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Purpose: In the absence of literature allowing for an evidence-based approach to therapeutic patient education (TPE) in
Oropharyngeal Dysphagia (OD), this study aims to reach a consensus of experts on the content of a competency framework of an
educational program for OD patients and their informal caregivers (ICGs).

Methods: We used the Delphi consensus-building method. Four categories of experts were recruited: 12 patients, 17 ICGs, 46
healthcare professionals (HCP) (experienced in OD, not necessarily certified in TPE), and 19 experts in TPE (trained individuals to set
up and run TPE programs not necessarily HCPs). The content of the questionnaire of the first round (R) was established according to
the result of a scoping review and the opinion of an expert committee. We carried out three rounds. In R1 and R2, we collected the
opinions on the relevance (7-point Likert-type scale) and on comprehensiveness (YES/No question and asking participants to propose
additional content). Participants were also invited to leave comments on each objective. In R3, we asked the participants to give their
opinion about the relevance of the objectives again and asked them to rank the themes from highest to lowest priority.

Results: Objectives were considered relevant for all participants if they reached consensus when the interquartile (IQR) < 1, and if the
median indicated agreement (Mdn > 6) (6= appropriate, 7 = totally appropriate). Following three rounds, the final content of the
educational program is composed of 23 educational objectives organized in 13 themes with an agreement about relevance amongst all
participants (Mdn > 6; IQR < 1). The comprehensiveness criterion received also a consensus (IQR < 1). The participants ranked the
theme “normal swallowing vs difficulty swallowing” as the highest priority.

Conclusion: This Delphi study resulted in a consensus, on the content of a competency framework of an educational program for OD
patients and their ICGs. Further steps are needed to construct learning activities based on these objectives before testing their
feasibility and efficacy.
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recommendations

Introduction

Oropharyngeal Dysphagia (OD) is defined as a difficulty forming or moving the food bolus safely and/or efficiently from the

oral cavity to the esophagus.’ Multiple etiologies can disrupt swallowing and have significant life-threatening implications.
The international and scientific societies recommend medically and socially supporting patients with dysphagia and their

caregivers through a multidisciplinary team composed of physicians, therapists, dieticians, nurses, and caregivers.> * Within

this support, Therapeutic Patient Education (TPE) appears as a central component. It is recognized as an approach that
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focuses to help patients and their caregivers acquire and maintain skills needed to manage the disorder and lead a dignified
life.> TPE is known as an effective way to enable patients with chronic conditions such as diabetes, asthma, and obesity to
live better with their disease, adhere more to recommendations, and improve or maintain their quality of life.

The recognized effectiveness of TPE has led various scientific societies to propose TPE guidelines for specific
diseases focusing on the competency framework pursued by the patient and their informal caregivers in diabetes,’
diabetes and obesity,” and in psoriasis® amongst others. However, such work has not been done in the field of OD. As
mentioned by Daviet et al, there are a limited number of articles that have targeted TPE for OD patients, especially those
with stroke.” Another reason for this absence is that most of the studies targeted specific aims related to OD. There’s
a lack of published studies of a transversal and fundamental TPE program specifically addressed to dysphagia adult
patients and their informal caregivers. For example, Krajczy et al conducted in this population aimed to evaluate the
effects of education on dysphagia patients in the early post-stroke period, it targeted only the education about safe food
and liquid intake provided as an addition to classical rehabilitation which is a part of the compensatory strategies in OD
management.'® Govender et al pointed only the education about the normal and abnormal mechanisms of swallowing. "’
Furthermore, McKinstry et al targeted various educational objectives as the normal mechanism of swallowing, knowing
the signs and symptoms of aspiration as well as the complications of aspiration and the importance of the application of
specific rehabilitation exercises and compensatory strategies without taking into consideration the psychosocial skills."?
Wasserman et al aimed the education related only to the nutritional aspects and possible alternative feeding methods as
well as the postoperative swallow safety.'®> Although dysphagia appears in diversified contexts, hence, the establishment
of a base of fundamental and transversal competencies for patients with OD and their informal caregivers seems essential
to us to guide the development of relevant educational interventions for these patients.

However, the lack of evidence on what patients and their caregivers should be trained on led us to move towards
consensus methods that seek to reach a consensus of the content of a competency framework.

There are published studies in other medical fields that have used the Delphi method to reach a consensus by questioning
experts in a perspective of pedagogical development. This is exemplified in the results of a Delphi study conducted in France
that showed agreement among experts around the decision-making skills that patients with cardiovascular disease and their
families should acquire to manage heart attacks and the complex situations they might face.'* Globally, the Delphi method
has been widely and successfully used for years to gather expert opinions on various topics and reach agreement or
disagreement.'® It can be carried out anonymously via email, eliminating the bias that occurs in face-to-face meetings as
in nominal group processes (expert panel method) or consensus development panels (consensus development conferences).
Participants in a Delphi method can express their opinions freely without the fear of being reproached or losing their
credibility, or being forced to have the majority opinion. In addition, the participants can avoid a compromised decision while
answering multiple rounds because answering multiple rounds ensure thoughtful consideration by the entire response group
which is more reliable than a single meeting. Furthermore, the multidisciplinary nature of the Delphi experts gives the chance
to receive different perspectives and inputs.'® Lastly, a Delphi method does not require a specified meeting time therefore the
participants can answer the different questionnaires when they are available'” and it can be carried out remotely by electronic
exchange authorizing consultation of geographically dispersed experts.'®!"”

Therefore, this study aims to reach a consensus of experts on the content of a competency framework of a universal
and transversal educational program for adult patients with OD and their informal caregivers.

Materials and Methods
Method

In this study, three rounds were planned to ensure the process did not become too repetitive®® since three rounds are
sufficient to collect the needed information to reach a consensus®' and provide the participants the opportunity to reflect
on their responses to statements in the previous rounds.”> Between the rounds, we provided controlled feedback to the
participants and informed them of the opinions of their anonymous peers. We presented feedback as a simple statistical
summary of the group response.*®

The data collection period of this study was from November 2020 till March 2021.
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Ethical Considerations
The study received the approval of the Research Ethics Committee (REC) of Saint Joseph University, Beirut, Lebanon, in
June 2019, “CE-HDF: 1439”. The study was carried out in accordance with the principles of the Declaration of Helsinki.
We prepared a written informed consent form to obtain written consent online via a link on “Google Forms” and
a formal letter of information to the experts together with an explanation letter concerning the information relating to the
processing of personal data, following the General Data Protection Regulation (GDPR-EU 2016/679) and the Law of
30 July 2018 on the protection of individuals about the processing of personal data, that we sent alongside with the
invitation letter for participation in the study. Therefore, when all participants provided written informed consent prior to
participating in the Delphi study, they were provided with the link to the round one questionnaire.

Participants

According to the literature, participants in a Delphi study are considered eligible to be invited to participate if they have
related backgrounds and experiences concerning the target issue.”! We considered the patients and their informal
caregivers at an equal footing from the HCPs and the experts in TPE knowing their day-to-day challenges with OD.
We reached out to four categories of participants: patients with OD and informal caregivers (known as family members,
relatives, friends, and neighbors, with no training and providing care for free),>* to have feedback about the content of an
educational program relying on their personal experience with OD to help us tailor the content to their day-to-day needs;
healthcare professionals (HCPs) with experience with OD to benefit from their clinical expertise with OD patients and
expert in TPE to cover properly the fundamentals of a TPE.

The inclusion and exclusion criteria of each category of participants are mentioned below:

- Patients: currently or formerly with OD, 18 years old or older, literate, without a cognitive impairment;

- Informal caregivers: currently or formerly taking care of patients with OD, 18 years old or older, literate;

- HCPs: neurologists, pulmonologists, gastroenterologists, ear, nose, and throat (ENT) specialists, geriatricians,
internal medicine physicians, nurses, formal caregivers (formal caregivers are known as paid caregivers with training
in the field but the depth of their training varies),”* speech-swallowing therapists, physical therapists, occupational
therapists, nutritionists, psychotherapists ..., with experience in OD in different settings;

- Experts in TPE: trained individuals to set up and run TPE programs.

Recruitment of Delphi Participants

Knowing there is little agreement on the size of expert panels,'®*!

the panel of this Delphi study aimed to recruit a high
number of participants to anticipate attrition. As recommended in the literature, we aimed to comprise at least 10
participants in each subcategory of experts at the end of the process.”!

The recruitment of participants was made based on the network of HCPs and personal recommendations (snowball
system) and through social media like LinkedIn, Facebook, and WhatsApp. An invitation letter, including information
about the study, information relating to the processing of personal data (General Data Protection Regulation-GDPR), and
a consent form were sent via email and phone message to 185 potential participants in September 2020 in French,
English, or Arabic depending on the anticipated preferred language.

To confirm their consent, we asked the participants to sign the consent form and provide us with demographic
characteristics: age, gender, the highest level of degree, professional activity, residency country. In addition, some
specific information was stated for each subgroup of participants:

e For the patients: origin, date of onset and current status of the OD;

¢ For the informal caregivers: relationship status to the patient, specifying if they received a medical degree or special
training, and years of experience in OD;

e For the HCP: workplace, training in TPE, participation in TPE activities, and years of experience in OD;

e For experts in TPE: workplace, TPE interest in which disorder/disease, years of experience in OD.
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We also asked participants to specify their language preference between French, Arabic, or English to fill the ques-
tionnaire. After obtaining the participants’ consent, we sent a link to the Round 1 questionnaire, in November 2020.

Preparation of Delphi Rounds and Construction of Data Collection Tool

The first development of the content of the TPE objectives was based on a preliminary exploratory approach combining
a scoping review and the opinion of an expert committee. Our scoping review summarized the modalities, the content of
educational interventions for adult patients with OD,?* and their informal caregivers. We formed an expert committee of
seven speech-swallowing therapists and one ICG to verify the content of the program. We conducted a telephone
interview and asked the expert committee the same question: “What are the essential needs to be addressed in therapeutic
education for patients with OD and their informal caregivers?”.

Therefore, this preliminary work resulted in an initial list of 21 objectives organized into 12 themes.

We built the electronic Delphi survey in three languages, using Limesurvey,”® an open source online survey
application. For each round, we specified to the participants that they have 2 weeks to answer.

Before launching the first round of the Delphi study, we pilot tested the French version on two speech-swallowing
therapists, the English version on a colleague expert in research methodology, and the Arabic version on two Lebanese
patients with OD. Relying on the feedback of the participants to the pilot study, we added examples and/or explications
for the different educational objectives to facilitate the intelligibility of the questionnaire and we added the “not
concerned” option for each educational objective.

We created the main questionnaires and different study documents in French. Therefore, a group of HCPs verified the
translation of the whole documents and a sworn translator ensured that the content of the invitation letter, consent form,
information letter, the explanation letter concerning the Information relating to the processing of personal data, the
General Data Protection Regulation (GDPR) were translated accurately to Arabic and English. This procedure was
repeated for each of the three consecutive rounds.

Delphi Round One

For the first round, we collected the relevance and the comprehensiveness of the objectives chosen for the educational
program. Relevance means that the chosen item addresses the need of patients or their informal caregivers to cope with the
disorder in their daily life and help them maintain their quality of life. Comprehensiveness means that the proposed items are
complete and cover the needs of the patients or their informal caregivers. For each objective, we asked the participant to
determine relevance by expressing their opinion on a 7-point Likert scale (1: totally unsuitable, 2: unsuitable, 3: slightly
unsuitable, 4: indecisive, 5: slightly suitable, 6: suitable, 7: totally suitable, and not concerned). We also asked the participants
to comment on their answers, especially when they believed that the objective is unsuitable, unclear, or incomplete. Lastly, we
asked participants to answer a YES/NO question about the comprehensiveness of the entire objectives, “Are the proposed
objectives for the educational program for dysphagia patients and their caregiver complete? If not, please specify what may be
the objectives of other educational activities”. We also included an explanation of the Delphi procedure with examples and
instructions on how to complete the questionnaire.

The questionnaire of round one comprised 12 themes inclusive of 21 educational objectives. We distributed the link to the
questionnaire via emails or via the WhatsApp application. The duration of the questionnaire of round one was around 12
minutes. Despite that participants were given two weeks for each Delphi round,?' due to the Covid19 pandemic, we extended
the first round to one month. After the initial two weeks, we sent three reminders by emails and/or messages.

After receiving the answers, we gave each participant a name code [Abbreviation of each type of experts; the first
letter of the name, first two letters of the family name] to allow the tracking of returned responses, to track the
individual’s feedback, and to facilitate the data analysis afterward.

Delphi Round Two

For the second round, we first presented the results of the first round at the beginning of the questionnaire. Then, we
followed the same steps as in round one so the participants can confirm or modify their answers. Thus, we collected also
the relevance and the comprehensiveness of the chosen objectives for the educational program using the same evaluation
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parameters. We relied on the statistical calculations and the comments of the first round to obtain the second round. We
reworded some items, clarified others with examples and/or explanations, we added a few objectives according to the
participant’s comments. We sent the link for the questionnaire of round two by email and/or by message. The duration of
the questionnaire was around 12 minutes.

Delphi Round Three

As for the third round, we divided it into two parts. In the first part, we asked the participants about the relevance of the
objectives by also giving their opinion on a 7-point Likert-type scale as in the previous rounds. We omitted the Round 2
items that received stable responses and agreement among the participants from the Round 3 questionnaire to reduce its
length. We asked the participants to judge the relevance of the items. We did not make any changes (rewording or adding
examples) between round two and round three to ensure the stability of the responses to the remaining items. We
specified that the “not concerned” answer is to be used only by patients, and informal caregivers to have complete
feedback from HCPs and experts in TPE.

In this round, we added a second new part “ranking of themes for the educational program”. We asked participants to rank
the proposed themes [from highest to lowest priority]. This prioritization aimed to establish a ranking for implementing an
educational program for dysphagia patients and their informal caregivers. This information will be used to select the priority
themes organized as educational activities. This prioritization took into account the perception of the patient’s needs and their
experience as potential beneficiaries of the activities (patients — informal caregivers) or as observers of the priority educational
needs to be covered (TPE experts and HCPs). We asked the participants to rank the themes from 1 to 13 (1 being the highest
priority and 13 being the lowest priority). But before the ranking, we asked all participants to answer two closed-ended
questions: “Have you ever had/been faced with a tracheostomy? Have you ever needed/been faced with enteral feeding?”.
Depending on each participant’s answers to these questions, we included or excluded topic eight “tracheostomy cannula”, and
topic nine “enteral feeding” from the ranking choices as these topics are relevant for some patients only.

The duration of the questionnaire was around 7 minutes.

Data Analysis

In the first round, we calculated the median (Mdn) of the relevance and the interquartile ranges (IQR) of the relevance
and the comprehensiveness. Objectives were considered relevant and comprehensive for all participants if they reached
consensus (IQR < 1) with a smaller IQR indicating a higher consensus,’ and Mdn > 6 on the 7-point Likert scale’
suggesting agreement.

During the second round, the stability, ie, the consistency of responses between successive rounds of the study, was
examined by the non-parametric Wilcoxon test (Z). A non-significant Wilcoxon test at p>0.05 indicated no significant
difference between the ratings of the same objectives in round 1 and round 2, hence, stability was considered confirmed.
Furthermore, we verified if the choice of the list of objectives were comprehensive for all participants when it reached
consensus (IQR < 1).

In round 3, in addition to the stability and agreement calculations, we performed an Mdn calculation to obtain the
final ranking of the objectives by priority.> The theme with the lowest Mdn was considered the most important by the
participants. When two themes acquired the same median, we referred to their means to decide concerning the ranking,’
the theme with the lowest mean was considered with a higher priority. The analysis was performed with IBM SPSS
Statistics Base v21.0.

Results
A summary of the calculation of the Delphi results is presented in Figure 1.

Profile of Participants

The 94 participants who agreed to participate in the study amongst 185 approached, filled in the first-round questionnaire,
78 filled the second-round questionnaire, and 70 filled out the third-round questionnaire. The number of participants of
each subcategory and the reasons for attrition is presented in Figure 2.
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Figure | Summary of the calculation of the Delphi results.

Round 1

Round 2

Round 3

Wilcoxon signed-rank sum test

non significant
Stable 14 objectives

Agreement
Mdn 26 and IQR < 1
14 objectives

Wilcoxon signed-rank sum test

non significant
Not stable 1 objective

12 patients

94 participants

17 informal caregivers
46 HCPs
19 Experts in TPE

Attrition of 16 participants:
1 didn't mention any credentials or contact information
2 didn't complete the questionnaire

13 didn't fill the 2nd round questionnaire

12 patients
16 informal caregivers

78 participants

38 HCPs
12 Experts in TPE

Attrition of 8 participants:
2 mentioned that didn't have the time to fill the 3rd round

6 didn't fill the 3rd round questionnaire

10 patients
16 informal caregivers

70 participants

Figure 2 Participants of each subcategory and the reasons for attrition.

32 HCPs
12 Experts in TPE

The participants were located in six countries: Lebanon, Egypt, Belgium, France, Norway, and Spain. The mean age
of participants was 39.18 years (SD=15.75). The participants were mostly female (71.28%). Stroke was the most frequent
etiology of patients’ OD (58.33%). The status of the relationship of the informal caregiver to the patient was mostly

daughter or son with 70.59%.
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Results of Round |

The Round 1 questionnaire included 12 themes broken down into 21 educational objectives. First, we calculated the

median and interquartile range. The results indicated agreement by the 94 participants on the relevance of 19 of the 21

educational objectives initially proposed. Two objectives: “Explain the benefits of tracheostomy” and “Perform technical

gestures related to tracheostomized patients during meals” belonging to theme 8 “Tracheostomy tube” did not obtain the

agreement of the participants (MDN<6 and an IQR>1). The majority of the participants considered it necessary to specify

for themes 8 “Tracheostomy tube” and 9 “Enteral feeding” that they are only relevant according to the situation of the

patient. Table 1 shows, the calculation of the median and interquartile for the 21 objectives.

Table |1 Median and Interquartile Calculation of the Relevance of the Objectives of Round One

Themes Objectives Delphi Round |
Relevance
Mdn IQR

1. Normal swallowing vs difficulty in Explain the normal mechanism for swallowing. 7 |

swallowing
Understand the role of coordination between breathing and swallowing. 7 |
Identify possible impairment locations during the passage of food between the 7 |
mouth and the stomach.

2. Symptoms of oropharyngeal Identify the different signs and symptoms of oropharyngeal dysphagia 7 |

dysphagia

3. Consequences of oropharyngeal List the consequences of oropharyngeal dysphagia. 7 |

dysphagia

4. Aspiration Recognize and differentiate the different types of aspiration. 7 |
Distinguish and recognize myths related to aspiration. 7 |
Apply appropriate behavior to deal with aspiration. 7 0

5. Oral hygiene Choose the right tool to achieve good oral and dental hygiene. 6 |

6. Specific rehabilitation Apply specific rehabilitation exercises to improve dysphagia. 7 |

7. Compensatory Strategies Identify and correct environmental elements and surrounding behavior for a safe 7 |
meal.
Know how to prepare food textures and menus efficiently. 7 |

8. Tracheotomy cannula Explain the potential benefits of tracheostomy. 6 2%
Describe the care process of a tracheotomy cannula. 7 |
Carry out the technical gestures related to tracheotomized patients during meals. 7 2%

9. Enteral feeding Identify complications of enteral feeding. 6.5 |
Know how to apply tips to better manage enteral feeding. 7 |

10. Communication of health needs Communicate health needs with your health care professional. 7 |

I'l. Help and support Identify and ask for people who support dysphagia patients and their caregivers. 7 |
Identify and use the resources of the healthcare system by the dysphagia patient and 7 |
his/her caregiver.

12. Managing Stress Mastering tools to help manage the stress that accompanies dysphagia. 7 |

Note: Scores with *Symbol indicate that themes did not reach a consensus.
Patient Preference and Adherence 2022:16 https: 1517
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Relying on the quantitative results, the majority of participants considered the suggested list of objectives as complete,
the comprehensiveness criterion received consensus (IQR < 1). But when we checked the qualitative feedback of the
participants in the comments, we noticed the need to add objectives, and this was done in round two as explained below.

Results of Round 2
To constitute the second-round questionnaire, we added overall three objectives (Explain the link between good oral/dental
hygiene and swallowing disorder of theme 5 “oral hygiene” and Choose foods and drink to get the recommended calorie and
water intake of theme 7 “compensatory strategies”) and one new theme comprising one objective (theme 13 “appropriation of
dysphagia”: Describe your story and experience from the onset of dysphagia and plan your life project) to round 2 to complete the
list of objectives. We made modifications on the two objectives that were not considered relevant by the participants and we relied
on the comments to rephrase or clarify several objectives by adding examples, explanations, or by adding precisions. For
example, for theme 8 “Tracheostomy cannula” and theme 9 “Enteral feeding” we added the precision “The objectives are
exclusively addressed according to the case and the needs of each patient and their caregiver” in red. Hence, the second round
comprised 13 themes including 24 educational objectives.

The analysis of round 2 focused on determining the stability using the non-parametric Wilcoxon test. Between round
1 and round 2, we calculated the stability of the objectives that we did not change or were slightly rephrased from
round 1. Subsequently, we calculated the stability of 10 objectives among the 24 (leaving aside the 11 objectives that
were enormously changed and the 3 objectives that were added newly to round 2) using the non-parametric Wilcoxon test
(Table 2). Among these 10 objectives, only one objective (Communicate health needs with your healthcare professional

Table 2 Stability of the Responses Between Round | and Round 2 Using Wilcoxon Sign-Rank Test and Calculation of Median and
Interquartile of the Relevance of the Stable Objectives of Round 2

Themes Objectives Stability Between R1 Delphi Round 2
and R2 Relevance
z p Mdn IQR

I. Normal swallowing vs Explain the normal mechanism for swallowing. —0.373 | (0.709) > 0.05 7 |

difficulty in swallowing
Identify possible places of disturbance during the passage of food | —1.906 | (0.57) > 0.05 7 |
between the mouth and the stomach.

3. Symptoms of Describe and locate the different signs and symptoms of —0.138 | (0.891) > 0.05 7 |

oropharyngeal dysphagia oropharyngeal dysphagia.

4. Consequences of List the consequences of oropharyngeal dysphagia. —0.798 | (0.425) > 0.05 7 |

oropharyngeal dysphagia

6. Specific rehabilitation Apply specific rehabilitation exercises to improve swallowing. —0.802 | (0.423) > 0.05 7 0

7. Compensatory Strategies | ldentify and correct environmental adaptations and the behavior | —1.683 | (0.092) > 0.05 7 0
of the surrounding for a safe meal.

10. Communication of Communicate health needs with your healthcare professional. —2.182 | (0.029) < 0.05*

health needs

I'l. Help and support Identify and solicit the people who support the patient with —1.331 | (0.183) > 0.05 7 |
dysphagia and their caregiver.
Identify and use the resources of the healthcare system by the —1.099 | (0.272) > 0.05 7 |
patient with dysphagia and his/her caregiver.

12. Managing Stress Mastering strategies to help manage the stress that accompanies | —0.575 | (0.565) > 0.05 7 [
dysphagia.

Note: Scores with *Symbol indicate that p >.05.
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of theme 10 “Communication of health needs”) did not reach stability (Z=—2.182; p = 0.029). Therefore, we calculated
the median and interquartile for the 9 stable remaining objectives. The results indicated participant agreement on these 9
objectives (Table 2). Lastly, the majority of participants considered the suggested list of objectives as complete, the
comprehensiveness criterion received consensus (IQR < 1). We sent the remaining 15 objectives in a third round.

Results of Round 3

The third and final round questionnaire was composed of 8 themes comprising 15 educational objectives.

Part |

Similar to the two previous rounds, the analysis of the results of round 3 focused on calculating the stability and the
degree of agreement. The results showed stability of response of the 70 participants on the 14 objectives amongst the 15.
The responses to the objective “Recognize the different types of aspiration” of theme 2 “Aspiration” were not proven to
be stable between round 2 and round 3 (Z = —2.396; p = 0.017) (Table 3). The 14 objectives with stable responses
obtained an agreement on the relevance from the participants (Mdn > 6; IQR < 1) (Table 3). As a result, the transversal
list of the educational program comprises 13 themes including 23 educational objectives.

Table 3 Stability of the Responses Between Round 2 and Round 3 Using Wilcoxon Sign-Rank Test and Calculation of Median and
Interquartile of the Relevance of the Stable Objectives of Round 3

Themes Obijectives Stability Between R2 Delphi Round 3
and R3
Relevance
z P Mdn IQR

I. Normal swallowing Explain the role of coordination between breathing and swallowing and recognize | —0.I51 (0.880) > 0.05 7 |
vs difficulty in the impact of the underlying cause of dysphagia on the breathing mechanism.
swallowing
2. Aspiration Recognize the different types of aspiration. -2.396 (0.017) < 0.05*

Apply suitable actions to deal with aspiration. —1.486 (0.137) > 0.05 7 0

Distinguish and recognize wrong attitudes to deal with aspiration. —0.721 (0.471) > 0.05 7 0
5. Oral hygiene Explain the link between good oral/dental hygiene and swallowing disorder. —0.882 (0.378) > 0.05 7 |

Choose the appropriate tool and apply the gestures effectively to achieve good oral | —0.15 (0.988) > 0.05 7 |

and dental hygiene.

7. Compensatory Know how to prepare food textures efficiently and make the right choice according | —1.126 (0.260) > 0.05 7 0
Strategies to the patient’s needs.

Choose foods and drinks to get the recommended calorie and water intake. -0.732 (0.464) > 0.05 7 |
8. Tracheostomy Explain the potential benefits of tracheostomy. -0.627 (0.530) > 0.05 7 |
cannula

Demonstrate the care process of a tracheostomy cannula. -1.713 (0.087) > 0.05 7 |

Carry out the technical gestures related to tracheotomized patients during meals. | —1.445 (0.149) > 0.05 7 0
9. Enteral feeding Identify complications of enteral feeding. -0.311 (0.755) > 0.05 7 |

Understand how to apply tips to better manage enteral feeding. —0.095 (0.924) > 0.05 7 |
10. Communication of Communicate health needs with your healthcare professional. —1.127 (0.260) > 0.05 7 0

health needs

13. Appropriation of Describe your story experience from the onset of dysphagia and plan your life —0.632 (0.527) > 0.05 7 |

dysphagia project.

Note: Scores with *Symbol indicate that p >.05.
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Figure 3 Priority ranking of the themes.

Part 2

Figure 3 shows the results of ranking in which we calculated the medians for each of the 13 themes. The theme with the
lowest median was considered with the highest rank. When having the same median, we calculated the mean to judge the
rank of the theme, the theme with the lowest mean was considered with a higher priority. The participants ranked theme

“normal swallowing vs difficulty swallowing”, “aspiration”, “symptoms of OD”, “consequences of OD” and “compen-
satory strategies” as the highest top five priority and theme “help and support” as the lowest priority.

Discussion

In the present study, we aimed to reach a consensus on the content of a competency framework of a universal and
transversal educational program for adult patients with OD and their informal caregivers. Following the reviewed
literature, we could not find clear benchmarks for determining the core competency framework of the TPE program
for adult patients with OD and their informal caregivers. Therefore, the lack of evidence on what patients and their
caregivers should be trained on led us to move towards consensus methods that seek to reach an agreement of the content
by experts. The results obtained after the third and final round showed agreement from 70 participants on 13 themes
comprising 23 educational objectives (Supplementary Table 1).

Knowing OD is a medical condition that affects the physical health matter and the social and psychological aspect of

28

an individual life,”® we included themes comprising objectives targeting self-care and psychosocial skills as also

recommended by the World Health Organization (WHO) considerations for TPE.?
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Regarding the findings of the Delphi study, we note that the participants suggested the inclusion of one objective
targeting self-care skills in the “Oral Hygiene” theme “Explain the link between good oral/dental hygiene and swallowing
disorder”, the addition of this objective contributed to have a complete theme about “Oral Hygiene” while we educate the
patient and their informal caregiver about the right tool to use to provide optimal oral hygiene and to understand the
relationship between poor oral hygiene, a weak immune system, aspiration pneumonia and swallowing disorders.***!
The participants also suggested the addition of another self-care objective “Choose foods and drinks to get the
recommended calorie and water intake” in theme 7 “Compensatory strategies” which is also a very valuable addition
that strengthen a multidisciplinary approach and teaches the patient and their caregiver about the proper food and liquid
intake to avoid malnutrition and dehydration and therefore preserve a good quality of life. One last addition was an
objective targeting psychosocial skills “Describe your story and experience from the onset of dysphagia and plan your
life project” with a thirteenth theme “Appropriation of Dysphagia”. This addition is also imperative toward a global
approach of TPE, especially since eating is a social behavior thus the onset of OD can influence the daily activities®* and
the life plans of the patient and their family. Therefore, while working with patients with OD we need to think of the
emotional, psychological, and behavioral well-being of the patient not only limiting the treatment to a precise symptom.

On the other hand, this Delphi study revealed areas of disagreement. The objective “Recognize the different types of
aspiration” of theme 2 “Aspiration” did not reach a consensus. The participants did not agree with this objective because
the wording of the example was not, in their opinion, clear and specific. However, it would be important to include this
theme since it was ranked second in priority by the participants and that multiple published studies have shown the
importance of knowing the relationship between inhalation lung disease, very often caused by aspiration, and orophar-
yngeal dysphagia.®' Clear and precise explanations to the patient and their family are important, due to the vital
prognosis being at stake, especially in the case of silent aspiration. Therefore, healthcare professionals have to provide
information and, this is not only through simple passive information but by including the knowledge to be acquired
around the aspiration in specific workshops inserted in a therapeutic education program’ to help the patients and their
caregivers acquire the required competencies to recognize and prevent aspiration, therefore, preserve their quality of life.
Moreover, the participants did not agree on the objectives “Explain the potential benefits of tracheostomy” and “Carry
out the technical gestures related to tracheostomized patients during meals” belonging to theme 8 “Tracheostomy
cannula” in round one. The participants found that theme 8, as well as theme 9 “Enteral feeding”, are not relevant to
all patients. Hence, they did not find it necessary to receive this information since not all patients would undergo
a tracheostomy or enteral feeding. Even though we know that when swallowing disorders arise enteral feeding is not
always recommended*® and not all dysphagia patients will necessarily need a tracheotomy or enteral feeding but we kept
these two themes (8 and 9) and added a precision stating that “the objectives can be chosen to be used depending on the
case and need of the patient and their caregiver”. Because it is really important to educate the patients and their
caregivers about the objectives of these two themes when needed knowing the specificities of these two interventions and
the psychological distress that can arise.>*>> Furthermore, we wanted to highlight that the multidisciplinary team must
always discuss it with the patient and their family and must imperatively obtain the patient or the family’s consent.*®

All the above mentioned, get us to an important recommendation which is to adapt the implementation of TPE
following the needs of the patients and their families.?*~’

Finally, the ranking by the participants of the 13 themes comprising the 23 educational objectives showed us that the
highest priority objectives are related to self-care skills. Among these, the theme of oral hygiene was ranked 8th, showing
the lack of knowledge of the importance of such skill as revealed amongst HCPs*® and patients.”® This finding
encouraged us to include this theme as a priority knowing its enormous importance in the daily care of the patient
with OD.**** As for the psychosocial skills, it was ranked 7th by the participants. The result of the ranking reveals that
the psychosocial aspect of OD is less taken into consideration reflecting the reality of OD intervention where mostly the
bioclinical aspects are considered. This could be due to the assumption that dealing with psychosocial consequences
implicitly in clinical practices is enough. But when looking at OD from the lens of WHO’s International Classification of
Functioning, Disability, and Health (ICF) framework, we have to look at the patient with OD holistically to help him
acquire a better quality of life hence taking into consideration the social and psychological aspects of OD. Therefore, the
inclusion of psychosocial skills is really important to decrease the common social and psychological consequences of OD
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such as the sense of isolation, avoidance of eating with others, and anxiety during mealtime®® amongst other conse-
quences and treating the patient as a whole not only considering the physical impact.*’

Limitations

Our Delphi study has some limitations. First, it was difficult to obtain the agreement of a larger number of patients and informal
caregivers meeting the inclusion criteria and willing to participate in the study due to the Covid-19 pandemic. Because the health
crisis has curtailed the majority of management of dysphagia patients and limited consultations and treatment at home.** It
prevented health professionals from being in direct and regular contact with their patients and, they were unable to involve them
in the study. In addition, a potential bias in the perception of needs can be explained through the recruitment of some participants
from the researcher’s network. Second, it was similarly difficult to recruit pulmonologists, even though it would have been
interesting to collect the opinion of these health professionals who have an essential if not primary role in the follow-up of
dysphagia patients.*> However, the items that are related to their specialization (aspiration, consequences of OD ...) were still
considered “totally appropriate” by all health professionals knowing their importance. Similarly, in Clayton’s 2006 study to
identify core dermatologic content in the undergraduate medical curriculum, geriatricians and plastic surgeons did not participate.
Nevertheless, items related to their specialties (pressure ulcers, cutaneous malignancies) were deemed “very important”
following data collection from the questionnaires in the various rounds of the Delphi.** An additional limitation is that from
round to round, the attrition rate increased. The first round consisted of 94 participants, the second round of 78, and the third and
final round of 70 participants. In each of the four categories, the number of participants decreased even though we tried to have
a balance between them. We aimed to have at least 10 participants in each group at the end of the process as indicated in the

literature to obtain reliable results.'®

Conclusion

In conclusion, TPE is an important component in the management for dysphagia patients but lacks clear benchmarks
on what should be the pursued skills. Therefore, we moved towards a Delphi method that seeks to reach a consensus
on the content of a competency framework for OD patients and their informal caregivers. The results showed that the
participants (HCPs, TPE experts, ICGs, and patients) agreed on 13 themes comprising 23 educational objectives,
which are strong benchmarks for clinical practitioners who wish to implement TPE in OD. These help to offer
comprehensive support and to maximize the possibilities of recovery to assist the patient and their family to cope
with the disorder daily and thus benefit from a better quality of life. In future studies, it would be interesting to
develop the objectives into learning activities and test their feasibility and acceptability amongst health professionals
and OD patients, before checking at a later stage their efficacy with the patients and their informal caregivers.
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