Revista Bioética
v Print version ISSN 1983-8042 | On-line version ISSN 1983-8034

Rev. Bioét. vol.29 no.2 Brasilia Apr./Jun. 2021

Speech therapy, decision conflicts and dysphagic
patients: an integrative review

Midrcio José da Silva Moreira?, Roberta Nascimento de Oliveira Lemos dos Santos?, Marisa Palacios?

1. Universidade Federal Fluminense (UFF), Nova Friburgo/RJ, Brasil. 2. Instituto Federal do Rio de Janeiro, Rio de Janeiro/R)J, Brasil.
3. Universidade Federal do Rio de Janeiro (UFRJ), Rio de Janeiro/R]J, Brasil.

Abstract

Dysphagia presents multidimensional negative impacts on the life of dysphagic patients and may
generate decision conflicts related to their diet. This is a review of the literature on speech-language
therapy, decision conflicts and the agents involved in the decision making process for deliberations
related to the nutrition of this type of patient. This is an exploratory and descriptive study, with content
analysis as proposed by Bardin. The databases used were PubMed, Scopus, Web of Science, Cochrane,
Embase and Virtual Health Library. Conflicts involving the speech-language therapist, the patient,
the family and the multidisciplinary team were identified. In the selected articles, no theory or method
was identified to support the mediation of these conflicts. No Brazilian publications that answered the
guiding question were found.
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Resumo

Fonoaudiologia, conflitos decisérios e pacientes disfagicos: revisao integrativa

A disfagia tem impactos negativos multidimensionais na vida do paciente disfagico e pode gerar
conflitos decisoérios relacionados a alimentacdo. O objetivo deste artigo é revisar a literatura sobre
fonoaudiologia, conflitos na tomada de decisao e agentes envolvidos nas deliberacdes sobre a nutricdo
desse tipo de paciente. Trata-se de estudo exploratoério-descritivo, de revisao integrativa, com analise
de contetdo conforme proposta por Bardin. As bases de dados utilizadas foram: PubMed, Scopus,
Web of Science, Cochrane, Embase e Biblioteca Virtual em Saude. Identificaram-se conflitos envolvendo
o fonoaudidlogo, o paciente, a familia e a equipe multidisciplinar. Nos artigos selecionados nao foi
possivel identificar uma teoria ou método que fundamentasse a mediacao desses conflitos. Nao foram
encontradas publicacdes brasileiras que respondessem a pergunta norteadora da revisao.

Palavras-chave: Transtornos de degluticdo. Bioética. Fonoaudiologia.

Resumen

Fonoaudiologia, conflictos de decisién y disfagia: revisién integradora

La disfagia tiene impactos negativos multidimensionales en la vida del paciente disfagico y puede
generar conflictos de decisién relacionados con su alimentacién. El objetivo de este articulo fue
revisar la literatura sobre fonoaudiologia, los conflictos de decisién y los agentes involucrados en el
proceso de toma de decisiones para las deliberaciones relacionadas con la nutricién de este tipo de
pacientes. Se trata de un estudio exploratorio y descriptivo, donde se realizé una revision integradora
con analisis de contenido y categorizacion por Bardin. Las bases de datos utilizadas fueron: PubMed,
Scopus, Web of Science, Cochrane, Embase y Biblioteca Virtual en Salud. Se identificaron los conflictos
entre fonoaudidélogo, paciente, familia y equipo multidisciplinario. En los articulos seleccionados no se
identificd ninguna teoria o método que sustente la mediacion de estos conflictos. No hay publicaciones
nacionales que respondan a la pregunta orientadora.
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Bioethics relates to other fields of
knowledge, making it necessary to understand
multidisciplinary content to address bioethical
issues more assertively. The health professional
may have difficulties to analyze the scenario and
identify problems that need a moral analysis and
quick resolution. This analysis must consider
ethical, moral, religious, legal, scientific, and
technical aspects®.

Pessini and Barchifontaine? define bioethics as
a domain of plural perception, which arises from
demands related to the emergence and use of
technologies applied to medical sciences. This field
of study encompasses discussions about care and
the relationships established within. Its objective
is to safeguard the patient’s integrity and promote
good clinical practices by health professionals,
including the speech therapist.

Speech therapy deals with issues related to
human communication, giving theoretical support
to speech therapists to identify, evaluate and
rehabilitate individuals who undergo changes
in oral and written communication, voice and
hearing?®. Over the years, speech therapy has
expanded its line of action, encompassing
new therapeutic scenarios and approaches®.
Dysphagia is one of the objects of the specialties
that emerged within the profession. The speech
therapist specialized in this area is qualified to
act in the prevention, evaluation, and treatment
of deglutition disorders in all life cycles,
prioritizing the patient’s well-being, minimizing
risks, and maximizing health-related benefits.
Suspension, indication of alternative feeding
route or introduction to oral nutrition depend
on the speech therapist’s evaluation, in a debate
with the multidisciplinary team?>.

Divided into four phases (preparatory phase,
oral phase, pharyngeal phase and esophageal
phase), deglutition is a function of the
stomatognathic system performed by structures
that participate in other functions, such as
speech, voice, breathing, chewing, and sucking.
Any change in the path of food from the mouth
to the stomach is called dysphagia, and its
etiology may include neuromuscular, tumor,
infectious, metabolic and degenerative diseases,
or iatrogenic events®. Dysphagia is characterized
by the presence of penetration, aspiration and
bronchoaspiration of food bolus, as well as oral,

gastric or liquid fluid, leading, in many situations,
toillness. There are more intense biopsychosocial
impacts for the dysphagic patient in a situation
of vulnerability, because of disease evolution and
the impossibility of cure, with damages to well-
being and quality of life. Feeding should prioritize
the maintenance of nutritional and water status in
a safe and effective manner, without jeopardizing
the patient’s lung health’.

This article presents results of an integrative
review with content analysis based on Bardin?®.
The entire research was based on the research
question: “What are the main actors in decision-
making involving dysphagic patients and the
conflicts they face?”

Method

Integrative review process

This exploratory-descriptive study used
the integrative review method, which allowed
the synthesis of data already published and
identification of evidence-based practices .
When the researcher takes a qualitative look at
the systematic review, a more global evaluation
becomes possible, thus including sociocultural,
emotional, and behavioral aspects that are part of
health care. Following this line, the researcher can
obtain information that will allow them to suggest
paths and propose new theoretical tools 1.

According to Souza, Silva, and Carvalho %,
the integrative review is characterized by six
well-defined phases that are easy to organize and
understand: 1) formulating a guiding question;
2) establishing inclusion and exclusion criteria
to only integrate studies that actually answer
that question; 3) determining what information
will compose the integrative review corpus;
4) interpreting the extracted data; 5) presenting
the results obtained; and 6) synthesizing
knowledge of the topic defined at the beginning
of the review. In this integrative review,
another phase was included - content analysis,
as proposed by Bardin?®.

Strategies to identify and select studies

The literature search included articles in
Portuguese, English or Spanish published until
February 29, 2020. Date filter was not applied.
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The search was performed on Portal de Periddicos
CAPES by remote access from Universidade
Federal Fluminense and Universidade Federal do
Rio de Janeiro.

The keywords selected are registered in the
Health Sciences Descriptors (DeCS) and Medical
Subject Headings (MeSH) controlled vocabularies:
“speech therapy,” “bioethics,” “ethics” and
“decision making.” The search also included
synonyms and related terms, forming the following
search keys: speech therapy and deglutition
disorders (speech therapy or speech therapy
approach or deglutition disorders or dysphagia
rehabilitation), bioethics and ethics (bioethics or
ethics or ethics of health care or biomedical ethics
or bioethical hospital or medical ethics or ethicists
or bioethicists or bioethical specialist” or ethics
specialist” or health care ethics or biomedical ethics
or ethics, clinical or clinical ethics or hospital ethics
or ethical aspects or ethics), and shared decision-
making (decision making or decision making’
shared or making” shared decision or shared
decision making” or clinical decision-making or
clinical decision making or decision-making clinical
or medical decision-making or decision-making
medical or medical decision making). The search
keys composed of the words bioethics and ethics
were unified to present common terms.

The search keys were combined to refine
the results. The survey included six databases:
PubMed (four articles), Scopus (32 articles),
Virtual Health Library (VHL) (six articles), Embase
(13 articles), Cochrane (one article) and Web
of Science (17 articles). Such indexers were
chosen for returning more articles in a previous

search without crossing the keys. OpenGrey was
consulted for gray literature, but the database did
not return any relevant data. Finally, the results
were entered into Mendeley Reference Manager
software, which removed duplicates.

The inclusion criteria considered the research
question: “What are the main actors in decision-
making involving dysphagic patients and the
conflicts they face?” Duplicate articles, review
articles, letters to the editor, articles that dealt
with decision made exclusively by the patient,
the multidisciplinary team or the speech therapist,
or studies with animals were excluded.

Selection of articles from the databases

The first selection was made based on
reading titles and abstracts. At this stage, two
reviewers eliminated articles that did not meet
the inclusion criteria. To assess agreement
between reviewers, 10% of the publications
were compared randomly. Reading the texts
in full was necessary when the title and the
abstract did not clarify whether the study was
relevant to the research question.

In a second step, the reviewers read the
pre-selected articles in full, again applying the
inclusion and exclusion criteria. There was an
agreement between the two reviewers, thus there
was no need for a third reviewer. After the
selection, a manual search of references of the
articles included in the survey was carried out.
The representation of the process can be seen in
Figure 1, adapted from a systematic review and
meta-analysis 2.
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Figure 1. Flowchart adapted for the article selection of the integrative review
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Source: Moher and collaborators; 2009*.

Bias evaluation and methodological risk
To assess the risk of bias, the JBI Critical Appraisal
Checklist for Qualitative Research instrument,
developed by the Joanna Briggs Institute !, was
used. The items covered by this protocol are: 1) “Is
there congruity between the stated philosophical
perspective and the research methodology?”; 2) “Is
there congruity between the research methodology
and the research question or objectives?”; 3) “Is
there congruity between the research methodology

and the methods used to collect data”; 4) “Is there
congruity between the research methodology
and the representation and analysis of data?”;
5) “Is there congruity between the research
methodology and the interpretation of results”;
6) “Is there a statement locating the researcher
culturally or theoretically”; 7) “Is the influence of
the researcher on the research, and vice-versa,
addressed?”; 8) “Are participants, and their voices,
adequately represented?”; 9) “Is the research
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ethical according to current criteria or, for recent
studies, and is there evidence of ethical approval by
an appropriate body?”; and 10) “Do the conclusions
drawn in the research report stem from the analysis,
or interpretation, of the data?”

For each item, four options were admitted:
“ves,” “no,” “unclear” and “not applicable.”
In the item “overall appraisal,” the options
were: “include,” “exclude” or “seek further
information” *. The nine articles selected were
considered eligible to compose the integrative
review; therefore, there was no exclusion at this
stage. Again, two reviewers applied the checklist,
and there was no disagreement between them.
It was not necessary to contact authors to request
supplementary data for the analysis.

Treatment of collected data
A qualitative evaluation of the publications was
carried out in search for similarities or differences,

patterns and general trends in how the studies
approach the topic studied. The items included
in the data collection were: “year,” “author,”
“title,” “objective” “keywords”, “decision-making
conflicts” and “conclusions” (Chart 1).
Considering the review characteristics,
the content analysis technique was adopted,
which uses thematic categorization. The
application of this technique started with the
pre-analysis - planning, organization and floating
reading of all the material gathered. Then
the articles selected were coded with the help
of ATLAS.ti software for Mac, where a report was
generated with counting and identification of
the codes (subcategories). Based on this report,
the content was classified and categorized
(Figure 2). Finally, the results were treated,
considering the inference and interpretation of
these contents and, consequently, the answer to
the research question of the integrative review?®.

Research W

http://dx.doi.org/10.1590/1983-80422021292478

Rev. bioét. (Impr.). 2021; 29 (2): 401-15




integrative review

anin

Speech therapy, decision conflicts and dysphagic patients

*'sanuyuod

JUSWOW 3y} e 3pIIap
0} Awouo3ne 3noym

juaped ayy JO S9ALIAIIP
9dUeApE 3Y3 }NSU0D

03 Alessadau si 3| "s3oedw sy
pue |esnjau s,jJusyed ayy Jo
JUBWISSISSE ‘uonLN[S8ap ssasse
0} JUSSUOD pawWLIoJu]l JoLId
*S]Y2USq pue Sy HNV YSiam
‘Awouolne sjusped 3oadsal
0} Sa3np |ed1y3e duejeg

*ssa20.d a4ed ay)

SUIAJOAUI SEWIWS|IP |B21YID
ay3 Juanbauy aiow ay3
‘quaped s13eydsAp ay3 Jo
9]e]S 3U3 9I9ASS 240w ay |
*$101]JU0d 9)essuss

sAem|e suois|dap [ed1yl3
*ss9204d Supjew-uolsPap
9y} ul djoy |euoissajoud pue
$21Y33 JO 9p0) S,A13UN0d Y3
1o asn "9y Jo Aljenb pue
‘s9oua4a)a.4d Ajlwey pue
juanied ‘saunpadoad |edipaw
INoge SuoIssnasIp Sje|nwns

'sjyauaq pue sysu
‘s9nss| [e21Yy3e SzAjeue jsnw
wea) Aseurjdpsipyinw

a3 pue Ajiwiey ayL “(HNV)
uonelpAy pue uoniinu
[edy.e 3dnaisjul 03 Sp1dap
jouued jsidesayy yoosads ay |

suoisn|auo)

‘suonido juswiyessy

)s1-y31y sasooyd used ay)
usym sanljiqisuodsal yeis
|eatul)d ‘upjew-uolsidsp

ul 9jedpuJed o3 Ajdeded
paywi| yum sjuaied

Wwi0.) JU9SUOd pawilojul
3ujuielqo jo adusjjeyd ay3
{suoljepusWWOal [ealul|d
JO [esnjaJ Jo Sduejdadde
‘{uonliinu |e1o 03 UolINPOIIU|

*9]gesuadsip a.e SIAISS

s, 3s1deJay) yoaads ayj jey)
S9pId9P Jaquisaw Ajiwey v
‘Juswijeas) pasodoud ay)

0] 2J3Ype J0U SI0p pue 1ed
0} sasnyaJ Jusnjed sjgeded

‘3uipaay s,jused

S|gededul ayj Jo Juswadeuew
‘Jusned s|geded ayy Aq
Adua3s1SU0d pooy ul sadueyd
Jo 9ouejdadde ‘Adesay)
4293ds Jo |esnjau s,jusaljed

S3211u0d Supjew-uois3Q

JuswWiess) SuIMmelpypm
pue 3uipjoyynm
{SaAD3UIP

dueApe 3upjew
-uoIsI23p [ealul|d
‘{uonINu |eJdjud
{sJapJosip uonyn|3ag

‘e13eydsAp o1juod
‘9o10eud [eaiul)

‘siapJosip
uonyn|Sap ‘uonnn|3ap
1M BUIn

{SS9U||I |RUIWID) {JUISUOD
pawuojul ‘Awouoiny

:spiomAa)y

‘3unjew-uoisap
ul 9jedpuJed pue
$9210Yd snowouoine

jew o3 Ajjige sjuaned usaym :ei8eydsAp

s,jJuaned ay3 ssasse
0} BLIS}LID M3INSY

‘sewwa|Ip
|e21y3e Auew ujejuod ey
SOIJEUIS OM] SSNISI

‘sjusnjed o13eydsAp

JO JuswiaSeuew ay3 ul
1sidesayy yooads ay3
Aq paoe} sewwa|ip
[e3ly3aolq ay3 ssnasiq

anw3[q0

Juswijeal
JO JUBWISSASSE asNyal . N Juehug
‘IWH deys €00¢C
ul ssnssi [edlyi3,,
«20eud eideydsAp o1 09 S91110S
ul sewwd|Ip |ealyia,, “TO JauydsaIy 66l
«43esp [ednjeu
e 0] 3ysu ayj pue stV [195SNY
juswadeuew ejdeydsAp -eJnpeJsas c66l

Ul SeWwa|Ip [BA1Y33,

sndJod ay3} Jo uonezijuesiQ "TareyD

yaleasay

o
0~
~r
N
o~
o~N
=
N
o
N
o~
~r
o
o
]
o™
o
o~
=3
D
o
o~
Lo
S
o
=
—
(=2}
pus
-
(=]
=
x
!
=
o
=
=
=

Rev. bioét. (Impr.). 2021; 29 (2): 401-15




Speech therapy, decision conflicts and dysphagic patients: an integrative review

©'Sanuyuod

‘3u1pasy |eJ0-uou
pue |eJo Jo s3Iyauaq pue
SHS11 9Y3 SassaJppe eyl

|9pow Supyew-uolsidap

e 13JJ0 p|noys sisidesay;
y23ads "HNYV Jo asnh ay3
jsuiede o Joj svoua4a)a.d
Jopad ajedipui ued Ajjwey
pue jualjed ‘sjuau0d
Ud2ewo3s pue suol}aidas
|eqo Sunjeuaidse snuiuod
Aew juaijed Suijsey ayl
‘y3|eay |e4auasd pue ay1|

J0 Ajjjenb uo ej3eydsAp
Jo spoedwi aA3ES3U

3y} 3noge pauLiojul

3q 03 sey juaijed ay|
‘Jualjed pue Ajiwey ayj o}
suoljedlylie|d Yym paploae
9q ued sewws|Ip [ea1yi3

*9Jed [ed1ul[d Jo sewwa|Ip
|ed1y3a pue [esow ay3

9A|0S3J 0] Jje3s 98e4nodus
ya1ym ‘sautjaping aes|d

wouy Jyauaq sjualjed pue
s|euolssajoid yijesH ‘weay
Areuldidsipi3inw ay3 ussmiaq
uoI3ed1UNWWO0d poo9)

suoisn|auo)

*S9AL}DRUIP ddueApe pue ueld
a.ed Jo yoe| ‘yuaned sjqededul
3y} Aq ‘|esnjau pawiojul 4o
JU9SUOD PaWLIOJUl JO SDUISqY

*S9AL}IIIP SIUBAPE JO 2UISCE

‘{pajdadsal ||Im Jisy3 aAey Jo
9sooyd 03 Alljiqe s,3usped ay)
Ul 9SE3IIIP (D 0.]S J9}Ye N0

Suipasy aAeUIS)|E U JO 35N

s)1Juod Supjew-uoisiddQ

‘ASojoy3ed
98en8ue|-ydaads
JUasSU0D pauLIojul
‘{uolINU [BISUD
{sJ1apJosip uoyyn|3ap
{S9ALJIIIP DUBAPY

*3uIpasy aqny

{sJ19pJosip uonn|3ap
‘{uonelpAy pue uoyiinu
paJaisiuiwpe Ajlenyle
{S9AIIIP DUBAPY

:spiomAa)y

‘sjuanjed 218eydsAp

JO uonejijigeya. sy3 o3
pa3e|ad sanss| [ea1y3d
03 suopyn|os [eandeud
3ursyo ‘uoneapAy
|erdyLJe pue pooy 0}
JUSSUOD pawLIojul IO}
sjuswauinbaa ssnasiqg

‘043s

Jaye sjuanjed 218eydsAp
JO Juswiadeuew ay3 ul
S9Nss| [ed1y3s azAjeuy

anw3[q0

yaleasay

«e13eydsAp

yum sjuanjed Joy
3uipasy |elo-uou Jnoge
SUOISIJ9P pUe ‘QUISU0D
pawLIoul ‘s,

0J43s JaYe
e|8eydsAp

J0 Juawadeuew

9U3 Ul sanss| [ed1y33,,

« 917 49usep

‘WH deys £00¢C

e WWH dieys 900z

Joyny

uopenuyuo) T areyd

o
~
~
o~N
o~
N
=
N
o
o~N
o
~
o
P
o™
[eo]
o~
=3
D
o
o~
Yo}
=
o
=
—
o
_
5
o
=
x
=2
=
(=%
—
=
=




Speech therapy, decision conflicts and dysphagic patients: an integrative review

*Sanupuod

‘sjusuodwod usamiaq
uonedunNwWwod ayj sanoidwi
wyjlio3je ay] ‘(uoreayipow
AdUS)sISU0 BY3 0} IdUBIBYpe
-uou Jo [esnjad) s3o1juod
aAj0sa4 d|ay 0} wy3lioS8|e ue Jo
uoLeald ‘aJed patsjuad-jusaled
‘3upjew-uoisidap paJeys
y8nouy3z Awouoine piengajes

*9]qIseay Awouolne ayew

pue sja1[aq pue saoua.sya.d
s,Jusnjed ayj JapISU0d ‘sjysuaq
pue sysii y31am 0} Aiessadsu

SI 1] *(¢30U Jo agny e a3e|d 01)
yinow Aqg uoniinu uiejqo o}
3|geun sjualjed Jo sased ul
Ajje1adsa ‘uoisidap a41|-Jo-pul

suoisnjouo)

*8uipa3y |eJo Suipedau
SuolepUIWWIOIA. S,Wes} 3y}
0} 92U3J3ype-uou pue 331p ay}
Ajipow 03 |esnjau ‘e13eydsAp
J0 Jusawadeuew ‘ei3eydsAp
104 $331p SulAjipow 4oy ssa30.4d
upjew-uoisidap [eaul|d

‘Supjew

-uolsI2ap paJeys apingd o3
wisijdipurad Jo asn "92ua)SIxXd
uewny Joj jueiodwl Si ydaiym
‘101ABY3Q 3ul}es SSasse Jsnw
Ajlwey ay) pue wea) ay)
‘quanyed ay] ¢ (SNsuasuod a4l
-Jo-pus) HNYV 40} sanl|iqissod
949y} aJay ‘sjuaijed oi13eydsAp
3J1|-§0-pus Jo4 spinbi|

pue pooy Jo uol3sasul sy}
pue uoi313n|3ap jo A}ajes

3y} SuUIA|OAUL SWIB|qOId

S1I1JU0d Supjew-uoisP3Q

*sJ9pJosip uonn|3ap
‘uonyn|3sp ‘aduaiaype
‘uoneyljigeyad ‘so1y1L
‘uoesyipow 3a1p
‘3unjew-uoisiap
paJeys ‘e13eydsAg

‘3uipaay aqny
)s13ojoyjed a8ensue)
-y29ads :s21y3a |ealpaw
9J1|-Jo-pus ‘eiSeydsAp
‘ejuownaud uopeuidsy

:spiomAay

'|003 3y} Jo asn
pue juswdo|aAsp
9y} Yym adusliadxa
Sdoyine ayj ssnasip
‘wyjlo8|e |eaiud
3y} Jo sjoadse |edly3a
aJo|dxa sjejidsoy
uluoneyljiqeyas
3ujo8uapun sjuaijed
218eydsAp Joy
suonedyipow 3alp

JO 1X33U02 |ed1ul|d
3y} sulwex3

*SUOISID9P 9)1|-JO-pud
a1edidijue jeyy saseasip
JO uoljelsajiuew e

se eldeydsAp ssnasig

aAwa[qo

(wea) 3uneauy

ay3 Aq papuswiwodal
uoyeayipow 3a1p

asnyaJ e1deydsAp

yum sjuaed usym
suoyeniis 10 YIomawey
e Jo Juswdo|anap
-uognejljigeyad ut
Supjew-uolsap

paJeys 3unowoud,,

(SuoIsI29p pue suondo
9JI|-JO-pus :pausjealys si
3U1pa3) |eJ0 S)es USYAA,,

yaleasay

1zHW JUnH

‘WY 1zzol|Sipiids  ZT0Z
‘4 1aziey
ozdl 49401D

‘IN 124019 ¢10¢C

Joyny

uoyenuyuUo) T ey

o
0~
~r
N
o~
o~N
=
N
o
N
o~
~r
o
o
]
o™
o
o~
=3
D
o
o~
Lo
S
o
=
—
(=2}
pus
-
(=]
=
x
!
=
o
=
=
=

Rev. bioét. (Impr.). 2027; 29 (2): 401-15




integrative review

anin

Speech therapy, decision conflicts and dysphagic patients

*Sanupuod

yaleasay

'$9210Yd snowouojne
993jueJens 03 JUSSUOI pauIojul
asn 1snwi jsidessy) yosads

33 1ey3 sAes so1y3s Jo 9pod
|euoissajoud ay] ‘Awouoine
11943 24nsus pue 3ulsdg-||om
Sjusned sy} ajowo.d

*3unjew-uoIsIdap paJteys pue
sdiysssuied sj3owoud 03 |00}
e s| wypo3e eideydsAp ay|
‘A]9AID3YS pue Ajajes ad104d
|enpiAlpul ulejuiew :syusyed

218eydsAp uj 8uipaay [eJo Jo
S1yauaq pue S)sid Sy} SSaSsY

suoisnjpuo)

‘w93 3uo| Jo JI0yS JO

91N0J 9ALleUIR) e JO UonedIpul
10 3uIpa3) |eJo Uo wesd) aled
9y} JO suoljepusawWWodDd

9y} 03 9duaJaype-uou
‘(spinbi| jo Buiuaxdiyy pue
91Nn1X9]) suonesyipow 191p
asnyaJ 03 31 s, Jusjed

*s92uaJlaya.d pooy
s,jJualled o13eydsAp

a3 03 anp saA1323[qo
y3jjeay pue |ein3ndoid0s
‘|eaisAyd uaamiaq 191]Ju0d
‘paJayjo spinbi| pue pooy
9y3 JO ‘wea) aJed ayj3 Aq
‘uoljen|eAap ‘uoljedljipow
191p pue }alp |elajus
SulAjoAul sBNSsI [ea1yl3

S)I1u0d Supjew-uolsAQg

‘Bunjew-uoisidap
‘Ajdeded quasuod so1Y13

‘A3ojoy3ed yosads
‘{Bunjew-uoisidap pateys
{s9ouaJaya.d pue ainynd
pooj ‘eideydsAp ‘|eaiul|d

:spiomAa)y

*(wsijeusaled)

SUIDIPaW SAISUSJIP JO
92130e.4d Y3 ajeulIwID
‘spinbi| paua2iy3 asnjau
03 3y314 s,3usyed ayy
3da22e {110jWwodsIp
|eatul]d Suiziwiuiw

O uohuajul sy} yum
Supjew-uoisidap |eatuld
JO saseq ay3 ssnasiq

(S21Y3L pue ‘Ajpeded
JUISUOD :3uUBjew UOISIBP ¢, d d1|S9T ‘V Uadsy  6T0C
[ea1ulo Jo Ayixs|dwio),,

‘san|eA pue

S9A1393[q0 03 uolle[as
ul SJ9AI89482 3y Yym
99.3esIp Asyj uaym
Awouoine s juaijed ayy
3uipoddns uj 3sidesay)
ys9ads ay3 Jo 9|04 Y3
aujwexa ‘eideydsAp

Jo JuswaSeuew ayj ul
SUJ92U0I 3y} JO dWOS
Suimoys Jo wie ayy
ym a130ead Adesayy
Y29ads ul palyiauapl
S39NSS| [B21Y3D Uo 312349y

(Juswadeuew eideydsAp
ul 21433 pue sasuaiaja.d
24n3|nd pood,,

w8 Auusy  GTOC

aAd3lqo Joyiny

uolenunuo) T areyd

o
~
~
o~N
o~
N
=
N
o
o~N
o
~
o
P
o™
[eo]
o~
=3
D
o
o~
Yo}
=
o
=
—
o
_
5
o
=
x
=2
=
(=%
—
=
=




Research J

Speech therapy, decision conflicts and dysphagic patients: an integrative review

Figure 2. Categorization of codes (subcategories) found in the corpus
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Results and discussion

Bibliometrics of selected articles

Nine articles were selected to compose the
integrative review, all written and published in
the English language. As there was no limitation
on filtering by time, the year of publication varied
between 1992 and 2019. The only year that had
more than one publication was 2012 (two articles).
The restricted number is due to selecting
exclusively texts that answered the research
question of the review. Other publications related
to the topic were identified, but they were outside
the scope of this research.

Regarding the nine articles selected, seven are
case studies that analyze ethical dilemmas and
conflicts in the therapeutic environment 152022,
Two other articles presented models and
algorithms for decision-making in care for dysphagic
patients 2%, Five articles are signed by researchers
from the United States 4%, country with the greatest
volume of publications, followed by Australia, with
two publications?2%5, and Canada?! and the United
Kingdom %, with one publication each. Five journals
are specifically focused on speech therapy.
The journal with the highest impact factor identified
in this integrative review is Dysphagia (impact
factor 3.034), with two publications: one in 1992
(case study) and another in 2012 (observational
study). Only one journal, Bioethics (impact factor of
1.665), is specific to the bioethics area.

| -maker
|

Advanced

directives Ciibetyl

What are the agents involved in decision-

making conflicts in speech therapy?

For the categorization of articles - following the
content analysis method proposed by Bardin - the
reports generated in ATLAS.ti software were used.
Three main actors of decision-making conflicts in
speech therapy practice (in increasing order of
occurrences) were identified: 1) family (18%, 18
occurrences); 2) patient (35%, 36), and 3) health
professionals (47%, 48). Within this scope, the
subcategories incorporated in the “family”
category were “substitute decision maker,”
“family-professional relationship” and “family-
patient conflicts.” In the “patient” category,
there were two main subcategories: “quality of
life” and “autonomy” - “decision-making”; the
“informed refusal,” “informed consent,” “advance
directives” and “living will” subcategories
were added to the latter. Finally, in the “health
professionals” category, two main subcategories
were established: “interprofessional relationship”
and “speech therapist’s role,” with the latter
including the “paternalism,” “deontology,”
“justice,” “beneficence,” “non-maleficence” and
“conscientious objection” subcategories (Figure 2).

Conflicts related to speech therapist

and health professionals

In the “health professional” category, eight
subcategories were included (the percentages
in parentheses refer to the occurrence in the
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corpus): beneficence (19%), speech therapist’s
role (17%), justice (15%), interprofessional
relationship (15%), deontology (14%),
non-maleficence (8%), paternalism (8%),
and conscientious objection (4%).

Interprofessional relations must be based
on the discussion of cases and the sharing of
information, as to avoid misunderstandings. When
there is dialogue about how each professional can
contribute to the management and the patient’s
prognosis, conflicts and confusions are avoided. In
the case of a dysphagic patient with no possibility
of cure, there will always be many decision-
making conflicts over the best way to manage
their demands®. In short, the relationship
between professionals and specialties must be
based on the sharing of information so as not to
allow confusion and divergences in the treatment
of the patient and the management of their
needs, respecting the specifics of each case.

In fact, when disagreements occur in the
management of dysphagic patients - especially
when they refuse specialized speech therapy
assessment or treatment -, there is a need for
discussing the case between physicians, family
members and caregivers. Sharp and Bryant 7 also
reinforce that the team must always communicate
and share the deliberations. Information is
important to decide the best way to safeguard
autonomy and respect the patient’s decisions.

The speech therapist’s role in managing
dysphagia is very well defined, reason why this
professional has to understand the possible
decision-making conflicts and know how to
manage the patient’s demands. Many authors
emphasize the importance of decision-making
being shared between family, patient and
multidisciplinary team. The patient’s wishes
and desires must be considered so that their
autonomy is respected >-22,

In matters regarding the professional, one can
perceive the occurrence of three of the four prima
facie principles of principlism: beneficence
(always doing good), non-maleficence (never
doing evil) and justice (related to distributive
justice and the weighting between risks and
benefits) 161720233 The speech therapist can use
principlism to maintain a balance in health care,
always evaluating the specifics of each case
to assess which of the four principles is more

important than the others. The professional,
therefore, must avoid unilateral decisions, which
hinder participation and disrespect the patient’s
autonomy. This type of decision reinforces
paternalism (when the physician or professional
makes decisions without the patients’ consent and
active participation) *>7-21,

As Bertachini?* points out, speech therapy
manages ethical, human and technical demands,
focusing on prevention and intervention in the
areas of health, education and research. The
speech therapist is qualified to intervene in issues
related to human communication that hinder
social interaction, family life, learning and people
management. One of the mechanisms to avoid
these negative impacts is empathic listening,
which in turn allows assertive communication,
enabling the patient to be a protagonist in
decision-making, expressing their feelings and
wishes 4,

Bertachini?* also states that speech therapy and
bioethics share the same purposes and principles:
confidentiality, privacy, alterity, prudence,
vulnerability, acceptance, respect for life, and
quality of life. Thus, bioethics is a tool that helps
the speech therapist deal with decision-making
conflicts.

Another situation that can lead to conflict
concerns conscientious objection. The health
professional may refuse to perform any procedure
out of respect for personal beliefs and values.
The concept of morality and what is ethical is well
defined, but the understanding can differ from
person to person - which generates conflicts in
decision-making 1'%, In these cases, the patient’s
right to autonomy suffers interference and ends up
being disrespected.

As deontological documents, the professional
code of ethics addresses ethical issues related
to care and interactions that involve therapist
and patient, service provider and client.
In short, deontology concerns the ethical
regulation of interprofessional and interpersonal
relationships **23, Thus, the Speech Therapy
Ethics Code %, based on the principles of the
Universal Declaration on Bioethics and Human
Rights?¢, also provides the speech therapist with
a theoretical basis that can be used to resolve
decision conflicts.
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Conflicts related to speech therapists

and patients

In the “patients” category, seven subcategories
were included (the percentages in parentheses
refer to the occurrence in the corpus): autonomy
(25%), advance directives (25%), informed refusal
(14%), living will (14%), quality of life (8%), shared
decision-making (8%), and informed consent (6%).

The concept of quality of life determines
the well-being of dysphagic patients, and
their condition to maintain human dignity and
autonomy. The patient can manage their wishes
according to their own understanding of what
quality of life is and how it impacts their daily
life. The concept also relates to functionality,
which is highly valued in limiting situations,
when the patient is affected by an incurable and
progressive disease. In summary, quality of life is
a parameter to define behaviors when managing
dysphagic patients 162022,

Respect for autonomy is another principle
related to the “patient” category and emerges
from the principle proposed by Beauchamp
and Childress?. An autonomous patient is the
one capable of making their own choices and
expressing their own desires through informed
consent, deciding on their well-being, health
situation and care process *?2%, The patient may
also refuse procedures they deem extraordinary
or that may cause more suffering. This refusal, like
consent, must be reported %,

Patient autonomy is related to shared
decision-making. In this process, to reach a
consensus that meets the patient’s needs,
deliberation must be based on collaboration and
the division of responsibilities *>23, Article 5 of the
Universal Declaration on Bioethics and Human
Rights?¢ clearly states the duty to respect the
person’s autonomy, advocating the individual’s
independence in deciding what they want for
their own life. Shared decision-making aims to
safeguard these rights. The speech therapist can
help in this process, respecting both the patient’s
refusal and consent.

Regarding autonomy, patients can benefit
from the advance directives, whose main
objective is to ensure that their decisions about
whether or not to undergo certain procedures
are respected. The Federal Council of Medicine

(CFM) 28 defines advance directives as a set of
wishes, previously and expressly expressed by
the patient, about care and treatments that
they want, or not, to receive when unable to
express, freely and autonomously, their will.
This set of wishes of the patient or their legal
representative must comply with the Medical
Code of Ethics - if there is disagreement, the
physician may ignore it.

Advance directives prevail over any other
opinion that is not given by the physician,
including the family’s. Advance directives must
be registered in medical record, and registration
with a registry office is optional, given that today
its execution by physicians is not guaranteed by
law. It is also noteworthy that there are judicial
decisions that prevent certain procedures, even
with the patient’s express wish. In the absence
of advance directives, the physicians can consult
the hospital’s clinical bioethics committee, the
medical ethics committee or the CFM itself
to guide their decisions?. Finally, it is worth
remembering that the patient who registered
advance directives can change their decisions
at any time "?°, In this way, the patients’ right
to express their wishes in advance is assured,
anticipating possible situations of inability to
decide for themselves.

There are two modalities of advance directive:
living will and durable power of attorney. In the
living will, the patient registers disagreements
and agreements regarding certain medical
procedures. In this case, the patient exercises
pure autonomy, as advocated by Beauchamp
and Childress?, as they actively and consciously
participates in decision-making about their care.
The durable power of attorney, on the other hand,
is a model of substitutive judgment, whereby the
patient appoints a prosecutor to decide for them
in case of incapacity. These two models can be put
together or in different documents, but both have
the goal of guaranteeing respect for autonomy.
When the patient explains in these documents
what they want, it becomes easier to manage the
decision-making conflicts %°.

In the living will, the patient can register
the refusal or desire to suspend extraordinary
measures that prolong their life and increase
suffering. These measures may include: artificial
nutrition and hydration (ANH), mechanical
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ventilation and resuscitation, especially in
palliative or end-of-life care Y. Much discussed
in the literature because of controversies about
its benefits, ANH can have legal implications
for health professionals ¥, For this reason,
based on the medical literature or even with the
approval of the patient or substitute decision-
maker ??, physicians tend to be cautious when
suspending ANH.

Conflicts related to speech therapist
and family

In the “family” category, three subcategories
were included (the percentages in parentheses
refer to the occurrence in the corpus): “family
and patient conflict” (22%), “professional-family
relationship” (39%) and “substitute decision-
maker” (39%). In the relationship between family
and patient, disagreements are very common. For
different reasons, the family often tends to make
decisions without including the patient. This may
be due, for example, to an attempt to save the
patient from knowing their real health condition,
or even to disagreements regarding the patient’s
choices. Without knowledge of the medical
diagnosis or the existing therapeutic possibilities,
the patient’s autonomy is compromised 11922,
Thus, it is reinforced that the patient has the
right to make decisions and be fully respected as
a human being.

In the relationship between professional and
family, disagreements can be resolved when
the professional presents all the possibilities of
treatment and interventions, allowing for shared
decision-making. The family’s demands provide
detailed information about how the patient lived,
their habits and preferences, and therefore must
be considered. The speech therapist has to be
sensitive to the anguish of family members in
relation to patient care and record the decisions
made at meetings with the family 151820-22,

Patients can define a family member or close
person to be the substitute decision-maker in the
event of an inability to self-manage and decide for
themselves. Questions about suspension or refusal

of procedures related to feeding can be deliberated
by the substitute decision-maker?’, who must
legislate in favor of the person who instituted it,
without confusing their wishes, beliefs and wills
with those of the patient 202,

Final considerations

Answering the research question of this
integrative review (“What are the main actors in
decision-making involving dysphagic patients and
the conflicts they face?”), we identified that the
speech therapist has to manage decision-making
conflicts, which mainly involve three actors:
patient, professional, and family. The review also
identified possible conflicts (subcategories) related
to each of these actors. Such conflicts most often
involve the professional and then the patient.

We concluded that attitudinal changes of
the multidisciplinary team and caregivers in
relation to the dysphagic patient are necessary.
The deliberations must involve everyone so that the
decision-making is more assertive and safeguards
the patient’s autonomy, treating them as the
protagonist of their actions and choices.

Family demands should also receive attention,
as the family’s distress and lack of information can
interfere with patient care, especially in matters
related to feeding. It was clear that suspending
ANH or administering comfort food for end-of-life
patients can generate disagreements between health
professionals, family and patients themselves. To
avoid conflicts, deliberation must be shared.

We observed that there is no theory or model
that the speech therapist can use to resolve ethical
conflicts involving the dysphagic patient’s feeding.
Ideally, the professional’s clinical decisions are
based on good practices and scientific evidence,
but few studies discuss the topic. We suggested,
therefore, that the Code of Ethics in Speech
Therapy and the theoretical framework of bioethics
should be used as a support for the resolution of
decision-making conflicts.
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