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Key information for local and national policy and lawmakers

The purpose of this chapter is to provide information for various stakeholders involved
in the health care, education, and employment of people living with dysphagia
(swallowing disabilities). Dysphagia refers to difficulty with swallowing (eating and
drinking) due to motor and/or sensory deficits. Dysphagia may occur at birth, affect
the elderly, or impact anyone affected by communicable illnesses such as COVID-19
and HIV/AIDS or the following non-communicable illnesses:

= Neurological disease such as head injury, stroke, motor neuron disease,
Parkinson’s, or dementia

* Diseases/trauma to the body such as head and neck cancers (tongue, nose,
or larynx), cleft lip and palate

= Mental illness
= Work-related injuries, especially exposure to chemicals in the workplace
= Side effects of medications

= Age-related effects

Child health issues that may also involve dysphagia include: cerebral palsy, autistic
spectrum disorder, cleft palate, intrauterine exposure to HIV/AIDS, or alcohol and
drug effects. Information provided in this chapter should (a) increase the visibility of
people with swallowing disabilities and (b) highlight the unique services needed within
the framework of food sovereignty, defined as the transformation of food systems that
address people’s rights to healthy and culturally appropriate foods, along with the
ability to decide how food is produced and distributed.

Governments should respect people’s right to adequate, available, accessible,
culturally acceptable (sustainable, authors own words) and nutritious food (International
Planning Committee, 2009). It is also essential that all projects and plans developed
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be sustainable to improve peope’s lives while conserving natural resources despite
demands for food, water, education, health and related economic and other needs
(United Nations, 2015). The World Bank (World Bank, 1986) and the FAO (1996)
definition of food security is when all people, at all times, have physical, economic
and social access to sufficient, safe and nutritious food to meet their dietary needs and
food preferences for an active and healthy life (FAO, 1996). Practically, this places the
onus on the poor to solve their hunger by earning more to buy or grow food.

Unsurprisingly, those with disabilities are more food insecure than their counterparts
(Friedman, 2021), a vulnerability more relevant to people living with swallowing
disabilities (dysphagia) (Quarmby & Pillay, 2019). In richer, relatively well-cared-for
populations, food tends to be available. However, underserved populations, who are
frequently characterized by impoverishment, experience a precarious relationship
with food and nutrition. In these economically-vulnerable contexts, people living with
disabilities are at risk of losing their food security.

Globally, the COVID-19 pandemic left those with disabilities without a voice and
exceptionally low purchasing power for sufficient, safe, and nutritious foods (Food
and Agricultural Organization of the United Nations [FAO], International Fund for
Agricultural Development [IFAD], United Nations International Children’s Emergency
Fund (UNICEF), World Food Programme (WFP) and World Health Organization
(WHO), 2020) Can healthcare policymakers (and associated services) ignore or work
around the precarious reality of impoverishment for people living with disabilities?
This chapter is about making visible the food sovereignty and security available for
people living with swallowing disabilities.

The incidence and prevalence of dysphagia

Globally dysphagia affects around 600 million people (Steele et al., 2015). People living
with swallowing disabilities constitute a significant percentage of the 690 million people
(8.9%) who are hungry (FAO, IFAD, UNICEE, WEP, & WHO, 2020).

The impact of dysphagia

Choking to death among dysphagic or older adults is uncommon (Hanley, 2018;
Taniguchi et al., 2020). Fifty-one percent of individuals experience aspiration that
occurs when foods or liquids go down the wrong way into the airways, often without
any obvious signs like coughing (Garon, Sierzant, & Ormiston, 2009). This causes
critical health-related events such as aspiration-related pneumonias and choking.

Activities of daily living and livelihoods

Dysphagia impacts on everyday living since mealtimes play a central role in social lives,
cultural celebrations, and connecting loved ones. The sensory aspects of swallowing
are closely connected to smell and taste. Head and neck cancer or COVID-19 survivors
experience difficulties with smell and/or taste (Vergara et al., 2021). The most common
causes of sensory disturbances are nasal and sinus diseases, upper respiratory infections,
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and head trauma, while the cause of taste deficiencies may consist of oral infections.
Human swallowing abilities depend on sensory feedback.

Globally, many individuals with disabilities live in the Majority World’s low-middle
income countries across Africa, Asia, and Latin America (WHO, 2011). Minority
World, high-income countries show disproportionately higher food insecurity rates
amongst people living with disabilities (Cipriano-Crespo et al., 2020; Coleman-
Jensen et al., 2017; Loopstra et al., 2020; Schwartz, Buliung, & Wilson, 2019) and
may include the indigenous peoples such as the First Nations in Canada (Richmond
et al., 2020), Aboriginal Australians (Spurway & Soldatic, 2016), and Maori in New
Zealand (McKerchar, 2020). Others who may be affected are Black and other racial
minorities (Morales, Morales, & Beltran, 2020), foreign-born/migrants with disabilities
(up to 43.2%) (Altman, Heflin & Patnaik, 2020), women (Schwartz et al., 2019), and
transgender and gender diverse populations (Russomanno & Jabson Tree, 2020).

Key information for health professionals, social workers,
community leaders, and educational practitioners

The purpose of this section is to improve understanding and support facilitated by key
service providers in governmental and non-governmental health, educational, social,
and occupational sectors. Providers include educators, community healthcare workers,
and caregivers such as family members or primary caregivers of persons of all ages with
disabilities in the local (community, regional); national level (country), the international
level (e.g., humanitarian aid), and health service provision by WHO, UNICEE, and other
international organizations. When managed by dysphagia practitioners, health risks
decrease (Beom, et al., 2015; Kraaijenga et al., 2015; Ortega, et al., 2016; Speyer, et al.,
2010; Suntrup et al., 2015). However, services for people with swallowing disabilities
are limited for Majority World countries (Pillay, Tiwari, Kathard, & Chikte, 2020;
Pillay, 2013; Wylie et al., 2013) and other low-middle income contexts (Chen, Kent,
& Cui, 2021). Global workforce deficits means that dysphagia services must be offered
at primary healthcare level and need to be taken to communities (Cieza et al., 2020).
This works well with the adage that food/eating is everyone’s business. Community
health workers, medical, nursing, rehabilitation and other healthcare professionals,
caregivers, school educators, and employers of people with special needs all need
to know about swallowing disabilities. They need to understand how to position a
person as well as how to produce and prepare foods, adapt/modify and classify food
textures, and manage risks associated with eating and drinking, including choking
hazards. To address the food needs of populations with a swallowing disorder, the
International Federation of Red Cross and Red Crescent Societies’ Global Food Security
and Assessment Guidelines (Food Security Cluster 2010) provide useful resources to
enable the mapping of food security at an individual and national level.

This section is based on a framework called Tackling Hunger with Research & Innovation
in Vulnerable Environments (THRIVE) which was developed about 10 years ago (Pillay

THRIVE: Tackling hunger by research and innovation in vulnerable environments
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& Kathard, 2018). It was consolidated via the South African University of KwaZulu-Natal
with its tradition of over 30 years of community-based speech therapy/rehabilitation
(Jager, 1994). THRIVE was developed to reposition swallowing and feeding in a way
that promotes transformative practitioners who are concerned with the food security
and the sovereignty or control by their patients (Pillay, 2013; Pillay & Kathard, 2018).
THRIVE consists of four core interventions:

= Food production
= Food preparation
= Food/diet texture classification

= Mealtime risk management and primary care

How to identify people with swallowing disabilities within food security and
sovereignty

THRIVE consists of several tools, including swallowing safety identification and food
security checklists. Non-medical individuals such as family or caregivers, including
community caregivers or generic community health workers, may identify (screen) for
swallowing safety in underserved populations. As such, selected tools and guidelines
account for the knowledge/skills of a range of caregivers.

It is important to consider that oral trials (e.g., water swallow trials) must be
done by a dysphagia practitioner or a medical/healthcare professional (nurse, other

Table 13.1 Swallowing and eating screening tools.

For non-medical personnel
For infants and children
o The Feeding Matters Infant and Child Feeding Questionnaire © (Silverman et al., 2020):

o The above tool and others such as the PEDI-EAT-10 and ChOMPS are available at https://www.feedingflock.
com/tools

For adults

« Eating Assessment Tool (EAT-10) (Nestlé Health Science, 2021): Available in many languages, including all UN
official languages (e.g., Spanish, Italian, Portuguese, , Swedish, Turkish, Greek, Dutch, and French).

For trained medical/health care personnel
For neonates/infants/children

o Neonatal Feeding Assessment Scale (NFAS) (Viviers, 2019)

o Neonatal Eating Assessment Tool for breast-feeding and bottle-feeding (Feeding Flock, 2019)
For adults

o Gugging Swallow Screener [GUSS] (Trapl et al., 2007): Available in many languages, including all of the UN’s
official languages (except Arabic), with a recent application in Egypt. The Gugging Swallowing Screen can also
be accessed at Wordpress.com (2017).

o Toronto Bedside Swallowing Screening Test (TOR-BSST) (Martino et al., 2009): French, Spanish, Italian,
Chinese, German. With Portuguese and Thai translations in preparation.

rehabilitation personnel, medical doctor, speech and language therapist, or clinical
associates) who is cross-trained, competent in dysphagia screening, and able to
clinically manage penetration or aspiration events. See Table 13.1 for screening tools.
These tools should be used within a train-the-trainer format, which is a framework for
training people such as community caregivers or peer professionals so that they can
train other people. Suggested tools are considered in relation to the United Nations
(UN) official languages for Arabic, Chinese, English, French, Russian, and Spanish.

The impact of dysphagia/swallowing disabilities

Dysphagia is associated with poorer health outcomes. As stated above, acute and
chronic dysphagia can result in pneumonia, malnutrition and even death. Alternative
feeding modalities may be considered such as tube feeding (e.g., nasogastric tube or
a percutaneous endoscopic gastrostomy tube) or intravenous (parenteral) nutrition.
People may need to eat texture-modified diets (Cichero et al., 2017), often with a good
measure of success. Social, psychological and citizenship issues are some of the broader
impacts beyond the bodily processes affected. For example, mental health and quality of
life are of concern (Kim, Park, Park, & Kim, 2020). People living in already vulnerable
environments are likely to face difficulty with a swallowing disability (Pillay, 2013;
Quarmby & Pillay, 2019, Karani & Pillay, 2020). Identifying difficulty with swallowing
is important. Without this support, individuals may find it difficult to adapt methods
of management and caring to improve health outcomes.

The importance of the identification of people with dysphagia

Identitying difficulty with swallowing is important for many reasons. However, two
key reasons for this identification must be highlighted. Firstly, identification will lead
to the improvement and the knowledge of local and regional governments for the
development of services. Secondly, it is important in order to ensure that an individual
is managed correctly by amending the textures of foods, changing physical position,
considering alternative feeding methods, and routines that lead to improved health
outcomes. Ultimately, people who are identified as living with a swallowing disability
will become more visible within country health profiles and more easily identified
for their associated food insecurity and reduced food sovereignty. Food sovereignty
is defined is the right for individuals to access healthy and culturally-appropriate food
produced through ecologically sound and sustainable methods.

What to do after identification

In immediate risk management, the guidelines in Table 13.2 address important
management of mealtime choking or aspiration risks (primary preventative). Examples
of the correct approach to swallowing difficulties are to ensure that the individual is
fully awake and alert, is positioned in a manner that allows safe swallowing, ensuring
that the mouth area is free of other foods, and consideration of the appropriate textures
to assure safe swallowing abilities.
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For example, it is important to support nutrition and hydration abilities, taking
into account the individual’s dietary preferences. In addition, optimal support must be
considered with a plan to improve swallowing abilities. Details about safe swallowing/
mealtime guidelines are presented in Table 13.2, along with direct basic and advanced
life support safety management strategies. This is best managed by a trained healthcare
worker. In preparation for emergencies (choking), consider learning basic life supports
to manage choking (British Red Cross, 2021; Global First Aid Reference Centre
Platform, 2021).

It is also important to use the country’s medical/healthcare pathways to manage
the level of risk identified via the swallowing screening. For example, if a person in a
rural community is identified with a choking event at home, then it is expected that
whatever usual route is used should be engaged to escalate this community case to the
relevant healthcare facility/service, such as a clinic or a hospital emergency service.

In short-term management, food sovereignty and security risk must be escalated
to provider/producer level. Social, governmental, non-governmental, and aid agencies
offer useful resources (Alliance for Food Sovereignty in Africa, 2021; Humanitarian
Response, 2021; Indigenous Food Systems Network, 2021; La Via Campesina, 2021;
Navdanya, 2016; United Nations, 2021; World Food Program, 2021; and World Vision,
2021). For long-term management, it is important to work within a framework that
addresses the impact of colonization (Pillay & Kathard, 2015).

Colonization has played a role in many countries (Food Empowerment, 2021). For
example, Spaniards who entered Mesoamerica found crops such as beans, pumpkins,
chillies, avocados, elderberries, guavas, papayas, tomatoes, cocoa, cotton, tobacco,
henequen, indigo, maguey, corn, and cassava (Armstrong & Shenk, 1982). However,
these foods were not consistent with the foods that they were familiar with or had
eaten and were absent in their native country. Lands were replanted with foods that
the colonists were familiar with and desired. Therefore, it is important to work with
people living with swallowing disabilities at a micro-level and at the macro-level, such
as food production via home gardens. This means shifting dysphagia practice within
a community-based rehabilitation framework (CBR Matrix, 2021).

How to help and support people with swallowing disabilities and food insecurity
with reduced sovereignty

Map the impact of dysphagia on the person/family’s lives and collaboratively develop
aspects of THRIVE:

= Food production
= Food preparation
= Food/diet texture classification

= Mealtime risks management and primary care

There is no single solution or textbook response to any of the aspects of THRIVE.
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Table 13.2 Safe swallowing/mealtime guidelines.

Desirable If not possible then consider
Body prosition | Sit upright. If in a chair, then make sure your If sitting upright is not possible then ensure
feet are on the ground and your bottom is your upper body is elevated at least 45 degree
against the back of the chair. or consider tilting (or lying) on the unaffected/
stronger side (if relevant).
There is no one/universal safe position for swallowing. It is dependent on many factors.
It is generally considered unsafe to eat or drink when lying flat on a surface like a bed.
Keep the same position for at least half an hour after eating/drinking.
Head/neck Your neck should be in a neutral position and Consider sitting forward/tilting your top half
posture when you swallow you should tuck your chin of your body forward to avoid foods rushing
toward your chest as far as possible. toward your airways.
It is considered least safe to eat/drink with your head tilted backwards.
Pace Eat slowly and especially drink small amounts | For carers: Only present/make small amounts
of liquids. of food available per bite/mouthful, then wait
before offering another amount of food.
Talking/ No talking when eating or drinking. Eat in a quiet place or face one other person
distractions only.

Food textures/
liquid
thicknesses

Eat/drink only what is safest for you to swallow
(as prescribed by your healthcare worker).

Ask your healthcare worker to consider the
International Dysphagia Diet Standardization
Initiative (IDDSI) ttps://iddsi.org/Framework.
See especially the testing methods used to
classify food textures and the thickness of
liquids.

Avoid:

o mixed textures of foods like thin liquid soups with vegetables/meat floating in it
o foods that break up and stick onto surfaces like popcorn and some beans with skins
« fruit/vegetables with skins, like peas, or seeds, like tomatoes

o stringy or ‘leafy’ foods like spinach, lettuce
o sticky foods like toffee
o hard foods like nuts, seeds

« foods that change textures like ice-cream or wafers that melt

Use of feeding
instruments

Avoid using straws or spouted cups unless asked to do so by a dysphagia-trained healthcare

professional

Mouth check

Always look around your mouth (use a mirror if necessary) and make sure there are no foods in
your cheeks or under your tongue, anywhere in your mouth
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Solutions should be based on the needs of the individual with the swallowing disability
and the knowledge of their retained abilities as well as their disability. It is important
to include consideration of the family and caregivers as well as governments and
NGOs in the field. THRIVE is part of a bigger movement that positions swallowing
disabilities within a framework of equity and population-based strategies (Pillay &
Kathard, 2018; Department of Health and Rehabilitation Sciences, 2021).

Key Dos and Don’ts

Initially, as choking and aspiration risks are common, it is important to establish a
clear healthcare pathway from home/community to contextually relevant, available
medical and rehabilitation services. In the case of an immediate risk, it may be
useful to ensure that the person’s mouth is clear by removing any food/object that
are obstructing the airway, as far as possible. Methods like the Heimlich manoeuvre
should be taught, as appropriate.

Dysphagia practices should not be imported from well-resourced contexts and
made to fit elsewhere. For example, richer/Minority World citizens may have access
to dysphagia texture-modified foods whereas Majority World citizens (including the
impoverished in, e.g., Europe, North America, and Australasia) may not have access
to even commercial food thickeners. Consider alternative thickeners, such as agar,
potato starch, and other solutions developed to meet IDDSI levels. Naturally thick
items can also be considered, such as yogurt, applesauce, cream soups and puddings.

Practitioners should consider talking about food production for homes/families,
not only for the person living with the swallowing disorder, such as suggestions
for a home garden. There are also indigenous, culturally relevant foods that are
dysphagia-friendly foods which maintain a consistent texture and content when
eaten or cooked (e.g., sweet potatoes, taros, and yams).

Food preparation methods should be considered when prescribing diet textural
modifications. For example, if local, indigenous thickeners are used, then test the
ease-of-use and economic value of simple food preparation methods like using
forks to whisk (and aerate) foods to IDDSI level 4 (pureed/extremely thick) foods/
liquids (de Villiers et al., 2019). The International Dysphagia Diet Standardization
Initiative (IDDSI) is a global standard with terminology and definitions to describe
texture-modified foods and thickened liquids used for individuals with dysphagia
of all ages, in all care settings, and for all cultures.

It is important to invest in methods for the food to act as a dysphagia therapeutic
tool. Where there are too few dysphagia service providers then it makes sense
to develop foods that improve the swallow when eaten. For example, exploit the
therapeutic potential of thermal (hot/cold) or chemical (sour boluses) properties.
Transitional foods that are crispy/crunchy (food textural acoustics) may contain useful
sensory properties to enhance swallowing/motor responses (Karani & Pillay, 2021).
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Information for professionals working with people living with
swallowing disabilities

The purpose of this section is to provide a brief update of current knowledge trends,
and to provide links to useful resources for professionals working with un(der)served
people living with swallowing disabilities.

Updates on dysphagia assessments and interventions

Three core issues are worth highlighting specifically for their relevance to Majority
World contexts, especially for those affected by colonial processes:

= Contextualization
= Culture

= Community

Contextualization of dysphagia standards/practices: Dysphagia practitioners focused
on Majority World un(der)served populations should critically reconsider their clinical
reasoning as contextually responsive practices (Pillay & Pillay, 2021). This means
accounting for the experiences of vulnerable and impoverished people, multilingual
populations and the unique needs of marginalized, un(der)served people from First
Nations/indigenous, Black and Ethnic Minorities or migrant populations (Pillay, 2013,
Pillay & Kathard, 2018). Generally accepted (technical) dysphagia practice standards
(e.g., instrumental diagnostic assessments) should be part of the plan when possible
for un(der)served populations

Culture and swallowing and dysphagia clinical practices: Food, eating and mealtimes
are intimately connected to culture (Riquleme, 2004). Interventions should account
for class, gender, age, and a variety of other cultural factors. These cultural factors
should affect how the deliver of biomedical-based rehabilitation practices (e.g.,
exercises, texture modified diets, safe swallowing strategies, see Table 13.2) should be
considered alongside socio-cultural and political strategies like food sovereignty and
security intervention.

Community-based dysphagia rehabilitation: Taking its cue from the WHO’s
Community Based Rehabilitation (CBR) matrix (WHO, 2010, p.67), dysphagia services
should shift beyond hospital and clinical walls to homes and populations by working
with families, local practitioners and community leaders.

Resources to inspire thinking/doing relevant work in un(der)served populations can
be found in Table 13.3.

Discussion

This chapter has presented the causes of dysphagia and approaches when working with
individuals with this disorder. As presented here, it is important to consider foods,
position, and other factors when working with this population. The development of
services that are equitable and which meet the needs of underserved populations is
essential. This requires that practitioners, as well as having the necessary medical and
therapeutic skills, can interpret the knowledge that they have about their clients’ culture.
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Table 13.3 Useful dysphagia, food sovereignty and food security practice/knowledge resources.

Screening Tool

Dysphagia Dysphagia https://www.dysphagiaresearch.org/
(general Research Society
resources)
ASHA paediatric | https://www2.asha.org/PRPSpecificTopic.aspx?folderid=8589934965&section=
dysphagia Resources
guidelines
ASHA adult https://www.asha.org/practice-portal/clinical-topics/adult-dysphagia/
dysphagia
guidelines
Dysphagia EAT-10 Belafsky, P.C., Mouadeb, D.A., Rees, C.J., Pryor, J.C., Postma, G.N., Allen, J., &
Screening Tools Leonard, R.J. (2008). Validity and reliability of the Eating Assessment Tool (EAT-
(see Table 13.1) 10). The Annals of Otology, Rhinology, and Laryngology, 117(12), 919-924.
https://doi.org/10.1177/000348940811701210
Cordier, R., Joosten, A., Clavé, P, Schindler, A., Biilow, M., Demir, N., Arslan,
S.S., & Speyer, R. (2017). Evaluating the psychometric properties of the Eating
Assessment Tool (EAT-10) using Rasch Analysis. Dysphagia, 32(2), 250-260. doi:
10.1007/s00455-016-9754-2. Epub 2016 Nov 21. PMID: 27873090
Hansen, T. & Kjaersgaard, A. (2020). Item analysis of the Eating Assessment
Tool (EAT-10) by the Rasch model: A secondary analysis of cross-sectional
survey data obtained among community-dwelling elders. Health and Quality of
Life Outcomes, 18(1), 139. doi: 10.1186/s12955-020-01384-2. PMID: 32404203;
PMCID: PMC7222581
Swallowing Cohen, J.T. & Manor, Y. (2011). Swallowing Disturbance Questionnaire for
Disturbance detecting dysphagia. Laryngoscope, 121(7), 1383-1387. https://doi.org/10.1002/
Questionnaire lary.21839
South African | Ostrofsky, C. & Seedat, J. (2016). The South African Dysphagia Screening Tool
Dysphagia (SADS): A screening tool for a developing context. South African Journal of

Communication Disorders, 63(1), 9 pages. doi: https://doi.org/10.4102/sajcd.
v63il.117

wwwiddsi.org

Texture List of foods Hemsley, B., Steel, J., Sheppard, ].J., Malandraki, G.A., Bryant, L., & Balandin,
Modified Foods | (including risky |S. (2019). Dying for a meal: An integrative review of characteristics of choking
foods) incidents and recommendations to prevent fatal and nonfatal choking across
populations. American Journal of Speech-Language Pathology, 28(3), 1283-1297.
https://doi.org/10.1044/2018_AJSLP-18-0150
International Cichero, J.A,, Steele, C., Duivestein, J., Clavé, P, Chen, J., Kayashita, J., Dantas,
Dysphagia Diet |R., Lecko, C., Speyer, R., Lam, P., & Murray, J. (2013). The need for international
Standardization |terminology and definitions for texture-modified foods and thickened liquids
Initiative used in dysphagia management: Foundations of a global initiative. Curr Phys
(IDDSI) Med Rehabil Rep.;1(4):280-291. doi: 10.1007/s40141-013-0024-z. PMID:

24392282; PMCID: PMC3873065.
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Food EPIC - Equitable | http://www.dhrs.uct.ac.za/dhrs/divisions/csd/epic/team

Sovereignty and | Population- includes examples of THRIVE and contact details of people working in the field
Food Security | based
Innovations for
Communication
(and swallowing)

Borras, A.M. & Mohamed, F.A. (2020). Health inequities and the shifting paradigms of food
security, food insecurity, and food sovereignty. International Journal of Health Services: Planning,
Administration, Evaluation, 50(3), 299-313. https://doi.org/10.1177/0020731420913184
International Planning Committee. (2009). Final Declaration. People’s Food Sovereignty Forum.
Rome, Italy. Available at: http://www.foodsovereignty.org/ Resources/Archive/Forum.aspx (15 April
2013).
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