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Abstract: The incidence of inflammatory bowel disease (IBD) is increasing year by year, especially in
Asia, which has become one of the major challenges for global public health. The clinical strategy of
inflammatory bowel disease is complex, and shared decision-making helps patients and health care
providers to develop personalized treatment plans. This article mainly from the necessity of Shared
decision making in inflammatory bowel disease treatment, nurses in the role, promote the sharing
decision-making decision aid tool and the influence of Shared decision making in inflammatory bowel
disease aspects were reviewed, in order to further pushed forward in inflammatory bowel disease Shared
decision-making to provide theoretical reference.
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1. Introduction

Inflammatory bowel disease ( IBD) is a complication accumulation system more chronic
gastrointestinal diseases, including Ulcerative colitis (UC) and Crohn's disease (GU). Number of cases of
IBD in western countries for more than 0.3% of the population, the incidence of IBD continue to rise!!],
from 1990 to 2019, the standardized incidence of inflammatory bowel disease in our country from the
rising of 1.47/10to 3.01/101!, due to its long duration, high morbidity, the high cost of treatment, cause
serious burden to patients and the whole medical system.

Due to its long course of disease, high disability rate and high treatment cost, the pathogenesis of IBD
is still unclear. With the continuous development of molecular biology, modern immunology and other
disciplines, the research on the pathogenesis of IBD is deepening, and new treatment methods for IBD
arell increasing. Due to the complexity of medical decision-making in IBD, the treatment decisions of
patients usually depend on doctors, but the differences in decision-making perspectives between doctors
and patients lead to decision-making conflicts between doctors and patients. Since IBD patients require
long-term or even lifelong treatment, the risks and benefits of different treatment decisions are also
significantly different, so it is necessary for medical staff to incorporate the patient's personalized
treatment needs into the decision-making process. shared decision making (SDM) is a collaborative
process that improves patient engagement by sharing treatment information, incorporating patient values
and treatment preferences, so that patients and health care providers make treatment decisions together.
Previous research has shown that, Previous studies have shown that SDM can reduce patient
decision-making conflicts and reduce healthcare costs. In view of the complexity of medical
decision-making in IBD, shared decision-making provides a scientific solution for its decision-making.
Therefore, this article reviews previous related research, in order to provide theoretical reference for this
kind of patients to make medical decisions.

2. Concept of SDM

Shared decision!® making refers to the process of reducing information inequality between doctors
and patients by continuously improving patients' cognition of diseases and treatment options in the
absence of the "best" choice, and constantly exchanging information between doctors and patients to
achieve consistent decision-making. SDM can improve patients' cognition of disease and treatment plan
through knowledge sharing, and help patients choose the same nursing method as their own values and
preferences. SDM in big difference on the applicability of the different disease types, SDM are best
suited for treatment of a variety of choices, and these choices on the treatment effect, but the individual
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may produce different effect of different (such as the cost of treatment, treatment of adverse reactions,
etc.)®l, many chronic diseases are belong to the category of applicable, For example, SDM significantly
improves the medication compliancel”! of asthma patients and optimizes the treatment effect® of
hospitalized patients with acute exacerbation of chronic obstructive pulmonary disease. SDM is no
longer applicable when there is a clear standard of care for certain conditions or when the benefits of a
treatment option clearly outweigh the risks: In clinical practice, this kind of disease is evidence-based
medicine support and decision-making risk is relatively low, the difference between individual patients
has little effect on the result of the treatment, the doctor may according to the best practices guide or
professional consensus recommend specific treatment, the patient's participation may be less; In addition,
SDM is generally applicable in emergency and emergency surgery situations, where doctors need to take
immediate treatment measures to save the life of patients, and there is a lack of time!! to discuss in detail
with patients and their families and guide them to choose treatment options. In recent years, SDM has
been widely used in clinical practice by doctors and nurses abroad, and has good effects on treatment
compliance and satisfaction. At present, SDM has been applied!'* 13! to different degrees in the fields of
cancer, asthma, mental disorders, cardiovascular and cerebrovascular diseases, etc. In China, scholars
Ma Lul'" applied SDM to patients with atrial fibrillation ablation, and Xia Chunjuan!'*! applied it to
primiparas with vaginal delivery. Although patients for participation in China's enthusiasm high, but
because of the SDM research started relatively late, the majority of patients didn't really involved in the
decision-making process. Studies!!®! have shown that about 80% of IBD patients in China want to be
involved in decision-making, but in fact only about half of IBD patients express their treatment
preferences in the decision-making process.

3. The necessity of shared decision-making in patients with inflammatory bowel disease
3.1. The complexity of treatment decisions in patients with IBD

IBD is a complex chronic progressive disease that includes two forms: ulcerative colitis (UC) and
Crohn's disease (CD). At present, the clinical management strategy of IBD is stratified according to the
severity. Patients with mild to moderate IBD are generally treated with aminosalicylic acid, hormones
and other drugs. Refractory patients with severe complications (perforation, tumor, etc.) are suitable for
surgical treatment!'’l. Diversified treatment is good for treating diseases, but produced the risks and
benefits of treatment, and the existing evidence to show that what kind of treatment is the best choice, to
patients on the choice of treatment decisions can be difficult. With the advent of new drugs and new
treatment modalities, treatment decisions will become more complex.

3.2. Differences in treatment decisions

Patient preferences are influenced by both personal and external factors, which lead to differences in
treatment choices and ways of administration. IBD patients with milder symptoms are more willing to
accept higher-risk treatment options to avoid more severe symptoms, and men are more tolerant!'®! of the
risks caused by treatment than women. In addition, the choice of delivery system in the aspects of income
levels and adverse events of patients, the drug was always higher in patients with long disease duration,
compared with intravenous antitumor necrosis treatment, patients prefer to choose subcutaneous
injections!'”), an anti-tumor necrosis treatment methods of medicine study!'), patients because of
considering the influence of the quality of life, More inclined to choose subcutaneous injection; In the
treatment of biological agents, the safety, convenience and frequency of administration will affect the
choice” of drug management in IBD patients. The differences in the composition of national social
medical insurance and cultural background lead to the differences in the choice of treatment options for
IBD patients between Asian and Western countries. In terms of drug types, IBD patients in Western
countries are more likely to accept biological agents as a treatment option. As for the mode of
administration, Asian patients prefer intravenous biological agents due to their greater dependence on
doctors, while IBD patients in Western countries tend to choose intradermally. The differences in the
composition of national social medical insurance and cultural background lead to the differences in the
choice of treatment options for IBD patients between Asian and Western countries. In terms of drug types,
IBD patients in Western countries are more likely to accept biological agents as a treatment option. As for
the mode of administration, Asian patients prefer intravenous biological agents due to their greater
dependence on doctors, while IBD patients in Western countries tend to choose intradermally(!,

Different perceptions of the risks and benefits of treatment between healthcare workers and patients
lead to different views on treatment decisions. Physicians often pay more attention to the improvement of
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biological indicators and clinical symptoms of the disease, such as disease remission and disease control;
While patients are more willing to focus on symptom relief and quality of life. One study showed??! that
about 60% of UC patients with dysplasia found at the time of biopsy would reject the doctor's proposed
colectomy as a treatment option, even when they were told they would have a 20% risk of bowel cancer.
A cross-sectional study®! showed that physicians, nurses, and patients had different preferences
regarding ileostomy for temporary lossof function. Physicians preferred surgery when the risk of
anastomotic leakage was low, while nurses and patients considered surgery only if the risk of anastomotic
leakage was higher than 25% to avoid permanent ileostomy. Dominated by the doctor's treatment
decision-making model ignores the preference, the treatment of patients with obvious differences, in fact,
doctors and patients with IBD treatment preferences, and personalized nursing in patients with IBD is
also very important, therefore, it is necessary to carry out the SDM in patients with IBD, thus making the
personalized health care plan.

4. The role of nurses in shared decision-making in IBD patients
4.1. Health information providers

Providing health education among IBD patients has been shown to increase disease knowledge and
patient satisfaction with educational information and healthcare, ultimately leading to higher treatment
adherence and reduced healthcare costs!?¥. Nurses are health for IBD patients to the main characters, a
preference on patients with preoperative UC information qualitative study!?), surgery on patients quality
of life (such as diet, exercise and recovery of daily life for a long time, etc.) is the long-term effects of
patients want to obtain information. Patients indicated that they preferred to get relevant information
from nurses rather than surgeons, and patients rated ostomy or IBD specialist nurses as the first choice for
providing practical information. Nurses were the best candidates to provide relevant information on
nursing management, such as the similarities and differences and advantages of subcutaneous injection
and intravenous injection, guidance and education of subcutaneous injection, and stoma nursing
management. A survey[?®l assessing clinical practice in IBD care across Europe showed that the majority
of nurses were able to independently assess patients' conditions and make recommendations for disease
management. Providing patients with information about treatment and advice; Discuss the medical
management of IBD with the patient; Educate the patient on the management of IBD surgery and provide
information about test results.

4.2. A facilitator of medical decision making

IBD is an extremely complex chronic disease, which requires a multidisciplinary team for disease
management and care. Nurses as a member of the multidisciplinary team play an important role in the
SDM of IBD patients. Nurses are important personnel who provide professional nursing practice for
patients and play a crucial role in clinical decision-making. A prospective study?’ on the impact of
nurse-led telemedicine services on health care costs showed that nurses provided treatment
decision-making and guidance for patients through telephone consultation reduced unnecessary
hospitalization and medical costs. Taylor!?®'s study showed that nurses improved patients' choice of
biologics and improved the quality of patient care. Chinese scholar Liu Yuan® built a shared decision
aid to assist GU patients and doctors to make decision-making tools together.

4.3. A bridge for doctor-patient communication

SDM is a patient-centered treatment decision-making model, and communication and collaboration
are considered to be the core of SDMP%. Nurses are important personnel in providing care for IBD
patients. Nurses are good at listening to the needs and suggestions of patients and family members,
building a relationship of trust with patients, and encouraging patients and family members to express
their opinions and preferences. A study®¥ of IBD patients after discharge showed that 98% of patients
believed that telephone consultation with IBD nurses optimized communication with doctors and
enabled faster appointment management. Nurses can coordinate the communication and cooperation
among various professionals, which can not only convey the needs and opinions of patients to doctors,
but also optimize the information provided by doctors to patients, which is conducive to the
understanding of patients, promoting the communication between doctors and patients, and facilitating
the application of SDMB!1,
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5. Decision AIDS in IBD

Decision aids (DA) are tools to help patients make decisions. DA is a common intervention to
promote SDM, and the successful use of DA is an important prerequisite for the implementation of SDM.
Patients' preferences are unique, but due to the complex nature of clinical work, medical staff lack time to
discuss the risks and benefits of treatment options and weigh the pros and cons of treatment options
around patients in detail. Therefore, there is a need for simple and effective tools to trigger patients'
treatment preferences and promote the interactionbetween patients and medical staffi??” | Decision
AIDS provide patients with detailed information about treatment options and their corresponding
outcomes, help patients clarify their own values, and guide patients to choose the treatment plan that is
most suitable for them. In order to improve the quality of patient decision AIDS, the International
Collaboration on Patient Decision AIDS Standards has developed a series of criteria (IPDAS) to evaluate
and guide the development'®! of decision AIDS. At present, the common forms of decision AIDS for
IBD patients are decision AIDS manuals, Web-based decision AIDS (interactive websites, mobile
applications, videos, etc.)l4,

5.1. Decision aid Manual

A decision aid manual is an instructional document, typically provided to patients in paper form, that
is designed to provide support and assistance to decision makers so that they can make more informed,
rational, and effective decisions. These manuals typically contain background information about the
disease, options for various treatment options, and an assessment of the benefits, harms, and risks of
different options.

Help you decide about surgery, a decision aid about IPAA and ileostomy developed by Jessical*> and
her team for patients with UC, was initially distributed in paper form but was also developed in electronic
versions in subsequent studies to address low response rates. The DA is based on the decision aid
prototype developed by Luc Dubois®®, with animated illustrations and photos added for easy use by
patients. In addition to disease and surgery-related information, the decision aid manual compares the
complications and risks of the two surgeries, guides the patient's surgical preference through a series of
questions, and helps the patient and the doctor jointly decide on the surgical method. In addition, it
provides resources to find disease-related content. In 2020, Chinese scholar Liu Yuan!®*” established a
shared decision-making knowledge base through expert consultation. By assessing patients' needs for
shared decision-making knowledge, nurses used the shared decision-making knowledge base to carry out
daily health education for patients according to patients' needs, and promote patients and doctors to
discuss relevant treatment options and make joint decisions.

The advantage of decision AIDS manual lies in providing comprehensive evidence-based
information to help decision makers better understand IBD-related issues and choices. However, with the
in-depth research of the pathogenesis and treatment of IBD, the clinical information related to IBD is
constantly updated, while the decision AIDS manual generally exists in the form of printed matter or
documents. As a result, the information updates lag and change is difficult.

5.2. Web-based decision AIDS

Web-based decision AIDS mainly include two forms: mobile applications and interactive websites.
Web-based decision AIDS are widely used to help cancer patients make decisions®”), improve the mental
health*® of non-professional caregivers of dementia patients, etc. Web-based decision AIDS are also the
most common form in IBD patients.

IBDecide*”! is a mobile application developed by Daraiseh's team in collaboration with care
providers. It is specifically provided to adolescents and young adults to use the DA themselves. IBDecide
facilitates SDM and medication management for patients with IBD, fostering critical skills for the
transition to adult care. IBDecide not only provides patients with treatment information, but also invites
patients to think about their treatment through the interactive chatbot to ask questions, so as to understand
patients' treatment preferences more comprehensively and generate a series of treatment options that are
consistent with patients' responsest®”. In addition, the APP provides patients with appointment guidelines
and treatment tracking, including medication reminders to help patients with self-management!*”!,

Daraiseh***"! verified that IBDecide showed superiority in SDM and symptom management.
Matual“verified the high usability and acceptability of IBDecide in UC patients through an RCT, and
patients indicated that IBDecide was rich in content and easy to use.
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myAIDM! is a Web-based multimedia DA. Some contents of myAID are presented in the form of
videos, which helps patients understand the relevant information about the disease and treatment options
(drug therapy, surgical treatment and alternative therapy, etc.). In addition, myAID also has an interactive
part, which can elicit patients' treatment preferences and goals by asking patients about their current
symptoms and treatment distress. Through a qualitative study, Kim[*?! concluded through interviews with
UC patients and physicians that myAID is a feasible and acceptable tool that facilitates early
doctor-patient discussion of treatment options and facilitates SDM. In addition, Kim™" also designed a
CRCT protocol for the impact of myAID on the quality of life of UC patients, but there is a lack of data to
support this hypothesis.

IBD&me™®! (www.ibdandme.org) is an interactive, free website created by academics at
Cedars-Sinai Medical Center specifically for patients considering biologics as a treatment option for IBD.
It includes an education component and a series of interactive exercises, rating task patients can
understand biological agents therapy on the website of relevant knowledge, and through the complete
decision tree by filling in IBD IBD "decision tree" series of problems, and finally acquire personalized
preferences report, as a patient and medical staff to discuss decided to one of the types of biological
agents reference. In order to detect IBD&me role of SDM, Almario* devised a biological agent
instruction as a control group of RCT standardization, results showed that the patients of the two forms of
data showed high satisfaction, but IBD&me and biological preparation instructions there is no significant
difference on promoting the SDM. The effect of IBD&me on SDM needs to be further verified.

The advantage of web-based decision AIDS lies in providing more personalized decision support to
patients in real time, which is more flexible and convenient than manual, especially interactive decision
AIDS. It not only provides patients with treatment, drug delivery way, operation cure scheme selection
information, according to the patients to provide information for patients can also generate a personalized
report, promote the patient communication and discussion with their doctor, for patients with the
management of the disease itself.

6. Outcomes of the application of SDM in patients with IBD
6.1. The application of SDM in the treatment effect

6.1.1. Improve compliance

The main purpose of IBD treatment is to induce and maintain clinical remission and mucosal healing,
prevent complications, and improve quality of lifel*). Non-compliance is the main obstacle*® to induce
and maintain remission. SDM can improve the treatment compliance of patients. A prospective study on
the factors of medication nonadherence in outpatients with IBD showed that patient and physician
decision inconsistency affected patient adherence to medication, and some patients intentionally did not
follow doctor's advice, which led to a decrease in patient adherence!*”). Keres*¥!' study also showed that
consistency in doctor-patient decision making is an important factor in improving treatment adherence.
SDM supports patient and health care providers to achieve consistency in decision making based on
knowledge sharing. Some scholars*! in the United States have conducted a cross-sectional survey of
patients with IBD and immune diseases who were treated with biological agents, and pointed out that
SDM can improve the medication adherence and treatment satisfaction of IBD patients, and reduce the
health care cost of IBD patients who participate in SDM.

6.1.2. Improve the enthusiasm of treatment

IBD belongs to the category of chronic diseases, which brings huge psychological and economic
burden to patients. Active participation in treatment decision-making has a good effect on disease control.
In a cross-sectional survey of more than 1000 people in the Netherlands®®!, 87% of patients emphasized
the importance of SDM for treatment. In addition, patients in this study who used SDM were able to
express their treatment preferences more effectively, and SDM improved patient adherence and
motivation during treatment. Previous studiesi®!! have shown that the combination of infliximab and
azathioprine can significantly improve and alleviate the disease in CD patients. A cluster RCT study was
conducted in 14 gastroenterology clinics in the United®? States. The results showed that CD patients
who received SDM in the early stage of the disease would choose the treatment strategy more carefully,
be more active in the treatment, and choose a higher proportion of combination drugs. Using
semi-structured interviews between physicians and UC patients, Kennedy™ concluded that SDM
improved patient engagement despite differences in attitudes toward the decision aid manual, as did
Veilleux®*'s study. Yannia®*! conducted a retrospective cohort study to evaluate the effect of combining
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SDM with a multidisciplinary clinic on rash control in IBD patients, and the results showed significant
improvement in rash and good control of IBD activity. In addition, Australian scholar Jackson[>®! et al.
conducted a prospective study on outpatients with IBD, and the results showed that decision support
tools promoted SDM and improved the quality of care.

6.2. Application of SDM in treatment evaluation

6.2.1. Reducing decision-making conflicts

The complexity of IBD care and the heterogeneity of disease types may lead to conflicts?®”! between
doctors and patients in decision-making. In al*® study examining the impact of a decision aid developed
by a multidisciplinary team on decision quality, SDM reduced decision-making conflict and improved
disease perception in pregnant women with IBD. This is consistent with the findings in Zisman-Ilan?'s
study, in which patients who used SDM made higher-quality decisions. But with a SDM on anti-tumor
necrosis factor treatment decisions on the results obtained from the application of RCTP in the family,
in this study by SDM a series of family intervention with regular care of the family there were no
significant differences in conflict and decision quality. This may be due to the fact that only the views of
doctors and parents were considered, and the opinions and needs of children themselves were not fully
considered. Moreover, the small sample size of 22 families affected the experimental results. In addition,
some scholars(®! on the use of biological agents of IBD and idiopathic arthritis in children with parents
has carried on the questionnaire survey, the results show that SDM did not improve the decision conflicts,
but reduces the decision regret degree, and the doctor in the process of decision-making behavior related
to the degree of decision conflicts and regret.

6.2.2. SDM can improve satisfaction and promote self-management

In a Chicago study!® of attitudes toward SDM in IBD patients, about 66% of the study subjects
indicated that SDM could improve satisfaction with decisions. Chinese scholar Liu Yuan®®! confirmed
that SDM could effectively improve the satisfaction of patients participating in medical decision-making
through the study of CD patients, and the research results were consistent with the research results of
Lofland™. Veilleux® conducted a Web-based survey of Australian patients with IBD and found that
SDM reduced anxiety and improved care-related satisfaction. Japanese scholarsl®? conducted a
web-based survey on UC patients to study the effect of information exchange between doctors and
patients on the satisfaction of treatment decisions. The results showed that adequate information
exchange between doctors and patients can improve patients' satisfaction with treatment decisions and
increase patients' trust in doctors. Some scholars!®* have validated Web-based decision AIDS (HAT), and
the results show that SDM can improve patient satisfaction and clinical outcomes, which is conducive to
the self-management of IBD patients. A prospective studyassessing transition in adolescents with IBD,
using shared goal setting and electronic health record (EHR) tracking through SDM, showed that
children with IBD were highly satisfied with transition preparation services and that SDM facilitated
self-management!® |

7. Summary and Prospect

In the context of standardized treatment, personalized medical care needs have attracted more and
more attention. Scholars have gradually realized that patients' health needs and treatment responses may
be significantly different, and standardized treatment regimens alone cannot fully meet the needs of all
patients. As an effective medical decision-making model, SDM has been proved to have advantages in
treatment effect and treatment decision-making. Making nursing goals together with patients is
beneficial to disease management and improve patients' compliance and enthusiasmfor treatment!®3
Therefore, SDM should be widely promoted and applied in IBD patients. The shortage of medical
resources may lead to a lack of opportunities for personalized discussion between medical staff and
patients, which may hinder the application of SDM in IBD patients in China. Studies have shown!*®! that
DA can promote SDM and improve the quality of care. DA is helpful for medical staff and patients to
efficiently discuss treatment plans in a limited time. More and more scholars abroad are committed to the
research of DA, but there is little research content on the development of DA in China. At present, only
scholar Liu Yuan®! has established a knowledge base on SDM in CD patients. Therefore, further
research should focus on the development and promotion of DA, and strengthen the training of Chinese
medical staff on SDM so as to promote the application of SDM in China.
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