia	that	would	not	have	

left	her	pain-free	because	she	had	to	be	checked	for	reflexes	(which	she	was	

not	displaying)	and	signs	of 	improvement	every	shift,	which	is	the	common	

practice of  intensive or critical care units. 

As an ICU nurse now, I have learned that being intubated and 

ventilated by a breathing machine, as well as receiving the necessary care 

and treatment in a hospital, are not guaranteed to be pain- and discomfort-

free, even with sedation and pain medication. I feel anger thinking back, 

knowing that my mother had been put through all those surgical procedures 

and futile interventions. It should have been quite clear, as soon as imaging 

showed she was full of  cancer and testing revealed her blood and cerebral 

spinal	fluids	to	be	massively	infected	with	bacteria,	that	there	was	no	reason	

to keep her intubated for weeks while undergoing multiple invasive surgeries. 

The	care	she	received	was	futile	and,	essentially,	prolonged	her	suffering.

After	 many	 days	 of 	 disagreements	 and	 delays,	 my	 family	 finally	

transitioned my mother to comfort care. After they unplugged her from 

the ventilator, we thought she would gasp for breath and crash, her organs 

shutting down one by one. Surprisingly, without the machine, she breathed 

quite well on her own, and my aunt began questioning the palliative care 

decision all over again, especially when she had to speak to more of  our 

mother’s friends, who had so wanted us to “Give her another chance.” 

When my mother was considered stable a few hours after extubation 
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(discontinuing	intubation	and	ventilation),	and	once	the	hospital	bed	and	

oxygen tank had been delivered and set up at my parents’ house, we went 

home to wait for her to arrive by ambulance. We would have her home with 

us, where the case manager and hospice nurses would train me to care for 

her, which I did until the case manager deemed her close enough to passing 

that hospice nurses were sent back to support us and pronounce her death.

The time between the beginning and the end of  hospice stretched 

indefinitely.	I	 felt	delirious	and	numb	from	lack	of 	 sleep	by	day	nineteen	

of, “I expect that she does not have a week,” according to the palliative 

care doctor, whose bill for conversing with us for a few minutes was $1000. 

Staying alive was expensive. It turned out dying was as well. Two weeks 

in the ICU, three surgeries, followed by hospice. The bills started arriving. 

Arrangements	had	to	be	made.	Funeral,	burial,	coffin,	headstone.

Towards the end of  her home hospice period, my mother was making 

a moaning kind of  sound, as if  in pain. In the beginning, we turned her 

every two hours, after her morphine. Now, the slightest touch brought on 

a grimace. Sometime during the last few nights, her soft, rattling moans 

became constant, with every breath. The night nurse said it was involuntary 

as	 it	was	 rhythmic,	 and	 she	was	 unlikely	 to	be	 in	 pain.	 Just	 the	normal,	

loosened vocal cords of  a dying woman, vibrating. I did not know otherwise, 

and Google was no help. Another nurse came and went, also saying the 

sounds she was making were normal. All the nurses who visited or stayed 

said	different	things,	however,	I	soon	learned.	Every	time	they	told	us	to	say	

our goodbyes, that today would be the day, or tonight would be the night, 

my mom hung on, like a zombie, and I woke up every hour at night, if  I 

slept at all.

“Still zombie-ing,” I updated my brothers on Google chat, and they 

knew I was talking about her, though I could just as well have been talking 

about myself.

Soon, she was moaning softly every second. My dad, who had given 
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up sneak-feeding her his ginger concoction against the doctor’s orders, 

still insisted on force-exercising her, as if  his physical therapy would make 

her get up and walk again. As he moved her legs and arms in circles, she 

grimaced,	and	the	nurse	looked	horrified.

“Stop it; you’re abusing her,” I barked at him.

He stopped, unhappy. None of  us were happy. She was dying, and there 

was nothing we could do. 

Nothing besides the morphine, lorazepam, and hyoscine tablets so 

she	didn’t	choke	to	death	on	her	own	terminal	fluids.	It	actually	said	“for	

terminal secretions” on the orange CVS bottle. The bottle looked exactly 

the same as any other prescription medication.

Nothing was ever what one expected.

All four of  my grandparents were still alive, yet here was my mom, 

dying. We blamed it on American healthcare, or lack of  it. She was afraid 

to go to the doctor, ever, because of  the cost, and now she was dying, and 

racking up the medical bills anyway.

The morning nurse came.

“This isn’t right,” she said, when she heard the rhythmic moaning. “I 

don’t like it.”

She gave my mother an extra dose of  morphine. She was too weak to 

even choke on it now; she slowly calmed down, and stopped moaning.

“Anything you want to say to her, tell her while you have a chance,” the 

nurse said.

I trudged over to my mother’s bedside, mumbled some vague thank-

yous, and looked at her face. 

It was white.

Now that I am a nurse, looking back, I question everything: the moaning, 

the multiple highly specialized surgeries for someone with poor prognosis 

and projected quality of  life, why nobody talked to us about comfort care 

and hospice until we had to ask about it ourselves.



  Chao           111

While having my mother in the ICU and on home hospice was a 

challenging time, I also cherished the time that I had with her. It was an 

honor	and	privilege	to	spend	her	final	days	with	her,	alleviate	her	pain	with	

medications and soothe her with words, which we were told she could hear, 

because hearing is the last to go. Comfort care and hospice were also a 

much more peaceful process than one would expect, and it was wonderful 

to take my mother home to the house she had loved dearly, so she could live 

out	her	final	days	in	the	comfort	of 	her	own	bedroom,	where	the	sun	shone	

in every morning, the breeze entered, and birds chirped outside the window 

all day long.

I hope as many people as possible can learn about Advance Health 

Care	 Directives	 and	 end-of-life	 concerns	 so	 that	 they	 can	 make	 their	

preferences	 for	 treatment	known,	 ideally	 through	official	documentation,	

but	 even	 an	 informal	 (or	 formal)	 discussion	with	 family	members	 helps.	

That	way,	patients	do	not	suffer	needlessly	or	against	their	wishes,	and	their	

families do not experience the additionally complicated grief  of  having to 

make impossible healthcare decisions that may leave them with a lifetime 

of 	emotional	turmoil,	regret,	guilt,	trauma,	and	possibly,	financial	burden.

The COVID-19 Pandemic

When	the	first	cases	of 	coronavirus	were	being	covered	in	the	news,	I	was	a	

Registered Nurse in the surgical department at our local hospital, where my 

clients were pre-and post-operative patients who had scheduled or emergent 

surgical	 procedures.	Most	 day-shift	 surgical	 floor	 nurses	 had	 decades	 of 	

experience,	so	without	much	seniority,	I	was	the	first	to	float	to	the	COVID	

floors.	This	was	 early	 in	 the	 pandemic,	when	 a	 nurse	was	Lysol-ed	 at	 a	

supermarket, healthcare workers were shunned like pariahs, and racist acts 

against Asian-Americans like myself  were being reported in the news. I 

spent my birthday weekend alone at home because my ex-husband, who 



talked to me from behind a gate he would not open, refused to let me pick 

up	my	daughter	per	our	custody	agreement	because	I	had	been	floated	to	

the	COVID	floor.	He	did	not	want	to	put	our	daughter	at	risk,	he	said.	The	

pandemic was bringing out the worst in all of  us, it seemed. In the US, 

many individuals resisted masking, which protected others, because of  their 

“right” not to wear a mask. I was afraid to go to the store, because of  the 

above-mentioned Lysol incident, because I was Asian, and also because I 

did	not	want	to	catch	COVID.	

COVID	patients	who	came	in	early	on	in	their	illness	needed	maybe	

two	to	fifteen	liters	of 	oxygen	a	minute	delivered	through	flexible	tubing,	

called nasal cannulas, to their nostrils. When patients did not improve 

because the virus had damaged the tiny air sacs called alveoli in their lungs, 

they	often	required	a	high-flow	nasal	cannula	that	delivered	up	to	60	liters	

of 	 100	 percent,	 humidified	 oxygen	 a	 minute,	 or	 even	 a	 BiPAP	 (bilevel	

positive	 airway	 pressure)	 mask	 and	 machine.	 BiPAP	 machines	 pushed	

oxygen into the patients’ lungs on inhalation and continued to force air in 

during exhalation to keep the air sacs in the lungs open and not collapsing. 

Many patients found the BiPAP masks highly uncomfortably and anxiety-

inducing,	yet	if 	they	took	off	their	masks,	within	minutes	their	oxygen	levels	

could fall to dangerously low levels. If  patients were still struggling with 

BiPAP	or	high-flow	nasal	cannulas,	with	their	oxygen	levels	continuing	to	

decline, a provider usually ordered an ABG, arterial blood gas, to check the 

levels	of 	carbon	dioxide	(waste)	and	oxygen	(what	we	need	to	stay	alive)	in	

the blood. If  the ABG level was not good, it would be time for the patient 

or their family to decide if  intubation was something they desired, knowing 

that ventilation by machine also often meant sedative-hypnotics, possibly 

even	paralytics,	and	no	more	talking.	The	prognosis	of 	a	COVID	patient	

requiring mechanical ventilation was also extremely poor. By the time a 

patient	required	high	levels	of 	oxygen	on	high-flow	nasal	cannula	and	or	
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a high percentage of  oxygen on a BiPAP machine but still desaturated 

(experienced	decreasing	oxygen	levels),	 they	were	often	transferred	to	the	

ICU, due to the possibility of  rapid decline and the potential need for 

intubation. 

When elective surgeries were put on hold due to the pandemic (mostly 

scheduled	knee	or	hip	replacements),	I	began	additional	training	and	floated	

to the Intensive Care Unit, as there was a high demand for nurses to care for 

the	increasing	number	of 	COVID	patients	on	the	unit.

I	started	in	the	ICU	during	the	worst	of 	the	winter	COVID	surge	of 	

2020.	Just	about	every	room	had	a	COVID	patient	 in	 it,	and	there	were	

overflow	 ICU	 patients	 in	 the	 Post-Acute	 Recovery	 Unit,	 which	 used	 to	

be	 a	 fairly	 cheerful	 unit	where	 surgical	 patients	 recovered	 briefly	 after	 a	

procedure,	before	going	home	or	to	another	department	or	floor.	Almost	all	

the	COVID	patients	were	not	only	intubated,	but	also	had	an	arterial	line	

due to hemodynamic instability, and some also had multiple chest tubes to 

drain	fluid	and	blood	from	their	drowning	lungs.	Sometimes	it	seemed	that	

if  anyone so much as looked at a patient, their oxygen level desaturated 

to unacceptable levels that may require strenuous manual bagging with a 

bag valve mask that pumped air into the patient’s airway, the sanitary in-

hospital equivalent of  forceful mouth-to-mouth resuscitation. 

There	have	been	patients	who	were	able	to	be	weaned	off	a	ventilator	

and sedation and woke up after having been intubated for months. One 

reported that the routine suctioning that we performed on ventilated 

patients as frequently as needed and at least every three or four hours felt 

like their “brains were being sucked out.” Repositioning or proning (being 

turned	onto	 the	belly,	 a	 practice	 that	 helped	 some	patients’	 lungs)	 could	

feel	like	they	were	“being	dropped	on	the	floor.”	Hallucinations	were	also	

possible	side	effects	of 	some	medications	necessary	to	support	patients’	lives	

and intended to keep them comfortable. Some patients who survive but 
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cannot	get	off	the	breathing	machine	get	a	tracheostomy,	an	incision	in	the	

throat to insert a breathing tube, which is then connected to a mechanical 

ventilator so that they can continue to receive breathing support. Once 

these “trached” patients are deemed stable enough to no longer have to be 

in a regular intensive care unit, they can transition to long-term acute care 

hospitals. Usually, the tracheostomy and PEG (percutaneous endoscopic 

gastrostomy, a feeding tube surgically inserted into the stomach through 

the	 abdominal	 and	 stomach	 walls)	 insertion	 procedures	 are	 done	 at	 the	

same time so that the patient can be maintained long-term on oxygen and 

nutrition. Those were our success stories, the patients who were transferred 

out	 of 	 the	 hospital	 alive	 after	 months	 of 	 intubation	 after	 COVID	 had	

ravaged their bodies.

Families cried over their hospitalized family member on one end of  

their devices at home while we held up an iPad in the negative pressure 

COVID	room	so	that	 the	family	could	see	their	 ill	 loved	one,	and	family	

conferences were held over the phone while the doctors discussed next 

steps and treatment options. Sometimes the process felt like grasping 

at straws because most of  these patients, once they required a breathing 

machine,	would	not	make	it,	and	their	families	had	great	difficulty	grasping	

that, so the healthcare team tried more medications, ventilator settings, 

more interventions. The families came armed with prayers from entire 

congregations, buoyed by stories of  someone who was related to someone 

they	knew	who	had	woken	up	just	fine	from	a	five-year	coma,	but	the	thing	

was	that	those	stories	were	not	about	COVID	patients.	COVID	was	new,	

different,	capable	of 	causing	damage	to	every	body	system	or	organ,	and	

terrifying. We fought it, and the patients and their families fought it valiantly 

as well, until the very end. 

Nobody	seemed	safe	until	finally,	new	mRNA	(messenger	ribonucleic	

acid)	 vaccines	 entered	 the	 scene.	Healthcare	workers	 got	 vaccinated,	 the	
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elderly and immunocompromised got vaccinated, the general public got 

vaccinated,	and	now,	finally,	children	can	get	vaccinated	against	COVID-19	

as	well.	The	elderly	could	finally	safely	gather	with	their	family	members	

again.	The	socially	isolated	children	(and	their	longsuffering,	homeschooling	

parents)	had	endured	enough.	

Over time, from what we were seeing in the hospital, vaccination, 

whether	Johnson	&	Johnson,	Pfizer	or	Moderna,	often	made	the	difference	

between	 a)	 a	 COVID-positive	 grandma	 chilling	 on	 room	 air	 or	 b)	 an	

unvaccinated,	 previously	 healthy	 young	 father	 kept	 alive	 (barely)	 by	 a	

ventilator pushing 100 percent oxygen hard and fast into his scrub-daddy 

lungs, whose cardiovascular system needed continuous IV medication 

to	 halfheartedly	 pump	 blood	 and	 whose	 kidneys	 filtered	 nothing	 and	

necessitated daily dialysis. Additionally, the pain and discomfort of  his 

illness and such necessary interventions required continuous opioid pain 

medication and sedative-hypnotics or he would not be able to bear another 

minute of  it all. A tracheostomy, PEG tube and living out the remainder of  

life in a long-term acute care hospital would be the happy ending here—

only it wasn’t, really.

Working	 in	a	COVID	ICU	was	challenging,	especially	when	 it	came	

to seeing hopeful or grieving families on the other end of  the iPad, seeing 

pictures of  our patients’ babies, or even witnessing their elderly family 

members crying outside their rooms, collapsing into wheelchairs after they 

passed. 

It has truly been an honor, however, to be able to take care of  patients in 

their	final	days,	final	hours,	to	be	one	of 	the	last	people	to	clean	them,	care	

for them, talk to them, or hold up an iPad so their family can say goodbye 

and express their love for them. I am grateful every day for my job and feel 

privileged to be there, too often at the end.
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Advance Health Care Directive Forms

The	California	Advance	Health	Care	Directive	Form	that	I	use	as	a	reference	

is	just	a	sample	of 	a	generic	Advance	Health	Care	Directive	Form	–	every	

part of  it is customizable to the user’s preference – no standard format is 

required.	It	does	allow	you	to	specify	which	individual(s)	can	serve	as	your	

decision	maker(s)	if 	you	become	incapacitated,	provides	examples	of 	what	

types	 of 	 care	may	 be	 offered	 in	 the	 event	 of 	 a	medical	 emergency,	 and	

allows you to state your preferences should similar situations arise. While 

competent and able to make your own decisions, you can also revoke or 

replace	an	Advance	Health	Care	Directive	Form	at	any	point.

Part 1. Power of  Attorney for Health Care
Part 1 allows you to designate another individual as an agent to make 

health	care	decisions	for	you.	You	may	state	whether	the	medical	decision	

maker can start making decisions for you upon the signing of  the Advance 

Directive	 form,	 or	 only	 if 	 and	 when	 you	 become	 incapable	 of 	 making	

your	own	healthcare	decisions.	You	can	limit	the	authority	of 	an	agent	as	

much or as little as desired. An agent may consent to any care, imaging, 

tests,	surgical	procedures,	and	medications	not	specifically	excluded	in	the	

Advance	Health	Care	Directive.	

Withholding	 or	 providing	 artificial	 nutrition	 and	 hydration	 are	 also	

decisions	 to	 be	made.	 Artificial	 nutrition	 and	 hydration	 come	with	 risks	

depending	 on	 the	 method—intravenous	 (IV)	 nutrition	 carries	 the	 risk	

of 	 infection,	 and	 artificial	 nutrition/formula	 using	 a	 feeding	 tube	 that	

goes through the nostril, down the esophagus, and into the stomach can 

be exactly as uncomfortable as it sounds. A surgically-inserted tube into 

the stomach for nutrition requires an invasive procedure that also comes 

with typical surgery-related risks, including infection and bleeding. Since 

nutrition and hydration may also prolong life expectancy unless severe 
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complications occur, quality of  life should be considered, too—a longer life 

spent in pain, especially if  you remain under “full code” status that allows 

for	repeated	vigorous	compressions	of 	the	chest	(which	can	fracture	ribs),	

electrical shocks, and other heroic measures to bring you back even if  you 

stop breathing or your heart stops.

Part 2. Instructions for Health Care
In Part 2, you can delineate your wishes regarding treatment to keep you 

alive, requested pain relief, and other additional wishes. It can be as general 

or	specific	as	you	desire.	

Regarding end-of-life decisions, you can tick the box in front of  “choice 

not to prolong life” or “choice to prolong life.” Choosing not to prolong life 

indicates,	“I	do	not	want	my	life	to	be	prolonged	if 	(1)	I	have	an	incurable	

and irreversible condition that will result in my death within a relatively 

short	 time,	 (2)	 I	 become	 unconscious	 and,	 to	 a	 reasonable	 degree	 of 	

medical	certainty,	I	will	not	regain	consciousness,	or	(3)	the	likely	risks	and	

burdens	of 	treatment	would	outweigh	expected	benefits”	(Advance	Health	

Care	Directive	Form).	The	 choice	 to	prolong	 life	option	means,	 “I	want	

my life to be prolonged as long as possible within the limits of  generally 

accepted	health	 care	 standards”	 (Advance	Health	Care	Directive	Form).	

These descriptions are broad enough that it still takes medical professionals 

a reasonable amount of  time and diagnostic tests or imaging to determine 

whether a condition is “incurable and irreversible” or whether one may 

“regain consciousness.” Some people have the misconception that choosing 

not to prolong life means if  someone goes to the hospital nobody will do 

anything. The healthcare team does everything except what Advance 

Health	Care	Directives	specifically	instruct	them	not	to	do.

The pain-relief  section form outlines, “Except as I state in the following 

space, I direct that treatment for alleviation of  pain or discomfort to 

be provided at all times, even if  it hastens my death: [space provided]” 
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(Advance	Health	Care	Directive	Form).	Sometimes	pain	can	be	so	great	that	

the amount of  medication needed to alleviate it may reduce the patient’s 

ability	to	breathe,	affect	their	level	of 	consciousness,	and	can	hasten	death.		

Other wishes can be anything else you feel strongly concerned about, 

from ventilators and dialysis to feeding tubes or blood transfusions. One 

of 	my	specific	wishes,	personally,	is	never	to	be	intubated,	because	of 	the	

poor prognosis of  someone requiring a ventilator to stay alive as well as the 

discomfort involved in the process of  intubation and staying on a ventilator. 

This	would	not	happen	if 	I	were	not	intubated,	but	I	definitely	do	not	want	

to get a tracheostomy, a surgical incision made in the throat and trachea to 

allow someone to live long-term on a breathing machine, either. Neither do 

I	want	artificial	nutrition	provided	through	a	PEG	tube.	“Trach	and	PEG”	

are common goals for patients who have been intubated for a prolonged 

time in the ICU, and they are as invasive as they sound. I want none of  that, 

even if  it “saves” my life, because I do not want to live with a tracheostomy 

in my throat and a PEG tube in my stomach, dependent on machines and 

healthcare professionals to keep me alive. I have a right to choose not to live 

a certain way—we all do.

Individual medications or treatments can require an explanation of  

risks,	 alternatives,	 and	 benefits	 from	 the	 provider	 to	 the	 decision	maker	

in order for informed consent to be given. Sometimes societal stigma and 

misconceptions around opioid pain medications cause the general public to 

fear medications like morphine and fentanyl, whether it is due to negative 

media coverage or fears that their loved ones may become addicted to the 

medication.	Using	opioid	pain	medication	to	alleviate	pain	and	suffering	in	

the intensive care unit or at the end of  life is nothing like people self-injecting 

or	ingesting	illegal	street	drugs	to	chase	a	high.	The	eighty-five-year-old	who	

needed morphine to tolerate the pain of  a massive abdominal surgery is not 

going to head onto the streets looking for another hit of  morphine after 

recovering from surgery and going home. It may be useful to indicate in 
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the	Advance	Health	Care	Directive	document	that	one	is	receptive	towards	

opioids or other pain medications or sedatives as necessary to reduce pain 

and	suffering,	or	state	otherwise.

If  there are any preferences regarding having a spiritual leader visit at 

end of  life, whether one prefers to die at home or at a healthcare facility, 

whether one wants an autopsy, and whether one desires to be buried or 

cremated, that can be documented as well. 

Part 3. Donation of  Organs, Tissues, and Body Parts at Death
Part	 3	 of 	 the	 Advance	Health	 Care	 Directive	 Form	 shares	 your	 wishes	

regarding whether to donate organs, tissues, and body parts after brain 

death. The American Academy of  Neurology guidelines determine brain 

death through four prerequisites that must all be met. The four criteria 

are the following: coma of  known cause, normal or near-normal body 

temperature, systolic blood pressure greater than 100mmHg, and at least one 

neurologic examination, usually by a neurologist or intensive care physician 

(Ignatavicius	 and	 Workman	 2013,	 954).	 These	 strict	 prerequisites	 for	

defining	brain	death	may	help	alleviate	the	general	public’s	misconceptions	

and	 concerns	 around	 organ	 donation,	 such	 as	 the	 (misguided)	 fear	 that	

their organs may be harvested from them while they are “still alive” if  they 

sign up to be an organ donor. Brain death is essentially death, especially 

when the rest of  the body is maintained temporarily by a breathing 

machine,	 artificial	 nutrition,	 and	 other	 modern	 medical	 interventions.	

Brain death may be diagnosed through tests such as cerebral angiography, 

electroencephalography, and cerebral computed tomographic angiography 

(Ignatavicius	 and	Workman	2013,	 954).	The	Uniform	Determination	 of 	

Death	Act	 states:	 “An	 individual	who	has	 sustained	either	 (1)	 irreversible	

cessation	 of 	 circulatory	 and	 respiratory	 functions,	 or	 (2)	 irreversible	

cessation of  all functions of  the entire brain, including the brain stem, is 

dead. A determination of  death must be made in accordance with accepted 
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medical	standards”	(Determination	of 	Death	2015).

One can indicate whether, after a diagnosis of  brain death, one wants 

to contribute body parts for transplant, therapy, research, or education 

(such	 as	 for	 teaching	 residents	 at	 a	 teaching	 hospital).	 According	 to	 the	

Health Resources and Services Administration, as of  March 2022, there are 

106,242 people on the national transplant waiting list in the US, seventeen 

people die each day while waiting for an organ, and one person’s donation 

of 	organs	can	save	as	many	as	eight	lives	(Organ	Donation	Statistics).	Every	

nine minutes, another person is added to the organ donation waiting list in 

the US, and the donation of  other parts can enhance the lives of  seventy-

five	others	who	may	not	have	life-threatening	conditions	but	who	can	benefit	

from	cornea,	skin,	or	other	donations	(Organ	Donation	Statistics).	A	patient	

and	their	family	may	find	great	comfort	in	knowing	that	they	were	able	to	

save the lives of  as many as eight people and greatly improve the quality of  

lives of  many more.

Part 4. Primary Physician
In Part 4, one can designate a physician to have primary responsibility for 

one’s health care, if  desired. Since trust and communication are important 

when discussing end-of-life care, selecting a physician one knows and trusts 

may be helpful to the process, if  at all possible, depending on insurance 

coverage and availability.

Part 5-7. Signature and Witnesses
Finally,	 like	 any	 legal	document,	 a	 signature	 concludes	 and	confirms	 the	

content	of 	 the	 form.	Once	 the	Advance	Health	Care	Directives	Form	 is	

completed, one can take it to a notary public to be notarized, or alternatively, 

have two witnesses sign the form instead of  hiring a notary public. The 

only requirements for the witnesses are that they may not be the patient’s 

family	members	or	a	beneficiary	of 	the	patient’s	estate,	nor	can	they	be	the	
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patient’s health care providers or workers at a health care facility where the 

patient currently resides.

Conclusion

In many cultures and communities across the world, people may shy away 

from talking about death and dying due to taboos and such topics being 

considered	morbid	or	unlucky.	Yet,	 after	 experiencing	an	unprecedented	

pandemic in recent human history, we are reminded daily of  the fragility 

of  life and the inevitability of  death. In the face of  such vicissitudes of  

life, discussing hypothetical treatment preferences and end-of-life care with 

family	and	having	a	completed	Advance	Health	Care	Directive	is	not	only	

wise,	it	prevents	unnecessary	(additional)	pain,	suffering,	and	turmoil,	and	

is	also	a	responsible	and	prudent	practice.	Advance	Health	Care	Directives	

should be treated as required, with matter-of-fact paperwork to be completed 

in	the	same	way	people	set	up	trusts,	list	beneficiaries	for	their	retirement	

accounts and investments, and write out their wills.

Usually, in acute care, we take all the heroic measures available to us to 

help	patients	fight	for	their	lives	and	to	support	all	their	organs	and	functions,	

unless	otherwise	specified	in	their	code	status.	Code	status	may	be	Do	Not	

Resuscitate,	 Do	 Not	 Intubate,	 or	 otherwise-specified	 Limited	 Code	 that	

states exactly what the patient or family wishes to have done or not done. The 

healthcare team always follows patients’ wishes as stated in their documents 

or as shared by their decision makers. Without clear Advance Health Care 

Directives,	it	is	important	to	consider	quality	of 	life	and	whether	the	patient	

may	be	suffering	with	little	to	no	hope	of 	leaving	the	hospital.	Comfort	care	

and	hospice	can	be	very	peaceful,	dignified,	gentle,	and	ultimately,	kind,	as	

it was for my mother and for many of  our patients. In particular, during the 

COVID	pandemic,	there	was	nothing	worse	than	going	through	code	blue	

after code blue on the same patient until, eventually, nothing would bring 
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them back, when the endless compressions, manual ventilation, shocks, 

medications,	all	of 	our	“heroic”	measures	 stopped	working.	Drenched	 in	

sweat	in	our	plastic	gowns,	shields,	N-95s,	and	other	PPE,	we	finally	give	

up,	staring	at	the	flat	line	on	the	electrocardiogram	while	the	vitals	monitor	

beeps urgently, objecting to the lethal heart rhythm that the program knows 

is incompatible with life. 

Advance	Health	Care	Directives	make	sure	patients	receive	exactly	the	

care they would have wanted, are not shocked, cardioverted, ventilated, or 

operated on against their will, and receive all the treatments that they do 

want. In the face of  a pandemic, more than ever before, it is important for 

people	to	address	the	different	parts	of 	the	Advance	Health	Care	Directives	

form	 as	 desired:	 designating	 decision-maker(s),	 instructions/wishes	

for health care, organ and tissue donation, and primary care provider. 

Healthcare workers want the best quality of  life possible for their patients, 

and if  death should come, the less pain and more peace and dignity, the 

better, but most of  all, it is paramount to honor the wishes of  patients and 

their decision makers, which can be clearly stated and documented in an 

Advance	Health	Care	Directive	Form.

I miss my mother and cherish every moment I had with her, from going 

to nightmarkets in Taiwan with her as a child to caring for her in her last 

days in America. I also wish we had not put her through the pain of  three 

futile surgeries, two weeks of  intubation in the ICU, and forced resuscitation 

(maybe	compressions,	maybe	electrical	shocks)	when	she	coded.	We	had	to	

make impossible decisions on her behalf, and I question them to this day.  
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Successful Global Health Partnerships 
Between Kansas and Congo: Addressing 

Capacity Building Needs, Ebola, 
and	COVID-19

Ithar Hassaballa and Ruaa Hassaballa-Muhammad

      Abstract:
Community engagement and participation are critical in addressing 

public health concerns, particularly contagious disease outbreaks that 

impact health, psychosocial, sociocultural, and environmental factors. 

Still, a top-down approach to public health often misses opportunities for 

innovation and authentic engagement. This essay describes key lessons 

learned	from	the	Ebola	response	effort	(2014-2016)	and	the	COVID-19	

response	effort	(2019-2020)	over	the	course	of 	a	partnership	between	the	

World	Health	Organization’s	(WHO)	Regional	Office	for	Africa	and	the	

WHO’s	Collaborating	Centre	 (WHO	CC)	 for	Community	Health	 and	

Development	at	the	University	of 	Kansas.	They	worked	together	to	create	

Africa-related examples for the Community Tool Box, evaluate the Ebola 

response	 effort	 through	 the	Community	Check	 Box,	 create	 an	African	

Health Action Toolkit, publish collaborative manuscripts on the Ebola 

response	 effort,	 and	 evaluate	 the	COVID-19	 response	 effort	 across	 the	

African region.
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Collaborative, community-engaged, comparative work is crucial in 

addressing gaps related to public health and development. This 

chapter describes such work between the World Health Organization’s 

(WHO)	Regional	Office	for	Africa	and	the	WHO’s	Collaborating	Centre	

(WHO	CC)	 for	Community	Health	 and	Development	 at	 the	University	

of  Kansas from 2011 to 2022. The two organizations worked together to: 

1)	create	Africa-related	examples	for	the	Community	Tool	Box,	an	online	

resource	 for	 building	 healthy	 communities	 through	 capacity-building;	 2)	

evaluate	 the	Ebola	 response	 effort	 and	 address	 a	 needed	 evaluation	 gap	

using	 the	 Community	 Check	 Box	 monitoring	 and	 evaluation	 tool;	 3)	

create an online African Health Action Toolkit to address public health 

goals;	 4)	 Publish	 collaborative	manuscripts	 on	 the	Ebola	 response	 effort,	

and	5)	 evaluate	 the	COVID-19	 response	effort	across	 the	African	 region	

(in	 47	 of 	 54	 countries).	 Collaborative	 community	 engagement	 is	 critical	

in addressing public health concerns, particularly with contagious disease 

outbreaks that impact health, psychosocial, sociocultural, and environmental 

factors. Comparative work further allows lessons learned from past disease 

outbreaks to be applied when new outbreaks happen and for communities 

to learn from one another globally in responding to public health issues. 

Engaging African communities in addressing their own community needs 

and concerns is not a new concept, as can be seen from community-based 

participatory research. Still, a top-down approach to public health often 

misses	opportunities	for	innovation	and	authentic	engagement.	This	effort	

produced abundant opportunities for engaging various team members, 

including	 the	 authors	 (who	 contributed	 to	 these	 projects).	 This	 chapter	

highlights the strengths and barriers of  this partnership; we share our own 

lessons	 learned	 as	 team	members	 on	 these	 projects,	which	 could	 benefit	

others doing similar work related to global health engagements.

The collaboration between the University of  Kansas’s Center for 

Community	Health	and	Development	and	the	WHO’s	Regional	Office	for	
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Africa encompassed capacity-building, technical support, and participatory 

evaluation	efforts	at	the	global	level	to	address	Ebola	and	COVID-19.	Two	

approaches that have prompted collaborative work and translated public 

health knowledge into practice are capacity building and participatory 

evaluation	 (Fawcett	et	al.	2003;	Chinman	et	al.	2005).	Technical	 support	

included training and using internet-based tools such as the “Community 

Tool Box,” which have also catalyzed the translation of  knowledge into 

practice	(Fawcett,	Francisco,	and	Schultz	2004).	These	efforts	have	resulted	

in	several	collaborative	products	that	have	the	potential	to	influence	health	

throughout the African region. Working over time and across contexts, 

this chapter shows the dynamic nature of  public health work: as new 

opportunities and challenges emerged, both organizations adapted to 

address timely concerns. 

The Collaborating Organizations

The World Health Organization was established on April 7, 1948 to direct 

and coordinate authority on international health within the United Nation’s 

system	by	1)	providing	leadership,	2)	shaping	the	research	agenda,	3)	setting	

norms	and	standards,	4)	articulating	evidence-based	policies,	5)	providing	

technical	support	and	sustainable	capacity,	and	6)	monitoring	health	trends	

(WHO	2016).	Comprised	of 	7,000	workers	 in	150	country	offices	within	

six global regions, the WHO is headquartered in Geneva, Switzerland. 

WHO’s collaborators include the United Nations, non-State actors, WHO 

Collaborating Centers, and Advisory Committees.

The	WHO’s	 Regional	 Office	 for	 Africa	 (WHO	 AFRO)	 is	 based	 in	

Brazzaville,	 Congo.	 WHO	 AFRO	 includes	 forty-seven	 of 	 the	 fifty-four	

African countries, with seventeen countries from West Africa, ten from 

Central Africa, and twenty from East and South Africa. Established in 1952 

and	 led	by	 the	Regional	Director	Dr.	Matshidiso	Rebecca	Moeti,	WHO	
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AFRO enables people in Africa “to attain the highest level of  health” (WHO 

AFRO	2014).	Another	function	of 	WHO	AFRO	is	to	gather,	analyze,	and	

disseminate	information	on	different	health	concerns.	At	the	regional	level,	

there	were	five	priority	areas	at	the	time,	one	of 	which	was	communicable	

diseases and the other of  which was preparedness, surveillance, and 

response. 

The WHO AFRO Health Promotion Cluster is tasked with 

promoting health, preventing non-communicable diseases, addressing 

social determinants of  health, and improving urban health. This cluster 

focuses on health promotion at all stages of  life through creating healthy 

environments	 (e.g.,	 physical/built,	 social,	 economic,	 food/nutrition,	 etc.),	

addressing socio-economic factors related to health, and ultimately bridging 

the	health	equity	gap	(WHO	AFRO	2014).	

There are inequities among countries, counties, districts, and villages 

in Africa that contribute to a high incidence of  disease, disability, and 

premature death. For example, politically stable countries like Tanzania 

have a higher quality of  life than those countries with political instability. 

These inequities propel WHO to enhance the social and economic factors 

that determine people’s opportunities for health. Multi-sectoral action is 

needed	to	coordinate	these	efforts	as	well	as	to	address	poverty	and	income	

inequality	 effectively.	The	environment	plays	 a	major	 role	 in	 community	

members’ health, for example. Unsafe drinking water and poor sanitation 

and	hygiene	directly	affect	people’s	health	and	increase	the	rate	of 	infectious	

diseases such as cholera and polio. These sectors include but are not limited 

to	housing,	water,	 food,	 security,	 sanitation,	policy,	finance	and	economic	

development, and transportation. Although the health sector is key in 

ensuring	a	high	quality	of 	life,	structural	determinants	(e.g.,	policies)	play	a	

significant	role	in	public	health.	WHO	AFRO	takes	a	holistic	view	of 	the	

factors	that	determine	health	both	directly	and	indirectly	and	identifies	the	

best approaches to address these issues depending on the context. Each 
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WHO AFRO country or member state is culturally, politically, economically, 

and linguistically unique, thus requiring unique action plans and strategies 

to address health issues. One of  the key challenges is that even within 

each member state, each region, town, or village can have a diverse set of  

people	with	different	cultural	beliefs,	languages,	and	community	challenges.	

Compared to other countries around the globe, African countries are 

generally the most culturally and linguistically diverse. For example, Togo is 

home	to	37	ethnic	groups	who	speak	39	different	languages	(Morin,	2013).	

WHO’s Collaborating Center at the University of  
Kansas

The	Center	for	Community	Health	and	Development	(CCHD),	a	WHO	

Collaborating	Centre,	is	located	at	the	University	of 	Kansas	and	is	affiliated	

with	the	Department	of 	Applied	Behavioral	Science	and	the	Schiefelbusch	

Institute	 for	 Life	 Span	 Studies.	 The	 CCHD’s	 mission	 is	 to	 support	

community health and development through collaborative research and 

evaluation, teaching, training, technical assistance, and capacity building. 

Established	in	1975,	the	CCHD	uses	behavioral	instruction	to	help	prepare	

people to take action and bring about community change (Fawcett et al 

2000).	The	CCHD’s	efforts	have	been	 influenced	by	multiple	disciplines,	

including behavioral psychology, public health, community psychology, 

and	 anthropology,	 to	 name	 a	 few.	 In	 1990,	 the	CCHD	began	providing	

evaluation and technical support for multiple foundation-funded initiatives, 

such as Project Freedom, the School Community Sexual Risk Reduction 

Project, and Neighborhood and Community Improvement Projects. At 

the	same	time,	the	CCHD	was	developing	methods	for	reliably	measuring	

community/system	 change	 as	 an	 intermediate	 outcome	 that	 can	 affect	

the environment, behavior, and health-related outcomes. The Center for 

Disease	Control	and	Prevention	recognized	this	community	measurement	
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approach as a model for assessing community change (for an example on an 

initiative	evaluating	cardiovascular	disease,	see	Fawcett	et	al.	1998).	

In	1995,	the	CCHD	developed	the	Community	Toolbox	(CTB).	The	

CTB	 is	 a	 tool	 that	 offers	 communities	 step-by-step	 processes	 on	 how	 to	

build	healthy	communities.	The	CTB	also	offers	a	space	for	communities	

to share how they have used the tools to solve public and community health 

and	 development	 problems.	 In	 1996,	 the	 CCHD	 developed	 the	 online	

monitoring	 and	 evaluation	 (M&E)	 system,	 now	 named	 the	 Community	

Check	 Box,	 to	 continue	 participatory	 evaluation	 services.	 Designated	 as	

a	WHO	Collaborating	Center	on	October	15,	2004,	 the	CCHD	uses	 its	

capabilities	 to	 support	WHO	Regional	 offices,	 particularly	 in	Africa,	 the	

Americas, and the Middle East. WHO Collaborating Centres are university 

or	academic	 institutions	designated	by	 the	Director-General	 to	carry	out	

activities that support WHO programs. 

The KU WHO CC’s focus on capacity-building can be understood as 

the advancement of  knowledge and skills among practitioners; the expansion 

of  support and infrastructure for health promotion in organizations; and the 

development of  cohesiveness and partnerships for health in communities 

(Fawcett	 2008),	 as	 laid	 out	 by	Smith,	Tang,	 and	Nutbeam,	2006.	At	 the	

organizational	level,	this	includes	training	staff	on	how	to	develop	policies	

and	procedures	 as	well	 as	 how	 to	 plan,	 implement,	 and	 evaluate	 efforts.	

At the community level, capacity-building is related to the community’s 

ability to take action to address their needs through increased awareness 

and access to resources. Capacity-building at both levels is important to 

assure	effective	mobilization,	assessment,	planning,	action,	evaluation,	and	

sustainability. The WHO CC at KU’s focus on technical assistance ensures 

that there is the training and support needed to implement key processes 

and sustain collaborative projects, such as training related to community 

engagement,	evaluation,	or	action	planning	(Fawcett	et	al.	2000).	Technical	
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assistance	is	usually	provided	by	an	outside	partner	with	specific	expertise,	

such as an academic institution, and can be delivered in person or through 

the	Internet	(Chinman	et	al.	2005).

The Community Tool Box 

The	WHO	CC	at	KU	developed	the	Community	Tool	Box	(CTB)	in	1995	

—an internet-based resource for building capacity. More than twenty years 

later, the CTB has over 300 educational modules and 8,000 pages of  how-

to guidance with sixteen Toolkits, each addressing a core competency in 

building healthy communities. The sixteen CTB Toolkits are: 

1. Creating and Maintaining Partnerships

2. Assessing Community Needs and Resources

3. Analyzing Problems and Goals

4.	 Developing	a	Framework	or	Model	of 	Change

5.	 Developing	Strategic	and	Action	Plans	

6. Building Leadership

7.	 Developing	an	Intervention

8. Increasing Participation and Membership

9. Enhancing Cultural Competence

10. Advocating for Change 

11.	 Influencing	Policy	Development	

12. Evaluating the Initiative 

13. Implementing Social Marketing 

14. Writing a Grant Application for Funding 

15.	 Improving	Organizational	Management	and	Development	

16. Sustaining the Work or Initiative 
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The sixteen core competencies emerged from the capacity-building 

framework, which includes understanding community context, collaborative 

planning, developing leadership and enhancing participation, community 

action and intervention, evaluation, and promoting and sustaining the 

initiative	(Fawcett	et	al.	2000).	The	CTB’s	content	is	readable,	printable,	and	

downloadable, including facilitators’ guides and PowerPoint presentations. 

In their 2008 article, Fawcett and colleagues noted some current uses of  

the	CTB:	1)	 instantly	 available	 resource	 for	 capacity-builders	worldwide,	

2)	training,	3)	technical	assistance,	4)	university	instruction,	5)	certification,	

and	6)	building	capacity	for	funded	initiatives	(Fawcett	et	al.	2008).	Another	

feature	 of 	 the	CTB	 is	 its	 accessibility.	The	 search	 tab	 allows	 for	 finding	

information	 efficiently.	Additionally,	 the	Troubleshooting	Guide	makes	 it	

easier for communities to access tools in order to address a current problem 

(i.e.,	 there	 is	 opposition	 to	 a	public	health	 effort).	The	 “Ask	 an	Advisor”	

feature	allows	public	health	practitioners	to	ask	advisors	specific	questions	

related	to	planning,	implementation,	or	evaluation	of 	their	efforts.	Finally,	

the Guest Book feature allows users to comment on what worked or did not 

work, questions they have, or recommendations for improvement.

The	Community	Tool	Box	(CTB)	is	the	largest	online	resource	for	those	

working to build healthy communities. The CTB is currently available in 

English, Spanish, Arabic, and Farsi; with millions of  user sessions annually, 

it has reached those working in over 230 countries around the world (CTB, 

2022).	 Users	 of 	 the	 CTB	 include	 community	 members,	 organizations,	

public health professionals, educational institutions, and students. Because 

it is a free, open-access resource, the CTB attracted six million users in 

2016.	WHO	CC	staff	train	organizations	on	essential	elements	of 	achieving	

success such as assessment, strategic planning, and evaluation.

Qualitative data from the CTB Guest Book, email, and personal 

communications suggest that the Africa-based CTB examples are being 

used by various groups, including community members, public health 
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practitioners, and educational institutions, to build healthy communities. 

Community members use the CTB to assess community concerns and 

take action to address issues. The CTB examples of  how others addressed 

concerns	(e.g.,	communities	in	Kenya	addressing	sanitation	concerns)	have	

helped provide information on how others in similar contexts can achieve 

success. These tools empower people to address community problems with 

available resources.

Public health practitioners systematically use the CTB Toolkits and 

their	examples	 to	assess,	plan,	act,	 evaluate,	and	 sustain	efforts.	This	has	

been done since 2013, when WHO AFRO adopted the CTB as one of  

its core strategies for health promotion from 2013 to 2017 (WHO AFRO, 

2013).	Additionally,	WHO	AFRO	and	 country	 partners	 in	Guinea	 used	

the CTB Troubleshooting Guide to address opposition during the Ebola 

outbreak: community members attacked community health workers because 

they opposed health promotion activities. Community members blamed 

national leadership for the Ebola outbreak. Using the Troubleshooting 

Guide, WHO AFRO engaged local leaders in developing a plan to combat 

community resistance and opposition.

Educational institutions in Africa have also been using the CTB 

examples to address community health and development concerns, 

including both teachers and students in the process. A particular case is 

the	University	for	Development	Studies	(UDS),	located	in	Tamale,	Ghana.	

This university created a master’s in science program in Community Health 

and	Development	based	on	the	CTB	curriculum.	Lecturers	at	UDS	teach	

students how to assess, plan, and evaluate a community problem. Students 

are then sent to villages in the North Ghana region to assess community needs 

and plan an intervention to address communities’ concerns collaboratively. 

Students	are	 in	 the	field	 for	 three	weeks	 to	complete	 the	assessment	and	

planning	phases,	 then	return	to	 the	classroom	to	refine	their	plans,	 learn	

how	 to	 intervene,	 and	 sustain	 the	 effort.	They	 return	 to	 the	 field	 for	 six	
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weeks to complete the implementation phase and plan for sustainability. 

Using a participatory process, students collaborate with the village chief, the 

elders, and community members.  

The Community Check Box: A Monitoring and 
Evaluation System

WHO	CC	 at	 KU’s	 staff	 have	 been	 evaluating	 population-level	 projects	

for more than twenty years at the local, national, and global levels. The 

participatory	evaluation	has	been	used	to	understand:	1)	the	implemented	

intervention	 components;	 2)	 the	 intervention	 components	 that	 produced	

change	at	the	community	and	systems	levels;	3)	changes	in	population-level	

behaviors;	and	4)	changes	in	the	outcome	of 	interest.	

Participatory evaluation research is a process by which local people and 

organizations	 collaborate	 with	 scientific	 partners	 (evaluation	 consultants)	

in setting the research agenda, gathering information, making sense of  it, 

and	using	the	information	to	calibrate	and	adjust	(Leung,	Yen,	and	Minkler	

2004).	 Local	 people’s	 participation	 provides	 access	 to	 local	 knowledge	

and	expertise,	 ensuring	 that	 the	 research	questions	and	methods	fit	 their	

needs	 and	 are	 culturally	 responsive	 (Fawcett	 et	 al.	 2008).	 According	 to	

Cousins	 and	Whitmore	 (1998),	 participatory	 evaluation	 can	 be	 practical	

or transformative. Practical evaluation focuses on decision-making and 

problem solving, while transformative evaluation focuses on social justice 

and empowering those who have historically been excluded. Both practical 

and transformative evaluations are needed to solve global health problems 

and	 ensure	 inclusion	 of 	 those	most	 affected	by	 health	 issues	 resulting	 in	

health inequities. 

In	2003,	Dr.	Fawcett,	from	the	KU	WHO	CC,	and	colleagues	developed	

a	 Participatory	Evaluation	 Framework	 (see	 Figure	 1)	 that	 has	 been	 used	

to evaluate projects related to infant mortality, diabetes, obesity, violence, 
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drug	 use,	 and	 several	 other	 signifi	cant	 population-level	 concerns.	 This	

conceptual	 framework	has	been	used	 to	guide	 evaluation	eff	orts	 through	

the	engagement	of 	stakeholders	to	1)	name	and	frame	the	problem	or	goal;	

2)	develop	a	logic	model	to	achieve	success;	3)	identify	research	questions	

and	methods;	4)	document	the	intervention;	5)	make	sense	of 	the	data;	and	

6)	use	the	information	to	celebrate	successes	and	make	adjustments	(Fawcett	

et	al.	2003).	To	facilitate	participatory	evaluation,	an	online	M&E	system	

was	developed	by	the	WHO	CC	(Fawcett	et	al.	2008)	that	later	came	to	be	

called	the	Community	Check	Box.	The	M&E	system	is	used	to:	a)	Capture	

(document)	 activities	 related	 to	 program	 implementation;	 b)	 code	 these	

events	using	an	established	scheme	(e.g.,	Services	Provided,	Community/

System	 Changes,	 Development	 Activity,	 Dissemination	 Eff	orts,	 or	

Figure 1: Participatory Evaluation Framework

[Note. This model is used to guide the participatory evaluation initiatives by the 
Center for Community Health and Development (Fawcett et al. 2003).]
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Resources	Generated);	c)	characterize	 the	attributes	of 	each	activity	 (e.g.,	

by	 goal	 addressed,	 strategy	 used,	 intervention	 component,	 etc.);	 and	 d)	

communicate	findings	through	graphs	of 	project	implementation.		

In	 addition	 to	 historical	 (e.g.,	 slavery,	 colonialism)	 and	 structural	

(e.g.,	 exclusion)	 factors,	 a	 particular	 challenge	 in	 the	 African	 region	 is	

that global health and development agencies have few resources to train 

a diverse and distributed workforce through capacity building (WHO 

AFRO	2013).	Resource	limitations	are	partially	caused	by	the	inability	of 	

agencies, particularly the WHO, to allocate resources to develop Africa-

centered contextually appropriate tools or to receive training from those 

who understand the cultural and contextual background, especially those 

of  African descent. A related problem is the lack of  culturally sensitive 

tools and resources available to address the social determinants of  

health	 in	 the	African	 region	 (Personal	Communication	2014).	Tools	 and	

frameworks	from	high-income	countries	with	different	economic,	political,	

social, and public health infrastructures make health promotion projects 

impossible to implement in the African region due to lack of  adaptability. 

It is important to ensure that the public health workforce has the tools and 

skills needed to address pressing concerns, hence the prioritization of  these 

collaborations between KU’s WHO CC and WHO AFRO on tools such 

as the Community Tool Box and Community Check Box. WHO partners 

in the African region were able to translate resources to local languages 

and develop tools that were culturally adaptive to the environment. Our 

continuing collaborations later resulted in the Action Toolkit and allowed us 

to	be	prepared	to	work	together	on	COVID-19	response	throughout	Africa	

—we explain the evolution of  our collaborative relationship and those later 

approaches below. 
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Collaborations Between WHO AFRO and WHO CC: 
Building Authentic Relationships and Trust for Over 
a Decade 

In	 2009,	 Dr.	 Stephen	 Fawcett,	 of 	 KU’s	 WHO	 CC,	 attended	 the	 7th	

Global Conference on Health Promotion in Nairobi, Kenya, where he 

and	Dr.	Davison	Munodawafa	worked	on	a	global	strategy	for	addressing	

health and wellbeing for all people, resulting in a paper on community 

empowerment	(Fawcett	et	al.	2010).	During	the	same	meeting,	Dr.	Fawcett	

introduced	Dr.	Munodawafa	 to	 the	Community	Tool	Box	 (CTB).	WHO	

AFRO colleagues saw an opportunity for the WHO CC to address some 

of  their needs using the CTB. Colleagues in Africa found the CTB useful, 

but	at	 the	same	time	 identified	a	gap:	 few	examples	were	relevant	 to	 the	

African	context.	To	address	 this	disparity,	 the	WHO	CC	offered	Kansas	

Health Foundation Fellowships to undergraduate students with experience 

in Africa or African studies to develop and disseminate examples of  building 

healthy	communities	using	Africa-specific	health	issues	and	African-based	

talent and strategies for addressing these problems. The adaptation of  the 

CTB	examples	 to	 fit	 the	African	 context	 occurred	 largely	 between	2011	

and 2013. 

A three-member Africa team comprised of  students from Ghana 

(Sarafina	 Kankam),	 Kenya	 (Anne	 Nzuki),	 and	 Sudan	 (Ithar	 Hassaballa)	

developed	and	disseminated	Africa-specific	case	examples	for	the	CTB	by	

highlighting the work of  various organizations to address issues of  most 

concern in the region. The purpose of  the adaptation was to ensure context-

specific	information	that	can	be	useful	for	public	health	practitioners	who	

are working in Africa and for engaging more global users to the CTB, 

especially in areas where community health and development resources are 

needed.	For	example,	the	first	author	has	written	about	how	the	Ministry	

of  Public Health and Sanitation worked within Komo, Kenya to build trust 



  Hassaballa and Hassaballa-Muhammad           137

within	the	community	through	Community	Dialogue	Days	(CDDs).	Led	by	

community	members,	CDDs	are	 an	opportunity	 for	discussions	between	

partner	organization	leads,	local	government	officials,	and	the	community	

about their most pressing needs. This is an innovative approach that can 

be adopted by other communities in Africa and around the world to reach 

their public health goals.  

In	the	summer	of 	2012,	Dr.	Davison	Munodawafa	invited	the	Africa	

CTB team to a six-week WHO Health Promotion Internship in Nairobi, 

Kenya,	under	the	leadership	of 	Dr.	Kristine	Kisia,	to	further	develop	Africa-

based examples. Undergraduate fellows Ithar Hassaballa and Cara Smith 

traveled to Kenya to collect examples for the CTB and, at the same time, 

share this resource with community organizations and community leaders. 

This particular Health Promotion Internship allowed for the collection of  

Kenya-based	examples	ranging	in	issues	(e.g.,	malaria,	HIV)	and	topics	(e.g.,	

advocating	for	change,	building	leadership,	and	evaluation).	

Upon her return from Kenya, Ithar Hassaballa shared lessons learned 

with	the	KU	Kansas	African	Studies	Center	(KASC)	and	was	awarded	the	

African Community Health Fellowship in the summer of  2012 to write up 

the examples that were collected in Kenya. As a result of  this internship, 

Africa-related case examples were produced for the Community Tool Box 

to ensure culturally appropriate use of  the Toolkits. The CTB Toolkits are 

generalizable and adaptable, and diverse examples were included to make 

it easier for global communities to use the Toolkits. Africa-related CTB 

examples varied in topics (e.g., advocating for change on sexual violence, 

developing strategic and action plans on gender equity, building leadership 

through	community	health	workers,	etc.).	

In	the	summer	of 	2013,	the	WHO	Regional	Office	for	Africa	invited	

WHO	CC	staff	to	give	a	training	on	the	Community	Tool	Box	as	a	WHO	

AFRO Health Promotion Strategy to be used in Africa. As a Graduate 

Research	 Assistant	 in	 the	 midst	 of 	 her	MA/MPH	 degree	 at	 Kansas	 at	
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that time, Ithar Hassaballa represented the WHO CC during the meeting. 

In the same meeting, WHO AFRO invited representatives from WHO 

country	offices	and	representatives	from	Ministries	of 	Health.	More	than	

fifty	 people	 represented	 a	 broad	 range	 of 	African	 nations,	 including	 the	

Nairobi,	Kenya	 internship	mentor,	Dr.	Kisia.	 Ithar	Hassaballa	 delivered	

the presentation “The CTB as a Resource for Building Capacity” and a 

training titled “Increasing Community Participation” using the examples 

developed during the Kenya trip.

In the summer of  2014, the WHO CC was invited to the World 

Health Organization Consultative Meeting of  Technical Resources 

on	Addressing	Key	Determinants	 of 	Health	 in	 the	African	Region	 held	

in	 Port	 Louis,	 Mauritius.	 This	 time,	 WHO	 AFRO	 asked	 key	 staff	 to	

share their resources with WHO AFRO. Ithar Hassaballa delivered two 

presentations:	 “Addressing	 Specific	Problems	 in	 Public	Health	Using	 the	

CTB Troubleshooting Guide” and “The WHO CC-based Monitoring and 

Evaluation	(M&E)	System.”	The	CTB	presentation	focused	on	addressing	

specific	problems,	such	as	facing	opposition,	unintended	outcomes,	and	not	

having enough leadership through the Troubleshooting Guide. The second 

presentation focused on the M&E system as a possible resource to monitor 

and	evaluate	the	implementation	of 	community	and	public	health	efforts	

in Africa.  This trip was also an opportunity to learn from leading public 

health experts in Africa and further build trust and partnership between the 

Kansas and African partners, as well as opportunities to discuss interests 

and future opportunities.

The largest Ebola outbreak in history began March 2014, when the 

World	Health	Organization	reported	cases	of 	Ebola	Virus	Disease	(EVD)	

in Southeaster Guinea. The WHO published the Ebola Roadmap August 

28, 2014, a few months after the Mauritius meeting. This document served 

as an action plan to address the Ebola outbreak in West Africa. Tasked with 

evaluating	the	Ebola	response	effort,	the	WHO	Regional	Office	for	Africa	
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needed help. Because of  the already established trust and relationship with 

the WHO CC and the available M&E capabilities there, WHO AFRO asked 

their partners in Kansas to work with them in evaluating the implementation 

of 	the	Ebola	response	effort.	The	Ebola	response	effort	focused	on	social	

mobilization, community engagement, and health promotion. The WHO 

CC	team,	led	by	Hassaballa	and	Dr.	Fawcett,	designed	and	developed	an	

M&E system with WHO AFRO partners to ensure that the system had 

the ability to collect the information that would allow a broader audience 

to make sense of  the activities that occurred to address Ebola within the 

selected counties in Liberia. 

WHO	AFRO	staff	members	and	a	Liberia-based	consultant,	Ephraim	

Chiriseri, were trained to use this online documentation system to capture, 

code, characterize, and communicate the implementation of  the Ebola 

response activities related to social mobilization. The Liberia-based 

consultant	served	as	the	primary	observer,	and	a	WHO	CC	staff	member	

served as the secondary observer to code the activities and ensure accuracy 

of 	the	definitions	of 	activities.	With	technical	support	from	the	WHO	CC,	

the	WHO	AFRO	team:	a)	captured	instances	of 	community/organizational	

changes and services provided (e.g., which activity was implemented, when, 

by	whom,	toward	what	goal);	b)	coded	by	type	of 	activity	(e.g.,	whether	a	

service	provided	or	community	change,	using	activity	coding	instruction);	

c)	characterized	the	activity	(e.g.,	by	goal	addressed,	strategy	used,	or	sector	

involved	 in	 the	 activity);	 and	d)	 communicated	 progress	 using	 graphs	 of 	

the unfolding of  services provided over time and shared sense-making of  

the data (e.g., what are we seeing, what does it mean, and implications for 

adjustment).	 This	 process	 strengthened	 collaboration	 because	 there	 was	

constant communication between partners about the pandemic on the 

ground in Liberia. The WHO CC team provided support to colleagues 

on the ground facing the infectious disease outbreak and at the same time, 

the team in Liberia provided information about the outbreak and impact 
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that only those on the ground could see and understand. For example, 

the community’s beliefs around Ebola and preventive measures were 

impacted by misinformation about the disease found on social media (e.g., 

Whatsapp).			

The collaborative process included making decisions on disseminating 

research	 emerging	 from	 the	WHO	AFRO	 team	 and	 the	 CCHD	 teams	

as	 part	 of 	 the	 Ebola	 response	 effort.	 The	 Africa	 team	 suggested	 that	

because we had two target counties, it would be best to have at least two 

manuscripts. Through additional discussions, we decided to add a third 

overarching	 manuscript	 that	 the	WHO	 AFRO	 team	 could	 lead	 as	 first	

authors and broadly share the lessons learned with the entire world, as 

the	 first	 publication	 coming	directly	 from	Africa	 on	 the	Ebola	 outbreak.	

Most of  the publications on the Ebola outbreak were coming from authors 

in Europe. Both collaborative teams decided that we would co-author all 

three transcripts. Because Ithar Hassaballa led the evaluation process, data 

collection, and meetings related to Lofa County, the team decided she could 

also	draft	the	initial	transcript	as	first	author,	while	Charles	Sepers	led	the	

Margibi County manuscript. 

As a result of  the collaborative partnership to evaluate the Ebola 

response	 effort,	 three	 manuscripts	 were	 eventually	 produced.	 The	 first	

paper	 is	 specific	 to	 Lofa	 County,	 Liberia	 (Hassaballa	 2019),	 the	 second	

is	 unique	 to	Margibi	 County,	 Liberia	 (Sepers	 2018),	 and	 the	 third	 is	 a	

composite	 manuscript	 of 	 both	 counties	 (Munodawafa	 2017).	 In	 this	

chapter, I will focus on the Lofa County paper. A case study was developed 

on	the	participatory	evaluation	of 	the	Ebola	response	effort	in	Lofa	County,	

Liberia	(Hassaballa	2019)	that	provided	an	overview	of 	the	Ebola	outbreak	

and its consequences, describing the Ebola Response Roadmap, the need 

for monitoring and evaluation, and referencing WHO AFRO and WHO 

CC as collaborating partners. The three evaluation questions examined in 

the context of  this case study were:
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1.	 What	was	the	pattern	of 	implementation	of 	the	Ebola	response	effort	

in Lofa County?

2.	 Was	implementation	of 	the	Ebola	response	effort	associated	with	

decreased incidence of  Ebola in Lofa County?

3. What factors were associated with broader implementation of  the 

Ebola	response	effort	in	Lofa	County?	

The pattern shows an acceleration of  events, a deceleration, and then a steep 

acceleration until Ebola cases came close to zero. The discussion section 

included the results of  the sense-making discussions, restraining factors, 

methodological challenges, and lessons learned. As part of  the sense-making 

dialogue, WHO AFRO partners helped WHO CC understand that Lofa 

County was the epicenter of  the Ebola outbreak in August 2014. When 

local youth and women’s groups joined Ebola survivors, traditional healers, 

and traditional leaders to address denial, fear, and panic, Ebola incidence 

decreased,	and	efforts	were	shifted	to	other	affected	areas.

Some	of 	the	lessons	learned	through	the	Ebola	response	effort	included	

that	 1)	 the	 WHO	 has	 the	 convening	 power	 to	 bring	 different	 partners	

together	 to	 address	 infectious	 diseases,	 2)	 using	 an	 M&E	 system	 was	

important in understanding key activities that occurred within Liberia to 

get	to	zero	Ebola	cases,	3)	community	engagement	was	critical	in	bringing	

about	 community/system	 changes	 such	 as	 new	 programs,	 policies,	 and	

practices. For example, initially, those who passed away due to Ebola would 

be placed in black body bags. For the Muslim populations in Lofa County, 

this went against their burial traditions since Muslims wrap their dead in 

a white cloth before burial. To address this cultural and religious need, 

WHO engaged partners so that white body bags were available. Because 

of 	this	change,	Muslim	families	engaged	in	safe	burial	practices.	The	final	

lesson learned was that intervention required sustained and coordinated 

action from all partners on the ground. The lessons learned from the Lofa 
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County Case study were used to control the spread of  Ebola in Guinea. 

One such lesson that improved work in Guinea was the importance of  the 

engagement of  the local people, especially youth and women’s groups, Ebola 

survivors, religious leaders, traditional leaders, and radio media. Engaging 

leaders was important in ensuring the public received accurate information 

on Ebola and protective behaviors to ensure safety. These groups were 

crucial in addressing denial, fear, and panic within Lofa County, Liberia, 

by organizing community-wide health promotion and disease prevention 

events.

In 2015, the authors participated in the University College London’s 

Health	and	Society	Summer	School	on	the	Social	Determinants	of 	Health	

program,	 led	 by	Dr.	Michael	Marmot,	 then	 chair	 of 	 the	World	Health	

Organization’s	 Commission	 on	 the	 Social	 Determinants	 of 	 Health	 and	

President of  the World Medical Association. We were introduced to the 

topic of  the social gradient—no matter which country a person is from, 

their	health	is	directly	impacted	by	their	socioeconomic	status.	Discussions	

on the social gradient, behavior-environment relationships, and health 

justice inspired Ruaa Hassaballa-Muhammad’s research on the impact 

of 	a	national	nurses’	strike	in	Kenya	on	early	infant	HIV/AIDS	diagnosis	

outcomes, which led to our later development of  the Action Toolkit. 

According to the United Nations Association for International 

Development,	 in	 Kenya,	 120,000	 children	 have	 HIV/AIDS.	 Only	 65	

percent of  HIV-infected children estimated to need antiretroviral therapy 

(ART)	are	receiving	it	(UNAIDS	2016	–	please	clarify	the	reference).	These	

challenges are heightened by social disruptions and inequity caused by low 

wages for healthcare workers at a time when they are overworked (Okeyo 

2017).	From	June	 to	November	of 	2017,	a	national	nurses’	 strike	caused	

a public health crisis in Kenya. Extremely low wages led 20,000 nurses to 

stop work and demand higher wages. A major impact of  the strike was 

on prenatal services and maternal care, resulting in maternity mortality 
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doubling	during	that	time	(Merab,	2017).	For	her	project,	early	HIV/AIDS	

infant diagnosis outcomes at three Kenyan government hospitals were 

analyzed	between	June	to	November	2016	and	June	to	November	2017	to	

determine the impact the strike had on early infant diagnosis services and 

outcomes.	Specific	outcomes	compared	for	significant	differences	pre-	and	

post-strike	were	a)	age	at	infant	testing	for	HIV,	b)	laboratory	turnaround	

times	and,	c)	initiation	of 	antiretroviral	therapy.	The	data	was	analyzed	from	

the	HIV	Infant	Tracking	System	 (HITSystem),	a	web-based	 intervention	

utilizing algorithm-based provider prompts and text messaging to patients 

to track HIV-exposed infants through completion of  early infant diagnosis 

outcomes	services	 (Finocchario-Kessler	2014).	The	HITSystem	is	used	to	

support receipt of  complete early infant diagnosis services (including return 

of 	PCR	test	results	to	the	hospital,	mother	notification	of 	test	results,	and	

retesting at nine- and eighteen-months among HIV-negative infants or ART 

initiation	among	HIV-positive	infants)	and	optimize	turnaround	times	for	

key	services	(processing	of 	PCR	samples,	mother	notification	of 	test	results,	and	

ART	initiation).	The	study	suggests	that	while	the	nurses’	strike	may	not	have	

significantly	 impacted	early	 infant	diagnosis	outcomes,	early	 infant	diagnosis	

outcomes	 may	 be	 significantly	 improved	 at	 individual	 hospitals	 if 	 private	

funding and resources are available. In addition, this study suggests that social 

disruption may decrease the number of  infants able to seek life-saving care.

The African Health Action Toolkit

Through this evaluation research, we found that addressing social 

determinants of  health in Africa is a major factor in ensuring that a similar 

outbreak does not occur in the future. To address the social determinants 

of  health, building the capacity of  a diverse and distributed workforce to 

address critical issues such as access to safe food, clean water, safe housing, 

transportation, education, healthcare, and the ability to generate income is 
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needed. To ensure a diverse and distributed workforce, the WHO CC and 

WHO	AFRO	worked	on	an	Africa-specific	Action	Toolkit	to	address	social	

determinants of  health by mobilizing, assessing, planning, taking action, 

evaluating,	and	sustaining	various	efforts.	This	Action	Toolkit	is	the	first	of 	

its kind that highlights key questions to consider, key action steps to take, 

and	 field	 notes	 from	 various	 African	 countries,	WHO-related	 resources,	

and CTB resources. The WHO CC and WHO AFRO teams launched 

the Action Toolkit in September 2016 in Brazzaville, Congo. The Action 

Toolkit is an online resource that uses a framework for addressing social 

determinants of  health that includes Mobilize, Assess, Plan, Act, and 

Figure 2: WHO African Regional Office, WHO Collaborating Centre for 
Community Health and Development at the University of Kansas. 
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Evaluate/Sustain.	The	 current	website	 for	 the	Action	Toolkit	 is	 https://

www.myctb.org/wst/who-afro-supports/Pages/Default.aspx.	 Each	 of 	 the	

parts of  the framework includes key questions to consider, core activities, 

field	notes,	resources	from	CTB	and	WHO,	as	well	as	other	readings	that	

can	help	with	each	section.	(See	Figure	2)

The African Health Action Toolkit has been used at the country-level 

to address social determinants of  health, especially around education and 

economic development. There is a plan for English-speaking countries and 

Africa-based WHO Collaborating Centers to develop training using the 

Action Toolkit. WHO AFRO is giving African States an opportunity to 

implement	efforts	to	address	social	determinants	of 	health	and	include	their	

field	 notes	within	 the	Action	Toolkit	website.	 Public	 health	 practitioners	

needed such resources to address social determinants of  health nationally 

and locally to ensure stronger, healthier, more vibrant communities. 

How Our Early Collaborations Prepared Us to 
Respond to COVID-19 

Earlier collaborations between the WHO AFRO region and KU’s WHO 

CC	prepared	the	team	to	respond	to	COVID-19	when	in	January	of 	2020,	

the	World	Health	Organization	announced	that	the	COVID-19	outbreak	

in	China	was	caused	by	the	2019	Novel	Coronavirus.	As	the	COVID-19	

pandemic swept throughout the world, it created a demand for information 

to	 help	 understand	 the	 response	 to	 COVID-19	 and	 what	 enabled	 or	

impeded	 it.	 The	World	Health	Organization	Regional	Office	 for	 Africa	

partnered with the KU WHO CC to support partners from Member States 

in using a participatory monitoring and evaluation system to document and 

systematically	 reflect	 on	 the	COVID-19	 response	 at	 the	 country	 level.	A	

previous trusting relationship and familiarity with the Community Tool Box 

and M&E system enabled the WHO AFRO team to connect with the KU 
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WHO CC when support was needed to monitor and evaluate the response 

to	COVID-19	in	Africa.	

The	WHO	AFRO’s	COVID-19	Response	M&E	team	captured	and	

communicated response activities based on reports from the forty-seven 

member countries. By reviewing documents and conducting key informant 

interviews,	the	M&E	team	documented	over	5,000	COVID-19	response	

activities	 during	 the	 study	 period	 (February	 through	 December	 2020).	

The team from the WHO CC at KU was formed by Ruaa Hassaballa-

Muhammad,	 Dr.	 Stephen	 Fawcett,	 and	 Christina	 Holt.	 Hassaballa-

Muhammad provided technical assistance by training country partners 

on the M&E online system and meeting weekly with WHO-AFRO 

partners to provide consultation and technical support. The WHO-

AFRO team included Peter Phori, Noemie Nikiema, Cleph Siloukadila, 

and	Deogratias	Siku.	They	each	brought	expertise	in	data	management,	

infectious	disease,	and	understanding	the	local	context	of 	different	African	

countries. Participatory sensemaking sessions with country partners 

helped to identify factors associated with increases or decreases in both 

new	 cases	 and	 response	 activities.	 Systematic	 reflection	 or	 sensemaking	

with the data strengthens shared understanding among partners about 

factors	that	enable	or	impede	the	response	to	COVID-19	and	implications	

for	 adjustment.	 For	 example,	 in	 Senegal,	 partners	 reflected	 on	 what	

facilitated	and	 impeded	 the	response	 to	COVID-19.	 Identified	enabling	

factors that supported implementing the response in Senegal included 

involving	 religious	 leaders	 (May	 2020),	 deploying	 awareness	 caravans	

(May),	training	health	workers	and	border	police	officers	(June),	training	

surveillance	teams	(August),	and	intra-action	review	of 	COVID	response	

(October).	 Factors	 identified	 as	 impeding	 the	 COVID-19	 response	

activities in Senegal included challenges in implementing action plans at 

regional and district levels and in building capacity of  the response team 

throughout	the	country.	Some	overall	findings	showed	that	when	critical	



  Hassaballa and Hassaballa-Muhammad           147

actors are involved in sensemaking, there is greater ownership of  partner-

generated recommendations for needed adjustments in the response.

 

Discussion and Conclusions

The	 collaborations	 between	 WHO	 CC	 (KU)	 and	 WHO	 AFRO	 have	

brought about greater opportunities to engage in comparative, community-

engaged	work,	from	which	we	can	apply	lessons	learned	to	various	different	

contexts globally. Community-based organizations have been able to share 

their work with the WHO CC and millions through the CTB. 

This win-win collaboration also allowed the WHO CC to address issues 

collaboratively with WHO AFRO. The WHO CC was able to address a 

gap in the CTB: the inclusion of  Africa-related health concerns, solutions, 

and examples. Further, when the Ebola outbreak began in West Africa, 

WHO AFRO partners in Africa knew about the M&E capabilities designed 

within the WHO CC. Without the M&E capabilities, the WHO CC could 

only encourage their colleagues at WHO AFRO, but because of  the already 

available	 M&E	 resources,	 WHO	 CC	 was	 able	 to	 also	 offer	 guidance,	

technical consultation, and technical assistance. The work related to the 

Ebola	effort	gave	the	WHO	CC	an	opportunity	to	serve	and,	at	the	same	

time, learn about the conditions for success when addressing an infectious 

outbreak. The launch of  the Action Toolkit in Congo provided the WHO 

CC team an opportunity to understand how WHO AFRO operates, meet 

staff,	and	acknowledge	the	working	conditions	and	barriers	of 	working	in	

low-resourced environments. 

There were several ways that WHO AFRO and WHO CC built 

relationships including but not limited to regular virtual meetings on 

specific	projects	including	M&E	and	collaborative	manuscripts,	annual	in-

person conferences, and keeping one another informed of  opportunities for 

collaboration. Several conditions strengthened the collaboration of  WHO 
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AFRO	and	WHO	CC.	The	first	condition	is	years	of 	relationship	building,	

beginning with the 7th Global Health Promotion conference in Kenya in 

2009. The second condition is the presence of  willing partners—as new 

colleagues take part in the WHO CC team and as new team members 

join WHO AFRO, everyone has been willing to work together. Third, the 

willingness to learn is a strength in the partnership—several times, team 

members had to do things that were new to both teams, but they were willing 

to learn by doing, which has been a major element of  the collaboration’s 

success. It was very important that we in the US collaborate with our Africa 

partners as learners. We do not go into the partnerships telling our partners 

what we think is important but instead ask about what our partners think 

is most important and then take action on recommendations. Fourth, 

flexibility	 is	essential—WHO	AFRO	colleagues	must	 sometimes	 travel	 to	

other countries to address various emergencies such as cholera outbreaks, 

dengue fever, and other health issues that take weeks at a time. Both teams 

have	managed	to	stay	the	course	by	being	flexible	and	beginning	where	they	

left	off.	One	thing	that	helped	the	team	get	back	on	track	is	that	the	teams	

shared	updates	 through	e-mails	and	took	notes	 in	meetings	 to	help	fill	 in	

teammates	unable	 to	 join	a	virtual	meeting.	Being	flexible	also	 included,	

for example, adapting the Action Toolkit to include British English since 

it is the preferred language in English-speaking African countries. Finally, 

programming for sustainability is critical, which is why building community 

members’ capacity is crucial for continuing the work. The WHO CC has 

learned and continues to learn from its partners at WHO AFRO. 

There were very few barriers to this collaboration. Reliable electricity 

and the Internet connection available to participating collaborators and 

communities	was	the	most	significant	barrier	to	doing	global	work.	Several	

meetings were rescheduled because Internet connection failed due to 

electricity or rain that resulted in internet outages. This was sometimes 

an	 obstacle	 to	 getting	 work	 done.	 For	 example,	 Dr.	 Fawcett	 and	 Ithar	
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Hassaballa	 experienced	 Internet	 connection	 issues	 firsthand	during	 their	

trip to Congo to launch the Action Toolkit. Second, WHO AFRO handles 

high volumes of  emergencies. Within a one-hour meeting in Congo, the 

WHO AFRO team was briefed on cholera outbreaks in three countries. 

Often, our partners traveled to places to address emergencies, which halted 

our collaborative work. The WHO CC, however, understands that there 

are emergencies and is willing to help as needed. 

Our Lessons Learned for Team Members 
Participating in Global Health Collaborations

Over the last decade, the authors have gathered a list of  lessons learned for 

global health collaboration based on their experiences working with WHO 

KU	(CC)	and	WHO	AFRO.	First,	seek	multiple	mentors	and	be	prepared	

to serve as a mentor in your areas of  expertise: It is important to connect 

early on and show up in spaces where like-minded individuals are going 

to	 be	 (e.g.,	 for	 us,	 that	was	 the	Kansas	African	 Studies	Center	 (KASC),	

the	 United	 Nations	 Association).	 Mentorship	 can	 help	 mentees	 find	

opportunities and support. Second, we recommend accepting invitations 

and being open to new opportunities. Ithar Hassaballa was invited to a 

lunch with the multicultural scholars program, and Ruaa Hassaballa-

Muhammad was invited to a course in London; both opportunities changed 

their trajectory. Third, work in a place that values equity, inclusion, and 

kindness or be an agent of  change to promote them. At the WHO CC, 

the leaders created a safe environment where everyone was encouraged to 

bring their whole selves to work.  At the same time, the leadership in Africa 

provided additional global health mentorships to the authors. Fourth, 

build authentic relationships with others for an extended period. Before 

Hassaballa	 joined	 the	WHO	CC,	Dr.	Fawcett	and	Dr.	Munodawafa	had	

a relationship and trust already built. When Hassaballa joined, it was time 
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for	her	to	start	building	connections	with	Dr.	Munodawafa	and	Mr.	Phori.	

This means that each side practices listening and cultivates relationship 

through check-in emails and having regular meetings to connect. Fifth, be 

empathetic and celebrate when the other side is celebrating. One of  the 

most critical aspects of  building global health partnerships is empathy to 

others and their conditions. We knew that our partners in Africa had many 

outside factors that impacted their ability to meet us more often. With that, 

we understood what they were going through and made sure we were as 

supportive as possible. At the same time, we celebrated their wins, whether 

they controlled a disease outbreak, presented at a conference, or published 

a paper. Sixth, honor everyone’s brilliance, excellence, and expertise. We 

were meeting some of  the most knowledgeable people in public health and 

global	health,	and	although	our	approaches	might	be	different,	we	needed	

to honor their expertise by seeking their input, asking questions, and seeking 

advice from them. This enriched not only our research and evaluation 

efforts	 but	 also	 our	 lives.	 Seventh,	 bring	 value.	Had	 it	 not	 been	 for	 the	

leadership of  our African partners, the Community Tool Box, the M&E 

system, and the already existing global health experiences, the partnership 

would have been limited. Always have cultural humility in understanding 

the value others bring, while understanding the value you bring and how 

that helps others meet their needs. 

To conclude, Africans can solve Africa-based challenges when there are 

opportunities and resources. We do not believe in a broken public health 

system in Africa. We believe that the historical, structural, and economic 

factors	impacting	Africa	are	tremendous,	but	with	collaborative	efforts	such	

as this one, Africa and the globe will succeed in addressing their health 

issues.	Despite	 the	 historical,	 structural,	 and	 political	 challenges,	African	

communities are innovative and resilient. African public health leaders 

have mentorship capabilities and wisdom to share with young public health 

professionals from around the globe. 
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Mental	Health	During	the	Pandemic	–	
Promoting Healthy Coping Strategies

Yvette	G.	Flores,	University of  California, Davis

Abstract:
The	COVID-19	pandemic	brought	to	light	the	health	disparities	diverse	

Latinx groups experience. In particular, the systemic barriers that limit 

access to mental health services and the stigma associated with seeking 

mental health care increased the risk for anxiety and depression among 

essential workers who faced high risk of  contagion, as well as students 

whose life was altered radically, and older adults who faced increased 

isolation. This essay provides an intersectional analysis of  the impact of  

COVID-19	 on	 Latinx	 communities	 and	 explores	 decolonial	 strategies	

rooted in social justice and culturally attuned interventions that mobilize 

community cultural wealth and ancestral knowledge to promote mental 

health among Latinx youth and adults. Utilizing examples of  teaching 

during the pandemic, consultation with parent groups, workshops to 

organizations,	and	psychotherapy	sessions,	we	illustrate	specific	self-care	

strategies that utilize existing networks of  support, rituals, traditions, and 

adaptive ways of  coping to negotiate the pandemic, grieve the multiple 

losses experienced, and mobilize resilience.

The global pandemic that has caused millions of  deaths, illness, and 

disability	has	been	declared	endemic	as	of 	this	writing.	The	COVID-19	

pandemic in the United States made visible the health disparities that have 



long	affected	Black,	Indigenous,	and	other	People	of 	Color	(BIPOC),	who	

experienced greater rates of  infection and death than white United Statians 

(Office	 of 	Minority	Health,	OMH	 2021).	 The	 impact	 of 	 the	 pandemic	

on	physical	health	has	been	well	documented.	Data	regarding	the	mental	

health impact of  the pandemic is beginning to emerge, with evidence of  

significant	increases	in	rates	of 	anxiety,	depression,	trauma	reactions,	and	

complicated	bereavement	among	children,	youth,	and	adults	(OMH	2021).	

Although the virus did not discriminate across race, ethnicity, sexuality, or 

gender lines, rates of  infection and mortality data made visible risk factors 

that	disproportionately	affected	BIPOC.	This	essay	reviews	some	of 	these	

risk factors and addresses the need for mobilizing cultural protective factors 

to heal from the mental health sequelae of  the pandemic among Latinxs. 

I am a Central American immigrant who came to the United States 

as an adolescent; I have spent the last 34 years as a university professor 

and the last 36 years providing mental health services primarily to Latinx 

immigrants, refugees, and asylum seekers, as well as Chicanxs and US-born 

Latinxs. My educational and class privilege allowed me to work from home 

during	 the	pandemic,	 teach	classes	online,	and	offer	 support	 to	 students,	

clients,	 colleagues,	 and	 friends.	 I	 offer	 examples	 of 	my	work	 during	 the	

pandemic to illustrate how we negotiated our physical and mental health 

as we also struggled with anxiety, grief, and loss, yet attempted to remain 

hopeful.

Latinxs and COVID-19

Between March 2020 and September 2022, I treated two dozen therapy 

clients and evaluated 65 Latinx immigrants in immigration proceedings. 

Of 	 these	 individuals	 and	 families	only	2	have	not	had	COVID-19	or	 its	

variants. All of  my clients are working-class, essential workers, or adults 

who stayed home to oversee their children’s on-line schooling. They range 
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in age from 6 to 84. The two families that have not become ill had children 

under the age of  3 and did not visit any relatives or work outside the home 

for two years. The rest became infected in 2020 and 2021. A few became 

ill when their children returned to school in person and were exposed to 

the virus. Only one family was not vaccinated for fear of  the vaccine. The 

Lopez	family	lost	a	father	to	COVID-19	in	February	2021	and	two	other	

older relatives in Mexico. Mrs. Lopez became clinically depressed after her 

father died but had not received mental health services as she has no health 

insurance. The Lopez family as several others in my practice, have had 

COVID-19	twice.

	Latinxs	currently	comprise	24.9%	of 	COVID-19	cases	in	the	United	

States,	second	only	to	Whites	(53.6%),	according	to	CDC	data	on	health	

equity	and	cases	on	April	19,	2022	(CDC	COVID	Data	Tracker	2022).	The	

high rates of  infection occur across all states in the Union, where Latinxs are 

only	second	to	whites;	in	California,	which	is	39.3%	Latinx,	they	constituted	

47.6%	of 	COVID-19	cases	as	of 	March	30,	2022.	COVID-19-associated	

hospitalizations	also	have	been	higher	among	Latinxs	(McCormack	2021).	

Similarly,	Latinxs	are	only	second	to	whites	in	US	COVID-19	deaths;	16.2%	

of 	US	COVID-19	deaths	are	among	Latinxs,	according	to	the	CDC	(2020).

Latinxs died at greater rates than the other ethnic groups in every age 

group	examined:	31.3%	of 	these	deaths	were	among	Latinxs	0-24	years	of 	

age;	much	higher	than	the	other	ethnic	groups;	32.2%	were	among	Latinxs	

ages	25-34;	in	the	35-44	age	range,	Latinxs	represented	33.8%	of 	deaths.	

Of 	deaths	 in	 the	45-54	age	group,	29.4%	were	among	Latinxs;	 likewise,	

22.4%	of 	deaths	in	the	54-64	age	group	were	among	Latinxs.	Among	older	

Latinxs,	16.9%	of 	the	deaths	in	the	65-74	age	group	were	among	Latinxs,	

and	12.8%	of 	deaths	in	the	75-84	age	group	were	Latinxs.	Among	those	85	

and	older,	9.3%	of 	the	deaths	were	Latinxs	(CDC	2022).

As	of 	March	16,	2022,	159,531	Latinxs	had	died	due	to	COVID-19,	

compared to 138,083 Blacks, 622,483 Whites; 30,444 Asian Americans, 



10,662	 American	 Indian/Alaska	 Native,	 and	 2,081	 Native	 Hawaiian/

Pacific	Islander.	These	disparities	also	were	manifested	in	all	states	where	

race/ethnicity	of 	COVID-19	deaths	were	reported.	 In	California,	where	

Latinxs	constitute	39.3%	of 	the	population,	46.2%	of 	deaths	were	among	

Latinxs.

Annually,	CDC	 researchers	 compile	 and	 analyze	 data	 to	 predict	 the	

number of  deaths that will occur in the coming year. The number of  

mortalities	 that	 go	 over	 this	 initial	 estimate,	 or	 the	 difference	 between	

the	 observed	 numbers	 of 	 deaths	 in	 specific	 time	 periods	 and	 expected	

numbers of  deaths in the same time periods, are known as excess deaths 

(McCormack	2021).	Looking	at	deaths	 in	2020	compared	with	predicted	

deaths,	researchers	found	that	US	Latinxs	suffered	double	the	excess	deaths	

per	100,000	people	compared	to	their	white	peers.	With	COVID-19	as	a	

cause,	excess	deaths	per	100,000	persons	from	March	to	December	2020	

among Blacks and Latinxs were more than double those among whites. 

This	finding	represents	profound	racial/ethnic	disparities	in	excess	deaths	

in	 the	 United	 States	 in	 2020	 during	 the	 COVID-19	 pandemic.	 Laster-

Pirtle	 (2020)	describes	 this	 reality	as	 racial	 capitalism,	a	manifestation	of 	

structural racism. 

 Although the vaccination data vary by state, with some states 

reporting greater hesitancy among Latinxs to get vaccinated, public health 

campaigns targeting Latinx subgroups have been successful in reducing 

hesitancy and increasing vaccination rates. The Kaiser Family Foundation 

(Ndugga	 et	 al.	 2022)	 reports	 that	 Latinxs	 make	 up	 a	 larger	 share	 of 	

vaccinated	people	 (21%)	and	people	who	recently	received	a	vaccination	

(35%)	compared	to	their	share	of 	the	total	population	(19%).	The	differential	

rates of  infection, hospitalization, and death among Latinxs are explained 

in terms of  longstanding health disparities and the context of  Latinx health.
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The Context of  Latinx Health
 

Latinxs in the United States are a culturally, racially, and ethnically diverse 

population who may identify as indigenous, Afro Latinx, mestizo, or white. 

They may include individuals and families that have always been on 

the lands that now comprise the Southwestern United States. For many 

Latinxs, their ancestors did not migrate. US western expansion and the 

Treaty	of 	Guadalupe	Hidalgo	 (1848)	 incorporated	them.	Some	migrated	

during the Gold Rush or as part of  the Bracero Program and settled in 

various states. Others migrated in the 20th Century due to economic and 

political instability in Mexico, Central America, the Caribbean, and South 

America.	More	recent	Latinx	 immigrants	have	fled	gang	wars	or	natural	

disasters from Honduras, Nicaragua, and El Salvador. Indigenous Central 

Americans	 have	 fled	 religious,	 political,	 or	 ethnic	 persecution,	 including	

large numbers of  Mayans from Guatemala and unaccompanied minors 

from	Honduras	 (Alvarado	 et	 al.	 2017).	Each	 of 	 these	 groups	 bring	with	

them their language, culture, traditions, and health practices that are often 

marginalized and misunderstood in the US context. However, those cultural 

practices can serve as sources of  healing in times of  crisis. 

The extant literature portrays Latinxs, in particular immigrants, 

as having equal to or better health outcomes than more economically 

privileged non-Hispanic whites. Some scholars refer to this as the Latinx 

Health	Paradox	(Markides	and	Coreil	1986)	since	the	majority	of 	Latinxs	

face multiple structural barriers, including underemployment, lower 

educational attainment, and lower rates of  health insurance, as well as 

persistent experiences of  discrimination, racism, sexism, classism and 

pervasive microaggressions that contribute to “minority stress” (Meyer 

2003).	Despite	these	potentially	adverse	conditions,	many	Latinxs	live	longer	

than their non-Hispanic white counterparts. The relative health of  Latinx 

immigrants is explained in part by the protective factors many immigrants 
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bring with them, including strong family ties and collectivist values that 

promote a community orientation. Likewise, Latinx immigrants have lower 

rates of  substance misuse and smoking, as well as better nutrition. However, 

these protective factors begin to decrease within a few years of  living in 

the US By the second generation, Latinxs’ health status is comparable to, 

or worse than, other ethnic groups. A more detailed analysis of  the Latinx 

health	context	finds	high	rates	of 	hypertension,	diabetes,	and	some	forms	

of 	cancer	(OMH	2021),	particularly	among	older	adults.	

The health of  Latinxs is often shaped by factors such as language 

or cultural barriers, lack of  access to preventive care, and lack of  health 

insurance.	The	Centers	for	Disease	Control	and	Prevention	(2022)	has	cited	

some of  the leading causes of  illness and death among Latinxs, including 

heart	disease,	cancer,	unintentional	injuries	(accidents),	stroke,	and	diabetes.	

Some	other	health	conditions	and	risk	factors	that	significantly	affect	Latinxs	

are	 asthma,	 chronic	 obstructive	 pulmonary	 disease,	HIV/AIDS,	 obesity,	

suicide, and liver disease. For example, Latinxs have higher rates of  obesity 

than non-Hispanic whites; the incidence of  childhood obesity among 

Mexican	Americans,	 for	example,	 is	concerning	(de	la	Torre	et	al.	2013).	

There also are disparities among Latinx subgroups. For instance, while the 

rate of  low birthweight infants is lower for the total Latinx population in 

comparison to non-Hispanic whites, Puerto Ricans have a low birthweight 

rate that is almost twice that of  non-Hispanic whites. Puerto Ricans also 

suffer	 disproportionately	 from	asthma,	HIV/AIDS,	 and	 infant	mortality,	

while	Mexican	Americans	 suffer	disproportionately	 from	diabetes.	These	

underlying medical conditions have been used to explain the high death 

rate	among	Latinx	adults	with	COVID-19.	However,	a	focus	on	underlying	

health conditions initially obscured some of  the other inequalities Latinxs 

face that contributed to the high rates of  infection, severe illness, and death. 

Significant	contributors	 to	 infection	are	associated	with	employment.	

People of  color disproportionately work in front line jobs or are deemed 
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essential workers. The majority of  Latinxs are essential workers – 

construction, service sector, hospital and clinic custodians, food workers, 

landscapers, and farmworkers – who could not shelter in place. Many Latinxs 

reside in multigenerational households and high-density dwellings where the 

spread of  the virus was at times unpreventable despite precautions taken. 

In	addition,	in	the	early	stages	of 	the	pandemic,	significant	misinformation	

affected	Latinx	communities.	Distrust	of 	the	government	and	the	confused	

messaging regarding the severity of  the pandemic may have increased the 

risk of  infection. 

Most important is the fact that Latinxs of  various national origins and 

generational	 levels	 experience	 significant	 health	 disparities.	 Latinxs	 have	

the highest uninsured rates of  any racial or ethnic group within the United 

States.	 In	2019,	 the	Census	Bureau	 reported	 that	50.1%	of 	Latinxs	had	

private	insurance	coverage,	as	compared	to	74.7%	for	non-Hispanic	whites.	

Among	Latinx	subgroups,	insurance	coverage	varied	as	follows:	47.9%	of 	

Mexican	 origin	 persons,	 56.3%	of 	 Puerto	Ricans	 (who	 are	US	 citizens),	

57.4%	of 	Cubans,	and	41.7%	of 	Central	Americans.	In	2019,	36.3%	of 	

all Latinxs had Medicaid or public health insurance coverage, as compared 

to	34.3%	for	non-Hispanic	whites.	Public	health	insurance	coverage	varied	

among	subgroups:	36.4%	of 	Mexicans,	43.7%	of 	Puerto	Ricans,	33.7%	of 	

Cubans,	and	33.0%	of 	Central	Americans.	Those	without	health	insurance	

coverage	varied	among	 subgroups	 as	well:	 20.3%	of 	Mexicans,	 8.0%	of 	

Puerto	Ricans,	 14.0%	of 	Cubans,	 and	 19.4%	of 	Central	Americans.	 In	

2019,	18.7%	of 	the	Latinx	population	was	not	covered	by	health	insurance,	

as	compared	to	6.3%	of 	the	non-Hispanic	white	population	(OMH	2021).	

The limited access to health insurance often is associated with employment 

characteristics, lack of  resources to purchase private insurance, and lack of  

eligibility to obtain insurance among undocumented immigrants. 

Despite	the	lack	of 	health	care	access,	according	to	the	Census	Bureau	

projections, the 2020 life expectancies at birth for Latinxs are 82.1 years, 
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with 84.2 years for women, and 79.9 years for men, which is higher than for 

non-Hispanic whites. They have projected life expectancies of  80.6 years, 

with	82.7	years	for	women,	and	78.4	years	for	men	(OMH	2021).	Although	

Latinxs may have a longer life span than non-Hispanic whites, their quality 

of 	life	may	be	compromised	by	illness.	The	long-term	effects	of 	COVID-19	

are not yet understood. 

Latinx Mental Health

Doña	Rosa,* a 52-year-old Salvadorean immigrant, worked as a janitor of  a 

large	office	building	prior	to	the	pandemic.	In	March	of 	2020,	she	became	

ill	with	flu-like	 symptoms.	When	 she	 told	her	employer	 that	 she	was	not	

feeling well, he told her to go home and not come back. He failed to tell 

her that several employees in the building had developed similar symptoms. 

One	of 	the	workers	was	hospitalized	and	diagnosed	with	COVID-19.	Ill,	

uninsured, and unemployed as the building closed shortly after she became 

ill,	Doña	Rosa	fell	into	a	deep	depression.	Her	daughter,	a	former	student	

of  mine, called me to seek information on how best to help out her mother. 

Her	daughter	tried	to	find	mental	health	services	for	her	mother;	however,	

the shelter-in-place order limited the availability of  services. Moreover, 

Doña	Rosa	 only	 spoke	 Spanish	 and	was	 not	 comfortable	 discussing	 her	

sadness on the phone with a stranger. Her situation was not unique.

While	the	pandemic	affected	the	mental	health	of 	all	citizens,	with	1	

in	5	adults	developing	a	pandemic-related	mental	disorder	(Simon	2021),	

according	 to	 the	CDC	 (2021),	Latinxs	 surveyed	 reported	higher	 rates	of 	

depression,	substance	use,	and	suicidal	thoughts.	Over	40%	of 	Latinx	adults	

surveyed reported symptoms of  depression during the pandemic. They 

reported	symptoms	of 	current	depression	59%	more	frequently	than	non-

*  Client names have been anonymized throughout this paper.
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Hispanic	White	adults.	They	also	experienced	suicidal	 thoughts/ideation	

two to four times as much as other demographic groups and increased or 

newly initiated substance use twice as much. The pandemic threatened the 

sobriety	of 	Latinxs	in	recovery	(McKnight	et	al.	2020).	Latinxs	with	histories	

of  trauma experienced an exacerbation of  hyperalertness and other trauma 

symptoms. 

The	 CDC	 survey	 asked	 respondents	 about	 “social	 determinants	 of 	

health” including: stress and worry about possible job loss, ability to obtain 

needed health care, not having enough food, and housing instability. Latinx 

adults	 expressed	 more	 stress	 about	 not	 having	 enough	 food	 (22.7%)	 or	

stable	housing	 (20.7%)	than	White	adults	 (11.9%	and	9.2%,	respectively)	

(McKnight	et	al.	2020).	These	were	some	of 	Doña	Rosa’s	concerns:	how	

would	 she	 find	 another	 job	 to	 support	 her	 children	 since	 she	 had	 “no	

papers,” that is, as an unauthorized immigrant.

Nativity and immigration status are important factors to consider with 

regard to the incidence and prevalence of  psychiatric disorders, as well as 

community and individual responses to pandemic-related distress. The 

mental health of  immigrant Latinxs decreases with increased US residence 

(Secretariat	of 	the	Interior/National	Population	Council	CONAPO	2017).	

After six years or more of  living in the US, Latinxs report high rates of  

mood and anxiety disorders, which often are associated with stressful life 

circumstances,	including	acculturative	stress.	All	indicators	also	find	higher	

rates of  intimate partner and family violence during the pandemic, which 

heightened the risk for injury and mental health problems for women and 

children. Although the need for services is high at this time, mental health 

service	utilization	by	Latinxs	is	limited	(Bridge,	Andrews,	and	Deen	2012).	

A number of  explanations for the underutilization of  mental health 

services	are	offered	in	the	literature	(Bridge,	Andrews	and	Deen	2012;	Alegría	

et	al.	2007);	primary	among	these	are	lack	of 	access	to	mental	health	services	

due to cost and poor health insurance coverage. Other structural factors 



also	are	identified,	including	lack	of 	Latinx	and/or	bilingual	providers,	lack	

of  cultural humility among providers, and discriminatory practices. Stigma 

associated with mental illness also can be a deterrent to help-seeking among 

some	Latinxs	(Flores	2013).	Moreover,	during	the	pandemic,	most	mental	

health	services	were	offered	virtually	or	by	phone.	Latinxs	without	access	

to	computers	or	smartphones	had	difficulty	accessing	these	services	when	

available. In my own practice, my Spanish-speaking clients did not want to 

have sessions online or by phone and preferred to wait until we could meet 

in person. Many of  my English-speaking or more acculturated clients opted 

for virtual or phone sessions and have preferred to continue meeting that 

way when in-person sessions resumed.

It is important to note that when culturally congruent mental health 

services are provided, Latinxs will utilize services if  they are accessible and 

affordable.	Tervalon	 and	Murray-Garcia	 (1998)	 stress	 the	 importance	of 	

cultural humility in the delivery of  health services to Latinx. An essential 

consideration is recognizing the diversity of  Latinxs and the impact of  stress 

on the well-being of  Latinx individuals. 

Stress and Well-Being

As	 stated	 above,	 many	 Latinxs	 experienced	 significant	 stress	 during	 the	

pandemic due to work and housing insecurity, and fear of  contracting the 

virus and bringing it home to their loved ones. Social stress is produced 

not only by personal events, but also by conditions of  living related to 

their social context and Latinx intersectional identities—gender, sexuality, 

nativity,	social	class,	and	race.	Social	stress	disproportionately	affects	people	

belonging to minoritized groups who are stigmatized for various reasons, 

such as their economic situation, race, gender, background, or aspects of  

their sexuality. Marginalized groups experience both macro and micro-

aggressions that can compromise their physical and emotional well-being. 
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Significant	research	conducted	with	sexual	minorities	(Iniewicz	et	al.	2017)	

sheds light on important areas of  intervention to support adaptive coping 

during and post-pandemic. 

Minority Stress refers to the chronically high levels of  stress faced by 

members of  stigmatized minority groups. It may be caused by a number 

of  factors, including poor social support, low socioeconomic status, and 

interpersonal prejudice and discrimination. 

Studied extensively with members of  LGBTQ communities (Iniewicz 

et	al.	2017),	understanding	these	factors	is	essential	to	promoting	well-being.

Among BIPOC, additional risk factors to mental health include gender 

and class. 

For the working class, life and work are often synonymous (Bernal and 

Alvarez	1983);	the	impact	of 	unemployment	on	Latinx	men	is	associated	

with depression, anxiety, and substance misuse (Flores et al. 2019; Flores 

et	 al.	 2022).	Latinx	men	will	 often	 go	 to	work	 despite	 the	 risks	 inherent	

in	 the	 jobs	 they	have	 (construction,	 farm	work,	 for	 example)	 and	during	

the	pandemic	because	of 	 their	perceived	obligation	 to	 fulfill	 the	 cultural	

and class mandate to be the family provider. Single mothers had no option 

but to work and manage their children’s at-home education, reporting 

high levels of  stress. As noted above, despite feeling very ill with fever 

and	difficulty	breathing,	Doña	Rosa	wanted	to	return	to	work	to	support	

her children and provide care for her grandchildren. Latinx children and 

youth	 also	 have	 reported	 significant	 increases	 in	 anxiety	 and	depression,	

and	difficulties	with	returning	to	school.	Older	Latinxs	who	were	isolated	

from their families experienced cognitive decline and increased incidence 

of 	depression	(McKnight-Eily	et	al.	2021).	

Although Latinxs experience disparities regarding mental health, a 

number	of 	protective	 factors	may	mitigate	COVID-19	related	 stress	and	

psychiatric	 disorders.	 Several	 studies	 (Gonzalez	 2020)	 point	 to	 resilience	

among immigrants, in particular, stoicism as a way to cope with adversities, 
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religious faith, networks of  support, and positive ethnic, racial, and sexual 

identity	(especially	for	queer	youth	of 	color)	as	critical	protective	factors.	

In addition, a number of  factors may mediate between stress and coping 

and exacerbate stress. Among these factors are internalized racism and 

controlling images that denigrate Latinx, which may increase the impact of  

pandemic-related stress. Controlling images are more serious and pervasive 

than	stereotypes	(Crenshaw	2017).	They	are	gender-specific	–	“the	angry	

Black Woman,” the loud Latina, perception of  Black males as criminals, 

Latinx men as burros, beasts of  burden, bad hombres, immigrants as 

criminals or carriers of  the virus, and creators of  “anchor babies.” These 

controlling images adversely impact the mental health of  minoritized 

individuals and may have increased the emotional distress of  Latinxs in the 

first	year	of 	the	pandemic	due	to	the	rhetoric	coming	from	those	in	power	at	

the time. Such rhetoric resulted in increased discrimination against BIPOC 

and hate crimes against Asian Americans and Latinxs who were assumed 

to be immigrants.

Promoting Latinx Well-Being and Coping During the 
Pandemic

As an educator and community clinical psychologist working in both 

educational and mental health contexts for over 30 years, I was called upon 

to respond to the emotional distress of  students and clients alike during the 

pandemic.	 Informed	 by	Mujerista	 (Bryant-Davis	 and	Comas-Diaz	 2016)	

and	 Liberation	 Psychologies	 (Martín-Baró	 1994),	 I	 focused	 on	 assessing	

sources of  distress, support systems, and coping strategies with students and 

clients. As the pandemic also coincided with the very public murder of  

George Floyd and other BIPOC, it was critical to address anti-Black racism 

and trauma symptoms in my Chicanx Studies psychology classes as well as 

in therapy sessions. 
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Most of  the students in the department where I teach are Latinx or 

BIPOC,	first-generation,	and	from	working-class	backgrounds.	Our	faculty	

are	 also	 Latinx;	 most	 are	 first-generation	 college	 graduates	 and	 come	

from	diverse	backgrounds	 (urban,	 farm	work,	rural);	 some	of 	us	are	US-

born, and some of  us are immigrants. Most are of  Mexican origin. I am 

the	only	Central	American	 faculty	member.	Our	Department	Chair	and	

administrative team provided social, emotional, and logistical support to 

both faculty and students throughout the pandemic and were particularly 

attentive to older faculty members such as myself, who might be at greater 

risk of  death if  infected. In the Spring quarter of  2020, my colleagues 

switched from in-person to online teaching within days with the immense 

support	of 	our	chair	and	staff.	I	began	to	teach	online	in	the	fall	of 	2020.

As a professor teaching during the pandemic, I began each class taught 

synchronously online, and recorded for those unable to connect in real time, 

with a check-in. A survey was regularly administered by our department 

that assessed food availability, housing, current health status of  the student 

and their family and roommates, if  still living on campus. Thus, I had some 

information regarding the type of  stress my students might be experiencing. 

Students who needed housing, food, or medical referrals were triaged to 

campus services. The lack of  Latinx mental health providers presented a 

challenge,	but	our	department	staff	tried	to	find	community	providers	who	

could	offer	free	or	low-fee	consultation.	Two	of 	us	are	licensed	psychologists;	

thus, we could support our colleagues with other disciplinary trainings 

on	how	 to	 approach	 students	 in	 crisis.	Our	 campus	 also	 offered	 support	

through health services. I also encouraged students to become familiar with 

our	state’s	COVID-19	resources	and	virtual	online	support	services.	

In each course I have taught since the pandemic began, we prioritized 

our	emotional	and	physical	well-being.	During	each	class	period,	students	

were invited to break out into small groups to discuss social, academic, 

or emotional needs they were experiencing. We concluded each class 
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period with a mindfulness practice and shared cultural practices that 

might be helpful, from prayer to home remedies, and healing rituals their 

grandparents, parents, or friends might utilize. At the end of  each class 

period,	 students	 were	 invited	 to	 offer	 examples	 of 	 how	 they	 navigated	

their multiple roles during the week. Many of  our students had gone home 

when the campus shut down and thus were living with parents, siblings, 

and other relatives, helping out with household chores, working remotely, 

and attending classes. Students could write in the chat or unmute to speak. 

Once they shared, we tried to connect their strategy to cultural practices 

they might have learned at home or in the community. We kept a running 

list of  strategies students could go back and utilize when stressful situations 

presented themselves. I also introduced breathing and mindfulness exercises 

for the last 5-10 minutes of  class. Students from other cultural and racial 

backgrounds shared their own cultural rituals and found similarities with 

their	Latinx	classmates.	We	all	 learned	 from	and	offered	support	 to	each	

other. Many of  our students had returned home during the pandemic and 

had to support the homeschooling of  younger siblings, or join their parents in 

their essential work as janitors or landscapers to help supplement the family 

income	or	to	take	over	their	jobs	if 	the	parents	became	ill	with	COVID-19.	

Thus, they could not attend classes synchronously; we provided recordings 

and	 resources	 for	 them,	 as	 well	 as	 office	 hours	 via	 telephone.	 Some	 of 	

our students reported having to do their homework or listen to lectures 

in a closet, given the background noise in their home, with siblings also 

taking courses online. The level of  stress among most of  our students was 

significant.	Students	shared	and	taught	each	other	their	practices,	including	

the	 ways	 in	 which	 they	 offered	 gratitude,	 prayer,	 meditation,	 yoga,	 and	

mindfulness. They spoke about ancestor worship and how, in their cultural 

tradition, smudging and ceremony helped regain balance. 

Course assignments encouraged the use of  the arts to promote spiritual 

and emotional balance. Rather than writing papers, students had the 
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option of  using media, art, or music to demonstrate their mastery of  Latinx 

psychology concepts. Some students shared spoken work performances 

reflecting	 the	 struggles	 the	 pandemic	 created	 for	 their	 families;	 others	

drew images of  grief  and strength they witnessed in their family. Utilizing 

concepts from identity theories, students wrote essays about their identity as 

a pandemic survivor.

Self-Care During the Pandemic

During	 times	of 	 crisis,	 it	 is	 particularly	 important	 to	 engage	 in	 self-care.	

As Latinxs from working-class backgrounds, especially for those of  us who 

grew up in marginalized communities, taking time for ourselves to maintain 

our	 health	 and	 spiritual	well-being	may	 be	 difficult.	We	may	 have	 been	

socialized to prioritize others over our own well-being; this is particularly 

likely among Latinas raised in traditional families. Thus, in class, we 

examined our gender roles and the ways in which we needed to create 

space for ourselves without feeling guilty. As family caregivers, we need to 

nurture	ourselves	in	order	to	refill	our	well.	I	argued	that	we	may	need	to	

check	 out	 and	 disconnect	 from	 our	 family	 obligations,	 if 	 only	 briefly,	 in	

order to connect to ourselves and determine what resources we had, what 

we needed, and where to get our needs met. This would make it easier 

to connect with others from a place of  strength. Likewise, for those of  us 

with histories of  trauma, the uncertainties created by the pandemic might 

lead us to feel vulnerable and unsafe; we may then go into trauma mode. 

I invited the students to connect the theories they were learning to their 

experiences in the moment. 

For those of  us with histories of  social, state, family, or intimate partner 

violence, it was crucial to prioritize our emotional, physical, and spiritual 

well-being to mobilize our resilience. 

The students were invited to explore their cultural traditions, as these 
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offered	ways	of 	balancing	and	healing.	 I	also	promoted	balance	 through	

exercise, baking, cooking, reaching out to others, or isolating to ground and 

balance when needed.

My goal was to facilitate a connection to the community’s cultural 

wealth	(Yosso	2006)	that	each	of 	us	has.	One	way	to	do	this	is	by	drawing	

from our ancestral well, the conscious and unconscious resources and life 

lessons emerging from our ancestors’ histories. In times of  crisis, we can draw 

from	 the	 legacies,	 stories,	 and	his/herstories	 of 	 our	 elders	 and	 ancestors	

and transform our fears into opportunities. I invited students to examine 

where they drew their strength to continue working, keeping up with school, 

supporting their families, and helping their children’s and siblings’ distance 

learning. I shared with them stories of  my ancestors; the men who crossed 

continents coming from Europe and Asia in the nineteenth century and 

came to the Americas seeking better opportunities, and the indigenous, 

mestiza, and Afro-Latinas who partnered with these men. 

I shared with the students that one day when I was feeling particularly 

defeated	and	hopeless	during	the	first	few	months	of 	the	pandemic,	I	was	

having	 trouble	 holding	 space	 for	 the	 pain	 and	 suffering	 of 	 others	 while	

dealing with my own anxiety and grief, and I remembered the story of  

my children’s paternal grandmother, Maria Hernandez, who survived the 

1918	flu	pandemic	and	crossed	 the	Rio	Grande	after	her	husband,	baby	

daughter, and parents had succumbed to the virus. A widow who lost almost 

her entire family, she walked to the border from Camargo, Tamaulipas, 

Mexico with her young son and ultimately settled in Texas. We do not know 

how she made that journey, what challenges she faced, because she never 

talked about it. I found her diary and related documents after her son was 

killed and the family had to close out the home. By this point, she was in 

a nursing home in the end stage of  Alzheimer’s disease. I organized her 

papers and shared them with her children. I saved the papers as well as her 

memory	for	many	years,	until	that	day.	I	reflected	on	her	courage,	her	desire	
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to save her son and provide him with a better life by making the arduous 

journey to the United States. I quickly got over my self-pity and focused on 

what I could do to support others – my students, family, friends, and therapy 

clients. I asked my students, what lessons of  resilience could we learn from 

people like her? While studying the concept of  resilience, for example, 

students interviewed family members about their migration to the US and 

identified	their	relatives’	cultural	resources	that	helped	them	cope.	In	this	

way,	these	students	could	dig	into	their	ancestral	well	and	find	ways	to	cope	

with the pandemic in culturally syntonic ways. What stories could be told 

about them a hundred years from now when scholars study this pandemic?

In the fall of  2020, when Latinx cultural groups honored their dead, 

I invited students to build an altar in their homes honoring their ancestors 

and those lost to the pandemic. As they learned about health disparities 

and	Latinx	illness	and	death	rates	from	COVID-19,	they	engaged	in	action	

research to educate members of  their community about the virus and how 

to prevent contagion. For example, students organized to obtain and send 

masks and gloves to farmworkers in nearby communities with the support of  

a department faculty member. Students also gathered their family members 

who were essential workers and provided them with information regarding 

the importance of  using protective equipment, masks, gloves, etc. They used 

video	chat	to	connect	to	relatives	in	Mexico	and	Central	America	and	offer	

them	updated	 information.	Through	 these	 efforts,	 the	 students	 felt	more	

empowered, and their depression and anxiety lessened. We used the course 

content	and	their	cultural	capital	to	find	solutions,	in	the	moment,	to	their	

distress and to create positive change in their families and communities; 

for example students reported that they shared course material about the 

importance	 of 	 ethnic/racial/cultural	 identity	 with	 younger	 siblings	 who	

were struggling with their own positionality, and talked to their parents 

about their experience as students so they could support each other in more 

direct ways. While at home, students felt that their parents expected them to 
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focus on family needs and not their coursework. A Chicana student shared 

how she began to talk to her mother about the academic expectations she 

had to meet while being home as they were both preparing dinner. Her 

mother then asked her adult son who was not in school or working to step up 

and do more around the house because his sister had schoolwork to do (see 

McCormack	2021	for	Latinx	community-level	responses	to	the	pandemic).	

Conclusions

The	COVID-19	pandemic	has	 taught	 us	many	 lessons.	 In	 our	 isolation,	

those of  us privileged enough to work from home found creative outlets, 

built virtual support networks, and found ways to remain connected. Those 

who	 continued	 working	 to	 keep	 the	 economy	 going	 sacrificed	 to	 feed	

the	 rest	of 	us.	We	must	not	 forget	 their	 sacrifice	and	 that	of 	 all	 the	first	

responders who tended to the sick, drove the ambulances, and cleaned the 

COVID-19	 contaminated	hospital	 rooms,	 corridors,	 and	bathrooms.	We	

academics,	 particularly	 those	 in	 health-related	 fields,	must	 do	more	 and	

must do better to address health disparities and safeguard the physical, 

emotional, and spiritual well-being of  all citizens. In the months and years 

to come, we must continue to safeguard the physical and emotional health 

of  children and youth whose education was disrupted by the pandemic. As 

health	scholars,	we	must	reflect	on	the	lessons	of 	this	virus	and	strengthen	

our individual and community responses as we continue to work towards 

greater	health	parity	 for	all.	The	health	disparities	affecting	communities	

of  color are visible and undeniable; we must address the systemic racism 

that creates and maintains these disparities. We must continue to train 

health scholars with cultural humility and a willingness to learn from and 

with community partners. Ultimately, we need to continue in dialogue with 

humanists and social scientists to learn from each other to be better and do 

better, as we are aiming to do in this book. 
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